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Abstract

This thesis aims to illuminate how paediatricians in the United Kingdom (UK) make difficult
medical decisions when treating severely disabled children with complex health conditions. In
particular, it examines the part played, if any, by law, rights, and ethics in those decisions. After
drawing on jurisprudence of the English and European Human Rights Court, together with
existing scholarship, to analyse the doctors’ decision making, this thesis adopts a legal
consciousness theoretical approach. Using this it looks at how the paediatricians make sense of
and conceptualise law when making these decisions. It examines how decisions are, by the
paediatricians’ own accounts, commonly made at present and what the paediatricians say about
how they and their colleagues make such decisions.

This thesis addresses the following research questions:

i) Which decisions do UK paediatricians find particularly difficult when working with
disabled children and what makes those decisions particularly difficult?

ii) What factors do UK paediatricians take into consideration when making difficult
decisions for disabled children and what weight do they put on those factors?

iii) What formal education in law, rights, and ethics have the doctors received and to

what extent, if any, can we discern how this education impacts on their difficult
decisions for disabled children?

iv) How do UK paediatricians construct and understand the law, rights, and ethics
when making their difficult decisions?

This thesis makes an original contribution, being the first in-depth socio-legal study examining
UK paediatricians’ medical decision-making for severely disabled children, by identifying two
distinct styles paediatricians adopt when approaching best interest decisions, and by
recommending a new category of legal consciousness. It concludes by recommending
research and changes both in doctors’ training and approach to best interest decision-making to
address the current challenges paediatricians describe facing when deciding for severely
disabled children.
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Lay Abstract

This study is interested in how doctors who work with severely disabled children in the UK
decide when they should treat a child who is very sick and when the doctors think it is kinder,
(referred to in law as in a child’s best interests), not to treat the child, but allow him or her to die.

The author surveyed thirty-three senior doctors from around the UK, who work with disabled
children, making these types of decisions in their day-to-day work. The author asked the doctors
in detail about how they decide for a child. The doctors were asked who he or she involved in
the decision-making, what the doctor considered, and how the doctor decided what things were
most important when making the decision.

Nine of the doctors also gave in-depth interviews to the researcher, talking about how they and
their doctor colleagues make these types of decisions.

This research was particularly interested in how aware the doctors are of the law and the
guidance they receive from their professional organisations, telling them how these decisions
should ideally be made. The researcher was also particularly interested to know how important
the doctors thought the law was to their decisions. Also, what did the doctors think about the
law? Did the doctors think it helped them make the decisions or did it get in the way of making
good decisions? Is the law something the doctors embraced or feared?

The research found that doctors divide into two groups when making these decisions. One
group, who tend to be doctors who already know the children, tend to involve a lot of other
people including other health staff who know the child, the child’s parents and if the child is able
to be part of the discussions, also the child. These doctors also think about the child’s welfare
widely, not just about medical things. The second group of doctors tend to be doctors who don’t
already know the child and tend to be called in because they are experts in caring for very sick
children. They tend to have rules they have created for themselves to help them make their
decisions about severely disabled children. For example, lots of the doctors talked about
doctors having a rule that they would not give intensive care to a child who has learning
difficulties.

There was a lot of discontent from the doctors in both groups about the way decisions are often
made for severely disabled children, so this thesis ends with making some recommendations for
further research and also changes in how doctors are trained and how they make their difficult
decisions for severely disabled children. The aim of these recommendations is to address the
problems the doctors had highlighted.
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PART ONE
Chapter One

Introduction

1. Statement of Research

This thesis will examine how paediatric consultants in the United Kingdom
(‘UK’) make difficult medical decisions when treating children with severe
disability and complex health problems. In particular, it will examine the part
played, if any, by the law, rights, and ethics in these decisions. This thesis, as
will be seen in chapter two, takes as its starting points (i) Kennedy’s question
‘what is a medical decision?’! and (ii) best interest decisions for children as they
have been defined by the English High Court. These existing lenses are used to
explore how, by their own accounts, UK paediatricians make difficult medical
decisions for disabled children. A legal consciousness conceptual framework is
then adopted to fill in the gaps left by the existing lenses, by examining how the
paediatricians make sense off and conceptualise law when making these

decisions.

