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1 

 

Thesis Abstract 

 

Background: The incidence of cancer is increasing alongside a fall in mortality rates. This 

has resulted in a growing number of cancer survivors overall, including for colorectal 

(bowel) cancer. For healthcare services to effectively support recovery and adjustment for 

survivors and their caregivers, there is a need to develop an understanding of couples’ 

experiences after treatment. 

Objectives: The systematic review aimed to identify qualitative research on partners' 

experiences of cancer caregiving after treatment, and to synthesise findings on partners’ 

psychological adjustment. The primary qualitative study aimed to explore couples' 

experiences of colorectal cancer services from the perspectives of patients and their partners, 

focusing on the transition period after treatment. 

Methods: For the systematic review, 10 qualitative studies were purposefully sampled to 

focus on partners’ psychological adjustment post-treatment. Findings from these studies 

were analysed and synthesised using the Framework approach. For the empirical study, 

semi-structured interviews were conducted separately with a purposeful sample of 10 

participants, comprising five patient-partner dyads. Data were analysed using the Framework 

approach, incorporating dyadic analysis to compare narratives within and between couples. 

Results: The synthesis highlighted the importance of considering the patient-caregiver 

relationship across the cancer trajectory and within the wider context. Specific barriers and 

facilitators of partners’ adjustment related to communication and cohesion, transitions and 

gradual changes, as well as healthcare and cultural belief systems. The empirical study 

identified three overarching themes: the process of recovery, the impact of relationship 

dynamics, and mixed experiences of healthcare services. An additional discussion chapter 

provided further comparison of the primary research study with the extant literature. 

Conclusions: Recovery and adjustment after cancer can be facilitated by a proactive and 

systemic approach to healthcare. The findings illustrate the significant impact that patients 

and partners can have on each other and underscore the need for consistency in good clinical 

practice throughout the recovery process. 
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Abstract 

 

Objective: To systematically identify published qualitative research on partners' experiences 

of cancer caregiving after treatment and to synthesise findings on partners’ psychological 

adjustment. 

Methods: Electronic and manual searches identified 32 studies which met the inclusion 

criteria. 10 qualitative studies were purposefully sampled to focus on partners’ psychological 

adjustment post-treatment. Findings from these 10 studies were analysed and synthesised 

using the Framework approach. 

Results: The reviewed studies indicated the importance of considering the patient-caregiver 

relationship across the cancer trajectory and within the wider context. Specific barriers and 

facilitators of partners’ adjustment related to communication and cohesion, transitions and 

gradual changes, as well as healthcare and cultural belief systems. 

Conclusions: A proactive and systemic approach by healthcare services can facilitate 

successful adjustment for partners over the longer term. Future research should explore 

further ways of promoting this in clinical practice, addressing issues related to the cultural 

context, change over time, and relationship dynamics between couples as well as with the 

healthcare team. 

Keywords: cancer, oncology, qualitative, review, partners, caregiving
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Introduction 

 

The incidence of cancer is increasing alongside a fall in mortality rates [1], resulting in a 

growing number of cancer survivors who may require caregiving support after treatment. 

The long-term impact can affect family caregivers [2] who face a broad range of difficulties 

and unmet needs [3-4], often without accessing adequate support [5-8]. Recent research 

suggests caregivers can benefit from support across the illness trajectory, including the 

adjustment period after treatment [2, 9-13]. 

 

In the UK alone, unpaid care is estimated to save health services billions of pounds per year 

[14], emphasising the value of supporting caregivers to sustain their role and avoid burnout 

[15-17]. Partners can experience caregiving differently from other family caregivers such as 

parents or children [18]. They often constitute a key source of support for cancer patients, 

and their well-being has an impact on the patient’s own health [19-20]. Therefore, there is 

evident value in understanding partners’ experiences and ways of promoting their well-

being. Qualitative methodology can provide detailed exploration of experience, helping to 

identify needs and priorities as perceived by individuals [21-22]. Qualitative studies on 

partners’ experiences of cancer caregiving have accumulated over recent years, providing a 

rich body of data on various aspects of partners’ lived experiences. These studies explore the 

impact of different types of cancer and forms of treatment, covering a diverse range of issues 

[23-29]. 

 

A better understanding is needed of the experiences over the longer term for partners of 

cancer survivors [30]. Emerging evidence suggests that difficulties can persist over years 

[31] and the nature of caregivers’ specific needs may change over time [9,13]. As expressed 

by one author, “future research priorities should include studies of families dealing with 

long-term adult survivors. Together, our goal should be to help families thrive, not merely to 

survive cancer” [32]. 

 

In their review of quantitative and qualitative research, Fletcher and colleagues [33] 

developed a model of cancer family caregiving experience. It outlines stress processes 

affecting caregivers over the course of the illness. They acknowledged that their review had 

to sacrifice depth for breadth. It was noted that the patient-caregiver relationship (described 
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as ‘dyadic phenomena’) and cancer trajectory were not yet well-conceptualised. They also 

highlighted contextual factors in need of further development, including socioeconomic and 

cultural factors, the healthcare system and caregiver’s physical health. Therefore, the present 

review sought to explore these constructs in greater depth. By systematically reviewing 

qualitative research, findings from a range of studies can be compared without losing the 

essential context and richness of the original research [34]. The review aimed to 

systematically identify and synthesise published qualitative research on partners' experiences 

of cancer caregiving following treatment. Specifically, the focus of the review was on 

barriers and facilitators of psychological adjustment for partners. 

 

Methods 

Search Strategy 

The search strategy was an iterative process in which preliminary search results and 

associated keywords were used to refine the terms, to balance adequate specificity and scope 

[35]. The difficulty of systematic searching for qualitative literature due to poor indexing and 

coverage in electronic databases has been acknowledged [36]. Electronic and manual search 

techniques were used to reduce the risk of missing relevant studies. The electronic search 

identified 21 publications meeting the inclusion criteria. A further 11 eligible studies were 

located through manual searching of the reference and citation lists for included studies, 

hand-searching of key journals, and by contacting principal authors of identified published 

papers in the topic area. Techniques used to identify articles for inclusion are summarised 

(Table 1.1) using the ‘STARLITE’ framework [37].  

 

Selection of Studies 

Inclusion and exclusion criteria 

The inclusion criteria were English language studies published in peer reviewed journals, 

which had a qualitative or mixed methods design, and which reported primary data about 

partners’ experiences of cancer caregiving following the patient’s treatment. Studies were 

excluded if they focused on partners’ experiences of cancer caregiving during a different 

phase of cancer (diagnosis, treatment, palliative care, end of life or bereavement) or included 

other types of caregivers. 

 

Figure 1 shows the stages for exclusion, inclusion and purposeful sampling. Due to the focus 

on exploring people's lived experiences, the review aimed to provide a synthesis of 

qualitative studies. Quantitative studies were therefore excluded. Studies which were not 
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available as full text, English-language articles could not be included within the resource 

constraints of the review. Restricting to peer-reviewed journal articles focused the included 

studies on those more likely to have demonstrated an adequate degree of methodological 

rigour. In order to address the review aims and maintain a focus on partners’ experiences 

after cancer treatment, studies were excluded that included participants with a different type 

or stage of disease, or different type of caregiver. 

 

Table 1.1 ‘STARLITE’ summary of search strategy 

Sampling strategy Purposeful: databases selected to sample from medicine, nursing, and social 

science fields, with a subset of eligible publications purposefully selected for 

their relevance to the review objectives 

Type of study Any type of qualitative study (included ethnographic, grounded theory, 

phenomenological, etc.) 

Approaches Search of electronic databases; manual search of references and citing studies, 

key journals, contact with experts 

Range of years From the beginning of each candidate database to the date of search (24.01.13). 

From the past 10 years (2003-13) for hand-search of key journals: 

Qualitative Health Research, volumes 13(1) – 23(7); European Journal of Cancer 

Care, 12(1) – 22(3); Journal of Psychosocial Oncology, 21(1) – 31(3) 

Limits English-language 

Inclusion and  

  exclusions 

Inclusion: qualitative; published in a peer-reviewed journal; focus on partners’ 

experiences of cancer caregiving post-treatment. 

Exclusion: not qualitative; full text not available in English in a peer-reviewed 

journal; not specific to cancer, or partners, or post-treatment recovery. 

Terms used S1 partner OR partners OR spous* OR huband* OR wife OR wives OR couple* 

OR dyad* 

S2 cancer NOT terminal* NOT palliative 

S3 qualitative OR experience* OR interview* OR (thematic analysis) OR 

phenomenolog* OR ethnograph* OR (grounded theory) 

S4 carer* OR caregiv* OR care-giv* 

S5 S1 AND S2 AND S3 AND S4 

Electronic sources EBSCOhost used to search: CINAHL Plus with Full Text; MEDLINE with Full 

Text; PsycINFO; Psychology and Behavioral Sciences Collection; Health 

Business Elite; Biomedical Reference Collection: Comprehensive;Library, 

Information Science & Technology Abstracts. 

Embase used to search: OVID. 

 
 

Purposeful sampling 

Purposeful sampling is appropriate in qualitative synthesis where the aim is interpretation 

and explanation rather than prediction [34]. It was adopted to maximise the quality of the 

synthesis within the available resources. Specifically, theory-based sampling was used to 

select studies that represented “important theoretical constructs about the phenomenon of 

interest" [38]. 10 studies (11 articles, with two separate publications from the same study 
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[39-40]) were purposefully sampled for providing ‘information-rich’ data [41] relevant to the 

review focus on partners’ psychological adjustment post-treatment. The decision not to 

include a study was made on the basis of methodology, where the reporting gave insufficient 

detail on qualitative analysis of partners’ experiences [24, 30, 42-45], or due to the topic, 

where there was a lack of direct relevance to psychological adjustment post-treatment [23, 

46-59]. 

 

 
Figure 1 Flowchart of stages for exclusion, inclusion and purposeful sampling 
 

 

Quality Appraisal 

Quality appraisal of qualitative research remains a contentious issue, with debate over how, 

when or even whether to determine quality within reviews [34, 36, 60-65]. While 

recognising the debate, the review adopted the Critical Appraisal Skills Programme (CASP) 

[66] criteria as a widely-used tool, to provide a benchmark for evaluating the rigour of the 

included studies. The first two screening questions establish whether qualitative 

methodology is appropriate for the stated aims. Eight further questions address research 

design, recruitment, data collection and analysis, ethics, reflexivity, clarity and value of 

reported findings. Studies were rated on the extent to which they explicitly addressed each of 

these eight criteria, according to a three-point scoring system [67]. 1 point was assigned 



PARTNERS’ ADJUSTMENT TO CANCER CAREGIVING 

8 

 

where studies reported little or no justification or explanation of the criteria; 2 points were 

given if the study addressed the criteria but without full elaboration; 3 points denoted the 

criteria were thoroughly explained and justified. This gave a maximum total score of 24. 

Acknowledging that some authors do not recommend numerical scoring [65], the present 

review does not claim that the scores are a comprehensive or definitive measure of 

methodological quality. They are included (Table 1.2) to aid comparison across the studies. 

All papers were rated by the first author (NW). A second analyst (WB) independently coded 

half of the studies (n=5) and her initial ratings showed a high concordance with the first 

author’s scores (89.2% overall, ranging from 83.3% to 95.8% across the five co-rated 

studies). Consensus was reached following discussion.  

 

Data Extraction and Management 

Within a systematic review, there is a risk that original study findings may be de-

contextualised [34]. TAMS Analyzer software was used to keep a trail of the studies from 

which the different findings and themes were derived. This aided transparency, ensuring the 

original context of the data was retained. 

 

Synthesis of Findings 

The study findings were analysed using a Framework approach [68], a structured form of 

thematic analysis successfully implemented in other systematic reviews of qualitative 

literature [69-74]. It provided a systematic method which maintained transparency through 

access to original study data [75-76], with analysis grounded in study findings and guided by 

review aims based on prior research. Analysis followed the five step process of the 

Framework approach. This began with familiarisation through repeated reading and 

reflection on the studies. An initial thematic framework was then developed, based on key 

concepts identified across the dataset. This informed further organising and classifying of 

data. Portions of data relating to specific themes were identified and indexed, represented as 

codes. This data was then reorganised into thematic charts, comparing across the whole 

dataset whilst keeping reference to the original study and context. Finally, patterns and 

explanations were sought, using visual representation to develop interpretations. 

 

In light of Fletcher et al.’s review [33], the initial framework was used to identify data 

pertaining to the patient-caregiver relationship, the cancer trajectory and contextual factors. 

Development of the framework incorporated these constructs identified a priori along with 

themes developed inductively from analysis of the studies. This iterative approach allowed 
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amendment and additions to the framework throughout the analytic process. It facilitated 

translation, forming conceptual links across the set of studies, which enabled the synthesis to 

‘go beyond’ the primary studies, arguably a critical component of synthesis [34]. 

 

Results 

Included Studies 

10 studies [5, 39-40, 77-84] were included in the synthesis (with two publications from the 

same study analysed together; Tables 1.2 and 1.3). Sample sizes ranged from 8 to 113 

(median 19), representing a total of 295 partners overall. Participants were partners of 

patients with various cancer types, particularly breast or prostate. Studies included female-

only samples (n=3), male-only (n=3) and both genders (n=4). Overall, the majority of 

participants were female (78.6%). Only one study included two partners from same-sex 

relationships. A wide range of ages and ethnic origins were represented, although details 

were not always reported. Studies predominantly used semi-structured or open-ended 

interviews (n=8), although focus groups (n=1) and open-ended postal survey questions (n=1) 

were also used. Post-treatment data were collected between a few months to several years 

after diagnosis and treatment. A range of analytic methods was employed. The extent to 

which publications explicitly addressed the CASP criteria was variable, indicating moderate 

to high quality overall (an average score of 2 to 3 points across the criteria) for all but one 

study (Table 1.2). 
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Table 1.2 Quality appraisal ratings according to CASP criteria  

 

Study 

1  

Aims 

2 

Method 

3 

Design 

4 

Recruitment 

5 Data 

Collection 

6 

Reflexivity 

7  

Ethics 

8 

Rigour 

9 Reported 

Findings 

10 

Value 

Total Rating 

(out of 24) 

1  Adams et al., 2012   3 2 3 3 2 3 3 3 22 

2  Gilbert et al.,  2009, 2010   3 3 3 1 2 3 3 3 21 

3  Hoga et al., 2008   3 2 3 1 3 3 2 3 20 

4  Ka’opua et al., 2007   2 2 3 1 1 3 3 3 18 

5  Lopez et al., 2012   3 3 3 1 2 2 2 3 19 

6  Ohlsson-Nevo et al., 2011   2 3 3 2 3 2 3 3 21 

7  Persson et al., 2004   3 2 3 1 3 2 2 3 19 

8  Street et al., 2010   1 3 3 1 2 3 2 3 18 

9  Tanner et al., 2011   2 2 2 1 2 3 2 3 17 

10  Zahlis & Shands, 1993   1 2 3 1 1 2 2 2 14 

1 point: study reported little to no justification or explanation of the criteria;  

2 points: study addressed the criteria but without full elaboration;   

3 points: study reported thorough explanation and justification of the criteria 
 

 
Table 1.3 Study and participant characteristics 

# Study Stated Aims Data Collection Method and Timing Analytic Method and Validation 

1 Adams et al., 2012 Experiences of cancer survivors’ partners in the 

first 3 years post-diagnosis; use and views of 

primary care services’ support for them as carers 

Semi-structured interviews (eight conducted 

jointly with patient, 14 separately) 

6 months to 3 years post-diagnosis 

Framework analysis; Discussion between 

multiple analysts 

2 Gilbert et al.,  

2009, 2010 

Partners’ perspectives of changes and 

renegotiation of sexuality and intimacy post-

cancer in the context of caregiving 

Semi-structured interviews 

12 months median length of time caring; 

range 6 months to 27 years. 

