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ABSTRACT OF THESIS 

This thesis examines parental involvement in interventions for autism. focusing specificall) on 
the Son-Rise Program (SRP), a 1: 1 American therapy run by parents in their o\'.n home. The 
research is set in context through a review of the literature on theories of autism and family 
systems theory, and a discussion of how these relate to research on intervention. Two themes are 
developed which are dealt with throughout the thesis: the effects of intervention involvement on 
the family as a whole and issues surrounding evaluation of the efficacy of interventions. These 
themes are explored through a series of five interlinking studies, in which both quantitative and 
qUalitative methodologies are utilised. 

The first study surveyed changes over time in the types of non-school based interventions used 
with children with autism within one Scottish region and variation in degree of parental 
involvement. Findings showed that there had been an increase in parental involvement in 
interventions over recent years, and in particular an increase in the uptake of the SRP. The 
remaining four studies focused in detail on this particular intervention. Study 2 explored some of 
the issues surrounding intervention evaluations, and specifically the notion that the validity of 
evaluations may be compromised if the evaluation research is designed in a way which is 
unrepresentative of how the intervention is used outwith the research environment. This 
difficulty can only be avoided if a study profiling typical users and typical patterns of use has 
first been undertaken. Study 2, a one-year repeated measures questionnaire survey of 90 parents 
trained in the use of the SRP, attempted to do this. It also aimed to describe the experience of 
being involved in the SRP from the perspective of the families implementing it, exploring issues 
such as effects on siblings, family stress, and financial implications. Study 3, a one-year repeated 
measures interview study of 6 parents, explored some of the issues raised in greater depth. 

Studies 2 and 3 found a heterogeneous group of children involved in the SRP and a wide range 
of ways in which the program was being adapted by parents to suit their own child and family 
circumstances. This lead to consideration of another threat to the validity and reliability of 
evaluation research, that of 'therapist drift' - when therapists drift away from the correct 
implementation of intervention techniques over time (Jordan & Powell, 1996). Study 4 explored 
therapist drift through a longitudinal video analysis study of 6 mother-child pairs involved in the 
SRP. Videos were analysed for changes in the mother's techniques which might be indicative of 
therapist drift, and also for changes in the child's behaviour which might have been related to 
these. In study 5 the mothers who had participated in the previous study were interviewed to 
explore further their experience of implementing the Son-Rise techniques over the course of a 
year. Results from studies 4 and 5 showed patterns which may have been indicative of therapist 
drift in some of the families. Possible explanations for this, as well as the influence of training 
on therapist drift were considered. The findings of all 5 studies are drawn together and 
implications for families considering a SRP, as well as for professionals advising these families. 
are discussed. The relation between the findings and relevant autism and family theories are also 
considered. 



DECLARATION 

This thesis has been composed by me and is entirely my own work. Publications arising 

from this thesis are included in the appendices. The joint author and the publishers of 

these publications have granted pennission for this inclusion. 

Katie \Villiams 

.. 
II 



ACKNOWLEDGEMENTS 

First and foremost, I wish to thank all of the families who participated in this research. Their 
kindness in sharing their Son-Rise experiences and in giving up their time to take part made this 
thesis possible. 

I am very grateful to my supervisors, Prof. Jennifer Wishart and Dr. Judith Watson. whose 
commitment, support and guidance helped to shape this thesis and make my PhD a positi\e 
experience. Within the Faculty of Education I also owe many thanks to Dr. Bronwen Burford for 
video analysis advice, to Dr. Joan Stead and Prof. Pamela Munn for helping me to develop my 
qualitative analysis skills, and to Lesley Scullion and Caroline Maloney for providing both 
computer support and continuous encouragement. 

In connection with study 1, I would like to thank the Lothian Autistic Society. the Scottish 
Society for Autistic Children, and Dr. 0' Hare, Dr. Cochrane and Dr. Ritchie from Lothian NHS 
Trusts for their assistance in identifying participants and distributing questionnaires. Staff at the 
Option Institute, particularly Bryn Hogan and Jonathan Alderson, provided very helpful advice 
relating to study 2, and kindly assisted me in establishing contact with the families who 
participated in the study. In connection with study 4, I am very grateful to the schools who 
allowed me access to conduct developmental assessments, and also to all of the speech therapists 
who gave up their time to conduct language assessments. Gillian Swan deserves particular 
thanks for the painstaking hours spent on the inter-rater reliability for the study. 

LB and family provided the original inspiration for this PhD, and lots of fun along the way. 
Thank you to everyone in Simon Laurie coffee room as well as friends elsewhere and my 
fiatmates for the fruitful discussions (both academic and otherwise), encouragement and vital 
jaffa cake provision. In particular I am indebted to Karen 'Big Muggit' Goodall who spent many 
hours proof-reading this thesis, but more importantly ensured that I stopped on my journey to the 
sunny uplands to smell the roses and sing some show tunes. 

I am forever grateful to Mum, Dad, Peter, and Dave for their constant support, financially, 
grammatically, and emotionally. This thesis is dedicated to Malcolm Williams, who should have 
been here to see it completed. 

III 



TABLE OF CONTENTS 

Abstract 
Declaration 
Acknow ledgements 
Table of contents 
List of figures 
List of tables 
List of abbreviations 

1 Understanding autism: implications for intervention 
1.1 Introduction 
1.2 The diagnostic criteria 
1.3 Other groups within the autistic spectrum 
1.4 Age of diagnosis 
1.5 Prevalence of autistic spectrum disorders 
1.6 Theories of autism 
1.7 The family experience of autism 
1.8 Interventions approaches for children with autism 

2 Family involvement in interventions for autism 
2.1 Introduction 
2.2 History of parent involvement in interventions for autism 
2.3 Effects on the family of intervention involvement 
2.4 Quantifying parent involvement in intervention 
2.5 Overview 

3 Study 1. Survey of intervention use in one Scottish region 
3.1 Introduction 
3.2 Research questions 
3.3 Methodology 
3.4 Questionnaire findings 
3.5 Discussion 

4 The Son-Rise Program intervention for autism - literature review 
4.1 Introduction 
4.2 History of the Option Process and the Son-Rise Program 
4.3 Principles of the Option Process 
4.4 Option Dialogues 
4.5 Principles of the Son-Rise Program 
4.6 Techniques in the Son-Rise Program 
4.7 The Son-Rise Program - additional features 
4.8 Comparisons to other interventions 
4.9 Research relating to the Son-Rise Program 
4.10 Overview 

II 

III 

IV 

VII 

V III 

x 

2 
6 
6 
7 
8 
14 
16 

19 
19 
24 
29 
42 

46 
52 
53 
54 
68 

76 
76 
77 
79 
79 
80 
85 
89 
94 
97 

IV 



5 Study 2. Longitudinal survey of families implementing 
the Son-Rise Program 

5.1 Introduction 
5.2 Research questions 
5.3 Methodology 
5.4 Return rates 
5.5 Methodology for questionnaire analysis 
5.6 Questionnaire findings 
5.7 Discussion 
5.8 Overview 

6 Study 3. Longitudinal interview study of families implementing 
the Son-Rise Program 

6.1 Introduction 
6.2 Research topics 
6.3 Methodology 
6.4 Methodology for interview analysis 
6.5 Interview findings 
6.6 Discussion 

7 Study 4. Parents' implementation of the Son-Rise Program: 
a video analysis 

7.1 Introduction 
7.2 Research questions 
7.3 Methodology 
7.4 Methodology for video analysis 
7.5 Video analysis findings 
7.6 Discussion 
7.7 Overview 

8 Study 5. Parents' implementation of the Son- Rise Program: 
video review and interview study 

8.1 Introduction 
8.2 Research topics 
8.3 Methodology 
8.4 Interview findings 
8.5 Discussion 

9 Conclusion 
9.1 Introduction 
9.2 The theme of family involvement 
9.3 The role of family systems theory in understanding effects 

of intervention involvement on the family 
9.4 The theme of prerequisites for evaluation 
9.5 Linking theories of autism with intervention research and practice 
9.6 Implications for families and professionals 
9.7 Limitations and implications for future research 
9.8 Overview 

98 
103 
105 
109 
110 
112 
139 
147 

148 
149 
149 
154 
155 
178 

181 
189 
189 
196 
201 
222 
227 

228 
229 
230 
231 
245 

249 
249 
252 

255 
260 
261 
265 
269 

\ 



10 Bibliography 2"70 

11 Appendices 
A Ethical issues A I 
8 Study 1 questionnaire 8 I 
C Study 2 questionnaires C 1 
D Study 3 interview schedules D I 
E Study 4 video coding system E I 
F Study 5 interview schedule FI 
G Graphs of child's behaviour and mother's Son-Rise techniques (Study 4) G I 
H Publications HI 

\1 



LIST OF FIGURES 

2.1 Bronfenbrenner's human ecology model 23 
3.1 Child's diagnosis 56 
3.2 Year of birth in relation to involvement in non-school based interventions 61 
3.3 Difference in uptake of the four intervention types 1993-1998 62 
3.4 Uptake of local authority funded and privately funded 63 

interventions 1988-1998 
4.1 Times to 'bond through acceptance' and times to 'inspire growth' 81 
5.1 How parents found out about the Son-Rise Program (Q 1) 112 
5.2 Age of children at outset of Son-Rise Program 115 
5.3 Diagnosis of children involved in the Son-Rise Program 116 
5.4 Total number of Son-Rise hours per week (Q2) 118 
5.5 Number of personal Son-Rise hours per week (Q2) 118 
5.6 Parental confidence in the Son-Rise techniques (longitudinal families) 124 
5.7 Parents' rating of how well the Start-Up course had prepared them (Q2) 128 
5.8 Stressfulness of family life since beginning the Son-Rise Program (Q3) 132 
5.9 Happiness of family life since beginning the Son-Rise Program (Q3) 132 
5.10 Financial effects of Son-Rise Program involvement (Q3) 133 
7.1 Relation between time since training and child's task selection 204 
7.2 Relation between time since training and mother's use of imitation 205 
7.3 Variation in number of original requests made over time 206 
7.4 Variation in number of original and repeated requests made over time 207 
7.5 Pair G - variation in type of request used over time 208 
7.6 Pair H - variation in type of request used over time 208 
7.7 Pair I - variation in type of request used over time 208 
7.8 Pair J - variation in type of request used over time 208 
7.9 Pair K - variation in type of request used over time 208 
7.10 Pair L - variation in type of request used over time 208 
7.11 Pair G - task selection 211 
7.12 Pair H - task selection 211 
7.13 Pair I - task selection 211 
7.14 Pair J - task selection 211 

7.15 Pair K - task selection 211 

7.16 Pair L - task selection 211 

7.17 Pair I - tasks carried out 212 

7.18 Variation in duration of session spent imitating the child 214 

7.19 Variation in frequency of praise (all types) over sessions 215 

7.20 Variation in frequency of praise for child's own action over sessions 216 

7.21 Variation in duration of mother's laughter over sessions 217 

7.22 Pair K - relation of child's stereotypical behaviour to mother's techniques 219 

7.23 Pair H - relation of child's word approximations to mother's techniques 220 

7.24 Pair J - relation of child's word approximations to mother's techniques 220 

7.25 Pair K - relation of child's stereotypical behaviour and laughter 221 

to mother's techniques 

\ II 



LIST OF TABLES 

3.1 Level of typical parent involvement in intervention for autism -l9 
3.2 Local authority funded and pri vately funded interventions 50 
3.3 Age of children of respondents 5-l 
3.4 Number of non-school based interventions children were 57 

currently involved in 
3.5 Types of non-school based interventions currently in use 58 
3.6 Level of parental involvement in current interventions 58 
3.7 Funding of current interventions 59 
3.8 Non-school based interventions used previously 60 
3.9 Number of children involved in non-school based interventions 62 

pre and post 1993 
3.10 Uptake of local authority funded and privately funded 63 

interventions 1988-1998 
3.11 A verage age of children when beginning the two intervention funding types 64 
3.12 Relation between diagnostic category and non-school based intervention use 64 
3.13 Number of additional interventions planned for use within next 3 years 65 
3.14 Types of planned future interventions 65 
3.15 Number of interventions children were currently involved in 66 

at preschool/school 
3.16 Types of intervention that children were currently involved in 66 

at preschool/school 
3.17 Total number of interventions children were currently involved 67 

in and out of school 
3.18 Number of families beginning the Son-Rise Program each year 68 
4.1 Differences between adult-led and child-led interventions for autism 92 
4.2 Types of child-led intervention 93 
5.1 Return rates for questionnaires 109 

5.2 Factors attracting parents to the Son-Rise Program (Ql) 113 

5.3 Reasons for not implementing the Son-Rise Program 114 

5.4 Employment of parents involved in the Son-Rise Program (Q I) 117 

5.5 Longitudinal families - number of total and personal Son-Rise 119 

hours per week (QI-3) 
5.6 Obstacles preventing increased total hours (Q3) 119 

5.7 Childrens' school attendance (Q2) 120 

5.8 Reasons for continuing attendance at school or continuing on a part-time 120 

basis, as opposed to discontinuing completely (Q2) 
5.9 Reasons for discontinuing school attendance 121 

(or reducing hours at school) (Q2) 
5.10 Number of concurrent interventions (Q2) 122 

5.11 Types of concurrent intervention (Q2) 122 

5.12 Mean confidence rating in interaction and running 125 

Son-Rise Program (QI-Q3) 
5.13 Mean parental ratings of difficulty of specific aspects of running 126 

Son-Rise Program (longitudinal families) 
5.14 Number of volunteers (longitudinal families) 126 

5.15 Volunteers hours per week (longitudinal families) 126 

VIII 



5.]6 Reasons for not using volunteers (Q2) 127 
5.17 Support service uptake (Q2) I~9 

5.]8 Benefits for the family of being involved in Son-Rise (Q2) 130 
5.19 Drawbacks for the family of being involved in Son-Rise (Q2) ]31 
5.20 Parents' rating of how beneficial Program had been for child (Q3) 13.+ 
5.2] Factors limiting efficacy of Program (Q3) 135 
5.22 Child's pattern of progress (Q3) 135 
5.23 Areas of child's progress (Q2 & Q3) 136 
5.24 Areas of development where progress had been less than hoped (Q2 & Q3) 137 
5.25 Reasons why development was less than anticipated (Q3) 137 
6.1 Profile of the six interview families 153 
7.1 Profile of study participants 190 
7.2 Results of developmental assessments of participants 193 
7.3 Time between initial 'Start-Up' training and Son-Rise 194 

Program implementation 
7.4 Ongoing 1: 1 training received by mothers ]94 
7.5 Inter -observer reliability 200 
7.6 Inter-observer reliability - SUbcategories 20] 
7.7 Percentage of tasks selected by mother and child in session 1 202 
7.8 Imitation in session 1 203 

7.9 Relation between time between initial training 204 
and non-SRP technique use 

7.10 Number of non-SRP techniques used in each session 213 
7.11 Implementation of Son-Rise techniques suggestive of therapist drift 217 

1,\ 



SRP 

3Es 

PEACH 

TEACCH 

BPS 

LIST OF ABBREVIATIONS 

Son-Rise Program 

Energy, excitement, and enthusiasm 

Parents for the Early Intervention of Autism in Children 

Treatment and Education of Autistic and Related 

Communication-Handicapped Children 

British Psychological Society 

\ 



CHAPTER 1 

UNDERSTANDING AUTISM: IMPLICATIONS FOR 
INTERVENTION 

1.1 Introduction 

This thesis examines the use by UK families of the Son-Rise Program1
• an intensive home-based 

intervention for children with autism, which originated in the United States (Kaufman, 1976). 

The Son-Rise Program (SRP) is one of an increasing number of interventions that involve the 

parents in a therapeutic role. Yet, despite this growth in parental involvement. previous research 

into interventions for autism has tended to consider the child in isolation, rather than as part of a 

whole family system, with many issues relating to the parents and siblings remaining largely 

unexplored. Even such rudimentary facts as how common it is for parents to take on the role of 

their child's therapist are unknown. This will be addressed within this thesis as will family issues 

relating specifically to the SRP including the effects on the whole family of being involved in 

this type of intensive intervention and the ways in which parents adapt the Program to suit their 

own child and family circumstances. 

A second theme to be explored in this thesis relates to the evaluation of autism interventions. 

Although there is a real need for rigorous evaluations of interventions such as the SRP, too often 

these are undertaken before adequate groundwork has been carried out to examine how the 

intervention tends to be used by families. For example, it is rarely established which type of 

children the intervention is being used with, how intensively it is used, whether it is used in 

conjunction with other interventions, and whether parents implement the techniques as they have 

been taught. As a result there are often no guarantees that intervention evaluations reflect how an 

intervention is used by families in the 'real world'. Ultimately this may make it difficult for 

families to make an infonned decision on which intervention is most suitable for them and their 

child. 

Before investigating these particular areas of interest, the aim of autism interventions in general 

and of the SRP in particular must be considered. This requires discussion of the key 

1 The Son-Rise Program is a registered trademark. 



developmental difficulties associated with the syndrome and consideration of how 

neurobiological and psychological development in autism differs from typical child 

development. The ways in which the features of autism affect the family of the child with autism 

must also be considered. 

1.2 The diagnostic criteria 

Broadly defined, autism is a neurological disorder with symptoms forming a 'triad of 

impairments', with difficulties shown in communication, in social interaction. and in imaginative 

play (Wing & Gould, 1979). Restricted, repetitive patterns of behaviour form another part of the 

diagnostic criteria. While learning disabilities are not part of the diagnostic criteria they are a 

common additional feature, found in 75% of people with autism (Bryson, Clark & Smith, 1988: 

Lotter, 1966; Wing & Gould, 1979). Kanner (1943) first described autism as a "biologically 

provided disturbance of affective contact". Currently it is viewed as one category within a whole 

spectrum of social-communication disorders which includes Asperger syndrome, atypical 

autism, and autistic traits (Gillberg, 1996). A number of additional syndromes are also 

considered to be part of this 'autistic spectrum', but those listed above are the ones most relevant 

to the studies carried out within this thesis and will therefore be described in this chapter. For a 

description of other syndromes within the spectrum see Wing 1996a and Trevarthen et ai, 1998. 

Autism is usually diagnosed at around 5 years of age using one of two diagnostic systems - the 

World Health Organisation's International Classification of Diseases (lCD) and the American 

Psychiatric Association's Diagnostic and Statistical Manual (DSM). Both systems incorporate 

the triad of impairments, described in more detail below. 

1.2.1 Communication impairment 

Communication in many children with autism develops normally for the first year of life. but by 

the second year there may be clear signs of impairment in the prelinguistic forms of social 

communication. Two of the first notable signs are that the infant may not use protodeclarative 

pointing, that is pointing to items of interest, or make use of joint attention by attempting to 

attract the caregiver's attention to objects and events by pointing combined with eye contact 

(Baron-Cohen, 1989a). Both of these important skills normally emerge at around 9-14 months. 

Social referencing, that is looking at the caregiver's face for clarification in an ambiguous or 
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mildly threatening situation, also normally emerges around this time, and is another skill that 

children with autism are less likely to develop (Sigman & Kasari, 1995). 

Impairment in verbal communication, however, often provides the first cause for concern in 

parents of children with autism (Howlin & Moore, 1997). Some children begin to develop 

speech as normal but then cease to progress and may lose their existing vocabulary (Volkmar & 

Cohen, 1989). Other children are delayed in the acquisition of language and many fail to develop 

functional speech. 

Even for those children who do develop language there may still be a number of difficulties. For 

example, approximately 80% of people with autism who do have speech are echolalic, that is 

they repeat back, verbatim, what others have said. Speech may also be monotonous, staccato or 

mechanical in quality (Howlin, 1998a). Other difficulties include pronoun reversal, over literal 

interpretation of language, and difficulty in understanding jokes, sarcasm, irony and metaphor. 

In particular the difficulty lies in the social use of language (Wing & Attwood, 1987). For 

example, children may use language to obtain objects but use it much less frequently to gain or 

share attention. For others, the social conventions surrounding conversation may be problematic, 

such as turn taking, making eye contact to signal turn taking, and avoidance of inappropriate 

topics. 

1.2.2 Social impairment 

By the second year of life children with autism may already show signs of impairment in their 

social development and interactions. However, the image of children with autism as totally 

withdrawn and socially unresponsive is not entirely accurate (Mundy & Sigman, 1989). In fact 

many children with autism show a normal secure attachment relationship with their primary 

caregiver (Capps, Sigman & Mundy, 1994). 

Wing and Gould (1979) emphasise that, although all children with autism show social 

impairment, the extent of this varies greatly. They suggest that children can generally be 

assigned to one of three categories based on their predominant behaviour. Those in the' aloof 

group are largely isolated and unresponsive. They make little eye contact and tend to avoid 

physical contact, although may enjoy rough and tumble or tickling games which require little 

3 



verbal interaction. Children in the 'passive' group are more likely to accept social approaches 

but are unlikely to initiate them. Again, eye contact is poor, but may be established through 

prompting. The 'active but odd' group are more cognitively and linguisticall: able and will 

make social initiations to others, but have difficulties with the social norms of interaction. For 

example, they may approach strangers and show inappropriate displays of affection. They may 

talk excessively about a particular interest and their gesture, facial expression and eye contact 

may be exaggerated and inappropriate. A fourth group, 'over formal, stilted'. was added by 

Wing (1996a) to describe behaviour sometimes seen in early adulthood, again in those who are 

more cognitively able. This group is excessively formal and tend to treat family members as 

though they were strangers. They often stick rigidly to the rules of interaction, even in situations 

where more flexibility is required. 

Although there is variation in the extent of social impairment, and how this is expressed, at all 

levels there is an inability to fully understand other people's feelings, beliefs and emotions, an 

impairment described as 'mindblindness' (Baron-Cohen, 1995). While children with autism do 

not have an absence of emotional response themselves, their difficulty lies in understanding the 

emotions of others (Hobson, 1986; Sigman & Capps, 1997). 

1.2.3 Impairment in imagination and play 

Imagination and play are also adversely affected in the child with autism. Some children display 

age-inappropriate toy play such as sniffing or stroking objects. They may also manipulate certain 

parts of an object repeatedly or line objects up in rows. Obsessive attachment to toys or unusual 

objects is also very common. 

Pretend play, a skill that normally emerges between 12 and 24 months, does develop in some 

children with autism, but often remains at the initial stage of functional play, e.g. pretending to 

drink tea from a toy cup. They rarely engage in sophisticated forms of pretence. such as 

imagining objects that do not exist, imbuing objects with properties, or attributing emotions, 

desires and beliefs to pretend characters (Baron-Cohen, 1987; Libby et ai, 1998). 

More able children may appear to engage in elaborate pretend play, but this is often repetitive 

and may be copied from television or books, rather than being truly inventive. They are also 



unlikely to use imaginative skills in a social context. by joining in the imaginative games of 

other children. 

1.2.4 Restricted repertoire of activities and interests 

One of the most salient aspects of behaviour in children with autism is the restriction they often 

show in activities and interests. Simple, stereotyped repetitive beha\iours such as hand flapping. 

rocking, and spinning objects often occur in younger children. Such behaviours may continue 

into adult life, especially in those with learning difficulties. 

More elaborate activities include rigid arrangement of possessions, fastidious adherence to 

routines, and extensive repetition of activities such as watching videos and reading books. There 

may be very strong resistance to change with children becoming extremely distressed if their 

routine is altered in even a relatively minor way. In more able children there may be an 

obsession with a particular topic, with the obsession sometimes continuing into adulthood. 

1.2.5 Additional features 

There are a number of additional behaviours that are seen in some children with autism but are 

not universal and do not form part of the diagnostic criteria. These include abnormalities of gait, 

idiosyncratic responses to sensory stimuli and savant skills. 

In addition to the behavioural symptoms, around a quarter of individuals with autism have an 

underlying medical disorder such as tuberous sclerosis or fragile-X syndrome (Gillberg & 

Coleman, 1996). Around a fifth develop epilepsy, with the likelihood of this increasing in those 

with profound learning difficulties (Bailey, Philips & Rutter, 1996). 

1.2.6 Changes with maturation 

Although autism is a lifelong disability the presentation of symptoms is likely to change as the 

child matures. For example, there is a trend for 'aloof children to display 'passive' or 'active but 

odd' characteristics as adults (Wing & Attwood, 1987). In some children who have shown 

marked autistic symptomology in the early years the behaviour becomes less obvious at around 6 

years. Adolescence may, for some, be another time of change, with inappropriate behaviour 

becoming more marked (Wing, 1996a, 1997a). 



1.3 Other groups within the autistic spectrum 

Children and adults diagnosed with an autistic spectrum disorder will show some or all of the 

triad of impairments described above in relation to autism. However, within the autistic 

spectrum there is great variation in the severity of these symptoms. Those with Asperger 

syndrome share the social and communication difficulties that characterise 'typical' autism. but 

symptoms are less severe and there are no accompanying learning difficulties. In tenns of social 

impainnent a child with Asperger syndrome will not be withdrawn and may indeed actively 

elicit social interaction, but will lack the appropriate skills such as tum-taking to maintain a 

successful exchange. Linguistic deficits too may be relatively subtle, taking the form of fluent 

speech that is rather pedantic and monotonous. Like autism, those with Asperger syndrome will 

usually have all-absorbing interests and routines. Trevarthen et al (1998) note that clumsiness 

and a lack of appreciation for humour are also commonly described as features. 

Another group recognised within the spectrum is atypical autism, in which onset is after 3 years 

of age and difficulties are in only one or two of the triad of impainnents. Other diagnostic labels 

include autistic traits, tendencies, or features. These diagnoses are often used when symptoms 

are less severe, or co-occur with other difficulties. 

1.4 Age of diagnosis 

Parents often become anxious about their child's development when their child is as young as 18 

months. The majority of children with autism are diagnosed before the age of 5 years, many as 

early as 3 years, although children with Asperger syndrome are likely to be diagnosed later 

(Howlin & Moore, 1997). There is also considerable regional variation in age of diagnosis 

throughout the UK, with families in more densely populated areas and near specialist services 

obtaining a diagnosis earlier (ibid). 

The age at which children are diagnosed has decreased over recent years (Howlin & Moore, 

1997; Smith, Chung & Vostanis, 1994). This trend is likely to continue with the introduction of 

the Checklist for Autism in Toddlers (CHAT), a screening questionnaire completed by the health 

visitor or GP for children aged 18 months. It is based on some of the key impairments described 

above. such as joint attention, protodeclarative pointing and pretend play which, if absent at 18 
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months, may suggest the presence of a social-communication disorder (Baron-Cohen. Allen & 

Gillberg, 1992; Swettenham, 1996). In the future even earlier screening may be possible, based 

on levels of neuropeptides and neurotrophins in neonatal blood, but at this time such techniques 

cannot distinguish between autism and more general learning difficulties (Nelson et ai, 200 1). 

1.5 Prevalence of autistic spectrum disorders 

Definitive information on prevalence rates for autistic spectrum disorders is difficult to establish. 

A number of studies found that autism had a prevalence rate of 4 to 5 per 10,000 (Lotter. 1966; 

Hoshino et ai, 1982; Wing & Gould, 1979). Wing (1993) notes, however, that because these 

studies used Kanner's criteria - profound lack of affective contact and elaborate repetitive 

ritualistic behaviour - they may have underestimated prevalence since these rule out both the 

most severely learning disabled children, who might not be capable of elaborate repetitive 

routines, and the more able children, who tend to make more social approaches. 

Using wider criteria based on the triad of impairment, but excluding Asperger syndrome, 

prevalence rates from 7 to 22 per 10,000 have been found (Bryson et ai, 1988; Steffenberg & 

Gillberg, 1986; Wing & Gould, 1979). For Asperger syndrome rates from 10 to 36 per 10,000 

have been reported (Ehlers & Gillberg, 1993; Gillberg & Gillberg, 1989). Wing (1993) 

concludes that the combination prevalence figure for all children with autistic spectrum disorders 

may therefore be 47 per 10,000. More recent reports have suggested it may be as high as 91 per 

10,000 (Wing, 1996b), although such prevalence estimates must be treated cautiously as they are 

based on extrapolation and there may also be overlap between the groups that are combined to 

produce these figures (Howlin, 1998a). 

The number of childhood diagnoses of autism has increased over recent years, although there is 

still an under-identification of children based on the expected numbers calculated from 

prevalence rates (Jordan & Jones, 1996). The increase in diagnosis rates may be partly because 

medical and educational professionals who see children with developmental disorders have 

become more aware of autistic conditions (Wing, 1996b). Also, the definition of autism has 

widened, along with the recognition that it can co-occur with other disorders (Gillberg & 

Coleman, 1996; Wing, 1996b). Others have argued that an additional reason for the increase in 

diagnostic rate is that there are now a greater number of children developing autistic disorders, 
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perhaps due to adverse environmental factors. such as the introduction of organo-phosphorus 

pesticides (Shattock, 1999). The combination MMR vaccine has also been put forward as 

another modern causal factor, as has the high level of mercury contained in other infant 

vaccines, although these remain highly contentious hypotheses (Bernard et al, 2001 ~ \\'akefield 

et al, 2000~ The Committee on Safety of Medicines & Medicines Control Agency, 2001). Either 

way, consistency of methodology and diagnostic criteria across studies is required before any 

comparisons of prevalence rates over time can be truly validated (Wing, 1993). 

Most studies report gender ratios of around four males to one female, although ratios as high as 

13:1 and 16:1 have been noted (Gillberg, Steffenburg & Schaumann, 1991; Wing & Gould. 

1979~ Wing, 1993). Gender ratios also vary depending on whether learning difficulties are 

present in addition to the autism. Lord, Schopler & Revicki (1982) found a male:female ratio of 

5: 1 at the higher end of the IQ range and only 3: 1 at the lower end. Others have found similar 

ratios (Wing, 1981). Trevarthen et al (1988), however, note that Rett syndrome. a mental 

handicap that affects primarily girls, was not identified as being distinct from autism in the 

1980s. Had it been taken into account in these studies, the male:female ratio would in all 

likelihood rise in the lower IQ group. 

Although early studies found an over-representation of autism in higher social classes (Lotter, 

1966) more recent work has not found such an association (Gillberg, 1984; Wing, 1980). Wing 

(1996a) concluded that while autism is not more prevalent in higher social classes in real terms, 

there might be a higher rate of diagnosis as a result of greater financial means to travel to 

specialists as well as the personal/financial resources to obtain information on autism. Frith 

(1989) suggested that in addition to referral bias, it might be the case that in higher social classes 

autism is less likely to co-occur with learning difficulties, making it easier to diagnose. 

1.6 Theories of autism 

Understanding autism at a behavioural level is of clear importance. but there is also a need that 

this be linked to relevant theoretical work. Happe (1994) notes the importance of considering 

three levels of explanation - behavioural, neurobiological and psychological - if a more holistic 

understanding of autism is to be achieved. 
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1.6.1 Neurobiological theories of autism 

Findings that around a fifth of individuals with autism develop epilepsy suggest that there is 

some form of brain dysfunction in autism (Bailey et ai, 1996). However, pinpointing specific 

areas of damage is problematic, in part due to the difficulty of unravelling which neurological 

abnormalities are associated with autism and which with commonly co-occurring conditions 

such as epilepsy and learning difficulties (Happe, 1994). In addition the possibility remains that 

medication or even 'autistic behaviour' may have an effect on brain tissue, making conclusions 

about the causal role of neurological impairment particularly difficult to establish (ibid). 

Despite these difficulties there have been numerous studies that have attempted to identify key 

neurological features of autism. Several have shown the cerebellum to be malformed. 

Courchesne et al (1988) reported a lack of development in the mid portion of the cerebellum in a 

large number of adults with autism, both with and without additional learning disabilities, which 

led to a model of autism based on cerebellar abnormalities (Courchesne, 1989). However, the 

argument that cerebellar abnormalities are the most consistent neuroanatomical lesion in autism 

is not without contention; others have failed to find any abnormalities in this region (Garber & 

Ritvo, 1992; Kleinman, Neff & Rosman, 1992), and there have been reports of similar cerebellar 

malformation in cases without autism, indicating that such damage may not be specific to autism 

(Schaefer et ai, 1996). Trevarthen et al (1998) suggested that abnormal development of the 

cerebellum might be more usefully viewed as an indicator of the probable timing of 

developmental problems in autism rather than as a physical feature that can identify the clinical 

disorder. 

Further sites of neurological impairment which have been proposed include purkinje cells and 

the limbic system. Purkinje cells, which are found in the cerebellum and are the source of 

connective fibres leading to other regions of the brain, are reduced in number in cases of autism 

(Bauman & Kemper, 1994; Ritvo et ai, 1986). However, Bailey et al (1996) note that because 

purkinje cell loss is a recognised complication of epilepsy, and some of the individuals in these 

studies did have a history of epilepsy, it is difficult to pinpoint this as a deficit specific to autism. 

The limbic system is an area responsible for emotional regulation, memory and learning. 

Kemper and Bauman (1993) found that cells in this region were smaller in size and more densely 

packed in cases of autism. 

9 



In terms of neurochemical research. serotonin - a chemical involved in sensory perception. 

motor functioning, learning and memory - has been implicated in autism. Cook (1990) reviewed 

studies in this area and found consistent reports of significant blood serotonin elevation in about 

30% of individuals with autism. Studies of other neurochemicals have failed to produce any 

consistent evidence of abnormality in individuals with autism, however (Bailey et ai, 1996). 

There is strong evidence of a genetic link in autism. Indeed it may be the most strongly genetic 

of all multifactorial psychiatric disorders (Rutter et aI, 1993). Folstein and Rutter (1977) studied 

21 twin pairs (11 identical, 10 fraternal) in which at least one of each pair had a diagnosis of 

autism. There was concordance for autism in 4 out of the 11 identical pairs and in none of the 

fraternal pairs, strong evidence for a genetic cause. This finding has since been replicated 

(Bailey et aI, 1995; Ritvo et aI, 1985; Steffenberg et aI, 1989). While evidence for the genetic 

transmission of autism exists, Bristol et al (1996) and Tsai (1999) note that it is highly unlikely 

that any single gene change can account for such a complex disorder of brain development and. 

if autism is heritable, that several different genes will probably be implicated. To date genetic 

loci on almost all the chromosomes have been implicated, although anomalies involving 

chromosome 15 are the most frequently reported (Elder, 2000; Gillberg, 1998). 

The rate of autism in siblings is between 3 and 7%, far higher than the rate in the rest of the 

population (Piven et aI, 1990; Jorde et al. 1991). It has also been found that siblings of 

individuals with autism have higher than chance rates of intellectual impairment and 

communication problems, suggesting genetic transmission for a more general disorder of social 

and cognitive development, perhaps with autism as just one of its manifestations (Folstein & 

Rutter, 1977; Le Couter et aI, 1996; Piven et ai, 1990). 

While neurobiological research has not yet identified key features which are both specific to 

autism and universal across all cases, there have then been regions of the brain identified which 

seem likely to be involved in the development of the syndrome to some extent. However, 

attempts to produce causal models linking these to key symptoms and psychological theories of 

autism have, to date, been limited. It seems likely that functional brain imaging techniques offer 

the greatest potential in the future for integrating these different levels of explanation (Bailey et 

al. 1996). 
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1.6.2 Psychological theories of autism 

While there has been much neurobiological work in autism In recent years. this has been 

somewhat overshadowed by the explosion of psychological research. One of the most influential 

current psychological theories of autism is 'theory of mind'. This is hypothesised to be an innate 

cognitive 'module' that develops in the second year of life and allows the child to attribute 

mental states to others, and to theorise about, predict and explain their behaviour. It has been 

suggested that this mechanism that is impaired in autism causing the triad of impairments 

(Baron-Cohen, Leslie, & Frith, 1985; Leslie, 1987). 

A series of 'false belief studies has provided some evidence for the 'theory of mind' deficit 

hypothesis. Through these it was shown that children with autism consistently fail to appreciate 

that another child could hold a different (false) belief from their own, thus illustrating their 

difficulty in attributing mental states to another person (Baron-Cohen et aI, 1985; Pemer et ai, 

1989). 

Such 'mindblindness' (Baron-Cohen, 1995) could explain a number of the symptoms of autism. 

It would predict that only some social capacities would be impaired, i.e. those such as reciprocal 

social interaction and empathy which require a concept of other people's mental states, whereas 

social skills that do not require mentalising ability would be unaffected (Frith & Happe, 1994). 

There is much experimental evidence to support this prediction (Baron-Cohen, Leslie, & Frith, 

1986; Baron-Cohen, 1989a; Sodian & Frith, 1992). 

However, a number of more recent studies have demonstrated that a lack of theory of mind is 

neither specific to autism, nor universal across all cases. Some deaf children and children with 

Down syndrome also fail false belief tasks (Peterson & Siegal, 1995; Zelazo et ai, 1996). Some 

children on the autistic spectrum can pass the false belief tasks, and can also succeed on second 

order theory of mind tasks which involve thinking about another person's belief about what a 

third person believes (Bowler, 1992; Happe, 1993). High-functioning people with autism do 

though show more subtle theory of mind deficits, such as an impairment in the ability to infer the 

mental state of a person from a photograph of their eyes and a difficulty in recognising faux pas 

(Baron-Cohen, Jollife, et ai, 1997; Baron-Cohen et ai, 1999). Baron-Cohen (1989b) concluded 

that the theory of mind impairment in autism might represent a delay rather than a deficit. 

1 1 



Trevarthen et al (1998) point out that tests of theory of mind can only be used with individuals 

who have relatively good verbal skills and thus the theory can only be applied to high 

functioning children with autism. They also note that the theory of mind impairment is only one 

"facet of a disorder which begins to affect the human mind at a far more fundamental level", and 

suggests that autism results from much deeper and earlier disturbances in intersubjective 

functioning, the ability to perceive and connect with other people's mental states through their 

affective-expressive behaviour. This view is echoed by other authors (Fein et ai, 1986; Klin, 

Volkmar, & Sparrow, 1992). 

Hobson (1993) also believes that difficulties lie at a more fundamental social level, and criticises 

the theory of mind approach for failing to acknowledge the influence of social interaction on the 

development of mentalising abilities. In typically developing children innate capacities for 

'interpersonal relatedness' lead to reciprocal interactions that allow the child to come to know 

that people have minds (Hobson, 1991). Hobson believes that, in contrast, there is a primary 

deficit in children with autism in the ability to engage in such intersubjective interaction. 

Hobson's affective-deficit theory is supported by the evidence that children with autism are 

impaired in matching facial expressions of emotion with corresponding gestures and 

vocalisations (Hobson, 1986). Children with autism are also more likely to sort pictures of 

people by their clothing than their emotional expressions, unlike typically developing children, 

again suggesting that people's emotions may not be as salient to children with autism as they are 

to other children (Weeks & Hobson, 1987). 

Other theories have focused more on cognitive than social abilities. Frith (1989) has proposed 

that an impairment in central cohesion, the mental process from which we derive higher level 

meaning by weaving together otherwise piecemeal information, may be part of the problem 

which underlies autism, and there is a body of experimental evidence to support this theory. For 

example, people with autism are poor at recognising the contextually appropriate meaning of 

everyday homographs (e.g. son-sun, meet-meat), as they do not examine the meaning of the 

individual words as part of the overall meaning of the whole sentence (Happe. 1997). They do, 

however, show superior ability on block design and embedded figure tasks, possibly because 
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they look at the individual pieces of information in the picture and are not overwhelmed by the 

'predominance of the whole' , as are typically developing children (Shah & Frith, 1983, 1993). 

Central cohesion theory can explain a number of features of autism which theory of mind cannot 

(Frith & Happe, 1994). For example impairment in central cohesion could explain savant skills 

such as the ability to produce complex architectural drawings, a process better solved by piece

meal information processing than a more global approach (Frith & Happe, 1994). Echolalia may 

also reflect the child with autism processing only a few words of the sentence. rather than the 

whole, and hence being unable to respond appropriately. The possibility of course remains that 

central cohesion and the theory of mind approach could be merged to produce a more holistic 

and unified explanation of autism (Bailey et ai, 1996). 

Executive function theory suggests another cognitive impairment that could co-exist with theory 

of mind difficulties. Executive function is an umbrella term that covers a range of behaviours 

necessary to attain a goal. These include planning, inhibition of irrelevant responses and 

flexibility of response, operations typically associated with the frontal lobes (Ozonoff, 

Pennington, & Rogers. 1991). Hughes, Russell & Robbins (1994) have demonstrated that 

children with autism have difficulty in the domains of planning and cognitive flexibility when 

faced with tasks requiring executive functioning, a finding since replicated in numerous studies 

(reviewed in Pennington & Ozonoff, 1996). 

Hughes and Russell (1993) propose that children' s failure on some theory of mind tasks could 

equally well be explained by an impairment in executive function, as opposed to difficulties in 

mentalising ability. Ozonoff et al (1991) suggest that executive function is the primary deficit, 

resulting in difficulties with theory of mind, although also consider the possibility that a third 

deficit is causing both theory of mind difficulties and executive impairment. 

While the theories outlined above focus primarily on either cognitive or affective deficits. the 

theoretical perspective of Sigman and Capps (1997) combines the two. They approach autism 

from the perspective of developmental psychopathology - the notion that typical and atypical 

development can be understood clearly only when the two perspectives are combined. They 

suggest that. given that cognitive and emotional development is inextricably linked in typically 
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developing children, a workable theory of autism must also consider both t! pes of deficits 

together. Sigman and Capps suggest that there are 4 precursors to social understanding an 

typically developing children: 

(1) children attend and react emotionally to social and nonsocial events 

(2) they become aware of their reactions 

(3) they seek out and interpret others' vocal, facial and behavioural displays of affect 

(4) they match and compare their own reactions with those of other people. 

Sigman and Capps believe that these precursors are the foundation for understanding that others· 

perceptions, desires and beliefs are distinct from our own and for interpreting our own and 

others' emotions and actions within the context of cultural nonns, expectations and conventions. 

They note that existing research makes it difficult to pinpoint precisely the scope of autistic 

impainnent in any of the four areas outlined above. However, they feel that the impainnent must 

stem from deficits in both cognitive and affective areas, on the grounds that children with autism 

experience the most difficulty in situations that require integration of these two areas - the type 

of situations in which typically developing children acquire the foundation for ongoing 

participation in social relationships. Such situations include those which involve pretend play, 

joint attention and social referencing -all of which combine both an affective and a cognitive 

component. 

There is then a strong body of evidence supporting each of these psychological explanations of 

autism, particularly in relation to theory of mind. More recently, research in this area has drawn 

on the evidence of a substantial genetic component in autism, and has begun to explore the 

possibility of a "broader autism phenotype" in the parents and siblings of those diagnosed with 

autism (Baron-Cohen, Bolton et ai, 1997; Briskman, Happe, & Frith, 2001; Happe, Briskman, & 

Frith, 2(01). A challenge for the future is to demonstrate conclusively how these various theories 

of autism relate to each other, if at all (Bailey et aI, 1996; Frith, 2(00). 
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1.7 The family experience of autism 

In addition to developing an understanding of the behavioural. neurobiological and 

psychological mechanisms operating in autism, it is necessary to view the child within the 

context of the family, if we are to fully comprehend the practical implications of the resulting 

syndrome. 

The diagnosis of a child's developmental disorder is a difficult time for any family. but in the 

case of autism it may be particularly stressful because it cannot be diagnosed at birth~ instead. 

there is a growing awareness and fear that something is wrong (Cutler & Kozloff, 1987). 

Parents' reactions to diagnosis may include depression, guilt and anger. and some may begin to 

question their own competence as a parent (Cutler & Kozloff, 1987: DeMyer, 1979). Others find 

that diagnosis comes as a relief; finally having a label for the child's behaviour can provide 

reassurance, and is the first step towards finding appropriate education and support (Tissot, 

1999). For some families the diagnostic procedure is made more distressing by lengthy delays 

and sometimes the lack of an unequivocal diagnostic label at the end of this process (Dunlop & 

Laws, 1997; Howlin & Moore, 1997). 

Following diagnosis the family must begin to come to terms with not only this but also with all 

the associated difficulties of trying to access information on appropriate educational provision, 

benefit entitlement, and support groups. Findings from a survey of nearly 1300 parents of 

children with autism showed that nearly a fifth were not offered any form of professional 

assistance with such issues following diagnosis (Howlin & Moore, 1997). 

"Parents looking for advice and information find they are often left to return home 
with their child feeling overwhelmed and helpless, with no practical assistance to 
help deal with everyday life and how to live with autism. " (Dunlop & Laws, 1997) 

Living with a child with autism can be filled with positive experiences. but there is no doubt that 

there are also difficulties. Cutler and Kozloff (1987) note that stresses inherent in living with a 

child with autism may include dealing with a child who cannot communicate needs and wants, 

coping with inappropriate and ritualistic behaviour, and constantly monitoring a child who may 

not recognise dangers. This stress is often exacerbated by society's response to the child (Cutler 
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& Kozloff, 1987; Kozloff. 1984). In some families this stress will result in isolation. depression 

or marital breakdown. In others the experience of having a child with autism will bring the 

family closer and have an enhancing effect on family emotional strength (Akerley. 1984). In 

either case, support from wider family, friends, respite services and support groups is central to 

reducing the stress associated with living with a child with autism (Cohen. 1998: Sanders & 

Morgan, 1997). 

For some families autism becomes the "axis around which the family revolves" (Cohen, 1998). 

and parents may worry that they are not giving enough time to the other children in the family in 

their efforts to meet the needs of the child with autism (Akerley. 1984: Cutler & Kozloff. 1987: 

Holmes et ai, 1982). In reality though, parents often strive to meet the needs of the other children 

and the needs that are least likely to be met are the personal needs of the parents, leading 

potentially to physical and emotional exhaustion (Cutler & Kozloff, 1987; Marcus, 1984). 

Siblings too are likely to be affected. For some children the responsibility of having a sibling 

with autism wiII have a positive outcome, resulting in greater maturity, altruism, and improved 

tolerance, but others will be adversely affected, particularly if they have excessive responsibility 

for the child with autism (Harris & Powers, 1984; McHale, Simmonsson, & Sloan, 1984). 

The pattern of stress and family functioning is not likely to be static, but will vary over time. 

Families with an older child with autism suffer more stress than those with a younger child 

(Bristol, 1979). This may seem at odds with the fact that children tend to show some 

improvement in symptoms as they age, but it may be that parents are mentally prepared for the 

fact that a younger child will have sleepless nights and require close attention and time for 

childcare (Harris & Powers, 1984). Parents may also cope better when the child is younger 

because society is likely to be more tolerant of non-typical behaviour in younger children. As 

time goes on, parents have to face the irreversibility of the disorder and may have to accept the 

role of perpetual caregiver when their child is an age at which typically developing children are 

becoming more independent (DeMyer, 1979: Marcus, 1984). Some parents also have concerns 

about what will happen to their child after they can no longer care for him or her (Kozloff. 

1984). 
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It would be wrong to imply that living \-'.ith a child with autism means constant difficulty and 

stress. although research has inevitably focused more on this than on the positi \- e aspects. Living 

with a child with autism does though alter the family dynamic. which will continue to change 

over the course of the child's life. As living with a child with autism may, at some times. be a 

source of stress for the family it is important that if parents do take on interventions these do not 

significantly increase overall stress (Bristol, 1984). 

1.8 Intervention approaches for children with autism 

Despite the fact that the precise aetiology and nature of autism remains something of an enigma. 

there has then been clear progress in attempts to describe the behavioural. neurobiological and 

psychological mechanisms involved in the disorder. as well as an acknowledgement of the need 

to understand the impact autism has on the whole family. Tying this knowledge into intervention 

research is essential if effective, rigorously evaluated approaches for treating autism are to be 

developed. 

The central impairments in social interaction, verbal and nonverbal communication. imaginative 

play, along with the associated patterns of repetitive behaviour. are likely to be the main focus 

for any kind of intervention. Rogers (1999) emphasises that because there are several areas of 

impairment in autism, interventions should not be too narrowly focused as there is no evidence 

that addressing one area of deficit in autism will advance development in other areas. It is also 

clear that there is wide variation amongst children in the extent of the various impairments, and 

so for some children it is more appropriate for interventions to focus on early developmental 

skills such as eye contact and pointing, whereas for other children more sophisticated abilities 

such as conversational conventions should be addressed. This variation across the autistic 

spectrum suggests that no one single intervention would be suitable for all children with autism 

(Bristol et ai, 1996). 
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The fact that symptoms are not static, but can change with maturation. also has implications for 

intervention. Firstly. it suggests that an intervention that was appropriate for a child at one age 

may not necessarily be appropriate for the same child when she/he is older. Secondly. in tenns of 

intervention evaluation, it means that care must be taken not to assume that behavioural change 

is the result of intervention as it may simply be due to maturation. 

In terms of rates of diagnosis, the number of children identified with autism each year has 

increased over time. Health and education services may well lack sufficient resources to meet 

this increased need and be unable to provide professional therapist-based interventions for all 

families. As a result, parents may increasingly turn towards interventions in \vhich they 

themselves are the primary therapist. Similarly, because the mean age of children diagnosed with 

autism is decreasing, interventions for children of preschool age are also likely to become 

increasingly common. As preschool provision for children with autism has been identified as 

inadequate in some parts of the country (Jordan & Jones. 1996), use of parent-run home-based 

interventions may again be expected to rise, either in addition or as an alternative to 

professionally delivered interventions. Rogers (1999) notes that families may also be seeking out 

more intensive services than in the past, due to higher expectations shaped by the early 

intervention literature on the potential benefits of intervening at the earliest possible stage. 

In terms of research into the neurobiological basis of the symptoms of autism, the fact that there 

has been no consistently reported lesion which is specific to autism and universal across all cases 

means that, to date, the ultimate goal of such research - to understand the pathophysiology of 

autism well enough to devise specific pharmacological intervention and prevention - has not 

been realised (Rapin & Katzman, 1998). Thus, for the foreseeable future. education and 

psychological interventions are likely to remain the most common methods of treating autistic 

symptoms. Neurobiological findings from typically developing children suggest that beginning 

such interventions when the child is young may be advantageous as neurological plasticity of 

function (the ability of the brain to compensate for loss of function) may decrease as the child 

ages (Bristol et ai, 1996; Kolb & Wishaw, 1985; Niemann, 1996). 
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With respect to research into psychological theories of autism. Jordan. Li bby. & Powell (1995) 

note that there is a distinct lack of literature connecting psychological theory with intenention 

methodology. One exception to this is the recent attempt to devise methods of training children 

in theory of mind tasks. These have met with some success, but there appears to be limited 

generalisation to new tasks or to everyday social competence (Ozonoff & \1iller. 1995: 

Swettenham, 1995). Findings such as these suggest that teaching mentalising skills in isolation 

may not be effective and a more global approach to intervention may be necessary. This was 

noted by Trevarthen et al (1998) who also state their belief that interventions focused on 

intersubjectivity may be more beneficial: 

"It is a case of compensating for mis-steps in the intricate dance of rhythms and 
sympathetic signs that constitutes human communication. Autistic children need 
support and augmentation of their intersubjective awareness and skills ... But 
mastery of such skills requires ... more than training of discrete behaviours . .. 

(Trevarthen et al, 1998: 161) 

Hobson's affective-deficit theory also seems to suggest a need for interventions to address this 

impairment in intersubjectivity by focusing on the interpersonal relationship between the 

therapist and child (Jordan et ai, 1995). Interventions taking this kind of approach include 

Intensive Interaction (Hewett & Nind, 1989) and the Son-Rise Program (Kaufman, 1976). Each 

emphasises the importance of establishing, maintaining and developing reciprocal social 

interaction. They also promote socio-cognitive skills such as joint attention, suggested by 

Sigman and Capps' theory to be central to the child's later functioning. These interventions will 

be considered in some depth in Chapter 2 of this thesis. 
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CHAPTER 2 

FAMILY INVOLVEMENT IN INTERVENTIONS FOR AUTISM 

2.1 Introduction 

In the previous chapter the effect on the family of living with an autistic child was discussed. 

One of the issues that this thesis examines is whether the family dynamic changes when parents 

run an intensive home-based intervention such as the Son-Rise Program. Some authors suggest 

that when parents take on the role of therapist in this way it exacerbates the existing pressures on 

the family. Others believe that involvement in interventions will lead to reduced stress and 

successful family adaptation. 

In this chapter the history of parent involvement in interventions for autism will be discussed, as 

well as the role that family social development theory has played in the way the effects of this 

involvement are viewed. There is a complex pattern of potential effects when a family becomes 

involved in an intervention, and the chapter will be concluded by a review of a number of 

interventions for autism, and the research into the effects on families undertaking them. 

Note that throughout this thesis, the term 'intervention' and 'therapy' will be used 

interchangeably to refer to any program of techniques that are used to try to change the child's 

behaviour. As a general rule interventions tend not to be used indefinitely with the child, but 

rather for a period ranging from a few months to several years. While the term 'treatment' will 

be used where necessary, this has more medical connotations and implies a cure as the endpoint, 

and so is avoided as far as possible (Selikowitz, 1997; Sigman & Capps, 1997). 

2.2 History of parent involvement in interventions for autism 

Prior to the 1960s parents of children with disabilities were rarely involved in the interventions 

used with their children. They were left largely unsupported and received few practical 

suggestions as to how they could help their child's development (Mittler & McConachie, 1983; 

Schopler & Mesibov, 1984; Wehman, 1998). This was especially so in the case of autism, as a 

result of the psychogenic theory of the disorder, which predominated in the 1950s (Wing, 

1997b). This theory held that parents' lack of emotional warmth caused their child's autism, and 
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that the children should therefore be separated from their parents for treatment in institutions or 

foster homes (Bettelheim, 1967; Kanner & Eisenberg, 1956). Rather than being involved in 

interventions with their children, parents were often themselves viewed as patients and offered 

psychotherapy to remedy their 'emotional refrigeration' (Schopler. 1978). 

A second phase in the role of parents in interventions for children with disabilities began in the 

late 1960s, with several studies involving parents as co-therapists in behavioural interventions 

(Berkowitz & Graziano, 1972; O'Dell, 1974). A number of factors contributed to increased 

parental involvement, in the case of autism the most notable being the recognition that parents' 

actions were not a causal factor. The psychogenic theory was found to be based on limited and 

anecdotal clinical observations which were refuted by the evidence from empirical studies 

(Cantwell, Baker, & Rutter, 1978; Wing 1966). These findings meant that parents were able to 

move away from the designated role of patient and become actively involved in their child's 

development, if they so chose. 

Another factor contributing to parental involvement was the finding that gaInS made in 

behaviour modification programmes in clinics were retained if children were discharged to 

parents trained in behaviour modification techniques, whereas children sent to untrained parents 

in foster homes or institutions tended to regress. This finding suggested that training parents as 

co-therapists could be helpful in preventing a relapse in the child's behaviour (Lovaas et ai, 

1973). 

It was subsequently recognised that there were a number of additional benefits of involving 

parents as therapists for their children with autism. The availability and intensity of intervention 

is increased, and it is economical, costing very much less than inpatient intervention (Hemsley et 

ai, 1978; Howlin & Rutter, 1987; Koegel, Rincover, & Egel, 1982; Lovaas, 1978; Schopler et ai, 

1984; Zigler, 1984). It is also more efficient because it means that professional therapists are 

able to reach a much larger number of those in need of their skills, as they are involved in short

term training of parents, as opposed to more long-term direct work with the children (Clements, 

1985; Harris, Wolchik, & Weitz, 1981). The number of months that the child is involved in 

intervention can also be increased, as unlike professional therapists, parents are not involved 

with their child's case for only a limited amount of time (Schopler et al, 1984). 
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The unique involvement a parent has with their child may also, in some ways, make them a more 

effective therapist than a professional worker. For example, they are likely to be highly 

motivated to persist with an intervention, and may be able to offer more individually tailored 

reinforcements for appropriate behaviour than outside therapists can (Howlin, 1984). As they are 

normally in a position of having more rapport with the child than a visiting therapist, they may 

be at a more advantageous starting point to carry out an intervention successfully. The child may 

show more advanced developmental skills when interacting with parents than with a therapist 

(Schopler & Reichler, 1971 b), although this will probably depend on the level of training the 

parent receives. In terms of the progress of the child, it has also been noted that the involvement 

of parents can help children to generalise their skills to other environments as parents can use the 

therapeutic techniques on an informal basis outside the intervention sessions (Sheinkopf & 

Siegel, 1998). 

A number of benefits of involving parents as therapists relate to the period after the intervention 

has ended. Parents may have gained the skills to prevent the development of problems that might 

otherwise occur at a later time, thus reducing the need for outside involvement by social and 

educational services. Parental involvement can therefore be viewed as a preventive service 

model (Berkowitz & Graziano, 1972; Clements, 1985; O'Dell, 1974; Schreibman et ai, 1984). 

Also, parent involvement sometimes increases the parents' confidence in their ability to 

articulate their child's strengths and needs and they will thus be better equipped to deal with 

health and educational systems, resulting in a trend away from professional-dominated models 

of guidance seeking in later stages of the child's life (Cutler & Kozloff, 1987). It seems unlikely 

though that this will always be the case, and it will probably be determined by the extent to 

which parents were reliant on professionals for direction and advice during the time of their 

intervention involvement. 

Over the past 40 years then, therapy with children with autism has moved from an 

institution/professional therapist based approach with little, if any, parental input to a realisation 

of the benefits of parent involvement in intervention delivery. Initially the literature in this area 

focused mainly on the effects on the child when parents took on a therapist role but more 

recently a wider view has been taken, which acknowledges that any intervention which involves 



parents is likely to have an impact on the whole family, and that while parent involvement will 

benefit some families it will not be suitable for all (Telzrow, 1993). 

This shift towards a family-centred view was influenced by the incorporation of family social 

development theory into the literature on early intervention for children with and without 

disabilities (Wehman, 1998). Relevant theoretical approaches include Minuchin' s (1974) 

'family-systems theory' and Bronfenbrenner's (1979) 'human ecology theory'. 

Minuchin's 'family-systems theory' recognises that a family is more than a collection of 

individual family members: it is an interactional unit and factors which affect one member will 

often in turn affect the rest of the family. The family unit is therefore a constantly evolving 

dynamic system, adapting and restructuring itself over time in order to continue functioning 

effectively (Munice et ai, 1995). A family system differentiates and carries out its functions 

through subsystems: individuals, dyads, or groups of family members formed by generation, 

gender, interest, or function. 

According to family-systems theory parental involvement in intervention will inevitably 

influence the whole family. If, for example, one parent suffers stress as a result of involvement 

in a time-consuming intervention with their child, this will in tum affect how they interact with 

other members of the family, which may in turn influence how the rest of the family feel about 

the child with autism and the parent who has taken on the therapist role. The parent and child 

involved in the intervention will form a subsystem within the family, and the relationship 

between this subsystem and the rest of the family will be positive or negative depending on 

numerous factors, including whether the other family members feel excluded from the 

subsystem and the extent to which it affects the parent's involvement in their other family 

subsystems, e.g. time spent with spouse. 

Bronfenbrenner's (1979) human ecology theory views the child as placed within a series of 

nested social systems: the microsystem level which the child directly experiences (such as 

family and peer group); the mesosystem level which links the various microsystems; the 

exosystem level (social structures which the child does not directly experience but which 

nonetheless affect him such as parents' employment and the local educational authority); and the 
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macrosystem level (the culture and tradition of the society in which the child de elops ) - see 

figure 2.1. 

ICROSYSTEMS 

EXOSYSTEM 

--#----- MACROSYSTEM 

Figure 2.1 : Bronfenbrenner'$ human ecology model 

Components of this system interact with one another to influence the development of the child . 

This theoretical stance suggests that intervention in volvement not only affects and is affec ted by 

the family unit, as Minuchin suggested , but that it must also be seen in the context of the wider 

community in which the family exists. For example, the decisions by the local education 

authority at the exosystem level regarding funding for interventions will affect the whole 

family's experience of that intervention at the microsystem level. Society 's view of the role of 

parents in their child's education at the macrosystem level will similarly impac t on the family 

microsystem level. From this theoretical perspective families cannot be viewed as functioning in 

isolation from society: 

"In the evolution of services to autistic children, a broader ecological family 
systems perspective is emerging which promises to facilitate child progress and 
maintenance of the child in the community while respecting the needs of the entire 
family in the social and cultural context of their community. " (Bristol, 1985) 

As with family-systems theory, Bronfenbrenner (1986) notes that the family cannot be iewed as 

static, but as a constantly changing dynamic, as is the society within which the family exists . The 

family is therefore best studied thorough a ' chronosystem' model , that is , one which takes 

account of these changes over time. 
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Models such as those of Minuchin and Bronfenbrenner may appear somewhat limited in that 

there will often be situations in which influences on the family cannot be readily identified and 

categorised. However, their function in providing a framework for understanding the effects on 

the family of intervention involvement is nonetheless invaluable, as is their role in movmg 

research in this area from a child to a family-focused approach. 

Bearing in mind this constantly changing family system which exists within the wider 

community, the specific reasons why parental involvement in intervention can create both 

positive and negative effects in the family will be discussed. 

2.3 Effects on the family of intervention involvement 

As discussed in Chapter 1, there are particular stresses associated with living with a child with 

autism. The move to involve parents in the role of therapist adds a new dimension. While not all 

parents will find it practical or desirable to become involved in interventions, for those that do, 

family-systems theory suggests that there will be effects on the whole family, particularly if the 

therapy is home-based. These will vary over the course of the intervention and be difficult to 

untangle, but some of the many reasons why interventions might have benefits and drawbacks 

for the family are outlined below. 

One possible outcome is that parents' involvement as therapists will simply exacerbate existing 

family pressures (Cantwell & Baker, 1984; Howlin & Rutter, 1987; Ozonoff & Cathcart, 1998; 

Zigler, 1981). Given that part of the stress associated with living with a child with autism stems 

from the fact that parents feel that they lack time for themselves and the other children in the 

family, their involvement in an intervention could leave them with even less time and energy to 

meet these needs (Zigler, 1981). This may be particularly so if the intervention is very intensive 

or the parents have to spend time training volunteer helpers or locating sources of funding. It 

might also lead to parents not having the time to fulfil their own needs; and, in extreme cases, in 

very intensive home-based programs, parents may become marooned in isolation within their 

own home (Pugh, 1981). On the other hand it is possible that pressures on time can be reduced, 

at least in interventions which enlist the help of other non-professional therapists. While the 

volunteers work with the child with autism the parents have uninterrupted time for themselves, 

with their spouse, or the other children in the family, something which may not have been 
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possible prior to the intervention (Parents for the Early intervention of Autism in Children 

(PEACH), 1998). 

Even with the assistance of helpers, parents may still put a lot of time into working with their 

child and may have to make a number of sacrifices to run an intervention program. such as 

giving up work. This could create a feeling of pressure to succeed, which is likely to be 

heightened if parents fundraise in the community for their intervention, or remove their child 

from school to work with them at home. as this will in some cases create a belief that other 

people expect them to produce remarkable results (Granthan & Russell. 1985). Family members 

may come to see themselves as excessively and personally responsible for the child's present 

behaviour and future development (Kozloff, 1984). This could be because many intervention 

programmes emphasise that the parents should feel responsible for the child's successes in skill 

acquisition, which inevitably leads the parents to feel that they must also take responsibility for 

the failures (Pugh, 1981). This is obviously less of a difficulty if the child is making progress. 

but when progress is less than anticipated the parents will perhaps be left with a feeling of 

inadequacy or feel that they have failed the child. This will be particularly so if the parents have 

begun the intervention with very high expectations of what can be achieved. Some parents also 

find that the slower rate of development in their child compared with typically developing 

children becomes more apparent when closely monitored in an intervention program. resulting in 

them feeling less satisfied about their child's progress (Selikowitz, 1997). 

Some establishments which train parents in the use of interventions aim to reduce the stress 

connected with caring for a child with autism and being involved as their therapist by offering 

counselling (Hemsley et ai, 1978; Kaufman, 1981). Parents may also come into contact with 

likeminded families using the same intervention, through group training, support groups and 

internet chat groups. Bristol (1984) notes that such informal social support networks are 

associated with stress reduction for parents. In addition, some of those who train parents believe 

that parent involvement itself reduces stress as helping their child gives parents a feeling of self

empowerment and decreases anxiety about their child's future (Cutler & Kozloff, 1987~ Harris & 

Powers, 1984; Kozloff, 1984; Lovaas, 1993). Learning the intervention techniques can be 

beneficial as parents may learn new and effective ways to interact with their child, and gain great 
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enjoyment from the time spent together. Progress by the child, whether this be major or minor, 

will be a source of satisfaction for the parents. 

Viewed from Minuchin' s family-systems perspective, the parent and child involved in the 

intervention form a subsystem. The family will adapt well to intervention involvement if other 

family members are included in this subsystem to an extent that they are comfortable with. 

Difficulties will arise if the other family members feel excluded from this subsystem, or if they 

feel that the parent is neglecting their involvement in other subsystems because of the 

intervention involvement. 

In terms of including other family members in the subsystem, parents are sometimes able to 

involve their other children directly in certain parts of the intervention programme, preventing 

them from feeling excluded and strengthening the relationship between the children (Luce & 

Dyer, 1996; PEACH, 1998). Siblings might also gain a feeling of increased responsibility and 

greater ability to interact successfully with their autistic brother or sister as a result of being 

involved in the intervention, whether this be a formal involvement or a more informal use of 

intervention techniques around the house. Parents may also be able to use some of the 

intervention techniques with their other children, in turn improving everyday parent-child 

interactions (Kaufman, 1994). Some aspects of interventions for children with autism reflect 

basic good parenting strategies, such as being focused when engaged in interaction with the 

child and using social praise (Kaufman 1994; Lovaas, 1987). 

Family members may, however, feel excluded from the subsystem. The heightened attention on 

the child with autism can provoke jealousy in siblings, and there may be increased difficulties in 

balancing the care of the siblings with the needs of the autistic child, particularly if the siblings 

also expect extra 'special attention' (Angell, 1993; Hamilton, 2000; Hemsley et ai, 1978). If the 

child with autism is involved in intervention for a large portion of each day, the siblings may 

have fewer opportunities to play with them; despite their difficulties in social interaction there is 

evidence that children with autism engage in a variety of play activities with their siblings 

(El-Ghoray & Romanczyk, 1999; Knott, Lewis, & Williams, 1995). While involving the siblings 

in the intervention may prevent them feeling left out, it can lead to another potential problem: if 

siblings become overly involved in the intervention they may take on the role of "parental 
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child". and become unable to cope with the excessive responsibility and lack of fulfilment of 

their own needs (Minuchin, 1974). As well as problems regarding siblings. there are also 

potential difficulties for the marital relationship. If only one parent is involved in the 

intervention there is a risk that this will leave the other parent feeling excluded and unable to 

contribute (Pugh. 1981). 

There is also the possibility that involvement in an intervention will have a detrimental effect on 

the relationship between the parent and the child with autism. If the parent begins to take on the 

role of teacher and views every interaction with the child as an opportunity for learning, the 

spontaneous fun side of the relationship is likely to disappear (Selikowitz. 1997). 

As human ecology theory makes clear. however. the effects of - and influences on -

interventions cannot be viewed as limited to the family: they must be understood as part of a 

bigger picture involving the community and wider society. Two specific and very concrete 

examples of this are the decisions made by the local educational authority regarding funding for 

interventions, and the willingness of community members to offer their services as helpers for 

those families who run intensive interventions. Although some families receive funding for 

home-based programs, this is still the exception rather than the rule within many local education 

authorities, and as a result some programs can place great financial burden on the family 

(Ozonoff & Cathcart. 1988; Zigler. 1981). The parents' training in the intervention techniques 

may be costly. and there may also be added financial burden if parents have to give up work to 

run the intervention or if they have to pay additional helpers to work with their child. It is 

estimated that in intensive interventions, if helpers are paid, this can cost around £ 17.()()() per 

year (Tissot. 1999). 

There are other aspects to be considered. A number of intensive interventions rely on the use of 

volunteers or paid helpers to assist the parents. While this increases the number of hours of 

intervention that can be provided for the child. it can leave the family experiencing a loss of 

privacy (Bimbrauer & Leach. 1993). There may also be a feeling of helplessness associated with 

the need to use volunteers; such intensive interventions are often used in the very early years. a 

time in the child's life when any 'teaching' is normally done entirely by the parents (Scott. 

1996). The use of volunteers will also mean that parents have to interview and hire volunteers. 
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provide training. terminate the employment of those who turn out to be unsuitable. and organise 

schedules, meetings. and ongoing feedback. For some parents this role of ·manager' will be 

more stressful than their work as a therapist. 

For other parents. the use of volunteers may be a positive experience. Building up a team of 

individuals who care for the child and are enthused about being with him/her can be very 

rewarding. Other children in the family may enjoy meeting the helpers. and friendships can form 

between the family and helpers which continue after the end of the intervention (Birnbrauer & 

Leach. 1993). 

The many effects of intervention involvement on the family. be they positive or negative. 

sometimes extend beyond the duration of the intervention. The interactional skills which parents 

learn may continue to be useful. and benefits to the child long-lasting. On the other hand 

Freeman (1997) notes that families may pour all their financial and emotional resources in 

search of the "magic bullet" when the child is young. and if the child is not cured the family may 

be in crisis and unable to cope when the child is older. 

The numerous ways in which involvement in an intervention may affect the family. highlights 

the need for more in-depth research into parent involvement in intervention. The disruptions 

must be weighed up against the benefits with a view to evaluating the outcome for the whole 

family of the intervention (Golden. 1980; Howlin. 1996a). This must be considered as an 

ongoing process as these effects are unlikely to be static during the course of an intervention. 

Viewed from a family-systems perspective. the success of any intervention program will be 

measured not only in terms of child progress. but also in terms of its impact on other family 

members (Bristol, 1985). This effect on the family will be considered later in the thesis in 

relation to the Son-Rise Program. 
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2.4 Quantifying parent involvement in intervention 

2.4.1 Overview 

There are then both potential benefits and possible drawbacks for the family if they become 

involved in interventions with their child. Whether parents choose to become involved or not 

will depend on their individual needs, values and lifestyle, and it is crucial for professionals to 

respect the families' decisions (Bristol, 1985; Campion, 1985; Robbins, Dunlap, & Plienis. 

1991; Wehman, 1998). 

For those parents who do choose to get involved, there are a large number of interventions 

available for use with children with autism. One of the most obvious dimensions on which these 

can be distinguished is according to the degree of parental involvement: 

• 'High-parent involvement' interventions - in these the parents spend a large 

proportion of each week working, often intensively, with the child and 

organising the intervention. The parent will also take primary responsibility in 

determining the goals and direction of the intervention from week to week, 

with only occasional and often indirect involvement from professional 

workers after any initial training, 

• 'Mid-parent involvement' interventions - In these the parent is very much 

involved in working with the child, but with involvement of a professional 

therapist every week or fortnight or so. The number of hours that the parent 

works with the child each week is also lower than in high-parent involvement 

interventions, 

• 'Predominately therapist-based' interventions - in these parents tend to have 

minimal input, with the therapy carried out by a professional therapist, 

• 'Non-interactive' interventions - such as diet, medication, and vitamin 

supplements. Here neither parent nor therapist is interacting directly with the 

child to bring about change in behaviour/symptoms. 

A number of interventions in each of the first three categories will be described, both to give a 

flavour of the variety of interventions that exist for autism, and to demonstrate the differences in 

the extent to which parents are involved. Note that few of these interventions arc used 
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exclusi vely with children with autism; the majority are used with children with a variety of 

disabilities over a wide age range. However, implementation of the inten entions with children 

on the autistic spectrum will be the focus here. Where available, details are provided on research 

into the effects on the family of being involved in these interventions although, in general, there 

have been very few studies in this area. The space devoted to each of the interventions is 

reflective, to some extent, of the quantity of relevant literature pertaining to its use with children 

with autism and to the effects on the family. Some information on evaluation studies has also 

been included, as effectiveness of the intervention will be a factor in determining the families' 

experience of it. Non-interactive interventions will not be discussed in great detail, as they do 

not utilise adult-child interaction as the mechanism for behavioural change, making the issues 

involved in their use somewhat different from the interventions in the other categories, and 

beyond the scope of this thesis. 

2.4.2 'High-parent involvement' interventions 

There are two main interventions in this category; the Son-Rise Program and the Lovaas 

approach (Lovaas, 1978). Patterning therapy, in which parents take the child through very early 

developmental skills, such as crawling, for extensive periods each day with the aim of improving 

their neurological organisation is another high-parent involvement intervention. However, it is 

no longer considered to be a reputable method for working with children (Cummins, 1988; 

Zigler, 1981), and has not been in widespread use for some years. It will therefore not be 

discussed further here. The SRP is the focus of this thesis and is described in detail in Chapter 4. 

It is introduced briefly here, however, with reference to the level of parent involvement, in order 

to enable comparison with the Lovaas method. 

The Son-Rise Program 

The SRP, also known in the UK as the Option approach, was developed for children and adults 

with a variety of special educational needs, although it is most commonly used with children on 

the autistic spectrum. It is run by parents who turn one of the rooms in their home into a 

playroom, specifically designed to minimise distractions, in which they work with their child on 

a 1: 1 basis - there is no interaction with other children in a typical Son-Rise session. It is a child

led approach; rather than the adult directing the child and choosing the child's activities and 

goals the adult joins in with the child's choice of activity, even if it is not a socially acceptable 
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one. A fundamental principle of the SRP is that the attitude of the adult towards the child is 

accepting and non-judgemental at all times. 

Some families use this programme on an intensive basis, up to 80 hours a week in some cases 

(Kaufman, 1994). Parents sometimes use a team of volunteers to help them implement the 

intervention for most of the child's waking hours. In addition to their own work with their child. 

parents are responsible for recruiting and training volunteers, providing them with ongoing 

feedback, and running regular meetings to discuss the child's progress and identify future goals. 

Financially, the SRP is also demanding; although helpers are usually volunteers rather than paid 

assistants, the initial training costs around a thousand pounds, and if families are running a full

time program one parent will usually need to give up work to be at home for most of the day. 

While the program therefore places potentially stressful demands on parents, it also attempts to 

address the stress associated with living with a child with autism. The Option Institute which 

provides Son-Rise training offers counselling, referred to as 'dialogues', in which parents can 

explore their feelings about their child and, if they so desire, work towards changing the beliefs 

which make them unhappy, both in relation to their child and other aspects of their life. 

There have been a small number of individual case studies published on the use of the SRP 

(e.g. Kaufman 1981, 1994) and some families have reported that it has helped them develop a 

more positive attitude towards their child's autism (MacDonald & MacDonald, 1991; 

Kaufman, S., 1998; Roberts, 1996). However, there is a lack of wider or more substantive data, 

both on the effectiveness of this method, and on the effect on the family as a whole of being 

involved in such an intensive intervention. 

Lovaas method of applied behaviour analysis 

Dr. Ivar Lovaas introduced this method for use with children with autism in the 1960s. The 

method is based on Skinnerian operant conditioning. When the child produces appropriate 

behaviour this is paired with a positive reinforcer - such as food, toys or social praise - to 

increase the likelihood of the behaviour being repeated. According to the theory. pairing 

inappropriate behaviour with a negative consequence, such as the word "No!" or the withholding 

of positive reinforcement decreases the likelihood of such behaviour being repeated. 
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Children are taught appropriate social, linguistic and academic behaviour through a discrete trial 

approach (Keenan, Kerr, & Dillenburger, 2000). This is a sequence of teaching sessions lasting 

about 10 minutes, interspersed with play intervals. During each session a target behaviour is 

repeatedly presented (e.g. "clap your hands"), with rewards for correct responses. The child must 

respond correctly on a preset number of occasions before he/she is deemed to have mastered the 

skill. New behaviours are taught in small manageable steps, and physical or verbal prompts are 

decreased over time. 'Shaping' is also used, that is reinforcing increasingly closer 

approximations of target behaviour. Verbal praise is initially paired with reinforcers such as food 

or toys, which are faded out over time. 

Although this intervention was carried out in clinics when it was initially developed, it was 

found that the involvement of parents as therapists within the home increased the maintenance 

and generalisation of intervention gains (Lovaas et ai, 1973). This led to the development of the 

Lovaas approach as an intensive home-based program, run by parents with the assistance of 

trained helpers. In practical terms it is therefore similar to the SRP. 

Evaluation of a group of 19 children with autism provided with 40 hours per week of 1: 1 

behavioural intervention for at least two years found that 9 of the children were judged to have 

"recovered" as defined by placement in a mainstream class and significant IQ gains (Lovaas, 

1987). A control group of children receiving 10 hours per week of intervention did not show 

similar gains. Follow-up at 11.5 years showed that the cognitive and behavioural gains of the 

treatment group were maintained (McEachin, Smith, & Lovaas, 1993). However, the claims of 

this and the original work by Lovaas are still regarded by some as unsubstantiated, due to 

methodological flaws in the research design (Gresham & MacMillan, 1998). Other studies have 

though also found this approach to be effective with some children, but none have replicated the 

high recovery rate found in the original 1987 Lovaas study (Birnbauer & Leach, 1993; 

Sheinkopf & Siegel, 1998; Anderson et ai, 1987). This may be related to differences in age of 

child, symptomology, and hours of intervention. In the Sheinkopf and Siegel (1998) study the 

differences may also be related to the fact that while the Lovaas study was a university-based 

research program with close supervision of parents and a high level of training for assistant 

therapists, their study more closely mirrored the way in which the intervention is normally 
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implemented. without such close support or monitoring by a university centre. Supervision and 

follow-up support of parents may thus be a crucial variable in the intervention outcome. 