Paediatric consultants are chosen as the focus of this study because of the
dominant influence they have on the lives of disabled children. Basnett
summed up the impact doctors have on the lives of disabled people generally:

For disabled people, the training, attitudes and behaviour of
health professionals towards them are all vital because of the
important role health professionals play in many disabled people’s
lives (often with physicians dominant). These roles include

! Kennedy, |, (1979) What is a Medical Decision? Astor Lecture, Middlesex Hospital Medical School,
London, Published in an amended form Kennedy, |, (2001) Treat Me Right, Essays in Medical Law and
Ethics, OUP, Oxford, pp 19-31
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providing health or social care, acting as gatekeepers to
treatment, influencing health policy and society and training future
health professionals.™

The dominant influence medical professionals have on the lives of disabled
children and their families was also recognised by McLaughlin in her study of
the impact of caring on the parents of young disabled children.?

As will be seen, the empirical research conducted for this thesis demonstrates
the extent or otherwise to which paediatricians act as gatekeepers to treatment

for disabled children.

This chapter starts with some preliminary definitions of key terms used in this
thesis, before going on to set out the research questions. The structure of this
thesis is then outlined, followed by an account of the entry points that led the
researcher to embark on this study.

2. Some Preliminary Definitions

2.1 Paediatrician
Paediatricians are medical doctors who specialise in the medical treatment and
care of children.* Since the focus of this thesis is the treatment of children the

terms ‘paediatrician’ and ‘doctor’ will be used interchangeably.

2 Basnett, |, (2001) ‘Health Care Professionals and Their Attitudes Towards and Decisions Affecting
Disabled People’, in G.L. Albrecht, K.D. Seelman and M. Bury (eds), Handbook of Disability Studies, Sage
Publications, London, pp.450-467, p.452

3 Mclauglin, J, (2006) ‘Conceptualising Intensive Caring Activities: the Changing Lives of Families with
Young Disabled Children’ 11(1) Sociological Research Online,
<http://www.socresonline.org.uk/11/1/mclaughlin.html> accessed 4 July 2018

4 Royal College of Paediatrics and Child Health, 2016, What is Paediatrics?, accessed 20 January 2017,

https://www.rcpch.ac.uk/training-examinations-professional-development/paediatric-careers-and-
recruitment/careers/what-paedi
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2.2 Children
This study examines the treatment and care of disabled children.
There is no single legal definition of a child across the United Kingdom. Article 1
of the United Nations Convention on the Rights of the Child, which was ratified
by the United Kingdom in 1991, however, defines ‘child’ as

‘every human being below the age of eighteen years unless, under the
law applicable to the child, majority is obtained earlier.

This thesis will, however, make a distinction between children under the age of
two, who will be referred to as ‘infants’ and children from the age of two to the
age of 18 years, who will be referred to as ‘children’. It is acknowledged that it
is more usual for the term ‘infant’ to be used for children up to the age of one.
However, it will be argued that there are important differences between children
above and below two years of age, which make the determination of the child’s
best interests potentially a different exercise. This distinction is also made
because of the lack of focus on best interest decisions for disabled children
(over two) by the English High Court up to the time of the empirical research for
this thesis® and by commentators. Young people, including those over the age

of 16, are included within the definition of children in this study.’

%> United Nations Convention on the Rights of the Child 1989, Article 1

6 More recently the English High Court has turned its focus to children over the age of two years old in
cases such as Re AA [2014] EWHC 4861 (not a dispute, but concerned with the withdrawal of treatment
from a disabled child aged 12; King’s College Hospital NHS Foundation Trust v MH [2015] EWHC 1920
and King’s College Hospital NHS Foundation Trust v Y ND MH [2015] EWHC 1966 (7 year old with spinal
muscular atrophy); County Durham and Darlington NHS Foundation Trust v SS, FS and MS [2016] EWHC
535 (7 year old); A Local Authority and An NHS Trust v MC & FC & C [2017] EWHC 370 (13 year old)

7 The Mental Capacity Act 2005 applies to children from the age of 16; see s.2 (5) (b) in England and
Wales s.64 (4). This requires all decisions for those who lack capacity to be made in their best interests
s.4. Adults with Incapacity (Scotland) Act 2000 applies to children from the age of 16 in Scotland see s.1
(6). Any intervention must benefit the individual concerned s.1 (2)
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2.3 Disabled

The doctors in this study were asked about their treatment and care of ‘disabled
children’. For reasons explained in chapter three, the doctors in this study were
told that the children of interest for this study were ‘children with chronic health
conditions and sometimes sensory and cognitive impairments. These children
will sometimes have some level of neurological impairment, will often be
described as having life-limiting conditions, although they will not necessarily be
terminally ill. It is important, however, that disability is not conflated with iliness.
There are clearly many disabled adults and children who have no significant
health problems. The focus of this study was however, disabled children with
complex health problems. Their health problems may be severe and chronic, or

they may be acute, or indeed both.