Grounded theory; Discussion between 

multiple analysts, theoretical saturation 

3 Hoga et al., 2008 Husbands’ perspectives of the effects post-

mastectomy 

Semi-structured interviews 

Timing not stated; post-mastectomy 

Narrative analysis; Theoretical saturation, 

Researcher "communicated [main themes] 

to each collaborator by telephone"; 

discussion not explicitly reported 
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Table 1.3 Study and participant characteristics (Continued) 

# Study Stated Aims Data Collection Method and Timing Analytic Method and Validation 

4 Ka’opua et al., 

2007 

Wives’ experiences of long-term prostate cancer 

survivorship and use of Spiritually-Based 

Resources in coping and adaptation 

Semi-structured interviews 

Held twice at 6-month intervals, 6 to 15 

years since husband’s initial diagnosis, with 

an average of 8.5 years 

Combined elements of grounded theory and 

content analysis; Discussion between 

multiple analysts, member checks, 

triangulation 

5 Lopez et al., 2012 Men's experiences of caring for partners with 

breast and gynaecologic cancer over a 1-year 

period 

Semi-structured interviews 

Conducted separately over four time 

periods: at beginning of treatment and at 3, 

6, and 12 months 

Content analysis; Discussion between 

multiple analysts, member checks, 

triangulation 

6 Ohlsson-Nevo et 

al., 2011 

Patients’ and partners’ experiences of the first 

year post-surgery for colorectal cancer 

Semi-structured separate interviews 

1 year post-surgery 

Content analysis based on the principles of 

Patton (2002); Discussion between multiple 

analysts 

7 Persson et al., 2004 Spouses’ perceptions of living with a partner 

post-surgery for rectal cancer, resulting in a 

stoma 

Focus-groups (two groups which met twice) 

6 to 24 months post-surgery 

Content analysis; Discussion between 

multiple analysts 

8 Street et al., 2010 Female partners’ psychosocial adaptation 

following prostate cancer  

Semi-structured interviews 

Conducted before treatment and 6 months 

later. 

Not explicitly defined; fits thematic 

analysis, (Richards, 2005); Analysis 

conducted by two coders; discussion not 

explicitly reported 

9 Tanner et al., 2011 Experiences of female partners of prostate cancer 

survivors 

Open-ended postal survey questionnaire 

questions 

Post-treatment longitudinal study over 8 

years 

Content analysis; Discussion between 

multiple analysts 

10 Zahlis & Shands, 

1993 

Reasons men may continue to feel distress 18 

months following their partners' diagnoses of 

breast cancer 

Open-ended interview question 

16-20 months post-diagnosis; 5 post-

modified mastectomy, 3 post-lumpectomy 

Not explicitly defined; fits thematic 

analysis; Two analysts independently 

coded; discussion not explicitly reported 
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Table 1.3 Study and participant characteristics (Continued) 

# Cancer Type Sample size Gender Sexuality Age (range, mean) Ethnic Origin Country 

1 Various 22 partners 15 Female (68%),  

7 Male (32%) 

Not reported n/k (4: <50; 14: 50–70; 4: >70) 20 White British, 1 White Other, 1 

Black African 

 

UK 

2 Various 20 partners 13 Female (65%),  

7 Male (35%) 

18 heterosexual,  

2 lesbian 

29-76, mean: 53 18 Anglo-Australian/Anglo-Saxon, 1 

Filipina, 1 Italian 

 

Australia 

3 Breast 17 partners 17 Male (100%) Heterosexual 53-84, mean: n/k (6: 53-60y;  

7: 61-70y; 3: 71-80y; 1: 81-84) 

8 White (European descent), 4 Mixed 

race (European/African), 3 Asian, 2 

African American 

 

Brazil 

4 Prostate 28 partners 28 Female (100%) Heterosexual 55-86, mean: 73 White (28.6%), Japanese (28.6%), 

Chinese (21.4%), Filipina (10.7%), 

Native Hawaiian (10.7%) 

 

Hawai`i, 

USA 

5 Breast (5) 

Gynaecological (10) 

 

15 partners 15 Male (100%) Heterosexual 27-74, mean: 60 White (100%) UK 

6 Colorectal 

(5: Rectal, 8: Colon) 

 

13 partners 7 Female (54%),  

6 Male (46%) 

Heterosexual 40–87, median: 64 Not reported; all Swedish-speakers Sweden 

7 Rectal 9 partners 6 Female (67%),  

3 Male (33%) 

 

Not reported 49-74, mean: 62 Not reported Sweden 

8 Prostate 50 partners 50 Female (100%) Heterosexual 43-78, mean: 62 Not reported 

 

Australia 

9 Prostate 113 partners 113 Female (100%) Heterosexual N/k, mean: 65 White (87%), Other: not reported 

 

USA 

10 Breast 8 partners 8 male (100%) Heterosexual 31-59, mean: n/k Not reported USA 
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Overview of Themes 

The identified themes were barriers and facilitators of psychological adjustment relating to: 

communication and cohesion within the patient-caregiver relationship, transitions and 

gradual changes across the cancer trajectory, and the contextual factors of healthcare and 

cultural belief systems (Table 1.4). 

 

Table 1.4 Identified barriers and facilitators of psychological adjustment 
 Barriers Facilitators 

 

1. Patient-Caregiver Relationship 

Communication Patient or partner reluctant to talk 

openly; avoidance of difficult or 

‘taboo’ topics; attempt to protect the 

other or fear of causing distress 

Patient’s emotional difficulties 

Partner’s loneliness or isolation 

 

Feelings or concerns openly shared 

Willingness to discuss or ‘renegotiate’ 

Open, honest communication 

Togetherness and strength in silence 

Communication-focused intervention 

Cohesion Stress of illness and related demands 

Pre-existing relationship difficulties 

Separation or divorce 

Patient perceived differently 

Loss of physical intimacy 

Relationship perceived as closer or 

stronger; renewed priorities and 

appreciation of each other; cultivation 

of relationship including alternative 

ways of maintaining intimacy; cancer 

perceived as shared experience 

New perspective on differences; fewer 

quarrels 

Cultural or religious beliefs about 

marriage and commitment 

 

2. Cancer Trajectory 

Transitions Unprepared or anxious about 

caregiving 

Difficult initial emotional impact 

Disruption to roles or routines 

Sudden unanticipated changes 

Grieving current or future losses (of 

sexual functioning, work, retirement 

plans, social life) 

Fear of recurrence 

 

Support from family 

Support from healthcare team 

Health-promoting behaviours 

Healthy lifestyle changes 

Satisfaction over caregiving 

Gradual Changes Cumulative exhaustion 

On-going caregiving demands 

Persistent worries, especially if 

unshared 

Increasing loneliness or isolation 

Increasing tension in relationship 

Need for continuing support 

 

Patient’s gradual physical recovery 

Acceptance 

Reflection and reappraisal 

Spirituality 

Perceived growth as individual or 

couple; learning from adversity; 

reconnecting with priorities or values 
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Table 1.4 Identified barriers and facilitators of psychological adjustment (Continued) 
 

3. Contextual Factors 

Healthcare 

System 

Partners not acknowledged or 

involved in patient’s healthcare 

Partners’ needs, including health 

problems, not addressed; partner 

ensuring healthcare team prioritises 

patient needs above their own 

Impact of patient confidentiality on 

information sharing and doctor-

caregiver relationship 

Lack of information or preparation 

prior to discharge from hospital; lack 

of follow up; failure to address 

sensitive topics (e.g. sex, spirituality) 

 

Proactive approach 

Healthcare teams involving partners 

and developing a working relationship 

with them 

Practical support 

Emotional support 

Informational support 

Early intervention 

Counselling or psychology input 

Challenging cultural assumptions, 

permission-giving 

Culture & Belief 

Systems 

Gender norms contributing to 

emotional difficulty over caregiving 

tasks and role changes 

Perceived expectations of caregiving 

role, e.g. as an obligation not a choice 

Culture-bound beliefs about sex 

impeding adaptation to change in 

physical relationship  

Partner’s perceived duty to 

subordinate own needs 

Spiritual or religious beliefs perceived 

as source of strength 

Acceptance and growth 

Reappraisal of circumstances to find 

meaning, hope, purpose 

Shared means of coping with adversity 

Connectedness 

Community 

 
 

Patient-Caregiver Relationship 

Communication 

Communication difficulties were a barrier to successful adjustment, with a number of 

underlying causes [5, 39-40, 80-84]. Some studies found that partners perceived the patient 

was reluctant to talk openly with them [80-81, 83-84]. This was associated with patients’ 

emotional difficulties in some instances [80-81, 83-84] or interpreted as the patient’s attempt 

to protect his or her partner [81]. The reverse was also described, where the partner was 

reluctant to speak openly, for fear of causing the patient additional distress [5, 83]. On both 

sides, avoidance of difficult or ‘taboo’ topics contributed to communication difficulties, 

compounding partners’ sense of loneliness and isolation, with a detrimental impact on the 

quality of their relationship and their psychological adjustment [39-40, 80-81, 83-84]. 

 

Adjustment was helped by good communication [40, 78, 80, 82], and two studies suggested 

the potential benefit of interventions to enhance couples’ communication [82-83]. Generally, 
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sharing feelings or concerns openly, and willingness to discuss or ‘renegotiate’, were 

described as helpful. For example, some couples viewed open, honest communication as 

crucial in adjusting to changes in physical intimacy and sex [40]. However, one study 

reported that some couples found ‘togetherness and strength in silence’ [80]. 

 

Cohesion 

Loss of cohesion in the relationship was a source of difficulty and distress [5, 39, 78-84]. 

The stress of illness and related demands, particularly in the context of pre-existing 

relationship difficulties, could lead to growing isolation [39-40, 82]. In some cases, it 

resulted in separation or divorce [77, 84]. Some studies found that partners perceived the 

patient differently after diagnosis and treatment, particularly associated with cognitive 

decline, emotional difficulties or marked physical impairment or changes, such as a stoma 

[39-40, 81, 83]. Also, where caregiving involved supporting the patient with personal care, 

this could sometimes result in the partner seeing the patient more as an invalid or child, 

contributing to disruption of their sexual relationship [39-40]. Loss of physical intimacy was 

distressing in itself but could also have a broader impact on couples’ relationships, 

contributing to communication difficulties and loss of closeness [80, 81, 84], difficult 

emotions such as frustration, guilt, sadness or grief [39-40, 78, 81, 83-84], and disrupting 

couples’ plans to have children together in the future [39-40]. 

 

By contrast, a theme of increased cohesion recurred in six studies [40, 77-78, 80, 82-83] with 

partners reported to view their relationship as closer or stronger following their experiences 

with cancer. This was related to a fresh appreciation of their partners [77-78] and renewed 

sense of priorities [83], enabling them to let go of trivial differences [82] and preventing 

quarrels [80]. Having been confronted with mortality, determination to make the most of 

their time together motivated the cultivation of their relationship [78]. Even negative 

changes such as loss of their pre-illness sexual relationship could precipitate a renewed effort 

to find alternative ways of maintaining closeness [40]. Four studies noted that cancer was 

perceived as a shared experience [5, 77, 78, 82], with one describing how partners used ‘we’, 

‘us’ and ‘our’ to articulate their experiences of cancer [82]. Growing cohesion was related to 

good communication [82] and to cultural or religious beliefs about marriage and 

commitment [77-78]. 
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Trajectory 

Transition period 

Adjustment difficulties around transitions were commonly referred to in the study findings 

[5, 39-40, 78-83]. Adjustment after bringing the patient home from hospital was more 

difficult where the partner felt unprepared and anxious about caregiving tasks [79]. Even 

where later acceptance and successful coping were described, there was acknowledgement of 

the difficult emotional impact initially [5, 77, 78, 82]. Transition to the post-treatment phase 

was marked by disruption to roles and routines [5, 39-40, 77, 79-83]. Some difficulties were 

related to temporary changes in the initial period following treatment which resolved with 

time and the patient’s physical recovery [81]. However, some difficulties related to sudden 

changes which were long-term or permanent and involved grieving for current and future 

losses [39-40, 80-84], such as loss of sexual functioning [39-40, 77-78, 80-84] and loss of 

work [5, 83] or retirement plans [80]. A common feature of the post-treatment phase was 

partners’ fear of recurrence [5, 77, 79-84], which could be affected by communication with 

the patient regarding these worries [80] or with the healthcare team regarding prognosis [5, 

84]. 

 

Support from family and the healthcare team helped couples manage the transition following 

treatment [77, 79]. This phase sometimes precipitated health-promoting behaviours and 

lifestyle changes for partners and patients, described as a source of satisfaction for partners 

[79] and helpful for the adaptation process [5, 78, 81-83]. 

 

Gradual changes 

Some of the reported barriers to psychological adjustment related to gradual changes taking 

effect later in the post-treatment phase [39-40, 79-84], such as the cumulative exhaustion 

associated with on-going caregiving demands [39-40], the impact of ‘gnawing worries’ 

which, if unshared, could lead to a growing sense of loneliness and isolation for the partner 

[80] and contribute to growing tensions within the relationship [84]. Disappointment, 

frustration and other emotional difficulties could arise when the reality of lasting changes to 

their relationship or lifestyle began to be fully realised [81-83] with recognition of the need 

for continuing support [79]. 

 

However, much of what was described as helpful to psychological adjustment also occurred 

gradually over time. While the patient’s gradual physical recovery is important, it may be 

neither sufficient nor necessary for their own or their partner’s successful psychological 
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adjustment [80]. Acceptance was a key theme reflected in most studies [39-40, 77-83], 

involving a process of reflection and reappraisal. Spirituality was an important related factor 

[77-78, 80, 83]. Reported themes included learning from adversity, perceiving experiences 

of cancer as an opportunity to reconnect with core priorities and values [78, 81-82], growing 

individually and as a couple [78, 83]. 

 

Context 

Healthcare system 

Failure to acknowledge or involve partners or address their needs formed barriers to 

successful adjustment [5, 39-40, 77-78, 80-81]. These needs included partners’ own health 

problems [5, 78, 80, 83]. However, one study highlighted that some partners actively sought 

to ensure that healthcare professionals prioritised patients over themselves [79]. It was noted 

that partners are more likely to accept support or intervention from services where it is 

perceived to assist them in providing care, and where it is perceived not to jeopardise 

resources for the patient. The study discussed how patient confidentiality affected sharing of 

information and the doctor-caregiver relationship. Further problems included lack of 

adequate information and preparation prior to discharge from hospital and inadequate follow 

up [5, 81], as well as failure to ask about important but sensitive topics like sex [39-40, 78] 

or spirituality [77-78]. 