Despite the fact that this intervention demands such a high degree of parent involvement. 

research has focused more on evaluation studies than on effects on the family (Hastings & 

Johnson. 2000). One notable exception was the Birnbrauer and Leach 'Murdoch Early 

Intervention Project' (1993). This incorporated measures from the Parenting Stress Index 

(Abidin, 1986) for the 9 mothers in the treatment group whose children received an average of 

20 hours per week of behavioural intervention and for mothers in the control group whose 

children did not receive the intervention. After two years mothers in the treatment group had a 

lower stress score than parents in the control group, although they were similar at the outset. The 

difference was not compared statistically, but does suggest that involvement in this intervention 

was associated with a {eduction in stress. However, generalisation of these results must be 

tentative as families in this study were not representative of typical users of home-based 

behavioural interventions, as they had the services of a program co-ordinator one day per week. 

and they were only responsible for recruiting half of the volunteers. Also, as the study did not 

provide details on how many intervention hours were provided by the parents as opposed to the 

students each week it is difficult to assess whether this was representative of most families' 

experience of this intervention. 

The finding that involvement in the Lovaas approach can lead to reduced stress was supported 

by an informal phone survey of over 200 families involved in this intervention which found that 

71 % of parents felt that family life was less stressful since they had begun their home-based 

program (Tissot, 1999). This study raises an important methodological issue - as it was not 

conducted by an outside party, the validity of the findings can perhaps be questioned. Howlin & 

Rutter (1987) note the importance of using independent researchers who have no connection 

with the intervention program to evaluate parental perceptions of interventions. As noted above. 

parents may feel pressure to be successful in their intervention. For many of the same reasons 

parents may be reluctant to express any criticisms they have of the intervention and its effect on 

their family. Using an independent researcher to conduct the research. as opposed to another 

parent or someone who was involved in providing the training. should make parents feel more 

34 



able to express their opinions freely. It should also be made clear to parents that critical views of 

the intervention they have been involved in will be welcomed (Holmes et aI, 1982). 

A more methodologically sound survey was conducted by Hastings and Johnson (2000). Their 

questionnaire study of 141 UK parents using this approach found that parents engaged in 

behaviour modification programmes for young children with autism had the same levels of stress 

as families of children with autism who were not involved in this intervention. 

Studies exammmg the effect on siblings of their parent's involvement in behavioural 

interventions are limited but have yielded mainly positive findings. Miller and Cantwell (1976) 

reported a case study in which sibling involvement in a behaviour modification program 

increased the rate of positive interactions between siblings. It also resulted in a more consistent 

type of interaction within the home for the child with autism that was highly effective. Lavigueur 

(1976) also reported positive side effects on sibling relationships in families in which siblings 

were involved as therapists. 

While research into the SRP is conspicuous by its absence, the work relating to the Lovaas 

method does suggest that a high level of parental involvement is not necessarily associated with 

an increase in stress. It is likely that factors relating to intervention involvement aside from 

degree of parental input also determine stress levels (Hastings & Johnson, 2(00). 

2.4.3 'Mid-parent involvement' interventions 

In mid-parent involvement interventions the parent again takes on the role of therapist, but 

works with the child for fewer hours each day than in high-parent involvement interventions 

such as the SRP. There is also more frequent contact with a professional therapist who helps 

identify goals and recommends teaching techniques. Mid-parent involvement interventions 

include TEACCH, Intensive Interaction, SPIN, Hanen and Portage. Holding therapy (Welch, 

1983), in which parents sit the child on their lap and hold them for up to an hour each day in 

order to help their child overcome their avoidance of interaction, can also be considered a mid

parent involvement intervention. This particular therapy may be distressing for both parents and 

child as in a typical holding session the child is likely to struggle, shout and cry (Richer & 
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Zapella, 1989). After extensive criticism it is now rarelv used so will not be discussed further 

here. 

TEACCH 

TEACCH (Treatment and Education of Autistic and related Communication-handicapped 

Children) was established at the University of North Carolina in 1966. It is not so much an 

intervention as a range of services for children with autism (Schopler et ai, 1984), but central to 

its ultimate aim of encouraging greater independence in the child is a structured teaching 

approach. This emphasises the organisation of the physical environment, and relies heavily on 

the use of visual cues. The teaching room is set up to keep distractions to a minimum and to 

make it clear to the child where to go and what to do for each activity. Timetables are provided 

for the child, at first in picture format, moving on to written format for more able children. These 

lessen the child's anxiety about transitions between tasks, and over time the child learns to cope 

with disruptions to the timetable. Individual tasks also emphasise a visually scheduled approach, 

often with pictures to prompt the child to begin each section of the activity. For example, to aid 

the child getting dressed, there may be pictures of each item of clothing in a row from left to 

right which the child must follow. 

TEACCH is often used in schools, but there are also home teaching programs. A visiting 

therapist visits the home on a weekly basis and helps the parents decide on skills that they would 

like their child to achieve and models ways of working with the child to promote the acquisition 

of these skills. Therapist visits decrease in frequency over time to allow the parents more 

responsibility in implementing their child's intervention, which they use for around 30-60 

minutes a day (Schopler et ai, 1984; Ozonoff & Cathcart, 1998). Alternatively, parents can learn 

TEACCH structured education skills through workshops or from their child's school and then 

implement these skills at home. Intervention programs for each child are highly individualised 

but most contain the following elements: structured teaching, use of visual cues to teach more 

difficult skills, a schedule to help the child anticipate future events, and a communication system 

of some type, either gesture, pictures, signs or words (Ozonoff & Cathcart, 1998). 

An evaluation of a home-based TEACCH programme involving 11 children with autism found 

that there were significant increases in imitation, motor and cognitive skills over a four month 
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period compared to a non-TEACCH control group (Ozonoff & Cathcart. 1998). In terms of 

effects on the parents, Schopler, Mesibov, & Baker (1982) examined parents' experience of the 

TEACCH program through a questionnaire study, and found that parents reported that they 

enjoyed their children more and felt more competent when teaching them as a result of contact 

with the program. Schopler et al noted that the use of questionnaires in their study, while 

providing access to a large sample. may not have provided the most accurate representation of 

the respondents' attitude and opinions as those who responded - 53% of those surveyed - might 

have had particularly strong views. This suggests that the uses of additional methods such as 

interview are important to corroborate findings. 

Another study of 15 children involved in a four month TEACCH home Program found that. 

although the children with autism showed more appropriate behaviour as a result of intervention. 

parental stress did not reduce during the intervention period any more than it had in the waiting 

period before the intervention began (Short, 1984). The author suggested that this might have 

been because the parents were already experiencing a reduction in stress levels during the 

waiting period due to their expectancy of how useful the intervention would be. This is. of 

course, not the only possible interpretation. 

intensive interaction 

Intensi ve Interaction is a 1: 1 method for developing early communication and sociability skills 

in children and adults with severe learning difficulties and those with autism (Hewett & Nind, 

1989, 1998; Nind, 1997b). It was developed in the mid 1980s in response to teachers' 

observations that, while the problems of pupils with severe learning difficulties lay mainly in the 

areas of communication and sociability. these skills were difficult to teach through existing goal

orientated approaches such as behavioural techniques (Hewett, 1989). It was felt that an 

approach which focused on the process of reciprocal interaction rather than the achievement of 

specific objectives might be more suitable, so Intensive Interaction was developed. 

Like the SRP this is a child-led approach in which, rather than the adult taking control of the 

activity, the child's lead is followed. The adult joins in the child's activity and attempts to 

expand on it to develop it into a communicative game. promoting skills such as eye contact, 

reciprocity. turn-taking, motivation and sociability (Nind & Hewett. 1994). The adult may 
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imitate the child's actions and vocalisations as a way of gaining the child's interest and 

developing interaction. There are many similarities to mother-infant interaction. For example. 

the adult attributes social meaning and communicative significance to seemingly non

communicative actions and vocalisations, stimuli are offered to the child but there is no 

insistence that the child takes these up. and the adult is responsive to the child's signals of desire 

to initiate, maintain or terminate an interaction (Nind, 1997a). Any behaviour on the part of the 

child is seen as having the potential to develop an interaction, and there is no attempt by the 

adult to modify atypical behaviours such as echolalia or repetitious movement. There are many 

similarities between this approach and the SRP in terms of techniques. The main difference is 

that Intensive Interaction tends not to be used for long durations each day, as is sometimes the 

case with the SRP. 

Like TEACCH, Intensive Interaction has been largely based in schools, but recently there has 

been some documentation of its use by parents in the home (Taylor & Taylor, 1998). While there 

has not, as yet, been any research into its effectiveness when used by parents, or of the impact on 

the family of its use, it has been evaluated in a school context. Nind (1996) found that when it 

was used for a period of 12-18 months with six adults with severe learning difficulties all 

showed increased initiation of social contact, physical proximity and physical contact. Five of 

the six also showed an increase in time spent in interactive behaviours. Nind noted that there 

were no other significant events at the time of the onset of the intervention, thus no strong rival 

hypothesis for the developmental progress seen. 

SPIN 

SPIN is a Dutch intervention for children with a range of difficulties affecting social interaction. 

Parents are provided with video-feedback of play sessions with their child to help them develop 

successful methods of interaction, under the guidance of a home trainer (Forsyth, Kennedy, & 

Simpson, 1996; Houwing, 1996). The approach is not problem focused, as this may generate 

expectations of failure, but instead uses video clips of positive interaction to help the parents 

become aware of effective methods of communication and interaction (Simpson, Forsyth, & 

Kennedy. 1994). Time commitment varies depending on the severity of the child's symptoms, 

and the personal needs of the family (Trevarthen et al. 1998). 
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Hanen 

Hanen is a speech and language therapy for children with language difficulties up to around 6 

years of age. It has recently been adapted for children with autistic spectrum disorders (Sussman, 

1999). The program trains parents to help their child learn to interact and communicate using 

opportunities that occur naturally throughout the day, such as mealtimes. It has child-led 

elements in its approach in common with the SRP. Strategies include following the child's lead 

to help develop joint attention, imitating the child to capture their attention, and modelling 

language for the child. Evaluations with developmentally delayed children have shown that this 

method increases the mother's responsiveness and labelling of words related to the child's 

interests, and decreases directiveness. It increases children's joint attention and vocabulary size, 

and leads to longer and more frequent interactive episodes (Girolametto, 1988~ Tannock. 

Girolametto, & Siegel, 1992). Parental satisfaction with the program has been found to be high 

(Girolametto, Tannock, & Siegel, 1993). 

Portage 

This is a home-based intervention for preschool children with a range of disabilities and 

underlies many early intervention programmes run by local authority educational home visitors 

(White & Cameron, 1987). Home teachers visit the family weekly, identify new skills which 

parents would like their child to learn, and model behavioural methods which the parents can use 

to help their child acquire these skills. The parent then works with the child for 30 - 60 minutes 

and records the outcomes of the teaching trials. The home teacher returns each week to check the 

child's progress and to help identify the next skills to be taught from the 'Portage checklist' of 

developmental skills (Lloyd, 1986; Cameron, 1982; Glossop & Castillo, 1982). 

Although little, if any, research has been carried out it seems unlikely that interventions such as 

SPIN, Portage, and Hanen would cause disruption to the family in terms of time involved as, 

apart from setting aside time for the training, the majority of the intervention work by the parent 

takes up less than an hour a day, and in some cases is carried out during the normal routines of 

the day. However, the possibility remains that involvement in such interventions can cause stress 

in other ways, for example in relation to the parent's feelings about the child's rate of progress. 
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2.4.4 'Predominantly therapist-based' interventions 

In therapist-based interventions parents are not involved in providing the therapy, although they 

may have consultations with the professional therapist to identify appropriate goals for the child. 

The therapist may suggest some ideas that the parents can try at home, but within the therapy 

sessions all interaction will be between the professional therapist and the child. 

Music therapy 

Like the SRP, music therapy focuses on developing the interpersonal relationship between the 

child and the adult involved in the intervention. It does so through the use of sounds and music. 

Music therapy does not aim to teach musical skills, but rather allows for interactive music 

making, generally through improvisation (Warwick, 1997). Initially the therapist uses 

vocalisations and musical instruments to support and foster verbalisations and actions by the 

child. Clinically directed musical techniques are then used to heighten the child's self-awareness 

and increase shared emotional communication. Clients include children and adults with a variety 

of difficulties, and it has been used with children with autism since the 1970s (Alvin, 1978). 

Music therapy takes a variety of forms, but is usually provided by a qualified music therapist 

employed by health or social services, although there are music therapists in private practice. 

The therapist normally works on a 1: 1 basis with the child, with 45 minute sessions typically 

provided once a week (Nordoff-Robbins Music Therapy UK, 2(00). The period of therapy may 

be fixed or open ended, depending on the needs of the client (ibid). Parent involvement in a 

therapeutic role is unusual, but does occur in some cases (e.g. Muller & Warwick, 1993). The 

parents may instead be involved in observing sessions, discussing progress and identifying 

appropriate aims with the therapist throughout the course of intervention (Alvin & Warwick, 

1991; Jordan, Jones, & Murray, 1998; Trevarthen et ai, 1998). 

Howlin (1997, 1998a) notes that, in most cases, claims of effectiveness are based largely on 

anecdotal reports and single case studies. More objective evaluations suggest that music therapy 

can increase communicative behaviours in children with autism (e.g. Edgerton, 1994), although 

findings of such studies are often complicated due to the considerable individual variation in 

progress, as well as the fact the children are often involved in other interventions concurrently 

(Howlin, 1997. 1998a). 
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Occupational therapy 

Occupational therapists use a variety of intervention approaches to help the child develop s1cills 

such as self help, play, social and community s1cills, and visual perceptual skills (Buhagiar, 

1999). Techniques include child-centred play, environmental modification, and sensory 

integration (Case-Smith & Miller, 1999). The latter provides graded proprioceptive, tactile and 

vestibular input to increase or decrease the child's arousal to sensory input as necessary (Case

Smith & Bryan, 1999). 

Therapy sessions typically take place in outpatient clinics, lasting 30-60 minutes. These are 

primarily on a 1: 1 basis, although group-based work is also used. Some occupational therapists 

are involved in family training and consultation with parents, but this is often secondary to 1: 1 

work between the therapist and child (Watling et ai, 1999). 

Speech and language therapy 

Speech and language therapy for pre-verbal and verbal children addresses skills such as the 

production of speech, articulation, and use of gesture when communicating. For non-verbal 

children pre-linguistic communicative skills and alternative forms of communication such as 

sign language may be taught. 

As with occupational therapy, sessions typically last 30-60 minutes and are either 1: 1 or used 

with small groups. While parent involvement in the therapy sessions themselves is limited, there 

may be consultations with parents to help them use some of the speech therapy techniques with 

their child at home. 

Physiotherapy 

Physiotherapy focuses on gross and fine motor skills. In the case of children with autism 

professionally trained therapists typically work on problems of motor co-ordination, especially 

organising movements in relation to other people (Wing, 1996a). The therapist works with the 

child, normally on a 1: 1 basis, but again therapeutic intervention can be carried out on a small 

group basis (Atherton, 1997). 
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Facilitated communication 

This approach is based on the theory that autism is primarily an inability to make movements as 

intended. It is thought that some people with autism can produce more elaborate communication 

than they generally use when helped by a facilitator who physically supports their hand. wrist or 

arm while they use a communication board or computer keyboard to spell out words. Facilitators 

tend to be trained professionals but parents sometimes act as a facilitator for their own child 

(Jordan et ai, 1998). Although the communication produced may be seen as more important than 

the interaction between the facilitator and the client, some authors note that the relationship built 

between the two during the process of the intervention is an important feature of this approach 

(Emerson & Grayson, 1996). For that reason this approach has been classified under 'therapist

based' rather than 'non-interactive' interventions. 

There have been claims of outstanding results for facilitated communication, but the method has 

been greatly criticised on the grounds that, while the communication is often attributed to the 

client, it may in fact be the facilitator who is producing it. This question of authorship arises 

because the physical contact between client and facilitator leads people to question who is 

responsible for the 'communicative' pointing (Grayson & Emerson, 1996). It has, for example. 

been found that the effects are only demonstrated when the facilitator knows what the client is 

being asked (Prior & Cummins, 1992), and in a review of over 45 control trials involving more 

than 350 subjects, independent communication was confirmed in only around 6% of subjects 

(Howlin, 1997). The approach has been further criticised because schools have sometimes 

transferred resources into this approach to the detriment of the wider curriculum. Resultant 

typescripts have moreover, sometimes led to unrealistic expectations of what the child can 

achieve, resulting in inappropriate transfer to mainstream settings. In some cases there have also 

been unfounded accusations of sexual abuse against parents or carers made during the course of 

facilitation sessions (Howlin, 1997). In addition, Gould (1993) notes that the belief of some 

facilitated communication proponents that the true capabilities of people with autism have been 

neglected and denied until unlocked by this method is likely to raise painful guilt feelings in 

families. 

As with mid-parent involvement interventions, it seems unlikely that interventions run 

predominantly by a therapist would cause stress in the family in relation to the amount of time 
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involved. Again, though there may be other sources of negative effects. such as feelings of 

helplessness associated with seeking the assistance of a professional therapist. 

2.4.5 'Non-interactive' interventions 

Non-interactive interventions include diet, medication, vitamin supplements. and auditory 

integration therapy. As noted earlier these do not involve interaction between the adult and child 

and so, with the exception of auditory integration therapy. will not be described here. Auditory 

integration therapy is one of the interventions used by parents in Study 1, described in the 

following chapter, and so will be briefly introduced here in order to familiarise the reader with 

the techniques involved in its use. 

Auditory integration therapy 

Methods of auditory integration therapy include the 'Berard method' and the 'Tomatis method' 

(Howlin, 1996b). They are based on the premise that the symptoms of autism are a result of 

distortions in hearing which include hypersensitivity to some frequencies of sound. Treatment 

consists of an initial audiogram to establish the frequencies which cause the child difficulties, 

followed by a 10 hour listening course delivered over a period of 10 - 20 days. During the course 

the child listens to music which has been 'modulated' to attenuate high and low frequencies at 

random and filtered to dampen specific frequencies (auditory peaks) which are heard better than 

their adjacent frequencies (Gerlach, 1993; Rimland & Edelson, 1995; Stehli, 1995). 

A trained auditory integration therapy practitioner administers the listening course. Parents are 

not involved in the therapeutic process, but are often asked to attend consultations with the 

practitioner to discuss the child's hearing sensitivities and any changes that occur in the child's 

behaviour over the course of treatment. 

2.5 Overview 

There is clearly a wide range of interventions which exist for children with autism, each with 

varying levels of parental involvement. Although there are numerous other interventions 

available. this chapter has covered some of the main examples from each level. from high-parent 

involvement to predominately therapist-based approaches. It is important to note that these 

categories are not always absolute in practice. For example, some parents may use the SRP for 
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only a few hours a week, making it more similar to a 'mid-parent involvement' intervention than 

a 'high-parent involvement' intervention. Equally, a parent may be involved in a session of music 

therapy, or may carry out advice from a speech and language therapy session when at home, 

rendering these 'therapist-based interventions' more similar to 'mid-parent involvement' 

interventions. Such overlaps are acknowledged. The grouping here is based, however, on how 

these interventions are most commonly described and most frequently implemented at present. 

Similarly, it is important to note that many of these interventions such as Intensive Interaction, 

Lovaas and the SRP are also used within schools, where they would have a much lower level of 

parental involvement. However, the first study in this thesis, to be described in the next chapter, 

explores intervention uptake outwith school, and interventions have therefore been classified 

according to the typical level of parent involvement when used in a non-school environment. 

There are a number of dimensions along which the range of interventions described in this 

chapter can be categorised, such as average cost of intervention provision or typical intervention 

environment (home, clinic, school etc.). They can also be classified on the basis of intervention 

technique, for example whether they are a child-led approach or a more directive one. This is a 

useful distinction, and one which will be expanded on later in this thesis. However, classification 

according to degree of parental involvement, as outlined here. provides the most appropriate 

prelude to Study 1, in which recent trends in parental involvement in autism interventions are 

examined. 

Incorporation into the intervention literature of theoretical work, such as Minuchin's family 

systems theory and Bronfenbrenner's human ecology theory, in recent years has led to an 

understanding of parent involvement in intervention as being something which affects the whole 

family, and must also be viewed in the context of the community and wider society. Despite this, 

there has been a marked lack of empirical research into the effects of intervention involvement 

on family functioning. Research often focuses exclusively on the efficacy of the intervention 

with little, if any, attention paid to the family's experience. The family perspective is often only 

covered in anecdotes, newspaper articles and books written by parents. These may present an 

unrepresentative viewpoint, however, as they tend to be written by families who have had an 



extremely positive experience of the intervention (e.g. Kaufman, 1994, Maurice, 1993, Stehli. 

1995). 

There have, as described above, been a few exceptions to this neglect of family issues. Work by 

Birnbrauer and Leach (1993), Hastings and Johnson (2000), and Tissot (1999) suggests that even 

involvement in a very high intensity program such as Lovaas may not lead to increased stress for 

the family, and can even be associated with a reduction in stress. The reasons for this reduction 

are not fully explored, but perhaps include improvement in the child's symptomology, feelings 

of satisfaction from working with the child, and the time made available to spend with the rest of 

the family while assistant therapists work with the child. 

The finding that involvement in a high-intensity intervention such as Lovaas is not associated 

with an increase in stress, along with the suggestion that involvement in less intensive 

interventions such as holding therapy may be stressful for parents, clouds the picture. It leads to 

the conclusion that intensity of involvement is not the only factor which determines the family's 

stress and overall experience of the intervention. Numerous other factors may be involved, such 

as parents' confidence in their ability to implement the intervention techniques. how suitable the 

parents think the techniques are for their child, the progress the child makes, the support and 

follow-up training provided for the parents, the length of time for which the family has been 

using the intervention, the number and age of siblings, and so on. As noted in human ecology 

theory, external influences will also have an effect. These may include the nature and status of 

parents' employment, the attitude of friends in the community to the intervention that the family 

are involved in, the willingness of people in the community to volunteer as helpers, and the local 

authority'S position on funding the intervention. The few studies which have looked at the effect 

on the family of intervention involvement have tended to lack details on these factors, making it 

difficult to judge under which set of circumstances parents may have a positive experience of an 

intervention and which factors may lead to family difficulties. The theoretical work of Minuchin 

and Bronfenbrenner also suggests that longitudinal examination of the families' experience of 

intervention would be advantageous, as families and the communities within which they exist 

constantly change over time. Studies to date have rarely been longitudinal, however. 
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The family studies which have been conducted also raise a number of important methodological 

points. Firstly, the Tissot (1999) survey of stress in families using the Lovaas approach 

highlights the need for parents to know that research is being conducted by a researcher who is 

independent from those who have provided the intervention training and that they should feel 

able to express any concerns they have regarding its effects on the family. Schopler el aI's 

(1982) questionnaire-based research into the TEACCH approach also suggests the need for a 

variety of research methods in order to adequately represent the opinions of all families involved 

in an intervention, as use of a single methodology, such as a questionnaire, may produce a biased 

response. 

The studies to be reported in this thesis examme the effect on the family of intervention 

involvement, and clearly some measure of how commonly the current generation of parents of 

children with autism take on the role of therapist would help to set the issues in context. 

Although it is obvious from the literature that there has been a general trend of increased parent 

involvement since the 1960s, little is known specifically about how many families choose to 

become involved in which kinds of intervention, and at what level of involvement. The next 

chapter therefore describes a questionnaire-based study of parents in one Scottish region which 

examines this, and looks at trends in parent involvement over recent years. 

Following this, the Son-Rise Program. the focus of this thesis, will be examined in more detail. 

Like many of the other interventions covered in this chapter, there is a marked lack of research 

into the effects on family functioning when parents become involved in this type of approach. 

This thesis attempts to explore the experience of families using the SRP, as well as the effect of 

factors mentioned above, such as intensity of use, follow-up support, patterns of parental 

employment, confidence in using the techniques, and so on. Both large sample approaches such 

as questionnaire studies and more detailed case studies will be used to explore the use of this 

intervention by families with children with autism, including video analysis of mother-child 

interaction in SRP therapy sessions over a one year period of intervention. 
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CHAPTER 3 

STUDY 1. SURVEY OF INTERVENTION USE 
IN ONE SCOTIISH REGION 

3.1 Introduction 

As described in Chapter 2 there are numerous interventions available for use with children 

with autism. To date, the majority of research in this area has focused on the child, however, 

and relatively little has been written about the family experience, or about the uptake and 

patterns of use of the differing interventions. In particular, although the importance of 

involving parents in the treatment of their child is widely acknowledged, little is known 

about the decisions families make regarding the use of interventions outwith school hours, or 

the extent to which parents take on the role of therapist with their own child. 

This chapter describes a questionnaire study which explores the uptake of 'non-school 

based' interventions. This includes interventions that parents use with their child in the 

home, as well as those carried out by a private or local-authority funded therapist outwith the 

school environment. While there has been some work into the prevalence of 'named' 

recognised interventions within schools (e.g. Jordan & Jones, 1996), less attention has been 

paid to those which are non-school based, despite the potential value of such work. 

There are several ways in which better knowledge of the uptake of non-school based 

interventions could be useful. One such application is in assisting with service planning by 

indicating the type of information parents are likely to seek at various stages. For example, 

research of this kind might establish whether there is a specific time after diagnosis when 

parents are likely to begin using interventions and whether choice of intervention is affected 

by how recently the child was diagnosed, as has been suggested (Nickel, 1996). 

Findings might also guide evaluation work. With so many interventions now available, 

research must be prioritised (Rutter, 1996), and if many parents were found to be using an 

unevaluated therapy, this would identify a worthwhile area for future research. Bristol et at 

(1996) have also suggested that not all people with autism are currently receiving services 

based on the most up-to-date knowledge available. Research into the uptake of interventions 

could help to establish whether this is indeed common. For example, if many parents were 

still using an intervention which previous research has shown to be ineffective, such as 

patterning, this would suggest that information is not filtering down from academic research 

to parents, and steps would need to be taken to remedy this. 
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As noted in Chapter 2, establishing how many parents take on the role of therapist and which 

interventions they use is also of value in and of itself as it is a necessary first step in 

examining the effects on the family of intervention involvement. This thesis specifically 

explores family involvement in the Son-Rise Program, and a first logical step is to set this 

particular intervention in context by looking at the proportion of families that use this 

approach, how common it is compared to other interventions, and which type of children it 

tends to be used with in terms of age and diagnosis. These issues are all covered in the study 

to be reported below. 

3.1.1 Previous research into intervention uptake 

Although there are a number of ways in which detennining the uptake of non-school based 

interventions could inform future research and parent-support provision, there have been few 

previous studies in this area. The little research carried out has been largely based in the 

United States and has found a large uptake of non-school based interventions. Nickel and 

Stratton (1995) investigated use of 'nonstandard' interventions (such as vitamin 

supplements), the majority of which were presumably non-school based. They surveyed 455 

parents of children with autism and found that 50% had tried at least one 'nonstandard' 

intervention. Another survey examined use of pharmacological interventions, again likely to 

be non-school based. In the sample of 838 children with autism 53% were taking some form 

of medication or vitamin treatment (Aman et ai, 1995). Given that each of these studies 

investigated use of only some of the non-school based interventions available it is likely that 

the total percentage of U.S. families using non-school based interventions is higher than 

50%. 

There are likely to be differences between countries in non-school based intervention uptake, 

for a number of reasons including availability of information on various approaches and 

attitudes towards different types of intervention such as medication. Results from U.S. 

studies cannot therefore safely be generalised to this country and research is required to 

establish U.K. trends in uptake of non-school based interventions. 

One UK-based study was the Jordan and Jones (1996) report on educational provision for 

children with autism in Scotland, in which 38% of the parents surveyed said that either the 

school or they themselves used a particular intervention with their child. Music therapy, 

special diet and music-assisted communication were particularly common. However, this did 

not distinguish between those interventions used in school, and those which were non-school 

based, making it likely that the percentage of Scottish parents using interventions outwith 

school was lower than 38%. This is also suggested by the results of a survey carried out by 

Howlin and Moore (1997). They found that around a fifth of families indicated that they had 

not been offered help of any kind following diagnosis, around 10% were offered language 
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therapy, and only around 3% were offered interventions at home such as Portage and 

behavioural programs. While parents may, of course, have later sought out other 

interventions in addition to the ones offered at diagnosis, the small proportion offered 

interventions at this time does indicate that there may be a much lower level of intervention 

use in the UK than in the States. 

It is clear that the literature in this area is sparse. Findings from the States cannot be 

generalised and UK research has not, to date, explored the uptake of non-school based 

intervention as distinct from school-based interventions. Research is required to establish not 

only how many children are currently involved in non-school based interventions, but also 

which particular interventions are being used. 

A number of additional questions can be explored through research into intervention uptake. 

These are discussed below, and include consideration of how many different interventions 

families use at the same time; the extent to which parents take on the role of therapist; and 

how interventions are funded. 

3.1.2 Use of concurrent interventions 

It is important to establish whether parents use one intervention alone or use a combination 

of approaches with their child. Jordan et al (1998) note that one of the difficulties when 

trying to evaluate the effectiveness of any autism intervention by measuring change in 

children during the programme is that parents may try more than one approach 

simultaneously. Anecdotal reports suggest that in the United States it is more common for 

children to be receiving multiple interventions than anyone single intervention. Despite this, 

research into interventions often omits detail on the quality and quantity of learning 

experiences outside the defined "treatment package", and disregards their role in accounting 

for developmental change (Prizant & Rubin, 1999). There is currently no research to suggest 

whether use of multiple interventions is the nonn in the UK and if so, what the effects of this 

might be. 

3.1.3 Quantifying parental involvement in interventions 

As well as differences between families in the number of interventions used, there may also 

be differences in the level of parental involvement. While some parents wish to take on the 

role of therapist, some families find this neither practical nor desirable. Family systems 

theory, outlined in Chapter 2, suggests that when parents do become involved in 

interventions this will affect the whole family. Prior to research work in this area, it would 

be helpful to ascertain the proportion of families in which parents take on the role of 

therapist to determine the extent to which family involvement is a research priority. 
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As described in Chapter 2, the level of parent involvement has changed over time. In the 

1960s parents were not routinely involved in the treatment of their children but by the early 

1970s research showing the effectiveness of involving families in the treatment of their child 

led to a change in the role of parents. Now, the importance of involving parents in the 

intervention of their child, whether this be in an advisory or therapist role, is widely 

acknowledged (Shields, 1999~ Trevarthen et aI, 1998). Although the overall change in 

parental involvement since the 1960s has been documented, little is known specifically 

about the trends over the past two decades. However, it would seem reasonable to predict 

that parent involvement in intervention is likely to continue to grow, given the increased 

availability of information on parent-run interventions via the television and internet, and the 

development of an ethos of 'parent partnership' within the educational and health systems 

(DtEE, 1997). 

In Chapter 2 a categorisation system for autism interventions relating to the degree of 

parental involvement was described. Interventions were categorised according to how they 

are most commonly described and implemented at present in a non-school based 

environment (table 3.1). 

Table 3.1: Level of typical parent involvement in interventions for autism 

High parent 
involvement 

Son-Rise Program 
Lovaas 
Patterning 

Mid parent 
involvement 

TEACCH 
Intensive 

Interaction 
SPIN 
Portage 
Hanen 
Holding therapy 

Therapist-based 

Speech therapy 
Occupational therapy 
Physiotherapy 
Music therapy 
Facilitated 

communication 

Non-interactive 

Diet 
Medication 
Vitamins 
Auditory 

integration 

Using these categories the level of current parent involvement in interventions and changes 

over time can be explored. Although parental involvement may have increased over recent 

years it would seem unlikely that 'high-parent involvement' interventions will be the 

dominant form of intervention. Such interventions tend to be relatively expensive and also 

require that at least one parent is not in full-time employment, something which is not 

possible for many families. Jordan (1996) also notes that it is rare to find children taken out 

of education to use full-time therapies such as these. 
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3.1.4 Intervention funding 

For many families the extent of their involvement in a therapist role may be interlinked with 

how the intervention is funded. While self-funding interventions may be an option for some 

families, a greater number are likely to use interventions provided by the local authority, 

such as speech and language therapy. 

Interventions can be split into two groups according to who funds them (table 3.2). The first 

group are therapies which tend to be funded by local authority health and education services. 

The second group are the 'privately funded interventions', those which are not provided by 

health and education services. For these interventions parents usually need either to seek out 

and pay for a private therapist or to implement the intervention themselves. 

Table 3.2: Local authority funded and privately funded interventions 

Local authority funded interventions 

Speech therapy 
Occupational therapy 
Physiotherapy 
Medication 
Portage 
Hanen 
SPIN 

Privately funded interventions 

Son-Rise Program 
Lovaas 
Patterning 
TEACCH 
Holding therapy 
Intensive Interaction 
Diet 
Auditory integration therapy 
Music therapy 
Vitamin supplements 

These categories are not always absolute. For example, some families may use a private 

speech and language therapist, and music therapy may sometimes be provided by education 

services. The division here is based on how these interventions are most commonly 

described and funded at present. There have been an increasing number of cases in which 

LEAs have funded families using the Lovaas method (PEACH, 1998) but this has not been 

classified here as 'local authority funded' as by no means all LEAs currently provide 

funding for this intervention (Hastings & Johnson, 2(00). 

Uptake of local authority funded interventions may be more common than privately funded 

interventions because they are more accessible in terms of cost. Information on local 

authority funded interventions may be more readily available as parents may be offered 

these interventions following the diagnostic process whereas it may be more difficult to 

access information and training on privately funded interventions. Local authority funded 

interventions also carry with them assurances regarding the level of therapist training, 

another consideration for parents when choosing interventions. 
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In tenns of changes in uptake over time, Rogers (1999) notes that increased identification of 

autism and earlier diagnosis means that more families are seeking assistance from 

educational and health services. Unless this rise in identification has been matched by an 

increased level of funding for these services it would seem likely that the proportion of 

children who receive local authority funded interventions such as speech and language 

therapy will have decreased over time or that the number of sessions offered would have 

been red uced. 

3.1.5 Characteristics of children involved in non-school based interventions 

From the infonnation that it available to date, it is likely that many children will not be 

involved in any fonn of non-school based intervention. For some parents this may reflect 

parental satisfaction with their child's development through the educational system. For 

some families though it may be due to difficulty in locating an intervention which they feel 

is suitable for their particular child or due to a problem in accessing infonnation on 

interventions in general. 

Identifying the typical age and diagnosis of those children who are involved in non-school 

based interventions compared to those who are not may help to establish whether there are, 

in fact, differences between the group of families who use such interventions and those who 

do not. If group differences are found to exist, the reasons for this should be considered. 

3.1.6 Use of named interventions in the school environment 
Although the focus of this study is on non-school based interventions, it is useful to compare 

the uptake of these with the uptake of school-based interventions, in order to establish 

whether similar interventions are used in both environments. Ozonoff and Cathcart (1998) 

note that, since consistency is a primary principle of working with children with autism, it is 

possible that using different interventions at school and home may cause confusion for the 

child. 

3.1.7 Prevalence and pattern of use of the Son-Rise Program 

Some authors suggest that intensive interventions are becoming more common due to 

parents' higher expectations of outcomes in autism, due to the influence of the early 

intervention literature (Rogers, 1999). Uptake of the SRP in particular may have increased 

over recent years due to greater media attention and the establishment of training courses in 

this country: previously families had to travel to the States for training. It would therefore be 

advantageous to find out which type of children this intervention is used with and the usual 

duration of use, as this would allow research to be planned which involved children and 

families who represented typical users of the SRP. 
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3.2 Research questions 

This questionnaire study aimed to address each of the questions raised above and to examine 

in particular how the SRP fits into current patterns of intervention uptake. The study aimed 

to involve all parents in one Scottish region with children on the autistic spectrum, and 

attempted to answer the following questions: 

(I) What is the current prevalence and pattern of use of non-school based interventions? 

• How many children are involved in non-school based interventions? 

• How common are the various types of intervention? 

• Do families use only one intervention or follow a more eclectic approach? 

• How many of the interventions in current use are those which are typically 

described in the literature (see table 3.1 - pSG) as being 'high-parent 

involvement', 'mid-parent involvement', or 'predominantely therapist-based', 

and how many 'non-interactive'? 

• How many of the interventions in current use are those which are typically 

described in the literature (see table 3.2 - pSI) as typically being funded by the 

local authority and how many as privately funded? 

• At what point after diagnosis do children become involved in interventions? 

(2) Are there differences between previous and current prevalence and patterns of use? 

• Were any interventions used in the past which are not in current use? 

• Are any interventions in current use which were not used in the past? 

• Has the proportion of families using non-school based interventions changed 

over time? 

• Have there been changes over time in the type of interventions used? 

(3) Which non-school based interventions do families plan to become involved In 

in the future? 

(4) Are there differences between children who are involved In non-school based 

interventions and those that are not? 

• In terms of age? 

• In terms of diagnosis? 

(5) What is the prevalence and pattern of use of named interventions at preschooVschool? 

(6) What is the prevalence and pattern of use of the SRP? 



3.3 Methodology 

3.3.1 Design 

The questionnaire aimed to gather information on children in Lothian region aged 18 and 

under who had been diagnosed with an autistic spectrum disorder. Information on current 

non-school based intervention use was requested, as well as information on previous and 

planned future use. As the period of previous intervention use would span more than a 

decade for some children, parents were given a list of interventions to aid recall. Parents 

were also asked about their child's involvement in named interventions at preschooVschool, 

as well as their views on the particular interventions which they had used. Basic 

demographic information such as age and diagnosis was also requested. A copy of the full 

questionnaire can be found in Appendix B. In the questionnaire it was made clear to parents 

that they were under no obligation to participate in the study if they did not wish to, and that 

their personal details would remain confidential (see Appendix A for details of ethical 

considerations ). 

Parents were not specifically asked about their level of involvement in each of the 

interventions they had used, nor for ~etails of how each of these had been funded. 

Maximizing the return rate was a central consideration and it was felt that including 

questions on these areas would deter parents from returning the questionnaire. as it would 

require disclosure of personal financial matters and also greatly lengthen the amount of time 

taken to complete it. Instead, analysis was based on the level of parental involvement and 

source of funding commonly stated in the literature in relation to each intervention (tables 

3.1 & 3.2 - see pp 50 & 51). 

The questionnaire was piloted on one family with several years of involvement in various 

interventions, in order to verify the clarity and sensitivity of the questions. The family 

commented that none of the questions seemed unclear or insensitive, and that the 

questionnaire was not over-lengthy. 

3.3.2 Participants 
Questionnaires were initially sent out through the Lothian Autistic Society (LAS). a support 

organisation for families and carers of people with autism in the Lothian region. One 

questionnaire was sent out to the family of each child under 18. to be completed by the 

parent or guardian. 92 questionnaires were distributed to 87 Lothian families: five of the 

families had two children on the autistic spectrum and so were asked to fill in an additional 

questionnaire for the second child. Follow-up reminder letters were sent to families who did 

not initially reply. as this has been shown to increase response rate (Heberlein & 

Baumgartner. 1978). Of the 92 questionnaires 63 were returned. giving a return rate of 68%. 
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As findings might be unrepresentative if responses were only to come from parents who 

chose to join a support group (Aman et ai, 1995) further questionnaires were sent out to 

parents/guardians of children with autistic spectrum disorders who were registered on the 

database of the local children's hospital, but were not members of the LAS. This database 

contained an additional 64 children (54 diagnosed with autism, 10 with Asperger syndrome). 

On the advice of the consultant paediatrician in charge of the database, the parents of 1 of 

the children with Asperger syndrome and 24 of the children with autism were not 

approached as it was thought that these families were currently in very stressful situations 

and would find it too upsetting to be contacted about the research. Consequently 25 of the 

families in total were not approached. The remaining 39 families were sent questionnaires. 

21 replied, giving a response rate of 54%. 

In total 156 children on the autistic spectrum were identified in the Lothian region. Families 

of 131 of these were sent questionnaires and 84 replied, an overall response rate of 64%. 

Although this rate was relatively high for a questionnaire-based study, it is nevertheless 

possible that parents who are involved in approaches with their child may have been more 

motivated to return the questionnaire. This needs to be borne in mind when interpreting the 

results. 

3.4 Questionnaire findings 

3.4.1 Child characteristics 

Child's age 

Child's age at the end of December 1998, i.e. the end of the data collection period, was used 

in data analysis. Minimum age in the sample was 2 years, and maximum 16 years; average 

age was 7 years 8 months. As table 3.3 shows the highest percentage of children were 

between 5 and 7 years old, with two-thirds falling in the 5-11 age range. 

Table 3.3: Age of children of respondents 

Age group 

2;00 - 4; 11 years 
5;00 - 7;11 years 
8;00 - 10; 11 years 
11+ years 

No. of children (%) 

13 (15%) 
31 (37%) 
25 (30%) 
15 (18%) 
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In order to ascertain whether the age of the children whose parents returned the 

questionnaire was representative of the total population of all children with autistic spectrum 

disorders in Lothian, the average age of the sample children (7 years 8 months) was 

compared with: 

(5) the average age of all those children whose parents had been sent a 

questionnaire, but had not returned it. 

(6) the average age of the children with autistic spectrum disorders in 

Lothian whose parents had not been sent a questionnaire. 

The average age in these 2 groups was 9 years 3 months and 10 years 2 months respectively, 

significantly higher in both cases than the mean age of respondent children (U = 1513, 

P < 0.05 and U = 663, p < 0.05 respectively)l. The average age of the whole population of 

children with autistic spectrum disorders in Lothian was 8 years 7 months. 

The sample of Lothian children with autistic spectrum disorders whose parents did return the 

questionnaire were then younger than those who did not. This may be because younger 

children are perhaps more likely to be involved in interventions, making their parents more 

likely to return the questionnaire. Alternatively, parents of older children may have more 

'questionnaire fatigue' than parents of younger children, given the abundance of autism 

research in recent years. 

3.4.2 Child's diagnosis 

As figure 3.1 shows, the most common diagnosis was autism (53%), followed by autistic 

tendencies (21 %) and Asperger syndrome (21 %). There were perhaps fewer children than 

expected with learning difficulties, only 29% altogether (15% autism plus learning 

difficulties, 11 % autistic tendencies plus learning difficulties, 3% dual diagnosis plus 

learning difficulties). This may be because a large proportion of the children were still fairly 

young and may not have been fully assessed. In four cases of autism parents specifically 

mentioned that it had not yet been established whether their child had learning difficulties or 

not (these children were therefore included in the category of 'autism' in figure 3.1). 

Three children (4%) had received a dual diagnosis. In these cases the child had been seen by 

two professionals each of whom had given a different diagnosis. In two cases this was of 

'autism and autistic tendencies' and in one case it was 'Asperger syndrome and autistic 

tendencies'. In two of these three cases there were also confirmed additional learning 

I An alpha value of 0.05 has been used throughout this thesis. Values greater than 0.05 will be 
reported as non-significant (ns). 



difficulties. Lack of an unequi vocal diagnosis can be dissatisfying for parents and rna make 

it difficult to plan appropriate education and intervention (Howlin and Moore 1997). 

4% 1% 

15% 

Notes: 

II 
OI] 

-
AutiSTl 

AutiSTl + learning 
difficulties 

AutiSTl tendendes/features 

Autis ic tendendes + 
learning difficulties 

II Asperger syndrome 

D Dual diagnosis 

El Awaiting diagnosis 

(1) Autism: This category included children with a diagnosis of autism , high-functioning 

autism, and autism with additional difficulties (but excluding diagnosed learning 

difficulties). Additional difficulties included epilepsy, De Soto's syndrome , deafness , 

problem of motor coordination, and severe communication disorder. This group also 

encompassed those children with autism where the parents were unsure if there were 

additional leaming difficulties or not. 

(2) Autistic tendencies/features: This category also included children diagnosed with 

autistic spectrum disorder (n = 3). 

Figure 3.1: Child's diagnosis 

3.4.3 Age of diagnosis 
The lowest age at diagnosis was 1 year 6 months, highest was 11 years , and average was 4 

years 2 months. If parents indicated several ages of diagnosis (e.g . if diagnosis had changed 

from autism to Asperger syndrome) the age of the fust diagnosi s of an auti stic spectrum 

disorder was taken as this would have been the time from which parents might first have 

considered using an intervention with their child. 
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3.4.2 Non-school based interventions - exclusions 

Augmented communication approaches such as sign language and communication through 

symbols/pictures were not included in the analysis of current or previously used 

interventions, because although such methods have aims in common with inten'entions 

(improving communication and hence improving social interaction and behaviour), they 

represent systems of communication for the child to learn, rather than interventions with a 

predominantly 'therapeutic focus'. 15 families were currently using augmented 

communication, 2 families had previously used it but were doing so no longer, and 2 

families were considering using it in the future. 

3.4.3 Current interventions 

Number of families currently involved in non-school based interventions 

Families split almost evenly between those who were involved in interventions outwith 

preschooUschool and those who were not. Of the 84 children in the sample, 43 (51 %) were 

not currently involved in interventions outwith school, while the other 41 (49%) children 

were involved in at least one (table 3.4). 

Concurrent intervention use 

Of the 41 children currently involved in interventions, the majority (30 children) were 

involved in only one approach; only 11 were involved in more than one kind of non-school 

based intervention (table 3.4). This suggests that the families that are involved in such 

interventions tend not to follow an eclectic approach outwith school (although the child may 

of course be involved in other approaches at school). 

Table 3.4: Number of non-school based interventions 
children were currently involved in 

No. of interventions 

o 
1 
2 
3 

No. of children (%) 

43(51%) 
30 (36%) 

8 (9 %) 
3 (4%) 
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Types of intervention in current use 

As table 3.5 shows, speech and language therapy was by far the most commonly used 

intervention. Music therapy, diet and the SRP were next in popularity, albeit far behind. 

With the exception of Supemuthera vitamin supplements, used by 2 families, there were no 

pharmaceutical treatments used. 

Table 3.5: Types of non-school based interventions currently in use 

Type of intervention 

Speech and language therapy (excluding Hanen) 
Music therapy 
Diet * 
Son-Rise Program 
Behaviour modification (Lovaas) 
Auditory intervention (e.g. Tomatis) 
Supemuthera vitamin supplement 
TEACCH 
Hanen 
Occupational therapy 
Physiotherapy 
Intensive Interaction 
Portage 

No. children 

24 
7 
6 
4 
2 
2 
2 
2 
2 
1 
1 
1 
1 

* In 2 cases this was a gluten-free diet, in 4 cases type of diet was not specified. 

Level of parental involvement in current interventions 

If all the interventions in current use (table 3.5) are added together it can be seen that 55 

interventions were in current use. Interventions in current use were grouped according to the 

degree of typical parental involvement in each, as outlined in the introduction (table 3.1 

- pSO). Table 3.6 shows that currently the most common form of intervention was therapist

based, with 33 of the 55 current interventions being of this type; in the majority of cases this 

was speech and language therapy. 'Mid' and 'high' parent involvement interventions were 

the least common, but together made up 12 (22%) of the 55 interventions in current use. In 

cases where families were using multiple interventions in all but one case this included at 

least one therapist-based intervention. 

Table 3.6: Level of parental involvement in current interventions 

Type of intervention 

High-parent involvement interventions 
Mid-parent involvement interventions 
Therapist -based interventions 
Non-interactive interventions 

No. of these interventions used 

6 
6 
33 
10 
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Currently parents of 11 children had taken on the role of their child's therapist to some 

degree; 5 involved in high-parent involvement interventions, 5 involved in mid-parent 

involvement intervention, and 1 family using both. A therapist role was therefore taken on 

by 27% of the families using interventions (13% of the whole sample). 

Funding for interventions 

Interventions in current use were also grouped according to the typical source of funding, as 

outlined in the introduction (table 3.2 - p5I). Table 3.7 shows that about half were those 

typically funded by the local authority and about half were those typically privately funded. 

In cases where families were using multiple interventions in all but two cases this included 

one which was funded by the local authority. 

Table 3.7: Funding of current interventions 

Type of intervention 

Local authority funded interventions 
Privately funded interventions 

3.4.4 Previous interventions 

No. of these interventions used 

29 
26 

Parents were also asked about any interventions that they had previously used with their 

child, but were no longer using. They were asked when and for how long these interventions 

were used. 

How many families have been involved in non-school based interventions at some point? 

Examination of previous intervention usage, when combined with current intervention usage 

showed that 55 (65%) of the children in the sample have been involved in non-school based 

interventions at some point in their lives. Only 29 (35%) had never been involved in 

anything other than school-based interventions. 

Which interventions were used previously? 

As table 3.8 shows, the types of interventions previously used by families did not differ 

greatly from those currently used, with speech and language therapy and music therapy 

being the most common, followed by diet. 
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Table 3.8: Non-school based interventions used previously 

Type of intervention 

Speech and language therapy (excluding Hanen) 
Music therapy 
Diet * 
Occupational therapy 
Son-Rise Program 
Auditory intervention (e.g. Tomatis) 
Supernuthera vitamin supplement 
Holding therapy 
Hanen 
TEACCH 
Facilitated communication 
Cognitive relaxation 
Cognitive therapy 
Behaviour modification (Lovaas) 
Patterning-type interventions 
SPIN 
Portage 

No. children 

15 
6 
4 
4 
3 
3 
2 
2 
1 
1 
1 
1 
1 
1 
1 
1 
1 

* In 1 case this was a gluten-free diet, in 3 cases type of diet was not specified. 

3.4.5 Differences between previous and current interventions 

Some interventions were identified that had been previously used by some parents but were 

not in the current usage table, such as facilitated communication, holding therapy, and SPIN. 

Facilitated communication had not been used by any family in the sample for the past 12 

years, holding therapy for the past 4 years, and SPIN for the past 2 years. 

Intensive Interaction, begun by one family in 1997, was the only intervention which was in 

current usage, but had not previously been used by any families in the sample. Intensive 

Interaction, Hanen and the SRP had all increased in usage over time. This may suggest a 

move towards child-led interventions in recent years, although the numbers involved are too 

small to confirm or deny this. 

3.4.6 Time of intervention implementation - relation to time of diagnosis 

Of the parents of the 55 children who had been involved in interventions, information on 

date of diagnosis and date of first intervention use was available for 47. Of these 19 had 

begun before their child had been diagnosed with an autistic spectrum disorder. The 

maximum number of years before diagnosis that an intervention had been implemented was 

6 years, and the average was 1 year 10 months. For families who had begun intervention 

before diagnosis, this was almost always speech and language therapy. 28 families began 

intervention after diagnosis. The maximum number of years between diagnosis and 

intervention implementation was 4 years; typically intervention use followed diagnosis by 

less than a year, on average 10 months after the child was identified as having an autistic 

spectrum disorder. 
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3.4.7 Changes in intervention uptake over time 

To examine whether the uptake of non-school based interventions has changed 0 er time, 

the children's birth dates were pl otted against their history of intervention use . Figure 3.2 

shows how many children from the sample were born in each year and whether these 

children had been invol ved in a non-school based intervention at any point. With the 

exception of children born in one particular year (1992), involvement in intervention as as 

or more common than, non-involvement. 
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was too small to be meaningfully included . 

Figure 3.2: Year of birth in relation to involvement in non-school based interventions 

The number of children born in any given year was small , making it difficult to draw 

definite conclusions. Figure 3.2 does though suggest that the children born more recently 

(since 1993) were more likely to have become involved in non-school based interventions 

than children born prior to 1993. Of the 84 children in the sample, 60 were born prior to 

1993 and 24 were born after 1993 and table 3.9 shows how many children were involved in 

non-school based interventions. Children born after 1993 were signifi cantly more likely to 

have been involved in a non-school based intervention than those born prior to 1993 

(x2=6. 77, p<O.O 1, df= 1). This, however, may have been an artefact of the composition of the 

sample; not all children born since 1993 would have been diagnosed at the time of thi s 

study, and it could be that those identifi ed at younger ages have more marked difficulties, 

making parents more incl ined to use interventions. 



Table 3 .9: Number of children involved in non-school based interventions pre and post 1993 

Year of birth 

1982 - 1993 
1993 - 1996 

*p<O.OI 

No. involved in inter ventions 

34 
21 

No. not involved in intenrentions 

26 
3* 

3.4.8 Changes in level of parental involvement over time 

U ptake of the four intervention types was examined to establish whether there ha e been 

changes in use over recent years (fig ure 3.3 ). Again, the numbers in 01 ed in each 

intervention type were small , making it difficult to draw definite conclusions. However, it 

does appear that while therapist-based interventions have remained the most popu lar 0 er 

the years , uptake of the other types of intervention has begun to increase. For example, non

interacti ve interventions were not in use at all prior to 1996, but ha ve been used by some 

parents in every year since then. Uptake of high parent involvement interventions also seems 

to have increased, particularly in 1998. The results seem to suggest that parent involvement 

in intervention has increased somewhat over time. 
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Figure 3.3: Difference in uptake of the four intervention types: 1993-1998 



3.4.9 Changes in sources of funding over time 

The uptake of local authority funded versus privately funded interventions can also be 

examined for changes over recent years. Table 3.10 shows how many interventions were 

begun each year, and how these were funded. Note that figures for 1988-1995 were 

collapsed, as the number of interventions begun in anyone year over this period was very 

small. Although the small figures in all years make it difficult to draw definite conclusions, 

they do seem to indicate that uptake of privately funded interventions has increased over 

recent years whereas uptake of local authority funded interventions has decreased. While it 

is often unwise to convert such small figures into percentages, in this instance it does make 

the trend more apparent (figure 3.4). 

Table 3.10: Uptake of local authority funded and privately funded interventions 1988-1998 

Year 

1988-1995 
1996 
1997 
1998 

Total no. of 
interventions begun* 

27 
20 
14 
22 

no. of local authority 
funded interventions 
begun 

21 
14 
5 
6 

no. of privately funded 
interventions begun 

6 
6 
9 
16 

.. cases in which dates of intervention usage were not given have had to be exduded (n-20) 

100 

L. 

t1J 

~ 80 
Q) 

£ 
0) 
c 
·c 

-6 60 
c 
::::l 
0) 
Q) 

.D 
III 
c 

.Q 40 
C 

[~....- local au~ori~ funde~ 1 

1 __ pri •• lely funded _ I 

~ 
~ 
c 

i 
'0 20 i 

I 

i 
I 

o L~-. 
1988-1995 1996 1997 1998 

year 

Fig 3.4: Uptake of local authority funded and privately funded interventions 1988-1998 
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3.4.10 Links between child characteristics and non-school based 
intervention uptake 

Differences in age between those currently involved in interventions and those 
not in volved 

The average age of children currently involved in interventions \vas 6 years 8 months. 

Children not currently involved in interventions had an average age of 8 years 9 months and 

were significantly older (U = 557.5, P < 0.05). 

Differences in age between those currently involved in local authority and privately 
funded interventions and those not involved 

Table 3.11 shows that children began interventions typically funded by the local education 

authority at a significantly earlier age than those beginning typically privately funded 

interventions (U = 620, p<O.05). 

Table 3.11: Average age of children when beginning the 2 intervention funding types 

Type of Intervention 

Local authority funded 
Privately funded 

* p < 0.05 

Average age of children at start 

3 yrs 10 months 
5 yrs 3 months* 

Relation between diagnosis and intervention uptake 

No. 

44 
39 

As table 3.12 shows, no single diagnostic group stood out from the others in terms of level 

of intervention use, with around a third to two thirds of each group currently using 

interventions. 'Autism + other difficulties' is the only group where none of the children was 

currently involved in intervention, although numbers were also low in several other 

categories. With numbers in the groups being so small it is not possible to establish whether 

these differences are significant or not. 

Table 3.12: Relation between diagnostic category and non-school based intervention use 

Diagnosis 

autism 
autism + learning difficulties 
autism + other difficulties 
autistic tendencies/features 
autistic tendencies + learning difficulties 
autistic tendencies + other difficulties 
Asperger syndrome 
combination 
awaiting diagnosis 

No. 

26 
13 
6 
5 
9 
3 
18 
3 
1 

No. currently 
using 

14 
7 
o 
3 
6 
1 
7 
2 
1 

No. ever used 

16 
11 
1 
4 
6 
1 

12 
3 
I 



3.4.11 Future Interventions 

How many families plllnned to become further involved in non-school based interventions 
over the next 3 years? 

As table 3.13 shows, the families of the majority of children (79%) had no plans to become 

involved in additional interventions within the next 3 years. 

Table 3.13: Number of additional interventions planned for 
use within next 3 years 

No. of planned 
additional interventions 

o 
1 
2 

No. of children (%) 

66 (79%) 
12 (14%) 
6 (7%) 

Which type of future interventions were plllnned? 

As table 3.14 shows the most common interventions that parents planned to use with their 

children in the future were the SRP and the music therapy. 

Table 3.14: Types of planned future interventions 

Type of intervention 

Son-Rise Program 
Music therapy 
TEACCH 
Diet 
Auditory intervention (incl. Tomatis) 
Social skills course 
Behaviour modification (Lovaas) 
Hanen 
Occupational therapy 
Physiotherapy 

3.4.12 Interventions within preschool/school 

No. children 

6 
6 
3 
2 
2 
1 
1 
1 
1 
1 

How many children were involved in interventions at preschool/school? 

Of the 83 children currently attending preschool or school, the parents of 36 (43%) reported 

that their child was involved in a named intervention at school. The other 47 children (57%) 

were either not involved in intervention at school or parents were unaware of any such 

intervention (i.e. this section of questionnaire was left blank). 
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How many different types of interventions were used at preschool/school? 

Table 3.15 shows how many different interventions were in use in preschooVschool settings. 

This shows that an eclectic approach is more likely within school than outwith; as We have 

seen (table 3.4 - p58) only 13% of children were currently involved in more than one non

school based intervention, whereas at school 26% were involved in more than one approach. 

Table 3.15: Number of interventions children were 
currently involved in at preschool/school 

No. of interventions 

o (or not specified) 
1 
2 
3 
4 

No. of children (%) 

47 (57%) 
14 (17%) 
17 (20%) 
2 (2%) 
3 (4%) 

Which interventions were most commonly used at preschool/school? 

Table 3.16 shows the interventions that children were invol ved in at school. In many cases it 

was reported that the school used elements of the intervention rather than the whole 

approach. TEACCH and Intensive Interaction were more frequently used at school than 

outwith, but speech and language therapy and music therapy remained among the most 

commonly used approaches (as was the case with interventions used outwith school). The 

parents of 18 of the children also reported that their child used augmented communication at 

school. 

Table 3.16: Types of intervention that children were currently 
involved in at preschool/school 

Type of intervention 

Speech and language therapy 
TEACCH 
Music therapy 
Son-Rise Program 
Intensive Interaction 
Aromatherapy 
Dance therapy 
Gentle teaching 
Higashi 
Low intrusion teaching 
Portage 
Physiotherapy 
Occupational therapy 

No. of children 

26 
16 
7 
4 
5 
1 
1 
1 
1 
1 
1 
1 
1 
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3.4.13 Interventions used across settings 

In total 64 (76%) of the children in the sample were currently involved in named 

interventions either at preschooUschool or outwith, with only 20 children (24%) not reported 

as being involved in any named intervention in either setting. 74 (88%) of the children had 

been involved in a named intervention either at preschooUschool or outwith school at some 

point in their lives. The remaining 10 children (12%) had either not been involved in any 

intervention, their parents were not aware that they had been involved, or they did not 

specify that they had been. 

In terms of continuity of approach between home and school, only 6 of the 41 children 

currently involved in named interventions outside school were involved in the same 

intervention at school. 

The number of different interventions that children were currently involved in, either at 

school or outwith, were pooled and are shown in table 3.17. When both the home and school 

environment were considered, a total of 34 (40%) of the 84 children were involved in more 

than one approach concurrently. 

Table 3.17: Total number of interventions children were 
currently involved in and out of school 

No. of interventions 

o 
1 
2 
3 
4 

No. of children (%) 

20 (24%) 
30 (36%) 
22 (26%) 

7 (8%) 
5 (6%) 

3.4.14 Use of the Son-Rise Program 

As table 3.5 shows (table of current usage - page 59) the SRP was currently being used by 4 

families. Although this is a small figure it means that Son-Rise is used by approximately 1 in 

10 of all families currently using a non-school based intervention and 1 in 20 of all 

respondents. It had previously been used by 3 families, meaning that a total of 7 families had 

experience of the SRP, 1 in 12 of all respondents. 

As table 3.18 shows, the uptake of the SRP has increased somewhat over recent years. No 

family had used the SRP prior to 1993, and it was only in 1998 that the numbers of families 

using it increased, although numbers involved remain small. However, a further 6 families 

indicated that they planned to begin an SRP: 4 in the coming year, and 2 at some unspecified 

future date. 



Table 3.18: Number of families beginning the 
Son-Rise Program each year 

Year No. Families 

1993 1 
1994 0 
1995 0 
1996 1 
1997 0 
1998 4 

N.B. One other family had previously used the 
Son-Rise Program, but dates of usage were not given. 

Only 3 families had finished using their SRP. One family had used the program for 1 year, 

one for 3 years, while the remaining family had not specified dates. The average age of 

children when they began an SRP was 4 years. 4 of the 7 children who had been involved in 

the SRP had a diagnosis of autism, 2 of autism with learning difficulties, and one of autistic 

tendencies with learning difficulties. 

3.5 Discussion 

There has been little previous research in the area of non-school based interventions and 

consequently a lack of infonnation on how many families are involved in the wide range of 

intervention approaches currently 'out there'. This study found that 49% of children were 

currently involved in non-school based interventions, with 65% having had some 

involvement with such therapies at some point in their lives. This is quite a large proportion 

and indicates that non-school based interventions playa significant part in the lives of 

children with autism and, as such, merit further research. 

Jordan and Jones' (1996) survey found 38% involvement for school and non-school based 

interventions combined - much lower than the figure of 76% found in this study. One 

explanation for this may be that uptake of interventions has increased since the Jordan and 

Jones study, although this can only partially explain such a large increase over only a few 

years. Another reason may be related to the finding in this study that younger children were 

more likely to be involved in interventions than older children. Differences in age profile 

between the samples may explain the difference in intervention uptake~ the Jordan and 

Jones' sample included children over the age of 18 years, whereas this was restricted to 

children 18 and under. 

The study reported here found that speech and language therapy was the most common fonn 

of intervention in current use, followed by music therapy, diet and the SRP. Evaluations of 

these interventions are therefore research priorities. As described in Chapter 1, however, it is 

important that such evaluations are not carried out until it is clear which types of children the 
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intervention is being used with, how it is being used in terms of intensity and duration, and 

what, if any, other interventions are being used concurrently. This groundwork is essential if 

evaluations are to accurately reflect use of interventions in the 'real world'. Such issues are 

considered in relation to the SRP later in this thesis (see chapter 5). 

Unlike research in the USA, this study found use of pharmacological treatments to be very 

rare. The recent introduction of the hormone secretin as a treatment for autism since data 

collection for this study may mean though that the pattern of use of pharmacological 

treatments would be different if a similar study were to be conducted in the future. It was 

reassuring to find that there were no interventions in current use which had already been 

shown by research to be unhelpful, such as holding therapy or patterning. This suggests that 

there are effective channels of communication, in this respect at least, between those 

conducting evaluative research on interventions for autism and intervention providers. 

Therapist-based interventions were the most common form of approach used with children 

with autism. 'Mid' and 'high' parent-involvement interventions were less common, although 

they were used by over a quarter of families involved in interventions, and by 13% of the 

whole sample. The predominance of therapist-based interventions does not, though, imply 

that children were receiving minimal parental input in the home, simply that the strategies 

that parents use with their children may be more intuitive rather than deriving from any 

named intervention approach. The comments some parents made on the questionnaire 

confirmed this, with a number describing individual techniques, rather than a whole 

intervention approach, which they had found helpful with their child: 

"I believe a strict adherence to anyone method or number of methods would 
have been harmful and counterproductive. What has worked for our son has 
been an intuitive awareness of his inner world and a commitment to put his 
needs first, with the result that he is now venturing out of his autistic world. His 
steady progress and overall achievements have far exceeded my 
expectations! ... For our son significant/secure relationships have been more 
important than methods. " 

The majority of children were involved in only one non-school based intervention, with only 

13% experiencing a combination of approaches. However, if both home and school 

environments were considered together, 34 (40%) of the 84 children were involved in more 

than one approach concurrently. This suggests that, as in the States, there may be inherent 

problems with the little evaluative research that is conducted, as a combination of 

approaches makes it more difficult to establish causal links between intervention and 

behavioural change in the child (Prizant & Rubin, 1999). Methodologies need to be 

employed which minimise this difficulty, and the question of how well specific interventions 

work together when used concurrently also requires further investigation. It is likely that 
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compatibility will depend on the ethos and theoretical background of the specific 

interventions being used together. For example, if two child-led interventions are being used 

together these could well be compatible, even if the techniques used in each are somewhat 

different. Only 6 of the children proved to be involved in the same intervention both at 

school and at home, but it may be that other children, although involved in different 

interventions in the two environments nevertheless have a continuity of overall approach 

since a number of different interventions have developed from a broadly similar theoretical 

base. 

In terms of changes over time, the use of non-school based interventions did seem to have 

increased; significantly more children born 1993-1996 had had experience of such 

interventions than those born before 1993. However there is an alternative explanation for 

this finding. One is that this kind of intervention use has not truly increased in recent years, 

and that the result is an artefact of the type of children included in the sample. Children with 

milder autistic spectrum disorders tend to be diagnosed later in life (Howlin & Moore, 

1997). It is possible therefore that children in the 1993-1996 group have more severe forms 

of autism than those in the pre-1993 group, and that children with less severe forms of 

autism born post 1993 would not have been diagnosed by the time of data collection and so 

would not have been included in the sample. If the 1993-1996 group had a greater proportion 

of children with more severe autistic spectrum disorders, it would not be surprising to find 

higher intervention uptake rate than in the pre-1993 group, as this group would more 

obviously require intervention. 

Inspection of diagnoses patterns suggest that the younger sample (born 1993-1996) did 

indeed contain a smaller proportion of those with mild forms of autistic spectrum disorder 

than the older sample. For example, only 1 in 24 had a diagnosis of Asperger syndrome in 

comparison to more than 1 in 4 in the older sample. However, the Asperger group did not, in 

fact, have a particularly low rate of intervention use (12 of the 18 children with Asperger 

syndrome had been involved in non-school based intervention at some point in their lives), 

suggesting that although there are differences in types of autistic spectrum disorder between 

the two age groups, this is not the source of differences in intervention uptake. 

It is, therefore, not possible to establish with certainty whether uptake of interventions has 

truly increased over recent years or whether this is an artefact caused by the type of family in 

the post-1993 sample. To conclusively answer this question, this study would need to be 

repeated at a later date, with the addition of a representative sample of all post-1993 children 

and their families surveyed. 
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There are several possible explanations why uptake of non-school based interventions might. 

however, have been expected over recent years. The first is that such interventions now 

receive much wider publicity, on TV and on the internet. As the number of families using 

the internet has increased in recent years, information about autism interventions has 

potentially become much more accessible. The fact that some of the more recent literature 

on autism for parents contains references to websites of relevant information (e.g. 

Trevarthen et ai, 1998: Cohen, 1998) suggests that this route to information is now in 

common usage. 

Another reason for the apparent increased uptake of non-school based interventions may 

stem from the fact that there are now more children being diagnosed with autistic spectrum 

disorders. Families may therefore be more likely to know other parents with a child with a 

similar diagnosis, and hence be more likely to find out about interventions by word of 

mouth. There has also been a shift in power away from professionals towards parents, with 

the notion of 'parent partnership' becoming more common. Parents may now feel more able 

either to use interventions themselves or to work in partnership with a therapist, and may 

feel more confident in requesting therapist-based interventions for their child outwith the 

more traditional school setting. 

Such explanations emphasise Bronfenbrenner's (1979) viewpoint that what goes on within 

the family, in this case the parent's decision to use an intervention with their child. cannot be 

viewed in isolation from the society in which the family live. 

In terms of the four types of intervention identified earlier in this thesis - 'high' and 'mid 

parent' involvement, 'therapist-based', and 'non-interactive' - therapist-based interventions 

have remained the most common, but the other types would appear to have become more 

prevalent over recent years. Ideally this study should be repeated with a larger sample to 

confirm the trends identified here. The finding could reflect either a difficulty in obtaining 

therapist-based services or an increased availability of information on these alternative forms 

of intervention. Although 'mid' and 'high' parent involvement interventions remain less 

common than therapist-based approaches, usage of them does seem to be increasing. Over a 

quarter of the 41 children currently involved in interventions were participating in 

approaches in which parents had taken on the role of therapist. This suggests that 

examination of the effects on the family of parent involvement in intervention will be a 

fruitful area for future research. As suggested in Chapter 2, areas such as the effect on 

siblings, parent stress. and financial implications are all possibilities for further inquiry in 

relation to 'mid' and 'high' parent involvement interventions. These are considered in 

relation to the SRP later in this thesis. 
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The proportion of interventions used which were classed as 'local authority funded 

interventions' was found to have decreased over time whereas the proportion of 'privately 

funded' interventions has increased. This could be because a greater number of families are 

seeking help from health and educational services, so resources available to support 

individual families are diluted (Rogers, 1999). Parents may therefore have no alternative but 

to seek privately-funded interventions. The views expressed by some parents confirmed a 

difficulty in accessing satisfactory levels of statutory services: 

"We have asked for speech/language therapy and social skills help but were 
told only very severely affected children get speech therapy and have been 
waiting for 4 months for news of the social skills course - we find it all very 
frustrating. " 

"As parents we have been left to devise our own methods and approaches with 
little guidance from health authorities. As a result we feel disenfranchised and 
can only marvel at our son's progress to date ... That he is expected to learn 
without professional help is a sad testimony to the disorganisation of the health 
and education services. " 

"Any intensive work done by a specialist I feel would help our son - I have 
repeatedly asked for help and have not had any except for ability tests with no 
follow up treatment about two years ago. " 

Despite the difficulty some parents experienced in accessing local authority funded services, 

a number of parents who had been involved in such interventions commented that they had 

found them invaluable. Data from this sample also indicated that children tend to begin local 

authority funded interventions at a significantly earlier age than those beginning privately 

funded ones and so, for many families, the interventions supplied by the local authority will 

be the first source of autism-specific help. Provision of speech and language therapy for 

many families often begins even before formal diagnosis. It seems probable that for some 

families the assessment by the speech and language therapist at this stage has an influence 

on the efficiency and accuracy of later diagnosis. 

For families beginning interventions after diagnosis, this happened on average 10 months 

after diagnosis. Families may therefore be seeking information on interventions from 

professionals working with their child just before this time. However, there was great 

variation between families and it cannot be assumed that all families will be ready to receive 

information at the same time. 

In this study the exploration of links between the child characteristics and level of 

intervention involvement was limited by the small numbers of children involved in each 

kind of intervention. One finding was that the children involved in non-school based 

interventions were significantly younger than those who were not involved. There are 

several possible explanations for this. Firstly it may be related to the belief that interventions 
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are more likely to be successful with younger children, perhaps making parents and 

professionals more likely to implement interventions with younger children. Secondly. it 

may be easier for parents to access services such as speech therapy in the years immediately 

after diagnosis, e.g. parents may be referred straight on to speech and language services. A 

number of families may also be offered speech and language therapy before a diagnosis is 

made, again contributing to a trend towards intervention involvement at younger ages. 

Another possible reason is that parents may feel more motivated to seek out interventions 

while their child is young, and have more opportunity to do so if the child is not of school 

age. They are also perhaps less likely to be working when their children are younger and so 

have more time to get involved in interventions. This questionnaire did not request 

information regarding employment and so it is impossible to investigate this further. This 

aspect is explored further in relation to the SRP in Chapter 5, however. 

No diagnostic group was noticeably different from other groups in terms of level of 

intervention use: around two-thirds of each diagnostic group had been involved in non

school based interventions at some point in their lives. This perhaps reflects that many of the 

interventions, such as speech and language therapy and music therapy, may be suitable for 

all children with autistic spectrum disorders, regardless of specific diagnosis. Another 

possibility is that it indicates that the decision to use an intervention is more related to the 

availability of services and parents' own views on interventions, than to the child's 

diagnosis. 

The specific focus of this thesis is the SRP. This study confmned that although the number 

of families using this approach was small, it was nonetheless relatively common in 

comparison to other interventions, with numbers involved increasing. One in ten of all 

families currently using non-school based interventions were using this approach, with 

numbers likely to n1t>re than double over the corning year. Along with music therapy, the 

SRP was the intervention that families were most likely to consider using at some point in 

the future, but the small number of children currently involved made it difficult to identify a 

characteristic profile of children with whom the approach is used or typical length of use. A 

survey of a larger number of children involved in the SRP was therefore undertaken to 

explore these issues, and is reported later in this thesis, in Chapter 5. 

While this study has established a number of relevant trends in relation to the use of non

school based interventions, there are a number of factors which somewhat limit the extent to 

which the results from this study of Lothian families can be generalised to other families 

with children with autism. Firstly, there was not a 100% response rate, and it is reasonable to 

assume that parents involved in interventions would have been more likely to reply than 

those who were not. Some parents who were considered to be under considerable stress were 
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also not sent questionnaires. Although it cannot be established, these parents may have been 

less likely to be actively involved in non-school based interventions, and if included in the 

sample it would have decreased the overall proportion of families involved in such 

interventions. Another limitation on generalisation relates to the fact that the children of 

parents returning the questionnaire were on average younger than those of parents who did 

not. Given that younger children were found to be more likely to be involved in an 

intervention than older children, level of intervention use across the wider population is 

likely to be lower than the results from this study suggest. Yet, even with such factors taken 

into account, use of non-school based interventions is likely to affect a sizeable proportion of 

families with children on the autistic spectrum, and as such merits further investigation. 

It also has to be noted that this study was carried out in a largely urban area of Scotland. 

There may be inherent differences between urban and rural regions which affect intervention 

uptake: in urban areas there may for instance be a greater availability of information on 

interventions, greater opportunities for contact with other parents to discuss and share ideas 

about interventions, and more people to draw on as helpers to run intensive programs such as 

Lovaas and Son-Rise. There may also be differences in uptake of interventions between 

different parts of the UK. Jordan and Jones (1996) note anecdotal reports of a lower uptake 

of alternative approaches in Scotland than in England and Wales, and suggest that this may 

reflect either a greater satisfaction with, and trust of, the educational system in Scotland or 

perhaps a lower level of media publicity for interventions in Scotland. On the other hand, it 

has been found that children in Scotland tend to be diagnosed slightly earlier than children in 

England (Howlin & Moore, 1997). As younger children tend to be more likely to be 

involved in interventions, the high uptake of non-school based interventions identified in this 

urban area of Scotland may not be equaled in similar urban areas in England. A nationwide 

study would be the only way of establishing whether the patterns foun~ in this study were 

similar to those in other areas. 

Given the overall trends found in this study of Lothian families, it would seem useful to 

repeat this survey using a larger number of participants spread over a wider geographical 

area. This would permit the links between child characteristics and intervention uptake to be 

explored in greater depth, as well as allowing the use of statistical analysis to test the 

significance of trends identified here. Repeating the study at a later date using the same 

population would also be advantageous as it would allow investigation of whether uptake of 

non school-based interventions has truly increased over recent years, or whether the finding 

here was skewed by the particular children included in this specific sample. 
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• 

It would be advantageous in any similar future study to ask specific questions about the level 

of parent involvement and funding arrangements for the various interventions that families 

use, in order to confirm the trends found here. In this study the interventions were analysed 

using a predetermined categorization system based on how they are typically described in 

the literature at present. The validity of similar studies in the future would be increased if 

parents were asked directly about this, although care should be taken as this may increase the 

questionnaire length which in tum is likely to decrease return rate. 

Such an expansion would though allow exploration of the extent to which parents use 

interventions as they are commonly described. For example, there is uncertainty over the 

extent to which parents use 'high-parent involvement' interventions as intensively as they 

are frequently described in the literature. It seems likely that some parents at least will adapt 

aspects of intervention delivery, such as intensity, to suit their own child and family 

circumstances, something which will be further explored in relation to the SRP in Chapter 5. 

This first study has shown that parent involvement in interventions is relatively common in 

families with a child with autism, with both intensive programs like Son-Rise and less 

intensive approaches such as Hanen and TEACCH being used by families in Lothian. The 

following chapters examine issues surrounding parental involvement in more detail, 

focusing specifically on the SRP. 
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CHAPTER 4 

THE SON-RISE PROGRAM INTERVENTION FOR AUTISM 

4.1 Introduction 

Study 1, described In the prevIOUS chapter, found that among the wide variet\' of 

interventions for autism currently in use. the Son-Rise Program is becoming increasingly 

common. The remainder of this thesis will focus on this specific intervention. exploring in 

particular issues surrounding family involvement and the prerequisites for any e\'aluation of 

its efficacy. In this chapter the history of the SRP will be described. along with its main 

principles. techniques. and the relationship to some of the many other interventions currently 

available for autism. 