The children have lived beyond infancy, some into their teens. They would be
described by health professionals as having ‘a life limiting illness’, one that is
incurable, will shorten the child’s natural lifespan, although the length of that life
can vary from months to decades.? Many of the children will have severe
cerebral palsy, the most common cause of permanent disability in children.®
The children can experience:

‘frequent illness due to their increased risk of epilepsy, gastrointestinal
and nutritional problems and respiratory disorders compared with the
general childhood population with those children who are most severely
motor impaired at the greatest risk’.1°

8 Fraser, LK, Miller, M, Hain, R, Norman, P, Aldridge, J, McKinney, PA & Parslow, RC, (2012)‘Rising
national prevalence of life-limiting conditions in England’, Pediatrics, vol. 129, no. 40, pp. 923-929

% Meehan E, Freed Gl, Reid SM, Williams K, Sewell JR, Rawicki B & Reddihough DS,( 2015) ‘Tertiary
paediatric admissions in children and young people with cerebral palsy’, Child: care, health and

development, vol. 41, no. 6, pp. 928-937

10 |bid
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They may be dependant in their everyday lives on medical technology, ‘with
one in ten reliant on a gastronomy feeding tube’.* Despite the complexity of
their impairments and health problems, the children will live mostly at home,

attend nursery or school, and have wide and varied life experiences.

They are children who twenty to twenty-five years ago, would probably have not
have survived infancy.’? As such, these children present new challenges for
both medicine and law; not only in terms of how to care for the children; they
raise ethically and legally challenging questions about when is it in a child’s best
interests to continue treatment and when treatment should be withheld or

withdrawn.

This thesis shall use the term ‘disabled children’ being the term used in the UK
by government and public bodies. UK public bodies use the term to reflect the
social model of disability’® and the fact that the children have been disabled by
their circumstances. It can be contrasted with the phrase ‘living with disabilities’
favoured by the United Nations (‘UN’) as putting the emphasis on the person or
child first rather than on their impairment. While there is merit in both these

formulations, the first is used because it is the most commonly used in the UK.

1 Ibid

12 McFarlane A, Mugford M (2012) ‘Epidemiology’ in Janet M. Rennie (ed), Rennie & Robertson’s
Textbook of Neonatology’, Churchill, London

13 ‘the disadvantage or restriction of activity caused by a contemporary social organisation which takes
little or no account of people who have physical impairments and thus excludes them from participation
from mainstream or social activities’, source: Shakespeare, T, 2016, ‘The Social Model of Disability’, in
David LJ, (Ed), The Disabilities Studies Reader, chapter 13, Taylor & Francis, Abington, p. 196
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2.4  Difficult Decisions
The doctors in this study were asked about their ‘difficult decisions’ for disabled
children. As will be seen in chapter three, this term was used rather than asking
doctors about their ‘best interest’ decisions, so as not to
pre-empt the types of decisions doctors would choose and to avoid anticipating
how they would frame and speak about the decision-making process. However,
as will be seen, all but two doctors did choose to talk about end-of-life, best
interest decisions. Once this finding has been discussed in chapter four,' the
terms ‘difficult decisions’, ‘end-of-life decisions’ and ‘best interest decisions’ are

used interchangeably in this thesis.

2.5 Ethics
The term ethics is not, within this thesis, conceived within a traditional academic
or medico-legal disciplinary understanding, but rather through the lens of the
doctors’ professional practice and guidance from the paediatrician’s
professional bodies most notably the Royal College of Paediatrics and Child
Health (‘(RCPCH’) and the General Medical Council (‘GMC’).

26 Law
The term law is defined widely to include, but not limited to, domestic legislation,
international treaties, case law of the UK courts and the European Court of
Human Rights (‘ECtHR’), and soft law, such as the doctors’ professional ethical

guidance.