 

There were some positive accounts of partners’ experiences with the healthcare system [77, 

81, 83]. However, much of what was discussed as facilitating psychological adjustment did 

not pertain to partners’ experiences of existing practice but rather to proposed improvements 

[5, 39-40, 77-84]. It was suggested that couples would benefit from a proactive approach [5, 

78, 84], seeking to involve partners and develop a relationship with the family [5, 77, 80, 81, 

83]. Providing practical and emotional support was encouraged, highlighting the importance 

of information, advice and preparation as well as asking, listening and normalising [77-79, 

81-83]. Early intervention was advised [84], with referral to counselling or psychology input 

where necessary [82]. Healthcare professionals were encouraged to fulfil their role in 

challenging cultural assumptions and in giving caregivers permission to address their own 

needs where appropriate [39-40], guiding people towards more adaptive coping [82]. 

 

Culture and belief systems 

Certain personal and culture-bound beliefs were found to be unhelpful for adjusting to 

caregiving. For instance, gender norms could create considerable tensions relating to 



PARTNERS’ ADJUSTMENT TO CANCER CAREGIVING 

18 

 

caregiving tasks and role changes, found in studies across different cultural contexts [39-40, 

79-82]. Perceived expectations of the caregiving role could place pressure on partners [39-

40, 82]. Viewing caregiving as an obligation, rather than a choice, was associated with 

poorer psychological adjustment including loneliness, anger, resentment and guilt [39-40, 

79-82]. Culture-bound beliefs about sex could hinder successful renegotiation of physical 

intimacy [40]. Across various contexts, studies described partners subordinating their own 

healthcare, social, sexual or other general needs [5, 39-40, 78-79]. 

 

Conversely, beliefs and cultural factors could also serve as a significant resource, as 

emphasised by four studies [77, 78, 80, 83]. Spiritual or religious beliefs fostered acceptance 

and growth and constituted a source of strength for some, helping them to reappraise their 

circumstances and find meaning, hope and purpose [77, 78, 80, 83]. Cultural practices could 

also enable a shared coping and deepening of the couple’s relationship and connectedness 

[78, 83].  

 

  Discussion 

Clinical Implications 

The identified themes highlight barriers and facilitators of psychological adjustment, helping 

to identify partners at risk of poor outcomes who may benefit from additional support or 

sign-posting to relevant resources. In light of the findings on communication, it may be 

helpful to explore underlying reasons for both patients’ and partners’ reluctance to discuss 

certain issues. This requires sensitivity to the possibility that it is indicative of broader 

emotional difficulties, or an attempt to protect the other, or linked to pre-existing relationship 

difficulties. Two notable sub-themes were the potentially ‘taboo’ subjects of sex and 

spirituality, which were said to be neglected issues within routine clinical practice [39-40, 

77-78]. Although two studies suggested communication-focused intervention could be 

helpful [82-83], further evidence is required on specifically how healthcare professionals can 

promote good communication in practice. Negative case analysis highlighted the contrasting 

relational style of ‘togetherness in silence’, which indicates the need to be mindful of 

individual differences in communication patterns. Some couples may prefer times of 

mutually-acceptable silence rather than open discussion [80]. 

 

To foster cohesion and adjustment, services can help couples to frame the illness as a shared 

experience. For instance, healthcare professionals can explicitly invite a patient to bring the 

partner to appointments and discuss coping with cancer as a couple. The theme of increased 
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cohesion following cancer supports the idea of illness exerting a ‘centripetal’ force on 

families, initially drawing them together [85]. This initial ‘rallying round’ can occur within 

the couple, their wider social support network, and the healthcare system. Healthcare 

professionals may be able to make use of this by incorporating the wider network into post-

treatment plans such as the ‘recovery package’ initiative [86]. For example, in research on 

Survivorship Care Planning, patients stated their preference for the document to be shared 

with family members [87]. Such preparation can be valuable to partners facing lifestyle 

changes and unfamiliar roles. Adjustment may be facilitated by helping couples maintain a 

degree of normalcy and supporting them to negotiate new roles and routines, being available 

to help resolve early difficulties during the transition period. 

 

From transitions to more gradual changes, the issue of timing is relevant to the way in which 

input is delivered. For example, caregivers’ information needs have been highlighted [5, 77-

83]. However, if a healthcare professional takes the expert role and tells caregivers what they 

should be doing, providing a mass of information at a time of transition and upheaval, they 

risk leaving the caregiver feeling overwhelmed [88]. This can inadvertently increase 

caregivers’ sense of burden, associated with poorer psychological adjustment [89]. By 

contrast, well-paced information, tailored to the individual’s needs and offered in a timely 

and collaborative manner, can develop their sense of self-efficacy and promote successful 

adjustment [90]. 

 

Healthcare professionals have a role in directing couples or families towards relevant sources 

of support for the longer term. In doing so, they can provide the ‘permission’ to access these 

services after treatment. This may be the very time when additional emotional support is 

most helpful, particularly if there is diminishing input from other healthcare services or the 

wider network. Healthcare professionals should be alert to the risk of partners’ cumulative 

physical exhaustion or growing tensions in their relationship. However, some important 

facilitators of psychological adjustment can also develop gradually over time. For instance, 

reappraisal can lead to acceptance as well as adaptive changes [82]. This indicates the 

potential benefit of related interventions such as Acceptance and Commitment Therapy and 

Mindfulness for this population [91-92]. 

 

Culture and belief systems can be deeply valuable resources to draw upon and are often 

described as supporting people through their experiences with cancer [77-78, 80, 83]. There 

may be benefit to initiating conversations about reconnecting and making use of community 
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support, including their spiritual or religious community where relevant. However, it is also 

important to be aware of culturally-bound beliefs which can constitute entrenched barriers to 

adjustment. For partners who hold the belief that addressing their own needs is not 

appropriate or fair on the patient, this may inhibit help-seeking behaviour and access of 

support. 

 

To address the reality of healthcare needs in the context of cancer survivorship, service 

design should take a broad and long-term perspective. The healthcare system risks 

overlooking caregivers’ own health and broader needs [5-6], reinforcing unhelpful cultural 

messages about what is expected or acceptable. This can contribute to caregivers’ 

experiences of isolation or obligation. By contrast, healthcare teams have the opportunity to 

foster connectedness and good communication with the family over the long-term. This can 

include initiating helpful conversations, encouraging self-care as well as challenging myths, 

taboos and unhelpful beliefs [5, 39-40, 77-78, 80, 83]. 

 

Limitations 

A vast evidence-base on cancer caregiving has accumulated [33] and qualitative research has 

typically been poorly-indexed [36]. While endeavouring to conduct a broad search, the 

methods may therefore have failed to identify relevant studies. Figure 1 illustrates the 

importance of manual searching, given the comparatively high proportion of relevant studies 

identified by the hand-search. Evidently, there remains the need to improve indexing of 

qualitative research. The review may also have been limited by excluding studies that 

appeared relevant in topic but whose sample included one caregiver who was not a partner 

[93] or a non-malignant diagnosis [27]. Additional search terms and inclusion of other types 

of publications or languages may yield further relevant data. The first author's perspective 

and prior assumptions inevitably influenced the interpretation and synthesis. However, the 

framework provided an intentional, transparent use of prior conceptualisations to pursue 

fruitful avenues for further exploration. The iterative approach returned to the text of the 

primary studies throughout the analytic process. 

 

Appraisal of the reviewed studies according to the CASP criteria indicated the studies were 

predominantly of moderate to high quality. This would be anticipated given the use of 

purposeful sampling. However, there was a notable lack of reflexivity reported in all but two 

of the publications (Table 1.2), compromising the transparency of authors’ impact on 

findings. Nonetheless, it is difficult to distinguish between quality of the reporting from 
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quality of the study itself. This supports the role of reporting guidelines such as the 

consolidated criteria for reporting qualitative research (COREQ) [94]. Although no formal 

sensitivity analysis was conducted [95], it was noted that the study with the lowest CASP 

rating [84] (Table 1.2) contributed minimally to the review themes (Appendix 2). This is 

congruent with other findings that poorer quality studies contribute less to the synthesis [34]. 

 

Future Research 

Future studies could seek to recruit partners directly and purposefully sample those with 

relationship difficulties or who have separated. It was suggested that it would be useful to 

include both patients and their partners to compare their perspectives [39]. Several studies 

suggested including more couples from ethnic minorities, lower socio-economic status, and 

same-sex relationships [5, 39-40, 78, 83]. Since the studies were predominantly from 

Western, individualistic contexts, it could be useful to recruit more participants from 

collectivist cultures given the findings on cohesion and culture [96-98]. Topics for future 

research include risk factors for loss of cohesion and relationship breakdown post-treatment, 

interventions to improve couples’ communication and cohesion, and family involvement in 

survivorship care-plans. Comparing experiences of those who are single or establishing new 

relationships post-treatment would also broaden the evidence-base. Further comparison with 

other stages and transitions could inform service delivery throughout the cancer journey. 

 

Conclusions 

The reviewed studies underscore the importance of the patient-caregiver relationship across 

the cancer trajectory and within the wider context. Partners’ adjustment can be helped or 

hindered by issues around communication and cohesion, transitions and gradual changes, as 

well as healthcare and cultural systems. Future research should explore ways of promoting a 

proactive, systemic approach to clinical practice, to facilitate long-term adjustment for 

couples. 
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Thesis Study Aims 

 

The systematic review in the previous chapter highlights the importance of the patient-

caregiver relationship, the post-treatment transition period through to longer-term 

adjustment, and contextual factors including interactions with healthcare services. The 

present study sought to provide a more detailed analysis of patient-caregiver dyads, a gap 

identified in recent research (Beattie & Lebel, 2011; Fletcher et al., 2012; Hagedoorn et al., 

2011; Mellon et al., 2006, 2007; Waldron et al., 2012). It therefore included both cancer 

survivors and their caregivers, as suggested by one of the reviewed studies and echoed in 

other literature (Mellon et al., 2006). The focus was on the period after completion of 

treatment, which is noted to be a key transition period (Murray et al., 2010).  While 

colorectal (bowel) cancer is the third most common type of cancer within the UK, it remains 

less well-researched than prostate or breast cancer (Hopkinson et al., 2012). It is increasing 

in incidence (Office for National Statistics, 2012) but also has increasing survival rates with 

early detection (Cancer Research UK, 2011). Recovery from colorectal cancer can require 

considerable post-treatment care at home, affecting partners as well as patients (Denlinger & 

Barsevick, 2009; Jansen et al., 2010). The study therefore aimed to explore couples' 

experiences of colorectal cancer services from the perspectives of both patients and their 

partners, focusing on the transition period after treatment. 
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Abstract 

 

Purpose: To explore couples' experiences of colorectal cancer services from the perspectives 

of cancer survivors and their partners, focusing on the transition to survivorship. 

Methods: Separate, semi-structured interviews were conducted with a purposeful sample of 

10 participants, comprising five patient-partner dyads. Data were analysed using the 

Framework approach, incorporating dyadic analysis to compare narratives within as well as 

between couples. 

Results: Three overarching themes were identified: recovery, relationship dynamics, and 

healthcare services. Cancer was viewed as a shared experience and reciprocal influence was 

evident in couples’ experiences. Stoicism was a common response but sometimes impeded 

sharing concerns or accessing support. Some participants reported good support from 

healthcare services throughout, while others described times of feeling let down and 

deserted. 

Conclusions: The impact of cancer can endure beyond the completion of treatment for 

survivors as well as their partners. The findings underscore the value of a systemic approach 

for supporting couples during recovery from colorectal cancer, and demonstrate the need for 

greater consistency of positive practice across the cancer trajectory. 

Keywords: colorectal cancer, caregivers, survivorship, qualitative, health care 

 

Implications for Cancer Survivors: Transition to survivorship involves a recovery process 

that can be affected by relationships between survivors and their partners, as well as between 

couples and healthcare services. The study highlights the impact of communication and 

coping styles on access of support by survivors and caregivers. 
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Introduction 

 

 "In clinical terms, at least, I was cancer free and [the surgeon] said, 

'Well, I don't think I need see you for a month.' It was the sentence I'd 

been waiting to hear ever since I so pointedly didn't hear it after the first 

lot of radiation back in May. I should have whooped with delight. Instead 

I felt the first scratchings of panic. If [the hospital] weren't going to look 

after me, who was?" [1]. 

 

Completing cancer treatment marks a major transition with new challenges for patients and 

families [2-3]. Systematic reviews have highlighted the importance of follow-up care [4] and 

preparing patients for the longer-term impact after treatment [5]. Similarly, family caregivers 

may also need preparation and support to adjust after treatment [6-11]. They can face various 

associated difficulties including stress, psychological and physical health problems, sleep 

disturbances and financial impact [12]. However, there is a lack of adequate support offered 

to caregivers [13-14] and they tend not to seek support for themselves [15-16]. This may 

contribute to the broad range of unmet needs reported by partners and caregivers of adults 

with cancer [17]. 

 

Fletcher and colleagues’ [18] review of cancer family caregiving outlines stress processes 

affecting family caregivers over the course of the illness. The authors suggest that a 

developing line of enquiry which may offer important insights into caregiving is caregiver-

patient pairs, or ‘dyads’. This was echoed by Hagedoorn et al., whose review concluded that 

further studies are needed “to increase our knowledge of dyadic processes in cancer 

adaptation" [19]. This is of direct clinical relevance given the impact of dyadic processes on 

patients’ and caregivers’ physical and mental health [20-21]. Indeed, the efficacy of 

psychosocial interventions for cancer caregivers may be influenced by the patient-caregiver 

relationship, and a systematic review recommended further research on this topic [22]. 

 

In patient-partner dyads (couples), most research to date has explored experiences of breast 

or prostate cancer [23]. The present study focused on couples’ adjustment after colorectal 

cancer. Treatment and recovery from colorectal cancer can require considerable post-

treatment care at home, affecting partners as well as patients [24-25]. Qualitative studies 

have helped to explore different aspects of patients’ experiences of colorectal cancer such as 

the psychosocial impact and quality of life [26-30], adjustment to diagnosis and treatment 
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[31-35] including an ostomy or stoma [36-37], and healthcare needs or preferences [16, 38-

43]. Qualitative research on partners’ or relatives’ experiences has explored diverse topics 

including reactions to diagnosis [44], information needs [45], the impact of treatment [46-

50], caregiving and daily life [51-52], along with the economic and emotional consequences 

[53]. 

 

The present study sought to build on the existing evidence-base by focusing on two areas 

where the need for further research has been identified. Firstly, by adopting a multi-

perspective qualitative methodology [54], the study aimed to provide a more detailed 

analysis of patient-caregiver dyads, a gap identified in recent research [18-19, 22, 56-57]. 

The approach compares accounts within as well as between couples, providing a richer 

understanding of complex relationship dynamics and how these affect experience [58]. 

Secondly, there is a recognised need for studies that include both cancer survivors and their 

caregivers after completion of treatment [56], which is noted to be a key transition period 

[59]. The study therefore aimed to explore couples' experiences of colorectal cancer services 

from the perspectives of both patients and their partners, focusing on the transition to 

survivorship. 

 

Methods 

Design 

Qualitative methodology was adopted to facilitate in-depth exploration of individual 

experiences [60]. Specifically, Framework Analysis [61] provided a systematic approach that 

maintained transparency through access to original textual data. As an iterative process, it 

enabled amendment and additions to the analytic framework throughout, grounding the 

analysis in participants’ accounts. The Framework method allowed for dyadic analysis [62-

63], aided by separate interviews for patients and their partners [58]. 