The Son-Rise Program is a method of working with children and adults with special 

educational needs, a large number of whom are children \\'ith autism. It is an interactive 

approach which emphasises the importance of developing a relationship between the child 

and their parents. Fundamentally. it is a child-led therapy which aims to accept the child as 

he or she is and then to encourage (but not push) the child to develop and to become more 

interactive. The SRP is a 1: 1 home-based therapy, usually carried out in a specially designed 

playroom by the parents of the child with the help of a team of volunteers. 

The techniques in the SRP stem from the Option Process l
• a personal growth approach 

designed to help people lead happier more accepting lives by exploring and challenging 

their negative beliefs. This was first put forward by Bruce Di Marsico in the 1970s and was 

known as 'The Option Method' (Evans, 1989). It was then developed and described in a 

number of books by Barry Neil Kaufman (e.g. 1977, 1991). Part of the Option Process 

includes exploration of beliefs in a non-judgmental discussion known as an Option Process 

Dialogue. 

4.2 History of the Option Process and the Son-Rise Program 

The Option Method was created by an American psychotherapist. Bruce Di Marsico. in the 

early 1970s, in response to analysis of his own negative experiences in a social situation 

(Evans. personal communication). He told of being at a party and noticing he was angry with 

himself for feeling shy. He thought to ask himself why he was angry. and realised that it was 

I The Option Process is a registered trademark 
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because he wanted to be more extrovert. He then asked himself why he believed that being 

angry with himself would help him become more extrovert and. using these questions. began 

to explore the connections between his beliefs and his emotions. He later used this method of 

questioning with his psychotherapy clients to explore the beliefs behind their unhappiness. 

From this, the Option Method developed as a therapeutic approach to personal growth. Oi 

Marsico trained a number of students in this method, including Barry ~eil Kaufman. 

Kaufman and his wife Samahria adapted and modified the Option Method to form the 

Option Process which they taught to adults. Later, when their son Raun was diagnosed with 

autism, they used the philosophy of the Option Process to form techniques for working with 

him on a 1: 1 basis; this method was later named the Son-Rise Program. 

The Kaufmans worked with their son in the non-distracting environment of their bathroom, 

12 hours a day, 7 days a week, for 3 years (Kaufman, 1994). They judged their work to be a 

success as Raun went on to graduate from an Ivy League university, has a "near genius IQ", 

and shows no residual signs of autism (The Option Institute and Fellowship, 1998). As a 

result other families asked them to work with their special needs children and due to parents' 

demand for training, the Option Institute and Fellowship was founded in 1983 in Sheffield. 

Massachusetts (Kaufman 1981, 1994). It is a non-profit organisation which teaches both 

Option Process personal growth programs and the SRP. 

The SRP is taught for use with children and adults with a variety of special needs. These 

include those with autism, attention deficit disorder, pervasive developmental delay, brain 

impairment, Asperger syndrome. Rett syndrome, multiple sclerosis, cerebral palsy, mental 

retardation, epilepsy, and any other neurological or muscular disorders (The Option Institute 

and Fellowship, 1996/97). 

4.3 Principles of the Option Process 

The Option Process is based on Di Marsico' s principle which states that how we behave and 

feel is determined by our beliefs, which we can examine and choose to change, if we wish. 

for more positive beliefs. The key points are: 

Happiness is a choice 

It is proposed that rather than external events having the power to make us feel happy or 

unhappy, it is the way we choose to view these events that determines how we feel. For 

exampk. if you are made redundant from your job you could choose to see this as negati\e. 
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as it means you will have less money and you think that you inadequate. Or you could Vle\\ 

it in a positive way, as it means you now have a range of new career possibilities available to 

you. Either way it is not the redundancy itself that has determined how you feel. but your 

beliefs about the situation - how you choose to view it. You can make a conscious choice to 

be happy about any given situation. 

"Our feelings are not products of external events. They are detennined by 
internal events - our judgements, interpretations, beliefs and decisions. " 

(The Option Institute and Fellowship. 1998) 

To love is to be happy with 

This is the view that if you love another person you are happy with them exactly as they are. 

and you accept them as they are. This stems from the idea that 'happiness is a choice' - a 

person may not be exactly as you would wish them to be but you can choose to be happy 

about this situation. 

Needing is not the same as wanting 

Kaufman states that you can still want a person to change, although you are happy with them 

exactly as they are. While this appears a paradox, Kaufman points out that there is a 

difference between wanting and needing. From the Option perspective although you may 

want another person to change you do not need them to change, in order to continue loving 

and being happy with that person . 

.. In wanting, my happiness is not contingent on getting. But ill needing, I give 
11l.\'. wanting extra importance by making my happiness dependent on getting. " 

(Kaufman, 1977) 

While these are the key points of the Option Process, there are a number of further, related 

principles: 

We are all trying our best 

Kaufman (1977) believes that everyone behaves in the best way they can. in accordance with 

their current beliefs and understanding of situations. 

YOIl do not have to use unhappiness as a motivator 

Kaufman (1991) states that many people believe that if they are not unhappy about a 

situation then they will not try to change it. He disagrees with this and believes that being 

happy makes us more effective and more likely to change a situation. 
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You are your own best expert 

Kaufman does not believe that we should turn to professionals to help us become happier. 

because in doing so we take on their interpretations of our beliefs. Instead. in the Option 

Process, you explore your own beliefs and choose which to continue to accept or discard: 

your own interpretation is the only one that matters. 

4.4 Option Dialogues 

An Option Process Dialogue is a method of asking questions of another person to help them 

explore their system of beliefs. Each question is asked with a non-judgmental attitude and 

solutions to problems are not offered by the person asking the questions (in following with 

the idea 'you are your own best expert'). The goal of an Option Dialogue is to help another 

person explore their beliefs which are affecting their feelings and behaviour and. if they so 

desire, change the beliefs that make them unhappy (Evans. 1989~ Kaufman. 1979). 

4.5 Principles of the Son-Rise Program 

The Option Process principles described above underlie the SRP. In addition to these the 

SRP places special emphasis on a number of related principles when working with children 

with special educational needs (Levy, 1999; The Option Institute and Fellowship. 1996/97). 

The importance of a loving and accepting attitude 

It is the view of the Option Institute & Fellowship that, while they teach a number of 

important techniques for working with children, these techniques are ineffective without the 

attitudinal foundation 'to love is to be happy with'. This accepting attitude means that the 

parent does not judge the child's behaviour as good or bad, appropriate or inappropriate, 

but recognises that the child is doing the best he or she can. The Option Institute stresses that 

children with special educational needs can very readily pick up on the attitudes of others: 

"We have noticed over and over again that nonverbal children rely on their 
ability to pick up attitude "transmissions" even when the initiator camouflages 
his or her discomfort with smiles. " (Kaufman, 1991) 

The gift of a special child 

Parents are encouraged to choose happiness and, rather than viewing their child's difficulties 

as a stressful catastrophic event or as a burden to be coped with, to see it as a gift. 
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The parent is the child's best resource 

Although professionals are acknowledged as being well intending and providing meaningful 

assistance, the Option Institute feel that because a parent has more knowledge of. more love 

for, and more interest in their child than any professionaL they are the most ideally suited to 

run the SRP for their child. 

The child as teacher 

The SRP is a child-led approach. This concept, introduced in Chapter 2. covers a range of 

interventions, including Intensive Interaction. Although all of these interventions aim to help 

the child develop skills such as social interaction and communication, the focus is not on 

specific goals which the child must achieve, as would be the case in more directive, adult-led 

approaches such as the Lovaas approach. Instead the emphasis is on joining in with the 

child's choice of activities and interests, even if they are not socially acceptable behaviours. 

By joining in the adult can develop rapport with the child and then, when the child is 

engaged, develop the interaction. This concept will be discussed in greater detail later in the 

chapter. 

4.6 Techniques in the Son-Rise Program 

4.6.1 Overview 

Within this child-led intervention there are two groups of techniques used. These are 

"bonding through acceptance" and "inspiring growth" (The Option Institute and 

Fellowship, 1996/97). 

'Bonding through acceptance' is used at times when the child is less interactive and their 

behaviour is characterised by stereotypic movements, echolalia, or repetitive routines (fig 

4.1). It is the child-led, non-directive side of the approach where the adult joins in with the 

child's activity or behaviour. rather than requesting anything of the child. The adult focuses 

on showing and feeling complete acceptance of the child and tries to be non-judgemental of 

their behaviour. The goal of 'bonding through acceptance' is: 

"to develop a deep rapport (trust, comfort, acceptance, love and enjoyment) 
with that special person. Once this has been established and the child or 
individual is indicating a certain degree of attentiveness, curiosity and interest 
in interacting with you, your intention shifts to inspiring growth. At this point 
vou ask for more from them and challenge them, still from the most accepting 
~lIld fUll-loving attitude. to help them fulfil their greatest potential . .. 

(The Option Institute and Fellowship, 1996/97). 
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child is withdrawn 

- no eye contact 

- repetitive behaviours 

- not vocalising to adult 

adult joins 
(bonding through acceptance) 

child is interactive 

- eye contact 

- attentive to adult 

- vocalising to adult 

adult builds 
(inspiring growth) 

Figure 4.1: Times to 'bond through acceptance' and times to 'inspire growth' 

'Inspiring growth' is, by contrast, more directive on the part of the adult. Here the adult can 

initiate activities, extend an activity that the child is already involved in. or make a request of 

the child. However 'inspiring growth' is still child-led in that if the child indicates that they 

do not wish to comply with the adult's initiation/extension/request, then the adult should be 

respectful of this, and continue to follow the child's lead, or make a different request. 

The techniques involved in both 'bonding through acceptance' and 'inspiring growth' are 

applied within the context of the positive and accepting attitude described in the previous 

section. 

4.6.2 Bonding through acceptance - the techniques 

'Bonding through acceptance' can be shown in the following ways: 

Imitation (or 'joining') of stereotypic behaviour 

In imitation of the child's 'isms' (the Kaufmans' word for stereotypic behaviour), repetitive 

routines and echolalia the adult does not simply copy the child's behaviour, but does so 

sincerely and enthusiastically, showing that they accept the child's behaviour. The imitation 

is also a way of encouraging the child to make solitary play into two person play (The 

Option Institute and Fellowship, 1996/97). In cases where the adult feels that they cannot join 

in completely with the child's stereotypic behaviour (for example if it involved self injurious 

behaviour), they are still encouraged to try to accept the behaviour and not view it 

negati vely. 
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Imitation of the child may be the first step In an SRP as it was with the Kaufmans' own 

program with their son: 

.. We began by imitating him Oil a global scale - not just as a strategy or tactic. 
but sincerely being \vith him; rocking when he rocked. spinning when he SpUIl, 
flapping when he flapped . .. (Kaufman. 1979; 20) 

The Option Institute state that. rather than reinforcing the stereotypical beha \iour. this 

imitation will help to establish a connection between the adult and child. and ultimately result 

in a decrease in stereotypical behaviour (Levy, 1999). 

Joining with child's choice of activity 

The adult joins in with what the child chooses to do, again as a means of conveying 

acceptance of the child. and of encouraging the child to turn the activity into a two person 

game. This does not mean that the adult cannot suggest other activities, or extensions to the 

child's own activity (see 'requesting' under 'Inspiring growth,' below). 

Maintaining a non-judgemental attitude 

As previously mentioned, the adult's accepting attitude towards the child is the most 

important part of the SRP. No behaviour by the child is regarded as 'bad' or 

'inappropriate'. The child should never be told not to do something (although certain 

extreme behaviours can be ignored). This is not to say that all the child's behaviours are 

considered to be ultimately desirable, simply that the adult recognises that the child is 

currently doing the best he or she can. 

4.6.3 Inspiring growth - the techniques 

At times when the child is less withdrawn and is showing more attentiveness towards the adult 

(even momentarily), the adult shifts to trying to challenge the child more. Techniques 

include: 

Building 

The adult tries to expand the activity which the child has already chosen by adding some 

\'ariation to it. In this way the adult can teach the child something new, or develop their 

flexibility by changing a routine game. The adult uses energy, excitement and enthusiasm to 

make the extension a compelling choice for the child, and builds on the current task a little 

bit at a time, to make it manageable for the child. 
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Requesting 

Here the adult asks something of the child or tells him or her to do something. Again. ideally 

this will be related to the child' s activity at that time, so that the child is moti\'ated to comply 

with the adult's request. The adult could request that the child makes eye contact. uses 

language, shares a toy - anything that will stretch and challenge the child. Again the adult 

should make the request in a way which is inviting for the child. 

Initiating task selection 

When the child is not involved In an activity, the adult can take the lead and initiate an 

activity. 

As with 'bonding through acceptance', the adult's attitude is the most important part of the 

'inspiring growth' techniques; they must show acceptance of the child' s choices. This means 

that if the child indicates, through word or gesture, that they do not wish to comply with the 

extension, request, or initiation, then the adult must respect the child' swishes. Howe\,er. the 

adult can try the request later on, again at a time when the child is attentive to the adult. 

The adult should truly believe that the child will ultimately achieve what is being asked of 

them, even if they have failed many times in the past. Kaufman states that belief in the child 

will affect the way in which the adult makes their request, making it more likely that the child 

will succeed. Due to this belief, the adult is encouraged to be persistent with their requests 

(except where the child has indicated that they do not wish to comply with the request), but it 

is stressed that this must be done in a fun and loving way. 

4.6.4 Additional Techniques 

In addition to 'bonding through acceptance' and 'inspiring growth' there are a number of 

other techniques in the SRP: 

Energy, excitement and enthusiasm (the 3 Es) 

The adult shows these qualities using voice, facial expression and body language. However, it 

is not necessary for the adult to be constantly loud and shouting; variation IS seen as 

important in keeping the child interested in the adult as an interactive partner. 

By using 'the 3 Es' the adult attempts to show that: 

• they take delight in e\'erything the child does 

(no matter how many times he or she has done it before) 

• people are fun to interact with 
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• they are still excited e\'en if the child can't reach their goal/complete an activity 

- this way the child will be encouraged to try again 

• they believe that the child will succeed in, and have fun doing, what has been 

requested of them, making the child more likely to try. 

Eye contact 

In the SRP it is seen as very important that the child develops good eye contact as it will help 

them to interact and learn. The adult can encourage eye contact in several ways. Firstly they 

can ask for it in a fun way - especially as part of a game where the child gets something out 

of it (e.g. "Look at me and r II chase you! "). They can also respond to any eye contact 

from the child with praise and position themselves facing the child, at or below their eye 

leveL to make it easier for them to make eye contact. Finally, adults are encouraged to hold 

food and toys next to their own eyes before giving them to the child. 

Being clear 

The adult is encouraged always to be very clear in all communications with the child. This is 

because it is thought that if the child already finds the world somewhat confusing, it is 

helpful for them to know exactly how the adult feels, or to be sure of what is being asked of 

them. 

Praise 

The adult tries to show a positive and enthusiastic response to everything the child does in 

order to demonstrate that they appreciate and accept the child's actions. The idea is that 

initially this will give the child motivation to do things, and after a while they will become 

self-motivated, doing tasks for their own pleasure, rather than to get a big reaction for doing 

it. The child should be praised for their own actions, as well as for attempting to achieve a 

goal which the adult has set - even if they are not successful. The child can also be praised 

for refusing to comply with the adult's request, as this shows that the child is attempting to 

communicate their desires. Behaviour that the parent may want to discourage, such as 

spitting or violence, can be ignored or a similar but more acceptable behaviour suggested. 

Responding to requests 

The adult tries to respond very quickly to the child's requests for toys and activities. This 

way the child learns that it is worth their while communicating and interacting with people 

because it has immediate concrete results (e.g. getting toys, playing games), which in turn 

should increase the child's motivation to interact. For the same reason the adult tries to be 
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equally responsive if the child says "No!" The exception to this method of quick response 

is if the child has the ability to vocalise, and cries. In this case, the adult tries to maintain their 

accepting attitude but responds much more slowly, seeking to encourage the child to uSe 

vocalisation, gestures or another means of communication as an alternative to crying. If the 

child does then use language or gesture, the adult responds very quickly to the child's 

request. The aim is to teach the child that crying is not the quickest and most effective way to 

get a positive response to their request - language is. 

Being present 

While working in the Son-Rise Playroom, the adult tries to focus themselves on the present 

moment. There are several reasons for this. Firstly, it helps the adult be much more attentive 

towards the child and their work with that child. Secondly, it helps the adult feel comfortable 

and happy with the child. 

In implementing all these techniques it is imperative that the adult never physically 

manipulates the child against their will, as this goes against the central principle of the 

program: that you accept the child's choices. 

4.7 The Son-Rise Program - additional features 

4.7.1 Therapeutic environment 

The concept of the playroom is central to the SRP: 

"Working with your child in a playroom enables you to eliminate distractions 
such as siblings, television, loud music and other distractions that exist in the 
rest of the house. The playroom also gives your child a "safe" place to learn, 
H!here you don't continually have to say "No!" 

(The Option Institute and Fellowship, 1996/97) 

The Son-Rise manual recommends that the playroom is designed to be as non-distracting as 

possible in order that the child's focus of attention is more likely to be on the interaction 

with the parent/volunteer than on their surroundings. For this reason it is suggested that the 

floor is covered with plain coloured linoleum, the walls are a plain colour, the window is 

covered with rough Plexiglas, and there are no televisions, tape recorders, or computers in the 

room. The room should also be free of potential dangers and breakable objects, such as 

ornaments, unlike the rest of the house and the outside world. This means that the adult can 

be accepting of all the child's activities, knowing that it is a risk-free environment. 
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A major feature of the playroom is the placement of toys on shelves on the wall, which are 

outwith the reach of the child. This is so the child has to ask the parent or volunteer for them. 

creating a motivation to learn to point or use words and to interact with the adult. as 

immediate and concrete results (getting toys) come from learning these skills. In addition to 

the toys on the shelf, many parents also put larger items in the room, such as a table and 

bench, a slide, a large inflatable ball, or trampoline. However. it is important that the room is 

not cluttered, and that toys are put back on the shelf when they are not being used so the 

child can maintain focus on the adult and the game in hand. The room normally has a two

way mirror in the door, which allows volunteers to be observed working with the child. 

As with the rest of the SRP, attitude is the most important feature related to the room. The 

adult's attitude towards the room helps determine how effective they are when they are in it 

with the child, and also how the child responds to the room. If the adult views it as a fun and 

educational environment for the child, rather than somewhere their child is forced to stay for 

a set number of hours per week, it is more likely that the child will enjoy being in the room. 

The playroom is designed to offer the child total control. although the one factor that the 

child does not have potential control over is when they can leave the playroom. 

4.7.2 Training 

There are two methods of initial parent training in the SRP: 

The 'SRP Intensive' 

This is a one week individualised course at the Option Institute. During this week parents are 

able to watch and learn from the Option staff working with their child. Parents themselves are 

also observed interacting with their child using the SRP and given feedback and guidance to 

develop their skills. They are given the opportunity to take part in Option Process Dialogues 

to explore feelings which could inhibit their effectiveness as their child's therapist, and are 

taught how to use this process with the volunteers in their program. Parents also learn how to 

record their child's behaviour and progress in order to adapt the program to suit their 

child's stage of development and how to run group meetings for their team of volunteers. 

Advice is given on how to create an SRP playroom in their own home and how to recruit and 

train volunteers. At all times during the week where the parents are not themselves being 

observed interacting with their child, their child is interacting with the staff at the Institute. 
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The 'SRP Start-Up' 

As the SRP Intensives places are often fully booked as much as two years in advance. th~ 

Option Institute developed the SRP Start-Up course. This is a 5-day course taught to a much 

larger group of parents and professionals (up to around 200). The children do not att~nd. 

but parents are taught many of the same techniques covered in the Intensi\'e cours~. although 

obviously without the same degree of individualised attention and direct feedback on their 

own child. Courses are held at the Option Institute, and a number of other locations. 

including London. 

In recent years. parents have tended to attend the Start-Up and begin their home-based 

program while waiting for an opportunity to attend the Intensive course, Parents attending 

these initial training courses are given a manual covering the main points of Son-Rise and its 

philosophy and techniques. along with advice on practicalities such as creating a playroom 

and training volunteers. 

The SRP Maximum Impact Advanced Training Program 

This course is designed for parents who have begun running their home-based SRP and have 

attended either the SRP Start-Up or the SRP Intensive. This 5-day course is designed to help 

parents plan the next stage of their SRP, learn techniques to keep themselves and their 

volunteers motivated. and gain more confidence in using the Option Dialogue process. 

4.7.3 Support Services 

After the initial Intensive or Start-Up training, parents are subsequently offered follow-up 

support: 

(1) Phone Consultation - 50 minute discussion of any aspect of the SRP. 

(S75.00 - 125.00) 

(2) Phone Dialogue - an Option Process Dialogue with a member of the Option staff. 

($75.00 - 125.00) 

(3) Video-Feedback - Option staff review a videotape of either the parent or a volunteer 

working with a child and then give feedback over the phone (or via audiocassette) 

(S 140.00 for 80 minutes of staff time spent reviewing and giving feedback) 

(..t) Feedback Training - parents can send a video or audio cassette tape of themselves 

giving feedback to one of their volunteers, and receive feedback on this. 

(SI40.00 for 80 minutes of staff time spent reviewing and giving feedback). 

(5) Outreach Program - an Option teacher will visit the parents' home, evaluate their 

program. and give training to the parents and the volunteers. However, thes~ 
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programs are offered subject to availability and locality and opportunities for them 

tend to be limited. 

(Indicative charges are given based on 1998 costings. These are fees payable to the Option 

Institute & Fellowship, and are in addition to the cost of the international phonecall). 

It is recommended that parents use follow-up support in the form of phone consultation or 

video-feedback every other month (The Option Institute & Fellowship, 1996/97). 

4.7.4 Volunteers 

Families, especially those running full-time programs, may choose to use volunteers to assist 

them. It is recommended that parents spend the first month or two working by themselves 

with their child, so they have time to become comfortable with using the SRP before training 

volunteers. Volunteers can be any age and from any background, although many parents do 

tend to recruit from universities, as students are often quite flexible time-wise. It is 

recommended that parents first give applicants a number of Son-Rise books to read so they 

can learn the principles. They should then watch the parent working \\'ith the child, and 

following this, work for a short period (about 15 minutes) with the child and be given 

feedback by the parents. As the volunteer gains experience, the session with the child can 

become longer, increasing to two hours, and the feedback less frequent. Families vary in how 

many hours they ask the volunteers to work with their child each week, but 4-6 hours IS 

recommended as this gives volunteers the time to develop a relationship with the child. 

It is recommended that group meetings are held for all of the volunteers at least once a 

fortnight for 2 hours. The aim of these meetings is to review the child's progress, come up 

with solutions for any difficulties that have been experienced in the playroom, plan goals for 

the next fortnight. and ensure that the motivation of all those involved is maintained. 

4.7.5 Intensity and concurrent school attendance 
The Option Institute and Fellowship recommend giving the child as much 1: 1 SRP time as 

possible each week. However, this must be balanced with the parent only doing as much as 

they feel able to, as they will be far more effective working v.:ith the child for a short time 

when they actually want to. rather than for a long time when they feel they are supposed to. 

In terms of running the SRP with school-age children, some families choose to take their 

child out of school in order to run a full-time program. while others use it part-time after 
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school and at weekends (Kaufman. S .. 1998). While the Option Institute feels that it is up to 

the individual family to decide how intensively to implement the SRP. the: do express 

concerns that children may receive 'mixed messages' if learning takes place in two different 

environments and note that schools cannot provide the intense level of 1: 1 teaching that can 

be provided in an SRP (Archer, 1997: Jordan. 1990). While some schools do implement 

elements of the SRP, this tends to be part of a more eclectic approach, and it is seldom 

implemented on a full-time basis with anyone child (Jordan & Jones. 1996; Macey. 1996). 

4.7.6 Outcome 

The Option Institute does not claim to offer a cure for autism (Kaufman. 1991; Kau fman. S .. 

1998). While some authors (Howlin, 1997, 1998a; Maurice. 1993) feel that the use of the 

word 'miracle' in the SRP promotional material contradicts this claim. it could be argued 

that the term 'miracle' refers to the change in the parent's attitude towards their child's 

disability as opposed to the outcome for the child. Regardless of whether the Option Institute 

offer a cure or not, some parents may begin this intervention with very high expectations of 

outcome, based on the success that the Kaufmans had with their own son, reports of which 

are frequently used in their publicity literature. 

4.8 Comparisons to other interventions 

Viewing the SRP within the context of the range of autism interventions which now exist may 

help to clarify the most salient aspects of the approach and the ways in which it is unique. 

4.8.1 Similarities to TEACCH, Portage, holding therapy, patterning & Lovaas 

In terms of the environment of the Son-Rise playroom, the approach is probably most 

similar to TEACCH, described in Chapter 2. Both approaches stress the need to modify the 

environment for the child, creating a non-distracting space, although the SRP does this to a 

greater extent. Both also emphasizing the need for the adult to express themselves very 

clearly in all communications with the child. Another common aim is the need to create 

predictability for the child, prior to helping them become more flexible, although the two 

approaches differ in how this is achieved. In TEACCH it is done through visual schedules 

and a well-defined classroom layout (Knott, 1996). In the SRP the emphasis is instead on 

imitation of the child and allowing him or her to take control of their environment -

techniques which Dawson and Adams (1984) suggest can enhance predictability for children 

with autism. In TEACCH the agenda is controlled by the adult to a far greater degree. with 

more focus on the achievement of pre-set goals. There are also other differences between the 

approaches. For example. in the child's later years the TEACCH approach places a strong 
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emphasis on the incorporation of vocational training which is not a feature of the SRP. 

Despite the similarities in their vision of an optimum en\'ironment for children with autism 

these two approaches, therefore, have less overlap than it might at first seem. 

The SRP also shares features with a number of the other interventions described in 

Chapter 2. For example, like Portage and holding therapy, it is home-based. It also employs 

the use of video-feedback for the development of interaction methods, as does the SPI;\; 

approach. As with holding therapy and music therapy, it focuses on the development of the 

interpersonal relationship between the adult and child, although the way that this is achieved 

is radically different - holding therapy involves the use of physical manipulation which is 

totally against the Son-Rise philosophy of respect for the child's choices (Jordan. 1990; 

Loumgair, 1997). Similarities between these various interventions and the SRP extend to 

only one or two features, and in each case there are major differences in technique, ethos, or 

practicalities which mean that overall they have little in common with the SRP. 

As described in Chapter 2, the SRP is also similar to patterning and Lovaas in terms of 

degree of parent involvement, environment (all are home-based), and the need for 

recruitment of helper therapists. Yet despite these similarities, the techniques of the SRP 

differ greatly from patterning which involves physical manipulation and a total absence of 

any control for the child (Jordan, 1990). 

Similarities with the Lovaas approach are also restricted and theoretically the two appear 

diametrically opposed (Jordan, 1990; 1991). Jordan proposes that there are some similarities 

though, in that behavioural techniques are used in both approaches. For example, although 

the SRP claims to be nonjudgemental, In practice some of the child's inappropriate 

behaviours are ignored, as they would be In the Lovaas approach. Thus. both approaches 

judge the child's behaviour at some level. However, there are differences between the 

approaches in the attitude of the adult during the child's inappropriate behaviour. Within the 

SRP there is a far greater emphasis placed on the adult's continuing feeling of acceptance 

for the child, no matter what their behaviour. Although there is, of course, acceptance of the 

child within the Lovaas approach, this attitude is not emphasised to such a great extent. 

Another difference between the approaches, as Jordan notes, is the types of behaviour that 

would be ignored or redirected. For example. in the Lovaas approach stereotypical 

behaviour would be discouraged, whereas in the SRP it would be imitated. 
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Jordan (1990, 1991) also observed that both methods use material rewards and social praise 

to reinforce desired behaviour. In this respect, both methods are using similar behavioural 

techniques. Again though, there are perhaps differences in that within the SRP material 

rewards are more likely to be contingent with the child's activity and chosen by the child. 

whereas within the Lovaas approach the reward may be unrelated to the child's activity and 

selected by the adult. In terms of social praise. although both approaches praise desired 

behaviour, the SRP perhaps places greater emphasis on the need to praise the child for 

activities which they themselves have chosen to do, as well as ones which the adult has asked 

them to do. In contrast with the Lovaas approach, in the SRP the child is also praised for 

refusing to comply with the adult's request, as this shows the child's ability to make 

decisions about what they want to do and to communicate this effectively. 

Another similarity between the two approaches is that both reward increasingly closer 

approximations of a desired behaviour, although this is perhaps a more salient aspect of the 

Lovaas than the SRP. An example of this in the SRP. is that the adult would respond quickly 

when crying was used to express a desire from a child who seldom expressed their needs in 

any way, but would not reward crying with a quick response when the child had developed 

sufficient language to express his or her desires in a more appropriate manner (The Option 

Institute & Fellowship, 1996). 

It could also be argued that the two approaches are similar in that in both, the adult 

determines the child's activity to some extent: in Lovaas with the adult setting the tasks and 

in the SRP with the adult choosing which toys to put in the playroom (Aitken - personal 

communication). However. there is a large difference in the degree to which the adult 

determines the child's activity in the two interventions. In Lovaas the adult decides exactly 

what the child will do in each work session. whereas within Son-Rise the child can choose 

whatever activity they want. Whilst in Son-Rise the child is restricted to activities involving the 

toys which the adult has chosen to put in the playroom, the toys put in are usually ones 

which have the potential to be used for a wide variety of interactive games. In practice, 

therefore, the child has a high degree of control over what they will do. 

As well as the obvious comparisons in terms of intensity and parental involvement, there are 

then common features in the techniques used in the two approaches. However. it seems that 

while some commonality does exist there are significant differences in the specifics of how 

these techniques are applied in the two approaches. In addition. although aspects of 

behavioural techniques do exist within the SRP, the two approaches differ at a fundamental 
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level in that the SRP is a child-led intervention whereas Lovaas is an adult-led approach. 

Allowing the child to take the lead and showing respect for the child's choices is arguably 

the most salient aspect of the SRP, pervading all of the techniques used within the 

programme. From this perspective. the SRP approach is very different indeed from the 

Lovaas approach (Jordan. 1990). 

4.8.2 Child-led and adult-led interventions 

Interventions for autism can be represented as a continuum from adult-led, directive 

interventions such as the Lovaas approach, to child-led approaches such as the SRP. Table 

4.1 summarises the major differences between these two types of approach. Most obviously. 

within adult-led approaches the adult is largely responsible for setting the agenda, whereas 

within child-led approaches the child selects most of the tasks. This does not mean that the 

adult never selects tasks within child-led approaches, but it occurs less often and would never 

take precedence over a task which the child had selected. In adult-led approaches the focus is 

on the product of the interaction and the achievement of preset goals. In contrast, within 

child-led approaches, although the adult may have goals which they wish the child to 

achieve, this is secondary to the development of a mutually enjoyable interaction (Nind & 

Hewett, 1994). In addition, within child-led approaches if the child indicates that they do not 

wish to comply with the adult's request, the adult respects this wish, whereas within adult-led 

approaches there may be continued prompting for the child to follow through with the 

request. The approaches also differ in their treatment of 'socially inappropriate' behaviours, 

such as stereotypical movements and echolalia. Within adult-led approaches this behaviour 

would usually be ignored, or the child redirected to another activity. Within child-led 

approaches the adult would imitate this behaviour. 

Table 4.1: Differences between adult-led and child-led interventions for autism 

Adult-led 

Adult selects majority of tasks 

Focus on product of interaction 

Prioritises achievement of preset goals 

Some insistence that the child 
complies with requests 

Stereotypical behaviour discouraged 

Child-led 

Child selects majority of tasks 

Focus on process of interaction 

Does not prioritise achievement 
of preset goals 

No insistence that the child 
complies with requests 

Stereotypical behaviour imitated 

Sources: Kaufman, 1994; Knight, 1991; Knight & Watson, 1990; Lovaas, 1987; Nind & Hewett, 
1994; Rogers et aI, 1986; Sheinkopf & Siegel, 1998; Watson & Fisher, 1997. 
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There are also differences between the two approaches In the way they VIew language 

acquisition by children with autism. The adult-led style of interaction operates with the 

assumption that language is divisible into teachable parts. The child-led approach assumes 

that language is inextricable from a context of shared meaning and social use. and that 

children discover the properties of language through immersion in the communicative 

process (Norris & Hoffman, 1990). 

Many of the child-led interventions also stem from a belief that the symptoms of autism can 

best be understood through Hobson's affective-deficit theory (Hewett & Nind. 1998; Nind. 

1997a & b; Wimpory, Chadwick, & Nash, 1995). This theory. described in Chapter 1. points 

to the need to address the core difficulties that children have in achieving shared 

understanding with others. As typically developing children begin to develop this 

understanding in the first year of life, child-led techniques therefore have much In common 

with patterns of early social interaction (Burford, 1993; Erba, 2000: Klinger & Dawson, 

1992; Hewett & Nind, 1992; Sheppard, 1996). In such interactions the adult joins the 

infant's own behaviour and repeats, comments upon, or expands it. There is responsivity to 

signals that the infant wishes to continue or terminate an interaction and preverbal 

communications are interpreted as being intentional. Although child-led interventions share 

many of these features of mother-infant interaction there is no assumption that the child is 

being 're-parented', nor that the child is equivalent to an infant in all aspects of their 

development; appropriate respect must be shown for chronological age and experiences 

(Knight, 1991; Nind & Hewett, 1994). 

There are many different child-led interventions (table 4.2). Although they differ in terms of 

intensity, therapeutic environment and level of parental involvement, all share the same core 

child-led principles described above. 

Table 4.2: Types of child-led interventions 

Intervention 

Son-Rise Program (SRP) 
Intensive Interaction 
Floor-time approach 
Music interaction therapy 
The Playschool approach 
Strategies for facilitating social interaction 
Non-directive therapy 
Movement therapy 

Described by 

Kaufman (1994) 
Nind & Hewett (1994) 
Greenspan & Wieder (1999) 
Christie & Wimpory (1986) 
Rogers et al (1986) 
Klinger & Dawson (1992) 
Watson & Boucher ( 1996) 
Burford (1991) 
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It is clear that the SRP can best be understood within the context of child-led approaches. 

Despite the shared core principles, however, not all the child-led interventions are identical. 

and there are ways in which the SRP is unique. For example. within the SRP the child does 

not control when the intervention session ends, as is the case in Intensive Interaction. It also 

takes place in a 1: 1 context, unlike Non-directive therapy which occurs in a group 

environment. There are in fact ways in which all the child-led interventions differ from each 

other somewhat. Perhaps though the most salient aspect of the SRP is the tremendous 

emphasis it places on the positive and accepting attitude of the adult working with the child 

and on the concern for how the adult's attitude to life in general can affect interactions with 

the child. While attitude is regarded as important in many interventions, including all of the 

child-led approaches listed above, nowhere is it described and emphasised so extensively as 

in the SRP. 

4.9 Research relating to the SRP 

As noted in Chapter 2, there is a distinct lack of empirical research into the effectiveness of 

the SRP. A number of anecdotal reports and case studies have described developmental gains 

in children involved in this approach, including improvements in eye contact, language and 

sociability (Hamilton-Ely. 1990; Jordan, 1990; Kaufman. 1981. 1994; Loumgair, 1997; 

Walters, 1994). However, such studies cannot conclusively show that progress is a direct 

result of the SRP as opposed to maturation, or simply due to an increase in 1: 1 interaction 

with the child, irrespective of the techniques used (Howlin, 1997; Jordan, 1990; Loumgair, 

1997). In many cases the long-term developmental gains for the child are also unknown 

(Howl in, 1997; Jordan, 1990). 

While the majority of reported case studies are encouraging, not all found entirely positive 

outcomes. One case study into the use of the Program with a 3 year old girl with autism 

reported that, although gains were made in sociability and eye contact, development in 

language was less marked and that after a 3 year involvement in the program only limited 

overall progress was being made (Lynch, 1996, 1998). Howlin (1997) also notes anecdotal 

reports from teachers indicating that children returning to school following a full-time SRP 

have difficulty in re-adapting to school routine and display stereotypical behaviour that can 

be difficult to deal with. 

In terms of effects on the family of involvement, there has again been little or no empirical 

research, although a number of authors have noted that it has helped families develop a more 

positi ve attitude towards their child's disabilities (Adams, 1993; Archer. 1997; Jordan. 1990; 



MacDonald & Macdonald, 1991: Roberts. 1996; Walters, 1994)0 Howe\Oer. the demands 

which implementation of the program places on parents have also been noted (Gerlach. 

1993; Jordan & Powell, 1993; Lynch. 1996, 1998). 

While there has been no direct evaluation of the SRP, the use of Intensive Interaction, a \Oery 

similar intervention, has been evaluated with six adults with severe disabilities, one of whom 

had autism. Increases in initiations of social contact, physical contact and time spent in 

interactive behaviours were found after the introduction of Intensive Interaction. with an 

absence of any other significant event which could account for the change (Nind, 1993; 

1996). In Nind' s study, Intensive Interaction was implemented in a way which was 

representative of how it is typically used, that is in a school rather than a home environment, 

by teachers rather than by parents, and with adults rather than with children - i.e. in different 

circumstances from how the SRP is typically used. Therefore, despite the similarities in 

technique between the two approaches, the inferences which might be drawn from this 

research regarding the potential effectiveness of the SRP for children with autism are 

extremely limited. 

Although there is an absence of research on the SRP as a whole, there is related research 

which suggests that certain aspects of the approach might be beneficial. for some children at 

least. For example, Jordan and Powell (1993) note research indicating the benefits of using 

imitation, one of the main SRP techniques. Dawson and Adams (1984) and Tiegerman and 

Primavera (1984) found that the imitation of children with autism by an adult can lead to an 

increase in eye contact, smiling, touching and gesturing towards the adult. Dawson and 

Adams (1984) found that this was the case only with children who themselves had a low level 

of imitative ability, suggesting that not all children will benefit from this approach, although 

a later study found that the majority of children responded positively to this strategy, 

regardless of imitative level, IQ, or severity of autistic symptoms (Dawson & Galpert, 1990). 

Imitation of typically developing infants by adults is common in the first year of life and 

may therefore be developmentally appropriate for some children with autism. Dawson and 

Galpert suggest that it may also be beneficial because it allows the child to lead the 

interaction, allowing the amount and type of simulation which is received to be regulated and 

ensuring that it is not too overwhelmingo This in tum increases predictability for the child. a 

feature of interactioh which Dawson and Lewy (1989) suggest is particularly beneficial for 

children with autism. Indeed. Ferrara and Hill (1980) found that the responsiveness of 

children with autism to their environment increased when the timing of events was 
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predictable. Imitation therefore seems to be an effecti\'e strategy. for at least some children. 

although it will probably be the case that if this technique is used exclusively for an extensi\t~ 

period the progress made by the child would plateau. Other strategies. such as expansion of 

the imitation, might need to be employed to ensure continuing development. 

There are also research findings which suggest that the low stimulus environment of the SRP 

playroom may be beneficial. Hutt et al (1964) for example, report on an observation of 6 

children with autism which found that stereotypical behaviour increased with increasing 

complexity of environment. However, it seems unlikely that minimal environmental stimuli 

will suit all children~ each is likely to have an optimal level of stimuli (Zentall & Zental\. 

1983), one which must be established by careful observation of patterns of response to the 

environment. 

Some research suggests that when working with children with limited verbal abilities, a child

led approach, as described earlier in this chapter, may be more facilitative than an adult-led 

directive style. In a study of 5 preverbal children with complex disabilities, Norris and 

Hoffman (1990), for example, found that a child-led style of interaction led to a greater 

frequency and higher developmental level of communication. Increases in spontaneous 

social and communicative behaviour were also found by Peck (1985) when a child-led 

approach to teaching was introduced to 8 students with autism and/or learning difficulties 

who had limited use of language. Koegel, Dyer, and Bell (1987) similarly investigated 

whether a focus on child-preferred activities led to different levels of social avoidant 

behaviour (gaze aversion, moving away from the adult), in comparison to when activities 

were determined by the adult. In a study involving 10 children with autism and learning 

difficulties, they found that child-preferred activities were negatively correlated with social 

avoidant behaviour. Mirenda and Donnellan (1986) compared the effect of a child-led style 

of conversation to use of a more adult-led directive style. When adopted with 12 learning 

disabled adolescents, six of whom had autism, they found that the students initiated a 

significantly higher proportion of topics and produced a significantly higher number of 

spontaneous comments and questions in comparison to when their conversational partner 

used an adult-led style of conversation. 

This correlation between the use of a child-led interactive style by the adult and 

communicative gains by the child has also been found in research with typically developing 

infants. Dunham, Dunham, and Curwin (1993) found that infants were more likely to learn 

the name of a novel object if it \vas labeled at times when it was the focus of the infant' s 
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attention, rather than when the infant was focused on an alternative object. This was the case 

even when the frequency with which the infant looked at the object in the two conditions was 

the same. This supports findings from previous research (Tomasello & Farrar. 1986) and 

suggests that early lexical development is facilitated by a child-led style of interaction. 

Studies into child-led interaction styles have tended to involve low intensity, short duration 

interventions which focused on immediate effects, rather than long-term gains. They do 

though indicate the facilitative effect of a child-led style in promoting communication. at 

least in children with limited use of verbal communication. However. it is not necessarily the 

case that this approach will be the most effective method for all children with autism. nor that 

it will be the most appropriate way for enhancing the development of all skills. For example. 

in a study of 12 children with a range of disabilities, DeGangi et al (1993) found that a 

struct'.lred adult-led approach was more helpful than a child-led approach for enhancing 

functional development such as self-help skills. 

There are then certain aspects which make up the SRP which have been shown to be effective 

in promoting development in some children with autism, but nothing to indicate likely 

outcome when these techniques are used in combination, nor to suggest the likely long-term 

outcome of using such techniques. Only a longitudinal evaluation study could reliably 

provide such information. and to date no such study has been attempted. 

4.10 Overview 

The SRP combines the principles of acceptance and positivity from the Option Process with 

specific child-led techniques. While the program has a number of aspects in common with 

other interventions such as TEACCH and Lovaas, it is best understood within the context of 

child-led interventions, although its tremendous emphasis on the attitude of the adult sets it 

apart from many of the other child-led approaches and makes it unique. While individual 

techniques which make up the SRP have been evaluated to some extent, these cannot provide 

any indication of the effectiveness of the whole approach. Single-case studies have been 

undertaken which show developmental progress in children involved in this approach. but 

these cannot show conclusively that this progress was linked to SRP involvement. It is clear 

that an evaluation of this approach is much needed. However, this cannot be adequately 

carried out until a profile of the typical users and patterns of use of this intervention are 

established. This, as well as an exploration of the effects on the whole family of involvement 

in this approach, is addressed in Study 2. reported in the following chapter. 
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CHAPTER 5 

STUDY 2. THE SON-RISE PROGRAM USERS' SURVEY 

5.1 Introduction 

This chapter describes Study 2, a one-year longitudinal questionnaire study of families who had 

participated in a Start-Up course, the initial Son-Rise training described in the previous chapter. 

A number of the parents also participated in an interview study, designed to explore in greater 

depth a number of issues arising from Study 2. These interviews form Study 3 and will be 

reported in Chapter 6. 

Studies 2 and 3 draw together two themes: family involvement in interventions for children with 

autism and the prerequisites for any evaluation of the efficacy of autism interventions. They 

aimed to: 

• describe the experience of being involved in the SRP from the perspective of families 

implementing it, with a view to providing advice both for parents considering this approach 

and for professionals supporting those families; 

• provide a profile of typical consumers of the SRP and of the range of ways in which it is 

implemented, with a view to aiding the design of any future evaluation of the efficacy of this 

specific intervention program. 

The theme of family involvement in intervention has already been explored to some extent. in 

Chapter 2 with a review of the literature on the potential benefits and drawbacks for the family 

when parents take on the role of therapist, and in Chapter 3 with a study of parent intervention 

involvement within one Scottish region. Chapter 4 described the very high level of parent 

involvement required in the SRP, one which makes it likely that its implementation would affect 

the whole family, not just those directly involved in therapy sessions. 

This chapter now develops a second interlinked theme: efficacy evaluation. Many of the 

interventions described in Chapter 2, including the SRP, have yet to be rigorously evaluated. 

Where evaluations have taken place, studies have often been unrepresentative of how the 

intervention is used outwith the research environment. For example, the characteristics of the 
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children participating 10 the evaluation have often differed from those with whom the 

intervention is typically used, in terms of age or diagnosis. Very often, the implementation itself 

may also have been unrepresentative; for example, the intervention has been used far more 

intensively in the research study than would normally be the case. This failure to ensure that 

evaluation design is typical of intervention use in the 'real world' greatly limits the 

generalisability of findings, a difficulty which could be avoided if a study profiling typical 

intervention users were first undertaken. Study 2 attempts to fill this gap in relation to users of 

the SRP. 

There have been no evaluations to date of the SRP, but studies of the Lovaas method, another 

high parent involvement intervention (see p32), will be discussed in order to illustrate the kinds 

of evaluation problems which can arise. 

Lovaas himself conducted a controlled evaluation of this method in 1987, with an experimental 

group of 19 children. It is likely, however, that this study was unrepresentative of the numerous 

families who subsequently used the Lovaas method, both in terms of the characteristics of the 

children involved and the pattern of implementation. The children, for example, were very 

young: the average age of the experimental group was 2 years 11 months at the outset of 

intervention. There are no figures on the typical age of children now involved in this 

intervention, but given that children with autism are often not diagnosed until five or six years of 

age (Howlin & Moore, 1997), it is very likely that children in the Lovaas study were younger 

than a typical sample would be. There have also been suggestions that the children involved in 

the Lovaas study were unrepresentati ve because of exclusions based on low mental age 

(Gresham & MacMillan, 1998; Schopler, Short, & Mesibov, 1989). 

Lovaas' experimental group was also provided with 40 hours of intervention per week. Many 

families who actually use the method may not be able to provide such a high number of 

intervention hours, particularly those in rural areas who do not have access to a sufficient 

number of helpers (Anderson et ai, 1987). Again, with no figures on typical use, it is impossible 

to say whether 40 hours per week is representative, but it does seem unlikely that most families 

could provide this level of intensity, particularly if the parents were also working. The fact that 

the study was administered from a university setting may also affect the generalisability of 
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results (Sheinkopf & Siegel, 1998). Parents did not, as would normally be the case, take 

responsibility for recruiting helpers, and both parents and helpers received extensi ve training. 

Normally when this intervention is implemented parents receive only three days initial training, 

with helpers being trained by the parents themselves (Birnbrauer & Leach, 1993; Lovaas, 1996). 

While the Lovaas study reported an impressive level of intervention efficacy there are, then, a 

number of ways in which it may not have been representative of the families who subsequently 

used this method of intervention. 

Subsequent evaluations of the Lovaas method have been designed to more closely reflect the 

way in which families are likely to implement the intervention, with fewer hours, older children, 

fewer helpers and less extensive training (Anderson et ai, 1987; Birnbrauer & Leach, 1993; 

Sheinkopf & Siegel, 1998). In general findings have been encouraging, but with no data on 

typical use it is still impossible to confirm the extent to which these more recent studies are 

representative. Some studies, such as that of Sheinkopf and Siegel (1998), drew samples from 

families who were already using the intervention prior to the study, and thus formed a more 

'naturalistic' sample. However, there were only 11 children in the evaluation group, and the 

possibility remains that the sample was unrepresentative. 

A very basic pre-requisite In designing any evaluation study is prior identification of the 

diagnostic and age profile of children typically involved in the intervention under evaluation. 

Family characteristics such as parental employment and whether there are siblings in the family 

should also be documented. These are rarely considered in autism intervention research although 

they may be useful predictors of outcome (Prizant & Rubin, 1999). Any study of consumers 

should also identify typical patterns in relation to duration of use, number of intervention hours 

per week, concurrent school attendance, concurrent use of additional therapies, number of 

volunteers, and the extent of parental and volunteer training. Only then can an evaluation study 

be designed to be representative of how the intervention is used outside the research 

environment, in the real world. Providing such a profile of Son-Rise users would undoubtedly be 

of benefit for the design process of any future evaluation. 

There are of course difficulties in identifying 'typical' consumers of any intervention. Children 

with autism are an extremely heterogeneous population and for some interventions there may be 
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no clearly defining characteristics under which to group together the children involved. 

Undertaking a study profiling consumers would at least establish whether or not there is a 

'typical' group of children with whom the intervention is commonly used. If the majorit: were a 

specific age and diagnosis, any subsequent evaluation could then be designed to be 

representative of these children. If the children involved were a less homogenous group, this 

would suggest that several parallel evaluation studies would need to be conducted. Identifying 

'typical' patterns of intervention use may also be problematic, as there may be wide variation in 

the way in which different families implement the same intervention. It may, however, be 

possible to identify ways in which the majority of families implement the approach. 

The study to be reported below, Study 2, focuses on the SRP from the perspectives of those 

families who use it. As noted in Chapter 2 there has recently been a shift towards a family

centred view which acknowledges that any intervention which involves the parents is likely to 

have an impact on the whole family. At least in some regions there has also been an increase 

over time in parental involvement in interventions, as reflected in the findings reported in 

Study 1. Yet there is still a conspicuous absence of research into both the effects of intervention 

involvement on family functioning and parental views on intervention efficacy (Jordan et ai, 

1998). This is quite remarkable given the numerous ways in which intervention involvement can 

impact on the family, including a reduction in the amount of time that can be spent with the 

other children in the family, increased parental stress, and financial hardship (Bristol, 1985; 

Koegel et ai, 1982). 

In Chapter 2 the literature describing the possible effects of intervention involvement on the 

family was reviewed. It revealed a complex picture with numerous factors likely to influence the 

extent to which the family is affected, including number of intervention hours per week, the 

child's progress, how confident parents feel about their ability to use the intervention, number 

and age of siblings, and so on. The influence of these variables can only be fully investigated if 

the sample size is large. This has rarely been the case to date. The majority of studies. moreover. 

have examined the effect on the family at a single time-point, either during the study or 

retrospectively (Holmes et ai, 1982; Schopler et ai, 1982). It seems reasonable to expect that 

effects on the family will vary over time. For example. stress may be higher at the beginning of 
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an intervention while the family adjust to the new situation. Ideally, therefore, research should 

be longitudinal (Jordan et aI, 1998). 

Parents' views on the efficacy of the intervention are also often undocumented. despite the 

potential richness of this source of data. Parents may notice changes which are not measured in 

standardised assessments because they relate more to 'real world' situations. such as whether the 

child can be taken shopping or to visit relatives. Changes which may be too subtle to be picked 

up by psychometric assessments may nevertheless be substantial in the parents' opinion and 

psychometric testing also takes no account of the fact that progress in some developmental areas 

may be valued by parents more than progress in other areas (Jordan et aI, 1998~ Runco & 

Schreibman, 1983). In addition, parents' opinions of effectiveness form over time. whereas 

standardised assessments measure effectiveness at a single time-point only and may not 

therefore give an accurate indication of progress, particularly if there is a lack of rapport with the 

tester (Atkeson & Forehand, 1978). The intervention which has been followed may also 

adversely affect test performance. If, for example, the child has been involved in an intervention 

which focuses on play and interaction, he or she may be at a disadvantage compared to children 

who have been involved in interventions focusing on table top work, the situation in which most 

IQ and language tests take place (Jordan et aI, 1998). 

This is not to suggest that standardised assessments are not an important part of measuring the 

effectiveness of an intervention. The need for objective psychometric testing is self-evident. All 

too often, however, this is carried out whilst 'social validation data' - the parents' own opinions 

on the effectiveness of the program - remain unreported (Armstrong et aI, 1997; Holmes et al. 

1982~ Howlin & Rutter, 1987). Clearly it would be prudent to employ a variety of methods to 

present a cumulative body of outcome evidence for intervention effectiveness (Schopler et aI, 

1982). 

A number of studies suggest that parents can accurately describe the behaviour and difficulties 

of their child with autism (Handleman, Harris, & Alessandri, 1990; Howlin & Rutter, 1987; 

Schopler & Reichler 1972). However. it may be the case that if the child has been involved in an 

intervention this will lead to a tendency for parents to rate their child's progress as being greater 

than other observers suggest, particularly if the parents themselves have been involved as 
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therapists (Atkeson & Forehand, 1978; Handleman, et ai, 1990; Harel et ai, 1977; Schopler et ai, 

1982). If parents have spent a great deal of money, time and energy involved in an intervention 

they may be reluctant to admit - even to themselves - that it has been ineffective. 

Short (1984) notes that despite these caveats, gathering consumer opinion is a crucial part of an) 

psychological intervention evaluation. Handleman et al (1990) also make the important point 

that differences in ratings of a child's progress across parents, professionals and psychometric 

testing does not necessarily mean that the parents' view is incorrect: they may interact with their 

child in a more relaxed atmosphere than professionals do and thus elicit optimal behaviour and 

communication. This suggests that the gathering of parental opinions on intervention efficacy is 

worthwhile, as long as findings are cautiously interpreted. 

It is also important to look beyond the simple question of overall effectiveness towards 

identification of the particular areas of development parents feel the intervention is most and 

least effective in, and the factors which inhibit effectiveness. These may include child's 

diagnosis, age, number of intervention hours per week, parental confidence in ability to use 

specific techniques, uptake of ongoing parent training, and concurrent school attendance or 

involvement in other therapies (Howlin, 1997; Ozonoff & Cathcart, 1998). 

The study to be reported below, Study 2, attempted to fill in some of these gaps. It represents the 

first large-scale study of the effects of involvement in the SRP by describing the families' 

experience from the time at which they first sought information on the approach through to 

training and implementation. 

5.2 Research questions 

Study 2 was a longitudinal, questionnaire-based study. Over a one-year period it documented the 

experience of families using the SRP, profiling users and patterns of use, and soliciting parental 

views on the efficacy of the program for their particular child. 

When gathering data on parental vIews of intervention effectiveness, there are two key 

methodological points that are relevant. Firstly, in order to avoid the possibility that parents feel 

unable to be critical, it is important that the information is collected by researchers who were not 
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involved in the training of parents (Bristol et ai, 1996). Secondly, longitudinal data collection is 

advantageous as it allows examination of issues such as comparative effectiveness in earlier 

versus later months, and whether the various developmental areas show differential progress 

over the course of the intervention. Both of these requirements were met in the design of this 

study. 

As noted, another limitation of many previous studies has been small sample size. By using a 

questionnaire approach the need for a large sample can be fulfilled at relatively low cost. 

Assuming it is properly representative, this can provide a 'true' and accurate profile of the 

children involved in the SRP and the patterns of implementation. It also allows statistical testing 

of the extent to which variables such as child's age and parental confidence influence family 

effects and program efficacy. 

Three separate questionnaires (Appendix C) were sent over the course of a year to all families 

who had attended a one-week SRP Start-Up course in the UK in 1998. Questionnaire 1 was sent 

out immediately after the course, questionnaire 2 was sent out six months later, and 

questionnaire 3 was sent out at one year. Covering letters (Appendix C) emphasised that 

although the study was carried out with the full consent of the Option Institute, the researcher 

had no connection with the Son-Rise staff, and that parents should therefore feel free to express 

their views with confidence that these would be treated in the strictest confidence by the 

researcher. In all three questionnaires sent out it was made clear to parents that they were under 

no obligation to participate in the study, and that their personal details would remain confidential 

(see Appendix A for details of ethical considerations). 

The study attempted to answer the following questions: 

( 1) How do parents find out about the SRP? 

(2) Why do parents choose the SRP? 

(3) Why do parents who decide against implementing make this decision? 

(4) What are the characteristics of children involved in the SRP in terms of: 

• age? 

• diagnosis? 
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(5) What are the characteristics of families involved in the SRP in terms of: 

• family composition? 

• parental employment? 

(6) How do families implement the SRP over the course of a year in terms of: 

• number of intervention hours per week (total hours)? 

• number of intervention hours provided by the parent (personal hours)? 

• concurrent school attendance? 

• concurrent use of additional therapies? 

• parental confidence in technique use? 

• parental confidence in running the program? 

• number of helpers? 

• hours of intervention provided by helpers? 

• ongoing training provided for helper therapists? 

• uptake of follow-up training and support by parents? 

(7) Effects on the family: 

• What are the effects on the rest of the family of intervention involvement, in 

particular in terms of stress, happiness, and finance? 

• Which variables influence effects on the family? 

(8) Effectiveness: 

• Overall how effective do parents feel the Program is for their child? 

• Are there any developmental areas for which parents feel the SRP is 

particularly helpful or unhelpful? 

• What factors influence program effectiveness? 

(9) Why and when do parents cease using their SRP? 

5.3 Methodology 

The questionnaire study was carried out with the full consent of the Option Institute. A draft of 

the first questionnaire was sent to them for their approval and feedback, and based on extensive 

discussions with Option staff, some modifications were made before the questionnaire was 

piloted. To avoid any confusion. some of the definitions of Son-Rise techniques were changed so 
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that they were in line with the terminology used throughout the Son-Rise literature. A number of 

questions about volunteers were removed as the Option staff felt that it might undermine 

parents' confidence to ask them about this aspect at a stage when the~ may not even have begun 

to work with their child themselves. The cover letter was also amended to make it clear to 

parents that it was appreciated that they might find it difficult to fill in a questionnaire about 

their intentions so soon after the Start-Up course, given that they may not have fully planned 

how to implement their SRP. They were told not to feel concerned about this, again to avoid 

undermining their confidence. It was emphasised that parents should not feel obliged to carry out 

a Program precisely as they had described in the first questionnaire. This was to avoid parents 

suffering any feelings of guilt or inadequacy if they were not able to implement their Program as 

originally intended. The changes in terminology were intended to make parents clear about the 

precise aspect of the SRP they were being questioned about, thus increasing validity. The other 

revisions resulted in a more sensitive and ethically sound questionnaire. 

In order to check the clarity of the questions, the first questionnaire was piloted on a family who 

had been using the SRP for some time. The mother felt that all questions were clear, but 

suggested that in the question "Does your child have any learning difficulties or physical 

problems" the phrase 'not yet established' should be added to the 'yes/no' options as many of 

the children involved in the SRP were likely to be young and still awaiting diagnosis. 

5.3.1 Questionnaire One (Q1) 

Ql was sent to all participants in the London Start-Up. 135 questionnaires were sent out on the 

basis of one per family/professional who had attended (n = 134): an additional questionnaire was 

requested by a family with two children on the autistic spectrum. The focus of Study 2 was on 

the use of the Program with children on the autistic spectrum, but for reasons of client 

confidentiality the Option Institute could not divulge how many Start-Up participants were 

parents of children with autism. as opposed to professionals. volunteers. or parents of children 

with disabilities other than autism. For this reason Ql was sent to all participants. who were then 

asked to specify whether they were a parent. a volunteer. or a professional, and to give 

information on the nature of their child' s disability. The findings discussed in this chapter relate 

only to the questionnaires returned by parents of children with autism (n = 87). Examination of 

Son-Rise use by other parents, volunteers and professionals was outwith the scope of this thesis. 
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At the time of the distribution of Q1 - immediately after the Start-Up course - most parents had 

not yet begun their SRP. Many of the questions therefore requested basic demographic details on 

the child's age, diagnosis, involvement in other therapies, and school attendance, as well as 

family details such as the number of siblings and whether the parents were employed. 

Information was also requested on the parents' intentions in relation to the use of the program at 

home, for example how many hours they hoped to do each week, how many volunteers they 

hoped to recruit, and how confident they were about using the various techniques. 

5.3.2 Questionnaire Two (Q2) 

Q2 was sent out six months later, and requested information on whether the parents had gone on 

to set up an SRP for their child, and if so for how many hours it was used, whether the child 
-

continued to attend school and be involved in other therapies, and whether the running of the 

Program was affecting the rest of the family. There were also questions on the parents' 

experience of implementing the program and working with volunteers, and on whether they felt 

that their child had made progress or felt that there were areas where progress was less than they 

had anticipated. 

Q2 was sent to the parents who indicated in Q1 that they intended to implement an SRP with 

their child (n = 77). Parents who did not return Q2 after a reminder letter had been sent were 

then sent a shortened version, which contained questions on whether the parents had set up a 

program, how many hours the program was used for, and whether the child continued to attend 

school. 

5.3.3 Questionnaire Three (Q3) 

This was sent out one year after the Start-Up course. At this stage a questionnaire was again sent 

out to all the participants of the Start-Up course, with the exception of the professionals and 

parents of children with disabilities other than autism, who had replied to Q 1. Four types of 

questionnaire were sent out (Appendix C): 
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• Q3A 
This was sent to parents who had been involved in an SRP at the time of Q2. This questionnaire 

covered many of the same questions as Q2 in order to investigate the families' changing 

experience. There were additional questions asking parents to rate how beneficial they felt the 

Program was for their child, and the extent to which it was affecting family stress and happiness. 

• Q3B 
This was sent to those parents who had indicated in Q2 that they had not yet begun an SRP but 

intended to do so in the future. This questionnaire investigated whether parents had gone on to 

set up an SRP. Those that had were then asked to complete Q3A. Those that had not were asked 

about the reasons for their decision, whether their interactions with their child had changed 

following the Start-Up course, and whether their child was involved in any other interventions. 

• Q3C 
This was sent to those parents who indicated in either Q 1 or Q2 that they did not intend to begin 

an SRP. This questionnaire examined whether parents had continued not to use a Program and 

what the reasons were for their decision. It also examined whether the child was involved in any 

other interventions, parental perception of progress made by the child over the past year, any 

areas where progress was less than anticipated, and whether they felt that their interactions with 

their child had changed following the Start-Up course. 

• Q3D 
This was a short questionnaire sent to parents who had not replied either to Q 1 or Q2, possibly 

because they had found these too time-consuming to complete. Q3D was only one page long and 

was largely 'tick box' in style, requesting information on whether the family had set up an SRP, 

and if so how many hours it was used for each week, and whether the child continued to attend 

school. 

On each occasion, questionnaires were sent out with stamped return envelopes, to maximise 

return rate. Reminder letters were sent to non-returnees, approximately three weeks after the 

initial questionnaire had been sent. It was requested that the same parent filled in each of the 

three questionnaires over the year, as it was important that the results reflected the continuing 

experience of one member of each family. 
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5.4 Return Rates 

Table 5.1 shows the return rate for each of the questionnaires. Of the 85 returns to Q 1. three 

were from professionals, and a further three from parents of children with developmental 

c!isabilities other than autism; these people were not sent further questionnaires. 78 parents, 

representing 79 children on the autistic spectrum replied. Of these, all but two parents intended 

to begin an SRP with their child. 

In Q2, 57 of the 61 replies were to the full version and 4 were to the shortened version. These 

came from: 

• 47 parents (one of whom had 2 children on the autistic spectrum) who had begun an 

SRP (2 = short version replies). 

• 6 parents who no longer intended to begin an SRP (2 = short version replies). 

• 7 parents who had not yet begun an SRP but intended to do so in the future. 

In Q3B one of the six returns was from a mother who had gone on to use an SRP; she therefore 

also completed Q3A. 

Table 5.1: Return rates for questionnaires 

Q'aire Sent to No. sent No. returns Return rate 

Ql All parents and professionals 135 85 63% 
from Start-Up course 

Q2 Parents of cwa * who indicated 77 61 79% 
in Q 1 that they intended to use 
an SRP 

Q3A Parents of cwa who indicated in 48 32 67% 
Q2 that they were using an SRP 

Q3B Parents of cwa who indicated in 7 6 86% 
Q2 that they had not yet begun 
SRP but intended to in the future 

Q3C Parents of cwa who indicated in 8 4 50% 
Ql or Q2 that they did not 
intend to begin an SRP 

Q3D Those who had not replied either 65 10 15% 

to Ql or Q2 

* children with autism 
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When the returns from all three stages of the questionnaire study are considered together. 9-l of 

the 134 Start-Up participants returned at least one of the questionnaires. an overall return rate of 

70%. well above average for a questionnaire-based study (Heberlein & Baumgarter. 1978 i. 

However. there is still the possibility that respondents differed from non-respondents (Borg & 

Gall. 1989; Cohen. Manion. & Morrison. 2000; May. 1993). For example. non-respondents may 

have been having more difficulties with implementation. or felt the Program to be ineffective. In 

theory this could have been investigated using follow-up interviews with non-respondents 

(Cohen et al. 20(0). However, as the families had already been contacted on a number of 

occasions with reminder letters. it was felt that it would not be appropriate to contact them again, 

particularly when the stress of living with a child with autism may have been one of the reasons 

contributing to their lack of response. 

Of the 94 replies. 87 came from parents/carers of children with autism (1 from a family with 2 

affected children), 3 from professionals, 1 from a volunteer, and 3 from parents of children with 

disabilities other than autism. Only the findings from the 87 replies relating to children with 

autism will be discussed. Of these 62 were from mothers, 15 from fathers. and 2 from other 

relatives; a further 7 did not specify the family relationship. 

5.5 Methodology for questionnaire analysis 

To allow an examination of how the parents' experience of the SRP changed over the course of 

the year it was necessary to study the same families at each time-point (0 months, 6 months, 1 

year into the study). Not all parents using the SRP replied to every questionnaire. In total there 

were 25 families, representing 26 children, who returned all three questionnaires and were still 

running a program during the time of Q2 and Q3. Longitudinal analysis was therefore restricted 

to these 25 families. While the data from these 'longitudinal families' were very useful for 

analysing trends over the year the possibility that they were unrepresentative of the whole 

sample has to be acknowledged. They may, for example, have felt that the program was 

particularly beneficial or may have been more confident in their ability to use the techniques; 

there may also have been other. more subtle reasons for why they were still involved in both the 

SRP and the questionnaire study after one year. For this reason. the full data sets from each 

questionnaire. rather than just the longitudinal family data. were used for analysis whenever 

longitudinal issues were not being directly examined. 
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To try to gauge the extent to which the longitudinal parents were representative of all the parents 

who participated in the study some comparisons were made. Firstly. the longitudinal parents 

(n = 25) were compared with those parents who had replied to QI and intended to use an SRP, 

but who had not replied to all three questionnaires and were therefore not 'longitudinal' (n = 51) 

on a number of responses to Ql, including their confidence in using the techniques, their 

confidence in running a Program, the total number of hours they hoped to do each week, and the 

numbers of hours they personally hoped to work with their child for each week. The longitudinal 

families differed from the other families only in terms of the total number of hours of anticipated 

use; this was significantly higher for the longitudinal families (U = 352.0, P < 0.05, n = 76). 

At Q 1 many of the questions related to families' intentions rather than actual program use, as 

many had not yet begun a program. The longitudinal families were therefore also compared to 

those parents who replied to Q2 and had implemented an SRP, but had not replied to all three 

questionnaires and were therefore not 'longitudinal' (n = 22). Here longitudinal families did not 

differ significantly from other families on any of the variables mentioned above. I 

Thus, as far as can be established, the longitudinal families were largely representative of the 

other families who participated in the questionnaire study and had implemented an SRP. 

Note that where full data sets were used for certain analyses, with the exception of the analysis 

of demographic data, Q2 and Q3 data were used in preference to Q 1. This is because Q 1 related 

to parents' intentions, whereas Q2 and Q3 looked at what they had actually been able to achieve. 

Where either Q2 or Q3 could equally well be used Q2 was usually chosen as this was the larger 

of the two data sets, and thus more likely to produce representative results. 

It is important to note that in the data analyses below, the number of parental responses 

occasionally varies across questions. This is because there were a few parents who did not 

answer all of the questions in questionnaires 1 - 3. The number of families providing data for 

each question is indicated as analyses are reported. 
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5.6 Questionnaire findings 

5.6.1 How parents found out about the Son-Rise Program 

In Q1 all parents (including the 2 who did not intend to use the Program) were asked how the 

first found out about Son-Rise (n = 78) . Figure 5.1 shows that a large proportion (56%) found 

out through television. In nearly every case this had been a QED documentary about Son-Rise, 

screened by the BBC in 1997, "I want my little boy back ". Newspapers were the source of 

information for 15%. For half, this had been an article about a British family who had used the 

Program and felt that their child had improved greatly as a result. Very few parents found out 

through support groups or from professionals working with tbe child. 

3% 1% 

TV 

II newspaper/magazine 

~ friends 

D internet 

56% un support group 

~ Son-Rise books 

~ professional working with 
child 

Figure 5.1 : How parents found out about the Son-Rise Program (Q1) 

5.6.2 Reasons for choosing the Son-Rise Program 

In Q 1 parents were asked which aspect(s) of the Program had attracted them to attend the Start

Up course . This was an open-ended question and many parents gave several reasons . These were 

coded into categories (table 5.2). 
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Table 5.2: Factors attracting parents to the Son-Rise Program (Q1) 

What attracted you to this approach? 

Attitudinal aspects-of the approach 
Techniques of the approach 
Other aspects of the approach (e.g. "is manageable") 
Believe it has shown positive results in the past 
Suits family ethos/practical circumstances 
Believe it will help child progress 
Offers hope to parents 
Offers empowerment to parents 
Lack of viable alternative 
Other 

No. times reported 

24 
17 
19 
18 
16 
15 
12 
8 
8 
17 

Aspects of the approach itself most often attracted families to Son-Rise. Most commonly this 

was due to the attitude it embodies, such as acceptance of the child and adopting a positive 

attitude to what shelhe can achieve, rather than to its specific techniques. It is notable that 18 of 

the 78 parents believed that there had been positive results for other families who had used it. 

Given the paucity of rigorous evaluation studies the basis of this belief may be questionable. 

5.6.3 Who chooses the Son-Rise Program? 

Using data from all three questionnaires it was found that of the parents of the 88 children with 

autism who had replied to at least one questionnaire: 

• 57 (65%) had begun an SRP with their child (induding the family with two 

children on the autistic spectrum). 

• 13 (15 %) had not begun a Program and did not intend to in the future. Of these, 8 

had intended to use a Program at the time of Ql but had changed their minds at a 

later date. 

• 18 (20%) planned to implement a Program in the future, but had not yet done so 

at the time of filling in the one or more questionnaires. 

It should be noted that not all parents began their SRPs at the same time, although the majority 

began between Q 1 and Q2. 
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5.6.4 Reasons for not beginning a Son-Rise Program 

The 13 parents who chose not to begin an SRP were asked about their decision. All families 

gave several reasons (table 5.3). The most common was that they felt that Son-Rise was not 

suitable for their child. 

Table 5.3: Reasons for not implementing the Son-Rise Program 

Reason for not implementing Son-Rise 

Felt Son-Rise not suitable for child 
Family circumstances 
U sing another intervention instead 
Work commitments 
Difficulties in setting up playroom 
Financial reasons 
Would conflict with methods used at school 

No. of times reported 

10 
5 
3 
2 
1 
1 
1 

One of the families who said that Son-Rise was unsuitable commented that they were keen to 

continue developing socialisation skills, and felt that ~ing the Program would have meant that 

their child would have had fewer opportunities to develop these skills through peer interaction: 

"J'm not prepared to shut my child away to work with him as one of his main 
problems is socialising. He is six and it has taken this long to get him to accept 
being in situations with others. I don't want him to go backwards." 

Another parent commented on the practical difficulties of implementing the Program: 

"Son-Rise is a wonderful idea but a little idealistic and unrealistic. We all have 
lives to lead and don't all have extended family and volunteers to help us. J agree 
with the principles but putting them into action is difficult without sufficient time, 
stamina and support. " 
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Eight of the familie s nevertheless commented that they would continue to use some of the 

attitudes and/or techniques of the SRP: 

"Although we have decided not to pursue a Son-Rise Program, the course (Start
Up) I attended in London, however, has heLped with my attitude, my feelings 
towards my son, and a lot of poLicies, ideas given on that course we use every day 
with our son, and I think we have changed and in turn so has our son. Th e future 
and present now appear better, we are far more content and optimistic. " 

5.6.5 Characteristics of children involved in the Son-Rise Program 

Figure 5.2 shows the age distribution of children on entering the SRP. The average age was 5;8 

years (SD = 2;6 years) , and ranged from 2 years to 12;8 years. 40 (70%) of the children were 

male and 17 (30%) were female, a male:female ratio of 2.4: 1. 

2J 

18 

c: 16 
~ 14 
~ 
~ 12 
CJ - 10 0 ... 
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.0 
E 6 
:::l 
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2 

0 
2;(}'3;11 4;(}'5;11 6;(}'7;11 8;0+ 

Age of child (years;months) 

Figure 5.2: Age of children at outset of Son-Rise Program 
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As figure 5.3 shows the majority of children (55 %) had a diagnosi s of autism. 30~ had autistic 

tendencies and only 4% had Asperger syndrome. 21 % had a diagnosis of learning difficulties in 

addition to their diagnosis on the autistic spectrum. 

7% 

43% 

12% 

Notes: 

lIIII 
D 

autism 

autism & learning difficulties 

autistic tendencies 

autistic tendencies & learning 
difficulties 

IIBII Asperger syndrome 

m awaiting diagnosis 

~ not specified 

• Children included in the category 'learning difficulties' included those whose 
parents indicated that their child had 'developmental delay ' or 'globa l 
developmental delay'. 

• Only ch ildren with confirmed learning difficulties were included in the category 
'learning difficulties'; Learning difficulties in 5 of the 25 children with autism, 1 of the 
12 children with autistic tendencies, and 1 of the 2 children with Asperger syndrome 
had not yet been confirmed. 

• 2 children were awaiting diagnosis; in both cases the parents thought 'autistic 
tendencies' would be the likely diagnosis. 

Figure 5.3: Diagnosis of children involved in the Son-Rise Program 

On average parents began their Program 2;3 years after their child had been diagnosed; the 

max imum time after diagnosis that any parents began a Program was 6;8 years. Two parents 

began before a formal diagnosis had been given. 
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5.6.6 Family characteristics 

In terms of family circumstances, 50 of the 56 families were two-parent families, 2 were single

parent families, and 4 did not specify. In 49 cases there were other children in the family. in 4 

cases the child with autism was an only child, and in 4 cases it was not specified. Table 5.-+ 

shows parental employment. In the majority of cases the father was in full-time employment and 

the mother was not employed. 

Table 5.4: Employment of parents involved in the Son-Rise Program (Q1) 

Mother's employment 

Not employed 
Part-time 
Full-time 
Not employed 
Full-time 
Other combination 
Parents' employment not specified 

Father's employment 

Full-time 
Full-time 
Full-time 
Not employed 
Not employed 

5.6.7 Intensity of intervention implementation 

No. of families 

29 
10 
6 
2 
2 
3 
4 

In Q 1 parents were asked how many hours they would like the Program to be used with their 

child each week (total hours), and how many hours they personally would like to work with their 

child (personal hours). Q2 and Q3 examined whether parents had been able to fulfil their aims 

and if not, why they had been unable to do so. 

To give an indication of the range of total and personal hours at any given time-point, the 

findings from Q2 are shown (figures 5.4 & 5.5~ n = 46 and n = 41 respectively). Q2 findings are 

shown because Q 1 examines intentions whereas Q2 shows what parents had actually been able 

to achieve. 

118 



Al 

CII 
18 ...... 
16 Q) c: 

.oQ) 

E ~ 14 
:lQ. z .... 

0 12 

10 

8 

6 
4 

2 
0 

1-10hrs 11-2Ohrs 21-3Ohrs 314Ctlrs . 

Number of total hours per week 

Figure 5.4: Total number of Son-Rise hours per week (02) 
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Figure 5.5: Number of personal Son-Rise hours per week (02) 

41 +hrs 

21 +hrs 

To examine changes over time the data from the 25 longitudinal families were examined 

(table 5.5). By Q2 parents were using the Program for significantly fewer total hours than they 

had intended at the time of Ql (t = 5.44, df = 24, p<O.OOl). There was no significant difference 

between Q2 and Q3. In terms of personal hours , parents were doing significantly fewer hours by 

Q2 than they had intended at the time of Ql (t = 2.40, df = 23, P < 0.05 ). Again , there was no 

significant difference between Q2 and Q3. 
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Table 5.5: Longitudinal families -number of total and personal Son-Rise hours per week (01-3) 

questionnaire min total max total average min max average 
hours hours total personal personal personal 

hours hrs hrs hours 

Ql 4 70 34 4 48 17 
Q2 1 63 20 1 40 11 
Q3 3 63 20 0 35 9 

In Q3 parents were asked if they were happy with their total number of hours. The findings from 

the full Q3 data set of parents using the Program, rather than just the longitudinal families, will 

be reported. Of the 31 parents, 27 said they would like the Program to be used for a greater 

number of hours each week, 4 were happy with the number 01 hours, and 1 did not specify. 

The parents who said they would like a greater number of hours were then asked why they were 

currently unable to do so. This was an open-ended question and parents often gave several 

reasons, with lack of volunteers being the major obstacle (table 5.6). 