Having established these basic definitions, this chapter now turns to the
research questions of this thesis and indicates in brief, where each research

question will primarily be addressed within this thesis.

14 Chapter four, para 5.1, p.168
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3. Research Questions

This thesis will address the following research questions:

)] Which decisions do UK paediatricians find particularly difficult when
working with disabled children and what makes those decisions
particularly difficult?

1)) What factors do UK paediatricians take into consideration when
making difficult decisions for disabled children and what weight do
they put on those factors?

i) What formal education in law, rights and ethics have the doctors
received and to what extent, if any, can we discern how this
education impacts on their difficult decisions for disabled children?

Iv) How do UK paediatricians construct and understand the law, rights,
and ethics when making their difficult decisions?

The findings for research question (i) are presented in chapter four of this
thesis; the findings from research question (ii) are presented in chapters four,
five, and six; the findings from research question (iii) are presented in chapters
eight and nine, and the findings from research question (iv) are also presented

in chapters eight and nine.

4. Thesis Structure

This thesis is formed of three parts. Part one starts with this introductory
chapter, which continues by setting out key influences that led to this study. A
brief explanation is given as to why certain key texts and cases were formative.
The rest of this chapter then sets out information about the author’s personal
and professional background that strongly influenced the start of this study,
while also outlining steps taken to guard against that same background biasing
this study.
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Part one of this thesis continues with chapter two, surveying the key milestones
in law and paediatricians’ ethical guidance dealing with best interests and end-
of-life decision-making that preceded this study. It starts with the seminal 1979
Astor Lecture given by lan Kennedy.'®> Chapter two'® also provides an overview
of earlier studies that have considered doctors’ attitudes towards disabled

patients.

Chapter three concludes part one, by describing the methodology used for the
empirical research in this study. It also addresses the research ethics issues

this thesis raised in more detail.

In part two'’ the findings from the empirical research in this study are
presented. In chapter four'® the questions (i) who are the doctors in this study;
(if) which decisions do they find difficult; (iii) what makes those decisions difficult
and (iv) what factors do they consider when making difficult decisions for
disabled children, are answered. In chapter five,'® particular focus is given to
what doctors said in their survey responses about the importance of prognosis,
futility, a child’s quality of life, and a child’s cognitive ability to their difficult
decisions. Part two concludes with chapter six?® which turns to what the

doctors said about disagreements and uncertainty in their interview.

15 Kennedy, |, (1979) What is a Medical Decision? Astor Lecture, Middlesex Hospital Medical School,
London, published in an amended form Kennedy, I, (2001) Treat Me Right, Essays in Medical Law and
Ethics, OUP, Oxford, pp 19-31

16 Chapter two, para 10, pp. 82-91

17 Chapters four -six, pp.137-284

18 Chapter four, pp.137-179

19 Chapter five, pp.181-236

20 Chapter six, pp.237-284
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Part three of this thesis deals with the doctors’ reflections on the law. It starts in
chapter seven?! with a discussion of legal consciousness, the theoretical
framework used to analyse how the doctors conceptualise law in relation to their
decisions. It is acknowledged that a conceptual framework is more commonly
presented earlier in a thesis. However, while the questions what and how
doctors make their decisions can be answered in part two of this thesis through
the existing lenses of law and ethics,?? these lenses seemed unable to answer
the question why doctors make decisions in the ways they do. A legal
consciousness framework was therefore adopted to try to explore the question
why, with an analysis of the doctors’ reflections on the law in part three of this

thesis.

Consideration is also given in chapter seven to how the paediatricians are
situated, both in terms of how they are placed or otherwise, within legal and
ethical frameworks and how they are situated within a culture of healthcare, the
NHS, their hospital, department and wider culture. Chapters eight?>® and nine?*
then explore what the doctors wrote and said about law, rights and ethics in
their survey and interviews respectively. In chapter ten,?® the final chapter of
part three and of this thesis, conclusions are drawn and consideration is given
to the place, if any, of law in doctors’ difficult decisions for disabled children.
Consideration is also given as to whether changes are needed in how best
interest decisions are made for disabled children in the UK, including whether

changes are needed in the legal process and, if so, what these might be.