 

Participants 

Participants were purposefully selected for their ability to provide depth and diversity of 

responses relevant to the study [64] (see Appendix 3). Purposeful sampling involves the 

intentional selection of participants who are able to provide a ‘richness’ or depth of 

information pertaining to the research question. The aim is not to acquire a sample that is 

statistically representative of a population or achieve generalization [61]. In seeking depth 

rather than breadth, purposeful sampling enables a focused and detailed level of relevant 

information to be obtained. In the present study, participants who met the inclusion criteria 
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were known to the Cancer Nurse Specialist responsible for recruiting to the study, who 

selected those invited to participate based on their ability to provide detailed and varying 

perspectives on the study topic. Inclusion criteria were an English-speaking adult patient or 

partner of a patient who had completed treatment of curative intent within the past 12 

months for their first diagnosis of colorectal cancer. Exclusion criteria were a patient or 

partner of a patient currently undergoing treatment for cancer, or for whom there had been a 

recurrence of cancer, or where treatment was known to have failed curative intent. During 

routine follow-up, the Cancer Nurse Specialist ascertained individuals’ suitability and 

interest in participating. Those identified were provided with further information by the first 

author. Seven individuals declined to participate (stated reasons were: too busy (n=4), unwell 

(n=1), hard of hearing (n=1), not interested (n=1)). 10 participated after providing written 

informed consent. Details are provided of the sample, including allocated pseudonyms 

(Table 2.1). 

 

Data Collection 

Separate interviews gave participants the opportunity to talk about their experiences from 

their perspective without the presence of their partner affecting or interrupting their account. 

This provided a clearer distinction of the voices of each individual within the couple, whilst 

preserving the ability to compare between different couples’ narratives [58]. Interviews 

followed a semi-structured schedule (Appendix 4), focusing on experiences of services 

around completion of treatment, and the impact on their relationship. Participants were 

debriefed after the interview. Interviews were audio-recorded, transcribed and anonymised 

by the first author, who also recorded reflections following each interview. Data-driven 

analysis was conducted concurrently with data collection and informed the point at which 

data were deemed sufficient and recruitment was completed [65]. 
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Data Analysis 

Analysis of interview transcripts and the first author’s reflections adhered to the five step 

process of Framework Analysis [61]. This involved: first, becoming familiar with the data 

through transcribing, repeatedly reading and reflecting on the data; second, developing an 

initial thematic framework based on key concepts from participants’ accounts, which was 

used to begin organising and classifying the data; third, identifying and indexing portions of 

data relating to specific themes, represented as codes; fourth, reorganising data into charts of 

the themes, using headings to compare across the whole dataset whilst keeping reference to 

the original context; fifth, searching for patterns and explanations and using diagrams to 

develop interpretations (Appendices 5a-d). In addition to analysis of individual interviews, 

dyadic analysis compared overlaps and contrasts within and between couples [58]. This 

highlighted differences in couples’ relational styles as well as individual differences for the 

sample of patients compared with partners. 
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Table 2.1 Sample characteristics 
Pseudonym Gender Age Ethnic origin Employment status Treatment type Months post-

treatment 

Marital status Duration of 

relationship 

Arthur (patient) M 69 White, British Retired Surgery and Chemotherapy 4 Cohabiting 15 years 

Agnes (partner) F 73 White, British Retired 

 

    

Beth (patient) F 72 White, British Retired Surgery and Chemotherapy 3 Married 51 years 

Bruce (partner) M 72 White, British Retired 

 

    

Colin (patient) M 67 White, British Retired Surgery, Radio- & Chemotherapy 2.5 Married 45 years 

Claire (partner) F 67 White, British Retired 

 

    

Dawn (patient) F 63 White, British Retired Surgery and Chemotherapy 2 Married 46 years 

David (partner) M 64 White, British Employed 

 

    

Evan (patient) M 40 White, British Self-employed Surgery and Chemotherapy 2 Cohabiting   5 years 

Emma (partner) F 33 White, British Employed     
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Rigour 

The study received ethical approval from institutional research ethics boards (Appendix 8). 

Strategies were adopted to improve the trustworthiness of the findings, with reference to 

recommended criteria for ensuring rigour in qualitative research [64, 66]. Details of the 

researchers, study design, analysis and findings are summarised according to the 

consolidated criteria for reporting qualitative research (COREQ; see Appendix 3) [64]. A 

consultation group of four patients and one partner-caregiver provided input on development 

of the study, including the participant information sheets and consent forms, the interview 

schedule, and the analytic framework. This was conducted in line with recommendations on 

service user involvement [67]. Invitation to volunteer for the consultation group was widely 

distributed to service users and caregivers. Those who expressed interest were not excluded 

unless they were unable or unwilling to agree to terms of involvement (Appendix 7). This 

ensured that the first author remained open to a diverse range of perspectives and did not 

‘cherry-pick’ consultants. Five individuals volunteered which helped ensure that a range of 

feedback was obtained. While all volunteers had personal experience of cancer, they were 

not eligible for participation in the study and therefore involvement in the consultation group 

did not detract from recruitment of potential participants. Participants were invited to give 

feedback or ‘member reflections’ [68] on a written summary of the findings. In addition, the 

co-author and consultation group provided alternative viewpoints to the first author’s 

perspective. By addressing overlap and contrast, the dyadic analysis actively sought 

contradictory views, facilitating negative case analysis. 

 

Results 

 

The three overarching themes identified were: recovery, relationship dynamics, and 

healthcare services. Within each of these themes, findings are reported under three categories 

of dyadic analysis: overlap within and between couples, contrast between couples, and 

contrast within couples. 

 

Recovery: 'pick yourself up and get on as best you can' 

There was overlap within and between couples’ narratives of recovery following treatment 

for colorectal cancer. Recovery was helped or disrupted by the extent to which cancer 

affected their lives physically, emotionally and more broadly, and by people’s responses or 



COUPLES’ EXPERIENCES AFTER COLORECTAL CANCER 

36 

 

coping styles. One of the most notably recurrent themes, found in every interview, was that 

of ‘stoicism’, which was prevalent in both patients’ and partners’ narratives. The three 

aspects of stoicism described by Wagstaff and Rowledge [69] were identified in the data. 

These were: emotional non-involvement, lack of free expression of emotions, and exercise of 

emotional control to withstand difficulties, with the latter found to be most prevalent. 

“Everybody keeps saying, ‘Did you have a good cry about it?’ and I haven’t. 

Not yet. And I don’t think now I ever will.” (Dawn) 

“I suppose it was an unsaid thing. …Me, I didn’t mention it, just sort of kept it 

to myself.” (David) 

“Life's not always plain sailing. And things do go wrong, you know. And you've 

to pick yourself up and get on as best you can.” (Beth) 

Related to this third aspect, some participants perceived stoicism as a helpful source of 

strength or way of coping with adversity, and even attached a sense of identity to it. 

 “It’s just my nature. Just tell me what’s up and I’ll get on with it” (Dawn) 

However, in some instances, such as the lack of free expression of emotions, it resulted in 

unshared feelings and concerns, or formed a barrier to accessing support. The following 

quotation illustrates both of these consequences. 

“There’ve been days she [the patient] was pretty unhappy about her situation... 

Maybe she should have phoned the nurse more than she did to see what was 

available but again, I suppose, we are folk that dinna [don’t] ask for help... 

what she feels-, or, well, felt, deep inside, I’ll probably never know. Em, she 

probably kept some of that to herself all the way through this. Put a brave face 

on it... She didn’t know what was available or what else was on the go. And 

being her, she wouldn’t ask either.” (David) 

 

The analysis also highlighted areas of contrast between couples. Some reported a relatively 

straight-forward recovery journey, whereas others encountered various complications which 

impeded their progress. Several of the couples described side-effects having a lasting impact 

on the patient’s mood and irritability after completion of treatment. This was contrasted by 

another couple, Arthur and Agnes, who both viewed recovery as ‘plain sailing’. 

 

“I do snap at him sometimes - I still 

lose my temper sometimes.” (Beth) 

 “She started to get a bit of a 

temper. You know, it was 
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frustration more than anything 

else.” (Bruce) 

 

“I dinnae [don’t] think I felt 

frustrated, like. I dinnae think I felt 

that since day one.” (Arthur) 

 “He’s a placid kind of laddie, he 

doesnae- [doesn’t] , he never gets 

bad tempered or nothing”(Agnes) 

 

Irritability, frustration and low mood were compounded if the patient’s expectations of a 

timely recovery were not met, as illustrated by Colin’s description of his experience after 

treatment. Similarly, his partner spoke of the initial post-treatment period as a challenging 

time, navigating the tension between trying to help while needing to allow the patient space 

to recover. 

 

"I just thought, ‘It was an 

operation, give me a couple of 

weeks and I’ll be up and about’. 

But that was nae [not] the case... 

[Recovery] was very, very slow. In 

fact I thought it wasnae [wasn’t] 

even moving. I was just sort of 

stuck... I realise that now, that I 

was actually getting better but it 

was so slow that I couldnae 

[couldn’t] see it within myself." 

(Colin) 

 "He struggled quite a bit. And he 

just wanted to be sort of on his own 

often, just shut away, and: ‘Dinna 

bother wi’ [with] me... Just shut the 

bedroom door, I want to sleep...’ 

So, it was quite hard going that 

time. Because, maybe we’re over-

protective, I dinna know, but, eh, 

ken [you know], you’re aye 

[always] wanting to help. But 

sometimes you have to step back a 

wee bit and let them get through 

things themselves" (Claire) 

 

The broader impact on their lives also varied. For some couples, there were considerable and 

lasting consequences for their work, social or home life, whereas others emphasised how 

little disruption they had faced. The wider life context appeared to be an important factor, 

with a more complicated recovery for those facing concurrent stressors such as financial 

concerns or other health problems. 

 

Contrast within couples was also evident when comparing the narratives of patients with 

their partners. For instance, Beth said she was now “quite optimistic” about the future, 

whereas her husband described feeling “just, apprehensive... that something could go wrong 

now.” Patients and partners were not necessarily aware of what each other found most 

difficult. For example, Evan said that he had found the on-going financial worry was the 

most challenging part and said that he thought this was also the case for his partner, Emma. 

However, she said the hardest part was the initial period of “not knowing and waiting” which 

was now past and assumed this was also true for Evan. 
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Relationship dynamics: 'what I’m going through, she goes through as well' 

In every interview, there was a theme of cancer as a shared experience, which couples said 

'we' faced and survived together, even in relation to the patient's physical symptoms or 

medical care. 

 

“We had a lot of accidents wi’ my 

stoma” (Colin) 

 “Hopefully we’ll get this reversal 

and get nearer back to normal.” 

(Claire) 

 

“What I’m going through, she goes 

through as well, em, ‘cause we’re 

basically a team.” (Evan) 

 “I think we were quite lucky in the 

way it happened…  we got through 

it”( Emma) 

 

The above quotations illustrate that partners closely identified with the patient's experience 

and, similarly, that patients thought of cancer as something they were facing together. 

Despite the challenges for their relationship, several participants said that cancer ultimately 

had little or no impact on their relationship, or even a positive impact. 

“[The experience with cancer] kind of made it a bit softer in our relationship... 

if we have an argument or something, I’ll think of that week [going for 

chemotherapy], and it reminds me of the-, how important he is to me and to my 

family. So, we’ve spoke about getting married ...when you argue wi’ somebody 

and fall out and that, it’s so easy to walk away. But when you’ve been through 

something like this, it makes you realise just how important that person- it’s 

made a big difference, for me, for our relationship.” (Emma) 

However, the perception of being involved in the cancer experience could be complicated for 

partners by a concurrent sense of being helpless and restricted to being an onlooker, a 

tension which David illustrated. 

“...obviously I was caught up in it. But I was, like, a, just a bystander. I couldn’t 

help in any practical way.” (David) 

Some of the patients acknowledged their partner’s sense of helplessness but described how 

their partner was actually a “rock” for them, a vital source of support and stability. As Colin 

expressed, “I doubt I maybe could have survived if I’d just been on my own.” In turn, 

partners emphasised how mutual support had helped them to cope. The importance of 

patient-partner reciprocal influence was highlighted, as described by one partner with a 

touch of humour. 

“...being strong helped him [the patient] be strong... I think if he’d spiralled 
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downwards, em, there would have been more of a fight for me to get him back 

up. And that kind of kept me strong, ‘cause he stayed up the whole time... I 

don’t think anybody could have supported us as well as what we did for each 

other. And see if he doesn’t say the same thing, I’ll kill him myself. [laughs]” 

(Emma) 

 

An area of contrast between couples was communication and the extent to which thoughts 

and feelings were shared or hidden. For one couple, it was the partner who prompted the 

patient to seek medical advice. 

“I thought it was his prostate ‘cause he’d to-, that’s why we sort of pushed for 

getting appointments at the hospital, ken, with the doctors, like, ken. I used to 

keep saying, ‘Did you ask about it? Did you ask about it?’” (Agnes) 

However, another partner said she initially chose not to share her concerns about the 

possibility of a cancer diagnosis with the patient to spare him concern. 

“It was in my mind that he had cancer. But he didn’t think that at all...I did 

think, but I kept it to myself, but fae [from] the very start I said it was cancer. 

But, I’m quite happy that he didnae [didn’t] realise right at the minute that it 

was cancer.” (Claire) 

Some things were not openly discussed simply because the person assumed they knew what 

the other thought or wanted. In other instances, participants said that they deliberately left 

things unspoken in an attempt to avoid upsetting the other. Both patients and partners alike 

described trying to protect each other in this way. 

“I probably didn't say as much as I should have, just to sort of protect him a 

little bit.” (Beth) 

“I would try to be careful nae [not] to saying anything that would upset her too 

much.” (David) 

 

Differing relational styles were also apparent. For some couples, preserving a degree of 

mutual independence was important to the successful functioning of their relationship. 

Others preferred a more mutually-dependent lifestyle. 

“You've your own interests and your own friends, you know. Whereas if you're 

just a couple, and you don't do anything apart from each other, you're lost.” 

(Beth) 
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 “We’re quite happy ‘cause we do everything together and, eh, no, things work. 

Because if I go out walking, she comes wi’ me, and if we’re going anywhere at 

weekends or anywhere we go – we never go on holiday separately, we always 

go together.” (Colin) 

Within couples, there were some contrasting perceptions of each other’s experiences. Some 

patients and partners said they thought it was more difficult for the other person. 

 

"I think my husband was actually 

more bothered by it than I was" 

(Dawn) 

 "Once you’ve gone through that, 

it’s got to leave an impression. Not 

so much for me but more for 

Dawn." (David) 

 

Contrasting opinions also emerged within couples. For instance, Emma said that she wanted 

to tell the children about the diagnosis from the outset but that Evan did not want to initially. 

 

Healthcare Services: 'leaving you to get on with it' 

There was little overlap between couples in terms of their reported experiences and opinions 

of healthcare services. Participants shared the view that adequate information and 

availability of healthcare professionals were important, but differed on whether or not they 

had received these themselves. When asked, the reply from every participant was that there 

had not been any offer or suggestion of support specifically for the partner. While all the 

partners in the sample accompanied the patient to hospital, not all were made aware that they 

could attend appointments jointly. 

“I wasnae really involved – I didnae realise that you could go through. I 

thought it was just for him.” (Claire) 

  

There was notable contrast between different couples’ reported experiences of healthcare 

services, but within each of the couples interviewed, there was a high degree of overlap in 

the opinions of healthcare shared between patients and their partners. Where the patient 

perceived good availability of support, this was echoed in the narrative of their partner. 

 

“If there was anything outwith, I’ve 

got numbers to just give them a 

ring. Ken. So I’ve found it excellent. 