Table 5.6: Obstacles preventing increase in total hours (03) 

Reason 

Lack of volunteers 
Lack of energy 
Work commitments 
Family commitments 
Other 

No. of times reported 

20 
11 
9 
9 
7 

In the data from Q2 (full data set), total hours was positively correlated with ratings of overall 

confidence in interacting using the techniques (r = 0.39, P < 0.05, n = 41). There was no such 

correlation in the Q3 data. 

In both Q2 and Q3 those who used the program for a greater number of total hours had also used 

the support services offered by the Option Institute on a greater number of occasions 

(Q2: r = 0.35, P < 0.05, n = 44; Q3: r = 0.41, P < 0.05, n = 28). 

Number of personal hours was also related to effects on family life, and this will be described in 

greater depth in the 'Effects on family life' section (see p131). 
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5.6.8 School attendance 

In Q2, parents were asked about their child's attendance at school during the course of their 

SRP. Of the 48 children involved in an SRP at the time of this questionnaire, 4 were not 

attending, nor had been prior to beginning the Program as the parents felt they were too young. 

Of the remaining 44 children, the majority continued to attend preschooUschool on either a full 

or part-time basis (table 5.7). 

Table 5.7: Children's school attendance (02) 

School attendance 

Continue to attend full-time 
Continue to attend part-time 
Discontinue 

No. children (%) 

24 (55%) 
11 (25%) 
9 (20%) 

School 

18 
6 
6 

Preschool 

6 
5 
3 

To expand on these findings, parents were asked their reasons for continuing or discontinuing 

their child's attendance. This was an open-ended question and parents often gave several 

reasons. The most common reason given by parents was that they felt the school environment 

was beneficial for their child. Most often this was because of the enjoyment that school provided 

for the child. This was mentioned by 12 parents, while 10 mentioned the benefits of social 

interaction at school, and 4 felt that school was beneficial because of the skills their child learnt 

there. 

Table 5.8: Reasons for continuing attendance at school or continuing on 
a part-time basis. as opposed to discontinuing completely (02) 

Reason No. times reported 

Benefits of school 
Two environments of school and Son-Rise 

compati b lelbeneficiaUmanageable 
Child settled/can cope with school 
Impossible to run a full-time Son-Rise Program 
To avoid losing place at school 
School supportive of Son-Rise Program 
To allow time for self 

22 
6 

5 
4 
1 
1 
1 
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Only four parents continued their child's attendance because they felt it would be impossible to 

run a full-time SRP due to work commitments or a lack of volunteers. Three of these parents 

also mentioned that they felt that their child benefited from school. As table 5.8 shows. the 

majority chose to continue school attendance and run a part-time program because they felt that 

school was a good environment for their child, not because they were unable to run a full-time 

program and had no option but to send their child to school. 

The parents of the 9 children whose attendance was discontinued as well as 2 of the 11 who 

continued part-time gave the reasons why they had reduced or suspended school attendance 

(table 5.9). The most common was that they were dissatisfied with their child's school. In two 

cases this was because of the lack of 1: 1 teaching, and in another two cases it was because their 

child was not encouraged to interact with other children. 

Table 5.9: Reasons for discontinuing school attendance (or reducing hours at school) (Q2) 

Reason 

Dissatisfaction with school 
Two environments potentially incompatible 
Wish to run full-time Son-Rise Program 
Because of progress made through Son-Rise Program 
At teacher's suggestion 

No. times reported 

7 
3 
1 
1 
1 

There was no significant difference in age between children who continued to attend school and 

those that discontinued (t = -1.84, df = 46, ns). 
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5.6.9 Concurrent therapy use 

Q2 findings showed that 27 (56%) of the 48 children were involved in additional intenentions 

during their SRP (table 5.10). 

Table 5.10: Number of concurrent interventions (02) 

No. of concurrent interventions 

o 
1 
2 
3 
4 
5 
6 

not specified 

No. of children 

19 
15 
6 
3 
1 
o 
2 
2 

The most common type of concurrent intervention was special diet, with a quarter of all children 

being given gluten and/or casein free food (table 5.11). 

Table 5.11: Types of concurrent intervention (02) 

Concurrent intervention 

Diet (gluten and/or casein free) 
Vitamins/minerals 
TEACCH 
Speech and language therapy 
Music therapy 
Homeopathy 
Other 

No. children involved 

12 
8 
6 
4 
4 
4 
14 

To establish the pattern of concurrent intervention use over time, the interventions used by the 

longitudinal families were examined. Of the 26 children in this sample, 22 were involved in 

another intervention at some stage of their Son-Rise involvement. Of these, 16 changed either 

the number or the type of concurrent interventions they were involved in between Q2 and Q3. 
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5.6.10 Confidence in use of the Son-Rise techniques 

In each questionnaire parents were asked to rate how confident they felt in their overall ability to 

interact with their child using the Son-Rise techniques (from '1 = very confident' to '5 = not at 

all confident'). The data from the longitudinal families was used to examine changes over time. 

The mean confidence rating in Ql was 1.9, i.e. very high. This dropped slightly to 2.2 at the time 

of Q2 (z = -0.95, ns, n = 24), staying at this level at Q3. 

Using the full data set from Q2, it was found that parents' confidence was positively correlated 

with total hours per week, as noted previously. Confidence was not significantly correlated with 

personal hours, although it approached significance (r = -0.31, P = 0.051, n = 39). Confidence 

was not significantly related to program duration (r = -0.24, ns, n = 41) nor to whether the child 

had autism or autistic tendencies, or had learning difficulties (U = 142.5, ns, n = 39 and U = 
126.0, ns, n = 41 respectively). 

In each questionnaire parents were also asked to rate how confident they were in their ability to 

use specific Son-Rise techniques over a one-hour session in the playroom. Overall, confidence in 

most of the techniques was fairly high, and again the data from the longitudinal families were 

used to examine changes over time (figure 5.6). 
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Figure 5.6: Parental confidence in the Son-Rise techniques (longitudinal families) 

Confidence in all techniques remained stable over time, with the exception of the following 

significant decreases: 

• Technique 8 - between QI and Q2 (z = -1.97, P < 0.05. n = 24). 
- between Q2 and Q3 (z = -2.04, P < 0.05, n = 22). 

• Technique C - between Q2 and Q3 (z = -2.03, P < 0.05, n = 20). 
• Technique E - between QI and Q2 (z = -2.22, P < 0.05, n = 24). 

Some of these changes in confidence in technique use over time will be explored in greater detail 

later in this thesis, both in an interview study to be reported in the next chapter, and through a 

video analysis study of mother-child interactions over time, reported in Chapter 7. 



5.6.11 Running a Son-Rise Program 

In all three questionnaires parents were asked how confident they felt about runmng the 

program, i.e. recruiting and training volunteers, providing ongoing feedback, and holding 

meetings. They were asked to rate this on a five point scale (from 'I = very confident' to 

· 5 = not at all confident'). In the data from the longitudinal families the mean confidence rating 

in QI was 2.5, in Q2 it was 2.8 and in Q3 it was 2.9. This did not represent a significant change 

over time (X2=1.26, df = 2, ns). 

Using the full data sets from each questionnaire, Wilcoxon tests on ratings at each time-point 

showed that parents were more confident about interacting with their child using the SRP than 

they were about running the Program (table 5.12). 

Table 5.12: Mean confidence rating in interaction and running Son-Rise Program (01-03) 

Questionnaire 

QI 
Q2 
Q3 

* p < 0.05 
**p<O.OI 
*** p < 0.001 

n 

74 
30 
20 

Interacting with child Running program 

2.1 2.7*** 
2.2 2.8* 
2.2 3.0** 

In Q2 and Q3 parents were asked to rate specific aspects of running the Program from 1 = 'very 

easy' to 5 = 'very difficult'. As the mean ratings from the longitudinal families in table 5.13 

show, parents found recruiting sufficient volunteers and getting volunteers to work the desired 

number of hours the most difficult aspect. Although the ratings were somewhat lower at the time 

of Q3, this was not a significant decrease in either case. 
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Table 5.13: Mean parental ratings of difficulty of specific aspects of running Son-Rise Program 
(longitudinal families) 

Aspect 

Getting enough volunteers 
Getting reliable volunteers 
Getting volunteers who can work well 
Getting volunteers to work desired number of hours 
Training volunteers 
Giving volunteers constructive feedback 
Running useful meetings for your volunteer team 

Q2 

3.75 
3.00 
3.24 
3.70 
2.95 
2.95 
3.50 

Q3 

3.89 
3.53 
3.24 
3.89 
3.17 
3.00 
3.64 

In Ql parents were asked how many volunteer helpers they hoped to recruit. Q2 and Q3 

examined whether parents were able to fulfil their aims (table 5.14). There was a significant 

difference between anticipated number of volunteers stated in Ql and actual number of 

volunteers recruited by Q2, although not between the actual number recruited by Q2 and number 

recruited by Q3 (F = 4.19, P < 0.05, df = 2; post-hoc Scheffe p = 0.05). 

Table 5.14: Number of volunteers (longitudinal families) 

Questionnaire 

Ql 
Q2 
Q3 

Min 

2 
o 
o 

Max 

12 
9 
7 

Average (SD) 

4.6 (2.19) 
2.9 (2.62) 
3.0 (2.37) 

In Q 1 parents were asked how many hours per week they would like each volunteer to work 

with their child. Q2 and Q3 examined how many hours volunteers actually worked (table 5.15). 

There was no significant difference between the number of volunteer hours hoped for in Ql, and 

the number reported in Q2 and Q3 (F = 1.131, df=2, ns). 

Table 5.15: Volunteer hours per week (longitudinal families) 

Questionnaire Min Max Average (SD) 

QI 1 10 4.6 (2.05) 

Q2 1 9.7 3.3 (2.84) 

Q3 1 1~ 3.8 (3.59) 
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In Q2. looking at the findings from the full data set, 14 of the 48 parents had no volunteers 

working with them. When asked an open-ended question about this, some gave several reasons 

(table 5.16). 

Table 5.16: Reasons for not using volunteers (02) 

Reason for no volunteers 

Family could cover the hours 
Wanted to gain confidence in own use of techniques first 
Poor response to publicity 
Lack of time to spend recruiting 
Wary of having strangers in house 
Other 

No. times reported 

4 
3 
2 
2 
1 
3 

In Q2 and Q3 parents were asked if they gave feedback to their volunteers on their use of the 

Son-Rise techniques. In Q2, of the 31 parents with volunteers. 24 parents provided feedback and 

7 did not. The majority provided feedback on a weekJy basis (15 of the 24). In Q3. 19 of the 2:? 

parents with volunteers provided feedback, 1 did not and 2 did not specify. Again this was most 

often on a weekly basis. 

In Q3 parents were asked whether they themselves received feedback from anyone. in addition 

to their use of Option Institute support services. Of the 31 families running a Program only 5 

received feedback themselves; 18 families received no feedback while 8 did not specify. In 4 

cases the feedback was provided by a partner and in 1 case from a volunteer on a weekly or 

fortnightly basis. 

In Q2 and Q3 parents were asked if they ran meetings for their volunteers. In Q2. 17 of the 31 

parents with volunteers held meetings. 12 did not, and 2 did not specify. In Q3. 11 of the 22 

parents with volunteers held meetings, 10 did not. and 1 did not specify. 
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5.6.12 Evaluation of training courses 

In Q2 the 48 parents were asked to rate on a 5-point scale how well they felt the Start-Up course 

had prepared them for running an SRP with their child, from 'very well' to 'not at all well' 

(figure 5.7). Four parents did not specify. Of the remaining 44 , 'Sufficiently' was the most 

commonly stated response. 
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Figure 5.7: Parents' rating of how well the Start-Up course had prepared them (Q2) 

In Q3 parents were asked if they had attended the Maximum Impact advanced training course 

which was held in London six months after the Start-Up course. 11 of the 31 parents had 

attended. Those who went on the Maximum Impact course were significantly more confident 

about their use of the Son-Rise techniques after the course than those who had not attended 

(U = 36.0, P < 0.01, n = 27), although there had been no difference in confidence before the 

course (U = 40.0, ns, n = 27). They were also significantly more confident about running the 

Program after the course than non-attendees (U = 27.0, P < 0 .05 , n = 22) . Due to small numbers, 

it was impossible to test whether there had been any significant difference in confidence in 

running the Program before the course. 



In Q3 parents were asked to describe their experience of the Maximum Impact course. All 11 

families who had attended were very positive about the course and said that it had increased their 

motivation and given them an energy and confidence boost: 

"My enthusiasm for Options had hit rock bottom but this course was just what / 
needed. I realised that I have all the answers/motivation needed to run the 
program. I came away feeling a totally new person with several layers peeled off I 
also met some very good friends and since we shared such a lot will stay good 
friends for a long time. " 

5.6.13 Uptake of support services 

In Q2 and Q3 parents were asked how often they had made use of the follow-up support services 

provided by the Option Institute (see Chapter 4 for a description of these services). In Q2, 20 of 

the 47 parents who were running an SRP (43%) had used the support services (table 5.17). 

Table 5.17: Support service uptake (Q2) 

How many times support services used 

Never 
Once 
Twice 
Three times 
More than three times 
Not specified 

No. parents (%) 

25 (53%) 
6 (13%) 
7 (15%) 
4 (9%) 
3 (6%) 
2 (4%) 

Families who did use the support servIces used them on average onc~ every 3 months. 

Phonecalls to the Option Institute was the most common service, with 20 families making use of 

this service. Only two families had used video-feedback and only one had had a trained Son-Rise 

teacher visit them in their home. 

The 25 parents who had not used the support services were asked about their reasons for this. 

Thirteen said they hadn't felt the need, either because their Program was still at an early stage, or 

because they felt the Start-Up course and Son-Rise literature had prepared them adequately. 

Seven had been put off by the cost. Two parents said they had not found the time and a further 

two said they lacked the confidence to talk about their efforts as their chi Id' s therapist. 
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Q3 findings showed that 18 of the 30 families had never used the support services and 12 had. 

Use was related to perceived efficacy (see 'Parental perception of efficacy' - pI35). Also, those 

who used the services were using Son-Rise for a significantly greater number of hours each 

week than those who had not used them (U = 48.5, P < 0.05, n = 28). This was not the case in 

Q2, although it did approach significance (U = 149.0, P = 0.053, n = 43). 

5.6.14 Effects on family life 

Beneflts and drawbacks for the family of being involved in Son-Rise 

In both Q2 and Q3 parents were asked whether involvement in the SRP affected family life. This 

was an open-ended question and many parents noted a number of both benefits and drawbacks. 

16 (34%) of the 47 families in Q2 noted benefits and 25 (53%) noted drawbacks. Figures were 

similar in Q3. At this stage 12 (39%) of the 31 families noted benefits and 18 (58%) noted 

drawbacks. 

Table 5.18 shows the types of benefits noted by families in Q2. The most commonly noted 

benefit was that the family felt more positive emotionally. The types of benefits noted at this 

stage were very similar to the types noted in Q3. 

Table 5.18: Benefits for the family of being involved in Son-Rise (Q2) 

Benefit 

Family feels more positive 
Helps interactions between family members 
Family more accepting/understanding of child with autism 
More attentionlbetter quality time for other children 
Volunteers beneficial for other children 
Other 

No. of times reported 

6 
5 
4 
1 
1 
2 

There were no significant relationships between hours of intervention and family benefits in 

either Q2 or Q3, with the exception that parents noting benefits in Q2 did significantly fewer 

personal hours than those who did not note a benefit (U = 103, P < 0.05, n = 38). Duration of 

Program did not influence whether benefits were noted in either Q2 or Q3 (Q2: U = 172.5, ns, 

n = 39; Q3: U = 60.0, ns, n = 26). 
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Table 5.19 shows the types of drawbacks noted by 25 of the families in Q~. Again these were 

very similar to the content of comments made in Q3. Nearly half the families noted that Son

Rise involvement meant that they had less time to spend with their spouse and other children. 

Table 5.19: Drawbacks for the family of being involved in Son-Rise (Q2) 

Drawback 

Less time to spend with spouse/other children 
Other children feel left out 
Divides the family 
Other 

No. of times reported 

20 
5 
2 
4 

Three of the families noting drawbacks commented that these were minimal. A further four said 

they tried to minimise the negative effects, e.g. by using the Program when the other children 

were at school. Three families felt that their awareness of negative effects had caused them to 

reduce the amount of time they spent using the Program. Three families commented that having 

more volunteers would reduce negative effects. 

Parents who noted 'less time to spend with spouse/other children' in Q2 used the Program for a 

significantly greater number of total hours than parents who did not note this drawback 

(U = 124.5, P < 0.05, n = 40), although this was not the case in Q3 (U = 73.5, ns, n = 27). 

Duration of Program did not influence whether drawbacks were noted at either the Q2 or Q3 

stage (Q2: U = 154.0, ns, n = 39; Q3: U = 76.5, ns, n = 26). 

Parents who noted drawbacks in Q3 were those where the child with autism had significantly 

more siblings under the age of 11 years (U = 68.0, p < 0.05, n = 30). 

Does the Son-Rise Program make family life more stressful? 

In Q3 the 31 parents using the Program were asked to rate, on a five-point Likert scale, the 

extent to which involvement in it had affected family stress. There was a fairly equal spread of 

parents who felt that it had made family life more stressful and of those who feIt it had made it 

less stressful (figure 5.8). 
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Figure 5.8: Stressfulness of family life since beginning the Son-Rise Program (03) 

Stress was not significantly correlated with personal hours , total hours or duration of 

intervention (r = 0.12, ns, n = 31; r = 0.07, ns , n = 31; r = 0.31, ns , n = 28 respectively) 

Does the Son-Rise Program make family life happier? 

In Q3 parents using the program were also asked to rate on a 5-point Likert scale the extent to 

which involvement in it had affected family happiness (figure 5.9) . The majority of respondents 

found that family life had become happier since beginning an SRP. 
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Figure 5.9: Happiness of family life since beginning the Son-Rise Program (03 ) 



Happiness was related to experiencing less severe intervention -related financial diffic ulties 

(r = -0.39, P < 0.05 , n = 30 - see below), but not to Program duration (r = -0.13, ns, n = 28 ). It 

was related to holding meetings for volunteer helpers (U = 56.0, P < 0.05 , n = 29). 

5.6.15 Financial effects of running a Son-Rise Program 

Families most commonly experienced only slight fin ancial difficul ties as a result of their 

involvement in Son-Rise, but these were severe in 5 cases (fi gure 5.10). Only 4 of the 31 

parents who responded to this question noted no financial effects in relation to their use of the 

Program. 
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Figure 5.10: Financial effects of Son-Rise Program involvement (03) 

Financial difficulties were not associated with drawbacks for the family (U = 66 .5, ns , 

n = 29), or with increased family stress (r = 0.1 2, ns , n = 30). As noted, however, it was 

connected with a lack of increased famil y happiness. 
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Of the 31 families using the Program at the Q3 stage, 17 had not undertaken any form of 

fundraising, 5 had had funds raised for them by others, and in 9 the immediate family only had 

been involved. Family fundraising was not associated with increased family stress (U = 85.0, 

ns, n = 31). 

5.6.16 Parental perception of efficacy 

In Q3 parents were asked to rate on a four-point Likert scale how beneficial they felt the SRP 

was for the child (table 5.20). 'Very beneficial' was the most commonly stated response. 

Table 5.20: Parents' rating of how beneficial the Program had been for child (03) 

Rating of how beneficial Program had been 

Not at all 
Slightly 
Moderately 
Very 
Not specified 

No. of children 

o 
7 
8 
16 
1 

This efficacy rating was not significantly correlated with the child's age, nor with total hours or 

program duration (r = -0.08, ns, n = 31; r = 0.32, ns, n = 30; r = 0.11, ns, 

n = 27, respectively). There was a significant correlation between perceived efficacy and the 

number of times parents had used the Son-Rise support services (r = 0.44, P < 0.05, n = 28). 

There was no correlation between perceived efficacy in Q3 and confidence in technique use as 

reported in either Q2 or Q3 (r = 0.35, ns, n = 26: r = 0.25, ns, n = 27 respectively). However 

there was a significant positive correlation between perceived efficacy in Q3 and confidence 

reported in Ql (r = 0.43, P < 0.05, n = 30). 

Perceived efficacy was related to family effects. In Q3 families noting benefits of intervention 

involvement on family life thought that the Program was more beneficial for their child than did 

parents not noting benefits on family life (U= 58.5, p < 0.05, n = 29). Perception of efficacy was 

positi vely correlated with family happiness and negatively correlated with family stress 

(r = 0.70, p=O.()()l, n = 31 and r = -0.47, p < 0.01, n = 31 respectively). 
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There appeared to be no relationship between diagnostic category (autism, autistic tendencies. 

Asperger syndrome) and perceived efficacy, although the numbers in anyone group were too 

small to test this statistically. However, there did seem to be a connection between efficacy 

rating and presence of learning difficulties. Only 1 of the 16 children in the . very beneficial' 

group and 1 of the 8 in the 'moderately beneficial' group had confirmed learning difficulties, 

whereas 4 of the 7 children in the 'slightly beneficial' group did. Again, the numbers in each 

group were too small to test this statistically. 

The 15 parents who rated their child's progress as 'slight' or 'moderate' were asked which 

factors they felt had limited the efficacy of their SRP. This was a tick box question, and parents 

often indicated more than one factor (table 5.21). 

Table 5.21: Factors limiting efficacy of Program (03) 

Reason 

Number of hours the Program is used for each week 
Parents' ability to use the Program 
Family circumstances 
Suitability of the Program for the age of child 
Suitability of the Program for diagnosis of child 
Other 

No. times reported 

14 
11 
10 
3 
1 
2 

In Q3 parents were asked to select the description which best matched their child's progress 

(table 5.22). Response varied across parents, with 'minor but constant' being the most common. 

Table 5.22: Child's pattern of progress (03) 

Pattern 

Little or no progress 
Minor but constant progress 
Intermittent spurts of minor progress 
Intermittent spurts of substantial progress 
Initially substantial followed by minor progress 
Initially minor followed by substantial progress 
Constant substantial progress 
Other 

No. of children 

o 
9 
7 
6 
2 
1 
4 
3 
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In Q2 and Q3 parents were asked to describe in which developmental areas, if any, their child 

had made progress. This was an open-ended question and parents often indicated several areas. 

As table 5.23 shows, the main areas of progress reported in both Q2 and Q3 were eye contact 

and social interaction, followed by language. 

Table 5.23: Areas of child's progress (Q2 & Q3) 

Area of development 

Eye contact 
Language 
Social interaction 
Attention span 
Stereotypical behaviour/repetitive routines 
Academic skills 
Play skills (imaginary play, toy play) 
Challenging behaviour 
Self-help skills (toilet training, eating) 
A wareness of surroundings 
Other 
N at specified 

Q2 
(n = 48 children) 

36 
34 
30 
17 
16 
16 
13 
13 
11 
6 
8 
4 

Q3 
(n = 32 children) 

23 
20 
24 
10 
8 
8 
13 
8 
9 
5 
4 
o 

In Q2 and Q3 parents were asked about developmental areas in which progress had been less 

than they would have hoped (table 5.24). Again, this was an open-ended question and some 

parents noted more than one area. Language was the area most often picked out, mentioned by 

parents of half of the children. It is worth noting that for 8 of these 16 children, parents had 

nevertheless noted some progress in language. 
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Table 5.24: Areas of development where progress had been less than hoped (02 &03) 

Area of development 

Language 
Self-help skills 
challenging behaviour 
Social interaction 
Stereotypical behaviour/repetitive routines 
Play skills 
Attention span 
Other 
Most areas 
No areas 
Too early to say 
Not specified/don't know 

No. children Q2 
(total n = 48 children) 

13 
4 
4 
3 
3 
3 
3 
6 
2 
7 
6 
9 

\" o. children Q3 
(total n = 32 children) 

16 
4 
3 
5 
2 
0 
0 
3 
1 
5 
0 
1 

In Q3 parents were asked why they thought there had been less progress than they had hoped for 

in the particular developmental area they had noted. 25 parents completed this open-ended 

question, often stating more than one reason (table 5.25). The most commonly given reason was 

that it was due to the way in which the Son-Rise techniques had been applied. Some of these 

parents felt that they had challenged their children too little, while others felt that they had 

challenged them too much. 

Table 5.25: Reasons why development was less than anticipated (03) 

Reason 

Due to way in .which Son-Rise techniques applied 
Lack of time in playroom 
Severity of child's symptoms 
Age of child 
Other 
Don't know 

No. of times reported 

11 
4 
3 
1 
5 
7 
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5.6.17 Reasons for ending use of Son-Rise Program 

6 of the 57 parents who began a Program stopped using it within the first seven months. Work 

commitments. illness. difficulties recruiting volunteers and changing to another intervention 

were all provided as reasons. Two of the parents hoped to be able to return to using the Program 

in the future. A further two had stopped using Son-Rise to begin using an ABA Lovaas-type 

approach. Both commented that they liked the philosophy of Son-Rise but had been put off by 

the glossy literature containing "emotional anecdotes" by parents. One felt that because her child 

was non-verbal there were few developmental areas that could be built on easily. and that the 

lack of structure made the Program difficult to implement, as did the lack of local support. Both 

felt that their children had made a great deal more progress through Lovaas, in one case 

particularly in the area of language. When asked whether Son-Rise had been a good foundation 

for Lovaas one parent said that she wished she had used Lovaas all along rather than Son-Rise. 

The other mother was not sure: 

"Sometimes I do wonder that perhaps my son was only 'ready' for an ABA 
intervention as a result of the trust and comfort he gained from engaging in the 
Son-Rise approach for seven months. However I also wonder if perhaps he might 
indeed be further along the road if he had begun an ABA home programme in July 
of '98 rather than the Son-Rise Program. 

Not all the parents ceased using the Program because of dissatisfaction or difficulties with 

implementation. One parent commented: 

"My child has made such good progress I feel it is now more beneficial for him to 
spend time with siblings and friends, instead of in a playroom with adults. " 
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5.7 Discussion 

The aim of this questionnaire study was to provide a profile of the children involved in the SRP 

and the patterns of its implementation. The findings showed a heterogeneous group of children 

involved and a wide range of ways in which the program was implemented by parents to suit 

their own child and family circumstances. 

Children ranged in age from 2 to 12 at the outset of intervention, with average age being 5;8 

years. The most common diagnosis was autism with no additional learning difficulties. It would 

be advantageous therefore to prioritise this age range and this diagnostic grouping in the design 

of any future evaluation study. Such a prioritisation is not to deny that the Program is being used 

with other children, and in the longer-tenn evaluation studies should also involve older children 

and children with a diagnosis elsewhere on the autistic spectrum. 

In terms of family characteristics, there were very few single parents families involved, although 

it is uncertain whether this was for financial reasons or due to the logistics of running a Program 

without the support of a spouse. In the majority of families the mother was not employed and the 

father was in full-time employment, although there were a handful of families where both 

parents were in full-time employment. The interview study, which was designed to link in with 

this questionnaire study and is to be reported in the next chapter, looks more closely at how 

mothers who were employed found the experience of combining work with running a Program. 

When patterns of implementation were examined the most notable finding was that although 

there were families who used the Program exclusively and intensively, the picture on the whole 

was of less intensive use combined with school attendance and involvement in other 

interventions. By Q2 the longitudinal families were using the Program for an average of 20 

hours per week, with parents personally working with their child for an average of 11 hours. 

This represents an enormous time commitment by the parents, but is very different from the 

popular image of Son-Rise parents who "lock themselves in a bathroom and imitate their child's 

every movement for 72 hours" (Siegel, 1996). Both total and personal hours were significantly 

less than parents had originally intended, and parents considering using the Program should be 

prepared for the fact that they may not be able to use the Program as intensively as hoped. 

However, this does not necessarily mean that there will be no progress. Studies into other 
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interventions. such as the Lovaas method, have found that 20 intervention hours per week can 

bring about substantial improvement in some children (Anderson el al 1987; Birnbrauer & 

Leach. 1993), and indeed the parents involved in the third questionnaire of this study all felt that 

the SRP had been of some benefit to their child's developmental progress. 

Surprisingly, it was found that the majority of children continued to attend school. Parents, on 

the whole, regarded school as a beneficial environment for their child and continued their child's 

attendance for positive reasons - because they chose to, not because they were unable to run a 

full-time program and had no alternative but to send their child to school. The interview data in 

the next chapter explore further how school and Son-Rise can work well together and how 

parents feel that the child copes with any conflict in interactive style between the two 

environments. 

The majority of children were also involved in other interventions. This may cause problems in 

any evaluation study, as it would make it difficult to attribute change solely to the SRP (Jordan 

et al. 1998; Prizant & Rubin, 1999). The data from the longitudinal families highlighted this 

difficulty. indicating the numerous changes in the type and number of other interventions that 

the children were involved in even in this relatively short period of time, of one year. Possible 

solutions include asking parents involved in any evaluation not to use any other interventions, 

although the ethics of denying parents this opportunity are questionable, particularly if they then 

find the SRP to be ineffective with their child. 

Previous evaluation studies of interventions such as the Lovaas method were criticised as being 

unrepresentative because of the large number of highly trained helper therapists provided for the 

families (Anderson et ai, 1987). The study reported here found that parents had an average of 3 

volunteers who each worked an average of 3-4 hours per week. the majority of parents providing 

weekly feedback training for their volunteers. Lack of volunteers was a major difficulty. 

however, with parents citing this as the main obstacle preventing them from increasing the 

number of intervention hours that their child received. Parents considering using the approach 

should therefore bear in mind that number of volunteers might be the factor that ultimately 

dictates the intensity of program that they will be able to provide. A potential solution would be 
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for universities to provide course credits for volunteer work. although this would not help 

families in rural areas. who presumably have the most difficulty finding volunteers. 

There was wide variation In families' implementation of the SRP. It is important that the 

Program is taught in such a way that parents do feel able to adapt it to their own circumstances. 

rather than feeling inadequate if they cannot live up to some 'gold standard' of intervention 

delivery which may be neither appropriate nor practical for them. Despite this variation. a profile 

of the typical children and typical patterns of use of the Program was still identifiable. Again. it 

would be advantageous to design any subsequent evaluation of the efficacy of the SRP around 

these profiles. 

This study also examined the experience of families involved in the SRP. from first finding out 

about it. through to implementation. It was notable how many parents found out about this 

approach through the media, and how few through professionals or support services. This is in 

line with previous research showing that at the time of diagnosis professional advice on home

based interventions is extremely limited in the UK (Howlin & Moore. 1997). The exceptionally 

high proportion finding out about the Program through the media may be a feature of this 

particular sample. however, as the BBC had recently aired a documentary on Son-Rise. Given 

the power of such television broadcasts in determining which interventions parents will use. the 

media must act responsibly. emphasising that some parents may have difficulty in implementing 

the approach or find it to be ineffective. rather than focusing exclusively on 'success stories'. 

It is concerning that parents chose this approach because they believed it had been effective for 

other families. Reading of or witnessing positive outcomes in another family can be very 

motivating. and it certainly makes more sense to embark upon an approach which one believes 

has worked for other families, as opposed to one for which no evidence at all of effectiveness 

exists. However, apart from anecdotal reports. there has been no direct empirical evidence of 

significant measurable progress using this method and. while parents may see progress in the 

children of other families, it may well be the case that what works for one child will have no 

effect or even be detrimental for others (Bristol et al. 1996; Howlin 1998a; Simpson. 1999). The 

fact that belief in efficacy was a reason for parents choosing the approach emphasises the need 
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for the SRP to be properly evaluated and for research to be conducted into the kind of children 

with whom this approach works best. 

A large number of families were attracted to the Program because of its positive attitudinal 

component. The fact that parents value this aspect so greatly indicates the importance of 

professionals and support groups presenting a positive picture of what can be achieved by 

children with autism throughout their lives. This must also be tempered, however, with a 

realistic impression of the difficulties they will have. 

When parents came to implement the Program they were very confident about their ability to use 

the Son-Rise techniques. Howlin (1 998b ) notes the value of parents having such faith in their 

own ability to help their child, as long as this is combined with realistic goals. Parental 

confidence was highest for 'joining' and 'accepting' and lowest for 'maintaining the 3Es' 

(energy, excitement and enthusiasm) and 'being creati ve'. It would therefore be advantageous 

for initial training to focus on these areas of lower confidence, although perhaps difficulty in 

maintaining the 3Es is inevitable for parents combining work, family life, and intervention with 

their child. The correlation found between confidence and total hours spent on intervention was 

interesting, although it could not indicate the direction of the relationship, i.e. whether parents 

became more confident because they were doing more hours or whether they did more hours 

because they were confident. This, and other issues related to technique use, will be explored 

further in the interview study, reported in the next chapter, which will also explore in more depth 

parental views on running the Program. The present study found that confidence in the latter area 

was somewhat lower than confidence in using the techniques, suggesting that this may be 

another area meriting greater attention in training. The interview study examines the difficulties 

parents had in this area, and ways in which they sometimes overcame these. 

Although the parents provided training for volunteers relatively frequently, uptake of ongoing 

training by the parents themselves was relatively poor. Around half of the families never used 

the support services, and only a third attended the Maximum Impact advanced training. In 

addition very few parents received feedback on their use of intervention techniques from their 

spouse. This suggests that some families might well benefit from a higher level of feedback and 

supervision. and indeed about a third of the parents felt that the way in which they had 
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implemented the techniques had limited the effectiveness of the Program. Several parents also 

commented on the need for home visits by trained Son-Rise staff to be more readily available in 

the UK. It is likely that the SRP is one of the more difficult interventions to apply without 

regular supervision, as it is not highly structured and documented, and does not have easily 

measurable targets - qualities which aid the implementation of interventions like the Lovaas 

approach in a low-supervision environment (Sheinkopf & Siegel, 1998). Where ongoing training 

was used it does seem to have been beneficial. The Maximum Impact course significantly 

increased the confidence of the parents who attended it. Parents also commented that it helped 

raise their motivation, important for parents who may be working long hours with their child. 

The interview study to be reported next allowed the parents' experience of both the Start-Up and 

the Maximum Impact course to be looked at in much greater depth. 

Parents who had used the support services were found to have used the Program for a greater 

number of hours each week. Again, this correlation cannot indicate the direction of the 

relationship. Perhaps using the Program for more hours meant that more incidents arose 

requiring advice, or perhaps talking to the Option Institute staff gave parents the motivation 

required to increase their number of hours. Greater uptake of support services was also 

correlated with a perception of high efficacy. Again the direction of this association is unclear 

i.e. whether parents used the support services more because they felt the Program to be effective 

and thus felt confident talking about their efforts, or whether advice given by the Option Institute 

helped parents to feel more effective as therapists. 

Effects on the family were also examined, and overall the SRP could be summed up as making 

family life happier but more difficult. In Q2 and Q3 around half of the parents noted drawbacks 

for family life, the most common being that running the Program meant that they had less time 

to spend with their spouse and other children. Both the proportion noting drawbacks and the type 

of drawbacks noted were much the same in Q2 and Q3 suggesting that there were few changes 

in family effect over time. The fact that duration of Program was not significantly related to 

either positive or negative effects on the family also supports this interpretation. It may be, 

however, that longitudinal effects would have been found had the duration of the study been 

extended. 
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Although running a Program made family life less stressful in some cases, it was equally likely 

to make it more stressful in others. This is somewhat similar to Hastings & Johnson's (2000) 

finding that parents engaged in behaviour modification programmes for young children with 

autism had the same levels of stress as families of children with autism who were not inyolved in 

this intervention. The fact that in the present study stress was not significantly correlated with 

personal hours, total hours or program duration again corresponds with Hastings & Johnson 

(2000) who found that stress within a sample of families using the Lovaas approach was 

predicted by psychological rather than programme variables. It is encouraging to find that in the 

present study, despite stress, the majority of families found that it made their lives happier. This 

was particularly the case when there were few financial difficulties caused by running the 

Program. 

Links were found between low family stress/high level of happiness/perceived benefits for the 

family, and parental perceptions of high program efficacy. Again this is in line with Hastings 

and Johnson's (2000) findings of a negative correlation between pessimism and a belief of high 

intervention efficacy in parents involved in the Lovaas approach. There are a number of possible 

explanations for the findings of the present study: 

• The child had learnt new developmental skills, making interactions between family members 

less frustrating. 

• Parents with lower stress can be more focused when they are in the Son-Rise playroom, and 

thus get better results. 

• Parents' frustration at the lack of improvement in their child negatively affects family 

interactions. 

• The 'happiness is a choice' philosophy of Son-Rise encourages a positive view to be taken 

towards both the child's abilities and effects on the family. 

In the next chapter, interview data will be reported which allows expansion of these findings 

related to family effects, looking in particular at the situations in which drawbacks occur, how 

families cope with these, and why running the program might also make family life happier. 

This study also looks specifically at the effects of intervention involvement on the parent who is 

the primary therapy provider. 
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Around half the parents in Q3, one year on from the Start-Up course, felt that the SRP had been 

very beneficial for their child, with the other half perceiving it as having been slightl:- or 

moderately beneficial. Surprisingly, this efficacy rating was not significantly correlated with 

total hours of intervention, a finding which runs contrary to the findings of the Lovaas (1987) 

study, although it is in line with the findings of Sheinkopf and Siegel (1998). A possible 

explanation is that parents generalise their skills to interactions outside of formal treatment 

sessions, informally extending intervention hours and making the number of intervention hours 

reported somewhat misleading (Sheinkopf & Siegel, 1998). Despite the lack of connection 

between therapy hours and efficacy in this study, many parents nevertheless felt that their 

Program would be more effective if they used it for a greater number of hours each week. 

There were a number of other surprising findings. There was. for instance. no correlation 

between perceived efficacy and the child's age. again contrary to previous suggestions that 

intervention is more effective with younger children (Bristol et al. 1996; Dawson & Osterling. 

1997; Trevarthen et ai, 1998). There was also no significant correlation with program duration. 

These findings are somewhat unexpected. but it may be that interactions between variables made 

it more difficult to detect the effects of any single one of them. For example. it may be that if age 

were to be controlled. total hours would be found to correlate significantly with efficacy. 

Another possible explanation is that there are other factors not measured in this questionnaire. 

such as the extent to which the intervention was implemented as designed (intervention fidelity). 

which also determine efficacy (Bimbrauer & Leach, 1993; Green. 1996; Kerr. 2(00). 

The sample on which data were collected was too small to test statistically whether parents of 

children with autism perceived the Program to be more effective than did parents of children 

with autistic tendencies. The Program did. however, appear to be perceived as less effective by 

parents of children with learning difficulties. This does not mean that the progress that did occur 

was not valued by parents. nor does it suggest that Son-Rise is not appropriate for these children. 

Learning difficulties are often associated with a poorer outcome in other interventions. such as 

the Lovaas approach (Lovaas. 1987). and there is no a priori reason to suggest that this pattern 

would be any different in relation to the SRP. 



Eye contact and social interaction were the most common areas of progress noted. followed by 

language. This was reported in both Q2 and Q3. suggesting longitudinal stability in the 

developmental areas for which the program was considered most effective. Parental reports of 

the efficacy of the SRP in developing eye contact and increasing sociability have been noted in 

other studies (e.g. Jordan, 1990; Lynch, 1996). Although it is not clear which specific technique 

or combination of techniques led to this progress, the current finding adds to the body of 

research showing that interaction involving imitation of a child with autism can increase eye 

contact and social responsiveness (Dawson & Adams. 1984; Dawson & Galpert, 1990). 

The most common area of development where progress was less than anticipated was language. 

There are several reasons why this might be the case. Firstly, it may be a reflection of the stage 

that parents were at with their SRP. They may have been emphasising the accepting and joining 

side of the approach and perhaps in later months would have moved on to challenging their child 

more in the area of language. Having said this, some parents felt that their child was not making 

as much progress as hoped because they were challenging too much rather than too little. 

Another possibility is that as it is currently formulated, the SRP may be more effective. for some 

children at least. in developing social interaction than language (Lynch, 1998). This may not be 

unique to the SRP, as similar differential outcomes have been found with other approaches 

(e.g. Anderson et al. 1987; Moore & Bailey. 1973). It is relevant that one of the four parents who 

did not implement a Program also commented that their child's language progress had been less 

than they would have hoped for during the time from Q 1 to Q3. Yet another possibility is that 

because language is made up of many different components parents are uncertain of the 

developmental sequence it should be taught in, and therefore find it difficult to teach. This is an 

uncertainty which may also affect progress in other developmental areas (Jordan. 1990). Jordan 

et at (1998) have also hypothesised that some interventions - and it seems likely that the SRP is 

one - lead to greater spontaneity and independence in communication but slower acquisition of 

speech whereas more structured interventions - such as Lovaas - lead to earlier vocalisations but 

less spontaneity. 

In terms of rate of progress, 'minor but constant' was the most commonly reported pattern. 

followed by reports of progress that occurred in intermittent spurts. Only 4 parents noted 

'constant substantial progress'. suggesting that for the majority of families there will be periods 
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of little or no obvious development in their child. It will therefore be important for families 

embarking on the Program to be prepared for these times as it can be a challenge to find the 

motivation and patience to continue when the child's progress is not great (Huff, 1996). 

5.8 Overview 

This study showed wide variation in both the type of children the SRP is currently being used 

with and the ways in which it is being implemented. It is encouraging to find that parents use the 

Program in ways which suit their own child and family circumstances, rather than rigidly 

applying the Program exclusively and intensively when this may be neither practical nor 

appropriate. Despite this variation it was nevertheless possible to form a profile of typical 

children involved and of typical patterns of use, a profile upon which any future evaluation 

design could be based. In terms of effects on the family, the program seemed to make family life 

more difficult but also happier. Most families felt that their children made at least some progress 

through this approach, particularly in the areas of socialisation and eye contact. There was also 

progress in language, although for many families this was less than they would have hoped for. 

Inevitably, a questionnaire which covered so many aspects of intervention implementation was 

limited in the depth to which anyone issue could be covered. For this reason an interview study 

was used to explore in greater depth issues such as school attendance, implementation of 

techniques and effects on family life. This interview study, Study 3, is reported in the following 

chapter. 
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CHAPTER 6 

STUDY 3. SON-RISE PROGRAM INTERVIEWS 

6.1 Introduction 

Chapter 5 examined a wide range of topics related to the implementation of the Son-Rise 

Program. This chapter describes a series of semi-structured interviews which were carried out to 

further explore some of these topics and assist in the interpretation of questionnaire findings. 

Interviews were carried out three times over the course of a year with six of the families who had 

been involved in Study 2. 

Interview data provided methodological triangulation with the questionnaire data. When 

different methods of data collection yield substantially the same results. confidence in the 

findings increases (Cohen el al. 2000; Silverman, 2000). However. from the perspecti\'e that 

social reality is constructed in different ways in different contexts. it is unlikely that there will be 

a single 'truth' represented by the data collected (Coolican. 1999; Silverman. 2000). While the 

interview data may therefore to some extent help validate the findings of the questionnaire study. 

there are also likely to be differences between them. This may occur because in interviews there 

is the possibility of probing beyond the initial answers to open up further perspectives; there is 

also the chance that parents may feel more able to reveal negative feelings (May, 1993; Borg & 

Gall. 1989). Another factor is that interview participants were selected to represent specific 

features of the questionnaire sample (see below). As such. there might well be occasions when 

their opinions and experiences would not correspond with the questionnaire analysis since this 

typically reported the average of the whole sample. While the reporting of averages efficientl) 

conveys the findings of a whole group. it may in some cases blur the experience of anyone 

individual. It was nevertheless hoped that Study 3. reported below. \\ould to some extent 

corroborate the findings of Study 2. provide greater depth of information on the issues raised 

there. and allow investigation of any issues which might differentially affect subgroups of 

families which existed within the overall sample. 



6.2 Research topics 

The interview study reported in this chapter explored the following topics: 

• school attendance 

• use of Son-Rise techniques 

• running of the SRP 

• training courses 

• effects on family life 

• ways in which implementation could be made easier for UK families. 

A number of additional topics such as concurrent use of other interventions and accessing 

information on the SRP were also discussed during the interviews. However. the wealth of 

information provided by the parents meant that inevitably the number of issues that could be 

adequately explored was limited. 

6.3 Methodology 

6.3.1 Participants 

Six parents from Scotland. who had attended the 1998 Start-Up course and had completed 

questionnaire one. were selected for interview. Participants were not chosen at random. as this 

can inadvertently produce a biased sample when selecting a small number of cases (Miles & 

Huberman. 1994). Rather a "stratified purposeful" sampling method was used. with participants 

selected to illustrate and facilitate comparison across subgroups (Cohen et al. 2000; Kuzel. 1992; 

Munn & Drever, 1990). 

The six families selected were proportionally representative of the total population of families 

who had returned questionnaire one in terms of: 

• child's diagnosis 

• child's age 

• whether the child had siblings 

• number of planned intervention hours per week 

• whether the parents were employed 

• parents' confidence level in interacting with their child using the SRP 

• parents' confidence level in running the SRP. 
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These characteristics were selected as previous literature indicated that they may be related to 

outcome for the child and effects on the family (Dawson & Osterling. 1997: Lovaas. 1987: 

Prizant & Rubin. 1999). 

6.3.2 Family Profiles 

Family A 

Family A had a five year old son. Andrew l
• who had been diagnosed with autism at the age of 

three. Family A were selected as interviewees in order to further explore the experience of 

parents implementing an SRP in a single-child family. However just before the time of the first 

interview Mrs. A's nephew had come to live with them. Andrew attended a special needs unit 

attached to a mainstream school, and the family hoped to run the Program between 5 and 6 hours 

per week. in the evenings and at weekends. At the time of the third interview the family were 

using the Program for 14 hours per week, with the assistance of one volunteer who had 

previously been Andrew's auxiliary helper at nursery. 

Family B 

Family B had a three year old son. Billy. who had been diagnosed with autistic tendencies a 

month before the first interview. Billy attended a special needs nursery two days a week. and by 

the third interview was also attending a playgroup for an additional two mornings. The family 

planned to continue Billy's preschool attendance and to use the SRP with him 25 hours per 

week. recruiting volunteers after the first few months. At the time of the third interview they 

were using the Program for around 12 hours per week and had 3 volunteers. with a further 3 in 

training. 

I Pseudonyms have been used for all children 



Family C 

Family C had a five year old son. Colin. who had been diagnosed as having se\'ere learning 

difficulties with motor difficulties at the age of one year and autistic features at the age of five, 

Mrs. C regarded Colin's autistic features as being secondary to his other difficulties. ~lrs. C 

worked part-time but took four months leave in order to set up her Program. which she hoped to 

run for between 20 and 30 hours per week, with Colin's school attendance at a local special 

needs school being reduced to mornings only. At the time of the third interview Mrs. Chad 

returned to work 2 days per week and the Program was being used for 20-24 hours with the 

assistance of 7 volunteers. 

Family D 

Fami Iy D had a four year old son, Daniel, who received a diagnosis of autism at age three. 

Daniel attended a special needs nursery 5 days a week. and initially the family planned to build 

up their use of the SRP to around 20 hours per week whilst continuing Daniel's nursery 

attendance. They tried going into the Son-Rise playroom a few times a week with Daniel. but 

found that he was not keen to go in. This affected Mrs. D's enthusiasm and they decided not to 

use the Program, although continued to use some of the techniques informally around the house. 

Family E 

Family E had a ten year old daughter, Emma. who was diagnosed with autism and learning 

difficulties at the age of five. Mrs. E. who had worked part-time, took 3 months leave to set up 

the SRP. Emma had previously attended a special needs school, and her attendance was 

discontinued for a 3 month trial of full-time Son-Rise. which the family aimed to run for 40 

hours per week. with the help of 5 volunteers. After running a 30 hour a week Program for 2 

months they discovered that Emma had lost the school place which they had been assured would 

be kept open for her return. They experienced some difficulty in getting Emma back into the 

school. and following this she returned to full-time attendance with the Program being used after 

school for 3 hours each week. 



Family F 

Family F had a six year old son. Fergus. who was diagnosed with autism just before three years 

of age. At the time of the first interview Fergus was between schools and the family planned to 

run the SRP for 50 hours per week. while awaiting a response from a specialist autism school 

where they had applied for a place. At this stage Mrs. F had 3 volunteers. After 6 months \lrs. F 

was running a home-based intervention for around 20 hours each week. in combination with 

Fergus's full-time attendance at this school. The intervention she used was a combination of 

Son-Rise, TEACCH and the 5-14 curriculum. She felt that Son-Rise alone lacked the academic 

content that Fergus needed and. while she kept the Son-Rise attitude in mind when working with 

Fergus. she felt that she needed to be a bit more directive with him when teaching academic 

skills. She thought that although the SRP had prepared her well to work with Fergus she could 

not risk taking him out of school to run a full-time SRP in case it proved to be ineffective. Mrs. 

F did not wish to participate in the second and third interview. although discussed her 

intervention on the phone at the time of the second interview. 

A summary of the main characteristics of each family. as well as their intentions for their SRPs 

are shown in table 6.1. which was formed using information drawn from the first questionnaire 

and interview one. It shows that the families represented a wide range of child and family 

characteristics. All of the mothers began their SRP in the month following the Start-Up course. 
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Table 6.1: Profile of the six interview families 

Family A 
i 

8 C D 
i 

I Child's name Andrew i Billy Colin Daniel 
r---------

child's age * 5 yrs 3 yrs . 5yrs 4yrs 
child's sex M M \ M M 1 

child's autism 
r 

autistic ! autistic autism 
diagnosis unknown if i features ! features 

i 

learning ! , 
SLD** 

! ! 

difficulties ! i motor diffs ! 

age of 3 yrs j 3 yrs i 5 yr 3;2 yrs ! ! 

diagnosis 
., j 

i ! <1 yr time since 2 years ! 1 month <lyr 
i i 

_ diag!!~sis j 

_E~:_siblings 1 (nephew) i 1 
i 

2 1 
1 4 yrs (F) age (sex) of 7yrs (M) 7yrs (F) : 7 yrs (M) 

siblings II yrs (F) ., 

! i 
! 
I 

1---. 

mother's full-time ! not 
! 

on leave ! part-time 

_~.!!.~yment working 
i 

! i 

father's full-time 
i 

full-time I full-time i full-time 
i I I ~Joyment I 

! i 

confidence in confident l not I 
i very I I very 

use of \ confident i confident I confident 
i I 

.-!~c~niques ! I I 
confidence in very confidentl i neutral I neutral 

\ 

running confident neutral i I , 
i i 

~_rogram 
" 

I 
I 

I planned hrs 1-10 i 21-30 I 21-30 11-20 

~~eek i i 
! 

~~unteers? yes ! yes I yes I no 

planned continue i continue I conti~ue I continue 
school full-time I part-time ! I part-time i i attendance I i I ---
preschooV school I preschool i school I preschool ! I 

school 
i i ; , 

i i i I I ----. 
other current 0 l 0 iO I 0 

i ! i , 
interventions ! I 

i I 
i 

; i ! i ; --.- , 
attended no i yes ; yes \ no 

i \ 

Maximum 
i 

i \ 

Impact? i 
I ! 

i , 

• the ages of children given are their ages at the time of the first interview. 
** SLD = severe learning difficulties 

E F 

I Emma Fen!U~ - , 
i 10yrs 6vrs i 
! 

. 
i F M I 

autism & autism 
learning unknown if 
difficulties I learning 

I difficulties 

I 5 yrs 2;llyrs 
I 
i I 

! 5 yrs 3 yrs i ! I \ 

i 3 1 \ 
! , 
! 8yrs (F) ! 10yrs (F) 
! 

; 

; Ilyrs (M) i 
12 yrs (M) I 

I 

I on leave ! not 
I working i ! 
I 

full-time i full-time I I 
I 

i I , 
i confident I I very 
i I confident ! ! I 

I i 

I confident I not 

I confident I 
i 

I I 31-40 41+ 

I i 

yes yes 

I discontinue continue 

I full-time 
i 
I 
I 

I school school 
i 
i 
I , 
i 0 diet 
i , TEACCH I 
i vitamins ; 

i 

i no no 
i 

; 
\ 
i 



6.3.3 Method 

The first round of interviews took place approximately two months after the Start-Up Course. 

and after completion of questionnaire 1. Following this the parents were interviewed again after 

questionnaire 2 and 3 had been returned. Only one parent from each family \l. as interviewed ((h~ 

parent who had filled in the questionnaire). in all cases this was the mother. The interviews \\ ere 

semi-structured. and covered many of the same topics as the questionnaires (Appendix D). Each 

of the interviews lasted around an hour, and was tape recorded and later transcribed. At the 

beginning of each interview the mother signed a consent form stating that she was agreeable to 

the interview being recorded. Details of this and other ethical issues relating to the interview 

study can be found in Appendix A. 

Validity was strengthened by the use of an independent researcher who had not been involved in 

teaching the parents how to use the intervention. This can reduce the degree to which biases or 

expectations of the interviewer lead to distortions of the data (Borg & Gall. 1989). 

The content and structure of the first interview was piloted on another mother who had been 

using the SRP for several years in order to confirm the clarity. sensitivity. and relevance of the 

questions. The mother commented that she felt that none of the questions was insensitive or 

unclear. but suggested adding a question about parents finding time for themselves. which she 

felt was an important issue with the SRP. 

6.4 Methodology for interview analysis 

The method of analysis used in this study was. to a certain extent. derived from the 'grounded 

theory' approach (Glaser & Strauss. 1967). in that concepts were gradually built up which fitted 

the data. However. such a 'bottom up' approach has been criticised for denying the previous 

experiences and assumptions which the researcher brings to the analysis process: 

"Any researcher. no matter hOlV unstructured or inductive comes to fieldwork ~\'ith 
some orientating ideas. foci and tools . .. 

(Miles and Huberman. 1984: p27. cited in Silverman. 2000) 

One such influence was the findings from the questionnaire study which inevitably will have 

influenced the analysis of the interview data. However. Miles and Huberman (1994) suggest that 
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such predefined concepts can also be useful in guiding data analysis, provided the~ are not 

inappropriately imposed on the data and do not result in the data being forced too abruptly into 

an explanation. Mason (1994) recommends searching the transcripts for counter evidence to 

avoid such pitfalls. 

Quotations are given to illustrate the findings of the interview analysis. These are coded v. ith a 

letter A - F to indicate the family that they refer to. This is followed by a number 1 - 3 to 

indicate which from interview they were taken. 

6.5 Interview findings 

6.5.1 School attendance 

The questionnaire findings had shown that the majority of parents had continued their child's 

attendance at school, and felt it to be a beneficial environment. The interview study looked 

further at parents' decision-making process regarding attendance. It also addressed the issue of 

compatibility between school and Son-Rise and how this could be maximised. 

The interview data showed that parents considered the following areas when deciding whether to 

continue or discontinue their child's school attendance: 

• the needs of the child 

• the needs of the rest of the family 

• the ethos of the school and the attitude of the staff towards Son-Rise 

• the parent's own needs 

• finance 

• the situation with volunteer helpers. 

The needs of the child, understandably. seemed to be the most important consideration for 

families and. as in the questionnaire data. the advantages of school attendance was found to play 

a large part in decision making. All of the families who continued their child's school attendance 

felt that interaction with other children at school was beneficial for their child even if they did 

not seem to be at the stage of forming obvious friendships. For several families the child's 

enjoyment of school also influenced their decision: 



"He seems really happy .. he just goes in "bye bye mummy", and he comes home ... 
and he talks about swimming, he talks about going on the slide, going to Tesco. He 
talks about the children in his class ... and he's getting the chance to interact }\'irh 
children, which I feel is quire good. .. (B 1) 

All four of the families continuing school attendance while running an SRP felt that their child 

was making good progress at school. One parent. Mrs. C. also commented that she felt that the 

teachers had a better knowledge of how to teach academic skills in appropriate sequences than 

she did. 

In contrast. Mrs. E. the only parent to discontinue her child's school attendance to run a full-time 

SRP for a trial period. felt that although Emma had had some contact with the children in her 

class she did not interact with them greatly and was more withdrawn at school than at home. She 

also felt that while Emma's school was good on the whole, she had not made a great deal of 

progress there in the previous year. 

Mrs. E. with four children, was particularly focused on the needs of the family when making her 

decision. She decided to take Emma out of school because otherwise she would have to run the 

Program in the evenings and at weekends, which she felt would conflict with the needs of the 

rest of the family: 

"Ir would be too difficult because you know we have the whole family, you know we 
are a whole family, we're not that we just have Emma, she's not our only child, and 
there would be too many practical things to do like dinners, washing and taking 
children our ro different places they go to, and you can't stop the life of your orher 
children. " (El) 

Mrs. B also considered the needs of the rest of the family. but in her case it meant continuing her 

son's part-time school attendance. so that she could organise other aspects of family life. such as 

food shopping. on the days when he was at school. 

The attitude of the school towards the SRP also seemed to be a consideration. All of the parents 

who decided to continue their child's attendance felt that the school had a similar ethos to the 

SRP. or had teachers who knew about it and were keen to discuss goals that the family \\ ere 
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working on. The schools were also supportive of the families' decision to use Son-Rise. ~1rs. E. 

in contrast. felt that Emma' s school was: 

" .. . not even vaguely interested. Never has been any interest from the school. ,. (L~) 

Although she felt they had been supportive when she told them of her decision to take Emma out 

of school for a trial period. this was belied by the fact that they did not keep Emma' s place at the 

school open. as had been agreed. 

The parents' own needs were mentioned by two of the parents. Mrs. B and Mrs. D. but as with 

the questionnaire data. this seemed to have less of an influence on the decision for parents than 

child and family needs. and the ethos of the school. Mrs. D wanted her son Daniel to continue at 

school so that she could continue in her part-time work which she found rewarding: 

"Although we could probably manage If we went back to me not working, at the 
moment I feel like we still need the extra money. Plus maybe it's selfish, but I real/y 
like working. Okay its just four hours a day, but I enjoy doing it. " (D 1) 

Mrs. B's decision to continue Billy's school attendance was partially related to the fact that she 

had had difficulty in recruiting volunteers and felt that she couldn't physically spend full days 

working in the playroom. In Mrs. D' s case her feeling that she wasn' t ready to train volunteers 

influenced her decision to continue Daniel's school attendance. While thoughts about volunteers 

were an influence. as with the parents' own needs. it seemed to be less important than the other 

factors. 

Concurrent school attendance may potentially decrease intervention effectiveness if the child 

receives conflicting messages from the different approaches (Jordan. 1990: Ozonoff & Cathcart. 

1998). For example. behaviour that may be deemed acceptable within the intervention rna;. be 

viewed as unacceptable by the school. leaving the child confused about what is appropriate 

behaviour. 



Ho\\cvcr. in these interviews none of the families whose children were involved in both school 

and Son-Rise felt that their child was getting "mixed messages" or becoming confused by 

involvement in both. This may be related to the fact that although they thought that the schools' 

approaches were. by necessity. not identical to the SRP. they felt that there were similarities: 

"They don'tforce him to do anythillg ... There's certain things that they all go to like 
swimming, and they all go to lunch, but its not a regime. They don't sit there at the 
painting table andforce him to paint. If he doesn't want to paint he doesn't paint. 
So it's quite good in that respect, that it's not working against what we're doing . .. (B2) 

Interestingly. it was the parents of the younger children who felt that their child's school had a 

similar child-led ethos to the SRP. Mrs. E, whose daughter was the oldest child in the sample. 

felt that Emma's school was very accepting of its pupils. but did not mention a child-led 

approach to teaching. It may be that compatibility between school and Son-Rise is greater with 

younger children, when the focus is on social rather than academic development and there is not 

the same emphasis on meeting targets in the 5-14 curriculum. 

During the interviews some ways in which the compatibility of school and the SRP could be 

maximised were discussed: 

• parents sharing information on the Son-Rise techniques in order to allow optimal 

continuity of approach between school and home wherever possible 

• a two-way sharing of information between school and home about developmental 

goals for the child (This may be particularly helpful. as Jordan (1990) has suggested 

that parents involved in the SRP may be uncertain of the developmental sequence 

that educational skills should be taught in.) 

• an overlap of staff between the two settings (for example an auxiliary from school 

working as a volunteer in the SRP) 

• if the child was to attend school on a part-time basis. teachers rearrangmg the 

timetable so it worked to the child's best advantage as far as possible (For example. 

in the case of family C, the school rearranged Colin's timetable so that he could still 

have the swimming lessons they felt were important for development of his motor 

skills. They also made a point of letting Mrs. C know which lessons Colin was 

missing. so she could make up for this at home if need be.) 
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• if the child was to be taken out of school to do a full-time SRP. arranging a trial 

period during which the child's place was kept open. (This would provide 

continuity for the child if they returned to school. and ease pressure on the parents 

by offering a 'safety net' if the Program did not work out as well as expected.) 

Mrs. E noted a number of issues which might be relevant for other families considering taking 

their child out of school. Firstly, the child may lose access to related services: Emma could no 

longer attend speech and language therapy and music therapy as these had previously been 

provided through the school. Mrs. E also felt that although a younger child could run around the 

playroom. Emma at 10 years old required more in the way of exercise. Taking Emma out of 

school meant that she no longer had access to the school swimming pool and daily exercise 

classes. and Mrs. E found it difficult to provide her with such frequent opportunities for 

exercising. The biggest difficulty was that although Mrs. E had arranged for Emma's school 

place to be kept open during the three month trial period, she discovered that Emma had in fact 

lost it, and it was only through the intervention of her local MP that Emma got back in. Jordan t't 

al (1998) note that it is important for doors to be left open for return "to the fold of LEA 

provision", a point illustrated by the comments made by Mrs. E. She felt the situation had placed 

a great deal of stress on the family, and had shaken their confidence in the educational 

authorities: 

"I was really very disappointed all round with the lack of support and the lack of 
concern for the child. It was merely a numbers game. It was almost political 
between our region and the region in which she goes to school. I could see that was 
going 011. like "we 't'e got this little bit of power. " I was disgusted by that attitude. " (E2) 

6.5.2 Use of Son-Rise techniques 

Parents came across as being very knowledgeable about the Son-Rise techniques. but overall the 

interviews suggested that they were somewhat less confident in their use than the questionnaire 

data had indicated. This difference may have come about because parents felt more comfortable 

about revealing insecurities in the interviews. 

"I'm not particularly confident about any of them {the techniques]" (C 1) 
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"'t's the fear of not really knowing what we're doing ourselves, and hol\' can we 
teach other people ifwe're not IOOO/C sure ourselves?" (A.2) 

"Sometimes you feel inadequate, and I'm supposed to be instructing them (rhe 
volunteers]. " (El) 

Despite this the parents emphasised how much they enjoyed working in the playroom with their 

child. The consensus was that even thought it could be tiring. it was great fun and time spent in 

the playroom was seen as 'quality time': 

"Well in general I'd say it's really positive. I enjoy it, it's made me feel much more 
connected to Colin. It's made mefeel I'm involved in a positive way." (C.2) 

Two of the parents, Mrs. B and Mrs. E, felt that when they began their Programs their children 

had an initial period of 'testing them' to see whether they would keep on joining in with the 

repetitive behaviour for prolonged periods of time. Two others. Mrs. F and Mrs. D. both noted 

that their children seemed somewhat bemused by the change in their parents' style of interaction. 

Mrs. F commented: 

"'n the beginning he was looking at me as if to say 'is mother on drugs?'" (Fl) 

As in the questionnaires, interviewed parents expressed confidence about joining with their 

chi Id' s activities and repetitive behaviour. and less confidence about maintaining the '3Es': 

energy. exci tement and enthusiasm. Mrs. E and Mrs. D noted that it didn't come naturally to be 

"jumping about" and "shouting 'yippee'''' but commented on how effective they had found this 

approach in motivating their children. Several of the mothers felt that the demands of work and 

family life meant that they were often lacking in energy when they went in the playroom. As 

questionnaire data had also revealed. maintaining creativity was a difficulty: 

"I'm finding it difficult to come up with ideas to amuse him. 'cos he just cuts you 
off dead as if to say' that' .'I not funny enough, mum . . " (F 1) 

'" started to do things. you know think of things to do with a puz::.le other than just 
putting the bits in, which is hard for me because' haven't got a very good 
imagination. " (D 1) 
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Throughout the course of the interviews parents mentioned some strategies which they used to 

help implementation of the techniques: 

• To improve creativity. one of the parents tried brainstorming outwith the room about 

different ways in which she could expand her son' s current activities. 

• When parents were having difficulty maintaining the 3Es. some tried gOing In th~ 

playroom for a shorter amount of time. reasoning that quality was more importanl than 

quantity. 

• One parent had inspiring phrases written on a piece of paper on the wall of the playroom 

which she read to help maintain her motivation. 

• Parents found it helpful to go back over the manual or just take a step back to remind 

themselves of the basic Son-Rise rules. 

Parents also felt that it was easier to implement the techniques in the playroom than outwith. 

because it was a distraction-free environment. Having no distractions seemed to be more 

important for the parents than it was for the child: 

"I really enjoy it actually. Its lovely thinking that you've got no worries at all, and 
all you're doing is just enjoying yourself, playing with your child. It's really nice to 
think that you're not thinking 'oh gosh, I've got to take the washing out of the 
machine, I've got to get the dinner on, I have to answer the phone'. Just rid of 
worrying, it's nice!" (B 1) 

In the questionnaires there had been a correlation between total hours of intervention provided 

and confidence in technique use. although the direction of this relationship had not been clear. 

The interview data suggested that it was lack of confidence in technique use which caused a 

decrease in total hours. Three of the mothers had children who enjoyed the beginning of a Son

Rise session, but did not seem keen to stay in the playroom for the full duration of it. These 

mothers became less confident. began to doubt their ability. and ultimately reduced the number 

of hours spent in the room. although there were often additional factors involved in this decision. 

In the case of Mrs. D. the family stopped using the SRP altogether. 

"I was thinking 'am I doing something wrong?' or 'am I gil'illg off vibes or 
.wmething'? .. 1 did hm'e a sort of sinking feeling and I thought 'Oh why does he not 
H'alll to be in here with me?'" (D 1) 
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"[ Fergus tried to leave the room] constantly / would say, so obl'iously we're nOl 
fUll enough people ... I'm not too happy about it. I'm thinking, 'oh we're doing 
something wrong here', but/ really don't know what else to do . .. (F 1) 

"/ find it very hard to keep her in the room when / feel she really wants Oll! ... it '5 

like forcing her to accept rather than going with her and / find that hard. .. (E / ) 

The other three mothers increased or continued with the same number of Son-Rise hours. and all 

commented that their children rarely asked to leave the playroom. other than to fetch a toy. 

6.5.3 Intervention fidelity 

In evaluation studies it is important to demonstrate that parents are maintaining 'intervention 

fidelity'. i.e. using the techniques as hid out in the therapy 'protocol' (Bristol et al. 1996; Green. 

1996: Jordan & Powell. 1996; LeLaurin & Wolery. 1992). Yet complexities of early intervention 

programs mean that there may be difficulties maintaining fidelity (Strain. 1987). a problem 

which has been noted both in relation to the SRP and to the Lovaas approach (Jordan & Powell. 

1996). 

It would be informative to examine whether parents deviate from the protocol and if so what the 

reasons are for this. e.g. whether it is because they feel some aspect of the intervention is 

ineffective or unsuitable for their child. because they have had insufficient training. or because 

they lack the confidence to apply specific intervention techniques. 

Although this issue will be covered in depth through video analysis of a number of Son-Rise 

sessions in Study 4 (see Chapter 7), it seemed advantageous to initially explore whether parents 

intended to adhere to the therapy protocol in this interview study. As Jordan and Powell note. 

parents may not be aware that they are 'drifting away' from correct implementation over time. 

but there may be some aspects of the intervention which parents make a conscious decision to 

omit or change in their intervention delivery. Exploring this could assist in identifying 

potentially important areas on which to focus in Study 4. 

Sc\cral mothers. particularly Mrs. C and Mrs. E whose children both had learning difficulties. 

commented that sometimes they found it difficult to let the child take the lead. Mrs. C felt that 

this was because Colin wouldn't often indicate anything in particular that he wanted to do: 
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"I'm always a bit unsure of the balance - with Colin it's very tempting to keep 
offering activities or things to do ... 'let's do this, let's do that, do VOli wan! 
to' .. . because he tends not to take the initiative himself" (C2) 

In terms of changes over time, Mrs. B and Mrs. C felt that their 'directiveness' increased 

somewhat. They had both made a conscious decision to do this. Mrs. C mentioned in the third 

interview that she was happy about her increased level of requesting because she felt it was 

balanced by the fact that Colin was at the stage of being more able to indicate his preferences. 

Mrs. B had also increased her requesting over time because she felt her son was more receptive: 

"It was like {previously] there might be one opportunity {to request} in the whole 
session whereas now there are 10 opportunities to ask him to do things, he's much 
more receptive when you actually ask him to do things." (B3) 

In the case of Mrs. B and Mrs. C, although their approach changed somewhat over time. they felt 

that their program still fitted the protocol of the SRP, as they continued to adopt a child-led 

approach, dropping their suggestions and requests if their child wasn't responsive. However, 

there were other ways in which the families' program delivery differed more significantly from 

the method outlined by the Kaufmans. This was not due to any uncertainty or lack of knowledge 

about what the Program entailed. Rather it was a conscious decision to modify the Program to 

suit the child, based on the parents' experience of working with them: 

"/ think as we've worked with him we've come to our own conclusions a bit and 
I've tried to tailor what we're doing to Colin's individual requirements, and / am 
aware that that's not always what would be recommended." (C2) 
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For example. Mrs. C did not initially keep Colin' s toys out of reach on a shelf: 

"If we'd done that at the start I don't think Colin would ever have asked for any 
toys. I don't think he would have the interest that this is something he could get 
some fun out of or he would want to use, so it would have been like the bare floor 
with just Colin sitting by himself" (C2) 

Mrs. B also tailored the approach to suit Billy. Rather than an exclusively 1: 1 approach she 

sometimes involved another child, either her daughter or one of the volunteer's children. in the 

playroom sessions to assist in teaching concepts such as turn-taking. 

Mrs. E and Mrs. F, who had the oldest two children in the sample. felt that their changes over 

time were such that latterly their Program was a combination of Son-Rise and . academic 

teaching', rather than pure Son-Rise. Although this was partly because the parents felt that this 

would be beneficial for the child, Mrs. E, whose profession was a primary school teacher. said 

that her need to see results and the fact the she found academic work easier to teach than social 

skills contributed to her decision to modify her program delivery: 

"I'm really aware that the real progress needs to be in socialisation, but the other 
side [academic} overtakes, you know if she can read this book she's achieved 
something, if she can do these sums she's achieved something. I can see a result, 
whereas the socialisation you don't see that immediately, that's a much slower 
process, that's why she hasn't made as much progress in the socialisation 
side. "(E2) 

Thus, in terms of intervention fidelity nearly all of the parents made some change in their 

Program delivery. However, in all cases these were the result of a conscious decision by the 

parents, to tailor the approach to themselves and their children rather than due to a lack of 

knowledge about correct procedures. 

6.5.4 Running the SRP 

With the exception of Mrs. A and Mrs. D. all of the parents intended to recruit volunteers. 

Mrs. A had Andrew's auxiliary from his previous nursery to help and said that. although she 

might recruit volunteers in the future, she was not ready to do so in the first year of her Program. 



Mrs. D felt that because they were running the Program in addition to school, recruiting 

volunteers would be unnecessary. She also felt that it was a role for family members: 

"/ couldn't have ... / know they wouldn't be strangers eventually. but / couldn't have 
people / didn't know coming in and working with Daniel. / dOIl't know why, / just 
wouldn't feel that it was right. I feel it's up to me, and my husband and our family 
to help Daniel, rather than having someone else coming in and doing it . ., (D 1) 

Those mothers who did have volunteers felt that their child benefited greatly from them, because 

each volunteer "brought something different" to the Program. Mrs. B, for example, felt that BiJly 

learnt valuable social skills and independence through interacting with a number of people. 

rather than just being with her. Despite prior concerns, both Mrs. C and Mrs. B were pleasantly 

surprised at the ease with which their children accepted alJ the new faces, smiling and "dragging 

them into the playroom" when they came to the house. 

As in the questionnaire data, getting enough volunteers and getting them to work the desired 

number of hours were major difficulties. Mrs. C commented on the "massive attempts to try and 

recruit volunteers with very sma)) take-up". The families' geographical location and community 

involvement were clearly factors in this. Mrs. E who lived in a close-knit community and was 

very involved in the church found volunteer recruitment easy. Mrs. B. who had recently moved 

to an area on the outskirts of a city, had difficulties and commented that she would spend more 

time collecting and taking back volunteers than they would spend in the playroom. Both Mrs. C 

and Mrs. F were somewhat frustrated with the time they spent training volunteers who then 

dropped out or drifted away during holidays. 

In the first interview all of the parents mentioned that they were somewhat apprehensive about 

the initial training of volunteers, and wanted to use the program themselves for a few weeks until 

they felt more confident about explaining the techniques: 

.. / would like to use volunteers but not until I've worked with him for a couple of 
months myself. / don't really feel at the moment I'm in a position to train somebody 
for something / haven't actually done myself / mean / know what the theory is, but 
/ don't feel I have the practical experience of being in that room. " (B 1) 
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Mrs. E found that making handouts helped as it gave her a concrete outline to follow and meant 

that the volunteers had the main points to go over. Other parents used the Option Institute books. 

tapes and sections of the manual, and got the volunteers to watch them work in the room. ~lrs. F 

felt that it was also important to make sure volunteers had a realistic expectation of what \\'as 

going to be involved: 

"A lot of people, their heart's in the right place, but they've got this fantasy about 
working with a child, but when Fergus doesn't respond or clocks them on the nose 
with his fist it's a different story!" (Fl) 

The parents were all very aware of the value of feedback. Mrs. A commented that, unless 

feedback was given, both the volunteer and the child's time were wasted to some extent because 

neither would be getting the best out of the sessions. However, several parents were anxious 

about the way in which they expressed their criticisms. They did not want volunteers to feel 

unappreciated: 

"/ think I'll probably be able to, because / do know up to a point what I'm looking 
for, but I'm not looking forward to it because / think it needs to be done in a very 
constructive way and / would hate somebody to feel that / didn't appreciate them ... / 
think you have to be very sensitive. " (C 1) 

Mrs. B and Mrs. A both felt that, however feedback was given, it should be implemented as soon 

as the volunteers started and the purpose and method of feedback should be made clear to the 

volunteers from the beginning. They felt that this would mean that the volunteers would be more 

open to constructive criticism and would feel less self conscious about being filmed for 

video-feedback, as it would become routine. 

Mrs. C, the only parent to hold volunteer meetings, mentioned the logistical difficulties both of 

giving feedback and running meetings. When a volunteer finished a session in the playroom 

there was often not another volunteer lined up to go in, so she had to give the volunteer feedback 

in the living room with Colin there, which made it difficult to focus. She also had difficulties 

getting childcare for Colin while she ran the meetings, because volunteers who would normally 

baby-sit were at the meeting. Despite this she found meetings very positive and felt that they 

created a "great sense of community." 



While several of the mothers commented that they hoped that having volunteers would give 

them time to be with their other children or organise family life. both Mrs. C and Mrs. E 

commented that having volunteers took up more time than they had anticipated: 

.. I also found that when they were all coming full-time that I was just run off my feet 
bringing people in you know, making them feel welcome, observing a bit, chatting 
to them, going over the basic rules, one coming out, trying to give that person 
feedback, then trying to observe the next one. I found it very, very exhausting. " (E2) 

6.5.5 Training courses 

In the interviews parents discussed some reservations they had had about the Start-Up course. 

Despite these, most parents were impressed with the incredible enthusiasm of the Option 

Institute staff and they also remarked on the positive atmosphere of the course which they had 

found very motivating. Parents felt that it was important to capitalise on this motivation by 

beginning a Program as soon as possible after the Start-Up course. 

One concern that both Mrs. F and Mrs. C had was whether they would be able to sustain the 

motivation and enthusiasm that the course had given them. 

"Generally it was very positive, there was a sense of coming back feeling quite 
inspired, quite motivated and energised, and then I had to fit that in with the reality 
of the pressures on our family, the day to day life we have to lead. " (CI) 

Parents differed on how they initially felt about the SRP when they went on the course. The two 

parents with older children who had known their child's diagnosis for a number of years both 

mentioned that they were somewhat hesitant and sceptical, not wanting to 'jump into' the 

approach until they were certain it was the right thing for their child: 

"It was a Susp,cwn that this isn't genuine, that these people are selling a 
package ... and it was a fear of trying and failing, not the failure for myself but the 
failure for Emma, you know the disappointment if this doesn't work." (El) 

All of the parents were initially somewhat uncomfortable with the very emotional nature of the 

course. Some. like Mrs. A, felt it had been overemphasised and unnecessary. others like Mrs. F 
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and Mrs. B got used to it and found it ultimately helped them to examine their attitudes towards 

their child. 