21 Chapter seven, pp. 285-321
2 see para 1, p.1, ante

2 Chapter eight, pp.323-346
24 Chapter nine, pp.347-380

% Chapter ten, pp. 381-403
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5. How this thesis came about

This section presents the various entry points for the commencement of this
thesis, to situate the researcher and explain the key influences that motivated

and guided the thesis.

5.1  Doctrinal developments
This study uses mixed methods approach to research. One initial starting point
was desk-based research, which was used to review relevant academic papers,
statutes, international human rights conventions, professional guidance, and the
case law of the English High Court and the ECtHR.

Kennedy’'s 1979 Astor Lecture,?® in which he posed the question, ‘what is a
medical decision?’ has already been mentioned as one of the key academic
papers that guided the development of the thesis. The lecture, and the debate
it inspired, are discussed in detail in chapter two.?” Many of the questions
Kennedy poses, such as what types of decisions are legitimate ones for doctors
to make and whether doctors have the education and training to make them,
are particularly pertinent to disabled children. This pertinence arises in part
because of the lack of autonomy disabled children experience and, as Basnett's
earlier?® quotation?® suggests, the dominant influence doctors can have on
disabled people’s lives generally and, as will be argued in chapter two, disabled

children’s in particular.

26 Kennedy, |, (1979) What is a Medical Decision? Astor Lecture, Middlesex Hospital Medical School,
London, published in an amended form Kennedy, |, (2001) Treat Me Right, Essays in Medical Law and
Ethics, OUP, Oxford, pp 19-31

27 chapter two, para 2, pp.25-34

28 See page one ante

29 Basnett, I, (2001) "Health Care Professionals and Their Attitudes Towards and Decisions Affecting
Disabled People’, in G.L. Albrecht, K.D. Seelman and M. Bury (eds), Handbook of Disability Studies, Sage
Publications, London, pp.450-467
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The question as to whether doctors have the training and education to make
certain decisions was also raised at the admissibility hearing before the ECtHR
in litigation concerning David Glass.®® The case considered whether doctors
were acting within their powers by treating a child in clear contravention of the
child’s mother’s wishes without first seeking authority from the court. At its
centre was 12-year-old David, a boy with significant physical and cognitive
impairment. His lawyers argued:

‘it is inappropriate and unreasonable to leave the task of balancing
fundamental rights to the doctors. They have no training in such a task,
which is pre-eminently a judicial function.3?

The Glass litigation®? and the academic debate that followed are discussed in
detail in the next chapter.2® They were influential in the development of the
research questions in this thesis, being the only contemporary case* to cover
the issues this thesis explores head on.

Conflict between the medical team and David’s family, and uncertainty as to

David’s prognosis, featured strongly in the events that led to the Glass litigation.

The impact Glass and the debate it provoked in guiding the argument
herein can be seen explicitly in research question three, which draws
directly on Kennedy’s argument, and the assertion made in Glass, that
doctors do not have training to make what can be seen as legal and

ethical rather than medical decisions. The paediatricians in this study

30 Glass v UK [2003] ECHR Admissibility Decision no. 61827/00

31 |bid

32 Glass, R (On the application of) v Portsmouth Hospitals NHS Trust [1999] EWCA Civ 1914; Glass, R (On
the application of) v Portsmouth Hospitals NHS Trust [1999] EWHC Admin 343; Glass v UK [2003] ECHR
Admissibility Decision no. 61827/00

33 Chapter two, para 7, pp. 61-75

34 see FN 6 ante
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were directly asked about their training and education in law, rights, and
ethics. In chapters eight and nine3 what the doctors say about making
best interest decisions for disabled children is also mapped against how

much legal and ethical education individual doctors have received.

It is perhaps worthy of comment that David Glass and Charlotte Wyatt, a
disabled infant at the centre of repeated best interest applications to court,®
were both treated in the same hospital, St Mary’s, Portsmouth. This does beg
the question as to whether there was something about the culture of that
hospital which led to disputes between families of disabled children and medical
staff becoming particularly antagonistic. The impact of the culture of different
medical schools, hospitals, departments, and paediatric sub-specialisms is
another theme that emerges in this thesis and is explored in chapters two,3’

six38 and seven.3®

5.2  Personal Influences
Although this thesis is not written in the first person, for reasons that will
become obvious th