…the back-up and everything was 

there.” (Colin) 

 “We’ve had brilliant- all the way 

through…We could have phoned 

any of them at any time, uh huh, 

which was good.” (Claire) 
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Similarly, where the patient expressed dissatisfaction or disappointment with an aspect of 

their healthcare, this too was evident in their partner’s account.  

 

“Quite a lot of them are not very 

good at telling you what, what’s 

going on.” (Dawn) 

 “They’re not giving you a lot of 

information.” (David) 

 

Participants’ specific suggestions for service improvements across the cancer trajectory were 

summarised (Table 2.3). These illustrated how even simple measures could be perceived as a 

valuable source of practical, emotional and informational support. 

 

Different couples held differing preferences for follow-up care. Beth and Bruce commented 

on their relief that she was not required to go for a more frequent scan, since they both 

perceived this as indication of a better prognosis. Conversely, Agnes and Arthur indicated 

that they would have preferred to have a scan sooner and that waiting for results was an 

anxious and difficult time. Emma also said that her preference would have been for Evan to 

receive more regular scans and attributed the delay to services trying to save money. 

 

Some participants spoke with high regard for the healthcare they had received. They 

commended the pleasant and personable staff who took time to explain or discuss issues and 

showed personal interest by talking more informally, remaining available to answer 

questions when necessary. By contrast, some participants reported negative experiences of 

healthcare, such as not being kept informed but left waiting for treatment or results. Some 

felt that staff lacked the time or resources to provide support, or that it was unclear what 

support was available, if any. 

“I know that in here, a week in here is just- it, it doesnae mean nothing because 

it’s just, they’re so busy, so busy and things like that, but it-. But a week to me 

would seem to be a lifetime really because I was thinking, ‘What’s happening? 

What’s happening?’” (Colin) 

The perception of being seen as “just a number,” as well as a lack of further information or 

follow-up, contributed to feeling “left” or “deserted” after treatment completion, as 

described by some patients and one partner. 

“[There was] nothing helpful in the sense, eh, well as far as I know, eh, sort of 

like, ‘Have you seen about this, have you seen about that, did you know that this 

was available?’ that kind of thing. I don’t know of anything like that. I thought 

it was, em, how to say? Kind of leaving you to get on with it.” (David) 
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Table 2.2 Participants’ suggestions for healthcare services 
Summary of suggested service improvement 

Following diagnosis 

Ensure an experienced healthcare professional is available to answer questions in the hours or early 

days after receiving a diagnosis. 

Provide proactive and personalised information and support from the outset by asking and offering, 

rather than waiting for patients or relatives to ask for help. 

Ask partners or relatives, as well as patients, whether they have any questions and check that they 

have the information they need. 

Offer a separate appointment for partners to check what their understanding is and how they are 

coping. 

 

During treatment 

Offer some lunch or a cup of tea or coffee for partners who are waiting with patients during a full day 

of treatment. 

Provide a service where there are staff or volunteers who can offer to sit and talk with patients who 

are admitted to hospital but do not have visitors or family support locally. 

 

After treatment 

Supply thin cotton gloves for people affected by treatment side-effects of ‘pins and needles’ so that 

they can handle things (e.g. cold items from the fridge) with less discomfort. 

Prepare people for the possibility that recovery can take weeks or months after finishing treatment. 

Ensure that people are directed towards relevant sources of information and support, so that they are 

more aware of what help is available to them. 

Offer contact with a former service user, someone who has successfully recovered, to help share and 

‘normalise’ experiences. 

Offer more frequent follow-up scans. 

Provide an informal follow-up telephone call to enquire about progress and recovery a few months 

after the completion of treatment. 

 
 

 

Despite the high concordance between patients’ and their partners’ perceptions of healthcare 

services, some contrasting views were evident within couples. Beth and Bruce described 

services as a highly efficient system. However, for Beth, this actually contributed to the 

feeling of anonymity and abandonment. 

“You're booked in and it's just a seamless operation... you sort of find you're in 

the system and you're just a number ...you're just passing through the system, 

you know. It's just so organised ... you've all this attention and then suddenly it 

all disappears. You know, you're left to get on with it. ...you feel a bit let down I 

think. You think, 'Okay, they've done all this, but they don't really want to know 

any more about you' ... I feel deserted, really.” (Beth) 
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By contrast, her husband perceived the efficiency as wholly positive. 

“...when we come back, ‘We’ve made an appointment for you at the hospital.’ 

Just done like that. Found they were very efficient that way. ...I couldn’t fault 

them.” (Bruce) 

 

There were also differences in how patients and partners obtained and understood 

information. For instance, Dawn described having received test results by telephone prior to 

her follow-up appointment but it would appear that this information was not shared with her 

partner, who described the tension he felt waiting to be called in to that appointment to get 

the results. Similarly, it appeared that Colin knew the planned ending for contact with a 

community nurse, whereas his wife did not know this. Even where information was given to 

both, it could be understood differently by the patient and partner, as Evan illustrated when 

describing the appointment to get results after treatment: 

“Never exactly said that you were clear. Eh, you know, Emma’s: ‘You got the 

all clear,’ but she [the doctor] never exactly said that.” (Evan) 

 

Discussion 

 

Clinical Implications 

There is growing recognition of the broad and long-term impact of cancer on patients and 

partners who can encounter different difficulties across the cancer trajectory [2-3], as found 

in the present study. While the importance of screening for on-going distress in patients has 

been emphasised [70], assessing the needs of partners and caregivers is less widely-practised 

[71], even though some experience greater distress than patients [72]. Patients’ and partners’ 

description of cancer as a shared experience [73] supports a systemic approach to healthcare 

[74]. Services can draw upon a patient's support network as a significant resource, while 

remaining mindful of the impact of relationship dynamics and potential difficulties for 

patients and families [75]. 

 

By comparing overlap and contrast within and between couples, the findings highlight the 

importance of person-centred care to accommodate different preferences for information, 

family involvement or frequency of follow-up, for example [76-77]. Although some couples 

feel well-supported by healthcare services throughout their journey, others feel let down and 



COUPLES’ EXPERIENCES AFTER COLORECTAL CANCER 

44 

 

deserted after treatment [43]. This reflects a number of factors including: disparity of access 

to services, differences in uptake of what is available, as well as differences in specific 

needs, expectations and attitudes to help-seeking [78-79]. The perceived availability of 

support can be important in itself. Even when couples do not need or choose to contact staff 

after completing treatment, they may be reassured by knowing who to contact if necessary. 

Some of the study participants’ most valued follow-up was timely telephone contact lasting a 

few minutes at most. All that may be required is a brief word of reassurance, normalising 

their experiences, or directing towards relevant resources. 

 

The findings reaffirm the importance of communication in healthcare [80], a recurrent theme 

in participants’ reported experience of services. For instance, clearly explaining the rationale 

for the length of time between scans could alleviate concerns and improve satisfaction with 

services. Healthcare professionals should be aware that information given to the patient is 

not necessarily shared with their partner or caregiver. Where appropriate, staff should keep 

caregivers informed and check whether they also have questions about healthcare and 

follow-up plans. Evidently, there is value in taking time to ensure patients and their relatives 

understand the information they have been given, have had their questions addressed, and 

feel recognised as individuals. However, this sits in tension with participants’ descriptions of 

healthcare teams as highly busy and under-staffed. The difficulty of stretched resources 

highlights the need for prioritising resource allocation to protect staff time and provide 

relevant training. 

 

Underlying a stoical presentation, people can be facing significant difficulties where 

additional information or input could reduce worry or distress. Therefore, a proactive 

approach by healthcare services may be necessary [16], with sensitivity to individual and 

cultural differences. Where there are unshared concerns, a balance is needed to promote 

recovery and access of relevant support without undermining a stoical coping style or self-

identity. While findings of age and gender differences in stoicism [69, 81-82] were not 

observed in this sample, cultural factors may have predominated. Stoicism can be a 

particular feature of certain cultures such as the British ‘stiff upper lip’ [69] or ethnic 

minorities [83]. For example, there is some evidence that stoical attitudes are more prevalent 

in rural contexts [84-86]. This may help to explain the prevalence of the theme in the present 

study, given that the participants were from British, rural communities.  

 

Even where couples show considerable resilience in their relationships [87], as in the current 
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study, there are evidently challenges and strain placed on relationships over the course of the 

illness. This can draw couples together but it can also lead to unshared concerns and other 

difficulties. Dyadic analysis highlighted the potential for miscommunication and 

misunderstandings within couples. Mood changes continuing after treatment, such as 

increased irritability, appear to be common for patients and can put additional pressure on 

their relationships. It may be helpful to enquire about how the patient is coping emotionally 

with treatment side-effects to assess whether there is a high level of frustration and consider 

the impact on the partner and relationship. In addition, some individuals place a high value 

on independence within their relationship. Healthcare professionals should be alert to 

potential difficulties where physical impairment and reduced functioning necessitate greater 

dependence for the patient. This can prevent patients and partners from having adequate time 

and space to themselves which can be particularly problematic for some couples, depending 

on their usual or preferred style of relationship. Awareness and assessment of this by the 

healthcare team can identify those who may benefit from additional support such as respite 

care [88]. 

 

Limitations 

The methodology sacrificed 'breadth' for 'depth', limiting generalisability of results. To 

improve homogeneity, the sample did not include other relationships such as parent-child 

patient-caregiver dyads, or other cancer types, stages and outcomes. Furthermore, couples 

were only included where both consented to participate. The sample was therefore biased 

towards relatively cohesive couples. It is less likely that both patient and partner would 

participate where there were relationship difficulties or separation, and yet these may be the 

couples for whom the issues raised in the study are most pertinent. Involving a member of 

the patient’s healthcare team in recruitment could also have biased the sample. Those lost to 

follow-up, or known to have negative views of healthcare, may have been less likely to be 

invited or willing to participate. 

 

At points where participants described or displayed feeling upset, the first author reflected on 

the difficulty of not taking on a dual role of clinician as well as interviewer. Consequently, 

some topics were not pursued more deeply, which may have missed relevant information.  

 

The first author's perspective, prior expectations and knowledge influenced the process 

through the choice of specific interview questions and through decisions made during 

analysis and reporting of results. It is inevitable and appropriate that the topics which 
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participants are asked about shape the direction and content of the interviews and thus 

influence the themes which are raised. However, care is necessary to ensure analysis remains 

open to participants’ perspectives and does not restrict analysis by imposing preconceived 

ideas onto the data. Reflexivity and transparency are critical in making best use of the active 

role the researcher plays in interpretation and reporting of results [60]. The value of moving 

from anecdotal to empirical evidence should not be negated, but the design should also 

remain open to unexpected or contradictory findings. 

 

In the present study, efforts were made to ensure the use of relatively broad, open-ended 

questions, with prompts for further information and clarification as necessary throughout the 

interviews, to allow space for the unexpected to arise. However, it is acknowledged that the 

first author’s perspective influenced the development of both the interview schedule and the 

analytic framework. It is noted that the three identified themes closely correspond to the 

topics of the interview schedule. This may suggest the influence of prior conceptualisation 

on how the first author made sense of the data, labelled or defined themes and presented 

results. Efforts to relate the findings to the study aims affected how results were reported. 

Although member reflections were sought by inviting feedback on a summary of findings 

sent by post to each of the participants, unfortunately none of the participants had responded 

to this invitation at the time of reporting. However, alternative perspectives to that of the first 

author were also sought from the co-analyst and consultation group. With sufficient 

resources, future research could adopt a broader or extended interview schedule, 

purposefully sample a larger or more diverse sample, include second interviews with 

participants separately or jointly as a couple, and adopt other methods for obtaining member 

reflections. Such measures could help address the limitations of the data collection, analysis 

and reporting acknowledged in the current study. 

 

Future Research 

Further comparison with other types of caregivers, and with other types and stages of cancer, 

would help distinguish issues specific to the study population from issues which apply more 

broadly. Broadening recruitment to purposefully select couples with relationship difficulties 

could enable fuller analysis of interpersonal dynamics. It would also be informative to 

explore dynamics between couples and the healthcare team more fully by including relevant 

healthcare professionals within multi-perspective analysis [54, 89]. Ways of facilitating good 

communication within couples and with the healthcare team could be fruitful avenues for 

future research [90]. Further exploration of the cultural influences on coping styles such as 
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stoicism, and its influence on communication and on help-seeking behaviour, may shed light 

on barriers to accessing services [78, 83]. 

 

Conclusions 

The physical, emotional and broader impact of cancer can endure beyond the completion of 

treatment, particularly for those who encounter medical complications or other concurrent 

difficulties. Survivors and partners can have a significant impact on each other through their 

experiences and responses during this recovery process. Their awareness of this reciprocal 

influence may contribute to efforts to appear stoical, partly to avoid causing each other 

concern, which can result in unshared difficulties or concerns. Healthcare professionals have 

a role in facilitating good communication and ensuring adequate support is made available to 

couples and families as a whole. 
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Extended Discussion 

 

The following chapter elaborates on the journal article discussion, providing further 

comparison of the primary research study with the extant literature. 

 

Recovery: ‘pick yourself up and get on as best you can’ 

The study lends support to the conceptualisation of cancer treatment completion as a major 

transition (Murray et al., 2010) that can precipitate certain challenges and uncertainties for 

both patients and partners (Blum & Sherman, 2010; Mitschke, 2008), providing further 

evidence of the range of difficulties that can persist over the longer term (Bevans & 

Stenberg, 2012; Lambert et al., 2012; Northouse et al., 1999). Despite this, the study 

illustrates how patients and partners do not necessarily access relevant support (Adams et al., 

2012; Sinfield et al., 2012; Bevans et al., 2011; Harrison et al., 2012). In some instances, this 

was due to being unaware of the potential support available, which underscores the 

importance of providing sign-posting and addressing informational needs (Given et al., 

2012). In other cases, accessing support was affected by a stoical coping style. 

 

Stoicism was described by participants as a natural or necessary response to challenging 

circumstances. At times, stoicism was perceived positively, though it was also acknowledged 

that stoicism could function to inhibit expression of feelings (Wagstaff & Rowledge, 1995) 

and prevent help-seeking behaviour. By contrast, Knott and colleagues (2012) reported that 

patients reverted to showing a ‘brave face’ only after failed attempts to elicit help from 

others. This raises the question of whether stoicism may be either the cause or result of 

failure to access support. The study findings affirm Knott and colleagues’ suggestion of 

educating social and healthcare support networks about the risk of inadvertently increasing 

patient burden or distress through an excessive emphasis on positivity, or expectations of 

maintaining a ‘fighting spirit’. However, the current study also indicates that this education 

could usefully be extended to include patients themselves, who may have internalised similar 

expectations or beliefs. 

 

Coping styles and accessing support have also been found to be influenced by attachment 

style, with evidence that securely attached individuals are more likely to seek and use social 

support (Schmidt et al., 2012). Secure attachment was also associated with an active coping 

style and positive reframing (Schmidt et al., 2012). The present study did not include 
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assessment of participants’ attachment styles. Given the potential impact on coping and help-

seeking as well as relationship dynamics, it remains an avenue warranting further 

investigation. 

 

In their seminal work on stress and coping, Lazarus and Folkman (1984) presented a 

transactional model of stress, where perceived demands outweigh perceived resources. 