"I wasn't comfortable with that, and people having to stand up and sort of you 
know bare their soul, weep weep groan and all that sort of stuff. 1 thought 'this is a 
bit heavy'. So 1 wasn't too happy about that, but as it progressed I was getting more 
from it. At first 1 thought it was very superficial, but as the days went on, I felt I 
could relate to it and I was actually going to be able to take something home, you 
know, and use it. " (Fl) 

Despite concerns with the emotional side, the parents on the whole felt that they gained a lot of 

'good common sense' ideas of how to work with their child, regardless of whether or not they 

went on to run an SRP. Concepts such as the motivating effect that a parent's enthusiasm has on 

a child and the value of picturing how a child with autism perceives the world were singled out 

as being particularly helpful. 

There were a number of criticisms, some of which were inevitable for a teaching course with so 

many participants. All of the parents who went on to run an SRP felt that they needed teaching 

and advice which was more individualised to them and their children. Another criticism that four 

of the interviewees mentioned was that they felt that there was some 'commercial pressure' put 

on course participants to buy the books and tapes and to pay a deposit for the Intensive course. 

They felt that this would be a difficulty for parents who had struggled to finance their Start-Up 

attendance: 

"There was a wee bit of commercial pressure to buy everything and sign up for 
everything and put your hands in your pocket and I felt that was maybe asking a bit 
much because to finance the whole course and the accommodation and the travel 
was a real big commitment in the first place and something I'm sure most people 
didn't do easily, so I think they could have toned down the commercial bit." (Cl) 

At the six month stage, at interview 2, the mothers reflected on how useful they felt the Start-Up 

program had been in preparing them to use an SRP. Both Mrs. E and Mrs. F felt that although it 

had been useful in teaching the basic techniques it had not prepared them for the reality of 

running a program in terms of the time and energy involved. 
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Of the five interview families who had gone on to run an SRP two had attended the Maximum 

Impact course and three had not. In the questionnaire data those who had attended had become 

more confident. This was also reflected in the interview data. Two of the parents who had not 

attended, Mrs. A and Mrs. E, both felt that after six months they needed a confidence boost and 

to refresh their knowledge: 

"I think I just need to go back, we just need to go back and phone the Option 
Institute and take some direction from them to get us back on the road again." (A2) 

"I need to refresh and renew and all of that. I need a boost, input, support, }'OU 

name it. " (£2) 

Mrs. B, who had attended the Maximum Impact course, had felt like this before she went. She 

felt that she had "Son-Rise fatigue" and was generally feeling burnt out because of the lack both 

of volunteers and support from her husband, but felt re-motivated when she returned from the 

course. She advertised for more volunteers, felt that her use of the techniques had improved, and 

that she was being "more present" and "really joining" her son rather than just "mirroring" his 

repetitive behaviour. Both mothers who had attended also felt that the course had helped their 

confidence because it had taught them to come up with their own solutions to difficulties they 

had when working in the playroom, by considering the attitudinal aspects of Son-Rise as well as 

the techniques. Both had also found the contact with 'like-minded families' beneficial. 

6.5.6 Effects on family life 

Effects on the family as a whole 

The interview data confirmed the questionnaire findings in that it was the drawbacks for family 

life that were more prominently reported than family benefits, and as in the questionnaires there 

were few noticeable changes over time in parents' views. Difficulties discussed in the interviews 

were very similar to the questionnaire findings, with 'having less time to spend with other 

children' being the major concern, but with 'the family is divided' and 'other children feel left 

out' also featuring in parent responses. 

For all the families, these drawbacks were important and seen as something to monitor and take 

steps to minimise. However, they were not considered to be insurmountable difficulties which 

prevented them from using the program. As with comments made by a number of parents who 
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completed the questionnaires, there was the impression that parents had done a mental 'cost

benefit analysis' and decided that the benefits to the child with autism outweighed any 

difficulties the family were facing. 

In several of the families there was also a sense of a very positive emotional reaction to the 

parent's decision to use a program, with the other children pleased that the parents were doing 

something to try and help the child with autism. This mirrors the questionnaire finding that 

happiness had increased in most families. 

Parents who used the Program for a greater number of hours were also more likely to say that its 

use had increased family happiness than parents who were using the program for fewer hours. a 

correlation which had not been found in the questionnaire data. Mrs. E and Mrs. A both used the 

Program for under 8 hours per week latterly, and felt that there had been no change in family 

stress or family happiness. Mrs. C and Mrs. B, by contrast, used the Program for 12 and 22 hours 

per week respectively and they both noted increased family happiness. Each felt that the 

Program had made the family feel more positively because, as Mrs. C noted, there was a "sense 

of purpose to what we're doing, however demanding it is." 

There was a link in the questionnaire data between perceived program efficacy and family 

happiness, although the direction of this had not been clear. In the case of Mrs. C it seemed that 

the positive outcome of the Program on Colin had caused the increase in happiness: 

"[ think just the whole thing of being able to appreciate what Colin can do, and see 
him being happier, gives us all a better sense of happiness. We're much more 
conscious of his personality and skills." (C3) 

Effects on siblings 

Interviewees' responses indicated that drawbacks identified related primarily to age and number 

of other children, number of intervention hours per week, and sacrifices made by the other 

children. The questionnaire data had shown that, when there were young siblings, parents were 

more likely to mention drawbacks. This was also apparent in the interview data. Families A. B 

and C who had young children mentioned more drawbacks. The two families with the oldest 
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siblings, families E and F, felt that their other children were at an age where the Program had 

little effect on them: 

"/ don't think it's made that much difference to them. They're interested in l' • .'hat 
they do and they're not really that bothered. My two boys are on!.v interested in 
their own friends .... I'd say they were aware it was happening, but it certainlv 
didn't have any ill effect on them, and I don't know of it having any beneficial effe~t 
either. " (E2) 

In terms of number of other children, it was the families where there was only one other child 

that parents specifically mentioned that the other child sometimes felt left out: 

"/ can't work in the room when my daughter's around because she's just deadly 
jealous. We went through a really bad spell with her of 'You don't love me, you 
never take me in the room or lock me in with you!'" (B2) 

As in the questionnaire data, families using the program for fewer hours were less likely to note 

'less time with other children' as a drawback. The time of day when the program was used also 

seemed to be a factor, however, something which a few parents in the questionnaire sample had 

mentioned. If parents used the Program while the other children were out at school this seemed 

to keep any difficulties to a minimum. Where this was not possible problems sometimes 

occurred: 

"Quite often when the girls come in from school on the days when I'm not working, 
I'm upstairs with Colin and then you're straight into getting a meal ready and / feel 
like they're not getting the kind of back up or support from me that they should at 

that time of day. " (C2) 

The sacrifices that the other children were asked to make for the SRP also determined effects on 

the family. For example, Colin's sisters had been asked to share a bedroom so that a room could 

be converted into a Son-Rise playroom. Mrs. C felt that this had increased pressure on the 

family. 

With families Band C, the mothers noted that the drawbacks on the family had existed before 

the introduction of the SRP. For example. Mrs. B' s daughter had been jealous of the extra 
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attention that Billy received at the time of his diagnostic assessment. before the program had 

begun. In the C family, although Mrs. C felt that using the Program divided the family. she felt 

that the di vision had been present before the Program: 

"/ was going to say the fact that we don't go away for weekends together or get 
time offwhere we are just a family unit [is a drawback of the Program] but actual/v 
that is so limited anyway because of the restrictions on what you can do with Coli~. 
what's suitable for him .... We're doing the Program separately instead of other 
things separately. " (C3) 

Parents discussed strategies they employed to mlmmlse disruption for the family. These 

included: 

• arranging the Son-Rise schedule to fit in with siblings' activities, e.g. by working in the 

playroom while the other children are at school 

• having extra volunteers come to play with the siblings while parents work in the Son

Rise playroom, both to occupy the other children and to make them feel special 

• explaining the purpose of the SRP to siblings, to help them understand the changes 

around the house and prevent them having unrealistic expectations about what the 

outcome would be for the child with autism 

• setting aside 'quality time' with siblings 

• periodic 'monitoring' of the effects on siblings 

• compromising at a number of Son-Rise hours per week that would benefit the child with 

autism without resulting in unacceptable negative effects for the rest of the family. 

In three of the families the other children in the family had picked up some of the Son-Rise 

techniques and used these informally around the house, such as requesting eye contact and 

praising verbalisations. The parents felt that this helped the interactions between the children and 

aided generalisation. While this informal use of the Program was appreciated by parents, having 

the other children work in the Son-Rise playroom seemed more problematic. Mrs. B had let her 

daughter help out in the playroom, but although she felt that having an extra person in the room 

did make it easier to teach skills such as tum taking, her daughter had difficulty in understanding 

the child-led aspect of the Program, something also found by Mrs. C. Mrs. D and Mrs. r in 

relation to sibling involvement in program delivery: 
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"I've tried to get her to go into the room and play for short periods of time, bur she 
ends up getting quite stressed and she gets angry with him then. And if she doesn't 
do what he wants he lashes out at her. And / think because she's a child, her voice, 
she screams and she's unpredictable, and he can't cope so the next thing he hits her 
or he nips her or he throws something at her and she storms off, so it's not a very 
pretty scene!" (FI) 

Role of the husband 

One issue raised in the interviews which had not come up in the questionnaire was the role of the 

father in the SRP. Several of the mothers commented that their husband worked well in the 

playroom and was very energetic and enthusiastic with the child. However. all five mothers who 

went on to use an SRP mentioned that their husband did not spend a great deal of time working 

in the playroom. All said that because their husband worked full-time it was difficult for him to 

find enough time and energy to work in the room. Mrs. C and Mrs. B also felt it was important 

for their husband to spend time with the other children in the family, so that they did not feel that 

they were missing out on their father's attention. This also allowed the mothers to spend 

uninterrupted time in the playroom. While such an arrangement resulted in a somewhat divided 

family, such subsystems are a common way for families to function effectively (Minuchin, 

1974). In this case it meant that none of the children in the family missed out on parental 

attention. 

In some cases the husbands would have liked to spend more time working in the playroom but 

found it impossible due to work commitments. In family B, however, although Mr. B did not 

disagree with the use of the Program, he was not motivated to participate, according to Mrs B: 

"/ would like my husband to do more, but he just doesn't seem bothered at the 
moment, which he may later on but at the moment he's not very interested. He 
hasn't been in the room with Billy this year that I can think of, although he's had a 
weeks holiday, and before that every time I nagged him, he would do it really well 
for a week, and then just stop and I'd think well this is not worth the confrontation, 
if you 're not going to do it because you want to just don't bother." (B2) 

In all the families the husband was less involved in running the program than the wife. Both 

Mrs. C and Mrs. B found this a difficulty, and felt that they lacked much needed support: 
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"/ think he sees it as something that I'm doing that he H'm help with, and I'd like 
him to see it as something we're both doing as afamily." (Cl) 

Mrs. C and Mrs. B, who had attended some of the Son-Rise training courses alone, felt that it 

was important for both parents to attend the courses together. They thought this would gi ve both 

parents the high degree of motivation required to run the Program and would mean that they 

were able to give each other the practical and emotional support required. Mrs. E, whose 

husband had attended the Start-Up, spoke of how much she valued the emotional support of her 

husband, even if his work commitments meant that he could not devote as much time to the 

program as he would like. 

Perhaps the fact that both of the Kaufmans are jointly involved in the teaching of the SRP 

creates the impression that equal division of labour within the Program is an easily achievable 

goal, leading to disappointment in families when this does not occur. However, in most cases 

mothers are far more likely to be the primary therapy provider than the father (Tissot, 1999). 

Families considering using an intervention should bear this in mind, as perhaps it may mean that 

the mother should have more 'say' in choosing the type of approach to be implemented (Tissot, 

1999). 

Effects on the mother 

The interviews also explored the effect of intervention involvement on the primary therapy 

provider, who in all cases here was the mother. In contrast to effects on the rest of the family, the 

mothers descriptions of the effects of the Program on themselves focused more on positive than 

negati ve outcomes. The most outstanding feature of interviewees responses was how rewarding 

parents found spending time working with their child, even those parents who had noted only 

slight progress or who had had difficulties implementing the techniques. 

The parents of the four most recently diagnosed children commented that implementing the SRP 

had improved their relationship with their child, either because it had made them better able to 

understand how they saw the world, or because it had made them feel more accepting of their 

child's diagnosis. For example, Mrs. B said that although she had always been fairly accepting 

of Billy's autism, she had also had a tendency to compare him to typically developing children 

and feel quite resentful, whereas after the course she felt she could be a lot more positive about 
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his diagnosis. even if his symptoms were never to improve. Mrs. F also commented on the 

change in her relationship with her son: 

"It maybe sounds a wee bit 'I've been on the Options course', but I value him more 
and I appreciate him more, and I'm more understanding. I look at him sometimes 
and I think 'well he's got all these difficulties, but you know he's quite an amusing 
wee individual as well ' ... Before I didn't see him as that, before I saw him almost as 
a chore you know, or something bad that had happened in my life, a tragedy almost, 
and now I don't see him as that. There are difficult times, I'm not going to say 
there's not, but I look at him in a different light." (Fl) 

Harris and Powers (1984) noted that intervention involvement may give parents a feeling of self

empowerment. Two of the mothers specifically mentioned this. Mrs. C said that using the 

Program had given her the possibility of being able to help Colin to progress in the way she had 

helped her other typically developing children when they had been preschool age. She greatly 

valued this: 

"It made a big impact because I have had this very overwhelming feeling of 
helplessness, and wanting to do something more for Colin, and I think the SRP has 
helped me to feel that if I do this, then whatever the outcome, we will have offered 
something. " (Cl) 

Lynch (1998) noted that the Program can be as beneficial for the parents as it is for the child 

because they are encouraged to change their negative ways of thinking. This was mentioned by 

Mrs. B and Mrs. D who both said that learning about the attitudinal side of the SRP had made 

them feel happier. more positive and less likely to view events or situations as problematic. 

However. Mrs. C noted a downside to this: she felt that the heavy emphasis on "happiness is a 

choice" (Kaufman, 1991) meant that sometimes she felt guilty about the fact that she wasn't 

positive and happy 100% of the time. 

Mothers also reported that they had experienced difficulties in implementing their SRP. As with 

the effects on the rest of the family. these were to some extent related to the intensity of the 

Program. All of the mothers who used the Program, especially those who used it fairly 

intensively, commented that it was tiring and demanding. They felt this was particularly the case 

when they had been setting up the Program. Mrs. C commented that she felt "permanently 
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exhausted" and described the combination of going to work, running the Program and looking 

after the family as " a juggling act". Another difficulty related to intensity, but in the opposite 

direction, was mentioned by two mothers, Mrs. A and Mrs. E. They ran the least intensive 

Programs and spoke of the frustration they felt at not being able to increase their number of 

hours. 

Cutler and Kozloff (1987) noted that, when caring for a family which includes a child with 

autism, the needs that are least likely to be met are the personal needs of the parents. This was 

reflected in the interview data. All of the mothers commented that it was difficult to find time for 

themselves, but that this problem had existed prior to their SRP. Several mothers mentioned the 

necessity of having some time to "revive" themselves, even if this was not as frequent as they 

would like. 

Some of the mothers reported that the expectations and views of the community put some degree 

of pressure on them. Bronfenbrenner's (1979) human ecology theory, described in Chapter 2. 

states that the family cannot be viewed as an isolated unit, but must be seen within the context of 

the wider community. Mrs. C and Mrs. E in particular commented on their local community. 

Mrs. E noted that the inverse of belonging to a tightknit community who helped raise funds and 

were very supportive was that she did feel some responsibility to be able to say the Program was 

working. Mrs. C also felt this, but commented that she was unaffected by it on the whole. Both 

mothers noted that sometimes members of the wider community had an unrealistic impression of 

how quickly progress could be achieved through the Program. 

In addition to the benefits and drawbacks related to involvement in the Program, the interview 

with Mrs. D explored her feelings following her decision not to use one: 

"I'm happy about it. I did go through a period of thinking I'd failed him, you know, 
we really should be trying harder to do it, but now I'm happy with that decision 
because everybody, you know none of us, are thinking well we should have done it 
and Daniel's not worse offfor it. He's progressing even though we're not doing it, 

so it's not like we're holding him back . .. (D2) 

She also commented that she had gained, both personally and in her interactions with Daniel, as 

a result of having learnt about the SRP. 
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6.5.7 Financial effects of running a Son-Rise Program 

Of the six mothers interviewed two. Mrs. F and Mrs. B, whose financial situations were such 

that they did not need to work. felt that their family life had not been affected financially as a 

result of their decision to run an SRP. 

Discussion of financial issues with the other three families who went on to run an SRP revealed 

that the difficulty had not been raising money for the big one-off expenses such as the Intensive 

and the Start-Up course, as in all cases fundraising by family and the community had covered 

this cost. The difficulty was rather a case of time versus money. While all the mothers wished to 

increase their number of Son-Rise hours per week, they did not have the time to do so as they 

could not give up work without financially compromising the family lifestyle. something which 

none of the mothers were prepared to do: 

"[/ couldn't give up work}, not without putting some financial strain on the family. 
/ don't want them, her brothers and sisters, / don't want them growing up thinking, 
'we missed out because of you. II' (E2) 

Mrs. C noted that there were expenses associated with the Program besides paying for the 

training courses which families might not anticipate: 

"lust little things, like paying volunteers' travel expenses, child care for the fact 
that Colin is home from school two half days extra, bits and pieces for the 
playroom, it just seems to mount up. " (C3) 

Although the mothers were delighted with the fundraising efforts of friends and the community, 

particularly when people offered to fundraise before the parents had even asked for help, three of 

the mothers mentioned that they would find it embarrassing to participate in fundraising 

themselves: 

"/ think because I've always worked for everything that / have. Why should people 
give me money, when I'm sitting in here, you know? / feel that it's not right that / 
should be asking other people for money when / probably have more money than a 

lot of people. " (AI) 
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6.5.8 Helping parents to implement the SRP 

In the final interview parents were asked what, if anything, would make the SRP easier for them 

to implement. Mrs. E, Mrs. A and Mrs. C all said that having trained Son-Rise staff in the UK 

who could visit families every few months would help, something also mentioned by a number 

of parents in the questionnaires: 

"/ think you need an outside help. When you are entirely on your own you begin to 

flounder and lose your way, well that's what I found. I would like someone coming 
in and saying 'no this is a better way to go' or 'yes that's the way to go'." (C3) 

Both Mrs. E and Mrs. B felt that reducing the cost of the training courses and the support 

services would make families more inclined to make use of them, which would be beneficial to 

their programs. Lack of volunteers was another aspect raised. Mrs. C suggested that a pool of 

trained volunteers would ease the pressure on parents, as it would mean that they would not have 

to spend so much time recruiting and training. 

6.6 Discussion 

This interview study sought to explore in greater depth the experience of six families who had 

attended the Start-Up course with the intention of subsequently implementing the SRP with their 

child with autism. The findings helped both to corroborate and to further explain some of the 

associations found between intervention use and family factors, which had been found in the 

questionnaire study. Although the extent to which the findings of a qualitative study such as this 

can be generalised is clearly limited, rigorous sampling methods were employed and this 

strengthens, to some extent, the claims that can be made (Platt, 1988). 

A number of issues were raised in the interviews which may be helpful for families considering 

the approach. In relation to school attendance, the interview data validated the questionnaire 

findings in that, although a number of additional factors were also considered by parents during 

their decision-making process, the perceived benefits of school were the main reason for 

continuation. Conflicts of teaching methods and interactional styles between the two 

environments did not seem to be a difficulty. This adds to previous research showing that 

simultaneous implementation of two treatment models will not necessarily be confusing for 

chi Idren (Ozonoff & Cathcart, 1998). The data reported here suggests that a lack of contlict 
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between school and Son-Rise may be more likely with younger children although, given the 

limited number of children from different age groups involved, further research is required to 

confirm whether this is always the case. Parents also mentioned several ways in which school 

and Son-Rise could work well together, both when they are used concurrently and when there is 

a temporary break from school to run a full-time Program. The importance of the need for the 

school to keep the child's place open for return to school was emphasised, however. 

Some uncertainty in how best to use the SRP techniques was another prominent feature of the 

findings. When the parents described their experience of implementing the techniques they 

seemed somewhat less confident than the questionnaire data would suggest, although they were 

by no means totally lacking in confidence. Despite this, the enjoyment parents gained through 

working with their child was apparent. In terms of intervention fidelity, several mothers noted 

some increase in their directiveness over time, although felt that despite this they were 

continuing to use a child-led approach and were not deviating from the Son-Rise protocol. 

However, most of the parents made some modifications to the Program, in all cases to create an 

approach better suited to their child, rather than as a result of lack of knowledge of the correct 

method of implementation. 

The interviews specifically explored the parents' experience of running the Program. As has 

already been reported in the analysis of the questionnaire data, the mothers who were 

interviewed felt that recruiting volunteers had been difficult, but worthwhile~ they also 

commented on how beneficial and enjoyable it was for their child to interact with a number of 

different people. Contrary to previous suggestions (PEACH, 1998), however, using volunteers 

was, initially at least, not as time saving as parents had hoped. 

When asked about the Start-Up course it was clear that none of the parents were "jumping 

headlong into therapy" (Howlin, 1998b). Rather, they began the course with a fair degree of 

scepticism, and did not uncritically accept everything they were taught. They neveHheless drew 

many 'good common sense' ideas from the course materials and training. 

As in the questionnaire data, comments on the drawbacks for family life were more prominent 

than comments on the benefits. However, parents were very aware of the situation and attempted 
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to mini mise these disruptions as far as possible. There were no families in which mothers felt 

that the drawbacks outweighed the benefits of using the Program. although this view may ha\ e 

changed had the Program been in its second or third year, and a longer study would be necessary 

to establish this. There were obviously positive emotions connected with intervention 

involvement, particularly for the mothers, despite the fact that they found the Program tiring and 

demanding. It did come across though that therapy provision was primarily a role for the mother. 

In some cases this was due to their husband's work commitments, in some cases due to 

awareness of the need for their husband to spend time with the other children, and in some cases 

because the husband did not wish to become involved in the Program. The mother was the 

primary therapy provider in all of the families interviewed, even in those cases where she had 

hoped it would be more of a joint task. Families considering the Program should bear this in 

mind. 

This study, as with Study 2, emphasised the tremendous variation which exists In the way 

parents choose to implement the SRP - in terms of intensity, concurrent school attendance, and 

implementation of techniques. Study 4, to be reported in the following chapter, explores the 

issue of variation in technique use in greater depth, and considers the implications of this for any 

future evaluation of the Program. 
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CHAPTER 7 

STUDY 4. PARENTS' IMPLEMENTATION OF THE SON-RISE 
PROGRAM: A VIDEO ANALYSIS 

7.1 Introduction 

7.1.1 Intervention fidelity and therapist drift 

This chapter describes the fourth study in this thesis, a video analysis of interactions over 

a 1 - year period of 6 mother-child pairs involved in the Son-Rise Program. This aimed 

to establish the extent to which the mothers implemented the SRP as it was designed, 

whether their use of the techniques changed over the course of a year, and if so how this 

related to changes in the child's behaviour. 

The theme of evaluation, explored throughout this thesis, will be developed further In 

Study 4 in connection with the concept of 'intervention fidelity'. This was introduced In 

the previous chapter and defined as the extent to which an intervention is implemented as 

designed (LeLaurin & Wolery, 1992). In evaluating any intervention it is crucial to 

demonstrate a high degree of fidelity as this forms essential reliability data, increasing 

confidence in the research findings (Bristol et ai, 1996~ Jordan & Powell, 1996~ LeLaurin 

& Wolery, 1992). If an intervention is found to be effective but fidelity is not assessed 

the possibility remains that any change in the child's behaviour was due to the 

implementation of extraneous techniques which were inadvertently added (Moncher & 

Prinz, 199 C Salend, 1983). Similarly, if behaviour change does not occur and 

intervention fidelity is not monitored it is impossible to establish whether the intervention 

was truly ineffective or whether it was simply not implemented accurately (Salend, 1983). 

In addition, although great store is often placed on the number of hours of intervention 

received by the child in an evaluation study this is meaningless without information on 

whether the procedures were implemented correctly (Birnbrauer & Leach, 1993~ Green, 

1996). It may be that in studies which recommend a high intensity of intervention 

delivery, a lower intensity with a higher degree of fidelity would lead to the same 

outcome for the child. 

In prevIOus research into interventions for children with autism information on 

intervention fidelity is often absent (Hemsley et ai, 1978; Kolko, 198.+; Moreland et al. 

1982; Rogers, 1998). This is true of intervention research in disabilities in general 

(Gresham et ai, 2000): reviews have found that data on fidelity to intervention protocol is 

reported in only around a fifth of all studies (Armstrong et aI, 1997; Gresham. Gansle, & 

Not.' II, 1993). 
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If intervention fidelity in an intervention is low, this may be for one of t\\'o reasons. 

Firstly it may be because the therapist is uncertain of the correct techniques, perhaps due 

to a lack of training. Secondly it may be because, although aware of the correct 

techniques, the therapist has chosen not to implement them as designed. This may be 

because they wish to adapt the intervention to better suit themselves, their child, or the 

environment in which they are working. While a high degree of intervention fidelity is 

desirable in evaluation research, it would be wrong to suggest that it is always best for the 

child. For some families, changing and adapting their implementation of an intervention, 

thereby decreasing intervention fidelity, may well create an approach which is better 

suited to the individual needs of their child. This was found in relation to the SRP in 

Study 3, where several of the parents interviewed noted changes that they had made 

which they felt had helped tailor the SRP to better suit their child's abilities. 

A possible reason for the lack of studies investigating intervention fidelity is that, for 

many interventions, it is difficult to establish what constitutes an acceptable level of 

fidelity. This difficulty arises because within some interventions, including Son-Rise, 

there is no firm basis for predicting the frequency with which a technique should be used 

(Jordan & Powell, 1996). For example, although one would expect the mother to imitate 

the child within a session of Son-Rise, there is no established frequency of imitation that 

must occur in order for a sufficient level of intervention fidelity to be reached. This is the 

case with many of the less prescriptive interventions, which do not have highly detailed 

protocols. 

However, although it is difficult to lay down precise guidelines for such interventions, it is 

possible to apply more general expectations of what should occur. For example, within 

Son-Rise, because it is a child-led intervention it would be expected that the child would 

select the majority of the activities, rather than the parent. In keeping with a child-led 

intervention, it would also be expected that the adult would imitate most of the child's 

stereotypical behaviour and echolalia. Finally it would be expected that the adult would 

not use any techniques that were at odds with the Son-Rise philosophy of acceptance and 

respect for the child's choices. Such 'non-Son-Rise techniques' include selection of 

activities by the adult whilst the child was already occupied in their own task, physical 

manipulation, criticism, persisting with something that the child has objected to, and 

denying the child's requests (with the exception of requests to leave the playroom). 

While relatively few studies have investigated intervention fidelity, those that have focused 

on TEACCH and Lovaas-style behavioural therapies and, on the whole, demonstrated a 

high level of fidelity to the intervention protocol (Anderson et al. 1987; Harris & Milch, 

1981; Hemsley et ai, 1978; Marcus et al. 1978). One exception to this was a study by 
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Jordan and Powell (1996) who examined the Lovaas approach and were also the first to 

explore intervention fidelity in the SRP. Six therapists' implementation of the Lovaas 

approach and seven therapists' implementation of the SRP was analysed on video. Their 

findings suggested that fidelity in the Lovaas approach may not be as high as had 

previously been suggested. This was because parents using the Lovaas approach were 

more child-led than would be predicted in such an adult-led, didactic intervention. This 

was illustrated by the fact tbQt the child selected tasks and initiated interactions more 

often than would be expected. In the case of the SRP the adult was more didactic than 

would be predicted in such a child-led intervention, selecting tasks, issuing instructions 

and initiating interactions more often than might be expected. 

Jordan and Powell proposed that parents using the SRP and the Lovaas approach drift 

over time away from the correct implementation of the techniques. In the case of the 

Lovaas approach they drift from a didactic, adult-led role to a more child-led approach. 

In the case of the SRP the opposite occurs with drift from a child-led approach towards a 

more didactic mode of interacting. They suggested that in the SRP this drift occurs 

because the adult's perception of their role as therapist is ambiguous. The teaching of 

Son-Rise emphasises a child-led role for the parent, but because the parent had also 

adopted a teaching task, the need to perform this role, and elicit an optimal performance 

from the child, begins to re-assert itself. In the Lovaas approach they suggested that dri ft 

occurred because a teaching role is emphasised to the parent but the natural playful 

parenting role cannot remain suppressed and eventually re-emerges. 

Jordan and Powell proposed the term 'therapist drift' to describe this variation In the 

therapist's delivery of an intervention over time. Specifically, this was defined as: 

"a drift away from practices, derived from a particular theoretical approach 
or rationale, towards a 'mean' of behaviour in which the norms of adult
child dyadic interaction are reasserted and the differences between 
approaches are minimised. " (Jordan & Powell, 1996: 21) 

The Jordan and Powell study into therapist drift was a preliminary investigation and as 

such did not utilise a longitudinal design. However, the suggestion of therapist drift made 

by the authors does emphasises the point that an important part of intervention fidelity is 

the extent to which the intervention is consistently implemented across time (Detrich, 

1999). In the majority of studies into intervention fidelity noted above, parents' abilities 

to use the intervention techniques were measured only once and the possibility that 

intervention fidelity varied over time cannot be ruled out. 

If therapist drift does occur in the SRP the expectation would be that there would be a 

decrease in the parents' use of child-led techniques over time. These techniques wefl~ 
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described in the outline of the SRP in Chapter 4, in the 'bonding through acceptance' 

section. They include imitation of the child and allowing the child to select the activities. 

Therapist drift might also be indicated by an increase in directive, adult-led techniques 

over time. Such techniques can be divided into two categories; those which form part of 

the SRP and would therefore be expected to be used to some extent and those which go 

against the philosophy of the SRP and therefore would be expected never to occur. The 

adult-led techniques which form part of the SRP make up the 'inspiring growth' section 

of the intervention, and include requesting and activity selection by the adult. However, 

although these techniques 'are present to some degree in the SRP, it IS a child-led 

intervention and as such these more directive techniques would not dominate the 

interaction. For example, while some adult task selection may occur it would not be 

expected that the adult would select more activities than the child, although there is no 

firm basis for predicting an exact proportion that would be selected by each. The second 

group of adult-led techniques which are expected never to occur ('non Son-Rise' 

techniques) are listed on page 182 and include physical manipulation and denying the 

child's requests. If use of any of these two types of adult-led techniques increases over 

time this could be classified as therapist drift. 

In terms of requests made by the mother, any changes in the type of request used over 

time might also be indicative of therapist drift (Jordan & Powell, 1996). Type of request 

can be viewed as a continuum from the most directive to the least directive. Instructions 

are the most directive because the statement does not offer the child the opportunity to 

express whether they wish to comply or not. Questions, suggestions and choices are less 

directive as they give the child more scope in determining a response to the request. 

Jordan and Powell's conception of instructions as directive requests and choices as child

led requests can be further expanded by adding a third type of request; the indirect 

request. This is when the mother makes it clear that she wishes the child to do something 

specific but does not use words, or uses words which do not form an explicit request. 

Rather than the words, it is the mother's gesture, expectant look, pause, or withholding of 

some action that indicates that she is requesting something. An example of this is when 

the mother sings a song and then pauses and looked expectantly at the child to indicate 

that she wishes the child to sing the next word. As the child is not explicitly being asked 

to do anything this type of request is arguably the least directive. While these three types 

of requests lie on a continuum broadly speaking, it is acknowledged that factors such as 

the mother's tone of voice and the number of times the request is repeated may also 

affect how directive the request is. All three types of request could be expected to occur 

in the SRP. Even instructions, the most directive, would be used although this would be 

on the basis that, as with any request, if the child indicates that they do not wish to 

comply with the request then the adult is respectful of this. 
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It should be made clear that while therapist drift would be indicated by an increase in the 

adult-led techniques described above and a decrease in child-led techniques, the two 

groups of techniques are not inevitably linked; child-led techniques may decrease 

without a corresponding increase in adult-led techniques and vice versa. 

The potential for therapist drift in the SRP, to date, remains an unresolved Issue, with a 

current lack of any substantive evidence that parents do become increasingly directive 

over time. However, the fact that in Study 3 several of the mothers interviewed feIt that 

they had become increasingly directive and taken on more of a 'teacher' role over time 

suggests that therapist drift is indeed a possibility. Related research also supports claims 

of likely therapist drift. Both Trevarthen et al (1998) and McCollum and Hemmeter 

(1997) review research which suggests that mothers of children with disabilities, 

including autism, tend to be more directive than mothers of typically developing 

children, perhaps due to the fact that their children are less likely to initiate attention

sharing during social interactions. If parents do become increasingly directive during 

their implementation of the SRP this may be because over time the natural tendency to 

be directive re-emerges as a way of compensating for their child's lack of attention

sharing and responsiveness. 

An alternative possibility is that although mothers of children with disabilities are more 

directive that mothers of typically developing children, as they gain experience of a 

child-led intervention, such as Son-Rise, they become more adept at letting their child 

take the lead, thus directiveness decreases rather than increases over time. This has been 

suggested by authors in relation to other child-led interventions. Hewett and Nind 

(1998), for example, suggested that parents and particularly teachers using Intensive 

Interaction may be more adult-led at the beginning of the intervention, which may be, in 

some cases, because their previous methods of working with the child were very directive 

(Taylor and Taylor, 1998). Hewett and Nind suggest that directiveness may decrease over 

time as the parent becomes more practiced in their use of the intervention. This has also 

been noted in anecdotal reports by other practitioners of the approach (Samuel & 

Maggs, 1998; Stothard, 1998). As the SRP is similar to Intensive Interaction it might be 

expected that the same pattern would occur, with parents becoming more experienced 

over time at allowing their child to take the lead. However, although the SRP and 

Intensive Interaction are similar they are not identical and any comparisons between the 

two must be made cautiously. 

There are then three possibilities: the first that therapist drift does occur and that 

intervention fidelity decreases over time; the second that parents become more 
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experienced in use of intervention techniques over time and fidelity increases; the third 

that different patterns characterise changes in technique implementation over time in 

different mother-child pairings. 

Therapist drift in the SRP may not be restricted to changes in child-led and adult-led 

techniques; there may be additional techniques which parents find difficult to maintain 

over time. For example, within the SRP parents are taught to use a great deal of praise, 

both when the child attempts to comply with a request and, in keeping with its child-led 

philosophy, in response to the child's own activities (to indicate the adult's acceptance of 

the child as they are). Parents are also taught to praise the child for refusing to comply 

with a request. Praise is given in these circumstances to reinforce the child's attempt to 

express their desires in an appropriate manner. While praise occurs within any typical 

adult-child interaction it may be that, because adults are taught to use it in the SRP much 

more frequently than they normally would, it is susceptible to therapist drift. Thus, 

although parents may begin the intervention with a very high level of praise this may 

decrease over time, until it returns to the level that they used before beginning the 

intervention. This may be particularly the case for praise given for the child's own 

activities and when the child refuses to comply with a request; parents may not be as 

accustomed to giving praise in these circumstances. 

The '3Es' - energy, excitement and enthusiasm - may similarly be prone to therapist 

drift. Within the SRP parents are taught to increase their '3Es' to a level far greater than 

in their previous interactions with their child. In Chapters 5 and 6 a number of parents 

participating in the Son-Rise questionnaire and interview studies reported that this was the 

technique which they found the most difficult to implement. This suggests that it might 

also be one of the techniques most prone to therapist drift, although it is probably also 

the most problematic to measure, as it is so difficult to quantify. 

While praise and the '3Es' are techniques which may be prone to therapist drift 10 the 

SRP, it is equally possible that as parents become more skilled at implementing praise 

and the '3Es' over time, as they gain experience of the SRP, intervention fidelitv could 

increase rather than decrease over time. 

In summary, there are two fundamental areas to be explored in greater detail. Firstly, 

there is a need to establish what parents' initial level of intervention fidelity is when they 

implement the SRP, although the difficulties in quantifying fidelity in this particular 

intervention are acknowledged. Secondly, there is a need to explore any therapist drift. 

Do parents move away from the correct implementation of the SRP over time, as 

indicated by a decrease in child-led techniques, praise and the '3Es' and an increase in 
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adult-led techniques? Or does the reverse pattern occur as parents gain more experience 

in their implementation of the Program? Alternatively, perhaps a totally different pattern 

characterises changes in technique implementation over time within individual mother

child dyads. 

Note that the concept of 'therapist drift' explored within this study is essentially one of 

decreased intervention fidelity over time, with movement away from the correct 

implementation of the Son-Rise techniques - high levels of child-led techniques, praise 

and the 3Es, and the low levels of adult-led techniques - towards levels found in more 

typical mother-child interactions. 

This is, though, slightly different from the definition of therapist drift originally put 

forward by Jordan and Powell (1996). They too, viewed therapist drift as being a 

movement away from the intervention rationale towards the norms of adult-child 

interaction. However, Jordan and Powell include in their discourse analysis a somewhat 

different set of techniques representative of the SRP ethos, for example also including 

explication of subjective experiences, the absence of target behaviours and child 

initiations. 

In addition, a further difference is that although within the current study all maternal 

praise is considered a SRP technique, within Jordan and Powell's study this was true 

only of praise which represented 'exaggerated and explicit feedback' (e.g. "Oh, you 

gave me such a lovely look! It makes me very happy when you look at me like that!"). 

This was because such praise conveys the Son-Rise notions of energy, excitement and 

enthusiasm, and the need to provide the child with explicit explanations of events. 

Praise such as "Good looking!! Good boy!" was not included as a SRP technique, 

and was instead considered representative of therapist drift, because it contained none 

of the elements described above, and instead was judged by the authors as being more 

akin to the type of task-extrinsic, positive reinforcement found in adult-led interventions 

such as Lovaas. 

Jordan and Powell's original definition of therapist drift also included the notion that 

any changes in the adult's style of interaction over time could be influenced by how the 

adult initially conceives of their role as 'therapist' at the outset of the intervention: if 

they identify their role as a predominantly nurturing one they may move increasingly 

towards a child-led approach over time, whereas if they identify their role primarily as a 

teaching one they may move towards a more didactic approach. In this respect Jordan 

and Powell's definition of therapist drift is some\vhat more complex than one 
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emphasising simply a straightforward decrease in intervention fidelity over time. It was 

beyond the scope of this thesis to consider these additional complexities but it would be 

important to keep these effects of the child-parent relationship in mind in developing this 

research further. 

7.1.2 Impact of parent training on therapist drift 

An additional area to be explored in relation to intervention fidelity and therapist drift is 

the impact of parent training (Detrich, 1999; Sterling-Turner et ai, 2001). As noted in 

Chapter 4, there are a number of different types of training provided for parents, both 

prior to implementation of their SRP, and as an ongoing service. 

Both type and timing of initial training may have an effect on intervention fidelity. The 

two types offered by the Option Institute are the Intensive one-week visit to the Institute 

for training on a 1: 1 basis, and the Son-Rise Start-Up course which offers group training. 

Group training may offer mutual support from other parents and is more economical of 

the trainers' time, but it is likely 1: 1 training will be more effective in the respect that it 

can be tailored more specifically to the needs of the individual family (Clements, 1985; 

Groden & Domingue, 1988). The length of time between training and commencement 

of the intervention may also affect intervention fidelity; families who begin their 

Program a long time after initial training may have difficulty in remembering exactly the 

correct use of the techniques. 

If therapist drift is a phenomenon which does occur during the implementation of Son

Rise, ongoing parental training may help prevent it. This point was raised by one of the 

mothers in Study 3 who commented "when you are entirely on your own you begin to 

flounder and lose your way." The Option Institute offers several types of ongoing 

training including 1: 1 intensive training at the Option Institute, 1: 1 training in the home, 

group training at a 'Maximum Impact' advanced course, support phone calls and advice 

based on Son-Rise staff analysis of videotaped Son-Rise sessions. There is a general 

consensus that 1: 1 training which involves demonstrations of correct techniques and 

observation of parents applying these has more impact than group or 'at a distance' 

teaching (Clements, 1985; Moreland et ai, 1982; O'Dell, 1974; Schopler & Reichler. 

1971a; Sterling-Turner et ai, 2(01). It thus seems likely that if therapist drift does occur. 

1: 1 training either at the Option Institute or in the home would be the most effective in 

preventing it, as both of these offer demonstrations of how to use the Program with the 

child and feedback based on observations of parents using the techniques. This is not to 

imply that the other types of training are not valuable, simply that 1: 1 training might be 

the most useful in preventing therapist drift. 
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7.1.3 Relationship between child's behaviour and therapist drift 

The focus so far has been on the parent and their application of the Son-Rise technique. 

However, the parent does not apply these techniques in isolation and it is important to 

consider how the child's behaviour affects the parents' use of the SRP. 

If the parents' use of techniques becomes more adult-led over time this may not be due 

to therapist drift, but due to the fact that their child has become more interactive, as was 

the case when the Kaufmans originally used the approach with their own son (Kaufman, 

1994). Such responsiveness to the child's behaviour is described in figure 4.1, 'times to 

'bond through acceptance' and times to 'inspire growth" (Chapter 4 - p8I). If the 

child is particularly withdrawn during a Son-Rise session the mother may 'bond through 

acceptance' by imitating the child more and making fewer requests than she normally 

would. Such a withdrawn state in the child may be characterised by stereotypical 

behaviour, echolalia, and a low frequency of eye contact, physical contact, appropriate 

vocalisations and laughter. In contrast, when the child is particularly interactive the 

mother may request more and imitate less. On these occasions the child may have a high 

frequency of eye contact, physical contact, appropriate vocalisations and laughter, and 

show a lower frequency of stereotypical behaviour and echolalia. If the child gradually 

becomes more interactive over time the adult would move to 'inspiring growth' more 

and 'bonding through acceptance' less. 

Such a relationship between the child's behaviour and the mother's use of techniques 

was commented on by two of the mothers in Study 3 who felt that although their level of 

requesting had increased over time, one of the reasons for this was that their children had 

become responsive and more able to indicate preferences. Exploring the child's 

behaviour over time in parallel to examining any changes in the mother's technique use 

over time is essential to understanding the nature and significance of any 'therapist 

drift' . 

The exploration of fluctuations in the child's behaviour over time In relation to the 

mother's techniques will allow suppositions to be made about possible relationships 

between the two. Conclusive evidence of a relationship cannot, however, be shown by any 

naturalistic observation study such as the one to be reported here. While an increase in a 

specific behaviour from the child may correspond to an increase in the use of a 

technique by the mother, the two are not necessarily related - it may simply be 

coincidence that both have increased. It seems likely though that the longer the period 

over which a pattern of fluctuations in the child's behaviour corresponds with 

fluctuations in the mother's techniques, the more chance there is that there two are in 

some way linked. 
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Even where the child's behaviour does seem to be strongly linked to the mother's 

techniques this can give no indication of causal direction. For example, if an increase in 

the child's use of spontaneous words appeared to correspond with an increase in the 

mother's use of requesting this would not necessarily mean that the change in the child's 

behaviour has caused the change in the mother's technique use. The reverse may be true; 

a high level of requesting by the mother may take the pair's activity in a new direction, 

prompting the child to talk more. Alternatively, there could well be other factors causing 

both the child's behaviour and the mother's use of a technique to change over time. 

When exploring the relationship between the child's behaviour and the mother's 

techniques, it is important to bear these issues in mind in interpretation of any patterns 

suggesting connections between the two. 

7.2 Research questions 

This longitudinal study explored intervention fidelity and therapist drift in the SRP by 

filming six mother-child pairs during SRP sessions every two months over the course of a 

year. The questions it sought to answer were: 

(1) Do the mothers have an initially high or low level of intervention fidelity? 

(2) Is this related to time since initial training? 

(3) Do mothers show a pattern of technique implementation suggestive of therapist 

drift over one year of the SRP, as shown by an increase in frequency of requests, 

use of directive types of request, and adult task selection, and a decrease in 

imitation of the child, child task selection, praise, and the 3Es? 

(4) Does ongoing 1: 1 training have any impact on the occurrence of therapist drift? 

(5) Do changes in the child's behaviour over the course of the year appear to be 

related to the mother's implementation of Son-Rise techniques? 

7.3 Methodology 

7.3.1 Participants 

Six mother-child pairs were involved in this study. This sample constituted all of the 

families in the Lothian region who attended the SRP Start-Up course in January 1998, 

and who had decided to run an SRP at home with their child. Four boys and two girls 

participated in the study and table 7.1 shows the child characteristics1
• It should be noted 

that two of these children, Kevin and Laura, were brother and sister. Therefore 

throughout the study reference will be made to six children but only five mothers. To 

avoid confusion 'pair K' will be used to refer to Mrs. K working with Kevin and 'pair L' 

1 Pseudonyms were used for all children in this study 
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to refer to Mrs. K working with Laura. There was a wide variation in the age of the 

children, with age at the first Son-Rise filming session ranging from 2 years 10 months to 

10 years 2 months. 

Table 7.1: Profile of study participants 

Pair G H I J K L 

child's George Harry Ian Jill Kevin Laura 
name 

child's M M M F M F 
sex 

child's 5yrs 4yrs 4yrs 2yrs 9yrs 7yrs 
age* 5mths 3mths 8mths lOmth lOmth 2mths 

ch i1d 's autism autism autistic autistic autistic autistic 
diagnosis tendencies tendencies tendencies tendencies 
* * 

additional develop- none pervasiv(! develop- mild to none 
diagnosis mental. communication mental severe 

* * delay disorder delay learning 
difficulties 

age at 3yr 2yrs 3yr lyr 4yr - 4 yrs 
diagnosis Ilmth 6mth 6mth 7mth 9mth 

* at first filming session 
** by paedatrician. clinical neuropsychologist or educational psychologist 

Below are short descriptions of each child involved in the study. These detail their school 

attendance along with typical verbal and play behaviour. 

George 

George attended a .,l1ixed-needs special school on a full-time basis, with the SRP used in 

the evenings and at weekends. At the beginning of the study George had a vocabulary of 

around 200 words, which he used to express his wants and needs, but rarely to comment 

on his activities or surroundings. He also displayed both immediate and delayed 

echolalia and used long sequences of word approximations which seemed to be indistinct 

echolalia. He showed some stereotypical behaviour such as repeatedly twirling a toy in 

his hand, as well as longer repetitive routines and a strong attachment to some toys which 

he objected to other people touching. 
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/larry 

Harry attended a mixed mainstream/special needs children' s centre one morning a week. 

with attendance discontinued halfway through the study. Aside from that the SRP was 

used on a full-time basis, for around 25-30 hours per week. Throughout the study 

Harry's communication consisted mainly of babbling-like utterances, with occasional use 

of the first letter or syllable of a number of words, as well as few full words. He displayed 

very occasional hand flapping stereotypical behaviour. 

Jan 

Ian's parents discontinued his attendan~ at nursery before beginning an SRP and used a 

full-time SRP, for around four hours per day. Unlike the other families in the study, they 

ran their Program without the assistance of volunteers. Ian had a vocabulary of several 

hundred words, although both his comprehension and his expression of language were 

low for his age (table 7.2 - see below). 

Jill 

Jill, the youngest child in the study. attended a nursery three mornings a week. with the 

SRP being used the remainder of the time, for an average 20 hours per week. Like Harry. 

Jill's communication consisted of babbling-like utterances with occasional use of the first 

letter or syllable of a number of words, as well as a few full words 

Kevin 

Kevin was the oldest child in the study. He attended a mixed needs special school with 

the program being used after school and at weekends. Echolalia, both immediate and 

delayed, made up a large part of his vocalisations, but he often maintained good eye 

contact while speaking. He also often displayed hand flapping and finger flicking 

stereotypical behaviour. 

Laura 

Laura attended a language unit attached to a mainstream school, with the SRP being used 

in the evening and at weekends. Formal language assessment proved to be impossible 

(see below) but speech therapy reports indicated that she had a wide vocabulary. with 

expression and comprehension much greater when language was part of a familiar 

routine. In contrast to the other children in the study who initiated a range of games and 

activities, Laura spent the vast majority of time in the playroom very focused on drawing 

pictures. 
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All six children were given a test of cognitive ability (the performance subtests of the 

Revised Wechsler Preschool and Primary Scale of Intelligence (WPPSI-R) or the Bayley 

Scales of Infant Development (2nd edition) and social maturity (the Vineland Adaptive 

Behavior Scales) at the beginning of the study to provide a broadly-based description of 

each child's current abilities. These are reported in table 7.2, along with the results of 

language assessments, where these were available. Language measures were normally 

based on the Reynell, with data collected by speech and language therapists w~ere 

already working with the child on a regular basis. The WPPSI-R was chosen for 

assessment as it has been suggested that many other IQ tests, such as the Stanford-Binet, 

which are heavily verbally loaded, may be unsuitable for a high proportion of children 

with learning difficulties (Sattler, 1982). The Bayley Scales were chosen over other infant 

development scales such as the Merrill-Palmer for use with the younger children because 

of its high reliability and suitability for young children with develop!llental delay 

(Anastasi & Urbina, 1997; Sattler, 1982). 

In all four cases where the WPPSI-R was used and in three cases where the Reynell 

Developmental Language Scale was used the children would not engage with the testing 

materials for a sufficient length of time to complete the number of items necessary to 

produce a formal test result. In these cases results are given for the portion of the test 

which were completed. As the tests were intended only to provide a fuller description of 

each child, and were not to be used for purposes of matching, access to complete test data 

was not central to the design of the study. The fact that a formal testing session was not 

possible in itself adds to the description of the child, however. 
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Table 7.2: Results of developmental assessments of participants 
-- --

Child George Harry Ian Jill Kevin Laura 

Cognitive test WPPSI-R Bayley WPPSI-R Bayley WPPSI-R WPPSI-R 
Age at 5;5 yrs 4;3 yrs 4;7 yrs 2;6yrs 9; I yrs 7;4 yrs 
administration 
WPPSI-R/ Bayley 3;6 yrs * 2;0 yrs below test lower limit 0;10 yrs 3;6 yrs* 5;9yrs* 
age equivalent of 3;0 yrs* 

Age at V ADS·· 5;5 yrs 4;3 yrs 4;10 yrs 2;3 yrs 9; 1 yrs 6;9 yrs 
administration 
Communication 1;4 yrs 1;5 yrs 1;8 yrs 1;3 yrs 1;7 yrs 2;10 yrs 
age equivalent 
Daily living I; 11 yrs 2;9 yrs 2; 1 yrs 1; 1 yrs 3;1 yrs 4; 1 yrs 
skills age 
equivalent I 

Socialisation 1;7 yrs 1;10 yrs 2;8 yrs O;IIyrs 2;3 yrs 3;3 yrs 
age equivalent 

------

---

Language test Reynell *** Reynell Reynell Bayley Reynell Reynell 
Age at 5;9 yrs 4;3 yrs 4;7 yrs 2;6 yrs 9;6 yrs 6;10 yrs 
administration ----
Result child did not child did not complete comprehension age language age comprehension age child did not com I 

complete sufficient sufficient number of = 2;1 yrs = 1;0 yrs = 1;3 yrs sufficient number 
number of test items test items to allow age expressive age expressive age test items to allow 

I to allow age equivalent assessment = 1;10 yrs = I; 10 yrs equivalent assessn 

l_~~ 
equivalent 
assessment 

* 

*. 
••• 

full test score cannot be given, as child did not complete sufficient number of test items. Reported MA based on object assembly subtest only (except Laura 
where MA based on average of object assembly and picture completion subtest scores.) 
Vineland Adaptive Behavior Scales 
Reynell Developmental Language Scales - in aU cases carried out by the child's speech and language therapist. 
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7.3.2 Training in SRP techniques received by mothers 

All mothers attended initial group training at the one week SRP Start-Cp Course in 

London. with the exception of Mrs. H v,hose husband attended and then taught her the 

techniques. Table 7.3 indicates the time after training that the mothers began 

implementation of their SRP. 

Table 7.3: Time between initial 'Start-Up' training and Son-Rise Program implementation 

Mother 

G 
H 
I 
J 

KIL 

Time between training and Program implementation 

1 month 
< 1 month 
3 months 
6 months 
13 months 

Table 7.4 gives details of ongoing 1: 1 training that the mothers received during the 

course of the study, either during one week 'Intensive' training at the Option Institute in 

Massachusetts, or during a home-training visit by a Son-Rise trainer. 

Table 7.4: Ongoing 1: 1 training received by mothers 

Mother 

G 

H 

I 

J 

KIL 

1: 1 Training received during study 

None 

Visit from Son-Rise trainer between sessions 6 & 7 

None 

Option Institute visit between filming sessions 5 & 6 

Option Institute visit between filming sessions 2 & 3 (with Kevin) 
Option Institute visit between filming sessions 4 & 5 (with Laura) 
Visit from Son-Rise trainer between sessions 6 & 7 (for both children) 

In addition to the 1: 1 training, all mothers except mother I used support phonecalls to 

the Option Institute throughout the study and all mothers attended group training at the 

Maximum Impact advanced course. 

Four of the five mothers used the SRP with their child for the I-year duration of this 

study, with most continuing their implementation of it after the study had ended. The 

exception to this was Mrs. I who changed from the SRP to the Lovaas approach during 

the study. because she felt that Ian was not being challenged enough within the SRP. The 

final two filming sessions (6 and 7) were therefore of Mrs. I using the LO\'aas approach. 

Although this meant that the issue of therapist drift could only be examined over S 

months rather than 1 year. it was felt that this would be a sufficient length of time to 

ohserve any emerging patterns. The final LO\"aas sessions were also included in the 
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analysis to allow consideration of how Mrs. 1's implementation of the SRP differed from 

her use of the Lovaas approach. Although Mrs. I received no ongoing Son-Rise training. 

she did receive 1: 1 training in the Lovaas approach before session 6. 

7.3.3 Procedure 

At the beginning of the study the mother signed an informed consent form. Details of 

this and other ethical considerations related to the research reported in this thesis are 

described in Appendix A. 

Each mother-child pair was filmed in their Son-Rise playroom once every two months 

over a one year period (total of 7 filming sessions per pair). The first Son-Rise filming 

session took place within one month of the family beginning their SRP. To control for 

variation in the child's behaviour throughout the day filming sessions always took place 

at the same time of day and on the same day of the week wherever possible, allowing for 

unavoidable changes due to illness, and changes in the parents' work schedule. Mothers 

were instructed to behave as they normally would during a Son-Rise session. Each 

filming session lasted around 30 minutes, with the intention of analysing the middle 20 

minutes. This allowed for the mother and child to have 5 minutes at the beginning, to 

become comfortable with the presence of the observer and camera in the room, and 5 

minutes 'cool down' time at the end when the mother may have been aware that the 

session was coming to a close. 

The same observer filmed every session, so that the child would not be distracted by a 

new face during the one year period. The observer and camera were positioned in an 

unobtrusive location in the corner of the playroom, and movement was kept to a 

minimum except to quietly change location when the pair turned away from the camera. 

Although many of the playrooms had two-way mirrors on the doors, potentially allowing 

filming to be done less obtrusively from the outside, this would have meant that facial 

expressions were obscured when the pair turned away from the door. 

The observer stayed as still and quiet as possible during the session, to avoid causing 

distraction. Attempts by the child to interact with the observer were ignored, as a means 

of encouraging the child to return to the interaction with their mother. In order to 

encourage the child to remain focused on the interaction with the mother. the observer 

attempted to minimise any interaction with the child when arriving at the house before 

the filming session began, although sometimes this was unavoidable, for example if the 

mother was not ready to go into the playroom straight away. 
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As it has been suggested that a somewhat familiar adult may sometimes attract less 

attention and interest from children being filmed (Hauck et ai, 1995). the obsen'er met 

the children before the first filming session. and filmed a 30 minute mother-child play 

session outwith the Son-Rise playroom. to help the pair become accustomed to her 

presence and the camera. As a number of the families had CCTV cameras installed in 

their playrooms. for the purpose of giving volunteers feedback, the children were alreadv 

accustomed to being filmed. 

7.4 Methodology for video analysis 

Twenty minutes of each session was analysed using the Observer Video-Pro, a software 

package which allows frame-by-frame analysis of events and interaction. and hence a 

potentially high level of accuracy in data analysis (Noldus Information Technology. 

2000). The software is designed for use with digital video files. and allows rapid review of 

all similarly coded episodes - something not possible with traditional analogue video. 

Again this helps to increase accuracy by allowing close comparison of all instances of a 

any given behavioural category. 

The process of conducting video analysis USIng the Observer Video-Pro IS as follows: 

firstly each behavioural category is assigned a 'keycode' - a single key on the computer 

keyboard. In the case of behaviours where a measure of duration is required one 

keycode is used to indicate the beginning of a behaviour. and another keycode to 

indicate the end. Each videotaped session is then converted into a digital file. The video 

files of each mother-child session are reviewed multiple times, checking for all instances 

of one particular behaviour on each viewing (e.g. imitation). Every time the behaviour is 

observed the relevant keycode is pressed. This creates a record of the behaviour observed 

and the precise time-point in the video at which it began and ended. The Observer system 

integrates the data generated from each viewing of the video file to produce a single 

record of events. The record shows the sequence of all coded behavioural events from 

the beginning of the video to the end. This process is repeated for each videotaped 

session. The Observer system also contains a basic statistical analysis package which can 

produce measures such as total frequency and duration of each behaviour contained for 

each videotaped session. 

Sessions were analysed out of sequence to mInimise effects caused by observer 

expectancy. Continuous sampling analysis was used, with all occurrences of the 1 1 

behaviours listed below being noted. This sampling method allows de\elopment of an 

exact record of behaviour and preserves more information than time sampling, i.e. 

coding at set intervals (Caro et ai, 1979; Martin & Bateson, 1993). 
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As there was no pre-existing behavioural categorisation system which was suitable for 

exploration of the research questions outlined above (p I~.I), the development of a new 

coding scheme was necessary. This scheme was formed initially from the descriptions of 

the SRP both in the training manual (The Option Institute and Fellowship, 1996/1997) 

and in several of the case studies written by the Kaufmans (1981. 1994). The maternal 

behaviours chosen were those described in the Son-Rise literature as conveying either 

'bonding through acceptance' (child-led techniques) or 'inspiring growth' (adult-led 

techniques). In addition, a category of 'non Son-Rise techniques' was formed from 

behaviours which were described in the Son-Rise literature as contrary to the ethos and 

philosophy of the Program. The categories of praise and laughter were also included, in 

order to investigate the possibility that the frequency of these were susceptible to change 

over time. Laughter was included as a maternal behavioural category as an alternative to 

the '3Es' (energy, excitement and enthusiasm), for the reasons outlined on p_;:; . 

The child behaviours chosen were derived from the Son-Rise literature and in addition 

from literature describing the behaviours of children with autism in general (e.g. 

Trevarthen et ai, 1998~ Howlin, 1998a~ Wing 1996a). Child behaviours included in the 

categorisation scheme were those that were interpreted in this combined body of 

literature as conveying either an interactive state (e.g. physical contact, eye contact. 

laughter) or a withdrawn state (e.g. echolalia, stereotypical movement). Preliminary 

definitions of both the maternal and child coding categories were formed from the 

descriptions given in the literature, augmented by the author's own impressions of these 

behaviours from the filmed sessions. 

The draft coding scheme was piloted on segments of 3 of the 42 videotaped sessions, and 

all instances in which there was some uncertainty over how to apply the coding system 

were noted. Further consideration of these difficulties led to the expansion and/or 

clarification of the definitions of each behavioural category. Altogether 11 categories of 

behaviour were coded: 5 for the mother, 5 for the child. and 1 for task selection (both 

mother and child). These behavioural categories were mutually exclusive, although they 

could co-occur in time, either wholly or partially. The categories are described in brief 

below. with a more detailed description of each behaviour given in Appendix E. 

7.4.1 Mother's behaviour 

(J) J milalion 

All instances in which the mother copied the child's actions or vocalisations. were coded 

as imitation. Excluded from the category were instances where the mother repeated the 

chi Id' s vocalisation but for the purpose of expansion or clarification rather than 

imitation. These seemed to have a teaching purpose rather than being imitative. 
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(/1) Requests 

Instances in which the mother asked the child to do something were coded as requests. 

This category was further sub-divided according to whether the adult issued a 

question/suggestion/choice, a direct instruction, or an indirect request. An indirect request 

was coded when the mother made it clear that she wished the child to do something 

specific but either did not use words or used words which did not form an explicit 

request. An example of this is when the mother misses a word out of a song that she is 

singing and looks expectantly at the child to indicate that she wishes the child to say the 

word. 

Occasions where the mother repeated the request before the child had complied with the 

original statement were noted and two measures taken: (a) the number of original 

requests (reflecting how many behaviours the child was asked for) (b) the number of 

original requests plus the number of repeated requests (reflecting how many times the 

child was asked to say or do something). 

(III) Non Son-Rise techniques 

Instances in which the mother used behaviour which was at odds with the Son-Rise 

philosophy of acceptance and respect for the child's choices were coded as Non Son

Rise techniques. These included: 

• criticism of the child 

• physical manipulation - where the mother physically moved the child against the 

child's will 

• persisting with something that the child has objected to 

• selecting a task when the child was occupied in their own task 

• denying the child's request 

(excluding requests to leave the room/get the key for the door, or requests that 

were impossible for the mother to fulfil). 

(IV) Praise 

This category covered behaviour in which the mother commended the child's activity, 

vocalisation, eye contact, or any combination of these. The praise did not have to be 

verbal. The mother could clap or cheer, as long as it was clear that this was directed 

towards what the child has just said or done. A distinction was made between praise given 

to the child for their own activity, praise given to the child for attempting to comply with 

a request from the mother, and praise given for the child not attempting or refusing to 
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comply with the mother's request. Thanking the child was included as praise. e.g. 

"thank you for looking in my eyes", as this is a common form of praise within the SRP. 

(V) Laughter 

The '3Es' were identified m the introduction as being a useful behaviour to analyse. 

However, it was anticipated that this would be difficult to code reliably, as coding would 

have to be based largely on subjective opinion. It was thus decided to code for instances 

of laughter as an alternative. Although laughter does not encapsulate every aspect of the 

'3Es' it was considered to be the nearest objective measure, as both encompass an 

element of enjoyment. The differences between 'laughter' and 'energy. excitement and 

enthusiasm' are though acknowledged, in particular the fact that laughter is something 

too spontaneous to be regarded as a technique. 

Approaches to the camera 

Behaviours used by the mother to draw the child away from the video camera. such as 

selection of new tasks and non-SRP techniques were not included in the analysis. The 

presence of an observer in the playroom is not part of the natural Son-Rise environment 

and as such, these specific behaviours could not be considered representation of a 

'normal' SRP session. 

7.4.2 Child's behaviour 
Spontaneous behaviour as opposed to behaviour requested by the mother was coded, in 

order to reduce the possibility that changes in the child's behaviour over time were 

simply an artefact of changes in the number of requests made by the mother. 

(I) Spontaneous physical contact 

This category covered instances m which the child spontaneously initiated physical 

contact, as opposed to physical contact which the mother had initiated or asked the child 

to make. It was subcategorised as being either neutral-positive or negative. Negative 

physical contact covered behaviours in which the child was aggressive and included 

biting, scratching, and hitting. Neutral/positive contact was for any non-aggressive 

contact. 

(l/) Stereotypical movement 

Instances in which the child made any simple repetitive movement such as hand flapping. 

flicking fingers in front of their face, and spinning objects with their hand were coded as 

stereotypical movement. 
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(III) Spontaneous eye to-lace-contact 

This was when the child spontaneously looked at the mother's face. Occasions where the 

child looked at the mother's face in response to a request from the mother to do so were 

not included. Eye-to-face-contact was coded as opposed to eye-to-eye-contact because 

for many of the categories there was a need to film the whole of the mother and child 

and not just their faces. This inevitably resulted in a lack of close-up shots which made it 

difficult to accurately judge whether or not eye-to-eye contact had been achieved. 

(IV) Laughter 

Frequency and duration of laughter were coded, as in the maternal behaviour coding. 

(V) Spontaneous vocalisations 

This category covered all language-like vocalisations which the child spontaneously 

made, as opposed to those elicited by the mother asking a question or instructing the 

child to say something. They were subcategorised as being one of three types - word 

approximations, proper words, and echolalia. Word approximations included babbling 

and part-words. Proper words were coded when the child said whole words, even if these 

were not appropriate to context. Echolalia was coded when the adult said something and 

the child immediately repeated it back in a similar tone. or when the child used delayed 

echolalia. Squeals of delight, crying, and whining were not included in the category of 

vocalisations, as these are not language-like. 

7.4.3 Mother versus child task selection 

Task selection was coded when a new task was either suggested or begun. A task did not 

have to be followed through - tasks which were suggested but not followed through were 

also included. To avoid coding momentary distractions as new tasks, anything which the 

child or mother did had to last more than 10 seconds to be classified as a task. The task 

did not have to involve objects, nor did it have to be a 'typical task'. For example 

stereotypical movement by the child was coded as a new task if this seemed to be the 

main focus of the child's attention, and lasted for longer than 10 seconds. In sum, a new 

task was coded when the activity selected appeared to be something new and not simply 

an expansion of the previous task. When it was impossible to tell who had selected the 

task, e.g. if the child had been out of camera shot when the task was begun. the code 

'unclassified' was used. 

7.4.4 Reliability of analysis 

For each behavioural category, 10o/c of the 42 videotapes collected were scored by J 

second observer who was blind to the purpose of the study. Overall 10 videotaped 

sessions were used for inter-rater reliability, the minimum required to represent all 
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children and all behavioural categories. Reliability measures were obtained for each 

behavioural category (table 7.5). There was judged to be agreement that a behaviour had 

occurred if the onset time coded by the second observer occurred within a 5 second 

window of the event coded by first observer. In terms of duration, there was agreement if 

the offset time was also within a 5 second window. In all cases the agreement percentage 

is reported. 

The average percentage agreement was 78%. This is a respectable level, particularly given 

that continuous sampling is likely to have a lower level of agreement than time sampling 

methods of analysis (Martin & Bateson, 1993). The agreement level of 65o/c for eye-to

face-contact is somewhat concerning, although not unpredictable given that filming 

could not be limited to close-ups of the mother and child's faces without compromising 

data collected on the other behavioural categories which required full-length filming. 

Although findings relating to eye-to-face-contact have therefore been included in the 

analysis, they must be considered cautiously. 

Table 7.5: Inter-observer reliability 

Behavioural category 

Mother's imitation 
requests 
non Son-Rise techniques 
pralse 
laughter 

Child's physical contact 
stereotypical behaviour 
eye to face contact 
laughter 
vocalisations 

Task selection 

" Where an appropriate measure 

% agreement 
frequency 

76% 
80% 
91% 
80% 
82% 
72% 
82% 
65% 
77% 
77% 

71% 

% agreement 
duration* 

75% 

82% 
70% 
82% 
65% 
77% 
77% 

Subcategories of behaviours were also analysed for inter-observer reliability (table 7.6). 

Where there was agreement that a behaviour had taken place the second observer was 

asked to code the subcategories of that behaviour. Cohen's kappa was used to correct for 

chance agreements (Bakeman & Gottman, 1986). The kappa scores for all these 

behaviours are extremely high, most probably due to the fact that only cases where there 

was initial agreement that the behavioural category had taken place were included; those 

excluded may have had more ambiguous subcategories. Although the kappa score for 

the child's vocalisations subcategories was somewhat lower than the other subcategories 

this may have been related to the fact that the second observer was much less familiar 

with the videotaped material than the first observer and had not spent time with the 
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children participating In the study. The first observer was therefore in a much better 

position to make judgements on when the children were using echolalia as opposed to 

proper words and also, with the benefit of having watched the videotapes many more 

times. was also more able to distinguish proper words from word approximations. 

Table 7.6: Inter-observer reliability - subcategories 

Behavioural subcategory 

Type of request: 
instruction/question/indirect request 

Type of non Son-Rise technique: 
criticismlrefusing child's request/introducing task when child occupied/ 
physical manipulation/persisting despite child's objection 

Praise given for child's: 
own action/compliance with request/refusal to comply with request 

Type of physical contact: 
neutral-positive/negative 

Type of child's vocalisation: 
word approximation/proper word/echolalia 

Task selected by: 
motherlchild/unclassified 

Kappa 
score 

0.93 

1 

0.93 

0.98 

0.76 

0.95 

At the end of video analysis one videotape, which contained examples of all eleven 

behavioural categories, was re-coded in full by the first observer, to provide information 

on intra-observer reliability. that is how consistently the behavioural definitions had been 

applied over time by the researcher herself (Martin & Bateson, 1993). There was 82% 

agreement between codings of categories and 80% agreement if subcategories were also 

considered. This suggests that observer drift was at an acceptable level during coding. 

7.5 Video analysis findings 

7.5.1 Intervention fidelity 
Initial intervention fidelity in session 1 was examined in terms of non-SRP techniques, 

task selection, and imitation. Due to restrictions of space. and previously discussed 

difficulties in identifying required frequency of technique use to satisfy conditions of 

intervention fidelity. the other three maternal behaviour categories were not analysed in 

relation to initial intervention fidelity. 

SOIl-SRP techniques 

In 4 of the 6 pairs there were no occurrences of non-SRP techniques during the first 

session. indicating a high degree of intervention fidelity on initial implementation of the 

Program. In pair I non-SRP techniques were used on 10 occasions and in pair K on 4 
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occasIOns. In the case of Mrs. I use of these techniques related to the fact that some 

mod i fications had yet to be made to the playroom at the time of session 1. Frosted 

plexiglass had still to be fitted to the window and Ian was distracted by children playing 

outside. The two-way mirror was not fitted to the door at that stage and Ian sometimes 

threw toys through the hole in the door where the mirror was to go. To distract Ian away 

from his activities at the door and the window, Mrs. I introduced new tasks and led Ian to 

them to encourage him to become involved in interacting with her again, a technique 

which, although not part of the SRP, was ultimately successful on all occasions. In the 

case of Mrs. K, non-SRP techniques were used to encourage Kevin to stop his 

stereotypical behaviour and begin painting instead. They were also used to try and 

prevent Kevin from leaving the room, as at that stage Kevin had access to the key for the 

door. which was not the case in later sessions. 

Task selection 

As table 7.7 shows, for 5 of the 6 pairs the proportion of tasks selected by the chi Id was 

far higher than the proportion selected by the mother, again suggesting a high degree of 

intervention fidelity. Family I was the only one in which the mother selected a higher 

proportion of tasks than the child - 62%. This was partly because Mrs. I was introducing 

tasks to distract Ian away from the door and the window, as described above. 

Table 7.7: Percentage of tasks selected by mother and child in session 1. 

Pair 

Imitatioll 

G 
H 
I 
J 
K 
L 

% tasks selected by child 

100 
93 
38 
87 
74 
92 

% tasks selected by mother 

a 
7 

62 
13 
26 
8 

All of the mothers used imitation during session 1, suggesting that there was at least some 

degree of intervention fidelity (table 7.8). The number of times imitation was used varied 

greatly from 6 occasions to 66 with total duration of imitation ranging from 22 seconds 

to .3 minutes 36 seconds. As previously noted it is impossible to state the amount of 

imitation which would reflect an acceptable level of intervention fidelity, although total 

durations of less than a minute do seem rather low, given that imitation is one of the main 

features of the SRP. However, it is important to consider the mother's imitation In 

relation to the child's behaviour. For example, in the pairs with the shortest durations of 

imitation. pairs I. J and L, the children displayed no stereotypical behaviour and only one 

instance of echolalia between them. This undoubtedly limited the mothers' opportunities 
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for imitation. Further analysis of pair H reveals a similar situation. Here imitation was 

used for a total of 1 min 14 seconds. As this occupied only 69c of the total session it 

initially appears to be a rather low level of imitation. However. although the total duration 

was relatively short, imitation was used on 66 occasions. the majority of which \\~r~ 

imitations of Harry's word approximations. Harry used spontaneous word 

approximations on 61 occasions, stereotypical behaviour on 5 occasions, and produced 

no instances of echolalia. Thus while imitation may have taken up a relati\'ely low 

proportion of the session its use was incredibly high in terms of the proportion of 

Harry's preverbal and stereotypical behaviour which was imitated. 

Table 7.8: Imitation in session 1 

Mother 

G 
H 
I 
J 
K 
L 

Frequency 
imitation 

12 
66 
7 
13 
50 
6 

Summary of initial intervention [uJelity 

Duration imitation 

3 min 3 sec 
1 min 14 sec 
o min 42 sec 
o min 22 sec 
3 min 36 sec 
1 min 2 sec 

% of session 
imitation used 

15 
6 
4 
') 

18 
5 

To the extent that intervention fidelity could be measured, it seemed to be reasonably 

high in at least 5 of the 6 pairs. In 4 pairs there were no instances of non-SRP techniques 

and in 5 of the pairs the proportion of tasks selected by the child was far higher than the 

proportion selected by the mother. There were instances of imitation in all 6 pairs, and 

although the duration seemed relatively short in several cases, this may have been related 

to the fact that the children in these pairs displayed no stereotypical behaviour and 

minimal echolalia. As further analysis of pair H showed, duration of imitation as a 

measure of intervention fidelity may be deceptive unless considered alongside the 

frequency and duration of the child's verbal and stereotypical behaviour. 

7.5.2 Relation of intervention fidelity to timing of initial training 

If initial intervention fidelity was related to time since training, it would be expected that 

the longer the time between initial training and implementation of the intervention the 

lower intervention fidelity - as indicated by a higher use of non-SRP techniques, a lower 

proportion of tasks selected by the child, and a lower use of imitation. 

In terms of non-SRP techniques there did not seem to be a relation between inten'ention 

fidelity and time since training (table 7.9). Pair I. which had the largest number of 

non-SRP techniques in session 1 implemented inten'~ntion only 3 months after training. 
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a shorter time than three of the other paIrs, who showed a lesser number of Non -SRP 

tec hniques. 

Table 7.9: Relation between time between initial training and non-SRP techn ique use 

Mother 

H 
G 
I 
J 
K 
L 

Time since training 

<1 month 
< 1 month 
3 months 
6 month s 
13 months 
l3 months 

Frequency of non-SRP 
techniques in session 1 

o 
o 
10 
o 
4 
o 

In figu ress 7.1 and 7.2, families were plotted along the x-axis in ascending order of time 

between training and intervention implementation . Thi s was compared against % of tasks 

se lected by the child in session 1 (fi gure 7.1) and durat ion of imitation (figure 7.2). No 

obv ious re lationship between time since training and either proportion of child ta sk 

se lec tion or duration of maternal imitation is evident. 
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7.5.3 Therapist drift 

L 
(13 months) 

If therapi st drift did occur in the SRP there would be an increase over time In frequenc y 

of requests, use of directive types of request , adult task selection and non-SRP techniques 

and a decrease in maternal imitation , child task selection, praise , and laughter. For 

mothers receIving ongoing training any increase in adult-led techniques and/or a 

decrease in child- led techniques , praise and laughter might be expected only until 

training occurred. 

Requests 

Fi gure 7.3 shows variation in the number of original requests made by each mother over 

time and figure 7.4 shows the number of original plus repeated requests . From both 

graphs a pattern suggestive of therapist drift seems evident in 3 of the 6 pairs. Mrs. I 

rece i ved no ongoing training and the number of requests which she made increased 

teadil y over time from session 1 to session 5. continuing to increase when she swi tched 

to the Lo aas approach in sessions 6 and 7. This trend is more evident in figure 7.3 than 

in figure 7.4. Both figures 7.3 and 7.4 indicate a pattern suggestive of therapist drift fo r 

Mr . K in relation to both Kevin and Laura. With both children there was an increase in 

number of requests between sessions 1 and 2. A vis it to the Option Institute with Kevin 

between ess ions 2 and 3 corresponded with a decrease in requesti ng in both pai r K and 

pair L. Requesting stayed low for several sessions before increasing again in es ion 6 

and 7. Ithough Mrs . K felt that the trai ning that she recei ed after se ion _ had the 



biggest impact on her use of the SRP, her visit to the Option Institute wi th Laura. after ses ion 4. 

also corresponded with a slight decrease in her requesting. 

In addition to these 3 pairs , an interesting pattern is shown in pair H. Mrs. H showed a stead 

level of requesting throughout the study until an increase in session 7 (ongoing training 

occurring between sessions 6 and 7). This could be suggestive of therapist drift towards the end 

of the study, but if so this was both late in onset and contrary to the normal direction of the 

effects of ongoing training. 
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Figure 7.3: Variation in number of original requests made over time 

As well as the changes over time it is also interesting to note the enormous variation in the 

number of requests made per session, with large differences both between pairs and within pairs 

over the course of the study. Within the 20 minute Son-Rise sessions which were subjected to 

analysis the number of original requests varied from 4 (pair L, session 3) to 125 (pair I sess ion 

3), although the latter is still lower than the number of requests in pair I's Lovaas sessions ( 147 

in session 6, 157 in session 7). 
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Type of requests 

If therapist drift occurred it would be expected that there would be an increase over time in the 

proportion of requests that were instructions and an decrease in the proportion that were less 

directive, i.e. questions, suggestions, choices and indirect requests. 

Figures 7.5 - 7.10 show the variation over time in the type of requests used by the mothers . 

While the majority of pairs had a sufficiently high number of total requests (including repeated 

requests) to warrant conversion to percentages, pairs K and L had a low number of requests in 

sessions 3 - 5, with total number of requests lower than lOin some cases. While it is usuall y 

unwise to convert such small figures to percentages in this case it does assist in illustrating the 

trends over time. 
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Mrs. G. who received no ongoing training during the time of the study. did not show an 

increased use of direct instructions over time, and hence no evidence of therapist drift. 

There was though great variation between sessions in the proportion of requests that were 

indirect. This seemed to be related to the particular activities the pair were engaged in 

during the session, e.g. in sessions where the pair did lots of singing there was a high 

proportion of indirect requests because Mrs. G left blanks for George to fill in. 

Mrs. H, who received training after session 6, showed an increase in use of instructions III 

sessions 6 and 7. However, this, was balanced by an increased use of indirect requests. 

Mrs. I had a pattern which, although not indicative of therapist drift, does show a high 

use of instructions throughout the study, with little difference between sessions 6 and 7 

(the Lovaas approach) and her earlier Son-Rise sessions. 

Pairs J, K and L do not show an increase in use of instructions over time, hence no 

evidence of therapist drift. Pair L showed an increase in indirect requesting following 

training between sessions 4 and 5, but as the total number of requests in session 5 was so 

small this is unlikely to be of any significance. 

Task selection 

If therapist drift did occur there would be an expected increase over time in the 

proportion of tasks selected by the mother and a decrease in the proportion selected by 

the child. In the case of mothers who received ongoing training it would be expected that 

task selection by the mother would increase until training occurred and then decrease. 

Figures 7.11 - 7.16 show the proportion of tasks selected by the mother and child in 

each pair (instances where it could not be established who selected the task have been 

omitted). The total number of tasks selected by the mother and child in any session 

varied from 1 to 27 (including those that were suggested but did not go ahead). Again. 

while the conversion to percentages makes trends more apparent, conclusions must be 

drawn cautiously and patterns suggestive of therapist drift must also be considered III 

terms of changes in absolute number of tasks engaged in during the session. 

From figures 7.11 - 7.16, there appears to be little evidence of therapist drift. In pairs G, 

H. J. and L the child chose the majority of the tasks in every session, with no increase 

ovc:r time in the proportion chosen by the mother. Pairs G and L in particular have an 

extremely low level of task selection by the mother. Indeed all pairs. with the exception 

of pair I. show a much lower level of adult task selection throughout the study than the 

52(;( found by Jordan and Powell (1996). 
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Pair H did show a slight increase in tasks selection by the mother in sessions 6 and 7. with 

two tasks selected by her in session 6 and four in session 7 compared to none in the 

pre\'ious four sessions. Combined with the increase in requesting shown in session 7, this 

may be suggestive of therapist drift towards the end of the study. 

Pair K showed a pattern which was somewhat suggestive of therapist drift in that the 

proportion of tasks selected by the mother increased from session 1 to session 2. at which 

time Mrs. K received further training. The proportion of tasks selected by her thereafter 

remained low for the remainder of the study. In terms of number of tasks selected by 

Mrs. K. 7 were selected in session 1 and 10 in session 2. This dropped to either 1 or 0 for 

the remaining sessions, with the exception of session 5 in which she selected 3 tasks. This 

increase in session 5, may have been unrelated to therapist drift; Kevin was unsettled and 

had a much higher level of aggressive behaviour during this session than at any other 

time in the study and Mrs. K seemed to be introducing tasks because he was not 

choosing activities as he usually would. 
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Pair 1 showed a pattern which, although not suggestive of therapist drift. does show a very 

high proporti on of tasks se lected by the mother throughout the stud . \ ith more task 

se lected by her than the child in all sessions except for 2 and 3. As with request type 

there is little difference between sessions 6 and 7 (Lovaas approach ) and earlier on-Rise 

sess ions. If tasks which were suggested but not actuall y carried out are removed from the 

graph (fig ure 7.17), the pattern is more suggestive of therapis t drift. wi th a fairl y steady 

increase in the proportion of tasks se lected by the mother over time . In the first session 3 

tasks we re carried out which had been se lected by Mrs. I, ri si ng to 16 by session . 
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Figure 7.17: Pair I - tasks carried out 

NOIl-SRP techniques 

I r therapi st drift occurred it would be expected that the frequency of non-SRP techniques 

wo uld increase over time, or until such time that ongoing train ing occurred . As table 

7. 10 shows, occurrence of non-SRP techniques was in fact minimal throughout for most 

pair . Where non-SRP techniques were used this was mainly to di stract the child from 

ding omething disrupti ve, such as throwing toys around the room, or something hich 

in non- RP terms might be considered unproducti ve stereotypical behaviour. 



Table 7.10: Number of non-SRP techniques used in each session 

Session 

Pair 1 2 3 4 5 6 7 

G 0 0 0 0 0 0 0 
H 0 0 0 0 0 0 0 
I 10 4 3 0 5 3 6 
J 0 0 0 0 1 0 1 
K 4 2 1 0 0 0 0 
L 0 0 0 0 0 0 0 

Pairs G, H, and L had no instances and pair J only 2 over the year. In pair K there was 4 

instances in the first session, which then decreased in the following sessions with none 

from session 4 onwards. This suggests that Mrs. K became more aware of how to use the 

Program with Kevin as time went on, and the training that she received following session 

2 may have contributed towards this. Although it perhaps seems surprising that she 

showed some use of non-SRP techniques with Kevin but none with Laura. This may be 

related to the fact that Mrs. K mainly used such techniques to bring Kevin back to a task 

once he had become engrossed in stereotypical behaviour and to prevent him from 

leaving the room in session L behaviours which Laura did not display. Pair I had the 

highest use of non-SRP techniques throughout the year, which combined with a low use 

of imitation and a high use of requesting suggest the Mrs. I strongly emphasised adult

led techniques. 

In terms of the type of non-SRP technique used throughout the study, no parent ever 

used criticism of their child or denial of their child's requests. Selecting a task while the 

child was already occupied was the most common non-SRP technique, used 28 times 

overall. Physical manipulation was used 9 times, usually in combination with the previous 

technique, and often consisted of leading the child away from an 'unproductive' activity 

to a new task. Persisting with something after the child had objected was used on 3 

occasIOns. 

Imitation of child 

I f therapist drift did occur, it would be expected that the duration of the sessIOn spent 

imitating the child would decrease over time or in the case of mothers receiving ongoing 

training. that it would decrease until training occurred and then increase. 

Figure 7.18 shows the variation in imitation over time. There is no evidence of therapist 

drift in pairs G, H, I and 1. Pairs I and J have a very low level of imitation throughout. 

ho\\~\er. As previously mentioned, this may be related to the fact that both Ian and Jill 

displayed no stereotypical behaviour and virtually no echolalia. perhaps limiting 
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opportunities for imitation somewhat. While there are changes in the amount of imitation 0 er 

time, and in pair 1's case this does represent something of a down ward trend , an fluctuation s 

between sessions amount often onJy to a 1 % change making it unwise to interpret such changes as 

representing therapist drift. 

In pairs K and L there is a pattern more suggestive of therapist drift. In pair K there is a slight 

decrease in imitation between sessions 1 and 2. Training occurred after session 2 which is followed 

by an increase in imitation, which then gradually begins to decrease again after session 4. This 

decrease may have been more linear if it were not for the particularly low level of imitation in 

session 5, which, as noted above, was an atypical session for the pair. In pair L there was a similar 

pattern with a very slight decrease in imitation between sessions 1 and 2, followed by an increase 

after training in session 3, then a decrease again. The pattern is unusual though because of the 

extremely large increase between sessions 2 and 3 followed by a very sharp decrease between 

sessions 3 and 4. This can be explained by the fact that Laura spent the majority of her sessions 

drawing pictures in these sessions. Mrs. K was unsure if this was an interactive activity which she 

should expand on, or a withdrawn activity which should be imitated. Around the time of session 3 

the family were experimenting with imitating the activity. Shortly after this they decided that 

treating the drawing as an interactive activity would be a more effective strategy. This explains the 

sharp increase in imitation in session 3. The pattern , although suggesting therapist drift , represents 

a conscious change of tactics for one session. Pair K are then the only pair with a pattern suggestive 

of therapist drift. 
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Praise 

If therapist drift did occur it would be expected that the number of times the child \ as prai ed 

each session would decrease over time, or in the case of mothers recei vi ng ongoing training. that 

it would decrease until such time as training occurred. Praise for the child 's own acti ity in 

particular may decrease over time, as may praise for refusal to comply with request. In fact this 

latter type of praise occurred only once across the whole sample during the stud y. and wa 

therefore dropped from the analysis. This may be related to the fact that children were far more 

likely simply to make no attempt than to actually refuse to comply with a request. 

Figure 7.19 shows the variation in praise (al l types) over time. Although there is a greater deal of 

variation between sessions for all of the pairs none show a pattern that is indicative of therapi st 

drift. If anything, there is some indication of the opposite occurring, with praise increasing rather 

than decreasing over time; pair I for example show a slight upward trend over time, with a sharp 

increase in sessions 6 and 7 (Lovaas sessions) and in pair L although there is not a steady upward 

trend, later sessions (5, 6 and 7) do have a much greater frequency of praising than earlier 

sessions. 
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Figure 7.19: Variation in frequency of praise (all types) over sessions 

In terms of praise for the child's own action there was again much variation across session for all 

pairs but no evidence of therapist drift (figure 7.20). Pair I had a low level of thi s t pc of prai e 

throughout, with Mrs . I tending instead to praise Ian for attempting 
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to comply with requests which she made. Again pair L had hi gher Ie eIs of praise in later 

sessions than earlier ones. This increase in later stages may be related to trai ning prior to e slon 

5, which is followed by a particularly sharp increase in prai se. 
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Figure 7.20: Variation in frequency of praise for child's own action over sessions 

Mother's laughter 

If therapist drift in the 3Es did occur it might be expected that the amount of time that the mother 

spent laughing each session would decrease over time, or in the case of mothers receiving 

ongoing training, that it would decrease until training occurred and then increase. As can be seen 

in figure 7.21 , none of the pairs shows a pattern indicating any decrease in enjoyment of sessions 

indicative of therapist drift. Mrs. G and Mrs. I received no ongoing training, but do not show a 

steady decrease in laughter over time. Mrs. H, who received training after session 6, shows great 

variation in amount of laughter over time, but not a pattern suggestive of therapi st drift. Mrs. J 

showed a fairly steady increase in laughter over time, with a substantial increase following 

training after session 5. This suggests that the training was effecti ve in thi s respect, but boosting 

an already upward trend , rather than remedying therapist drift. Several of the mothers showed an 

increased level of laughter in session 7 which may have been related in some way to the fact that 

it was the last filming session , with mothers perhaps keen to demonstrate their continuing 

enthusiasm for working with their child. 

21 



50 

45 

40 

~ 35 
ID 

"U 

--G c: 
8 30 

-- H a> 
!?. 
§ 25 I 
-z J co 
L.. 

~ 20 
_____ K 

co -- L 
:9 15 

10 

5 

0 
2 3 4 5 6 7 

session 

I = occurrence of 1: 1 tra ining 

Figure 7.21 : Variation in duration of mother's laughter over sessions 

Summary 

Overall , patterns which were somewhat suggesti ve of therapist dri f t were fo und in four of the six 

pairs, although in each pair drift was in relation to a limited range of techniques (table 7. II ). T he 

patterns suggestive of therapist drift found in pair H were found only in the finaJ two filming 

sessIons. 

Table 7.11 : Implementation of Son-Rise techniques suggestive of therapist drift 

Tecbn!!iue 

Pair requests type of task non-SRP imitation praise laughter 
requests selection 

G 
H ,./* ,./** 

I ,./ ,./ 

J 
K ,./ ,./ ,./ 

L ,./ 

,/ pattem of change suggestive of therapist drift 
* pattem suggestive of therapist drift in final filming session only 
** pattem suggestive of therapist drift in final two filming sessions only 
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Frequency of requesting was the technique where a pattern suggesti\'e of therapist drift 

was most often found, followed by task selection. In relation to imitation a pattern 

suggestive of therapist drift was found only in pair K. There was no evidence of therapist 

drift in relation to any of the other techniques examined. Although levels of non-SRP 

techniques, praise and laughter varied greatly across sessions, the patterns of fluctuation 

were in no way suggestive of progressive therapist drift. 

In paIr I there was a strong emphasis on adult-led techniques in sessIOn 1, which 

remained the case throughout the remainder of the Son-Rise sessions. Frequency of 

requesting was high as was adult task selection and use of non-SRP techniques. and levels 

of imitation and praise for the child's own actions were low. This pattern is consistent 

with Mrs. I's decision to change to Lovaas by session 6. 

7.5.4 Relation of child's behaviour to mother's techniques 

In order to explore the relationship between the child's spontaneous behaviour and the 

mother's use of imitation and requesting, a series of graphs were plotted for each 

mother-child pair over the 7 filming sessions. Overall, relatively few obvious relationships 

were found, and those that did exist were often quite weak. For this reason, and due to 

restrictions of space. only a summary of the findings will be presented here, with selected 

graphs used to illustrate the main points. The remainder of the graphs can be found in 

Appendix F. 

In all graphs the child's behaviour and the mother's use of imitation are expressed as the 

percentage of the 20-minute session during which the behaviour was displayed. These 

relate to the 1 sl y-axis and are displayed as solid lines. The mother's requests are shown 

in terms of the absolute number per session. This behaviour relates to the 2"d y-axis and 

is displayed as a (single) broken line on each graph. The range of both the primary and 

the secondary y-axes varies across graphs in order to represent as clearly as possible the 

relation between the patterns of change in the child's behaviour and the mother's 

techniques. While the pattern of change IS more relevant than the absolute 

percentage/number of occurrences, care should nonetheless be taken in interpretation of 

these graphs. 

The two child behaviours where consistent relationships were most often found with the 

mother's techniques were stereotypical behaviour and spontaneous word 

approximations. However, even III these behaviours, the relationship to the mother's 

techniques was often fairly weak. 
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In all pairs where stereotypical behaviour was present (G. H, I and K) there 'v as a posi ti e 

relationship with maternal imitation as expected. Relationships between stereotypical beha iour 

and maternal requesting tended to be either absent (H, I and K) or less obvious (G) than the 

relationship with imitation. Figure 7.22 provi des a good example of the type of relation shi p 

found . It relates to pair K in which , although there seemed to be some relationship evident. thi s 

was not consistent across all sessions ; for example there are no obvious links bet'v een 

stereotypical behaviour and maternal imitation in sessions 4 and 7. 

80 - 100 

• . . 
70 

- 90 

- 80 

60 -

- 70 

so 
- 60 a 

a .. • .. • • Imltaban : 40 • 
• - so ~ 
'0 , • ~ Jl ----.-- stereotypical 

- 40 E behaVIour 
:l 

30 c 

- - • - - anginal requests 
T 30 (2nd y-axis) 

20 

- 20 

10 
- 10 

0 0 
2 3 4 5 6 7 

session 

Figure 7.22: Pair K - relation of child 's stereotypical behaviour to mother's techniques 

With regard to word approximations, all pairs showed a positive relationship between the child s 

use of these and maternal imitations , with the exception of pajr K in which a weak negative 

relationship was found , and pair L in which no obvious relationship was found . A positive 

relationship was found both in cases where word approximation represented the child ' s main 

method of communication , i.e. pairs H and J , and in pairs where the child had a relativel y large 

vocabulary of proper words , i. e. pairs G and I. In pair H, with the exception of sess ion 7, there 

appeared to be a very strong relationsrup between Harry ' s spontaneous word approximations and 

Mrs. H's use of imitation (figure 7.23). Throughout the study Harry was at the stage of using a 

few whole words and a large number of part-words (e.g. ' p' for ' push'). Mrs. H used imitation a 

great deal as a way of reinforcing his attempts to communicate. 
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Figure 7.23: Pair H - relation of child 's word approximations to mother's techniques 

In other mother-child pairs the relationship found between word approximations and imitation 

was less strong, as illustrated by pair J (figure 7.24). Here, although there does appear to be a 

positive relationship between word approximations and imitation in most sessions, this is absent 

in sessions 4 and 5. 
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Figure 7.24 : Pair J - relation of child's word approximations to mother's techniques 

22 



Relationships between maternal and child behaviours were fo und less often for the other 

categories of child behaviour, and where relationships did exist there were often conflicting 

findings . For example in pair H a strong negative relationship was found between phys ical 

contact and maternal imitation, whereas in pair J a slight positive relationship was found . In the 

case of proper words , in pair I there was a weak positive relationship with maternal imitation. 

whereas in pair G there was a positive relationship with requests. The latter pair therefore 

showed a relationship in the direction predicted. 

Neither echolalia nor eye-to-face contact appeared to relate to the mother ' s techniques in any of 

the pairs. The only exception to this was a positive relationship between eye-to-face contact and 

imitation between sessions 5 and 7 in pair J. This was in the opposite direction from the 

relationship predkted. The lack of relationships found in relation to eye-to-face contact may 

have been connected to the difficulty in measuring frequency of eye contact in video analysis. 

Exploration of whether patterns suggestive of therapist drift found in the mother ' s techniques 

were related to the child's behaviour was attempted. Pairs H, I, K, and L had shown some 

evidence of therapist drift , but in the majority of cases this did not seem to correspond in any 

obvious way to changes in the child's behaviour. The only exception to this was in pair K where 

the changes over time in Mrs. K's imitation were positively related to changes in Kevin ' s 

stereotypical behaviour, and changes in her requesting showed a positive relationship with 

laughter. The relationships were not strong in either case, however (figure 7.25). 
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Figure 725: Pair K - relation of child 's stereotypical behaviour and laughter to 
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7.6 Discussion 

This study explored initial intervention fidelity, therapist drift and the relationship of 

\'ariation in the child's behaviour to variation in the mother's techniques in 6 mother

child pairs involved in the SRP over a one-year period. 

Initial intervention fidelity seemed high in four of the six pairs. Imitation was used in all 

six pairs. but there was some use of non-SRP techniques in two of the pairs in the first 

filming session, and in one of these pairs, pair I, the proportion of tasks selected by the 

mother was higher than those selected by the child. This pair continued \\ith a strong 

emphasis on adult-led techniques through the remainder of the Son-Rise sessions. and 

changed to the Lovaas approach by session 6. This perhaps indicates that Mrs. I was 

more used to, or more comfortable with, a structured adult-led approach, as it has been 

suggested that intervention fidelity can be lower when the intervention is very different 

from current methods of interaction with which the parent is comfortable (Detrich, 1999; 

Gage & Wilson, 2000). Again it should be emphasised that while intervention fidelity IS 

desirable in evaluation research, it is not always best for the parent and child. 

There appeared to be no obvious relationship between time since initial training and 

intervention fidelity in session 1. This finding may have been an artefact of the small 

sample size. and it may be that a relationship would be found if further research was 

carried out with a larger sample. It may also be the case that no relationship was found 

because other factors influence initial intervention fidelity more than time since training. 

These may include the characteristics of the child, the environment in which the 

intervention is carried out, and the similarity of the intervention to previous methods of 

interaction (Detrich, 1999). 

There was some evidence of change in technique implementation over time which was 

suggestive of therapist drift in four of the six pairs. While this lends some support to 

Jordan and Powell's (1996) theory of therapist drift, the fact that it was not found in the 

majority of the techniques analysed does suggest that this is a limited problem within 

implementation of the SRP. 

Four of the pairs showed patterns suggestive of therapist drift in relation to frequency of 

requesting. although in pair H this was only between the final two sessions. Three of these 

pairs also showed patterns suggestive of therapist drift in relation to task selection. 

although again in pair H this was only at the end of the study. 

Drift l)ccurred more in relation to adult-led techniques than child-led techniques. In 

contrast to the drift in requesting shown by four pairs. only one pair. pair K. showed a 



pattern suggestive of therapist drift in relation to imitation. Therapist drift may have been 

higher in relation to requesting than imitation because it is easier to judge when to imitate 

the child's behaviour than when to make a request. If using the Son-Rise approach the 

parent should imitate both the child's stereotypical behaviour and echolalia, beha\·iours 

which are usually obvious and easy to notice. Requests are supposed to be made when 

the child is responsive, something which is perhaps more difficult to judge, as it may be 

indicated only by a fleeting glance from the child. It may thus be easier to maintain a 

constant level of imitation over time, whereas greater uncertainty over when to request 

may lead to more fluctuation in this technique. 

Another factor which may lead to therapist drift in requesting is that parents may feel an 

increasing need to see progress in their child. By requesting more often they will give 

their child more opportunities to practice and demonstrate skills. This may be especially 

the case when filming sessions are carried out at regular intervals, as was the case with this 

study, since parents may feel the need to demonstrate the skills which the child has 

acquired since the previous session. 

There was no evidence of therapist drift in relation to use of non-SRP techniques, type of 

request. praise or laughter, although for each technique there was a great deal of variation 

across sessions. Numerous factors may have contributed to such variation, including the 

mother's mood, the pair's activities prior to the session and the type of activities which 

the pair were involved in during the session. In addition the possibility cannot be ruled 

out that there were more subtle changes in some of these techniques over time indicative 

of therapist drift, but which were not measured within this study. For example, although 

the proportion of suggestions made by the mother as opposed to instructions remained 

relatively constant over time, suggestions may latterly have been made in a more directive 

tone of voice. The interview study, to be reported in the next chapter, explores the 

possibility of such changes. 

It should be emphasised that while some of the patterns found were suggestive of 

therapist drift, they were not always absolute, and in a number of the pairs there were 

often one or two filming sessions which did not fit the overall pattern. Conclusions 

should therefore be drawn with caution. While patterns may have become more clear had 

filming been more frequent, this would have led to a scale of video analysis which was 

unmanageable within the scope of this thesis. It would also have placed an unreasonable 

demand on the families involved in the study. For example, if the number of filming 

sessions had been doubled, this would have meant fortnightly visits for a year to family K 

\\'ho had two children involved in the study. It was felt that this was too great an intrusion 

for a family who already had the pressure of running two Son-Rise Programs. 
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In thre~ of the four pairs in which there were patterns suggestive of therapist drift the 

mother received ongoing 1: 1 training during the period of the study. In two of the pairs. 

K and L. the training received by Mrs. K following session 2 appeared to prevent 

therapist drift developing further. Additional 1: 1 training received by Mrs. K later in the 

study appeared to have less impact on therapist drift, although may have affected other 

aspects of SRP use. In the remaining pair who received ongoing training. pair H, training 

seemed to have been related to the beginning of therapist drift, rather than the prevention 

of it. However, in many of the sessions prior to training pair H had the lowest frequencies 

of requesting and task selection of any of the pairs in the study. The increases did not 

therefore make pair H's Program any more adult-led than many of the other pairs. 

Ongoing 1: 1 training may also have had an effect on other aspects of Program 

implementation. For example, training in pair L coincided with a sharp increase in the 

mother's use of praise for the child's own actions, and in pair J training coincided with 

an increase in Mrs. J's laughter. 

The use of ongoing training seemed then to have been important in preventing therapist 

drift in at least one of the five mothers in the study, and may have had an effect on other 

aspects of SRP implementation in a further two mothers. The findings in Study 2 

suggested that after the initial Start-Up course, parents' uptake of ongoing Son-Rise 

training was relatively poor. This, combined with the long waiting list for the Son-Rise 

Intensive training in the States and the lack of Son-Rise staff in the UK, may make it 

difficult for some parents to maintain a high level of intervention fidelity. However, while 

previous research has emphasized the importance of formal ongoing training for the 

maintenance of intervention fidelity (Moncher & Prinz, 1991), it may be the case that 

parents find that less formal methods, such as being given feedback from their spouse, 

are as helpful in this respect. Although such informal training may be beneficial, it is 

nonetheless important that those offering training in interventions are aware of the 

possihility of changes in technique implementation over time, and gear training 

accordingly. 

The relationship between the mother's use of techniques and the child's behaviour was 

also explored in this study. It was predicted that variation in the adult's techniques over 

time would be related to the child's behaviour, with the adult adjusting their emphasis on 

imitation or requesting depending on how interactive the child was. On the whole though 

there were few obvious relationships found, including cases in which patterns suggestive 

of therapist drift had been found in relation to the adult's techniques. 
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Although there were relatively few relationships found, the most consistent finding was 

the positive relationship between stereotypical behaviour and imitation. This was as 

predicted, although the causal direction of the relationship cannot be determined. Word 

approx i mations were positively related to imitation in four of the six pairs, with a very 

strong relationship found in pair H. Imitation here seemed to serve two functions. For 

children for whom word approximations were the main form of communication. such as 

Harry and Jill, imitation seemed to be used to reinforce the child's attempt to vocalise. 

For children who had a sizeable vocabulary of proper words but who sometimes reverted 

to word approximations, such as George and Ian, these vocalisations were treated more as 

if they were echolalia, and imitated. While the former approach is not specified as an SRP 

technique, it seems similar to what might occur in any typical mother-infant interaction, 

and does not seem to go against the general principles of the SRP. 

Relationships with maternal techniques were found less often for the other child 

behaviours, and where relationships did exist these were often weak and with conflicting 

findings across the pairs. It seems likely from this that the pattern of relationships 

between child behaviour and maternal technique is in fact very complicated. For 

example. it may be that while a child's behaviour, such as physical contact, reflects 

interactivity in some children, in others it may be a sign that they are less interactive. It is 

also likely that even in the same child a behaviour may signal interactivity at some times 

and non-interactivity at others. A good example of this is echolalia which can serve a 

number of different functions, including more interactive ones, such as requesting and 

turn-taking and less interactive ones, such as signaling distress or anxiety (Prizant & 

Duchan. 1981). This may mean that the adult would imitate the child's echolalia on 

some occasions and respond with a request on others. Such an inconsistency in response 

would explain why no clear relationship was found between echolalia and either maternal 

imitation or requesting. 

It may also be the case that individual child behaviours did not seem to be related to 

maternal imitation or requesting because the mother responded to a number of the 

chi Id' s behaviours simultaneously. While the advantage of analysing the child' s 

hchaviours separately was that it helped to establish which behaviours were most closely 

rdated to the mother's techniques, it may be that stronger relationships between the 

child's behaviour and the mother's techniques would have been found if a combination 

of child behaviours had been examined together. The combination of beha\iours that a 

mother responds to may include some that were not investigated within this study. 

E,,(ending the range of behaviours analysed could therefore be helpful in clarifying the 

connections between child behaviour and maternal use of SRP techniques. 
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It would also be infonnative in the future to establish whether there was a change in 

balance between child-led and adult-led techniques used by the mother within a single 

session and if so, how these related to within-session changes in the child's behaviour. 

Preliminary analysis of this topic using the data from the present study suggests that in 

some sessions parents switch very rapidly from one technique to another in response to 

changes in the child's behaviour. 

In summary then, this study found patterns of technique implementation suggestive of 

therapist drift in relation to only a limited number of techniques, and in only some of the 

parents using an SRP. Ongoing training seemed to limit the effect of therapist drift In 

one pair. as well as having an impact on other aspects of Program implementation in 

other pairs. Variation in the mother's use of imitation and requesting seemed to have 

been somewhat related to the child's stereotypical behaviour and word approximations In 

most of the pairs. 

To explore these issues further, the five mothers involved in this study were interviewed 

after the final filming session. This interview study is reported in the following chapter. 

The interview study also explores additional issues, such as whether the mothers felt that 

the presence of an observer during the filming session affected their implementation of 

the Program and whether technique implementation is different in cases where the SRP is 

used with two children in one family, as was the case in family K. 

The limited timescale of this thesis meant that a relatively small number of data points 

\',,'ere produced for each mother-child pair in this study. Inference based on visual 

inspection of the graphical data was, therefore, the only appropriate method of analysis. 

However, if a replication study with more frequent filming sessions were undertaken it 

would be possible to conduct statistical analysis of the data, perhaps using an interrupted 

time-series analysis package such as ITSACORR (Crosbie, 1993). This would avoid the 

possibility of Type I errors associated with the interpretation of graphical data and would 

allow greater confidence to be placed in the findings (Crosbie, 1993). This procedure 

requires the data to be split into two 'phases': in this case perhaps a 'pre-training' and a 

'posl-lraining' phase to allow investigation of whether ongoing training affects 

inlcrvcntion implementation. It also requires that each phase contains at least 5 data 

points. and ideally even more. It would therefore be important to ensure that the increase 

in frequency of filming required for such analysis did not place an unreasonable burden 

on thc families involved in the study. Replication of the study with a larger sample would 

he auditionally informative, in that it would allow investigation of issues such as whether 

thc sc\'crity of the child's symptoms affects degree of therapist drift in the mother. 
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Pursuing investigation of intervention fidelity further is likely to pro\'e fruitful. In 

particular it is important to identify the level of intervention fidelity required to produce 

an acceptable level of effectiveness, and to identify those techniques which must be 

implemented with a high degree of fidelity and those which can be less rioidh adhered e . 

to. or even omitted (Halle, 1998). In addition, such research could explore the possibility 

that for some techniques at least, a lower level of fidelity may produce a higher le\'el of 

effecti veness. 

However, a crucial question, and one which currently remams unanswered, is how is it 

possible to establish just when changes in the parents' techniques over time remain within 

the boundary of acceptable intervention fidelity and when they result in a level of fidelity 

which would be unacceptable within an evaluation. This problem exists within all the 

chi Id-Ied interventions, possibly because these are, by their very nature. relatively 

unstructured and thus difficult interventions in which to apply measures of fidelity. More 

structured programmes such as the Lovaas approach, do not face these inherent 

difficulties to the same degree. 

In terms of child-led interventions, it seems likely that applying arbitrary levels of 

required technique-use to satisfy fidelity requirements would be unhelpful. Instead it 

may be more useful to measure intervention fidelity by considering the mother's 

techniques in relation to the child's behaviour - for example. examining the proportion 

of the child's stereotypical behaviour which the mother imitates. The finding within this 

study - that in pair H, although the mother's use of imitation in session 1 seemed to 

occupy a small percentage of the session, the proportion of the child's vocal and 

stereotypical behaviour imitated was incredibly high - emphasises the value of 

considering intervention fidelity in relation to the child's behaviour, rather than as a 

stand-alone measure. 

It may also be helpful to consider the proportion of child-led versus adult-led techniques, 

such as task selection. In child-led interventions a higher proportion of child-led than 

adult-led techniques would be expected. Considering use of techniques which go against 

the ethos of the intervention, such as the non-SRP techniques examined in this study, is 

also likely to be helpful in establishing intervention fidelity. 

These are all possibilities. However, until the question of how to establish acceptable 

le\l'ls of intervention fidelity are resolved, evaluation studies of child-led interventions 

such as the SRP will be of limited validity. If it is impossible to judge whether the 

Pro~ralll is applied accurately, then it is impossible to say with certainty that any changes 
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found in the child's behaviour in an evaluation study are due to the application of the 

SRP. 

7.7 Overview 

The present study explored notions of intervention fidelity and therapist drift in relation 

to the SRP. Initial intervention fidelity, as far as it could be measured, seemed high in 

four of the six mother-child pairs studied, and while there was some evidence of therapist 

drift this was limited to only some of the techniques and did not occur in all of the pairs. 

Training seemed to be associated with prevention of therapist drift in one case. The 

inten'iew study, to be reported in the next chapter, seeks to explore these issues further, 

but from the perspective of the mothers who were involved in the video analysis study. 



CHAPTER 8 

STUDY 5. PARENTS' IMPLEMENTATION OF THE SON- RISE 
PROGRAM: VIDEO REVIEW AND INTERVIEW STUDY 

8.1 Introduction 

In this chapter an interview study involving the five mothers who participated in the previous 

study is reported. This was carried out at the end of the data collection period for Study 4. with 

the aim of exploring whether the mothers themselves felt that there had been any changes in 

technique implementation over time. and if so what they felt were the reasons for this. It was 

hoped that an interview study would both offer another perspective on the data used in Study 4. 

and allow the findings to be explored in greater depth. 

In Chapter 7 it was found that there were patterns suggestive of therapist drift in four of the six 

pairs, although this was in relation to a limited number of techniques, requesting and task 

selection in particular. If, when interviewed, the mothers described a pattern of change over time 

which is consistent with these findings, this would lend additional support to the conclusions 

drawn in Study 4. 

Although the video analysis in Study 4 demonstrated patterns suggestive of therapist drift in 

some of the pairs, it could not explain why these patterns occurred. Was it because the mothers 

were uncertain of the correct techniques, or was it a conscious decision to change the way the 

Program was implemented to better suit the child? An interview study has the potential to 

provide an explanation, from the mothers' perspective, of why these changes had occurred. if 

indeed they were to describe a similar pattern of change over time to the one found in the video 

analysis. 

Study 4 examined changes in a wide range of techniques over time. However, an interview study 

might expand on this by identifying further areas in which the mothers felt there had been 

change. In particular. because Study 4 focused on quantitative change over time an interview 

study could be helpful in providing an insight into any additional qualitative changes that 

mothers felt had occurred. 
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The previous study also found that ongoing 1: 1 training seemed to influence implementation of 

the Son-Rise techniques. In two of the six pairs it appeared to halt the occurrence of therapist 

drift and in other cases training was followed by an increase in praise or laughter in therapy 

sessions. Pair I, who received no ongoing I: I training, had the most adult-led approach 

throughout the year. However, while the video analysis showed an association between ongoing 

1: I training and implementation of Son-Rise techniques, it could not be conclusively shown that 

training was responsible for the changes. Although uptake of training was followed in some 

cases by a change in the frequency with which a technique was implemented, the possibility that 

events or circumstances other than training brought about this change cannot be ruled out. 

Interviewing the mothers should help to clarify how they felt that training had influenced their 

technique implementation, if at all. 

In Study 4 the possibility was raised that the presence of an observer and camera in the playroom 

may have influenced the way in which the mothers implemented the techniques during those 

sessions, perhaps leading to an underestimation of therapist drift. Again, asking mothers directly 

whether they felt being filmed affected them might help clarify the extent to which this is a 

methodological problem which should be considered in research of this type. 

8.2 Research topics 

The interview study to be reported in this chapter explored the mothers' views on their Son-Rise 

technique implementation during their first year of using the Program, i.e. the data collection 

period of Study 4. 

The following questions were explored in relation to the mothers' use of requesting, imitation, 

praise and the 3Es: 

• Did the mothers note the same variations in these techniques over time as found 

in the video analysis in Study 4? 

• Did they feel that there had been any other changes over time in their use of these 

techniques? 

• What did they feel were the reasons for any changes over time which occurred? 

• Did they feel ongoing training affected their implementation of these techniques? 
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As the interviews were carried out pnor to identification of task selection and non-SRP 

techniques as behaviours which could be incorporated into the video analysis behavioural 

categories, these were not included in the interview schedule. However, because both requesting 

and imitation were included, the change in both adult-led and child-led techniques over time 

were open to exploration. 

Additional topics which were covered included: 

• Changes in additional techniques not explored in Study 4. 

• The experience of using the Program with two children (pair K). 

• The experience of moving from the SRP to the Lovaas approach (pair I). 

• The perceived affect of the presence of the camera and observer in Study 4. 

8.3 Methodology 

The five mothers were interviewed at the end of the data collection period for Study 4. This was 

done as soon as was convenient thereafter in order to ensure that the events of the year would 

still be fresh in the mothers' minds. Mrs. K was interviewed on two occasions, once in relation 

to her SRP with Kevin and once in relation to Laura. Each of the interviews lasted around two 

hours, and was tape recorded. The interviews were later transcribed and analysed using a similar 

'grounded theory' approach to that used in Study 3 (see page 154). At the beginning of each 

interview the mother signed a consent form stating that she was agreeable to the interview being 

recorded. Details of this and other ethical considerations can be found in Appendix A. 

The taped interview was in two parts. In the first section the mothers were shown 5 minute video 

clips taken from the middle of each of their 7 filmed sessions. The mothers were asked to discuss 

each clip in turn, in particular commenting on their implementation of the SRP techniques at that 

point. It was hoped that the video clips would act as a memory aid, given that the mothers were 

being asked to discuss events that occurred up to a year prior to the interview. 
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The second part of the interview was more structured and contained questions on the mothers' 

implementation of the Son-Rise techniques over the year, any changes in their child's behaviour. 

and whether the mothers felt ongoing training had had any effect on their implementation of the 

Program (for full interview schedule, see Appendix G). In addition, the mothers were asked 

whether they felt the presence of an observer with a camera had made any difference to ho\\ 

they behaved in the therapy room and, if so, whether this had changed over the year. 

Given that the type of questions chosen for inclusion in the second part of the interview would 

inevitably been influenced by the author's opinions on how the mother's technique use changed 

over time in Study 4, the less structured style of the first part was designed to counterbalance this 

potential source of bias. 

8.4 Interview findings 

8.4.1 Requesting 

In Study 4, therapist drift in relation to requesting had been seen in pairs I, K and L, and also in 

pair H in the final session. In all cases the pattern of change described by the mother in the video 

review and interview matched the pattern found in Study 4. 

In the case of pair I, who had shown a pattern of increasing requesting over time in Study 4, 

Mrs. I commented as she watched the video clips that she felt that over time she had increasingly 

set the agenda and made requests. After watching the clip of session 3 she commented" I think 

by then I was still following him, but more trying to get him to do what I wanted him to do." By 

session 4 the family had removed the trampoline from the room and put in a table with the 

intention of doing more tabletop work. She commented that by that stage she had moved away 

from following him and was setting the agenda. In contrast to the lack of association between 

Ian's behaviour and Mrs. I's use of requesting in Study 4's video analysis, Mrs. I said that her 

increased requesting over time had come about because she felt that Ian had become more 

interactive over time and could therefore cope with an increased level of requesting. She felt that 

this change in him also meant that he required more academic input, which is one of the reasons 

why she changed to the Lovaas approach. 
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Mrs. K in Study 4 had shown an initially high level of requesting in relation to both Kevin and 

Laura, which decreased after training, and then gradually increased again. Again, the pattern of 

change described by Mrs. K in the interview matched that found in Study 4. She felt that her 

level of requesting had initially been too high, particularly with Kevin, and that in retrospect this 

had been due to her uncertainty about the correct way to implement the techniques. She 

commented that she often requested at times when it may have been better to imitate. She felt 

that her first visit to the Option Institute with Kevin had had an enormous effect on her use of the 

techniques with both children. After the visit she spent a period of several months with Kevin 

and Laura really focusing on the 'bonding through acceptance' side of Son-Rise, concentrating 

on imitation, and reducing the number of requests for a time until she felt that the children had a 

"solid foundation" of acceptance and trust. Following this, she described how she began to 

increase the level of requesting with both children, because she felt that they had become more 

interactive. Again, as with Mrs. I, this is in contrast to Study 4 which had shown few obvious 

links between the child's behaviour and the increase in requesting. However, Mrs. K commented 

that she felt this increased interactivity was partly shown through the children being more 

attentive to the joint activities, a behaviour which was not measured in Study 4. 

In pair H, Study 4 showed a comparatively low level of requesting throughout until the final 

session. Mrs. H also felt that her level of requesting had been low for a long time, but she felt 

that it had been too low, and that in earlier sessions she had missed a lot of opportunities where 

Harry was interactive and motivated and she could have made a request. The reason for this was 

that she had experienced difficulty maintaining the fun, playful aspect of the SRP whilst asking 

Harry to do something. As she wanted Harry to perceive the playroom as an enjoyable place to 

be, she therefore limited the number of requests she made: 

"/ felt that requesting had to be kind of somehow strict or stern. / mean I'd still say 
'Oh / love you and / know you can do if', but its still the kind of finger pointing. 
And so therefore / think / didn't do it as much because it didn't feel right doing it 
that way. " (Mrs. H) 

When watching the clip of session 6 she commented that she feIt her level of requesting had 

increased, and that it further increased after a training session prior to session 7, which had 

taught her how to request in a more fun way. Thereafter she felt more comfortable making 
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requests and so increased how often she made them. Far from being therapist drift, therefore. the 

pattern of change which Mrs. H described was one of increased rather than decreased 

intervention fidelity in the final two sessions. Although her level of requesting had increased she 

felt that this brought it from a level which was too low to one that was appropriate, and that she 

had learned to make the requests in a manner which corresponded more closely with the ethos of 

the SRP. 

In terms of other changes over time related to requesting, all of the mothers, except Mrs. H 

commented that, in retrospect, they had experienced difficulty with the timing of their requests 

when they began the SRP. Mrs. G, Mrs. J and Mrs. K commented specifically that the difficulty 

was that they often made requests at times when the child was withdrawn and it would have 

been more appropriate to imitate. Partly this was because they were not as aware of the signs 

from the child, such as eye contact and attentiveness, that signalled an appropriate moment for 

interaction, but largely it was a desire to bring the child out of a withdrawn phase (or 'exclusive 

phase' as it is termed in the Son-Rise literature): 

"/ think early on you feel - and you see this with the volunteers when they're first 
starting - it's feeling like you have to entertain him, like you have to get him to 
move onto something else ifhe'sjust being withdrawn." (Mrs. G) 

"Before / was frightened of her being exclusive. 'Oh my God I've got to get her 
back, I've got to get her attention back. She's bored, she's going to want out of the 
room.' Whereas now it's not a problem, not an issue any more, and if she's being 
exclusive she's being exclusive . .. (Mrs. J) 

"Although / was doing the same thing as him, / wasn't actually enjoying what he 
was doing, / was more doing the same thing as him with the intention of 'hey, he}' 
let's do something else. '" (Mrs. K) 

As with Mrs. H, two of the other mothers, Mrs. G and Mrs. J, commented that initially they felt 

that they made requests in a way which were not as much fun for the child. Mrs. G said: 

"It was like making him jump through hoops to get what he wanted, rather than 
making it fun for him to want to do it and get what he wanted." (Mrs. G) 
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All three mothers learnt through further Son-Rise training to continue enjoying the activity in 

hand whilst making requests. Mrs. J commented on the effectiveness of this: 

"To get what you want, which is language and interaction, jumping through hoops 
you don't get these, whereas if we just go and play with her, H'e get everything that 
we want, but its a by-product of what we're doing, its not the focus, I'm not going in 
there like 'I'm going to teach her this and this and that. ' It's a case of 'I'm going in 
there to play with her' and we're getting all that stuff without pushing, ~1:itlzout 
focusing, and because now we're playing in a more fun way she's willing to do 
anything you want. " (Mrs. J) 

8.4.2 Imitation 

In Study 4 pair K had been the only pair in which a pattern suggestive of therapist drift had been 

found in relation to imitation, with imitation initially low, increasing following training, and then 

gradually decreasing again. The pattern described by Mrs. K during the video review and 

interview again matched the findings in Study 4. The reason for the changes over time are 

similar to those described in the requesting section above. She felt that prior to their first visit to 

the Option Institute she had, in retrospect, been uncertain of the correct way to use imitation. and 

had therefore not imitated enough, and often made a request or introduced a task before she had 

been imitating for any length of time. Her visit to the States had made an enormous difference to 

her understanding of what a fundamental part of the SRP imitation was and her belief that a 

message of acceptance can be conveyed through imitation. Following this she really focused on 

imitation and dropped her level of requesting for a time: 

"We just wanted to give him a good grounding at that stage so that he could tell 
that he was being accepted for who he was, and I felt that previously he hadn't had 
that base - that we accepted him and would be with him. If he did spit at the mirror 
or bounce on the ball then that was okay, we didn't have to say 'hey what are we 
going to do next?' It was okay for him to do that for as long as he wanted to do it. 
Personally I don't think we started the Program till we got backfrom the States." 

(Mrs. K) 

Following this Mrs. K gradually began to introduce more requesting and be somewhat less 

focused on the imitation, which she felt was balanced by the fact the Kevin had become more 

interactive. Mrs. K strongly felt that her training at the Option Institute had made a vital change 

to the way in which she implemented this aspect of the Program. 
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The majority of references made to imitation of the child in the interviews with the mothers 

related more to qualitative rather than quantitative changes over time. For example, both Mrs. G 

and Mrs. K felt that following training they had a better understanding of how to use imitation to 

form a deep connection with the child rather than as a superficial technique, in which they 

simply copied the child, without really 'getting into' what he or she was doing. Both felt this had 

enabled them to enjoy imitating their child's 'isms' (stereotypicaVrepetitive behaviour) more: 

"In session 7 we were having this book waving ism thing and we had a really great 
time doing the ism, and it wasn't just copying, it was really enjoying it 
yourself .. His isms have become more fun instead of 'oh my god here we go again 
with that thing' which it felt a bit like before, and I think it's a revelation to me that 
isms can befun." (Mrs. G) 

Mrs. K noted that when she returned from the first visit to the Option Institute her imitation of 

both Kevin and Laura was very exact, to try and give the children a real feeling of trust and 

acceptance. Following her second visit to the States she began to gradually change this so that 

although she was still imitating, it varied slightly from what the children were doing. This was 

partly so that Laura could learn to cope with some change from routine, but mainly to make it 

more exciting, both for the child and for herself and the volunteers. She felt that adding variation 

would make the volunteers more enthusiastic about what they were doing and she felt that the 

children sensed this sense of enjoyment. Mrs. G did the same thing following video-feedback 

training prior to session 7 and said that she felt that this meant that the imitation turned into an 

interactive game more often. 

One difficulty that both Mrs. G and Mrs. J had experienced was in knowing which behaviours to 

imitate. They felt that while their child's stereotypical behaviour was easy to identify knowing 

which of their behaviours were repetitive routines was more difficult. While both were 

behaviours that they might wish to imitate, the latter were difficult to spot: 

"/ think it took me a long time to recognise that some of his things are isms, that 
maybe you think are games, but they're not really games. / mean things like ten in 
the bed, he used to do that again and again and we thought well what a cute game 
but actually that was an ism, it was just a different kind of ism. / think from the 
Start-Up / hadn't really got the hang of the fact that an ism isn't just hand flapping 
or book waving or something like that, that an ism can be ten in the bed. He's 
interactive-ish doing it but it is an ism, it's still a repetitive thing. " (Mrs. G) 
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8.4.3 Praise and the 3Es 

Praise and the 3Es will be discussed together because the comments that parents made in relation 

to the two techniques overlapped a great deal. Note that although mother's laughter was 

examined in Study 4, it was the 3E's - energy, excitement and enthusiasm - that was discussed 

in the interviews. 

In Study 4 neither praise nor laughter had shown therapist drift, that is a decrease over time. 

Instead the pattern of fluctuations in each had been very variable. In contrast, the mothers all felt 

that their level of praising and/or the 3E's had been relatively low until they received further 

training, and that their praise level in particular was generally higher at the end of the year than 

at the beginning. As with the parents in Studies 2 and 3 the mothers in this study identified the 

3Es as a particular area of difficulty. 

Several of the mothers commented that, although they had praised their child, in retrospect this 

had not been frequent or enthusiastic enough, particularly in relation to eye contact and 

language, and that sometimes their praise came out as more of a commentary. All of the mothers 

except Mrs. K commented that, while praise and enthusiasm came easily at times when the child 

was interactive, it was more difficult to maintain at times when the child was withdrawn: 

"I was enthusiastic, 1 thought it [the Son-Rise Program] was the best thing. 1 just 
didn't appreciate when to be enthusiastic, until 1 got it into my head that you've got 
to be enthusiastic all the time, and it wasn't only when you get this word and H'hen 
she's doing something. " (Mrs. J) 

Mrs. H and Mrs. J also felt that in the earlier sessions although they often praised their child's 

big achievements it was more difficult to remember to praise for the smaller things: 

"Recently I've started doing that more as well, like any little thing saying thank YOll 

for it a lot more. For anything you know, a little glance. [Previously] 1 wouldn't 
give praise unless 1 considered it a bigger thing, as opposed to stuff that maybe he's 
been doing for 6 months and I've just taken it for granted. 1 think 1 could hm'e been 
a lot more liberal with my praise. " (Mrs. H) 
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In Study 4, 1: 1 training had been associated with an increase in praise (pair L) and laughter 

(pair 1) although, as both of these showed a general upward trend over time anyway. it was 

difficult to ascertain the effect that training had had. In interviews it was found that for all th~ 

mothers training had had much more of an impact on these techniques than Study -+ had 

suggested. The mothers all commented that training, either 1: 1 teaching, video-feedback or the 

Maximum Impact had helped them increase their 3Es and, for a number of mothers, also their 

level of praise. In some cases this was due to a general motivational boost and in others. such as 

Mrs. K, because they were specifically taught to praise more often, in her case for eye contact. In 

the case of Mrs. G it was a recommended change in the playroom environment during 

video-feedback prior to session 7 which led to increased enthusiasm as a by-product. It was 

suggested to her that George was using the many toys in the room as a means of avoiding 

interaction. Mrs. G duly removed most of the toys from the room and instead only had about 3 in 

at a time which were changed regularly. She felt that this helped George because he became 

more focused on the interaction with the adult rather than the toys. It also gave the program more 

variability and thus helped increase her 3Es: 

"Every day's different, I think the problem was previously, he'd have these isms 
that had been going on for months and months and, with the best will in the world, 
you do get fed up of it, you get fed up with him rolling a car around the floor again. 
Whereas now for a start he's not doing as much isming and secondly the isms are 
variable so it's not like the same car or whatever for the millionth time. You should 
obviously be accepting, but it does get hard because you're bored with it really, and 
I think that he was actually bored with it too. " (Mrs. G) 

Mrs. H, 1, and K all commented on how an increase in the 3Es and praising following training 

had an obvious effect in their child, in terms of increased eye contact. interaction and language. 

Mrs. H, who received 1: 1 training between sessions 6 and 7 commented that this change made 

her wish she had had the training sooner: 

"I have this feeling that it was going okay but it could have done with a little 
injection of enthusiasm or excitement or a bit more zip, which may have tllrned him 
on to try more because just the difference between sessions 6 and 7, I mean I 
haven't seen the whole thing, but he was so much more vocal in that short space of 
time and giving so much more. It makes me go 'okay what might have happened six 
months ago if we 'd had a bit more zip?'" (Mrs. H) 
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In the interviews Mrs. K described some more qualitative changes which had occurred owr time 

in relation to her use of praising. On her first visit to the Option Institute she noted that some of 

the staff would give Kevin an explanation of why they were praising him. For example, one of 

the staff had praised Kevin for making eye contact and explained that friends make eye contact 

with each other. Following this Mrs. K had tried sometimes to include an explanation of why she 

was praising Kevin or Laura, to help them understand the social significance of the skills they 

were learning. 

Another qualitative change that Mrs. K noted was that towards the end of the study, in order to 

avoid the praise becoming monotonous, she had looked for alternative ways to show Kevin and 

Laura that she appreciated their eye contact. For example, she would try to express appreciation 

through her facial expression and would become especially interested in what the children were 

saying when they were making eye contact. Future studies examining intervention fidelity 

should perhaps take into account that appreciation of the child's actions may not always be 

expressed verbally. 

8.4.4 Changes in additional techniques 

Using the information from the first part of the interview it was possible to explore whether the 

mothers felt there had been changes in any additional techniques not investigated in Study 4. 

Both Mrs. J and Mrs. K felt that over time they had increased how much, and how quickly, they 

responded to their children's language. They felt that this had helped the children understand 

that language created an effect and was an effective way of getting a desired object. For Mrs. K 

this was learnt on her second visit to the Option Institute, and she felt that this was the most 

important change in her use of the Program as a result of that visit. Mrs. J felt that experience of 

using the Program and watching her SRP sessions on video led to her increased responsiveness. 

Mrs. K commented that her awareness of her own positioning in relation to Laura when she was 

in the playroom was also something which had changed as a result of training at the Option 

Institute. She learnt how to position herself at a lower level than Laura, to make it easier for her 

to make eye contact. She also learnt to vary the distance that she sat from Laura, and she found 

that if she sometimes sat a bit further away it gave Laura some space and seemed to make her 

more likely to initiate interaction. 
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Mrs. G felt that an important change in her use of the SRP, as a result of a support phone call. 

was her realisation of how often she and her volunteers introduced games such as 'ten in the 

bed' which they knew George enjoyed, but which ended up being playing repetitively and were 

rarely expanded on. She felt that this was something they did because they were not totally 

comfortable with George's withdrawn periods and felt a need to keep him 'entertained', but they 

came to understand that allowing more original games to develop from George's own actions 

was preferable because this encouraged variety rather than repetitiveness in George's behaviour. 

The mothers all felt that, on the whole, they had applied the Son-Rise techniques in an accurate 

and effective manner. Mrs. G and Mrs. H, however, both commented that initially the Program 

had seemed quite clear and the way in which to implement the techniques straightforward, but 

that after a few months of applying the Program they realised that it was not quite as easy as they 

had first thought. All of the mothers expressed their opinion that use of the SRP had been a 

continual learning process for them over the year. 

8.4.5 Ongoing training 

In Study 4 it was found that training seemed to be effective in improving the technique 

implementation of Mrs. K in relation to requesting with Kevin and Laura and to imitation with 

Kevin. Training may also have been connected with an increase in praise in pair L and laughter 

in pair J, although the evidence for this was very limited. 

Although some associations were found in Study 4, the influence that training had on correct 

technique implementation came across much more strongly in the interview study. All of the 

mothers, except Mrs. I, commented that use of ongoing training was vital to ensure correct 

technique implementation. While the mothers felt that their use of the SRP had changed as a 

result of experience they also mentioned numerous ways in which their implementation of the 

techniques had changed as a result of training. Although the mothers found that methods of 

ongoing training which involved them being observed were most beneficial (as has been 

previously reported in the literature), in some cases even the use of support phone calls made an 

enormous difference to their SRP: 
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"/ think one thing that's quite interesting just watching all these {i'ideo clips}, how 
important it was to have contact with America through the phone calls, because its 
all very well doing the Start-Up course, but we were running into problems ill 
several ways and every time you've been asking me 'why did you challge?' most of 
the time I've been saying because we asked the Option Institute. " (Mrs. G) 

"Personally / really don't think we started the Program until we got back from the 
States. I mean I know there are no rights and wrongs, but I don't thillk we really 
fully understood joining before we went and joilling is the basis of the whole 
Program. So really that's why / say I don't think we got started until H'e came back, 
/ would recommend to anyone that goes on the Start-Up alld thillks that they can do 
it from the book to go to the States. " (Mrs. K) 

Mrs, J and Mrs. H commented that even if the Program is going well it can be very reassuring to 

have this confirmed by the Son-Rise staff. Mrs. J felt that this confirmation had made her feel 

more relaxed and focused in the playroom. 

Mrs. H felt that use of ongoing training would be particularly useful for parents who, as she did, 

had other children and an exceptionally busy family life. She felt that this meant that she had 

little time to reflect on her own methods of technique implementation: 

"To maintain the program and keep it going I think support from the Option 
Institute is vital, particularly for me with 5 children. Perhaps if I OIl(V had one other 
child, I might have the ability to have the time to think about these thillgs more alld 
work them out more for myself with the basis of the underlying philosophy, but I 
don't have that time, / don't have the luxury of trying to figure it out. " (Mrs, H) 

All four of these mothers felt that, in retrospect, they wished they had made more use of the 

support services and, although they were expensive, it was a false economy not to use them 

because of the difference they made in how effectively the Program could be run: 

"I think anybody that wants to do Options and just does the Start-Up alld thinks 
they know what they're doing is going to rUIl into bother. I don't think H'e made 
proper ellough use of the support services early enough 011, because it was so 
expensive and because I think I naively thought I kllew what I was doillg, alld also 
because at the beginning it took time to set up the playroom, it took time to get the 
volunteers, and it seemed like, 'let's get going first'. But once I started using it I 
think I really realised the value. " (Mrs. G) 



Although the mothers found all types of support services useful, there was a general consensus 

that a 1: 1 training session, either in the States or from a UK-based member of the Son-Rise staff. 

was the most helpful. As in Study 3, several of the mothers commented on the need for more 

trained Son-Rise staff in the UK. The mothers commented that after 1: 1 training, sending over a 

video of a Son-Rise session was the next most helpful approach to training; Mrs. H commented 

that for her any feedback which involved I: I observation with a member of the Son-Rise staff 

was useful because sometimes there were difficulties which she was not aware enough of to ask 

a question during a phone consultation: 

"/ mean, seeing a member of the Son-Rise staff working with Harry made such a 
huge difference. There was a lot of things / was learning this last year and had 
questions on and then suddenly seeing her in action had a huge impact, because 
I'm aware that I'm maybe not always good at translating how / feel into words, so 
actually seeing someone else doing things answered so many questions that I 
wasn't really aware that / had. / just knew it wasn't working right, but I did" 't 
know how. " (Mrs. H) 

Mrs. G, H, J and K mentioned a number of additional methods which they had found useful in 

helping them maintain correct implementation of the Son-Rise techniques. Mrs. G, Hand J 

found that observing and giving feedback to their volunteers was helpful because, on some 

occasions they found that the suggestions they offered the volunteers were ones which they 

could also make use of themselves. Mrs. G commented that just watching the Program from the 

position of an outside observer often clarified issues for her. Mrs. J and Mrs. K also found that 

watching videos of others working with their child, either volunteers or trained Son-Rise staff, 

was also helpful in this respect. 

Mrs. G and Mrs. I had not received any 1: 1 training during the study. Mrs. G though had made 

use of the support phonecalls on four occasions, and video-feedback once. In comparison Mrs. I. 

who had a relatively high use of adult-led techniques throughout the study, had only made use of 

the support phonecalls on one occasion. This was towards the end of her time implementing the 

SRP, by which time she felt that she had become very uncertain of how to implement certain 

aspects such as requesting. She commented that the phonecall had been unhelpful because it had 

not clarified this area of concern for her, and she felt that she required more structured advice: 
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"I think we phoned them because we were stuck, where do H:e go from here sort of 
thing, and they had just sort of said challenge him, you have to decide yourself 
when is the best time to challenge him, and to get him to do things, but we were still 
never very clear after the conversation, like what kinds of things to get him to do, 
and how to get him to do things. We were still not very clear. I just couldn't 
understand what they meant by some things ... we weren't any further fora'ard after 
the phone call. It didn't really encourage us by saying 'this is what you've got to 
do, that is what you've got to do. '" (Mrs. I) 

With this one exception, the mothers had found ongoing training to be very beneficial and were 

generally of the opinion that a Program could not be run effectively without it. 

8.4.6 Family K - implementing the program with two children 

One issue raised in the previous study arose from the fact that one of the mothers, Mrs. K, was 

using the Program with two of her children, Kevin and Laura. Of particular interest was the 

extent to which training with one child influenced technique implementation with the other. In 

Study 4 it was found that, while the first visit to the Option Institute with Kevin was associated 

with a change in the use of techniques, in particular requesting, with both children, a subsequent 

visit with Laura did not appear to be associated with changes in technique application with 

Kevin. Frequency with which techniques were used also seemed to differ between the pairs. 

When interviewed Mrs. K commented that, although she felt that she had applied the Son-Rise 

principles of acceptance and respect for the child's wishes in the same way with each child, she 

was very different in Son-Rise sessions with Kevin from her sessions with Laura. For example, 

she mentioned differences in the type of things she would ask each child to do when she made a 

request, and differences in the way she responded to eye contact from each child. Nonetheless, 

Mrs. K did indicate that ways in which she learnt to improve her technique implementation 

during training were often applied to both children. As in the findings of Study 4, this was 

particularly noticeable in relation to what she had learnt about joining and requesting on her first 

visit to the Option Institute with Kevin. 
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8.4.7 Family I - moving from the SRP to Lovaas 

In Study 4 the program used in pair I had seemed to have a relatively strong emphasis on 

adult-led techniques, with an increasingly high degree of adult task selection and requesting O\er 

time. By session 6 the family had switched to using the Lovaas approach. and the interview \\ith 

Mrs. I explored why she had made this decision, and what her experience of implementing the 

SRP had been prior to the change. 

Mrs. I felt that, although she was somewhat unsure of how to react to Ian's challenging 

behaviour, on the whole she had been initially fairly confident about her use of the Program. 

particularly aspects such as joining in with Ian's activities and encouraging him to make eye 

contact. However, as time went on, although she had taken the lead more and made more 

requests, she experienced difficulties ill relation to how she silould go about this. She found the 

lack of structure in the SRP made it difficult for her to implement: 

"/ think that's where Options falls down, because there isn't anything set out for 
you to follow, you know you've just got to go with your own instincts, when to do 
things, when to challenge, and / found that very difficult. / really did find that hard, 
when to do it, and what to do. " (Mrs. I) 

As the results from Study 4 suggested, Mrs. I did feel more confident using a more didactic. 

prescribed approach: 

"/ think / was more confident with Lovaas, because you're following programmes, 
you know what you're doing, and there's only 3 steps to the way you work at the 
table. So / felt a lot more confident doing it this way than / did with Options. I mean 
when / started Options it was fine, because / used to just follow him and play with 
him and do whatever he wanted to do, but as / say when it got nearer the end of the 
year we knew that he was ready to do something more, but we were stuck, we didn't 
know where to go from there - it got harder then. " (Mrs. I) 

However, she did stress that she had greatly enjoyed using the SRP and that she had found it 

very beneficial in helping Ian become more interactive. She felt that without it he would not 

have been receptive to the more didactic approach of Lovaas. 

247 



8.4.8 Effect of the camera and observer 

A concern raised in the previous study was that the mothers may have behaved differently in 

Son-Rise sessions that were filmed, to how they would normally interact in the playroom. 

Previous research indicates that awareness of being observed increases adherence to correct 

procedures (Taplin & Reid, 1973). The incidence of therapist drift found through the video 

analysis would then be somewhat lower than actually occurs if the parents implemented the 

techniques with a higher degree of fidelity during filming sessions than they did during their 

normal sessions (Gresham, et al, 1993). The fact that mothers were aware that the observer was 

trained in the use of the SRP may have increased the chances of this. Although the mothers were 

instructed to behave as they normally would during the filming sessions, they may nonetheless 

have behaved differently in some respect. 

Indeed it was the case that two of the mothers, Mrs. G and Mrs. H. felt that the presence of an 

observer had made them more aware of their techniques and kept them more focused: 

"/ think it makes you more on your toes and / had noticed that every time you came 
to film / came out of the room feeling that it had been an effective session, or a 
good session. / don't mean by good that he was necessarily interactive, but that / 
had responded to him appropriately and / had been present and all the rest. / think 
that it's the being present thing that makes the big difference having someone else 
there, because you're not going to sit there and look at your watch and wonder 
what you're going to makefor the tea if there's someone there filming you." 

(Mrs. G) 

Most of the other mothers also felt that the presence of the camera and observer had affected 

them in some way at some stage. Mrs. K and Mrs. I felt that initially it made them feel somewhat 

nervous and self-conscious, which continued throughout the study for Mrs. I who commented 

that it made her worry about whether she was implementing the Program correctly. However, 

Mrs. K noted that latterly, as she gained confidence in her use of the SRP, she became much less 

aware of the camera. Mrs. 1 felt that in some of the sessions, in particular the last one, the 

presence of the camera made her want to elicit an optimal performance from Jill. which may 

have increased her use of requesting. This may explain the increase in original requests found in 

the video analysis of session 7 in pair 1. compared to their previous five sessions. 
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8.5 Discussion 

The interviews conducted with the five mothers who had participated in Study 4 provided an 

opportunity to explore whether they themselves felt that their implementation of the Son-Rise 

techniques had changed over time during their first year of use. It also expanded on Study -+ by 

examining the reasons why any changes in technique use over time might have occurred. 

The interviews seemed to confirm the patterns of therapist drift which had been found in the 

previous study. In all cases, where a pattern of therapist drift had been found in the video 

analysis the mother described the same pattern of fluctuations when reviewing the video records 

and when interviewed. This triangulation strengthens the findings of both Study 4 and the 

suggestions of therapist drift made by Jordan and Powell (1996). 

The fact that the interviews were conducted prior to the video analysis for Study 4 strengthens 

the finding that both studies revealed patterns of therapist drift, as it means that the results of 

Study 4 did not influence the manner in which the interviews were conducted. Although the 

findings of the interview study could, in theory, have influenced the patterns of therapist drift 

found in the video analysis, the use of a second observer to confirm inter-rater reliability in 

Study 4 reduces this possibility. The findings of the two studies were therefore as independent as 

was possible in two studies conducted by the same person. 

There seemed to be two main reasons why the parents' use of the techniques changed over time. 

Firstly, it was because they learnt through additional training that their application of the 

techniques prior to training could in some way be improved upon. This was the case in pairs K 

and L, who had an initially high level of requesting. Following training the mother adjusted her 

use of the Program to emphasise the child-led techniques more. The second reason that parents 

gave for a change in technique use over time was that they had adapted the Program to 

correspond with development in their child. In all cases this was a change from an emphasis on 

child-led techniques to adult-led ones because the parents felt the child had become more 

interactive and therefore better able to cope with a heavier emphasis on the 'inspiring growth' 

side of Son-Rise. Pairs I, K and L all reported this pattern of change. 
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The findings from the interview study suggest that changes in the child's behaviour influenced 

changes in the mothers' use of techniques to a greater degree than had been suggested in 

Study 4. A possible reason for the different findings in the two studies is that, although the 

children had become more interactive over time, leading the parents to use more requesting, this 

was not found in Study 4 because the behaviour of the mothers and children during the filmed 

sessions was different to how they normally interacted when in the playroom. An alternative 

explanation is that, although the children had become more interactive over time, this was 

indicated by a change in behaviours other than the ones chosen for video analysis in the previous 

study. Mrs. K, for example, mentioned that Kevin had become more attentive to shared 

activities, a behaviour which had not been examined in the video analysis, Although a wide 

range of child behaviours was examined in Study 4, it may therefore be advantageous to expand 

these even further in future studies of therapist drift. 

While training seemed to have some association with change in technique implementation in the 

previous study it came across as being even more influential in the interviews, with four of the 

five mothers stressing how important they felt it was for effective use of the Program. This 

supports previous literature emphasising the importance of ongoing training in preventing 

therapist drift (Moncher & Prinz, 1991). An additional question to be explored in the future is 

how frequent this training needs to be to maintain the important aspects of treatment delivery, 

Gath (1979) notes that a balance must be obtained between training which is frequent enough to 

support the parents and training which is too frequent and increases the parents' dependency on 

the trainer, thereby discouraging them from finding ways to solve their own difficulties in 

intervention implementation. In practice the level of training required is likely to vary across 

parents. 

As previous research suggested, parents found 1: 1 training the most beneficial, although they 

found all types of ongoing support helpful in ensuring the SRP techniques were correctly 

implemented. Future studies of therapist drift should therefore document all types of ongoing 

training so that their influence on technique implementation can be monitored. This would 

though place greater demands on the parents participating in the study, as they would have to be 

involved in recording the content and timing of all ongoing training. Care would therefore have 
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to be taken that this did not place excessive demands on parents who were already coping with 

running an SRP and raising a child with autism. 

An interesting finding from this study was that, although the changes in requesting over time in 

pair H described by Mrs. H matched the changes found in Study 4, this pattern was interpreted 

very differently in the two studies. While in Study 4 it had been interpreted as being suggesti \e 

of therapist drift, in the interview study Mrs. H described how the change had taken requesting 

from a frequency which was too low to one which was more appropriate, thereby increasing 

rather than decreasing intervention fidelity. This difference highlights the benefits of 

investigating intervention fidelity from more than one viewpoint. It also emphasises the 

difficulty, described in the previous chapter, in seeking to establish intervention fidelity in an 

intervention such as Son-Rise which is only semi-structured. The Son-Rise principle of adapting 

the emphasis on the various techniques according to the child makes it impossible to state how 

frequently a technique should be used. This therefore makes it difficult to state whether a change 

in technique over time has taken it from an acceptable level to one that is too high, or from a 

level that is too low to one that is acceptable. While establishing intervention fidelity is always 

likely to be problematic in the child-led interventions, continuing to develop research designs 

which measure technique implementation with reference to changes in the child's behaviour will 

probably be the most practical way of assessing intervention fidelity. 

With regards to the effect of the presence of an observer on the mothers' implementation of 

techniques, the findings from this study are consistent with previous literature, in that some of 

the mothers felt that they had implemented some of the intervention techniques more accurately 

when they were being observed. While steps recommended in the literature were taken to 

minimise this effect, such as the observer trying to be as unobtrusive as possible, Gresham 

(1996) comments that, on the whole, this difficulty is inevitable in research of this type. 

It is acknowledged that this interview study provided only the mothers' perspective on the SRPs 

in the families involved, and that other family members involved in the Program may have had a 

different view on how it had changed over the course of the year. This study did though seek the 

views of those who were most knowledgeable about the mother's implementation of the 
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techniques - the mothers themselves. Their views were instrumental both in confirming the 

results of the previous study and expanding upon them. 

The interviews conducted in Study 5 add to the previous studies in this thesis in exploring the 

ways in which families implement the SRP, and how they adapt their use of it over time. The 

resulting picture is one of constantly changing intervention use, and adaptation of the SRP by 

each family to suit their own child and family circumstances. The following chapter draws 

together the findings of all the studies in this thesis, and explores their implications. 

252 



CHAPTER 9 

CONCLUSIONS 

9.1 Introduction 

This thesis set out to explore two areas which have, to date, been somewhat neglected in the 

field of autism intervention research. The first is the effect on the family when parents become 

involved in interventions with their child with autism, and the second is the prerequisites 

necessary for evaluating such interventions. Both of these topics were explored in relation to the 

Son-Rise Program, an increasingly popular, but under researched parent-run intervention. 

This thesis explored the two themes through a series of five inter-linked studies, the results of 

which will be drawn together in this chapter. The aim is not to simply reiterate the discussion 

sections of each of the studies, but rather to pull them together and consider the contribution they 

make to knowledge in the areas of family involvement and evaluation of interventions for 

children with autism. The relation of these findings to the theories of autism, described in 

Chapter I, and the family social development theories, described in Chapter 2, will also be 

considered. 

9.2 The theme of family involvement 

It was clear from the literature review that over the past 40 years there has been a move away 

from a purely professional model of intervention delivery, to one that involves parents to at least 

some extent. Initially this move was fuelled by a realisation of the benefits for the child when the 

parents become involved, for example in terms of greater intensity of intervention delivery, 

when compared to interventions carried out solely by professional therapists. More recently 

though, a family-centred view has come to the fore, which focuses on the fact that involvement 

of parents will affect not only the child with autism, but also the parents themselves, and the 

family as a whole. It was also realised that, while there may be some benefits from involving the 

parents there are also likely to be drawbacks, and that for some families such involvement will 

be neither practical nor desirable. 



A factor limiting research in the area of parental involvement was the lack of information on 

how many families participate directly in their child's intervention programme. A logical first 

step was therefore to establish how many parents are involved in interventions for their child 

with autism, and which interventions they use. This was carried out in the first study in this 

thesis, in relation to one large Scottish region. The study found that in around half of the families 

surveyed the children were currently involved in at least one intervention outwith school, and 

that parents of 13% of children were involved in interventions in which the parent typically took 

on the role of therapist to some degree. While therapist-based interventions have remained the 

most common over time, those which involved the parent as therapist seemed to have become 

increasingly common over recent years. 

Although results of this study cannot necessarily be generalised to a wider geographical area, 

they do nonetheless suggest that the involvement of UK families in interventions outwith school 

is considerable, highlighting even further the need to conduct research into the resultant effects 

on families. 

This thesis focused on one specific intervention, the Son-Rise Program, which was shown in 

Study 1 to be relatively common compared to other interventions, with numbers of families 

using it increasing. Studies 2 and 3 focused on families in the first year after initial training in 

this intervention. The aim was to establish data on a wide range of factors relating to 

implementation of the SRP, to create an initial picture of the experience of families using the 

approach, and to indicate fruitful avenues for future research. 

The SRP was categorised in Study I as being a 'high parent involvement' intervention. Such a 

label seemed justified as Study 2 showed that, although parents tended not to use the 

intervention as intensively as it is often described in the literature, it was nevertheless used for an 

average of 20 hours per week, with parents personally working with their child for more than 

half of these. If the additional time that parents spend running the program, recruiting volunteers 

and so on, is also considered, this represents an enormous commitment by the parents. 

What stood out from Studies 2 and 3 was the tremendous variation in the way in which families 

implemented this approach. For example, some families used the Program for only a few hours 
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each week, whereas others used it for more than sixty. Some parents had no volunteers assisting 

with their Program, whereas others had as many as nine. The children involved ranged from two 

years to nearly thirteen. Such variation meant that there were a large number of variables to take 

into account when examining the factors likely to relate to the effects of involvement on the 

family. 

In terms of the effects on the family, the SRP can be summed up as making family life happier, 

but more difficult. Although drawbacks were prominent, the response to the questionnaire in 

Study 2 also showed that the majority of parents still using the program after a year felt that 

involvement in it had increased happiness in their family. Parents participating in the interviews 

in Study 3 described how much they enjoyed working with their child in the Son-Rise playroom. 

There is perhaps a tendency in research into intensive interventions to focus on the difficulties 

faced by the parents involved, as is the case in disability research more generally (Crocker, 

2000). This bias is perhaps appropriate, arising from a desire to identify the most helpful ways of 

supporting families using such interventions, and to provide guidance for families considering 

the approaches. Nevertheless, the positive side of being involved in the SRP expressed by many 

of the families involved in these studies should not be disregarded. 

Around half of the parents in the questionnaire study did note a number of drawbacks for family 

life, however. The most common of these was less time to spend with their spouse and other 

children. In Study 3 the mothers interviewed described some of the strategies they used in an 

attempt to minimise the disruption for the family. Exploring the efficacy of these strategies is a 

potentially viable area for future research, and one that is likely to be of value to the families 

using this approach. Another difficulty, raised in the interview study by several of the mothers, 

was the reality of the limited involvement of their husbands, compared with their vision of an 

intervention run jointly by the two parents. In some cases though it did seem that the lesser 

involvement of one parent was essential for the smooth running of the whole family unit. 

The finding in study I of a possible trend towards parents funding interventions themselves, 

rather than using interventions funded by the local authority, meant that when exploring the 

experience of families using the SRP in Study 2, financial implications were a consideration. It 

was found that the majority of the families experienced at least slight financial difficulties as a 



result of intervention involvement. The interviews in Study 3 indicated that the financial need 

for both parents to work sometimes limited the time that they could spend using the SRP. It ma\ 

be that if, in the future, this intervention becomes increasingly funded by the local authority. as 

seems to have been the case with the Lovaas approach. parents may use the SRP even more 

intensively, with implications of greater effects on family life. 

The final two studies in this thesis, Studies 4 and 5, examined changes in the mothers' use of the 

Son-Rise techniques over time, and relate more directly to the second theme, prerequisites for 

evaluation. However, consideration of these studies in relation to the first theme of effects on the 

family does indicate possible areas for future research. The whole family system is likely to 

influence how parents implement the techniques of the SRP and changes in this over time. This 

was indicated in Study 5 by Mrs. H's comments that having a large family had somewhat 

affected her ability to implement the Son-Rise techniques, because it meant that she had little 

free time to reflect on her use of the Program. Other ways in which the family system may affect 

SRP technique implementation include the impact of a stressful family life on the parents' ability 

to remain focused when they are in the Son-Rise Playroom. A final consideration is that if 

parents are having difficulty implementing the techniques correctly. this is likely to have an 

impact on their vision of themselves as an effective therapist for their child. emotions which may 

then affect their interactions with the rest of the family. There are then a number of ways in the 

future in which issues of technique implementation may be explored in relation to the family 

system. 

9.3 The role of family systems theory in understanding effects of 
intervention involvement on the family 

In Chapter 2 family social development theories by Minuchin (1974) and Bronfenbrenner (1979) 

were introduced as a way of conceptualising the effects on the whole family when the parents 

take on the role of therapist. 

Minuchin' s family-systems theory predicts that anything that affects one person in the family. 

such as intervention involvement. will inevitably influence the whole family. It also views the 

family as operating via a series of subsystems, each involving two or three family members. 

Such subsystems are necessary for the smooth running of the family. but difficulties arise when 

subsystems become too close to. or too distant from each other. or when involvement in one 



system prevents involvement in another. Bronfenbrenner's human ecology theory takes a wider 

focus and views the child as placed within a series of nested social systems, from immediate 

family to the society in which the family live. 

To some extent these two theories provided a useful framework for understanding the effects on 

the family of intervention involvement. For example, in line with Minuchin' s theory, it \\ as 

found that the mothers did generally perceive their involvement in the SRP as affecting all of the 

family members, in tenns of less time to spend with their spouse and other children, and in some 

cases an improved relationship with them as a result of learning about the Son-Rise philosophy 

of 'happiness is a choice'. The concept of subsystems was also supported, as well as the idea that 

such systems can be beneficial for effective family functioning. For example in Study 3 some of 

the mothers described how the fathers spent time with the other children in the family while they 

used the SRP with the child with autism. This meant that none of the children missed out on 

parental attention. However, as predicted by Minuchin's model, difficulties did arise when the 

subsystems because too close, such as when the other children were involved in working as 

therapists in the Son-Rise playroom, or when the subsystems became too distant, such as when 

the fathers decreased their involvement in the Program. 