According to the model, it is an individual’s appraisal of the demands and resources that 

plays a pivotal role in their experience of stress and coping. The model has been related to 

family adjustment and adaptation after a child’s cancer (Patterson et al., 2004) and has also 

been applied to cancer in adults. For instance, increased distress in the later stages of the 

cancer experience, including post-treatment, may be understood as stress resulting from 

appraising cumulative loss of valued resources (Knott et al., 2012).  

 

The current study illustrated how cancer as a 'stressor', even with a similar prognosis and 

successful treatment outcome, could be appraised differently by different people. For 

example, the first couple’s account of an unproblematic progression through treatment and 

recovery contrasts with the times of stress and distress described by others facing an 

objectively similar illness course. However, the study found that the complexity of 

participants' experiences did not neatly fit the classic, transactional stress process model. The 

findings demonstrated how certain factors could be appraised as both a ‘demand’ and a 

‘resource’. For instance, cancer treatment itself constitutes an essential resource for 

recovering from the disease but was also described as a major demand and stressor. 

Similarly, a stoical attitude could be portrayed as a resource for coping but also place 

demand on individuals and prevent access of other resources such as healthcare or social 

support. Evan and Emma’s interviews illustrated how returning to work was appraised as 

notable challenge and source of stress but was also perceived as ultimately facilitating 

recovery. Furthermore, a resource for one individual (such as the care and support provided 

by a partner) may constitute a demand on another (the challenge of providing that care). 

 

Relationship dynamics: ‘what I'm going through, she goes through as well’ 

Appraisal and coping are also integral to Berg and Upchurch’s (2007) model of couples 

facing chronic illness. However, they conceptualise appraisal and coping as dyadic in nature. 

For instance, the authors discuss shared stressor appraisals, influenced by the degree to 

which patients and partners perceive joint 'ownership' of the illness experience. In the current 

study, this was reflected in participants’ language regarding cancer as a shared experience, as 
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illustrated by quotations in the results. Dyadic coping styles have been the focus of other 

research, such as avoidant coping compared with collaborative coping (Hagedoorn et al., 

2008). Such research has provided the rationale for interventions targeted at fostering dyadic 

coping (Randall & Bodenmann, 2009). 

 

In-keeping with prior research (Segrin et al., 2012; Morgan et al., 2011), patients described 

their partners as a vital source of support and said that their own well-being and recovery 

was influenced by how their partner responded. Some participants echoed previous findings 

that the cancer experience ultimately strengthened their relationship (Dorval et al., 2005; 

Gilbert et al., 2010; Ka'Opua et al., 2007; Tanner et al., 2011). Nonetheless, participants also 

evidenced challenges placed on relationships during recovery from cancer. 

 

By analysing contrast within couples, some disparity in beliefs and feelings about the 

patient’s prognosis was apparent. Post-treatment fear of recurrence is well-recognised in 

patients (Simard et al., 2010) but can also prove a significant difficulty for partners (Mellon 

et al., 2007), even when the patient has an optimistic outlook, as this study affirms. There 

has been suggestion of involving caregivers in survivorship care planning as standard (Given 

et al., 2011). The present study demonstrates some of the complexities around caregivers’ 

attendance or involvement in follow up care. For example, the study illustrated that a patient 

and partner could come away from the same appointment with different understandings, and 

that couples can have differing expectations of follow-up care. Careful communication and a 

tailored approach are therefore important for successful caregiver involvement. 

 

Healthcare services: ‘leaving you to get on with it’ 

Participants spoke of the importance attached to being informed and prepared for the longer-

term impact after treatment (Bennion & Molassiotis, 2012). Their reported experiences 

commend the value of follow-up care (Lewis et al., 2009). Disparity in couples’ experiences 

of healthcare was apparent. This indicates that family support continues to be offered on an 

ad hoc rather than a systematic basis (Turner et al., 2007). The results illustrated the 

alleviation of distress associated with the ongoing availability of healthcare support and with 

obtaining timely reassurance or advice. It also indicated the continuing uncertainty and 

difficulties that could result when participants experienced a lack of this type of support. 

These findings affirm existing evidence of both the adverse impact of poor communication 

and, conversely, the benefit of quality psychosocial care for alleviating distress and 

improving quality of life (Chochinov et al., 2013; Street et al., 2009). Chochinov and 
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colleagues (2013) therefore conducted focus groups of various healthcare providers with 

clinical experience in oncology, from which they developed an empirical model of 

therapeutic effectiveness in communication with patients. Aspects of this model were echoed 

in the present study findings. Specifically, the domains of therapeutic pacing and presence 

were reflected in participants’ accounts of the value attached to healthcare professionals 

taking time, not only to provide information and answer questions but also to talk more 

informally, appreciating the personable manner with which care was delivered. 

 

Other research has expounded on specific pathways by which clinician-patient 

communication can directly and indirectly impact on health outcomes (Street et al., 2009). 

For instance, communication can affect the quality of medical decisions and suitability of 

treatment plans as well as access to needed care. In the present study, there were reported 

experiences where communication breakdown appeared to hinder timely and appropriate 

medical care. Conversely, some participants gave voice to the sense of reassurance and 

validation engendered by helpful encounters with healthcare staff, suggesting that good 

communication skills can indeed reduce negative and foster positive emotions (Street et al., 

2009). Communication can also affect trust and confidence in the clinician and healthcare 

system, and satisfaction with care (Hack et al., 2005; Street et al., 2009), which was also 

apparent from participants’ narratives. Consequently, the importance of clinician 

communication has been recognised in the development of skills training programmes (Barth 

& Lannen, 2012; Moore et al., 2009; Schofield et al., 2008). However, patients have been 

found to perceive the quality of communication within consultations differently from 

clinicians or observers (Fagerlind et al., 2012). Therefore, evaluation of these programmes 

should include patients’ and caregivers’ perceptions of their impact on clinicians’ 

communication skills (Epstein et al., 2010). It is not known whether communication skills 

training had been attended by any of the healthcare professionals working with the study 

participants. The findings indicate that there remains scope for improvement in this aspect of 

clinical care from the perspectives of patients and caregivers. 

 

People hold differing preferences for a clinician's consulting style and for the level of patient 

involvement in decision making (Dowsett et al., 2000). While the study findings suggested 

the importance of patient-centred communication, the complexity of defining and measuring 

this is acknowledged (Epstein et al., 2005). Participants' narratives touched on all six aspects 

of patient-centered care outlined by Epstein and colleagues, namely: fostering a healing 

relationship, exchanging information, responding to emotions, managing uncertainty, 
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making decisions, and enabling self-management (Epstein et al., 2010). In this study, 

information exchange and a therapeutic relationship with healthcare providers were 

highlighted in particular. 

 

Methodological Considerations 

Completion of the COREQ (Appendix 3) helped to ensure that consideration was given to 

the various domains, with explicit description of these provided in the reporting where 

appropriate. For instance, the interviewer, first analyst and co-analyst were identified and 

reflexivity was discussed (p.50-51). Similarly, the COREQ criteria guided reporting of the 

study design including theoretical approach, participant selection and data collection and 

analysis. Some information was not included in the main body of journal article due to 

constraints of the word limit. Including the completed COREQ as an appendix allowed this 

detail to be retained and reported in a standardised way, enabling readers to identify details 

about the methodology more readily. Further discussion of the size and heterogeneity of the 

sample and the process of determining data sufficiency is provided below. 

 

Sample size in qualitative research is influenced by a number of factors including the 

homogeneity of the sample but also the type and depth of analysis. The process of dyadic 

analysis involves analysis of both the individuals separately as well as that of the dyad 

jointly. This lends greater depth, providing additional information or ‘richness’ of findings 

(Eisikovits & Koren, 2010). The sample size of ten participants comprising five dyads was 

comparable to other published studies employing qualitative dyadic analysis (6 dyads and 1 

triad in Akeson et al., 2007; 5 dyads in Cup et al., 2011). A sample of ten participants has 

been found to be an adequate size within studies undertaking detailed thematic analysis of 

individuals’ lived experience (Smith, 2008). 

 

It is acknowledged that findings may have been influenced by heterogeneity within 

demographic variables such as age, employment status, duration of relationship and whether 

the couples were married or cohabiting. Also, treatment type was different for one patient 

who had received radiotherapy in addition to surgery and chemotherapy. The extent to which 

these variables impact on couples’ post-treatment experiences could be explored in further 

research. 

 

Nonetheless, a degree of homogeneity within the sample was established for certain 

variables of central importance to the research aims. All participants had experience relating 
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to colorectal cancer, a successful treatment outcome and were interviewed at a similar time 

post-treatment. All couples were in long-term, heterosexual relationships and were of similar 

cultural background and ethnic origin. The initial four couples interviewed were a relatively 

homogeneous group of older, retired couples who had been in a committed relationship for 

many years, which are common characteristics within the wider population of people 

affected by colorectal cancer. It was of interest to explore whether similar or contrasting 

themes would be described by a younger, working-age couple with a shorter duration of 

relationship. The fifth couple (see Table 2.1) was therefore purposefully sampled. Despite 

individual differences, there was notable congruence or ‘replication’ (Morse et al., 2002) of 

the major themes which had been identified within the initial data analysis (relating to 

recovery, relationship dynamics and healthcare services). This lent support to the sufficiency 

of the data, suggesting that the diversity and detail of the findings were informative and 

robust enough to be pertinent to couples in the post-treatment stage following colorectal 

cancer. The first author decided to cease data collection at that point. 

 

It has been argued that not only a lack of data but also an excess of it can be problematic for 

forming a coherent conclusion to qualitative data analysis (Mason, 2010). A balance is 

required to obtain enough data to address the research aims while minimising the acquisition 

of data which is superfluous or which cannot be used for the purposes of addressing the 

research question. An individual’s lived experience is inherently unique. As such, it can be 

argued that the potential to acquire new information remains indefinitely within the process 

of exploring people’s experiences. From this perspective, language describing data saturation 

as the continuation of data collection until reaching the point of 'redundancy', where ‘nothing 

new is being added’, (Bowen, 2008, p.140) can prove problematic. How saturation is defined 

and determined is a source of debate (Bowen, 2008). However, it can also be debated 

whether it is theoretically possible to achieve true saturation, whether it is practically 

feasible, and whether it is even necessary for the purpose of adequately addressing a research 

question (Dey, 1999). 

 

Replication or repetition within the dataset is undoubtedly important and informative. 

However, exceptions (‘deviant’ or ‘negative’ cases) are also enlightening, reflecting 

individual differences and the uniqueness of human experience which are of central 

importance to the qualitative paradigm. While an absence of repetition and shared themes 

would indicate inadequate focus within the data collection process, complete homogeneity 

and the absence of exceptions or divergent views could indicate inadequate scope and a 
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narrow focus or ‘tunnel vision’. Differences as well as commonalities in individuals’ 

experiences are important in detailed exploration of a topic. The aim of the present study, 

therefore, was not to continue to collect and analyse data until no further novel information 

or different issues were raised. Rather, the study sought to continue to explore both 

individual differences and shared overarching themes in analysis of each interview. 

 

The concept of sufficiency was adopted to guide data collection. The study did not purport to 

achieve ‘saturation’ with its implied exhaustive completeness (Dey, 1999). Purposeful 

sampling, data collection and analysis continued until enough data had been acquired to 

provide a rich body of information relevant to the research aims. Sufficiency was deemed to 

have been achieved at the point where the amount and detail of acquired data enabled 

elaboration of the thematic framework, with identification of overarching themes recurrent in 

the additional and final interviews, as well as enough detail to allow discussion of individual 

differences and nuances within the major themes. The dataset provided evidence for a 

detailed thematic and dyadic analysis considered to be instructive in relation to the main 

research aims. It is acknowledged that additional data may have provided additional insight 

into the wider topic of couples’ post-treatment experiences. However, detailed analysis of 

additional data was not feasible within the resource constraints of the study. Nonetheless, the 

reported findings and framework were considered to be informative in their own right and as 

a guide for future research. 
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Appendix 1. Eligible studies not sampled for review 

Study Reason not included in synthesis 

Bishop et al., 2011
1
 Methodology: insufficient reporting of qualitative data on partners' 

experiences 

Bruun et al., 2011
1
 Topic not directly relevant: focus on incurable cancer 

Burridge et al., 2011
2
 Topic not directly relevant: focus on medical consultation etiquette 

Cagle & Wells, 2010
1
 Topic not directly relevant: focus on literacy and learning needs 

Céilleachair et al., 2012
2
 Topic not directly relevant: focus on economic consequences 

Fillion et al., 2006
1
 Topic not directly relevant: focus on healthcare professional role and 

service delivery 

Finocchiaro et al., 2011
1
 Topic not directly relevant: focus on support groups 

Green et al., 2011
1
 Methodology: insufficient reporting of qualitative data on partners' 

experiences 

Hodgkinson et al., 2007
2
 Methodology: insufficient reporting of qualitative data on partners' 

experiences 

Hodgson, 2006
1
 Methodology: insufficient reporting of qualitative data on partners' 

experiences  

Kidd et al., 2011
1
 Topic not directly relevant: focus on British forces environment 

Lohfeld et al., 2007
1
 Topic not directly relevant: focus on healthcare service delivery 

Maughan et al., 2012
2
 Methodology: partners' results not clearly reported separately from 

patients' results 

Morton & Goodacre, 

2008
1
 

Topic not directly relevant: focus on tube feeding 

Nanton et al., 2009
2
 Topic not directly relevant: focus on informational needs 

Rusinak & Murphy, 1995
1
 Topic not directly relevant: focus on knowledge of cancer 

Sanders et al., 2006
2
 Methodology: insufficient reporting of qualitative data on partners' 

experiences 

Schumacher et al., 2006
1
 Topic not directly relevant: focus on skill acquisition 

Swanberg, 2006
2
 Topic not directly relevant: focus on work-related issues 

Trudeau-Hern & 

Daneshpour, 2012
1
 

Topic not directly relevant: focus on physical health outcomes 

Ussher & Perz, 2010
1
 Topic not directly relevant: focus on gender differences and self-

silencing 
1 denotes studies identified by electronic database search; 2 denotes studies identified by handsearch 
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Appendix 2. Contribution to themes by study  

 Patient-Caregiver Relationship Cancer Trajectory Contextual Factors 

 Communication Cohesion Transitions Gradual Changes Healthcare System Culture & Belief Systems 

 Barriers Facilitators Barriers Facilitators Barriers Facilitators Barriers Facilitators Barriers Facilitators Barriers Facilitators 

1             

2             

3             

4             

5             

6             

7             

8             

9             

10             

1: Adams et al., 2012; 2: Gilbert et al.,  2009, 2010; 3: Hoga et al., 2008; 4: Ka’opua et al., 2007; 5: Lopez et al., 2012; 6: Ohlsson-Nevo et al., 2011; 7: Persson et al., 2004;  

8: Street et al., 2010; 9: Tanner et al., 2011; 10: Zahlis & Shands, 1993. 
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Appendix 3. Methodology outlined according to Consolidated Criteria for Reporting 
Qualitative Research (COREQ; Tong et al., 2007) 

Domain 1: Research team and reflexivity 

Personal Characteristics  

1. Interviewer NW 

2. Credentials  BSc Psychology, undertaking Doctorate in Clinical Psychology 

3. Occupation  Trainee Clinical Psychologist 

4. Gender  Female 

5. Experience and 

training  

Clinical and research experience in psychology (>7 years) 

Relationship with participants 

6. Relationship 

established  

No relationship established prior to study commencement 

7. Participant 

knowledge of the 

interviewer  

Participants were informed that the research was to fulfill the requirements 

for a Doctorate in Clinical Psychology and to further understanding of 

couples’ experiences of services post-treatment (Participant Information 

Sheet available on request). Participants were informed that their 

participation would not affect the standard of care they received. 