While Minuchin's model does not take account of the role of outside influences on effects on the 

family, Bronfenbrenner's theory fills this gap. As predicted by this model, a number of external 

factors did influence the way in which the family's SRP was run. For example aspects such as 

the availability of volunteers, the employment of both of the parents, the decisions regarding 

school attendance and, in some cases, the fundraising efforts of the wider community, all had an 

influence on the type of SRP that the parents provided for the child and the subsequent effects on 

the whole family. 

To some extent then, these two theories did provide a useful way of conceptual ising the way in 

which the SRP affects the whole family. The two are not competing theories, but fit rather well 

together; where the strengths of Minuchin's theory lies in its ability to predict the dynamic 

within the family, Bronfenbrenner's theory completes the picture by bringing in the role of 

external influences. Both also predict that any effects on the family are likely to change over 

time, as the family and the society in which they exist are constantly changing entities. 
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However, perhaps where these models fall down is that they lack the specificity to predict 

precise effects on the family and to explain how families deal with any difficulties which arise. 

For example, while Bronfenbrenner's model predicts that outside societal influences \\'ill playa 

role in determining the family's experience of using the SRP, it does not indicate precisely 

which external factors will have an effect, why factors will affect some families and not others. 

and whether the external factors are likely to have a positive or negative effect on the family. 

Minuchin's model is perhaps more precise in predicting which families are likely to be most 

affected by their involvement in the SRP, those in which there are difficulties with the 

subsystems being too close or too distant. However, this model still leaves a number of areas 

unexplained. For example, it does not really take account of the ways in which the family's 

methvds of interaction prior to intervention use predict the effects on the family once they do 

begin the SRP, nor does it explain why some families manage to deal with negative effects and 

others do not. The question also remains as to how the same subsystem (such as the father 

spending time with the other children in the family) can at one and the same time be regarded as 

both positive, in that it means that the children get parental attention, and negative, in that it 

reduces the amount of time the father spends on the SRP. 

In the period following the data analyses for this thesis another theoretical model was brought to 

the author's attention - McCubbin and Patterson's Double ABC-X model of stress (1982, 1983). 

This predicts that there will be an interaction between the primary stressor (A) - in this case 

involvement in the SRP - and family resource factors (B) such as coping strategies and social 

support, and the family's perception of the stressor (C). This interaction will result in the family 

adaptation outcome (X). This model does fit well with some of the findings of this thesis. For 

example, holding meetings for volunteers was found to be significantly related to positive family 

adaptation, indicated by a high level of happiness. Such meetings can be seen as providing social 

support (B). Positive family adaptation in terms of high levels of happiness and low stress levels 

was correlated with a perception that the program was very effective (C). 



This model does then seem to provide a more solid framework in which to understand some of 

the effects on the family, and its strength lies in the fact that it not only takes account of the 

cause of stress but also of the differential effect produced by the way in which these sources of 

stress are perceived. Another advantage of this model is the way in which it takes account of 

changes over time as additional causes of stress emerge, new coping and support resources are 

acquired, and perceptions of the stressor change (Krauss, 1997). Presumably such a model could 

also be usefully broken down to the level of individual family members to explain how the 

differences in availability of social support and perceptions of stressors lead to differential 

adaptation in each family member. The model has recently proved itself to be a helpful way of 

conceptualising family effects in another intensive parent-run interventions, the Lovaas approach 

(Hastings & Johnson, 2000). 

The greater specificity of this model would perhaps have made it a useful framework for 

understanding family adaptation within this thesis. However, it is not as helpful as Minuchin' s 

theory in explaining the resultant relationships between each of the family members. and. unlike 

Bronfenbrenner's theory, it takes little account of the influence of external factors such as school 

and parental employment, except in their capacity to provide social support. Therefore a more 

complete picture of the effects on the family when the parents become involved in intensive 

interventions for their child with autism can perhaps been obtained in the future if these three 

models are applied in combination. 

9.4 The theme of prerequisites for evaluation 

The second theme examined throughout this thesis was the notion that although rigorous 

evaluation of a number of interventions for autism is much needed, the validity of such 

evaluations may be compromised if the research is designed in a way which is unrepresentative 

of how the intervention is used outwith the research environment. 

A first obvious step was therefore to identify which interventions are current research priorities. 

This was carried out in the first study in this thesis, which identified speech and language 

therapy, music therapy, diet and the SRP as the most commonly used interventions at present. 

These findings indicate useful areas in which to focus research, although they are of course only 

representative of one region, and it may be that there are some regional differences. 
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The difficulty in identifying interventions which are research priorities is that while some 

interventions such as speech and language therapy may remain consistently popular, the use of 

other interventions may rise and fall. New interventions are constantly appearing and often 

become popular for a relatively short time. For example, in the time since the data for Study I 

has been collected, two new approaches to autism, secretin treatment and the Picture Exchange 

Communication System (PECS), have been used by families within the region. Such a rapid 

turnover of interventions makes identification of research priorities difficult. Perhaps more 

enduring research findings can be created by trying to extract general principles from 

intervention research, such as which specific features of an approach are important, and which 

child and family characteristics are associated with optimal intervention outcome. The feasibility 

of such 'second generation research' (Guralnick, 1997) is somewhat limited though because 

without a very large sample size only a very small number of characteristics can be adequately 

investigated within a single piece of research. 

Another means of maximising the relevance of research is establishing which types of children 

and families are commonly involved in specific interventions, and how such interventions are 

typically used. This would allow research that is representative of use of the intervention in the 

'real world' to take precedence. Such work was carried out in relation to the SRP in Studies 2 

and 3. The findings of these studies emphasised that it is not safe to assume that an intervention 

is used as it is commonly described in the literature. Families adapted the Program to their own 

child and family circumstances - in some cases using the Program less intensively than it is often 

described, in others using it in combination with school and additional interventions, and in 

some cases modifying specific aspects of the techniques. Such modifications are positive, in that 

they show that families do not feel the need to rigidly apply the Program intensively and 

exclusively when this may be neither practical nor appropriate for them. 

It is encouraging to find that in the time since the research in this thesis was undertaken, similar 

demographic work has been undertaken in relation to use of the Lovaas approach in the UK 

(Mudford et ai, 2001). As with the SRP findings in this thesis, Mudford et al report wide 

variation in the way in which the Lovaas approach was implemented. In none of the 75 families 
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surveyed was the approach being implemented In a manner totally consistent with the 

methodology of the Lovaas (1987) evaluation study. 

The finding of great variation in intervention use in Studies 2 and 3 has two implications for 

research into the SRP, and into interventions in general. Firstly, it is not advisable to base 

evaluation designs on assumptions of how an intervention is used: if in practice the intervention 

tends to be used very differently, then the findings of such an evaluation would be of little use. 

Secondly, because of the wide variation in who uses an intervention and how it is used, it should 

be made clear in any evaluation that the findings of the research are limited in the extent to 

which they can be generalised. While evaluation studies may show positive outcomes, these will 

only be in relation to specific children and specific families implementing the intervention in a 

specific way. Implementing the intervention in a different way or with a different type of child 

may produce an alternative outcome. 

Despite the variation in use of the SRP found in Study 2 it was nevertheless possible to form a 

profile of typical children involved and typical patterns of use, a profile upon which any future 

evaluation design could be based. However, such an evaluation would need to be carried out in 

the near future because it is possible that such a profile may change over time. Any number of 

factors may contribute to such a change. For example, alterations in LEA-provided provision 

may influence the number of hours per week for which parents use alternative approaches like 

the SRP, and media attention on positive outcomes in specific families may encourage more 

families with similar characteristics to begin using the approach. Although the validity of the 

findings of Study 2 are, at least to some extent, time-limited they do nevertheless fill a previous 

gap in the literature by providing a framework for future evaluation design. 

Another finding from Studies 2 and 3 that has important implications for the design of future 

evaluation studies was that a large proportion of families use the SRP in combination with 

school and other interventions. This would make it difficult to attribute any behavioural change 

in the child found during an evaluation specifically to the SRP. It is difficult to find a \\ ay 

around this problem in evaluation design; indeed such constraints of real life often limit how 

'experimentally pristine' one can be in evaluation research (Kazdin & Weisz, 1998). As 

described in Chapter 5, the ethics of asking parents involved in evaluation research not to 
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become involved in any other interventions is highly questionable. In terms of school attendance 

it may be possible to have a group who attended school in addition to the SRP and a group who 

did not. However, it would also be necessary to match the number of hours SRP provided to 

each group, which would mean that the non-school group would be left with no educational or 

therapeutic input while the other group attended school, again not a satisfactorY solution. 

Another possibility would be to collect data relating to developmental change in the children 

involved in the SRP very frequently, so that if the parents then began additional interventions at 

some point, the effects of this on the rate of developmental progress in the child could be 

measured. However, this assumes that additional interventions would have an immediate rather 

than a delayed effect on the child's progress and that progress within the SRP occurs at a 

constant rate; this seems unlikely. In short, the problem of concurrent intervention use in 

families involved in evaluation studies is one that is not easily avoided, and the limitations 

which it places on the strength of findings of any evaluation study are perhaps inevitable. 

The findings of Studies 2 and 3 raised the issue of another potential threat to the validity and 

reliability of any future evaluation study into the SRP: the possibility that parents may not be 

applying the SRP as it has been described and taught. In Study 2 it was found that around half of 

the families involved did not make use of the support services provided by the Option Institute. 

Although for some families this was because they felt that they did not require assistance 

because their Program was going well, for others it was due to the prohibitive cost of the 

services. This raised the possibility that some parents may have had difficulty in maintaining a 

high degree of intervention fidelity throughout their use of the Program. In Study 3 several of the 

mothers described ways in which they altered their use of the SRP to help tailor it to their own 

style and their own child's abilities. This highlighted the fact that, even if situations where 

parents have received the training necessary to implement the intervention exactly as it was 

taught, they may not wish to do so. While a high degree of intervention fidelity is necessary in 

evaluation research, it seems unlikely that it will always be best for the child and the family. 

Studies 4 and 5 explored the issue of intervention fidelity and changes in the use of Son-Rise 

techniques over time. Study 4 found an initially high level of intervention fidelity in most of the 

5 families studied, using video analysis of therapy sessions. While there was some change over 

time in technique implementation, this was limited to only some families and some individual 
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techniques. The interviews in Study 5 confinned that the mothers themselves also felt that there 

had been some change in their implementation of the Program over time. In some cases they felt 

that this was due to attending training and being made aware that they could modify their 

previous method of technique implementation. In other cases, the mothers had changed their 

emphasis on the various techniques in order to adapt the Program to developmental changes that 

they had perceived in their child. 

Although issues of intervention fidelity and changes in technique implementation over time did 

not relate to all of the families, the findings of Study 4 did indicate that these issues do, to some 

extent, constitute a potential threat to the validity and reliability of future evaluation studies. 

However, the most important points raised in these studies for evaluation research are (i) the 

difficulty of establishing ways of measuring fidelity in child-led unstructured interventions such 

as the SRP, (ii) the problem of knowing when changes in technique use over time are within the 

parameters of the intervention protocol and when they lead to a decrease in fidelity which would 

be unacceptable in an evaluation study. 

This clearly presents a challenge for the future. Some measures can be readily applied in 

establishing intervention fidelity, such as looking at how often techniques are used which go 

against the Son-Rise philosophy of respect for the child's choices. For many other techniques 

though, it became clear from Studies 4 and 5 that as there was no set frequency with which they 

should be used in the SRP, it was sometimes impossible to tell when they were been used too 

rarely and when too frequently. It seems likely that measuring the use of these techniques in 

relation to the child's behaviour will be the most productive way forward, for example looking at 

which proportion of the child's stereotypical behaviour the adult imitates. 

While Study 4 indicated only limited relations between the mothers' use of techniques and the 

child's behaviour, the interviews in Study 5 suggested more extensive links. It may be that in 

future video analysis studies, the methods of establishing links utilised in Study 4 can be built 

on, for example by using models based on combinations of the child's behaviour, rather than 

individual aspects, and by including additional aspects of the child's behaviour. It may also be 

that examining the relationship between the child's behaviour and the mother's use of techniques 
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on a moment-to-moment basis within a single session will produce the most accurate measures 

of intervention fidelity. 

9.5 Linking theories of autism with intervention research and practice 

Within the field of interventions for autism there is a need to forge stronger links between theory 

and practice. The benefits of doing so are bi-directional: theories of autism provide an 

understanding of how and why interventions work, while research into intervention practice may 

provide an indication of the accuracy of particular theoretical positions (Jordan et ai, 1995; 

Rapport, 200 I). Good lines of communication between those concerned with theories of autism 

and those working on a practical level are also essential to ensure that recommendations for 

intervention are not only theoretically strong but also realistic and feasible. For example, while 

theories of plasticity of functioning in the brain of the young child point to the advantage of very 

intensive intervention while the child is young, to produce a feasible approach this must be 

combined with the practical knowledge of the possible detrimental effects on the parents if they 

provide such an intensive intervention. 

In terms of the connections between theory and practice within this thesis, the theories of family 

social development theory proved useful in helping to understand one specific aspect of the SRP 

- the effects on the family of involvement. However, more general links between the theories of 

neurology and psychology presented in Chapter I and the SRP are difficult to find. 

Although the SRP is not itself derived from any particular theoretical approach, the fact that its 

primary focus is on the interpersonal relationship between the adult and child does mean that it 

sits well with Hobson's affective-deficit theory, as described in Chapter 1. Like many of the 

other child-led interventions it also uses techniques which stem from theories of mother-infant 

interaction, as described in Chapter 4. Such theories are helpful in providing a general 

understanding of why the SRP may produce behavioural change in the child with autism, but it 

does not provide specific and detailed predictions about the mechanisms by which this occurs. In 

addition because this thesis, as with all research into interventions, was practically rather than 

theoretically focused, it is difficult to find ways in which the findings of the research feedback 

into further development of these theories. 
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Although then there are theories that bear on the SRP, overall it is difficult to place this research 

within a strong theoretical framework. The main reason for this is the lack of existing literature 

connecting theory and practice. This difficulty is not specific to the SRP. It has been noted that 

within autism and developmental difficulties more generally, connections between theory and 

practice are difficult to find (Jordan et ai, 1995; Kazdin. 1999; Rapport, 2001). 

Although it is appropriate for studies into interventions to have a primarily practical viewpoint. 

such research would nonetheless be enriched if a theoretical perspective were incorporated. It is 

therefore important in the future for stronger links to be forged between theories such as 

Hobson's affective-deficit theory and research into child-led approaches such as the SRP. Doing 

so will decrease the distance between theory and intervention research, and thus provide greater 

assistance in either supporting or refuting the theory (Rapport, 2001). Such a task is likely to 

prove difficult however, not least because Hobson's theory deals with the wide-ranging area of 

intersubjective understanding, from which it perhaps more difficult to derive specific testable 

predictions than it is for other theories, such as theory of mind or central coherence theory. 

Sigman and Capps' theory that the development of early socio-cognitive skills (such as joint 

attention and social referencing) are vital for the child's later functioning (e.g. language 

development) perhaps offers a possible way of better connecting theories of autism with research 

into interventions. The development of early skills in children involved in the SRP could be 

compared both against children with autism involved in other interventions, and those not 

involved in any intervention. The children's functioning in later life in language and social 

understanding could then be compared to ascertain whether there did indeed seem to be links to 

these early skills, and whether the intervention used had an effect on development. Findings 

from such research could establish the validity of Sigman and Capp's theory, and perhaps also 

provide a framework in which to understand whether, and how, the SRP techniques bring about 

developmental change in the child. There would of course be problems with such research, for 

example the difficulty of concurrent therapy involvement previously described in this chapter 

(pxxx). However, the theory of Sigman and Capps does perhaps offer the most clearly defined 

and testable predictions in relation to the SRP. 
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9.6 Implications for families and professionals 

Throughout the five studies in this thesis there were a number of implications from findings 

which may be helpful for families considering using this approach, for professionals supporting 

those families, and for service providers more generally. Of course these implications are 

inevitably based, to some extent, on generalisations of the findings of these studies and not 

therefore relevant for every family considering this approach. Nevertheless, the frequency with 

which some of these issues were raised across several of the studies indicates that they may be 

important considerations for many of those involved with the SRP and to some extent with 

interventions for children with autism more generally. 

Perhaps the most important of these relates to the large proportion of children across the studies 

who attended school in addition to being involved in the SRP. Many parents continued their 

child's education because they considered school to be a beneficial environment, not because 

they were unable to run a full-time SRP and had no option but to send their child to school. This 

is a very positive finding. It is important though that the compatibility of the two environments is 

maximised. Good communication and a degree of flexibility on the part of both teachers and 

parents seemed important in this respect. This was highlighted by some of the specific strategies 

discussed by parents in Study 3, such as a two-way sharing of information between the school 

and home about developmental goals for the child, and parents offering the school information 

on the Son-Rise techniques. It is likely that the former strategy is already the norm, even in cases 

where the child is not involved in an intervention outside school (Jones, Meldrum, & Newson, 

1995), although the type and level of input that parents have in this process may change when 

the parents take on the role of therapist in an intervention such as SRP. 

The interviews in Study 3 indicated that a lack of conflict between school and Son-Rise may be 

more likely with younger children, although the limited number of children from different age 

groups involved in this study means that further research is required to confirm whether this is 

always the case. In the future further research should also be conducted into both the efficacy of 

strategies employed to maximise compatibility between the two learning environments, and the 

identification of child and school characteristics that are related to a high degree of 

compatibility. 
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The implications for the educational system are no less important in situations where the family 

decides to discontinue school attendance in order to run a full-time SRP at home. Comments 

made by one mother in Study 3 indicated the importance of keeping the child· s school place 

open for a period in such situations. This arrangement is advisable as it provides continuity for 

the child if, and when, they do return to school: it also eases pressure on the parents by offering a 

'safety net' if the Program does not work out as well as expected. Families in this position 

should also consider whether withdrawing the child from school will mean that the child loses 

access to related services, as was the case with one family in Study 3. 

In addition to considerations relating to school attendance, a number of other issues were raised 

in Studies 2 and 3. One of these was that in Study 2 it was found that that the majority of 

families initially accessed information aboLlt the SRP through tht; media. Gi ven the power of 

television and newspapers in detennining the interventions which parents go on to use, it is 

important that reports about interventions such as the SRP are well balanced, emphasising the 

difficulties which some families involved in them face, as well as the 'success stories'. One way 

of doing this would be to feature families who had been using the intervention for some time, so 

that initial enthusiasm for the intervention is mixed with the reality of using the Program over a 

long period of time. This would allow longer-term effects on the child and family of being 

involved in the SRP to be considered. 

Despite the high degree of intensity with which some parents used the approach, the type of SRP 

used by parents was still significantly less intensive than they had initially envisaged, both in 

terms of their own input and the input of volunteers. Although high expectations by parents 

beginning this approach are perhaps essential to create the momentum to run the Program, it is 

important that they do not feel that they have failed in any respect if they do have difficulty in 

recruiting volunteers or in working with their child as intensi\'ely as they had hoped. While 

success stories of families who have used this approach with a very positive outcome do provide 

inspiration and motivation for other families, there is the risk that these create a 'gold standard' 

of service delivery against which parents compare themselves and their efforts in a negative 

fashion. It is important that professionals supporting families using this approach discourage 

such comparisons being drawn. 
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For many families the number of volunteers that they are able to recruit may be the factor 

limiting the intensity of Program which they are able to create, something which families 

considering the approach should also bear in mind. As noted in Chapter 5 a potential solution 

would be for universities to provide course credits for volunteer work, although this would not 

help families in rural areas, who presumably have the most difficulty finding volunteers. 

Those considering using the approach should also note the potential drawbacks for family life 

which were noted by a number of families in Studies 2 and 3, such as a resultant lack of time to 

spend with other children in the family. Such drawbacks may not be severe in effect but parents 

may benefit from considering how to monitor and minimise such difficulties. Such drawbacks 

are not, of course, inevitable and there may also be benefits for the family, including increased 

happiness, an improved relationship with the child with autism, and enjoyment gained from 

spending time with the child using the techniques of the Program. In Study 2 a positive family 

experience of involvement in tenns of low stress levels and increased happiness was related to a 

high level of perceived efficacy of the SRP for the child. While this suggests a positive family 

outcome when the Program is perceived as running well, Hastings and Johnson (2000) note that 

professionals supporting families using such interventions must be aware that such findings do 

suggest that families may be at risk if they begin to have serious doubts about the programs with 

which they are involved. 

In relation to efficacy, findings from Study 2 indicated that although many parents noted 

constant progress, in most cases this was minor rather than major, and in some cases progress 

was perceived as occurring in spurts rather than constantly. As noted in Chapter 5, it is therefore 

important for families embarking on the Program to be prepared for periods of little or no 

obvious developmental change in the child. However, even minor progress may make a 

substantial difference to family life, and if this represents an improvement on the rate of progress 

by the child prior to the SRP, this will not then be a source of disappointment. 

Within the interviews in Study 5, as with Studies 2 and 3, the importance of the ongoing training 

provided by the Option Institute was highlighted. In Studies 2 and 3 relationships were found 

between attending the advanced training and an increase in confidence and motivation, and in 

Study 5 parents were largely of the opinion that the Program could not be implemented 
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effectively over a long period of time without making use of the support services. Despite this 

only limited uptake of support services was found in Study 2. 

There are a number of ways in which uptake of support services could be potentially increased. 

An obvious one, indicated by the comments made by parents throughout the study, is a decrease 

in the cost of these services and an increase in the number of Son-Rise trained staff based in the 

UK. Several parents noted that lack of time was another reason for not making use of the 

services, and one of the mothers involved in Studies 4 and 5 suggested that this could be 

circumvented to some extent if the Option Institute took on more of the organisation involved in 

using the services, for which parents are currently responsible. For example, if the Option 

Institute offered a package of regular support services, arranged times for phonecalls or video 

feedback to take place, and took the responsibility for contacting the families on each occasion, 

this would save families the inconvenience of having to arrange use of the services on each 

separate occasion; something which some parents found difficult given the demands of a busy 

family life and the added complication of the time difference between the UK and the States 

when using the support phonecall service. 

Even with such improvements though, parents will not make use of these services if they do not 

see the need, and it is relevant here that some of the parents in Study 5 noted that it was only 

with hindsight that they realised the advantage of making good use of the support services from 

the beginning of their SRP. This is something which families considering using the approach 

should perhaps bear in mind. Even if the support services offered by the Option Institute are not 

used it may be that informal support such as feedback from a spouse or group meetings with 

volunteers will be beneficial. 

It is important to reiterate that each of the implications for families discussed here will not be 

relevant for every single family considering using the approach. However, in this thesis, all were 

consistently found to be important issues for many of the families currently using the SRP, and 

as such are likely to be relevant for a substantial proportion of those using it in the future. 
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9.7 Limitations and implications for future research 

Specific limitations related to each study were discussed in the relevant chapters. The aim of this 

section is to explore more general limitations that were common across the thesis, and to explore 

ways in which these could be overcome in any future study. In addition, ways in which the 

findings of these studies could be further expanded on in future research will be considered. 

Perhaps the most salient point is the relatively small sample size in Studies 3, 4, and 5. Within 

the timescale of this thesis a larger sample size would have been impractical in terms of the ti me 

required for data collection and analysis, particularly in relation to the video analysis in Study 4 

which involved a lengthy categorisation and analysis procedure. Given the criticisms of previous 

intervention research into family effects and intervention fidelity with data collection occurring 

at only a single time-point, it seemed that the advantages of conducting data collection in Studies 

3 and 4 on a longitudinal basis outweighed the disadvantages of the reduction in sample size that 

this necessitated. 

Although the extent to which findings of studies with small sample sizes can be generalised is 

clearly limited, throughout the thesis rigorous sampling methods were employed and this 

strengthens, to some extent, the claims that can be made (Platt, 1988). For example, within 

Study 3 a stratified purposeful sampling method was used so that the interview sample was 

proportionally representative of key characteristics of the much larger UK-wide sample involved 

in Study 2. Study 3 involved families from across Scotland, and covered a wide spectrum of 

intervention use, from those who used the Program intensively, to those who eventually chose 

not to implement the Program. In Study 4 the families involved were all of the families within 

the region who had attended the Son-Rise Start-Up training. There were thus no issues of self

selection, or biased sampling: participants were simply the most representative sample that could 

be found within the geographical parameters. 

The small sample size should not detract from the valuable results that the studies produced. 

Studies 3 and 5 provided triangulation for the studies which had been conducted prior to them. 

They also allowed expansion of the previous findings, and helped to indicate possible 

explanations for some of these. All of the studies raised issues and produced findings which can 

now be further explored in larger scale studies. 
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Another potential criticism of the research conducted within this thesis may be the larae number . e 

of topics which were covered within Study 2, inevitably limiting. to some extent, the depth with 

which any single topic could be covered. However. although many topics were addressed, this 

seemed to be the most advisable route to take given that the lack of prior research into the SRP 

and the consequent lack of information in a number of important areas. By covering a number of 

topics in Study 2 it was possible to create a global picture of patterns of use and of the 

experience of families using the SRP. Through this it was possible to identify the most salient 

topics which could then be addressed in greater depth through the interviews in Study 3. and 

which can now be explored thorough further studies in the future. Focusing on only a single 

topic relating to the SRP before establishing a representative picture of typical use and 

identifying the most important issues for families using the approach would have been both 

premature and likely to have produced uninterpretable findings. 

One further issue which may also be conceived of as a limitation is the fact that throughout the 

studies it was primarily the mothers of the families who were involved. However. in 

interventions like the SRP it is normally the case that mothers are the primary care providers 

(Tissot, 1999). Involving mainly mothers in the studies thus helped to increase the 

generalisability of the findings. This is not to imply that mothers are the only family members 

involved in the SRP, nor that the perspectives of others involved in the intervention, such as 

fathers, siblings and volunteers, are unimportant. However, as the studies in this thesis represent 

the first known investigations into family effects, it seemed important that initially these findings 

came from the perspective of those who were in most cases primarily responsible for running the 

interventions - the mothers. 

In the future it will be informative to explore some of the findings found in these studies from 

the perspective of other family members and those involved as volunteers in the Program. For 

example, many parents in Studies 2 and 3 felt that using the SRP meant that they had less time to 

spend with their other children. In future studies it would be interesting to find out whether the 

other children in the family also felt this was the case, and what their overall experience was of 

their parents being involved in this approach. In the studies in this thesis parents also noted the 

difficulty of recruiting volunteers. Many questions pertaining to volunteers remain to be 
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investigated. For example, why do those who volunteer on an SRP make the decision to do so. 

and what is their experience of being involved with the Program? It would also be helpful to 

explore the reasons that discourage people from volunteering for families or lead to drop out. 

In Study 3 several of the mothers commented that they wished that their husbands were more 

involved in the running of their Program and viewed it as more of a joint venture. It would be 

interesting in the future to gather views from the husbands' perspective on how they concei ved 

their role within the SRP, and on the effects that they felt it had on the family dynamic. 

In relation to the changes in technique implementation over time found in Studies 4 and 5, this 

could be investigated further in the future by examining whether fathers and volunteers working 

on the Program show similar patterns of changes over time, and whether ongoing training 

produces similar changes in all of those working with anyone child. Studies 4 and 5 could also 

be further extended by replication with a larger sample of mothers and more frequent data points 

to explore in greater detail some of the trends identified within this thesis. It is important though, 

as discussed in Chapter 7, to make sure that any increase in frequency of filming does not place 

an unreasonable burden on the families involved in the study. 

This thesis continued in the tradition of more recent research into interventions for autism, 

moving away from considering only the effects on the child with autism to looking at the effects 

on the wider family when parents take on the role of therapist. It may be possible for future 

research in this area to take this a stage further, and come full circle by considering the influence 

that these family effects in turn have on the child with autism. For example, it could be 

examined whether the feelings the siblings have about the SRP being used then impacts on their 

interactions with the child with autism outwith the Son-Rise playroom. Such effects are 

predicted by Minuchin' s family systems approach, suggesting that the family is an interactional 

unit and factors which affect one member will in turn affect the rest of the family. 

This thesis followed some families' use of the SRP over the course of a year, but many families 

continued to use the Program after the end of the period of study. It would be informative in the 

future to interview the mothers again after the end of their SRP, to explore issues such as 

whether they felt any positive effects on themselves, in tenns of a more positive outlook and an 
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improved relationship with their child. had been maintained. It would also be interesting to see 

whether they felt that the benefits to the child of being involved in the Program had been 

maintained. and whether they experienced any difficulties involved in coming to the end of the 

Program. for example in relation to the child returning to school in cases where the Program had 

been used on a full-time basis. 

A number of ways in which the findings of this thesis can be extended have been outlined above. 

These are all important areas of potential research within the SRP but it is clear that a welI

designed evaluation of the SRP is the most urgently required piece of research that should take 

place. It is hoped that the profile of typical users and patterns of use provided in Studies 2 and 3 

will prove helpful in this respect, and that the issues of intervention fidelity raised in Studies 4 

and 5 will also be taken into consideration in the design of any such study. 

9.8 Overview 

This thesis set out to explore two main themes - the effects on the family of SRP involvement 

and the prerequisites for evaluations of this particular intervention. Through a series of five 

inter-linked studies utilising both quantitative and qualitative methodologies. it was possible to 

produce an initial picture of how this intervention is currently used in the UK, and findings 

which contribute to knowledge within each of the two themes. It is hoped that these findings will 

prove helpful for those concerned with evaluation of the SRP in the future, and for parents and 

professionals involved with this intervention. 

There are a number of ways in which this research could be built on in the future. chiefly 

through replication with larger participant groups and examination of the issues from the 

perspectives of others involved in the SRP: fathers, siblings and volunteers. Forging stronger 

links between research into this approach and relevant theoretical work is also likely to prove 

mutually beneficial for both theory and intervention development. Despite the extensive work 

that must still be done. it is hoped that the research in this thesis has made a contribution to 

understanding the experience of families involved in the SRP, and has clarified some of the 

issues involved in evaluation of this approach. 
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APPENDIX A 

ETHICAL ISSUES 

A1 Introduction 
Whilst ethical considerations are important in any piece of research. the nature of the studies in 
this thesis raised a particular set of issues. A number of the studies involved audio and \ideo 
recordings which took place in the home. The research was also longitudinal and explored issues 
of family functioning. Potentially these factors meant that the research could be very intrusi \ e 
for the families involved, and care had to be taken to ensure that their privacy was respected. 
Undertaking research with children. particularly those with disabilities. also invokes specific 
ethical concerns (Greig & Taylor, 1999). Addressing ethical issues appropriately \\ as therefore 
of central importance, not only at the design stage but throughout the research process. 

A2 Ethical procedures 
The British Psychological Society Code of Conduct (2000) was adhered to at all stages of the 
research. Before each study commenced the nature of the research was explained to the parents. 
and their potential role in it explained. It was made clear that parents could withdraw from the 
research at any stage. Parents were also assured that all personal information provided would be 
treated as confidential, and that neither their child nor their family would be identified by name 
in the published research material, with pseudonyms being used throughout the thesis. Studie~ 
3 - 5 involved audio and video recordings, and parents were informed that only those directly 
concerned with the research would have access to these. 

Particular attention was paid to the issue of advice. It was made clear that although the 
researcher was trained and experienced in use of the Son-Rise techniques, advice could not be 
given to the families on their own Son-Rise Program. Such information could be a source of 
potential bias in the research, and equally importantly may have been less appropriate than the 
advice provided by the Option Institute. In the event that parents did seek feedback from the 
researcher they were advised that contacting the Option Institute would be the best course of 
action. 

Following discussion of these issues parents were given the opportunity to ask any questions 
they had about the research. If they were then agreeable to becoming involved they were asked 
to sign a form consenting to audio/video recordings taking place. After this initial agreement 
ongoing consent in the longitudinal studies was not assumed, but confirmed either verbally or in 
writing on each occasion. 

The interview research, Studies 3 and 5. explored family functioning and the ways in which 
families adapted the SRP to suit their own child and family circumstances. These were 
potentially sensitive topics and efforts were made to explore them in a respec~ful manner. Pilot 
interviews were undertaken to confirm that the questions were worded sensiti vely. and before 
the interviews it was emphasised to the parents that questions were not intended to be 

judgmental in any way. 

In the questionnaire research, studies I and 2. similar pilot work was undertaken with parents of 
children with autism. In the case of study 2 modifications to the first questionnaire were also 
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made as result of feedback from the Option Institute. This resulted in a questionnaire which wa5 
more sensitively worded, to avoid undermining parents' confidence in their abilit\ to run an 
SRP. . 

At the end of the interview and video studies the experience of the research process was 
discussed with the participants to ensure that there had been no unintended or unanticipated 
adverse effects of participating in the research (Barrett, 1995). At the end of each intenie\\ the 
mothers were asked if there was anything which. on reflection. they would have preferred not to 
have had taped and informed that this could be removed from the transcript. In practice. there 
was nothing which the mothers wished removed from transcripts. As with audio recordings. 
there is also literature to suggest that the presence of an observer making video recordings m~~ 
have an effect on study participants (Cohen et al. 2000; Martin & Bateson, 199.:n. At the end of 
the video study therefore, parents were asked whether the presence of the researcher in the 
playroom had had any effect on them, either beneficiall\ or detrimentalh. Two of the rnother5 . . 
felt that the presence of an observer had been beneficial, as it had made each implement the 
techniques more effectively. Two mothers said it had made them slightly self-conscious. 
particularly initially, but none felt that it had caused them any serious difficulties or concern. 

A3 Ethical considerations when research takes place in the home 
The privacy of the home has high value. For researchers who are also strangers to enter the home 
and ask questions, however sympathetic, is an invasion (Hood, Kelley, & Mayall, 1996). Both 
the interview and video studies took place in the families' homes, and care was taken throughout 
to respect the privacy of each family. For example, in the video study it was periodically 
confirmed that the parents did not find the time commitment unacceptable or the researcher's 
presence too intrusive. Although filming sessions were intended to take place at precise and 
regular intervals, they were re-scheduled if this was inconvenient for the family at any time. 

A4 Ethical considerations when working with children with autism 
Given the age and verbal ability of the children involved in the video study it was not possible to 
obtain their verbal consent to participate. Consent by proxy was therefore obtained from the 
parents. Parents were provided with information about the child's role in the research in order to 
allow them to make an informed decision about permitting their involvement (Masson, 2(00). 
Mindful of the limited verbal ability of the children involved in the video study, particular 
attention was paid to any signs of distress by the child. or indications that they did not wish to be 
filmed, bearing in mind that children with autism sometimes have idiosyncratic \\ ays of 
conveying emotions (Cohen, 1998: Wing, 1996). In cases where the child appeared to be upset. 
clarification was sought from the mother over whether she felt it prudent to terminate the filming 
sessIOn. 

It was important that during filming sessions the presence of the researcher did not prevent the 
parents from providing the most effective therapy possible for their child. Attempts were thus 
made to minimis~ any disruption that filming caused the child. For example interaction between 
the researcher and the child was, as far as possible, kept to a minimum immediately prior to the 
filming so that the child would not be distracted by the presence of the resear~her in t~e 
playroom. This was particularly important given the difficulty some children with autism ha\ e In 

paying attention to relevant stimuli (Peeters, 1997). 



AS Overview 
As much of this research focused on the family and took place in the home. with some families 
participating for over a year, it was potentially intrusive for all of those involved. Ethical 
procedures were adopted which aimed to keep such effects to a minimum. British Psychological 
Society guidance on the involvement of children was followed, with particular consideration of 
the effect that the children's autism might have on their experience of participation in the 
research. 
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APPENDIX B 

INTERVENTION USE QUESTIONNAIRE (STUDY 1) 



RPPROACHES TO RUTISM OUESTIONNRIRE 

am a PhD student at Moray House Institute of Education In Edinburgh, 
carrying out research Into different !Clnds of approaches being used with 
children with autism. This questionnaire Is designed to gain a clearer 
picture of Interuentlons that are being used In the Lothian region, In an 
attempt to Identify those methods best suited to help children with 
autism. I f you can spare the time to fill out this short questionnaire and 
return It In the enuelope proulded, by 28th Feb 1998, I would be uery 
grateful. Lothian Rutlstlc Society has kindly agreed to collaborate In this 
research and to help In distributing the questionnaires. Rny personal 
Information proulded In the returned questionnaires will be considered 
strictly confidential. If you haue any queries before returning It, 
howeuer, please feel free to contact me directly on 558 6539. 

Many Thanks, 
Katie WIlliams 

SECTION I - FAMILY INFORMATION 

( I ) Name of parent/guardian completing this questionnaire 

Surname Forename ..................... . 

(2) Address .......... . 

Postcode ..................... . 

(3) How many of your children have been identified as having an autistic spectrum 

disorder (e.g. autism, Asperger syndrome. autistic tendencies) ? .............. . 

If you have two or more children who have an autistic spectrum disorder please 

complete this questionnaire for the eldest of the children, and a further 

qm'stionnaire will be sent to you to complete for the other chlld(ren). 

Bl 

(4) Date of birth of child ..... ... .1 ........ ./ .. .•.•.•. 

(5) Specific diagnosis given (please tick correct box). 

(5a) Approximate age when diagnosed .................... . 

(6) Has your child any learning difficulties or physical problems in addition to autism? 

YesINo (delete as appropriate). 

If yes, please describe: 

(7) Who does your child spend the 'school day' with (i.e. 9am - 3pm) ? 

Please tick the appropriate boxes. 

AM(..J) I PM (..J) 
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SECIION 2 - CURRENT AND PREUloUS INUoLUEMENT IN 
RPPRoACHES oUTW ITH SCHOOL 
(8) Has your child been involved in any of the following approaches, including any you 

follow( ed) in your own home? If no~, please continue overleaf. 

Exclude any which wen t:iI1TUd out only in nurseryl phzyschool/ school 
Please tick anv aoorooriale bous and give relevant dati - -

APPROACH ..J DATE END DATE EXPECTED 
BEGUN (if intervention END DATE 
(mthlyr) bas cnicd) (if intervention 

bas not yet 

-~ 
Auditory Inte~on Training (Berard'sMdhod) 

Augmented communication (eg signs, pictures or 
svmbols such 85 Mabton) 

Behaviour Modification (e.g. Lovaas) 

Conditioned Relaxation 

COlI:nitive 
Facilitated Communication 

Hill:a~hi 

Holdinll: "Therapy 

Intensive Interd(;tiofl 

Low Intrusion Teaching Methods 

Music 1llerapy 

Music Supported Communication 

Movement Communication 1llerapy 

Options 

Specific Diet 
Spoech and I..anRUIlRC 1bc:rapy 

TEACCH 
Other (please specify) 
.................................................................. 

SECTION 3 - APPROACHES AT SCHOOL 

(9) If your child currently attends prescbool/school. please list any approaches used there 

with your child I n the last 5 years, to the best of your knowledge (if not on the above list. a 

very brief description will suffice). 
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SECII ON 4 - FUTURE RPPRoACHES 

(10) Is your child likely to become involved in any approaches in the next 2-3 years? 

Please ticlcany appropriate bous and give relevant dates. 
IJ rney are nor utcety ro oecome Invorvea In (J1I Y ¥l!!oacnes r!...lease xo 10 secnon .>. 

EXPECTED i APPROACH AT OUTWITB EXPECTED 
PRESCHOOL PRESCHOOL START END DATE i 
/SCHOOL /SCHOOL DATE (if !;nown) I 
(..J) (V) MTH/YR 

Jifknow'!l 
Auditory Integration Training 

Augmented Communication 
(eg signs. pictures or symbols such 
as Mabton) 

Behaviour Modification (e.g. Lovaas) 

Cognitive 

Conditioned Relaxation 
Facilitated Communication 

Hill:8Shi 
HoldinR Therapy 

Intensive Interaction 
Low Intrusion Teaching Methods 
MusicTberapy 

Music Supported Communication 
Movement Communication Therapy 
Options 

Specific Diet 

Speech and l..anIlU8RC Therapy 
TEACCH 
Other (please specify) 
.................................................. 

SECTI ON 5 - fURTHER COMMENTS 

(II) If you have any further comments regarding interventions for autism (e.g. any you 

have found to be particularly effectivelineffoctive)it would be very helpful to have 

these. Please write in the space below and continue on another sheet if need he. 

THRNK YOU FOR TRKING THE TIME TO FILL OUT THIS QUESTIONNRIRl I 
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APPENDIX C 

SON-RISE PROGRAM QUESTIONNAIRES (STUDY 2) 

Questionnaires included: 

Questionnaire 1 - including cover letter. 

Questionnaire 2 

Questionnaire 3A - for parents who had implemented a SRP. 

Questionnaire 3B - for parents who indicated in Q2 that they had not yet begun a SRP. but 

intended to in the future. 

Questionnaire 3C - for parents who indicated in Q I or Q2 that they did not intend £0 begin a 

SRP. 

Questionnaire 3D - for non-respondents to Q I and Q2. 



Questionnaire 1 

SON-RISE PROGRAM START-UP QUESTIONNAIRE FOR 
PARENTS/CARERS 

Dear Parent/Carer 

I am a PhD student at Moray House Institute of Education, University of Edinburgh, 

researching interventions for autism. I am focusing in particular on the Son-Rise Program as 

taught through the Option Institute. Pennission to distribute this questionnaire was granted 

by the Option Institute, and it is designed to find out more about the type of children that the 

Son-Rise Program is currently being used with, and about the experiences of the families 

who are using the Son-Rise Program. 

I understand that you have only just returned from the one week Start-Up Program and that 

it is unlikely that you have begun to implement a Son-Rise Program with your child. For this 

reason you may not yet have had a chance to think about some of the issues that are covered 

in this questionnaire. However, the aim of this questionnaire is to find out your thoughts and 

attitudes as a result of Start-Up course. Please do not feel that you are committed to stick to 

the type of Son-Rise Program which you describe in your answers to this questionnaire (e.g. 

number of hours you wish volunteers to work with your child for). 

If you can take the time to fill out this questionnaire as fully as possible I would be very 

grateful. It should take about half an hour. However, if there are any questions you would 

prefer not to answer, please just leave them blanle; equally, please feel free to be utterly 

honest in giving your opinions! Any personal information (e.g. names and addresses) 

provided in the returned questionnaires will be considered strictly confidential. Please return 

the que\tlOnnalre in the freepost envelope by the 15th August 1998. If you have any queries 

about my research feel free to contact me on 0131 558 6539. 
Many Thanks, 

Katie Williams 

CI 

SECTION 1 - ABOUT YOU & THE START-up PROGRAM 

(1) How many children with special needs did you attend this course for? ................ . 

(2) 

(3) 

H you attended this course for more than one child. please complete this for 

the eldest of the children. I will send you a questionnaire for your other 

child(ren) and If you could fill it in too I would be very grateful. 

Please state your relationship to the child ............................................ . 

Are you currently employed? (circle as appropriate) 

NOI YES - FULL-TIMFl YES - PART-TIME 

(4) If you have a spouse/partner are they currently employed ?(circle as appropriate) 

NOI YES - FULL-TIMFl YES - PART -TIMFJ NOT APPLICABLE 

SECTION 2 - ABOUT THE CIDLD 

(I) Date of birth of child ..... .... 1 ....... ..1. ....... . (2) Sex of child MIF 

(3) Does your child have brothers and sisters? (please fill in and circle as appropriate) 

.-' 

Ai!:. ~ Special Edycational Needs? (please describe) 

MIF 

MIF 

MIF 

MIF 
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(4) Does your child have a specific primary diagnosis? (please tick correct box) 

DIAGNOSIS ..J DIAGNOSIS ..J 

ADHD (attention deficit Autism 

hyperactivity disorder) 

Asperger Syndrome Autistic tendencies/features 

Awaiting Diagnosis (if you know 
what the diagnosis is likely to be 

Other (please specify) 

please specify) ..... ................... 
. ....................................................... 

.......................................... ........................................................ 

(5) Approximate age of child when diagnosed ............... . 

(6) Has your child any learning difficulties or physical problems in addition to their 

diagnosis? YESINOINOT YET ESTABLISHED(circle as appropriate) 

If yes, please describe: 

..................................................................................................................................... 

..................................................................................................................................... 

(7) Are any other therapies/interventions (including medication or specific diet) 

currently being used with your child? YESINO (circle as appropriate) 

If yes, please specify: 

C3 

(8) Have any other therapies/interventions previously been used with your child? 

YESINO (circle as appropriate) 

If yes, please specify: 

..................................................................................................................................... 

..................................................................................................................................... 

SECTION 3 • ABOUT THE SON·RISE PROGRAM & THE START·UP 

PROGRAM 

(I) How and when did you first hear about the Son-Rise Program? 

. ................................................................................................................................... . 

(2) What is it about the Son-Rise Program that attracted you to coming on this Stan-Up? 

..................................................................................................................................... 

(3a) Do you plan to begin a Son-Rise Program with your child? 

YESINOIUNSURE (circle as appropriate) 

(3b) Please give your reasons for your decision: 

If you answered NO please go on to SECTION 6. 
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SECTION 4 - YOUR SON-RISE PROGRAM 
If you think at this time that you may, at some point in the future, create a Son-Rise 

Program for your child I'd be interested in knowing more of the specifics of what you 

might create, understanding that you may at any point choose to change these plans. 

(I) If you do plan on carrying out a Son-Rise Program with your child, or think that you 

might, please indicate: 

(a) How many hours per week in total you would like to see the Son-Rise Program 

being used with your child for ......... hours 

(b) Given your weekly schedule, how many hours per week you would like to work with 

your child, using the Son-Rise Program ......... hours 

(2) Have you, or do you think you will, create a Son-Rise playroom? 

YESI NOI UNSURE (please circle as appropriate) 

(3) If your child currently attends preschool/school, will he/she continue to attend if you 

begin a Son-Rise Program? 

(please tick correct box) 

YES - child will continue to attend preschool/school 

NO - child will not continue to attend preschool/school 

Child will attend preschool/school part-time 

UNSURE 

Child does not currently attend preschool/school 

(4) Will any other therapies/interventions (including medication and special diet) be used 

with your child after beginning a Son-Rise Program (either at school, if attending, or 

out of school) YESlNO/UNSURE (circle as appropriate) 

C5 

If yes, please specify : 

•••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••••• ••• 00,00 

(5) If you do use the Son-Rise Program with your child what do you think you will 

prioritise as your first 3 main goals/aims for your child? (please be as specific as ',[fJ3 

possible) 

(6) Overall how confident do you feel now about your ability to interact with your child 

using the Son-Rise Program? (please circle appropriate number) 

Very Conndent I 2 3 4 5 Not At All Conn dent 

(7) If you've already worked in a Son-Rise room, or as you imagine doing so (using the 

techniques and attitudes of the Son-Rise Program) please rate your confidence levels 

for a one hour session with your child within the following areas: 

Very ___ .. ! Not At All 

, ----- _.--- ------- ---- - ----- ---- ----
I 2 3 4 5 

Joining in with your child's choice of activities/actions 

Choosing to accept your child's activitieslbehaviour 

Joining in with your child's 'isms' (stereotypic behaviour) 

Maintaining energy, enthusiasm and excitement 

Being 'present' (focusing your thoughts on a moment to 

moment basis) 

Choosing good moments for interaction within a session 

Being creative (ability to prioritise having fun and adding 

one new element to an activity a time) 

Choosing to feel comfortable with 'challenging' behaviour 
-- -
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(8) Which aspect of interacting with your child using the Son-Rise Program do you rate 

yourself, at this time. as most confident about? Please give reasons if possible. (use 

an aspect from the above list, or any other aspect) 

(9) Which aspect of interacting with your child using the Son-Rise Program do you feel, 

at this time, you need more help/training input with? Please give reasons if possible. 

(use an aspect from the above list, or any other aspect) 

.................................................................................................................................. 

(10) Understanding that you may not have set up a Son-Rise Program and that you may 

not have had experience of using all that you've learnt, are there any aspects of the 

Son-Rise Program that you think you will choose not to implement due to your own 

special circumstance? YESINO/UNSURE (circle as appropriate) 

If YES please specify, and give reasons if possible: 

St:CflON S - YOLUNTEERS 

( 1 ) How many volunteers in total would you like to work with your child? ......... 

(2) How many hours per week will you ask each volunteer to work with your child for? 

......... hours 
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(3) Overall how confident do you feel about your ability to organise the running of a 00 

Son-Rise programme? (please circle appropriate number) 

Very Confident 1 2 3 4 5 Not At All Conndent 

SECTION 6 - FOLLOW-up 

I would like to send as many families as possible a follow-up questionnaire in 6- 12 

months time. If you would be wiJling to complete a follow-up questionnaire, please 

write your name and address below: 

Name 

Address 

Postcode .................... . 

SECTION 7 - ADDITIONAL COMMENTS 

(1) Do you have any additional comments? If so, please write them in the space below. 

THANK YOU FOR TAKING THE TIME TO FILL OUT THIS QUESTIONNAIRE! 

ex 



Questionnaire 2 

SECfION 1 - ABOUT YOU & YOUR CHILD 

(I) Your Name 

Address 

.......................................................... 

(2) Has your employment status (e.g. full-time, part-time, not working) changed since 

the last questionnaire (July 1998)? Yes/No (Please delete as appropriate) 

If 'yes' please specify 

(3) Has your partner's employment status changed since the last questionnaire? 

YesINo (Please delete as appropriate) 

If 'yes' please specify 

(4) If your child was not previously diagnosed at the time of the last questionnaire, or has 

since been given an additional diagnosis please give it here: 
................................................... 

SECTION 2 - SON-RISE PROGRAM 
( I ) Have you set up a Son-Rise program for you child? 

(please tick appropriate box) 

Yes - Son-Rise Program began on .... .1. ..... (MIY) (please give date) 

No - but intend to begin in the future 

I N() - no longer intend to use 8 Son-Rise Program 
I 

..J 
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(2) If you have not yet begun a Program, or no longer intend to begin one, please could 

you indicate the circumstances which led to this (e.g. another intervention is being 

used with the child instead, work and family commitments make running a Son-Rise 

Program impossible etc.) 

If you have not set up a Son-Rise Program, and do not intend to, please go to 

Section 7. 

If you have set up a Son-Rise Program for your child, even if it is no longer 

running, please go to question 3. (If the latter please answer the questions in 

relation to the period you used it). 

(3) Have you set up a Son-Rise Playroom for your child? 

Yes/No (Please de/ete as appropriate) 

(4) Currently, how many hours per week in total is the Son-Rise Program used with 

your child for (on average)? ....... hrs 

(5) Currently, how many hours per week do you personally work with your child lIsing 

the Son-Rise Program? ....... hrs 
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(6) Has your child continued to attend preschool/school while involved in the Son-Rise 

Program? 

(please tick appropriate box) ..J 

Yes - child continues to attend preschool/school (please delete as appropriate) 

No - child does not continue to attend preschool/school 

(please tklete as appropriate) 

Child attends preschool/school (please tklete as appropriate) part-time 

Child did not attend preschool/school before beginning Son-Rise Program 

(7) Please describe what influenced your decision to continue/discontinue your child's 

attendance at preschool/school: 

.......................................................................................................................... 

..................................................................................... 

..................................................................................... 

(8) Are any other therapieslinterventions (including medication and special diet) also 

being used with your child (either at school, if attending, or out of school)? 

YesINo (please delete as appropriate) 

If yes, please specify: 

ell 

(9) Overall, how confident do you feel now about your ability to interact with your child ill 

using the Son-Rise Program? (please circle appropriate number) 

Very 
Confident 

____________ ~. Reasonably 
Confident 

________ ... Not At All 
Confident 

1 2 3 4 5 

(10) When working in a Son-Rise room (using the techniques and attitudes of the Son

Rise Program) please rate your confidence levels for a one hour session with your 

child within the following areas : 

Very 
(please tick appropriate box) Confident ---.. 

1 2 3 
Following your child's choice of activities/actions 
Choosing to accept your child's activitieslbehaviour 
Joining in with child's 'isms' (stereotypic behaviour) 
Maintaining energy, enthusiasm and excitement 
Being 'present' (focusing your thoughts on a moment to 
moment basis) 
Choosing good moments for interaction within a session 
Being creative (ability to prioritise having fun and adding 
one new element to an activity at a time). 
Choosing to feel comfortable with 'challenging' behaviour 

4 

Not At All 
Confident 

5 

(II) Which aspect of interacting with your child using the Son-Rise Program are you 

currently most confident about? Please give reasons if possible (use an aspect from 

the above list, or any other you think important/relevant). 
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( 12) Which aspect of interacting with your child using the Son-Rise Program do you 

currently feel you need more help/training with? Please give reasons if possible 

(agai n use an aspect from the above list or any other important/relevant one). 

( 13) When working with your child using the Son-Rise Program, how confident do you 

feel that you are 'going in the right direction' with your child (e.g. how confident do 

you feel about knowing what to do next, knowing whether you are challenging your 

chi ld too much/too little etc.)? (please circle appropria/( numbu) 

Very 
Confi dent 

I 2 

SECTION 3 - VOLUNTEERS 

• Reasonably 
Confident ---------+ • 

3 4 

( I ) a. How many volunteers currently work with your child each week? 

Not At All 
Confident 

5 

( I) h. If you currently have no volunteers working with your child please say why (e.g. 

don't feel ready yet for volunteers, don't want strangers in the house, problems with 

recruiting volunteers etc.) 

H you currently have no volunteers please go now to section 4. 

(2) Curren tly , what is the least and most number of hou rs per week that any individual 

volunteer works with your chi ld for? ..... hrs - ..... hrs 

(least) (most) 

C13 

(3) a. Do you continue to give your volunteers feedback on their technique once they have 

had their initial training? YesINo (Please delete as appropriate) 

(3) h. If 'yes' please specify how often you give feedback on average : 

Weekly/Fortnightly/Monthly/Less often (Please dde/( as appropriate) 

(4) What has been your experience of giving volunteers feedback? (e.g. have you felt 

confident about giving feedback, do you feel that some volunteers don't implement 

the suggestions from your feedback, Have there been changes over time in how 

easy/difficult you find giving feedback etc.) 

(5) a. Do you hold meetings for your volunteers? 

YesINo (Pleasl de/lte as appropriate) 

(5) b. If 'yes ' please specify how often you hold meetings on average : 

Weekly/Fortnightly/Monthly/Less Often (Please delete as appropriate) 

(6) Would you like to hold meetings more often? 

" Yes - but I don't have enough lime 

Yes - but volunteers don ' t have enough time 

Yes - please specify any other reasons 

............ .. .... .. ... .. ................ ........................... 

No - am happy with how often I hold meetings 
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(7) Overall how easy/difficult have you found the following : 

(Please tick appropriau box. leaving b/anJc any of which you Mve 
flOt IuJd experience of) 

Gening enough volunteers 

Gening reliable volunteers 

Gening volunteers who can work well in the playroom 

Getting volunteers to work the number of hours you wish 

Training volunteers 

Giving volunteers constructive feedback 

Running constructive meetings for your volunteer team 

Very 

Eay 

1 2 

-+ 

3 4 

Very 

Dlmcull 

5 

(8) Overall how confident do you feel about your ability to organise the running of your 

Son -Rise Program? (please circle appropriau number) 

Very 
Confident 

2 

• Reasonably 
Confident 

3 

• 
4 

Not At All 
Confident 

5 

(9) If you have any further comments to make about your experience of working with 

volunteers (e. g. how you feel about running meetings, whether you have kept the 

same team of volunteers for the whole programme or if this has changed, how your 

ch ild has reacted to volunteers etc.) please write them in the space below: 

... ..... ..... ..... ... ... ............ ................. .......... ......... . 

C I5 

SECTION 4 - YOUR CIULD 

(1) Please give examples of the sort of progress, if any, that you feel your child has made 

during the time of your Son-Rise Program (areas to consider include language. social 

interaction, toilet training, eye contact, isms/repetitive routines. play skills, attention, 

challenging behaviour and academic skills .) 

(2) Please indicate any areas of your child's development where progress has been less 

than you would have hoped for : 

. .. . .... . .. ..... . .. .......... ........ .. ..... ..................... ................. 

SECTION 5 - YOU AND YOUR FAMILY 

(I) Do you feel that running the Son-Rise Program has had an impact on the res t of your 

family (e .g. your relationships with them, quantity/quality of lime spent will) them)? 

II so, please indicate how: 

. .................... ......................... ... ...... .......... ...... ... .... ... . 
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SEmON 6 - ENDING OF SON-RISE PROGRAM 
(I) Is your Son-Rise program still running? 

YeslNo (please delete as appropriate) 

(2) a. If your Son-Rise program is no longer running. please say wheIJ it ended. 

.... .1 ..... (M/Y) (please give date) 

(2) b. Please give your reasons for ending your Son-Rise Program: 

SECTION 7 - SUPPORT FROM THE OmON INSTITUTE 
(If you have not started or do not intend to start a Son-Rise Program please 
s till complete as many parts of this section as possible as the information 
will be very useful for this research.) 

( 1) Have you booked to attend any of the following Son-Rise training programs? 

Advanced Son-Rise Training at Option Institute Yes/No (p lease delete as appropriate) 

- If 'yes' please give the date you will attend ... .1. .... (M!Y) 

Intensive Course at Option Institute Yes/No (please delete as appropriate) 

- If 'yes ' please give the date you will attend ... ..1. ... . (M!Y) 
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(2) 8 . Please indicate how many times you have made use of the following Son-Rise 

support services offered by the Option Institute and Fellowship : 

(Please put the appropriate number in the box) 

Phone consultation 

Phone Dialogue 

Feedback on a video of you/your volunteers working with your child 

Feedback on a video/audio cassette of you giving your volunteers feedback 

Outreach visit by member of Option staff 

o 
o 
o 
o 
o 

(2)b . Please give a summary of the reasons why you did or did not use these support 

services (e.g. not sure that I was implementing the techniques correctly. thought the 

cost of the telephone calls might be prohibitive etc.) 

........ ........................ .... ... 

(3) How well do you feel that the initial Start-Up course in London prepared you for 

using 8 Son-Rise Program with your child : (Please cire/I! appropriate /lumber) 

Very Well • 

2 
Surflclently 

3 
NOI AI All Well 

4 5 

(4) If you have any further comments to make about the training/support you have 

received from the Option Institute. please write them in the space below: 

....................... .. ..... .... .. ... .... .... .. 
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SECIlON 8 - FURTHER COMMENTS 
( I ) If you have any further comments about your experience of the Son-Rise Program to 

date, please write them in the space below: 

THANK YOU FOR TAKING THE TIME TO FILL IN THIS QUESTIONNAIRE! 
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Questionnaire 3A - For parents who had Implemented a SRP 

SECIlON 1 - ABOUT YOU & YOUR CIllLD 

( I) Has your employment status (e.g. full-time, part-time, not working) changed since the 

last questionnaire (Feb 1999)? Yes/No (please delete as appropriate) If 'yes' 

please specify 

(2) Has your partner's employment status changed since the last questionnaire ? 

Yes/No 

If 'yes' please specify 

(3) If you or your partner's employment status has changed at all since the Start-Up 

course, were these changes related to your Son-Rise Program? 

Yes/No 

If 'yes', please explain in what way they were related: 

(4) If your child was not previously diagnosed at the time of the last questionnaire, or has 

si nce been given an additional diagnosis, please give it here: 

SECTION 2 - YOUR SON-RISE PROGRAM 

(I) Is your Son-Rise Program still running? Yes/No 

(2)0 If your Son-Rise Program is no longer running, please say when it ended: 

... ..1. .... (month/year) 

e21 

(2)b. Please give your reasons for ending your Son-Rise Program (e.g. progress of child 

meant that intervention no longer required, did not feel confident about working with 

child, difficulties recruiting volunteers). 

Please answer the (ollowing questions. They relate to your current use or the 
Son-Rise Program I( your Son-Rise Program is no longer running, please 
answer them In relation to the period you used It. 

(3) How many hours per week do.!QlJ personally work with your child using the Son -

Rise Program ? .. ..... hrs 

(4) How many hours per week in .t2.t.D.! is the Son-Rise Program used with your child 

(on average) ? .. ... .. hrs 

(5)a. How do you feel about the number of hours the Son-Rise Program is used with your 

child for each week? 

(0/ . /c 
1 - -~-- . _ - - - - box) . - . ---- - - - --, 

The number of hours is sufficient 

I would like the Pr~ram to be used with my child for fewer hours each week 

I would like the ProEram to be used with my child for more hours each week 

(5)b. If you would like the Program to be used with your child for more hours each week, 

please specify the reasons why you are currently unable to do so (e .g. lack of 

volunteers, lack of energy, work commitments) . 
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(6)a. Is your child currently attending preschooVschool? 

..J (olease lick aDoroDriau b --, 
Yes - child currently attends preschooVschool (please delete as appropriau) 

No - child does not currently attend preschooVschool (please delete as 
appropriau) 

Child attends preschooVschool part-time (please delete as appropriau) 

Child did not attend preschooVschool before beginning the Son-Rise Program 
and still doesn't 

(6)b . If your child 's attendance is part-time, please indicate how many hours per week they 

spend at preschooVschool. ..... .. hours 

(7) If your chi ld 's school attendance has changed since the last questionnaire (e .g. 

previously attended school , now does not) please describe the reasons for this : 

(8) Are any other therapies/interventions (including medication and special diet) al so 

be in g used with your child at present (either at school or out of school)? 

YesINo 

If yes, please specify : 

(9) Overal l, how confident do you feel now about your ability to interact with your child 

using the Son-Rise Program? 

Very 
o nfid ent 

2 

Reuon.bly 
Co nfid en t 

3 

(p least circle appropriate number) 

4 

Not At All 
Confident 

5 
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(10) When working in a Son-Rise room (using the techniques and attitudes of the Son-Ri 

Program) please rate your current confidence levels for a one hour session with yo 

child within the following areas : 

(please tick appropriau box, leaving blank Vtry ____ ... Not At All 

_ .. -. . -- _. - -- -- -- -rr- -- -_. - --- --, - - -- -- - -- -_ ... . _- ... 
1 2 3 4 5 

Joining in with your child's choice of activities/actions 
Choosi~ to accept your child's activitieslbehaviour 
Joining in with child's 'isms' (stereotypic behaviour) 
Maintainin~ energy, enthusiasm and excitement 
Being 'present' (focusing your thoughts on a moment to 
moment basis) 
Choosing good moments for interaction within a session 
Being creative (ability to prioritise having fun and adding 
one new element to an activity at a time). 
Choosing to feel comfortable with 'challenging' behaviour 

(II) Which aspect of interacting with your child using the Son-Rise Program are you 

currently most confident about? Please give reasons if possible (use an aspect from 

the above list, or any other you think important/relevant) . 

( 12) Which aspect of interacting with your child usi ng the Son-Rise Program do you 

currently feel you need more help/trai ning with? Please give reasons if poss ible 

(again, use an aspect from the above list or any other important/re levant one). 
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( 13) When working with your child using the Son-Rise Program, how confident do you 

now feel that you are ' going in the right direction' with your child (e.g. how 

confident do you feel about knowing what to do next. knowing whether you are 

challenging your child too much/too little etc.) ? (p/~as~ circ~ approprilJU numb~r) 

Very 
Confi d ent • Reasonably 

Confident --------•• 
Not At All 
Confident 

2 3 4 5 

SECTION 3 - VOLUNTEERS 

(I )a. How many volunteers currently work with your child each week? 

( I )b. If you have no volunteers working with your child, please could you indicate the 
reasons for this: 

. k all b IuJ Iv) 

Want to fee l confident in use of techniques before training volunteers 

Livin~ in a remote area makes recruitment of volunteers difficu lt 

Poor response to publicity advertising for volunteers 

Lack of spare time to spend recruiting volunteers . 

Difficulties in keeping volunteers once they have been recruited 

Do not need volunteers as family can cover the hours 

Wary of havin~ strangers in the house 

Other reasons (pluJS~ sp~cify) : . . ... .................................... .. ............. .. ... 
-

( 1 )c. If you ticked more than one reason above, which one was the most important? 

IF YOU HAVE NO VOLUNTEERS PLEASE GO NOW TO SECfION 4. 

(2) What is the rrunimum and maximum number of hours per week that any individual 

volun tee r works with your child for? ..... hrs - .. ... hrs 

(/tast) - (rrwsr) 
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(3)0. Are you currently giving volunteers feedback on their technique once they have had 

their initial training? Yes/No 

(3 )b. If 'yes', please specify how often you currently give feedback on average: 

WeeklylFortnightly/Monthly/Less often (p/~as~ dd~te as appropriate) 

(4)a. Do you receive feedback from anyone on your own techn ique?Yes/No 

(4 )b. If ' yes ' , please specify how often you currently receive feedback on average: 

WeeklylFortnightly/Monthly/Less often (p /~ast ddm as appropriate) 

(4 )c. If 'yes ', please specify who gives you feedback (e .g . partner, volunteer, Son-Rise 

staff) 

(5)a. Do you currently hold meetings for your volunteers? Yes/No 

(5)b. If 'yes', please specify how often you hold meetings o n average : 

WeeklylFortnightiy/Monthly/Less Often (pl~as~ dd~u as appropria ft) 

(6) Overall, how easy/diffICult are you finding the following : 

(pl~ast tick appropriau box. I~aving blank any o/which you havt Vcr,. 

no ~xptritnce) Ea.,. 

1 

Getting enough volunteers 

Getting reliable volunteers 

Getting volunteers who can work well in the~llIYroom 

Getting volunteers to work the number of hours LOu wish 

Training volunteers 

Giving volunteers constructive feedback 

Running useful meetings for your volunteer team 

-.. 
2 3 4 

Vcr,. 

Dlmr uil 

5 

-
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(7) Overall how confident do you currently feel about your ability to organise the 
running of your Son-Rise Program? (please circle appropriate number) 

Very 
Confident 

2 

• Reasonably 
Confident 

3 

• 
4 

Not At All 
Confident 

5 

(8) If you have any further comments about your experience of working with volunteers 

to date, please write them in the space below: 

SECTION 4 - YOUR CHILD 
( I) Please give examples of the sort of progress, if any, that you feel your child has made 

si nce the last questionnaire in Feb 1999 (areas to consider include language, social 

interaction, toilet training, eye contact, 'isms' /repetitive routines, play ski lls, attention, 

challenging behaviour and academic skills) . 

(2) If you feel that your child has made progress through the Son-Rise Program in more 

than one developmental area, in which one area has your child made most progress? 
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(3}8. Please indicate any areas of your child's development where progress has been less 

than you would have hoped for, since the last questionnaire (Feb 1999): 

(3}b. Why do you think this is? 

(4) Overall which sentence best describes the outcome for your child of using Son-Rise 

Program? 

Little or no effect 

Minor but constant progress throughout 

Intermittent spurts of minor progress 

Intennittent spurts of substantial progress 

Initially substantial progress, followed by minor progress 

Initially minore progress, foll owed by substantial progress 

Constant substantial progress throughout I 

Other (please specify) . . ........... .. .......... . .... . ... . ... .... . ... . . . .. . . .. . ..... I 
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(5) .. Overall how beneficial would you say Son-Rise has been for your child? 

(Please tick appropriale box) 

Not at all Slightly Moderately Very 
beneficial beneficial beneficial beneficial 

(5)b. H you ticked 'moderately beneficial', 'slightly beneficial' or 'not at all beneficial' 

for question 3, do you think the Son-Rise Program was less effective thanyou might 

have hoped because of: 

+ (please nclt au oox.e;s wmcn GDDly) 

The number of hours vou used the Son-Rise Prosrram for each week 

Your particular family circumstances 

The suitability of the Son-Rise Program for the age of your child 

The suitabilitv of the Son-Rise ProJ.!fam for your child's specific diagnosis 

Your ability to use the techniques/attitude of the Son-Rise ProJ.!fam 

Other (please specify) 

............................................................................................................... 

............................................................................................................... 
--
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SECTION S· YOU AND YOUR FAMILY 

(1) Do you feel that running the Son-Rise Program currently has an impact on the rest of 

your family (e.g. your relationships with them, quantity/quality of time spent with 

them)? H so, please describe how: 

(2)a. Please tick the box which best describes how your family life has been since 

beginning your Son-Rise Program: 

(please tick appropriate box) 

Agrcat Slightly Has stayed Slightly A great 
deal more more the same. less deal less 
stressful stressful stressful stressful 

(2)b. Please tick the box which best describes how your family life has been since 

beginning your Son-Rise Program: 

(please tick appropriate box) 

A great Slightly Has stayed Slightly A great 
deal happier the same less deal less 
happier happy happy 
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SECI10N 7 - SUPPORT FROM THE OPTION INSTITUTE 

( I ) Did you attend the Maximum Impact Training in London in July 19991 

Yes/No 

If yes, please describe your experience of this course: 

(2) Please indicate how many times since the Start-Up course you have now made use 

of the following support selVices offered by the Option Institute: 

(please ifLJert rdevanl number of limes in the box) 

o Phone consultation 

o Phone dialogue 

o Feedback on a video of you/your volunteers working with your child 

o Feedback on a video/audio tape of you giving your volunteers feedback 

o Outreach visit by member of Option statf (including staff based in UK) 

(3) If you have any further comments about the training/support you have received from 

the Option Institute to date, please write them in the space below: 
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SECTION 8 - FUNDRAISING 

(1) Did you, or other people, fundraise for your Son-Rise Program? 

1"---'" ...... ~ _ ... -Yr' "'y' _ .. - .. ..,-~~, 

No - we did not fundraise 

Yes - the immediate family was involved in fundraising 

Yes - other people were involved in fund raising 

(2) Overall, how would you describe the financial eff~ts, if any, of the Son-Rise 

SECTION 9 - FURTHER COMMENTS 

(I) If you have any further comments about your experience of the Son-Rise Program to 

date, please write them in the space below: 

THANK YOU FOR TAKING THE TIME TO FILL IN TillS QUESTIONNAIRE 
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Questionnaire 38 - Sent to parents who Indicated In Q2 that 
they had not yet begun a SRP, but Intended to In the future 

( I ) 

" 
Have you set up a Son-Rise Program for your child? 

, ~~-- -- - -- - • _ • _~ _ ___ r _ 

Yes - Son-Rise Program began on ..... J ...... (month/year) 

No - but intend to begin in the future 

No - no longer intend to use a Son-Rise Pro~1ll 

IF YOU HAVE BEGUN A PROGRAM FOR YOUR CHILD, PLEASE GO TO 
QUESTIONNAIRE A - SECTION 1 ON NEXT PAGE 

(2)a. If you have D.2! yet begun a Program, or no longer intend to begin one, please cou ld 

you indicate the circumstances which led to this : 

(,01 , .- - - . k all b 
o · h Iv) , 

Difficulties in setting up a playroom 

Financial reasons 

Work commitments 

Family commitments 

Did not feel confident using the techniques/attitude of the Son-Ri se Program 

Difficulty in recruiting volunteers 

Felt that Son-Ri se Program was not suitable for your particular child 

Dec ided to use another intervention instead 

Other reas on (please spec ify) ........ .......... ...... ................... .............. .. .. .. .... ...... .. 

(2)b . If you ti cked more than one reason above, which one was the mos t important in your 

dec is ion to begin your Progmm at a later dateJnot to use a Program? 
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(3)a. As a result of the Start-Up course did intemctions with your child : 

o stay much the same 0 change (pl~as~ rick appropriate box) 

(3)b . If intemctions with your child changed, please specify how: 

(pl~ase conrinul! on back of shur if nud bl!) 

(4) Are any other therapies/interventions (including medication and special diet) bei ng 

used with your child at present (either at school, or out of school)? 

YesINo (please delet~ as appropriare) 
If yes, please specify: 

THANK YOU FOR TAKING THE TIME TO FILL IN THIS QUESTIONNAIRE! 
(There is no need to bother with the following pages: please just return this page in the SAE provided) 
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Questionnaire 3C - Sent to parents who Indicated In Q1 or Q2 
that they did not Intend to begin a SRP 

( I )a. In a previous questionnaire you indicated that you did not intend to use a Son-Rise 

Program with your child. As it is important to clarify the position of all farnjlies in 

this study one year after the Start-Up course, could you please indicate your current 

situation: 

(PI ' Ie ,- - -~- . - - -- -- - box) 
- ~ - - - - - " 

I have not begun a Son-Rise Program and do not intend to in the future 

'1 intend to use a Son-Rise Program with my child in the future 

1 began a Son-Rise Program on .... J ... .. (month/year) 

(I )b. If you ~ now running a Son-Rise Program would you be willing to complete a 

(2) 

further brief questionnaire? YesINo (Please delete as applicable) 

In a previous questionnaire you mentioned some reasons why you intended not to 

use a Son-Rise Program. In order to gain more details on why farnjlies feel that the 

Son-Rise Program is not suited to their childlfarnjly circumstances I would be 

gratefu l if you could indicate if any of the reasons listed below contributed to your 

decision: 

. Ie a/l b , . . _- - .- _ . . ~ . - - _ . -- - IuJ Iv) 

Difficulties in setting up a playroom 

Financial reasons 

Work commitments 

Family commitments 

Did not feel confident using the techniques/attitude of the Son-Rise Program 

Difficulty in recruiting volunteers 

Felt that Son-Rise Program was not suitable for your particular child 

Decided to use another intervention instead 

Other reasons (please specify) ......... ............... ............................... ........... .......... 
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(2)b. If you ticked more than one reason above, which one was the most important i 

your decision not to use a Program? 

(3) Are any other therapies/interventions (including medication and special diet): 

currently being used with your child (either at school, if attending, 

school)? 

YesINo 

If yes, please specify: 

(4)a. Please give examples of the sort of progress, if any, that you feel your child has 

made since July 1998 (areas to consider include language, social interaction, toilet 

training, eye contact, 'isms'/repetitive routines, play skills, attention, challenging 

behaviour and academic skills.) 
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, 

(4 )b. If you feel that your child has made progress in more than one developmental area, in 

which one area has your child made most progress? 

........................................................................................................................... 

(5)L Please indicate any areas of your child's development where progress has been less 

than you would have hoped for since July 1998: 

(5)b. Why do you think this is? 

(6)a. Following the Start-Up course did interactions with your child: 

o stay much the same o change (please tick appropriale box) 

(6)b. If interactions with your child did change, please specify how: 

........................................................................................................................... 

(7) If you have any further comments about your experience of the Son-Rise Program, 

or your child's progress over the past year please write them on the following 

blank sheet 

THANK YOU FOR TAKING mE TIME TO FILL IN THIS QUESTIONNAIREI 
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Qu estionnaire 3D - For non-respondents to Q1 and Q2 

( I ) Have you set up a Son-Rise Program for your child? 

" (o/~as~ rick - --- - - _TO, 

Yes - Son-Ri se Program began on ...... / .. .... (month/year) 

No - but intend to begin in the future 

No - no longe r intend to use a Son-Rise Program 

(2)a . If yo u have n.21 yet begun a Program, or no longer intend to begin one, please could 

you indica te the circumstances which led to thi s: 

(Please rick all b --- -- _ --._ . - rr· , 

Difficulti es in setting up a playroom 

Fi fl ancia l reasons 

Work com mitments 

Family commi tments 

Old not fee l confident using the techni'lues/atlitude of the Son-Rise Pr~am 

Difficulty in recruiting vo lunteers 

Fe lt that Son-R ise Program was not suitable for mLQarti cul ar child 

Dcc id :::d to use another intervention instead 

Other reason (p lease spec ify) ......... ..... .. ............... ............. ..... .. ........... .. ............ .. .... 

. . ........ ............... ........ .. .. .. ....................... .... .... .... ...... .. .. ............... ... .... ... 

(2)h If yo u ti cked more th an one reason above, whi ch one was the mos t import ant in yo ur 

d cc l ~lO n to begin yo ur Program in the future/not to use a Program? 

(1) II JOU are running a Son-Rise Program, how many hours per week in total is it 

l urren tl j be in g u ~ed With your child for (on ave rage)? .. ..... hrs 

39 

(4) If you a re running a Son-Rise Program, has yo ur child continued to a!lend 

preschool/sc hool? 

" 'r p
-- - TO_' O -rr ' - r ' - _ . - - _T O, 

Yes - chi ld continues to attend preschool/school (please de lere as appropriare) 

No - child does not currently attend preschool/schoo l (please de lerl' as appropriare) 

Chi ld allends preschool/schoo l part-time (p lease delere as appropriare) 

Chi ld did not attend preschool/schoo l before beginnin g Son-Rise, and still doesn' t ! 

(5) Would you be wil ling to comp lete a further ques tionn aire about yo u and your c h i l d' ~ 

experi ences over the pas t year? Yes/No 

(6) If you have any further comments about your experience of the Son-Ri se Program 

to date, please write them on the back of thi s sheet. 

THANK YOU FOR TAK ING THE TIME TO F ILL IN T illS QUESTIONNAIRE 
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APPENDIX D 

SON-RISE PROGRAM INTERVIEW SCHEDULES (STUDY 3) 

Points discussed with parents before each interview 
(I) The aim of the interviews is to explore the experiences of families USIng the SRP -

questions are not intended to be in any way judgmental. 
(2) No right a~d wrong answers - j~st give your own opinions on the topics. 
(3) Please say If there are any questIOns you would prefer not to answer. Equallv please feel 

free to be utterly honest in giving your opinions. . 
(4) Feel free to switch off the tape at any time if you would like to sav something that yOU 

would prefer not to be taped. • ~-
(5) At some points I may stop you and move on to the next topic. Please do not take this as 

an indication that I'm not interested in what you are saying. It is just because there are 
several topics to cover in the hour, and it is important that we cover all of them. 

(6) You can end the interview at any time you wish. 

Interview 1 schedule 
(1) Start-Up Course 
(a) Tell me a bit about why you decided to attend the SRP Start-Up course. 
Prompt - what had made you interested in finding out more about the SRP? 
Prompt - were there any aspects of the SRP which particularly attracted you, or that you were 
less keen on before you attended? 
(b) Tell me a bit about how you found the Start-Up course. 
Prompt - tell me about the teaching methods. 
Prompt - tell me about your feelings during the week about the teaching 
Prompt - tell me about your feelings during the week about the atmosphere of the course 
(c) Did you feel that the course covered all the aspects you wanted it to? 
Prompt - were there any aspects of the approach that you found particularly appealing or 
any you found less appealing during the week? 
(d) Did you find the course gave value for money? 
(e) Roughly when do you plan to begin your SRP or when did it begin? 

(2) Child 
(a) What do you think your child's reaction will be/has been to the SRP? 
Prompt - how do you think he will react to the techniques and attitudes? 
(b) What do you think your child's reaction will be to being in the room? Or what has your 
child's reaction been to being in the room? (if applicable) 
Prompt - do you think your child will enjoy being in the room, or will he/she not be keen? 
Prompt - what are your feelings about your child's reaction? 
(c) Tell me a bit about how you hope your child will change as a result of the SRP. 
Prompt - (if can't think of any) perhaps you could think of ~hange.s in one or more of the 
following areas - social, communication, play, motor or educatIOn skills. 
(d) Why have you chosen these goals as the one's that are important to you? 

(3) Family .. .? 
(a) What do you think the effects, If any, WIll be of the SRP on the rest of the famJl). Or 
have been effects already. 
Prompts -how about on your spouse/partner? 
Prompt - how about your other children? . 
(b) What have been the views of your other relatIves and fnends about the SRI>? ? 

Prompt - how have the views of other people affected you and your program, If at all. 
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(4) Sc hootingl Prole ssional Advice 
(a) (If child is at school) Could you tell me a bit about vour child's school? 
Prompt - is it a mai~stream ~chool, or. a speci.al school:or a pre-school? 
Prompt - whose choice was It to put him/her III that particular school? 
(b) Will your child continue to attend school? If so, why? If not, wh, not? 
Prompt - how do you think your SRP will fit in or not fit in with your child's schooling? 
Prompt - does the school have a similar or different ethos to the SRP? 
(c) What have been the views of the school about you choosing the SRP? 
Prompt - how about your child's teachers? 
Prompt - how have the views of the school affected you and your program. if at all? 
(d) What have been the views of other professionals about you choosing the SRP'? 
Prompt - how about you~ child's G.P., psychologist, and other therapists? 
Prompt - how have the views of these people affected you and your program. if at all? 

(5) Other therapies 
(a) Will you use other interventions, including medication and diet, and other therapies? Tell 
me a bit about how you think these will or will not fit in with the SRP. 
Prompt - (if not sure if other therapies will fit or not) will the therapy follow any of the same 
ideas as the SRP or does it follow quite different ideas? 
(b) Why did you choose to use other therapies/ to not use other therapies? 

(6) Yourself 
(a) Tell me a bit about how you yourself feel about working in the room with your child. 
Prompt - are there any aspects of working in the room that you feel particularly 
confident/not confident about or that you particularly like/dislike? Why is this? 
(b) Tell me a bit about your relationship with your child since the Start-Up course. 
Prompt - has it changed or has it stayed the same? 
(c) What do you think the effects, if any, of the SRP will be on you, or have already been? 
Prompt - have you changed or has it not had much impact on you? 
(d) Could you talk a little bit about finding time for yourself? 

(7) Theory to Practice 
(a) Overall how closely do you think you will follow the way the Option Institute say you 
should carry out a program? Firstly if we discuss within the room. 
Prompt - are there any aspects you will either emphasise or not use and if so why? 
(b) Secondly if we discuss aspects outwith the room. 
Prompt - such as your child going outside, or volunteers, meetings and feedback. 

(8) Volunteers 
(a) If you could talk a little bit now about volunteers. 
(b) What are your feelings about recruiting and initial training? 

(9) Fundraising . . . ') 
Do you plan to fundraise for your SRP, or do you not thlllk this Will be necessary. 
Prompt - (if no) why is that? 
Prompt (if yes) how do you think that this will fit in with running your program? 
Prompt - what will you prioritise the money for? 

Finishing comments to parent ~fter each i.nterview , .) 
(I) Is there anything else you would lIke to add which you feel I haven t covered. 
(2) Is there anything that you would like to ask me? . 
(4) Is there any comment they made which. on reflectIOn. they .w?uld prefe~ not. to. havc 

been taped? These comments can be removed from the transcnptlOn of the IOtervIC\\. 
(5) Did any questions upset you/make you ~eel unc?mfortable? . 
(6) What was your opinion of th~ interview - did you feel. there were to,Pl~S that \ ou 

would've liked to have covered III more depth/less depth or 10 a different \\<1) . 
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Interview 2 schedule 
(1) Your child & your program 
(a) How long has your program being running for now? 
(b) How has your child reacted to the SRP and to being in the playroom? 
Prompt - how has slhe reacted to the techniques/ being in the room? 

- what are your feelings about his/her reactions? 
(c) Can you give examples of the sort of progress, if an\, that you feel \our child has made 
during your SRP? .. 
Prompt - how about in other areas such as language, social interaction. toilet training. e\L' 
contact, attention, academic skills? '- . 
(d) To what extent would you attribute this progress to the SRP? 
(e) Could you tell me about any areas of your child's development where progress has been 
less than you would have hoped for? 
Prompt - how about in other areas such as language, social interaction. toilet training. e~e 
contact, attention, academic skills? 
Prompt - why do you think that is? 
(f) Roughly how many hours do you do each week? 
(g) How do you feel now about your decision to take your child out of the house? 

(2) You 
(a) How have you found working in the room with your child since you began your SRP? 
Prompt - have there been aspects you particularly liked or disliked using. or that you felt 
particularly confident or not confident about? Why is that? 
(b) How confident have you felt that you have been 'going in the right direction'? What I 
mean by that is how confident have you been that you have been choosing the correct goals 
to focus on, that you have been challenging your child enough. but not too much etc. 
(c) Do you feel pressure to 'get results' or 'do well' with the program, or not really? If so. 
where does this pressure come from? 
(d) (where applicable) At the beginning of your program you decided to take leave/give up 
work/stay at work, how do you feel now about that decision? 
(e) To what extent, if at all, do you apply SRP attitudes to other areas of your life? 

(3) Family 
(a) Could you tell me a little bit about what the effects, if any, have been of the SRP on your 
family? 
Prompt - how about on your husband! other children? 
Prompt - how do you feel about that? 
(b) Is your husband involved in the running of your SRP? 

(4) Volunteers 
(a) What has been your experience of using volunteers? 
Prompt - how about recruiting/ giving feedback/having meetings? 

- how about the number of hours they work for each week? 
(b) How has your child reacted to the volunteers? 

(5) Support/rom Option Institute 
(a) Looking back, do you feel that the Start-Up course prepared you well for running the 
SRP,or do you feel that it prepared you well in some w~ys but not.others? .. ) 
(b) Have you used the follow-up support available and If so how did >'<?u fInd It. . '} 
(c) What are your feelings about the Maximum Impact Advanced traInIng and the Intensl\e. 

(6) Schooling . . . ' 
(a) After the SRP you made a decision about schoolIng (I.e .. w.het~er to contInue. contI nUl' 

part-time or discontinue). How do you feel ~o~ abo.ut that dec~sl~n. . 'J 

(b) (If child is at school) how is the SRP fittIng In With you.r chIld s schoolt ng .. 
Prompt - do the school show an interest in what goes on With your SRP? If so, In \\ hat wa: ? 
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(7) Other therapies 
(a) Are you considering other therapies or are you happy with the way things are going? 
Prompt - (if yes) what attracts you to that therapy? -

(8) Fundraising 
(a) (~or those who ~aye been inyolved in some kind of fundraising) what has been \ our 
expenence of fundralsmg, or havIng others fundraise for you? 
(b) What has been your experience of the financial side of running a SRP? 

(9) Overall 
(a) How do you feel now about your decision to undertake a SRP? 
(b) How would you sum up your experiences of your SRP so far? 

Interview 2 schedule (for family no longer running SRP) 
(1) Decision not to run a program 
What do you think were the most important factors affecting your decision not to use a SRP'? 
Prompts - Do you think ... (below) was relevant/came into it at all? 
(a) Your child's school or education 
(b) Your family 
Prompt - what were your husband's feelings about the SRP? 
Prompt - did you think it would have any effect on the other children? 
(c) Your job 
(d) How suitable the SRP seemed to be for your particular child 
(e) Your own feelings about interacting with your child using the techniques of the SRP 
(f) Your own feelings about running a SRP, e.g. recruiting volunteers, running meetings 
(g) The financial side of being involved in a SRP 
(h) How effective you thought the SRP was/would be 
(I) Whether you thought it would be detrimental in any way 
(j) The opinions of other people you know about the SRP 
(k) The space needed to set up a Son-Rise playroom 
(I) The fact that running a SRP sometimes lasts a number of years. 
(m) Thoughts about using other therapies/approaches 
(n) The isolation (in that you may have been on your own in the house for a lot of the time) 

(2) Did any other factors contribute to your decision? 

(2) Supportfrom the Option Institute . 
(a) Looking back, do you feel that the Start-Up course prepared you well for runnIng a SRP. 
or do you feel it prepared you well in some ways but not others? 

(3) Other therapies .' . 
(a) Are you considering other therapies or are you happy With the way thIngs are gOing? 
Prompt - (if yes) what attracts you to that therapy? 

(4) Overall 
(a) How do you feel now about your decision not to undertake a SRP? 
(b) How would you sum up your ex~riences of the SRP? . . ') 
(c) Do you continue to use the techmques or do you feel they are not SUited to your child. 
Prompt - (if yes) in what way? 
Prompt - (if no) why is that? . . ' . 'J 
(d) Do you continue to use the SRP attitude or do you feel that It IS not SUited to ] our child. 
Prompt - (if yes) in what way? 
Prompt - (if no) why is that? 



Interview 3 schedule 
( 1) Your child and your Program 

(a) How is your Program going just now? 
(b) Roughly how many hours is the Program running for each week? 
Prompt - how do you feel about that, are you happy with the number, or , .. ould \ou like to 
do a different number of hours? . 
Prompt - What prevents you doing more/fewer hours each week? 
(c) How is you~ child reac~ing to the SRP and the playroom just now? 
Prompt - how IS s/he reactmg to the techniques? 

- how is s/he reacting to being in the room? 
(d) Can you give me examples of the sorts of progress, if any, that YOU feel \our child has 
made since the last interview? . . 
Prompt - you could consider areas such as language, social interaction. toilet training. e\ e 
contact, attention, and academic skills. ~ . 
(e) Which of these improvements would you attribute to the SRP and which to other thin£s? 
(f) Could you tell me about any areas of your child's development where progress has been 
less than you would have hoped for since the last interview? 
Prompt - you could consider areas such as language, social interaction. toilet training. eye 
contact, attention, and academic skills. 
Prompt - why do you think that is? 
(g) Has your child's rate of progress varied since the time you began your SRP. or has it 
stayed the same? 
Prompt - for example was your child's progress initially slow and then it speeded up. or 
maybe the other way round? 
Prompt - (if it has changed) why do you think that is? 
(h) Have you made any decisions about when your Program will end? 
Prompt - why have you decided to end it then? 

(2) You 
(a) How are you currently finding working in the room with your child? 
Prompt - are there aspects you particularly like or dislike. or that you feel particularly 
confident or not confident about? Why is that? 
(b) How confident do you feel just now that you are going in the right direction with your 
child. What I mean by that is how confident do you feel about knowing what to do next, 
knowing whether you are challenging your child too much/too little etc.? 
(c) Do you think your way of working in the room has changed at all since you began your 
SRP, or has it stayed much the same? 
Prompt - (if it has changed) in what way has it changed? 
(d) Do you get feedback from anyone on the use of your techniques? 
Prompt - (if no) How do you feel about that? 
Prompt - (if yes) who gives you your feedback? 

_ (if yes) what is your experience of receiving feedback? Do you enjoy receiving it. 
or not, do you find it easy to implement suggestions or not? 

(e) How is your working life currently fitting in with your SRP? 
(f) Has using the SRP changed you at all or not really? 
Prompt - (if yes) in what way? 

(3) Family . 
(a) Could you tell me a little bit about what the effects have been, If any, of the SRP on you r 
family over the past 6 months? 
Prompt - how about on your husband? Does he work in the room with your child? 
Prompt - how about on your other children? 
Prompt - how do you feel about that? . .) 
(b) Has family life changed or stayed the same.m terms of stres~ smce .you began }ou~ SRP. 
(c) Has family life changed or stayed the same m terms of happmess smce ) ou began. 



(4) School 
(a) How do you feel now about the decision you made about your child's schooling (i.e. 
whether to continue, discontinue etc)? 
(b) How is the SRP currently fitting in with your child's schooling? 
Prompt - are they taking an interest? If so, in what way? 
(c) Do you think there are any differences between the \ .. ay people interact with your child 

in the room and how people interact with him at school? 
Prompt - (if yes) - what are the differences? 
Prompt - (if yes) how do you think your child copes with those differences? 

(5) Volunteers 
(a) Do you currently have volunteers? How's that working out? 
Prompt - how about recruiting/giving feedback! having meetings? 

- how about the number of hours they work for each week? 
Prompt (if no volunteers) - what are the reasons for you having no volunteers. for example 
is it because of where you live, or is it a bad response to publicity? 

(6) Therapies 
(a) Are you considering other therapies just now or are you happy with the way things are? 
Prompt - (if yes) what attracts you to that therapy? 
Prompt - (if it's an interactive therapy) How do you think that will fit in with your SRP? 

(7) Support 
(a) Have you used the follow-up support available since the last interview. and if so what has 
been your experience of it? 
(b) Did you attend the Maxi mum Impact? 
Prompt - (if yes) what was your experience of it? 
Prompt - (if no) what were the reasons for you not attending? 
(c) What are your thoughts now about the Intensive Program in America? 
Prompt - are you still planning to attend it? 
(d) Are you in touch with other families who are using the SRP? 
Prompt - (if yes) do you find it helpful being in touch with other families or not really? 
Prompt - (if no) would you like to be? 

(8) Fund-raising 
(a) Is there any fund-raising going on just now for your SRP? 
(b) How are you currently finding the financial side of running your SRP? 

(9) Overall 
(a) How do you feel now about your decision to undertake a SRP? 
(b) How would you sum up your experiences of the SRP so far? 
(c) What, if anything, do you think would make the SRP easier to implement, for YOU In 

particular, and for families in the UK in general? 
(d) Is there anything that you would like to add that you feel I haven't covered? 
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Interview 3 schedule (for family no longer running SRP) 
(1) Your child 
(a) Can you give me examples of the sorts of progress, if an\. that \oU feel \our child has 
made since the last interview? . . -
Prompt - you could consider areas such as language, social interaction, toilet training. eve 
contact, attention, and academic skills. ~ . 
(b) What would you attribute these improvements to, for example, schooL interaction at 
home, growing older? 
(c) Could you tell me about any areas of your child's development where progress has been 
less than you would have hoped for since the last interview? 
Prompt - you could consider areas such as language, social interaction, toilet training, eve 
contact, attention, and academic skills. . 
Prompt - why do you think that is? 
(d) Has your child's rate of progress varied in the past year, or has it stayed the same? 
Prompt - for example was your child's progress initially slow and then it speeded up, or 
maybe the other way round? 
Prompt - (if it has changed) why do you think that is? 

(2) You 
(a) Has using the SRP changed you at all or not really? 
Prompt - (if yes) in what way? 
(b) Did your interactions with your child change after the SRP, stay much the same? 
(c) Do you continue to use any of the techniques or do you feel that they are not suited to 
you your child? 
Prompt - (if yes) in what way? 
Prompt - (if yes) can you give me an example? 
Prompt - (if no) why is that? 
(d) Do you continue to use any of the attitudinal side or do you feel that it is not suited to 
you or your child? 
Prompt - (if yes) in what way? 
Prompt - (if yes) can you give me an example? 
Prompt - (if no) why is that? 

(3) Family 
(a) Could you tell me a little bit about what the effects have been, if any, of your child and 
his autism on your family? 
Prompt - how about on your husband? 
Prompt - how about on your other children? 
Prompt - how do you feel about that? 
(b) Has family life changed or stayed the same in terms of stress since your child was 
diagnosed? .., 
(c) Has family life changed or stayed the same In terms of happiness your child was 
diagnosed? 

(4) School 
(a) How is your child getting on at school? 

(5) Therapies . . 
(a) Are you considering any other therapies just now or are you qUIte happy WIth the way 
things are? 
Prompt - (if yes) what attracts you to that therapy? .., 
Prompt - (if it's an interactive therapy) How do you think that WIll fit In WIth your SRP? 

(6) Overall 
(a) How do you feel now about your decision not to undertake a SRP? 
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APPENDIX E 

VIDEO CODING SYSTEM (STUDY 4) 

Mother's behaviour - imitation 
The adult copies what the child is doing verbally or physically. If the child is using a toy/object 
the adult either uses another object or pretends to have one. 

Can be an imitation of: 

• verbalisation (including any noises, even if they are not words) 
• action (including positioning if this is unusual) 

The following verbalisations should not be classed as imitation: 

• When the child has requested something or answered a question and the mother repeats back 
what the child has said, and the function seems to be agreement rather than imitation. E.g. 
the mother says "what do you want?" and the child says "ball", and the mother repea~s 
"ball". The exception to this is if the mother is treating the child's request as echolalia and is 
clearly imitating the tone etc. of the child's utterance. 

• If the child says something which is incoherent and the mother repeats it in a questioning 
tone, as if to establish what the child meant. 

• If the child says something incoherent and the mother repeats but much more coherently. 
• Other repetitions where the mother's tone seems to make her statement serve a purpose other 

than imitation, e.g. repeating what the child has said but in a disbelieving/surprised/confused 
tone. Note that the mother can imitate in a different tone of voice/ at a different volume, as 
long as the sole purpose seems to be imitation, e.g. she may whisper back what the chi Id has 
said to give some variation. 

• Singing songs/performing action songs together is not classed as imitation. 

The following should be classed as imitation: 
• If the mother imitates exactly but asks a question about the child's verbalisation afterwards. 

E.g. the child says "beepbeepbeep" and the mother says "beepbeepbeep .... what does that 
mean?" 

• If the child is in an unusual position (e.g. curled up in a ball, or lying on floor with feet up on 
the wall) and the mother imitates the child's positioning. Positioning should only be classed 
as imitation if it is an unusual position - e.g. if the mother and child were both sitting in a 
regular position on the trampoline this would not be classed as imitation. 

Note there are lots of sequences of the child jumping on the trampoline. The mother is only 
classed as imitating if she is also jumping and/or imitating the ann/facial movements of the 
child. It is classed as imitation even if the mother is jumping on the floor rather than the 
trampoline. The mother is not classed as imitating if she is simply supporting the child's hands 
while the child jumps. 

EI 



There is a difference between working on the same task and imitation, e. g. mother and child 
could both be drawing, but it wouldn't be imitation unless the mother was obviously copying the 
actions made by the child, e.g. reaching to get a new colour of pen at the same time, sitting in the 
same posture etc. 

Mother's behaviour - praise 
The adult commends the child's activity/verbalisation either explicitly (e.g. "oh, that's a love\v 
song you're singing") or implicitly (e.g. "yeah, you're singing a song!" - said in an cheering 
way). This commentary can also be related to eye contact, and again be explicit (e.g. "oh, what a 
beautiful look") or implicit (e.g. "oh, you're looking at me" - said in an approving tond. The 
praise does not have to be verbal, e.g. the adult could clap or cheer, but it must be clear that it is 
directed towards what the child has just said or done. 

Praise can be for the following: 

• Mother praises child's own activity, rather than for something that the mother asked the 
child to do. 

• Mother praises the child for succeeding or attempting to comply with a request. 
• Mother praises for refusaVno attempt - the child refuses to do what the mother has requested 

or does not attempt, and the mother praises the child for this. 

• Praise must be clearly directed towards something the child has just done. Cheering during a 
joint activity does not count as praise unless it is clearly directed to an action on the part of 
the child. 

• Thanking the child counts as praise, e.g. "thank you for that look", "thank you for telling me 
that. " 

• Repeating back the what the child say and adding "wow" or "that's interesting" at the end of 
the sentence does not count as praise - this is simply showing interest in what the child has 
said, it is not praising them for saying it. 

• If there are several sentences of praise together it just counts as one instance, but if there is a 
gap between them (e.g. during which the child speaks) it is counted as two instances of 
praise, even if the praise is for the same thing. 

• If the child answers and the mother simply says 'yes' or "that's right", it is not classified 
count as praise, but if she says it in a tone which seems to be really cheering the child 
"yeeaahh!' then it is praise. 

• If the mother says 'what a good idea!', this counts as praise - and is generally either related 
to an action the child has just performed, or their verbalisation about an idea. 

Mother's behaviour - requests 
The mother asks the child to do something - to answer a question, make a choice or comply with 
an instruction/suggestion. The mother can also request indirectly for the child to do something. 

For any request it must be clear (a) that the mother wants the child to do something (b) what the 
mother wants the child to do. 
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Types of request: 
• Choice. The adult gives the child the option of choosing from two activities/objects (",Do 

you want the red car or the green one?") 

• Question/suggestion The adult asks the child something which requires either an answer 
from the child, or that the child does something (e.g. "Why don't you push that train over to 
me?"). This can be related to eye contact ("why don't you look in my eyes?'"). 
Questions/suggestions can be for something that the mother wants the child to do alone or a 
suggestion of something they can both do together (,why don't we go and jump on the 
trampoline'). Excluded are questions which offer a choice. 

• Instruction. This is more didactic. Rather than suggesting, the adult tells the child to do 
something ("Push that train over to me."). The instruction can be related to eye contact 
("Look in my eyes.") 

• Indirect request. The adult makes it clear that they require the child to do something specific. 
but does not use words, or uses words that do not form an explicit request. Rather than the 
words, it is the mother's gesture, expectant look, pause, or withholding of some action that 
indicate that the mother is requesting something. It must be clear (a) that the mother requires 
the child to do something (b) what the mother requires the child to do. Examples include: 

The mother pointing in her eyes and looking expectantly at the child to indicate that 
she wants the child to make eye contact. 
The mother singing a song and then pausing before a word to indicate that she wants 
the child to fill in the next word. 
The mother beginning to count a collection of objects and then pausing after counting 
a few and looking at the child to indicate that she wishes him to continue the 
counting. 
In the context of a game where the child has previously been asked to say a word in 
order to get a reward (e.g. a tickle) the mother being poised showing she is ready to 
deliver the reward and looking expectantly at the child. 
The mother saying "ready" and clearly waiting for the child to say "steady, go." 
In the context of a tum taking situation where the mother and the child have already 
both taken a tum, the mother has had another tum and then looks expectantly at the 
child indicating that it is the child's tum again. 
Simply the mother saying what she is doing is not enough. For example if the mother 
says "I'm hiding" this is not clearly a request for the child to go and find her 
(although this maybe what she wants the child to do). Another example is the mother 
saying "I'm coming to get you!" is not clearly a request for the child to run away. 

Notes on requesting: 
• Questions must be clearly directed towards the child to be included. Note that the mother 

may make questions which, rather than being directed towards the child, are a commentary 
on what the mother is doing. For example if she is looking for a car on the shelf and says 
"Oh, where's that car gone? Oh, there it is." And the question is not directed towards the 
child it would not be classified under requests. 

• After making a request the mother may give help or encouragement to the child to assist 
them in complying with the request. For example she may repeat the phrase that she wishes 
the child to say, and offer encouragement e.g. 'come on, I know you can do it" This is a 
prompt rather than a repetition of the request. 

• The word "ready" is not coded as a request unless it is very clearly a question (e.g. short for 
"are you ready?") or a silent request (for the child to say "steady, go" afterwards). 
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Do not include as requests 
Be careful - although some phrases have the grammatical structure of a question, suggestion or 
instruction they should not be coded as requests: 

• Phrases which, although they have the grammatical structure of an instruction are in fact 
admiration rather than instruction e.g. "Oh wow! Look at that painting you' \'e made!" 

• Questions where the mother does not appear to expect an answer but instead is making 3 

commentary on what the child is already doing. E.g. if the child is bouncing on the 
trampoline the mother saying "oh, you're bouncing are youT 

• Other questions where the mother does not seem to expect an answer but is just keeping the 
interaction going e.g. "what are you up to?" when the child is running away. 

• Questions where the mother is just repeating back what the child has said to express interest 
e.g. if the child says ''I'm going on the bus" and the mother says, "oh, you're going on the 
bus are you?" 

• If the mother answers the question/performs the behaviour she has asked the child to do 
herself before the child has time to answer. 

Notes on multiple requests 
• MUltiple requests should be noted. This is where the mother repeats the same request before 

the child has complied with the original statement. 

• It will still be classed as a multiple request if the words used each time are different, as long 
as their purpose is the same, to get the child to do the same thing. 

• Note that in 'multiple requests' one of the conditions is that the child doesn't successfully 
complete the request during the mUltiple requests. E.g. a game where the child succeeds and 
then the mother gives the same request again for the child to repeat the action would not be 
classified as multiple requests, rather it would be a series of original requests. 

• If the child does comply with the request, but the mother does not seem to be aware of this 
and continues to repeat the request, continue to code as multiple request 

Mother's behaviour - non Son-Rise behaviour 
Adult uses behaviour which is at odds with the Son-Rise philosophy of acceptance and respect 
for the child's choices. Will be of the following type: 

• Disapproving comment/criticism 
Excludes offering suggestions for alternative behaviour, e.g. "instead of screaming you 
could just say no." 
Must be genuinely disapproving as opposed to being part of some game. 
Excludes anything relating to the camera or me. 
Excludes when the mother tells the child not to do something which is a safety issue, 
e.g. telling the child not to climb up on something high, or telling them not to hit the 
mother - as long as this message is conveyed in a Son-Rise way, e.g. without anger or 
telling the child they are bad. 
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• Physical manipulation 
The adult physically moves the child against the child' s \\'ill. In this case the child 
should be clearly objecting to the adult's actions, either verbally or non-verballv. 
Excludes the mother lifting/pulling the child away from the camera. 
Includes physical manipulation to stop the child leaving the room. 
Excludes instances where the mother stops the physical contact, as soon as the child 
makes it clear that they are objecting to it. 

• Requesting despite child's refusal 
The adult continues to challenge a child with a question, instruction. choice or silent 
request, despite the child making it clear, either verbally or non-verbally, that they 
don't wish this to happen. 
Do not code for this just because the adult is being persistent with a request. its only if 
the adult persists after the child has refused to comply that it should be coded. 

• Selecting task when child occupied 
The mother selects a new activity when the child is occupied in something else. 
Excludes anything the mother does to get the child away from the camera. 
Only include tasks that would require the child to stop the task that they were currently 
doing in order to start the mother's task. 
Excludes tasks the mother selects to give the child an alternative to leaving the room or 
trying to get the door key, e.g. "we'll be leaving in a little while, lets do a jigsaw till 
then." 
If same task introduced twice in a row while the child is occupied only code once as 
non Son-Rise, but if tries different tasks put as non Son-Rise each time. If the same 
thing is introduced twice with other tasks introduced in between all would count as non 
Son-Rise. 

• Denies child's request 
Requests can be verbal or non-verbal. 
Excludes requests to leave the room/get the key for the door. 
Excludes requests which are impossible for the mother to fulfil, e.g. requests for a toy 
which is not in the room. 
Note denying, as opposed to not noticing or not understanding. 
There must be actual refusal on the part of the adult to give the child what they have 
requested, as opposed to holding out for language before giving the child what they 

want. 

Mother's & child's behaviour - laughing 
• Laughing and giggling are included in this category. 
• Laughing must be audible, i.e. you cannot code for laughter if you can't hear the laughter 

even though the child is shaking as if they are laughing. 
• If one of the pair laughs and then stops for a second or more and then starts laughing again, 

this should be coded as two instances of laughter. If the pause is for less than a second it can 

be coded as one continuous piece of laughter. 
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Mother & child behaviour - task selection 
Task selection can be made either by the mother or the child. It is when one begins doing 
something which wasn't being done immediately beforehand. 

Notes on task selection: 

• If a task is suggested but not actually carried out it would still be classified as new (ask 
selection. For example if the mother said "lets play with the ball", and the child did not pia) 
with the ball, it would still be classed as the mother making a task selection. 

• If the child does not say they are beginning a task but just starts doing something they must 
do it for more than 10 seconds before it is classified as a task. 

• Selection of a new task is more than simply expanding the previous task (i.e. using aspects 
of the ongoing task and extending it) - they are going in an entirely new direction. 

• The child could use the same toys/objects as were being used in a previous task. but \'iould 
have to use them in a totally different way for it to count as a new task rather (han an 
extension of the previous task. 

• The child could swap toys but not have changed task, e.g. if playing cars and moves from a 
car to a bus. 

• The child does not have to use toys/objects in the task. 

• Not every small change in the child's ongoing activity would count as a new task. For 
example the child dipping brush in paint. painting on paper and washing brush in water 
would all come under the one task of 'painting'. 

• If the child only does a stereotypical movement briefly during an ongoing task (less than 10 
seconds) then the ism doesn't count as a new task. However, if there is no other task going 
on and the ism seems to be the main focus of the child's attention, then it would count as a 
new task. 

• Child can change location in the room and still be doing the same task. 

• Conversations do not count as a task if they are going on at the same time as something else 
which seems to be the main focus of attention. They do count as a new task if it is the 
conversation which has become the main focus. 

• Tasks sometimes overlap, making it difficult to code where one begins and the other ends. 
The key is to look at what the main focus of attention it. 

• If mother repeats selection of task it should not be coded twice (e.g. if mother suggests 
singing and child does not respond and mother repeats selection then it only counts as one 
task selection). However, if they move onto another task and the mother then repeats an 
earlier suggestion then it would be coded as a second task selection. 

• If the mothers suggests either blowing the child's nose or the child going to the toilet these 
are not coded as mother task selection because they are reacting to something the child is 
doing and thus extending the child's activity rather than suggesting a completely unrelated 
task. For example in many cases the child is squirming about and the mother thus suggests 
going to the toilet. 

• If the mother selects a task and the child doesn't do it and continues with their own task it is 
coded as 'kidtask, mumtask' rather than 'kidtask. mumtask. kidtask'. 

• Sometimes the child extends their own activity, rather than beginning a new activity. If the 
mother then extends this again the pair may then be doing something fairly different from 
what they were doing originally, but they have not begun a new task. 

• Sometimes it is impossible to tell who has selected the task, e.g. when the camera has been 
switched off because the child had left the room, was using the potty, or there had been some 
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• 

• 
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• 

• 

disturbance, and then a new task had been selected before the camera had been switched on. 
In these cases it is coded as 'task - don't know'. 

Often the mother suggests a task because of what the child is looking at, e.g. the child gazes 
at the ball and the mother suggests playing with the ball. In this case it would count as a 
kidtask selection. 

Songs count as a new activity if they are suddenly begun, but not if it is an extension of the 
context (e.g. tickling toes leading to 'This Little Piggy'.) 

If child moves away but is not clearly involved in a new task and mum redirects back to the 
previous task then it is not categorised as 'mum task'. 

If child moves away and becomes involved in a new task and then mum redirects back to 
previous task then this is coded as 'mum task'. 

If child moves away, becomes involved in new task, stops the new task, then mum redirects 
back to previous task then this is categorised as 'mum task'. 

There should be consistency in coding between the mother and child - for example if 
something counts as a new task if the child does something then it would also count as a new 
task if the mother did it. 

Tasks relating to the camera 
• If the child approaches the camera this is not classified as a new task. 

• If the mother directs the child from the camera but selecting a task it is not categorised as a 
new task. 

• If the child approaches the camera and then goes on to a new task that they were not doing 
previously this would count as a new task. 

Child's behaviour - spontaneous physical contact 
Where the child touches the mother. It can be either (i)neutral/positive or (ii)negative. 
Neutral/positive includes hugging, holding hands, leaning against, holding the mother for 
support. Negative is when the contact is aggressive, and takes the form of biting, scratching, 
hitting. 

Notes for physical contact: 
• This only includes physical contact that the child has initiated, not contact that the mother 

has initiated. 
• It does not include physical contact that the mother has asked the child to make, e.g. if she 

has asked the child to hold her hand or sit on her knee. 
• However, if the child then made physical contact over and above what the mother had 

initiated or asked the child to make then it would be included. For example, if the mother has 
asked the child to sit on her knee, and the child then puts her arms around the mother's neck. 
this arm movement would be classed as physical contact. 

• If the child is pulling or pushing the mother this would be classed as neutral/positive rather 
than negative, unless it seemed to be aggressive. 

• If the child is touching an object the mother has, or is touching the mother with an object. 
this is not included as physical contact. 

• Note that in some cases the physical contact will be prolonged because the mother has made 
a response to the child's initiation of physical contact, e.g. the child has come to sit on the 
mother's knee and the mother gives the child a cuddle. As with other instances of physical 
contact the contact ends when one person breaks away from the other. 
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Coding the end of physical contact: 

• Physical contact ends once there is no body contact at all between the mother and child. 
• If there is the smallest bit of physical contact, e.g. the child having a toe in contact with the 

mother's leg then this is still coded as physical contact until there is no contact at all. 
• If the mother has initiated the physical contact, but the child has made physical contact 

above and beyond this (e.g. she is cuddling him, but he puts an ann around her), the physical 
contact is coded as being ended once the piece of contact that the child initiated (e.g. the ann 
around the mother) has ended. 

• Physical contact can move from being positive to negative with no end of physical contact in 
between. 

Child's behaviour - vocalisations 
The child makes a vocalisation. It will not necessarily be a complete word - it could be a word 
approximation. 

Within this speech will be one of three types: 

• Proper words - it is possible to make out what the child is saying, although their words wi II 
not necessarily be grammatically correct, or be the correct answer to something the mother 
has asked. 

• Echolalia - Either immediate echolalia, where the adult says something and the child 
immediately says it back in a similar tone, or delayed echolalia. 

• Word approximation - this includes babbling, saying part of a word. Anything where the 
child's noises have a speech-like quality, but it is not possible to distinguish what they are 
saying. Can be short, e.g. just a syllable or a letter. 

Additional notes on speech: 
• If the child is whispering and it is therefore impossible to tell if they are using proper words 

or echolalia, do not include it in the analysis. 
• Do not code squeals of delight, crying or whining as vocalisations. 
• Do not code animal noises, car noises or plane noises as vocalisations, as these will never 

develop into words. 
• Coding is based on what you can hear, not what the mother can hear. If you think the child 

has made a word approximation code it as this, even if the mother thinks the child has said a 
whole proper word. 

• Similarly do not code as a vocalisation just because the mother praises the child for making 
a vocalisation, unless you could also hear it clearly enough to categorise it. 

Recognising delayed echolalia: 
• Often refers to TV characters, fictional stories, when there is nothing abol!~ them present. 

e.g. saying lines from Postman Pat when there is no Postman Pat book to look at. 

• Often seems out of context. 
• May consist of the child repeating phrases which have obviously been said to him/her 

previously. 
• May be repeated over and over. 



Child's behaviour - eye to face contact 
This is when the child looks at the mother's face. Code only when certain that the child i~ 
looking at the mother's face, not if there is a possibility that their gaze could be directed 
elsewhere. 

Notes for eye to face contact: 

• Do not code unless both mother and child are visible on the screen. 

• Do not code unless you can see the child's eyes - even if they have their face turned to the 
mother's face they could be gazing at the floor. 

• Do not code if you can only see the back of the child's head - even if their head is turned in 
the direction of the mother's face. 

• You do not need to be able to see the whites of the child's eyes, as long as you can tell that 
the direction of gaze is at the mother's face. 

• If camera is out of focus and you cannot see the child's eye's clearly do not code. unless it 
momentarily goes out of focus in the middle of eye contact. and it was clear that eye contact 
occurred before and after. 

• Do not code just because the mother is praising eye contact - she may be able to observe eye 
contact that you cannot (e.g. she may be able to see the child's face when you can only see 
the back of their head). 

• If the mother is holding something close to their face that isn't concealing her face and the 
child is looking at it than code as eye to face contact, because the child will be able to see the 
mother's face at the same time. 

• The child does not need to be looking in the mother's eyes, it can be anywhere on the 
mother's face (but not top of head, must be face). 

• You can code if you can only see the side of the child's face (i.e. one eye or side of one eye) 
as opposed to seeing them face on, if you are sure that eye contact has occurred. 

• Be wary about coding when the child is bouncing on the trampoline or when the child is 
lying down, as it is more difficult (although not impossible) to be certain that eye contact has 
occurred in these situations. 

Child's behaviour - stereotypical movement 
• Any simple repetitive movement made by the child including hand flapping, flicking fingers 

in front of face, spinning objects in hand. 
• The child is normally (not always) non-interactive during this behaviour, being totally 

absorbed in the stereotypical movement. 
• If child stops for more than a second and then starts again this should be coded as two 

instances of stereotypical behaviour. If the pause is for less than a second it should be coded 
as one continuous piece of stereotypical behaviour. 
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APPENDIX F 

GRAPHS ILLUSTRATING CHILD'S BEHAVIOUR AND MOTHER'S 
USE OF SRP TECHNIQUES (STUDY 4) 

Three graphs were plotted for each mother-child pair. For each pair all graphs display the 

changes in the mother's use of imitation and requesting over time. with the first also displaying 

changes in the child's physical behaviour over time (spontaneous physical contact and 

stereotypical behaviour), the second the child's laughter and spontaneous eye to face contact, 

and the third the child's spontaneous vocalisations (word approximations, proper words and 

echolalia). 

In all graphs the child's behaviour and the mother's use of imitation are expressed as the 

percentage of the 20-minute session during which the behaviour was displayed. These relate to 

the 15t y-axis and are displayed as solid lines. The mother's requests are shown in terms of 

absolute number per session. This behaviour relates to the 2nd y-axis and is displayed as a 

(single) broken line on each graph. The range of both the primary and the secondary y-axes 

varies across graphs in order to represent as clearly as possible the relation between the patterns 

of change in the child's behaviour and the mother's techniques. While the pattern of change is 

more relevant than the absolute percentage/number of occurrences, care should nonetheless be 

taken in interpretation of these graphs. 

Not all children displayed all types of behaviour. Therefore in the graphs for pairs Hand J no 

echolalia is shown, and the graphs for pairs J and L show no stereotypical behaviour. I n addition 

negative physical contact was at such a low level for all the children throughout the study that it 

is not shown in the graphs for any pair, In all cases the physical contact shown on the graph 

refers to positive/neutral physical contact. The only case where there was a significant level of 

negative physical contact was in pair K, session 5. Here Kevin displayed negati ve physical 

contact for around 9% of the session (not shown on the graph). This \\ as caused by a 

combination of factors outside the playroom which led to a very atypical and unsettled session. 
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APPENDIXG 

PARENTS' IMPLEMENTATION OF THE SON- RISE PROGRAM: 
VIDEO REVIEW AND INTERVIEW SCHEDULE (STUDY 5) 

Points to mention to parents immediately before the interview 
As Appendix D 

Instructions/Prompts for part 1 of interview 
I'd like you to watch this tape, pausing it at any time you would like to make a comment (in 
addition tape will be paused at the end of each 5 min clip). 
Can you remember. .. 

You 
(I) Any particul~r techniques .you felt that you were emphasising or not at that stage e.g. 

were you trymg to be partIcularly accepting of your child, or particularly challengi ng 
them. 

(2) Any use of techniques you feel, looking back, you have since improved upon. 
(3) How you felt then. 

Your Child 
(1) The stage you feel your child was at in the clip. 
(2) How your child reacted to your Son-Rise techniques at that stage. 

Part 2 
(1) I'm going to mention some of the Son-Rise techniques. For each one could you say if 

you have or haven't changed in your use of it in the playroom over the past year. 

(a) Joining in with child, e.g. imitating 'isms', joining in with repetitive activities, joining 
in with their choice of activity. 

(b) Extending the child's activity - thinking of good ways and good moments to do this 
(e.g. requesting that the child does something). 

(c) Acceptance of 'challenging behaviour.' 
(d) Being present. 
(e) Maintaining energy, excitement and enthusiasm. 
(f) Using the idea that 'Happiness is a Choice.' 
(g) Any other techniques you feel are important. 

Prompts 
Have there been changes or no changes in: 
(i) How much you use it 
(ii) Your ability to use it 
(iii) Your child's response to it. 

(2) How confident have you felt over the past year that you have been 'going in the right 
direction' with your child? 

What I mean by that is how confident have you bee~ that you h~\e been choosing the 
correct goals to focus on, that you have been challengmg your child enough but not too 
much etc. 
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(3) What progress do you feel that your child has made over the past year. if an\. in the 
following areas - none, some, a lot: •. 

(a) Language - comprehension, production. echolalia. and non-verbal communication. 
(b) Social 
(c) Toilet training 
(d) Isms/repetitive behaviour 
(e) Eye contact 
(f) • Academic Skills' e.g. reading, writing, number. 
(g) Play skills 
(h) Attention 
(i) Challenging behaviour 
(j) Other 

(4) For each of the areas above do you feel that your child progressed as much as \oU had 
expected them to in this area or not? • 

(5) (a) To what extent would you attribute these changes to Options? 
(b) What else do you think has influenced change? 

(6) Do you think your expectations of what can be achieved through this approach have 
changed since the Start-Up course? 

(7) Do you feel that the number of hours you do with your child makes a difference to 
the amount of progress your child makes? 
If yes - a little? A lot? 

(8) Do you think that having volunteers affects or doesn't affect how you vourself \\or"- in 
the room? 

(9) Have you used phone calls/video feedback with the Options Institute? If so, how often, 
and to discuss what problems? 

(10) How well do you feel the Son-Rise Start-Up course and the Maximum Impact and 
back-up support prepared you for putting the techniques into practice? 

(11) Do you feel that you apply the attitudes and beliefs of the Option Process to the rest of 
your life (aside from interactions with your child) or not really? 
Prompt 
Tell me a bit more about that 

(12) Overall, how would you sum up your expenences of the Son-Rise Program over the 
past year? 
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Paper 1 

Abstract 

Combining School Attendance With Home-based 
Interventions for Autism 

Katie Williams and Jennifer G Wishart 

Despite the increased parental involvement in interventions for autism over recent decades, and 

the wide variety of home-based interventions which now exist, little is known about how these fit 

in with school attendance. Families' use of one intensive home-based intervention, the Son-Rise 

Program, was examined through a one-year longitudinal questionnaire and interview study . 

Issues relating to school attendance were examined, including parents' decision-making 

processes regarding concurrent school attendance, issues of compatibility between home and 

school, and issues arising for those families who discontinued school attendance in order to run a 

full -time intervention at home. Rather than using the Program exclusively and intensively, it was 

found th at many families used the recommended intervention techniques part-time in the home 

whilst continui ng thei r child' s school attendance, and found the two learning contexts to be 

compatible with each other. Parents also identified a number of ways in which compatibility 

could be further msxITrused. 

HI 

Introduction 

Autism is a developmental ctisability which recent estimates suggest affects more than 500,000 

people in the UK (National Autistic Society, 2(00). It is often diagnosed during the child's 

preschool years, based on symptoms which form what Wing and Gould (1979) have described as 

a 'triad of impairments' in social interaction, communication, and flexibility of thinking and 

behaviour. Although the presentation of symptoms change as the child ages, it is a lifelong 

disability . 

The benefits of early intervention for children with autism are well established, and since the 

1960s there has been a move towards greater parent involvement in these programmes (Bristol et 

aI., 1996; Howlin and Rutter, 1987; Lovaas et aJ ., 1978). Despite the fact that there is now a wide 

variety of different interventions for autism used in the home by parents, there is still a lack of 

research into how these fit in with school attendance. There are insufficient data, for example, on 

how many parents tend to continue or discontinue school attendance when using home-based 

interventions . In addition, little is known about how parents and teachers can work together to 

maximise the effectiveness of an approach which combines home interventi on with school. A 

further area of uncertai nty concerns the issues which arise for famili es who di scontinue school 

attendance to run a full -time intervention . 

Thi s paper reports on a study investigating the use of one such home-based therapy , the Son-Ri se 

Program, also known in the UK as the Option approach (Kaufman, 1994). Thi s is an Ameri can 

therapy, developed by the Kaufmans for children and adu lts with a varie ty of special educa ti onal 

needs, although the study to be reported here focuses only on the app li ca tion o f the Son-Rise 

Program with chi ldren on the autistic spec trum , the group with which th is approach is most 

commonly used. The Son-Rise Program is run by parents, often with the he lp of a team of 

vo lunteers. Parents usi ng the therapy tum one of the rooms in thei r home into a playroom, 

speci fically designed to minimi se di stractions, and work in thi s with their child on a one-to-on 
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basis . There is no interaction with other children in a typical Son-Rise session. It is a child-led 

approach based on the fundamental principle that the attitude of the adult towards the child is 

accepting and non-judgemental at aU times. The adult conveys this acceptance by joining in with 

the child's choice of activity and expanding on it with great enthusiasm and energy, the aim being 

to help the child to develop and become more interactive. The approach is used by some families 

on an intensive basis - for example the Kaufmans used it originaUy with their own son Raun for 

over 80 hours each week. Other families choose to use the method part-time in combination with 

school attendance. 

There have been individual case studies published on the use ef the Son-Rise Program, and a 

limited number of studies explori ng the profile of children involved in the approach and the 

experience of families using it (Jordan, 1990; Kaufman, 1981; 1994; Williams and Wishart, 

1999). However there is both a lack of substantive data on its effectiveness and a lack of 

documentation about the decisions made by parents regarding their child's school attendance 

when using Son-Ri se . 

T his paper repo rts on a one-year questionnaire and interview-based study of parents using the 

Son-Rise Program with their children with autism. The study documented the experience of 

fami lies using the Son-Ri se Program and provided a profile of users and of patterns of use. It 

addressed a wide range of topics relating to the implementation of the Son-Rise Program. This 

paper wi ll focus specifically on the issues relating to school attendance. In particular the 

follOWing ques tions were explored: 

H3 

(1) What proportion of families using the Son-Rise Program: 

• discontinue school attendance? 

• continue with full -time school attendance? 

• continue with part-time school attendance? 

(2) What influences the parents' decision-making processes regarding school attendance? 

(3) Do parents feel that their child's schooling is compatible with the Son-Rise Program? 

(4) What steps can be taken to maximise this compatibility? 

(5) What are the issues that parents should consider before removing their child from 

school to run a full -time Son-Rise Program? 

Method 

The questionnaire was initially sent to 134 parents and professionals who had participated in a 

one week Son-Rise Start-Up course. This is the initiallraining undertaken by parents wi shing to 

set up a home-based Son-Rise Program. There were 85 returns to this initial approach, a response 

rate of 63%. These included replies from 76 parents who intended to begin a home-based Son

Rise Program, representing 77 children on the au ti stic spectrum. These parents were sent a 

second follow-up questionnaire six months later, and a final questionnaire one year aft er the 

initial Start-Up course . 

The questionnaires requested demographic information such as the child ' s age and diagnos is, 

family composition, and whether the parents were employed. It also covered a large number of 

topics relating to intervention implementation, including hours of interventi on prov ided for the 

child each week, parental confidence in using the intervention techniques, effec ts of in volvement 

on the whole family , and decisions regarding school attendance. 
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Inevitably a questionnaire which covered so many aspects of intervention implementation was 

limited in the extent to which anyone issue could be explored. For this reason an interlinked 

interview study was used to explore issues such as school attendance in greater depth . 

Six parents from the questionnaire sample were selected for interview. using a 'stratified 

purposeful' sampling method (Cohen, Manion and Monison. 2000). This meant that families 

were selected on the basis of being proportionately representative of the total population of 

families who had returned the first questionnaire in terms of: 

• child's diagnosis 

• child's age 

• whether the child had siblings 

• number of planned intervention hours per week 

• whether the parents were employed 

• parents' current confidence level in interacting with their child using the Son-Rise 

Program. 

These characteristics were selec ted on the basis of previous literature suggesting an association 

between these factors and intervention outcome for the child (Dawson and Osterling. 1997; 

Lovaas. 1987; Prizant and Rubin. 1999). 

Table I shows a subset of the characteristics of the six families who participated in the interview 

study and Illustrates the wide variety in the children 's ages and the planned hours of intervention 

across the sample. In terms of schooling. two of the families continued full -time attendance. two 

con llnued on a part -time basis and one family discontinued completely . Child F was between 

schools at the tIme of the first interview but was attending school on a full-time basis at a later 

stage In the study. Two of the children were of preschool age and the rest were school age. 

ill 

Table 1: Profile of the six interview families 

Family A B C D E F 

child's name Andrew Billy Colin Daniel Emma Fergus 

child's sex M M M M F M 
. 

child's age • 5 yes 3yrs 5yrs 4yrs lOyrs 6yrs 

child's diagnosis autism·· autistic autistic autism autism. autism"" 
tendencies tendencies. learning 

SLD.··· difficulties 
motordiffs 

planned hrs per 1-10 21-30 21-30 11 -20 31-40 41+ 
week 

planned school continue continue continue conlinue disconlinue unsure 
attendance full -time p~-time part-time full -time 

preschool/school school preschool school preschool school school 

• The ages of children given are their ages at the time of the first interview 

"" At the time of this study it had not been established whether or not these children had associated learning 
difficulties 

""" SLD = severe learning difficulties 

The first round of interviews took place approx.imately two months after the Start -Up course. 

Following this the parents were interviewed again after Questionnaire 2 and Questi onnaire 3 had 

been returned. Only one parent from each family was interviewed. and in all cases this wtlS the 

mother. who was interviewed in the home. The interviews were semi -struc tu red. covering in 

greater detail the topics explored in the questionnaire . 
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Results 

Questionnaire data 

The proportions of children who continued and discontinued school after beginning the Son-Rise 

Program were specifically examined in the second of the three questionnaires. Questionnaire 2 

was sent to all of the parents of children with autism who had indicated in Questionnaire 1 that 

they intended to use a Son-Rise Program. 77 questionnaires were sent out and 61 were returned, a 

response rate of 79%. Of these, parents of 48 children had begun their home-based Son-Rise 

Program. 

Of these 48 children, four were not attending school or preschool, nor had been prior to 

beginning Son-Rise. as the parents felt they were too young. Of the remaining 44 children. the 

majority continued to attend preschool/school on either a full- or part-time basis during their Son

Ri se Program. as Table 2 shows . Families with children at school were equally likely to 

di scontinue school attendance as families with children attending preschool. 

Table 2: Children 'S school attendance (Questionnaire 2) 

School attendance No. of children (%) School Preschool 

onll nue to attend full -time 24 (55 %) 18 6 

ontinue to attend part-lime 11 (25%) 6 5 

Discont inue 9 (20%) 6 3 

H7 

Overall 80% of children continued to attend school or preschool on either a full or part-time 

basis, a finding which was somewhat surprising. The popular image of Son-Rise Program parents 

is of parents who use the program exclusively and intensively. such as the 80 hours per week 

used by the Kaufmans (Kaufman, 1994). In contrast, the findings from this questionnaire suggest 

that the pattern in the UK. is of less intensive use combined with school attendance. 

So why do the majority of UK. families choose to continue school attendance while using an 

intervention which has been typically described as a full -time approach? In Questionnaire 2 

parents were asked for their reasons for continuing or discontinuing their child' s sc hool 

attendance. This was an open-ended question and parents often gave several reasons . 

The parents of 19 of the 24 children who continued school on a full -time basis and 8 of the 11 

who continued on a part-time basis described their reasons for continuation. as shown in Table 3. 

The most common reason given was that they felt the school environment was beneficial for their 

child. Most often this was because of the enjoyment that school provided for the child , a factor 

mentioned by 12 parents. Ten mentioned the benefits of social interaction at schoof. and four feft 

that school was beneficial because of the skills their child learnt there . The benefits of scho 

were summed up by one mother who said of her son: 

'He seems really happy ... he just goes in "bye bye mummy", and he comes home ... 

and he talks about swimming, he talks about going on the slide, going to Tesco. II 

talks about the children in his class ... and he's getting tit 

children, which I feel is quite good. . 

hance to interact with 
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Only four parents continued their child's attendance because they felt it would be impossible to 

run a full -time Son-Rise Program because of work commitments or a lack of volunteers. As 

Table 3 shows, the majority chose to continue school attendance because they felt that school was 

a good environment for their chi ld, not because they were unable to run a full-time program and 

had no option but to send their child to school. 

Table 3: Reasons for continuing attendance at school, or continuing on 
a part-time basis (Questionnaire 2) 

Reason 

Benefits of school 

Two environments of school and Son-Rise 
compatiblelbeneficial or coped with by child 

C hild settled/can cope with school 

Impossible to run a full -time Son-Rise Program 

To avoid los ing place at school 

School supportive of Son-Rise Program 

To allow lime fo r se lf 

No. of times reported 

22 

6 

5 

4 

The most common reason given by the parents of the nine children whose attendance was 

discontinued, as well as two of the e leven who continued part-time, for reducing or suspending 

school attendance was that they were di ssati sfied with their chi ld 's school (see Table 4) . tn two 

cases thiS was because of the lack of one-to-one teaching, and in another two cases it was because 

their child was not encouraged to interac t with other children . 
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Table 4: Reasons for discontinuing school attendance or reducing hours at school 

(Questionnaire 2) 

Reason 

Dissatisfaction with school 

Two environments potentially incompatible 

Wish to run full-time Son-Rise Program 

Due to progress made through Son-Rise Program 

At teacher's request 

No. of times reported 

7 

3 

Surprisingly then , it was found that the majority of children continued to attend school. Parents, 

on the whole, regarded school as a beneficial environment for their child and continued their 

child' s attendance for positive reasons - because they chose to, not because they were unable to 

run a full -time program and had no alternative but to send their child to school. 

Interview data 

Decision -making on school attendance, issues of compatibility, and areas of concern for parents 

discontinuing school attendance were explored in greater depth in the six famili es parti cipating in 

the interview part of the study (see Table I ). Of these families four initi all y used a combin ati on 

of Son-Ri se and school attendance, a feature which may have been expec ted to raise issues 

re lating to the compatibi lity of the two approaches . Ozonoff and Cathcart (1998) have suggcstcd 

that a combi nation of approaches may influence the effec tiveness of anyone method if the child 

receives confli cti ng messages from the different approaches . Por example, behaviour that may b 

deemed acceptab le within the Son-Rise Program may be seen as un acceptab le and di scouraged at 

school , leaving the chi ld uncertain as to what constitutes appropnate behaviour. It is import ant 
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therefore to establish whether the two approaches are seen as working effectively in combination, 

and how their compatibil ity can be maximised. 

In this study it was found that none of the interviewed families whose children were involved in 

both school and Son-Rise felt that their child was getting 'mixed messages ' or was confused by 

ex.perienci ng both environments . This may be related to the fact that although parents thought 

that the approach taken in their child 's school was, of necessity , not identical to the Son-Rise 

Program, they neverthe less fe lt that there were similarities. One mother commented: 

They don 't f orce him to do anything .. . There's certain things that they all go to, 

like swimming, and they all go to lunch, but its not a regime. They don 't sit there at 

the painting table and fo rce him to paint. If he doesn 't want to paint, he doesn 't 

paint. So it 's quite good in that respect, that it's not working against what we're 

doing. ' 

Interesti ngly, it was the parents of the younger children who reported that their child 's school 

had a simi lar child-led ethos to the Son-Ri se Program. Mrs. E, whose daughter at ten years of 

age was the oldest child in the sample, fe lt that Emma's school was very accepting of its pupi ls, 

but did not mention a child-led approach to teaching. It may be that compatibility between 

school and Son-Ri se is greater at younger ages, when the focus is more on social than academic 

developmen t and there is less need to meet targets in the 5-14 cuniculum. 

Dunng the Interviews some ways in which the compatibility of school and the Son-Ri se Program 

could be maximised were di scussed. These included: 

• parents shanng Informallon on the Son-Rise techniques in order to allow optimal 

continuity of approach between sc hool and home wherever poss ible 

Hil 

• a two-way sharing of infonnation between school and home about developmental 

goals for the child. (This may be particularly helpful , as Jordan (1990) has 

suggested that parents involved in the Son-Rise Program may be uncertain of the 

developmental sequence that educational skills should be taught in .) 

• an overlap of staff between the two settings (for example an auxiliary from school 

working as a volunteer in the Son-Rise Program) 

• if the child is attending school on a part-time basis, teachers rearranging the 

timetable so it worked to the child's best advantage as far as possible. (For 

example, in the case of family C, the school rearranged Colin' s timetable so that he 

could still have the swimming lessons they felt were important for development of 

hi s motor skills. They also made a point of letting Mrs. C know which lessons 

Colin was missing, so she could make up for thi s at home if need be .) 

Mrs. E, who discontinued her child 's school allendance, noted a number of issues which might 

be relevant for other families considering taking thei r child out of school. Firstl y, the child may 

lose access to related services: Emma could no longer attend speech and language therapy or 

music therapy as these had previously been provi ded th rough the school. Mrs. E also felt th at 

although a younger child could run around the Son-Rise playroom, Emma at ten years old 

required more in the way of exercise . Taking Emma out of school meant that she no longer had 

access to the school swimmi ng pool and dai ly exercise classes, and Mrs. E found it difficult to 

provide her with such freq uent opportu ni ties for physical exercise . 

Mrs. E arranged for Emma 's special school place to be kept open during a th ree-month trial 

period of fu ll -time Son-Rise. Such an arrangement is advisable as it provides cont inuity for th 

child if and when they do return to school; it also eases pressure on the parents by offenng a 

'safety net' if the Program does not work out as well as expected. In the case of fami ly E, 

however, the school did not keep Emma' s place open as expected, and It was only through th 
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intervention of her local MP that she got back into school. Mrs. E felt that this situation had 

placed a great deal of stress on the family and shaken their confidence in the educational 

authorities . She commented: 

'I was really very disappointed all round with the lack of support and the lack of 

concern for the child. It was merely a numbers game. It was almost political 

between our region and the region in which she goes to school. I could see that was 

going on, like "we 've got this little bit of power . .. I was disgusted by that attitude . . 

Discussion 

It was found in this study that the majority of chi ldren continued to attend school while involved 

in a home-based Son-Rise Program. This suggests that if a much needed evaluation of the 

e ffi cacy o f So n-Ri se does takes place in the future, it would be advantageous for the intervention 

group to include c hildren experiencing a combination Son-Rise/school approach. The evaluation 

would then re fl ee t how the intervention is used by families in the 'real world', increasing the 

generali sability o f the evaluation findings and ensuring that the study is relevant for families 

consi dering us ing the approac h. 

However, ano ther implication is that the kind of combination approach taken by the majority of 

parents In th IS study will make it very difficult to attribute developmental change in the child 

specifically to the Son-Rise Program (Jordan , Jones and Murray , 1998 ; Prizant and Rubin , 1999). 

T his may leave parents uncertai n of whether the time, money and effort being put into their 

child 's Son-Ri se Program is trul y wo rthwhile . 

As hoped, the Intervi ew data provided much ri cher information on parental decis ion -making in 

re lati on to school attendance . W ithlO the interview famili es it was found that conflic ts resulting 

rom dIfferent IOte rac tl on styles in the two learning environments appeared to be minimal , 
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particularly in the case of the younger children . Although small numbers limit the generalisability 

of this finding, the data are consistent with previous research showing that simultaneous 

implementation of two treatment models will not necessarily be confusing for children (Ozonoff 

and Cathcart, 1998). The interview study also suggested that good communication and a degree 

of flexibility on the part of both the parents and the teachers can greatly aid the compatibility of 

the two environments. 

Perhaps the most important point raised in this study is the need to keep the child's school place 

open for a trial period if a family decides to try a full -time home-based intervention . Jordan, 

Jones and Murray (1998) note that it is important for doors to be left open for return 'to the fold 

of LEA provision.' The stress suffered by family E when their daughter lost he r place at school 

emphasises the need for contact to be maintained between parents and the re levant local 

authority . 

The effectiveness of combini ng school and Son-Rise in terms of de ve lopmental progress in the 

child remains to be seen. This study does suggest. however. that at leas t in some cases the Son

Rise Program and school is a feasible combination for c hildren with auti sm and one with which 

families feel comfortable. 

The experience of families using the Son-Rise Program is being e xpl ored in grea ter depth , in 

ongoing studies. Issues such as changes in parents ' implementa tion o f Son-Ri se tec hniques over 

time, and the effect on the whole family of the parents taking on the role o f theIr c hild 's thera pI st, 

are being explored both through further questionn aire and intervie w s tud ies and by analysis o f 

videotaped Son-Rise sessions of mother-chiJd interac ti ons over a one-year pcn od (WillI ams, 

2001 - in preparation). It is hoped thatlhese studjes, together with the data reported here will 

help in understanding the experience of be ing in volved in the Son-Rise Prog ram, not Just (or the 

child wi th auti sm but also for the c hild 's parents and teachers. 
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Paper2 

The Experience of Families Implementing the Son-Rise Program 
Intervention for Autism 

Katie Williams and Jennifer G Wishart 

Introduction 

This paper reports on a study investigating the use of a home-based therapy, the Son-Rise 

Program, also known in the UK as the Option approach . It was developed for children and adults 

with a variety of special educational needs, although the study to be reported here focuses only on 

the application of the Son-Rise Program with chi ldren on the autistic spectrum, the group with 

which this approach is most commonly used. The Son-Rise Program is run by parents, often with 

the help of a team of volunteers, and is used by some families on an intensive basis . Parents using 

the therapy tum one of the rooms in their home into a playroom specifically designed to minimise 

distrac tions, and work in this with their child on a 1: 1 basis . There is no interaction with other 

children in a typical Options session. It's a child-led approach based on the fundamental principle 

that the attitude of the adult towards the chi ld is accepting and non-judgemental at all times. The 

adull conveys thi s acceptance by joining in with the child's choice of activity and expanding on it 

WIth great enthusiasm and energy, the aim being to help the child to develop and become more 

I nteracu ve . 

There have been a small number of individual case studies published on the use of the Son-Rise 

Program (e .g. Kaufman 1981, 1994). However there is both a lack of wider data on its 

effec tIveness and a lack of guidance on the bnds of children and families with which the 

program works best. It has also been noted that the Option Institute, which trains parents to use 

thIS approach, present on ly the positive aspects of being involved to families considering using it 

(Maun ce. 1993) . In additIon, l ordan (1990) has suggested that UK parents considering using the 

Son -RIse Program shou ld be gIven background information about it, but there is still a real lack 

at documentatIon about what exactly is involved for the whole family in its use . 
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This paper reports on a one year questionnaire-based study of parents using the Son -Ri se 

Program with their children with autism. It seeks to explore the demographics of who is involved 

in this therapy as well as to provide an account of the experience of families using the approach . 

A total of 135 questionnaires were initially sent out to participants of a Son-Rise 'Start-Up' course 

in London in 1998 . This was a 5 day course offering initial training in how to implement a Son

Rise Program, attended primarily by parents , but also by a small number of professionals. 

Families with two children on the autistic spectrum were asked to fi II in an addition al 

questionnaire for their second child. 

A second questionnaire was sent out six months later to those who had returned the first one, and 

a final questionnaire will be sent out at twelve months. This paper reports on findin gs from the 

first questionnaire in this study, as well as preliminary findings from the second. 

Some of the questions being explored through thi s questionnaire study are: 

• Who uses the Son-Rise Program? 

• Why were they attracted to it? 

• How do parents implement thi s approach to suit the ir own child and famjly circumstances? 

• Do parents intend to continue their child 's school attendance or discontinue it, in order to run 

a full -ti me Son-Rise Program ? 

• How do families feel abou t their use of the Son-Ri se techn iques and the ir running of the 

Program? 

• Which issues arise for the whole family during implementation of thi s program? 

• What progress do parents feel their chi ldren make with th is approach . 
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Findines from Questionnaire one 

Of the 135 questionnaires sent out 85 were returned (63%). Questionnaires returned came from 

predominately parents with children on the autistic spectrum, although there were 3 from 

professionals and 3 from parents of children with developmental disorders other than autism. 

Presented here are some of the findings from the parent replies - from the 76 families 

(representing 77 children on the autistic spectrum) who indicated that they intended to use the 

Son-Rise Program; only 2 families indicated that they did not intend to begin a Son-Rise 

Program, and these respondents will not be included in this particular analysis . At the time of 

questionnaire one most parents had not yet begun a Son-Rise Program and many of the questions 

therefore requested basic demographic details and infonnation on parental intentions in relation 

to the use of the program at home. 

Who uses the Son -Rise Program ? 

As can be seen from table I , it is clear that a large proportion of children involved in this therapy 

are pre-school age . Parents with this age of child may be more likely to use a Son-Rise Program 

because of the belief that this type of intensive therapy is more likely to be successful with 

younger chi ldren, and also because published case studies have tended to focus on successful 

uses of the method with younger children (Kaufman 1981, 1994). It may also be related to the 

fact that the logi stics of removing an older child from school to work with them at home are not 

always straigh t forward . Alternatively it may represent a difficulty in finding appropriate pre

school placements, leading to parents seeking alternatives. Jordan and Jones (1996), for example 

have described the inadequacy of preschool provision for chi ldren on the autistic spectrum in 

some parts of the country. 
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Table 1 : Demographic lnformation 00 

---- --.-.- --- ---- --- - -- - --.-.-
% Child's diagnosis 
61 autism 
28 autistic tendencies/features 
3 Asperger's syndrome 
8 awaiting diagnosis 

% Time since diagnosis 
8 awaiting diagnosis 

46 within last 0;0 - 1; 11 years 
22 within last 2;0 ,- 3; 11 ~ears 
23 4 + years ago 
1 Not specified 

% Child's age 
50 2;0 - 4;11 ~ears 
32 5;0 - 7;11 :tears 
18 8 +years 
% Child's sex 
74 male 
26 female 
% Parents' employment 
9 both full -time 

26 one full -time, one part-time 
59 one full -time, one not employed 
4 neither employed 
I single 2arent full -time 
1 single£arent, not emQloyed. 
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Why do families choose the Son-Rise Program? 

Parents were asked what initially attracted them to this approach. This was an open-ended 

question and most parents gave several reasons. (table 2) 

What attracted you to this ~roach? No. respondents statil!&. reason 

Aspects of the approach 46 
Belief it has shown positive results with other families 18 
Approach suits child/family 16 
Believe it will help child progress 15 
Offers hope to parents 12 
Offers empowerment to parents 8 
Lack of viable alternative 8 

Other 17 

Aspects of the Son-Rise Program itself was the factor which most often attracted families to it. 

Most commonly it was the attitude it embodies rather than specific techniques which appealed. 

It causes concern that parents choose this approach because they believe it has shown positive 

results in the past. Reading of or witnessing positive outcomes in another family can be very 

motIvating, and certainly it makes more sense to embark upon an approach which you believe has 

worked with other fam ilies, as opposed to one for which you have no evidence at all of 

effec tiveness . However, despite anecdotal reports there has been no direct empirical evidence of 

SIgnificant measurable progress using thi s method, and while parents may see progress in the 

chtldren of other families it may well be the case that what works for one child will not work for 

another. There is also the possibility that progress seen in children of other families is unrelated, 

r on ly partIally related, to the Son-Rise Program. 

The foct that be ltef In efficacy was a reason for parents choosing the approach emphasises the 

need for the Son-RI se Program to be evaluated. and for research to be conducted into which 

chtldren thI S approach IS most appropriate for. 
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How do families implement this program to suit their own child and family circumstances? 

The questionnaire also looked at how many hours each week parents intended to use the program 

with their child. The minimum was 2, the maximum 84 and the average was 28.4 . It is clear 

therefore that there is great variation between families in their implementation of this approach 

and this would need to be taken into account in any evaluation of its efficacy. 

Parents were also asked whether they planned to use any other interventions at the same time as 

their Son-Rise Program. Jordan, Jones and Murray (1998) note that one of the difficulti es when 

trying to evaluate the effectiveness of any intervention by measuring change in children with 

autism is that parents may try more than one approach simultaneously. This certainly seems to be 

the case here, with 69% of families planning to use at least one other intervention concurrently. 

This would make it difficult to attribute any change in the children sole ly to the Son-Rise 

Program, particularly if several therapies began at the same time . Aside from diet , the mos t 

common therapies that parents planned to use alongside the Son -Ri se Program were speec h 

therapy and the TEACCH approach . This suggests that research may a lso be needed to examine 

how the Son-Rise Program can most effectively be used in combi nation with these o the r 

interventions. 

Do parents intend 10 continue their child's school allen dance or disco fllinw e iI, in order 10 rim a 

fuLL-time Son-Rise Program? 

For the 69 children who currently attended preschool/school. parents of the majori ty (70%) 

indicated that their chi ld would continue at sc hool. either full or part -time aft er beginning the 

Son-Rise Program (Fig I ). 
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FiJW1: I : Parental docUioos on preschooVschoolltleOOence 

51% 

• continue 

• continue part
time 

o discontinue 

• unsure 

The parents of only 12 chi ldren (17%) intended to discontinue their school attendance. Jordan 

(1990) reports that some of the Option staff feel that a Son-Rise Program may be less effective if 

the chi ld is in two environments in which they might get conflicting messages, as may arise in 

relation to experiences in the Son-Rise playroom and school setting. However, si nce the majority 

of ch ildren wi 11 continue to attend school it is c lear that there needs to be further examination of 

how schooling and the Son -Rise Program can work effectively concurren tl y, and how the child 

copes wllh any conflic t in interactive styles . 

How do parents f eel about us ing the Son -Rise techniques and running the Program ? 

It would seem that the initial trainjng course is effective in helping parents feel confident abou t 

their abllilles to use a Son-Rise Program with their child (table 3) . Howlin (1997) notes that 

giVing parents such faith in their ability to help their child should .1Ot be underestimated, although 

It IS Importan t to aVOid raising fal se hopes or setting unrealistic goals. 
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-_ ..... -_ ... _. _ ....... _ ......... __ .. __ .... ••• .fI _.- ... "" ....... _- ......... I!!I. _ ••• 

% Parents' confidence in their ability to interact with their 
child using the Son-Rise Program 

44 Very confident 

38 Confident 

16 Neutral 

1 Not confident 

1 Not at all confident 

Most confident about: 

Joining in with the child's choice of activity 

Choosing to accept the child's behaviour 

Need more training in: 

Being creative in building on the activity 

Maintaining energy, excitement and enthusiasm 

% Confidence in organising and running the Program 

8 Very confident 

35 Confident 

34 Neutral 

16 Not confident 

3 Not at all confident 

4 Not specified 

At thi s stage parents were somewhat less confi dent about ac tuall y runnin g the program (c.g. 

train ing volunteers, holding team meetings) than they were about interac tin g with their child 

using the techniques. However, it should be remembered that thi s questi onnaire was sent out at a 

stage where most parents had not yet begun their Son-Ri se Program, li nd a number of parents 

commented that they wanted to gain confidence in using the techniques themselves before they 

would fee l confident about training volun teers. 
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Findinl:s from Questionnaire 2 

Questionnaire 2 was sent out 6 months after the initial training course . Data collection is 

currently in progress and so analysis is still at a preliminary stage. The findings are presented 

here to give an indication of the trends which might be expected in the final analysis . 

So far 41 of the 76 parents who indicated in questionnaire one that they intended to use the Son

Ri se Program have returned the questionnaire . From these, only the results of 33 parents, 

representing 34 children , who have begun their home-based Son-Rise Program will be discussed. 

Schooling 

To expand on the findings of the first questionnaire regarding parents' intentions about their 

chi ld 's schooling , a further question asking parents about their reasons for continuing or 

di scontinuing their child's attendance at school was included. This was an open-ended question 

and parents sometimes gave a number of reasons for their decision. 

Of those parents who decided to continue their child's school attendance, or continue it on a part

time basi s as opposed to di scontinuing it completely, the main reason given for this was that they 

felt that their child benefited from school. These benefits included social interaction with other 

children . learning academic and self-help skills, and in a number of cases, the enjoyment it 

provided for the child. 

Other reasons for continuing included: 

• parents felt th at the school had an ethos and way of teaching which was compatible with the 

Son-Ri se Program . 

• parents felt unable to run a full -time Son-Rise Program. often because of work commitments . 

• parents felt that their child was able to cope with the two different environments. 
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Of those parents who decided to discontinue their child's attendance, or reduce the number of 

hours their child spent at school, the main reason given was that they were dissatisfied in some 

way with the child's previous school and felt that their child was better off at home. Reasons for 

dissatisfaction included lack of 1: 1 time at school and lack of progress by the child in that 

environment. 

The next most common reason for parents discontinuing their child's school attendance was that 

they felt that the Son-Rise Program and the school environment were not compatible . 

Effects on the Family 

Parents were asked whether running the Son-Rise Program had had any effects on the rest of the 

family. Some parents reported both benefits and drawbacks . At this s tage of data collection 

positive changes have been mentioned by 13 of the 34 parents curre ntly running a Program. 

These included the fact that learning about the accepting and positive attitude of the Son-Ri se 

Program helped the interactions among other family members as well as wi th the child with 

autism. 

Negative effects have been reported by 19 of the 34 parents . the main drawbac k bei ng th at 

parents had less time to spend with their spouse and other children . 

Howlin (1996) notes that any benefits to the child of intensive programs must be weighed agai nst 

di sruption to normal family life and relationshi ps . Although these findin gs show th at 

implementing the Son-Rise Program does cause some di sruption to family li fe it should be noted 

that several parents menti oned that thi s disruption was more th an compensated for by the 

benefits . and that they did not regret begi nn ing the Son-Ri se Program. 

Effects on family life will be examined again in the third questi onn ai re because se vera l families 

indica ted that they expected effects on the family to change over time. Many famili es. for 

example. were currently in the process of building up thei r number of vo lunteers. and they felt 

that when they had recruited more volunteers they would be ab le to spend more lime wllh theIr 

other children . rendering negative effects transitory . 
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Child's Progress 

Questionnaire 2 also in vestigated the children's progress, as percei ved by the parents. 

Respondents were asked about which areas, if any, they felt their child had progressed in. 

Increase in frequency and/or duration of eye contact was the most cornmon area of progress 

noted, followed by social interaction and language. 

Parents were then asked whether there were areas in which their child's progress was less than 

they would have hoped for. Several parents noted that it was too soon to comment, or that 

progress had in fact been greater than they had anticipated. However, the most common area of 

development where progress was less than anticipated was language. 

There are several reasons why this might be the case. Firstly, it may be a reflection of the stage 

that parents are at with their Son-Rise Program. Many have begun to implement their program 

relatively recently, and therefore may be at a stage where they are concentrating on emphasising 

the accepting and non -judgemental attitude. Perhaps in later months they will move onto 

challenging their child more in the area of language use. 

Secondly , progress in language may be less than anticipated because, as it currently stands, the 

Son -Rise Program may be more effective, for some children at least, in developing eye contact 

and socia l interaction than spoken language (Lynch, 1996). 

Another possibi lity is that because language is made up of so many components parents may find 

It d l fficult to teac h to their child because they are uncertain of the developmental sequence it 

should be taught in . an uncertainty which may also affect progress in other developmental areas 

(Jordan. 1990) . 

It shoul d be re -emphaslsed th at these findings represent only a preliminary analysis from the 

second questionnaire. and It remains to be seen whether these trends are confirmed when data 

co llec ti on IS complete. 
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Discussion 

It is clear that an evaluation of the Son-Rise approach is much needed and it is hoped that the 

information reported here, in conjunction with follow-up information from questionnaires 3, will 

be of help with such a future study 

Literature on home-based therapies for autism suggests that research is needed to establish the 

implications for the whole family of being involved in such therapies . The findings from thi s 

study show that while there are benefits to being involved in the Son-Rise Program, there are also 

areas of concern for some families . 

However, the findings from Questionnaire 2 emphasise the importance of studying the chan~es in 

effects on the family, and in feelings about the approach, over time. The third questionniare, to be 

sent out 12 months after the initial training course, will investigate this, as well as looking at 

decisions about schooling, and thoughts on the chi ld 's progress. 

Other parts of the research programme, including interviews of a sample of parents from the 

questionnaire study, and video-analysis work monitoring implementation of the tec hniques, 

should also help in understanding the experience of being involved in the Son-Rise Program - not 

just for the child with autism but for the family as a whole . 
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