8. Interviewer 

characteristics 

The interviewer (NW) was a psychologist and employee of the healthcare 

services discussed in interview, but not a member of the participants’ direct 

clinical team. 

To reduce the risk of researcher bias, the co-author and service user/caregiver 

consultation group provided alternative viewpoints to the researcher’s. 

Domain 2: Study design 

Theoretical framework  

9. Methodological 

orientation and 

Theory 

Framework Analysis 

Inductive (data-driven), semantic (dealing with explicit meanings within the 

data), realist/essentialist (language is considered a direct reflection of 

meaning and experience) 

Participant selection  

10. Sampling  Purposeful 

11. Method of 

approach  

Telephone 

12. Sample size  10 participants (5 couples) 

13. Non-

participation  

n=7 declined to participate; stated reasons: too busy (n=4), unwell (n=1), hard 

of hearing (n=1), not interested (n=1) 

n=0 dropped out 
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Setting  

14. Setting of data 

collection  

Hospital clinic (n=6) or participant’s home (n=4), according to participant’s 

preference 

15. Presence of non-

participants  

No one else present apart from the participant and researcher 

16. Description of 

sample  

Provided in Table 2.1 

Data collection   

17. Interview guide  Semi-structured interview schedule provided in Appendix 4, developed in 

collaboration with academic and clinical supervisors, as well as the service 

user and caregiver consultation group 

18. Repeat 

interviews  

None 

19. Audio/visual 

recording  

Audio recording  

20. Field notes  Reflective notes made after each interview and during analysis 

21. Duration  Mean: 49 minutes 38 seconds (range: 23m14s - 78m23s) 

22. Data saturation  Datadriven analysis was conducted concurrently with data collection and 

informed the point at which data were deemed sufficient. Sample size was 

therefore not determined prior to data collection but was dependent upon the 

‘richness’ of the data acquired from interviews. Recruitment was stopped 

when data sufficiency (rather than saturation) was achieved. 

23. Transcripts 

returned  

Transcripts not returned to participants to protect anonymity within couples, 

in accordance with ethical review advice 

Domain 3: Analysis and findings 

Data analysis   

24. Number of data 

coders  

2/10 interviews were coded by a second analyst (EN) and discussed with first 

author (NW) 

25. Description of 

the coding tree  

See Appendix 5a; further information available on request from first author 

26. Derivation of 

themes  

Themes derived from the data, guided by developing framework which 

identified specific priorities for analysis in advance  

27. Software  Text Analysis Markup System (TAMS) Analyzer, version 4.45b2ah 

28. Participant 

checking  

Participants were invited to provide feedback on a written summary of 

findings 
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Reporting  

 

29. Quotations 

presented 

Participant quotations presented to illustrate the findings and identified by 

participant pseudonym  

30. Data and 

findings consistent 

Consultation with second analyst and consultation group to help ensure 

consistency between the data presented and the findings 

31. Clarity of major 

themes  

Major themes presented under three main headings 

32. Clarity of minor 

themes 

Description of diverse cases and discussion of minor themes provided 
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Appendix 4. Semi-structured interview schedule 

Overview of key topics with examples of questions; further prompts given in interviews as 

appropriate. Closed brackets indicate amendments for interviews with partners. 

Overall Experience 

 Can you start by telling me a bit about your experience of [// your partner] having had cancer? 

Completing Treatment 

 Before finally completing treatment, were you given any advice or support to help prepare for 

the end of treatment and the period afterwards? 

 Can you tell me a bit about any ups and downs since finishing treatment? 

 Have you had any contact with services since finishing treatment? (If yes, What was that like?) 

Impact on Partner & Relationship 

 Overall, have your experiences had any impact on your relationship as a couple? 

 For some couples, the partner will attend one or more appointments. Other couples prefer that 

the partner is not present. Since the diagnosis, has your partner come with you [// have you 

gone] to any appointments or spoken with any staff? (If yes, What was that like?) 

 Was there any support offered to your partner [// to you, as a partner]? 

 Was your partner [// Were you] involved in your [// your partner’s] care in any way? 

 Do you think that the way your partner responded to situations made a difference to you? (If 

yes, In what way?) 

General Opinion on Service Provision 

 Thinking about your experiences of healthcare services, was there anything you found helpful 

or positive? 

 And from your experiences of services, was there anything unhelpful or not positive? 

 Thinking generally, is there anything [else] you think services could do to help couples or 

families adjust after treatment? 

Additional Points 

 Are there other things we have not yet spoken about which you would like to share? 
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Appendix 5a. Framework analysis stage 2: Developing framework 

Theme or Code Definition 

1.1 The extent of the impact of cancer 

Physical Impact Text relating to the physical impact or changes as a result of cancer or 

treatment 

- Or None 

- Side-effects  Text relating to physical side-effects of treatment. 

- Fatigue  Text relating to tiredness, exhaustion, the need for more sleep, or for more 

frequent or prolonged time in bed 

- Complications Text relating to any medical complication(s) or unexpected physical 

difficulties arising which disrupted treatment and recovery 

- Straight-forward Text relating to a perceived ‘straight-forward’ journey through treatment, 

without medical complications 

Emotional Impact Text relating to the emotional impact of their experiences with cancer 

(whether negative, positive, neutral or mixed). 

- or None, by contrast 

- Shock Text relating to an explicit or implicit reference to shock or surprise, 

difficulty believing reality of diagnosis 

- or Not, by contrast. 

- Worry Text relating to worry, anxiety, apprehension, fear, concern 

- Low mood Text relating to being down, depressed, low, unhappy 

- Or Not, by contrast 

- Helplessness Text relating to helplessness, that nothing can be done, no direct help can 

be given or received. 

- Irritability Text relating to Patient becoming short-tempered, moody, grumpy, 

impatient 

- or Not, by contrast 

- Relief  Text relating to a feeling of relief, gladness an experience is over, happy to 

be finished 

- or Not, by contrast 

Life Impact Text relating to the impact of cancer on life more generally, including: 

work, finances, hobbies & interests, travel, holidays, social life, daily 

routine. 

- or None. 

- Life Context Text referring to participants' broader life context including other life 

events and adversity, current or historical. 

Recovery Text relating to recovery, adjustment, return to normal or near normal 

 

1.2 Responses and coping styles 

Stoicism Text relating to a stoical response including: 

- minimising or down-playing of difficulties (for instance, saying 

describing something objectively difficult as 'not a problem', 'no big deal', 

etc) 

- emphasis is given to being strong, determined, tough 

- responding to adversity by 'just getting on with it, carrying on', etc 

Compare With Others Text in which the participant draws a comparison between their own and 

others' experiences 

Lucky Text relating to being lucky, fortunate, grateful 

- or Not, by contrast (unlucky, unfortunate) 

Humour Either text in which the participant is describing humour as a response or 
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in which the participant is being humorous or light-hearted within the 

interview itself 

Distraction Text relating to the use of some form of distraction or attempt to 'take their 

mind off it' as a way of coping. 

Hope Text relating to hope, optimism, focusing on the future, looking ahead, 

making positive future plans 

 

1.3 Types of Social Support 

Support>General Text relating to general support, not specified whether emotional, 

informational or practical. 

Support>Emotional Text relating to Emotional support (= offering of empathy, concern, 

affection, love, trust, acceptance, intimacy, encouragement, caring, 

warmth, nurturance, valuing) and Companionship (= being with)   

Support>Information Text relating to Informational support (= provision of advice, guidance, 

suggestions, or useful information to someone)   

Support>Practical Text relating to Practical, Instrumental, Tangible support (= doing for:  

concrete, direct assistance, including medical/physical care such as 

symptom management, wound care, etc) 

 

1.4 Sources of Social Support 

Support>Patient Text relating to support from the Patient (for the Partner) 

Support>Partner Text relating to support from the Partner (for the Patient) 

Support> Healthcare 

System 

Text relating to support provided by the Healthcare System including: 

Nurses (various types), Doctors (various types), Other Healthcare 

Professionals (various types)  

Support> Wider 

Network 

Text relating to support from the wider social network including: family, 

friends, neighbours, colleagues, other patients, other agencies or 

organisations 

- Impact on Wider 

Network 

Text relating to the impact on the wider network e.g. family members 

 

2. Relationship: dynamics between the Patient and Partner 

Overlap An example of shared narrative, same or similar phrase used in connection 

with a situation, apparent concordance in comparison with data from the 

partner's interview 

Contrast A differing narrative, dissimilar account or opinion of a situation in 

comparison with data from the partner's interview 

‘We’ experienced it 

together 

Text in which the Participant describes a shared experience of the illness 

as something "we" went through or which affected "us." 

Impact on Relationship Text relating to changes described in the relationship between the Patient 

and their Partner related to the illness. 

- Little or No Impact on 

Relationship 

Text relating to little or no change in the relationship between the Patient 

and their Partner related to the illness. 

- Positive impact on 

Relationship 

Text relating to changes described in the relationship between the Patient 

and their Partner which are perceived as positive, such as feeling closer or 

no longer taking the other for granted. 

- Challenges for 

Relationship 

Text relating to changes described in the relationship between the Patient 

and their Partner which presented a challenge or strain. 

- Unspoken Text relating to things which were not said or openly discussed between 

Patient and Partner 
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- Needing Space Text relating to the need for ‘space’ or independence, time away from each 

other, whether sought, given or not 

Perception of Other Text relating to the Participant's perception of their partner’s thoughts, 

feelings or experiences 

(i.e. Patient re: Partner or Partner re: Patient) 

- Worse for Other Text in which the Participant indicates their belief it was worse or in some 

way more difficult for their partner. 

 

3. Services: Experiences and Opinions of Health Care Services 

Positive experiences of 

health care 

Text relating to positive comments made about staff and the healthcare 

they provide 

Negative experiences of 

health care   

Text relating to any negative experience or opinion of staff or healthcare 

services 

- Communication 

difficulties between 

Health Care 

Professional(s) and 

Patient or couple 

Text relating to problems with communication between individual and 

healthcare professional(s) due to: participant not being given information; 

not being kept informed over time; difficulty understanding or retaining 

information; miscommunication between different Healthcare 

Professionals or between the patient and Healthcare Professional; 

participant's uncertainty over who to contact for information or support. 

- Waiting Text relating to waiting for cancer-related information of some kind (such 

as diagnosis, test or scan results, the 'all clear') or waiting for cancer 

treatment or for completion of treatment / discharge from hospital 

- Left by Services  Text relating to feeling that he/she was 'left' by Healthcare 

Professionals/services (to get on with things themselves) 

- Suggestions for service 

improvements 

Text relating to a Participant's suggestion(s) for change(s) to healthcare 

services or of their personal preference(s) regarding healthcare provision 

- Unmet needs Text relating to any unmet need for additional support (medical, 

informational, practical, emotional, general) 

- or No unmet need, by contrast 

Partner’s encounters 

with health care team 

Text relating to experience or opinion of the Partner's encounters with 

Healthcare Professionals 

Treatment decision-

making 

Text relating to making decisions about treatment 

Follow-up  Text relating to contact (follow-up care) with healthcare services after 

completion of treatment for colorectal cancer 
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Appendix 5b. Framework analysis stage 3: Indexing (Transcript sample) 

Sample from transcript Indexing 

[I] And so, after she finished the chemotherapy and came home, what 

was that – or how has that time been? What’s that been like? 

 

[D] Em, worrying for a start. Em, I mean, we both sort of try to keep 

calm and matter of fact, level-headed kind of thing. For [name of 

partner], obviously, it was a tense time, you know. ‘Did it work? Did it 

not?’ Em, for me, to a lesser extent, the same thing. You don’t know 

how your future’s going to be or what’s going to happen. Obviously for 

[name of partner] it was a-, whether she’d go through another course of 

treatment or whether it was worse than that. Just, not knowing. Eh, 

takes- [coughs], sorry, takes a while from the last chemotherapy – or 

seems like a long time til you get your scan and then til you get your sort 

of results of the scan. And it must have been a fairly tense sort of thing 

for her, you know. For me, em, left wondering, obviously, you feel it as 

well but, em, bottom line it’s not me that could be dying so, em, I 

suppose it affected me in a different way but, I mean, obviously being 

with somebody for a long time, eh, it’s a partnership and you want the 

best for them, so, em. At least I was going to work and during the day, 

my mind was taking up with other things. Whereas she was mostly at 

home and I could tell it was having an effect on her, you know. Just, 

with any decision, you’re waiting a few weeks to find out, ‘Is it good or 

bad?’ If it could affect the rest of your life, you want to know as quickly 

as possible. So, em- 

 

[I] In what way did you see it affecting her? 

 

[D] Just wanting to know the results and, you know, em, she’d be 

saying, ‘Oh, I wish I could get the results, I wish this week would pass, I 

wish-‘ Three weeks went past and there’s nothing you can do about it. 

Eh, what do you say to that, ken? You know, try to be positive, look for 

the best outlook. ‘You’re treatment’s gone well, naebody’s sort of given 

you a setback through your treatment hopefully,’ etcetera, etcetera. Just 

trying to keep positive. But it was certainly a tense time for her. 

 

[I] Have there been any changes to your kind of lifestyle or day to day 

routine? 

 

[D] Em, not that much. Eh, [name of partner] retired couple of years ago 

and obviously I’ve kept working so we’re not that long into that routine, 

you know, sort of. Em, but no, because she was at home, em, I don’t 

know what I want to say. Eh, I suppose, it’s a routine that she’d not long 

gone into. I don’t know how it affected her during the day when I wasn’t 

there. Evenings and nights we’ll-, we don’t go out much anyway so not 

much of it changed there. Obviously, em, questions she’d asked, or, you 

know, statements, ‘I wonder how this is going to end up or what the 

outcome will be or sort of what the future holds,’ that kind of thing but 

[coughs] day to day life kind of went on as normal. During the day, my 

time was taken up with other things. I sort of think, em, you know, what 

if things don’t turn out well. You know, you think, what is the future 

going to be like. But it’s not something we discussed. First you wait and 

see what it is. Then you deal with it. That’s the sort of way we go. So, 

em, not a lot of changes to our lifestyle. But it was just a case of going 

through the treatment, hoping for a good result and waiting til we got the 

result before you start-, well, I say ‘before you start worrying’ – you 

start worrying the first treatment, but, em, before we sort of, we didn’t, 

or I didn’t plan for bad news. Wait and til it comes before, you know, 
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there’s a plan. We kind of went through it and hoped it would be 

positive. 

 

[I] So, what contact has there been, since she finished chemotherapy, 

with services? 

 

[D] Em, well, after the-, she got the results [coughs], for me no contact. 

For [name of partner], em, I don’t-, well, she’s up to her GP. Gave her 

GP sort of information that the hospital had given her, that type of thing. 

But other than that, nothing that I can think of. 

 

[I] Okay so there’s just that one appointment, getting the results of the 

scan? 

 

[D] Yeah, well, at the end of the chemo, they scan and then there’s 

clinic, get the results. No I can’t think of anything else. [coughing] Sorry 

 

[I] No, don’t worry – would you like a glass of water? 

 

No I should be okay. 

 

[I] So when you went in for that appointment to get the results, what was 

that like? 

 

[D] Eh, it was okay. Em, obviously you go there not knowing the 

answer. Em, we weren’t kept waiting too long but, you know, you’re 

both sitting there saying relatively little to each other, thinking, ‘Come 

on, come on – let me know.’ And, but, as I said, we weren’t waiting too 

long. Em, I can’t remember the doctor’s name she had but it wasn’t him 

that took us. It was, em, I’m assuming an assistant. Thought then, ‘Okay, 

if it’s not him, maybe this is good news.’ And so it turned out it was. 

But, well, it wasn’t too bad. As I say, waiting for the result was a tense 

time, just sitting there. Em, luckily the TV was on – something to kind 

of distract you but, eh, okay apart fae that. 

 

[I] Okay. So, since finishing, have there been any things that you hadn’t 

expected or weren’t prepared for? 

 

[D] Mm, no, I wouldn’t say so. Obviously getting our house ripped 

apart! [laughs] Aye, well the flat, should I say. But, eh, we didn’t get 

time to sort of, em, take in the results, as I say. It was straight into that, 

there was work to do. Now we’re sort of redecorating the place so it’s 

going to be my evenings taken up by, you know, that sort of thing - 

sanding, painting, that sort of thing, so, em, no it’s been busy. Strange, 

strange way to go but no we haven’t fully spoken about anything. 

 

[I] Okay so overall, what’s your opinion of the follow-up care. 

 

[D] Eh, haven’t thought about it. The result itself was good so great – 

hopefully we’re finished with that. And, em, life can sort of- well, 

maybe never get back to normal as such. Once you’ve gone through that, 

it’s got to leave an impression. Not so much for me but more for [name 

of partner]. But it was-, it was more, ‘Good, that’s out of the road, let’s 

try and get on with things.’ So, em, didn’t even think about follow-up or 

anything like that. 
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[I]: Interviewer (NW); [D]: Participant (‘David’)  
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Appendix 5c. Framework analysis stage 4: Charting of key themes for dyadic analysis across dataset  

 Arthur Agnes Beth Bruce Colin Claire Dawn David Evan Emma 

Recovery: factors facilitating or disrupting recovery from cancer 

Complications 0 0 3 0 3 0 5 1 0 0 

(or straight-forward) 1 3 0 0 0 0 0 0 1 1 

Patient low in mood 0 0 3 0 0 2 0 2 0 1 

Patient showed increased irritability 

(or Patient not irritable) 

0 

1 

0 

1 

5 

0 

5 

0 

2 

0 

2 

0 

0 

0 

0 

0 

3 

0 

1 

0 

Life Context 0 0 1 1 3 2 3 5 7 0 

Recovery 9 3 10 12 16 7 3 1 1 2 

Stoicism 11 10 20 3 13 16 14 16 6 17 

Hope 3 1 3 5 1 1 0 7 3 0 

Support from Healthcare System 1 0 2 2 19 11 0 0 2 4 

Support from Wider Network 1 1 11 13 0 5 2 0 3 4 

Relationship: dynamics between the Patient and Partner 

Overlapping comment 2 2 6 6 5 5 3 3 5 5 

Contrasting comment 0 0 3 3 2 2 1 1 4 4 

‘We’ experienced it together 5 2 7 2 7 11 1 11 1 4 

Little or No Impact on relationship 2 0 2 2 1 0 1 1 0 0 

Positive impact on relationship 0 0 0 0 1 1 0 0 1 2 

Challenges for Relationship 0 0 6 4 3 4 1 2 2 1 

Unspoken 0 0 1 2 0 1 1 10 1 2 

Needing Space 0 1 0 1 2 2 2 0 0 0 

Worse for Other 0 0 0 1 1 0 1 4 0 1 

Services: Experiences and Opinions of Health Care Services 

Positive experiences of health care 3 2 12 8 14 11 2 4 0 2 

Negative experiences of health care 0 0 9 4 7 3 10 3 4 5 

Communication difficulties with Healthcare team 2 1 4 1 6 1 8 10 4 3 

Waiting 4 3 2 4 6 3 0 7 1 3 

Left by Services  0 0 6 0 3 0 1 3 0 0 

Numbers denote total instances of theme 



 

83 

 

Appendix 5d. Framework analysis stage 5: Diagram of conceptual links 

 

Developing the framework and analysis included diagrammatic representation of emerging 

themes and conceptual links, as illustrated below (Figure 2, based on Fletcher et al.’s 2012 

model).  

 

Figure 2. Diagrammatic representation of analytic framework 

 

The patient-partner relationship dynamics are set in context alongside the interaction with 

the healthcare system. The dashed line denotes that, in some cases, the healthcare system 

may have limited or no direct contact with the partner. Even in situations where the 

healthcare staff and partner do not meet, the impact of both on the patient indirectly affects 

the other. These dynamics occur within a wider cultural context which influences the 

expectations, availability and allocation of resources and which affects the nature of 

relationships between the people involved. The arrow represents the recovery process across 

the trajectory for cancer survivors and their partners. 
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Appendix 6. Service user and carer consultation group recruitment flyer 

  
 



 

85 

 

Appendix 7. Service user and carer consultation group information sheet 
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Appendix 8. Confirmation of ethical review and approval 
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Appendix 9. Participant Information Sheet 
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Appendix 10. Consent form 
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Appendix 11. Demographics form 
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Appendix 12. Participant debriefing and contact sheet 
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Appendix 13. Author guidelines: Psycho-Oncology 
 

Manuscript style. The language of the journal is English. 12-point type in one of the 

standard fonts: Times, Helvetica, or Courier is preferred. It is not necessary to double-line 

space your manuscript. There should be a separate title page with full information and 

another page for an abstract, prior to the Introduction. Tables must be on separate pages after 

the reference list, and not be incorporated into the main text. Figures should be uploaded as 

separate figure files.  

 During the submission process you must enter the full title, short title of up to 70 

characters and names and affiliations of all authors. Give the full address, including 

email, telephone and fax, of the author who is to check the proofs.  

 Include the name(s) of any sponsor(s) of the research contained in the paper, along 

with grant number(s) .  

 Enter an abstract of up to 250 words for all articles. An abstract is a concise 

summary of the whole paper, not just the conclusions, and is understandable without 

reference to the rest of the paper. It should contain no citation to other published work. 

Submit your abstract according to these headings: objective; methods; results; 

conclusions.  

 Include up to six keywords which must contain the words cancer and oncology that 

describe your paper for indexing purposes.  

 Research Articles should not exceed 4000 words (including no more than five 

figures and/or tables but excluding references). The limit for Brief Reports is 2000 

words including no more than two tables or figures and no more than 20 references. 

Review papers of up to 6000 words will be considered - authors should contact the 

Editors for advice.  

 Letters to the Editor should not exceed 400 words including a maximum of one 

reference. No figures or tables. Please note that if Letters to the Editor include a 

comment on a previously published paper the authors of said paper should be allowed 4 

weeks in which to respond. If no response after 4 weeks the Letter will simply be 

accepted with an Editor's Footnote "The authors of [Title of Paper previously published] 

offered no comments".  

All abbreviations except for SI symbols should be written in full the first time they appear. 

Generic or clinical names should be used for all compounds: materials and products should 

be identified. The species of any animals used should be stated precisely. Sources of unusual 

materials and chemicals, and the manufacturer and model of equipment should be indicated. 

materials and products should be identified in the text followed by the trade name in 

brackets.  

 

Reference style. References should be cited in the text by number within square brackets 

and listed at the end of the paper in the order in which they appear in the text. All references 

must be complete and accurate. If necessary, cite unpublished or personal work in the text 

but do not include it in the reference list. Where possible the DOI for the reference should be 

included at the end of the reference. Online citations should include date of access. 

References should be listed in the following style:  

Decker, CL. Social support and adolescent cancer survivors: A review of the 

literature. Psycho-Oncology 2007; 16 : 1-11.  

Peterson AC, Leffert N. What is special about adolescence? In Psychosocial 

Disturbances in Young People: Challenges for Prevention, Rutter M 

(ed.).Cambridge University Press: Cambridge, 1997;3-36.  

 

Illustrations. Upload each figure as a separate file in either .tiff or .eps format, with the 

figure number and the top of the figure indicated. Compound figures e.g. 1a, b, c should be 

uploaded as one figure. Tints are not acceptable. Lettering must be of a reasonable size that 

http://wileyonlinelibrary.com/doiinfo.html
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would still be clearly legible upon reduction, and consistent within each figure and set of 

figures. Where a key to symbols is required, please include this in the artwork itself, not in 

the figure legend. All illustrations must be supplied at the correct resolution:  

Black and white and colour photos - 300 dpi 

Graphs, drawings, etc - 800 dpi preferred; 600 dpi minimum 

Combinations of photos and drawings (black and white and colour) - 500 dpi  

Tables should be part of the main document and should be placed after the references. If the 

table is created in excel the file should be uploaded separately.  

 

Colour Policy. Where colour is necessary to the understanding of the figures, colour 

illustrations will be reproduced in the journal without charge to the author, at the Editor's 

discretion.  

Post Acceptance 
Further Information. For accepted manuscripts the publisher will supply proofs to the 

submitting author prior to publication. This stage is to be used only to correct errors that may 

have been introduced during the production process. Prompt return of the corrected proofs, 

preferably within two days of receipt, will minimise the risk of the paper being held over to a 

later issue. Free access to the final PDF offprint of your article will be available via Author 

Services only. Please therefore sign up for Author Services if you would like to access your 

article PDF offprint and enjoy the many benefits the service offers.  

Authors Resources: Manuscript now accepted for publication?  

If so, check out our suite of tools and services for authors and sign up for:  

Article Tracking 

E-mail Publication Alerts 

Personalization Tools 

Cite EarlyView Articles 
To link to an article from the author’s homepage, take the DOI (digital object identifier) and 

append it to "http://dx.doi.org/" as per following example: 

DOI 10.1002/hep.20941, becomes http://dx.doi.org/10.1002/hep.20941.  

To include the DOI in a citation to an article, simply append it to the reference as in the 

following example: 

Oestreicher, N., The cost of adjuvant chemotherapy in patients with early-stage breast 

carcinoma, Cancer 10(1) , pp. 2054 - 2062, DOI: 10.1002/cncr.21464.  

Online Open 
OnlineOpen is available to authors of primary research articles who wish to make their 

article available to non-subscribers on publication, or whose funding agency requires 

grantees to archive the final version of their article. With OnlineOpen, the author, the 

author's funding agency, or the author's institution pays a fee to ensure that the article is 

made available to non-subscribers upon publication via Wiley Online Library, as well as 

deposited in the funding agency's preferred archive. For the full list of terms and conditions, 

see http://wileyonlinelibrary.com/onlineopen#OnlineOpen_Terms.  

Any authors wishing to send their paper OnlineOpen will be required to complete the 

payment form available from our website at: 

https://authorservices.wiley.com/bauthor/onlineopen_order.asp 

Prior to acceptance there is no requirement to inform an Editorial Office that you intend to 

publish your paper OnlineOpen if you do not wish to. All OnlineOpen articles are treated in 

the same way as any other article. They go through the journal's standard peer-review 

process and will be accepted or rejected based on their own merit.  

 

http://authorservices.wiley.com/
http://authorservices.wiley.com/
http://www.wiley.com/trackthrough?urlcode=456294
http://wileyonlinelibrary.com/onlineopen#OnlineOpen_Terms
https://authorservices.wiley.com/bauthor/onlineopen_order.asp
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Appendix 14. Author guidelines: Journal of Cancer Survivorship 

 

Title Page 

The title page should include:  

The name(s) of the author(s) 

A concise and informative title 

The affiliation(s) and address(es) of the author(s) 

The e-mail address, telephone and fax numbers of the corresponding author 

 

Abstract 

Please provide a structured abstract of 150 to 250 words which should be divided into the 

following sections:  

Purpose (stating the main purposes and research question)  

Methods  

Results 

Conclusions 

Keywords 

Please provide 4 to 6 keywords which can be used for indexing purposes. 

Implications for Cancer Survivors 

 

Manuscripts are typically 15-20 double-spaced typed pages. Table and figures should be 

limited to 3-4 total. If you think your article will be significantly shorter or longer than that 

average, please include an explanation along with your submission. 

 

Text Formatting 

Manuscripts should be submitted in Word.  

Use a normal, plain font (e.g., 10-point Times Roman) for text. 

Use italics for emphasis. 

Use the automatic page numbering function to number the pages. 

Do not use field functions. 

Use tab stops or other commands for indents, not the space bar. 

Use the table function, not spreadsheets, to make tables. 

Use the equation editor or MathType for equations. 

Save your file in docx format (Word 2007 or higher) or doc format (older 

Word versions). 

Manuscripts with mathematical content can also be submitted in LaTeX. 

LaTeX macro package (zip, 182 kB) 

 

Headings 

Please use no more than three levels of displayed headings.  

 

Abbreviations 

Abbreviations should be defined at first mention and used consistently thereafter.  

 

Footnotes  

Footnotes can be used to give additional information, which may include the citation of a 

reference included in the reference list. They should not consist solely of a reference citation, 

and they should never include the bibliographic details of a reference. They should also not 

contain any figures or tables.  

Footnotes to the text are numbered consecutively; those to tables should be indicated by 

superscript lower-case letters (or asterisks for significance values and other statistical data). 

Footnotes to the title or the authors of the article are not given reference symbols.  

http://static.springer.com/sgw/documents/468198/application/zip/LaTeX.zip
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Always use footnotes instead of endnotes.  

 

Acknowledgments  

Acknowledgments of people, grants, funds, etc. should be placed in a separate section before 

the reference list. The names of funding organizations should be written in full. 

 

Scientific style  
Please always use internationally accepted signs and symbols for units (SI units).  

Please use the standard mathematical notation for formulae, symbols etc.:  

Italic for single letters that denote mathematical constants, variables, and unknown quantities  

Roman/upright for numerals, operators, and punctuation, and commonly defined functions or 

abbreviations, e.g., cos, det, e or exp, lim, log, max, min, sin, tan, d (for derivative)  

Bold for vectors, tensors, and matrices. 

 

Citation 

Reference citations in the text should be identified by numbers in square brackets. Some 

examples:  

Negotiation research spans many disciplines [3].  

This result was later contradicted by Becker and Seligman [5].  

This effect has been widely studied [1-3, 7]. 

 

Reference list  

The list of references should only include works that are cited in the text and that have been 

published or accepted for publication. Personal communications and unpublished works 

should only be mentioned in the text. Do not use footnotes or endnotes as a substitute for a 

reference list.  

The entries in the list should be numbered consecutively.  

Journal article  

Smith JJ. The world of science. Am J Sci. 1999;36:234–5.  

Article by DOI  

Slifka MK, Whitton JL. Clinical implications of dysregulated 

cytokine production. J Mol Med. 2000; 

doi:10.1007/s001090000086  

Book  

Blenkinsopp A, Paxton P. Symptoms in the pharmacy: a guide to 

the management of common illness. 3rd ed. Oxford: Blackwell 

Science; 1998.  

Book chapter  

Wyllie AH, Kerr JFR, Currie AR. Cell death: the significance of 

apoptosis. In: Bourne GH, Danielli JF, Jeon KW, editors. 

International review of cytology. London: Academic; 1980. pp. 

251–306.  

Online document  

Doe J. Title of subordinate document. In: The dictionary of 

substances and their effects. Royal Society of Chemistry. 1999. 

http://www.rsc.org/dose/title of subordinate document. Accessed 15 

Jan 1999.  
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