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Abstract 

 

Background: There is relatively little research explaining how an intimate couple jointly 

adapt to a diagnosis of myalgic encephalomyelitis (ME)/ chronic fatigue syndrome (CFS). A 

large body of literature exists that investigates the impact of ME/CFS on the individual and a 

smaller body of work addresses the effect on the partner and the influence the partner has 

in the management of the condition. 

This research, therefore, sought to illuminate couples’ experiences of ME/CFS, in order to 

gain a greater understanding of the factors that influence adaptation to the condition in 

their joint relationship. A Grounded Theory Methodology was adopted to create a tentative 

theory of adaptation which could supplement the current evidence base and begin to inform 

future professional practice. 

Method: Eight semi-structured interviews were conducted with experiencers diagnosed with 

ME/CFS. Five interviews were conducted with the experiencer alone and three interviews 

also involved the experiencer’s partner. Interviews focused upon the couple’s experience of 

living with and adapting to ME/CFS. Interviews were analysed following the constructivist 

grounded theory principles outlined by Charmaz (2006). 

Findings: A tentative model of reconciliation was constructed which explained the couple’s 

journey from disruption towards adaptation. This tentative model explained how the couple 

manage ‘fundamental disruptions’ to their identities and expectations brought about by the 

introduction of a powerful entity ME/CFS (‘Illness identity or It’). The couple managed these 

disruptions by working through periods of ‘loss and grief’ using skills such as humour, 

communication and understanding. Through this process the couple were able to identify 
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and begin to implement appropriate ‘adaptations’ that helped them to manage the impact 

of ME/CFS within their relationship. 

Conclusion: This research identified how ME/CFS impacts upon the individual with the 

diagnosis and their partner and illuminates that the process of reconciling with loss and grief 

and implementing adaptations is a joint journey. It highlights the importance of considering 

the couple and not just the individual in the management of ME/CFS and makes tentative 

recommendations that could inform professional support interventions in the future. 
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1.Introduction to the Research Study 

 

This chapter introduces ME / CFS by discussing symptoms, prevalence, prognosis and 

current theoretical frameworks (1.1). It then moves on to consider the systemic context and 

the interdisciplinary framework adopted for this study (1.2). Finally, the research aims (1.3.) 

and structure of the thesis are outlined (1.5).  A note about terminology and conventions 

adopted is included in section 1.4, but from this point onwards the researcher-devised term 

‘experiencer’ is used to describe a person living with ME/CFS. 

 
 
1.1 What is ME/CFS? 

 

1.1.1 Symptoms and Impacts 

 

The current definitions of ME/CFS (e.g. Carruthers et al., 2011; Fakuda Case 

Definition for CFS, 1994; ICD11, 2019; NICE Clinical Guidelines for CFS/ME, 2007) identify the 

main symptoms of ME/CFS as being prolonged (most suggest 6 months duration or more) 

fatigue, post exertional malaise, unrefreshing sleep, muscle and joint pain, sore throat, 

tender lymph nodes, cognitive disruptions (memory and concentration) and sleep 

disruptions, which can have profound disabling impacts on the experiencer (Dancey & 

Friend, 2008; Lim et al., 2020). These symptoms are also known to fluctuate over time 

(Fakuda Case Definition for CFS, 1994; Jason et al, 2010). 

 

The symptoms of ME/CFS also have wider implications for the experiencer, posing 

challenges to social and recreational roles (Anderson et al., 2014; Asbring, 2001; Larun & 

Malterud, 2007; Lowry & Pakenham, 2008) and to social, intimate and sexual relationships 

(Blazquez et al., 2008, 2009; Jason et al., 2003). The condition can also cause disruption to 
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employment (Arroll & Howard, 2013; Cairns & Hotopf, 2005; Lim et al., 2020; Moss-Morris, 

2005; Taylor & Kielhofner, 2005) and financial stability (Reyes et al., 2003; Reynolds et al., 

2004). ME/CFS is known to affect mental health (Dancey & Friend, 2008; Lowry & 

Pakenham, 2008; Kempke et al., 2011; Nacul, 2011a; Nater et al., 2012), with higher rates of 

suicide being reported amongst this population (Dimmock et al., 2016; Jason et al., 2016; 

McManimen et al., 2018). This may be compounded by the fact ME/CFS is a highly 

stigmatised condition (Asbring & Narvanen, 2002; Looper & Kirmayer, 2004; McInnis et al., 

2014, 2015; McManimen et al., 2018) and can lead to marginalisation from society (Fennell, 

1995; Ware, 1992; Wilde et al., 2020).  

 

All these factors can affect the experiencer’s identity (Anderson et al., 2014; Dancey 

& Friend, 2008; Dickson et al., 2008), self-esteem (Arroll & Howard, 2013; Clarke & James, 

2003; White & Schweitzer, 2000) and life expectations (work, social and relationship 

expectations, Dickson et al., 2008). This is compounded by reports of loss of independence 

(Travers & Lawler, 2008; Williams et al., 2016) and discrepancies between chronological and 

felt age (Travers & Lawler, 2008). Identity may also be affected by an inability to meet 

personal and societal norms and expectations (Arroll & Howard, 2013; Dickson et al., 2008; 

Wilde et al., 2020).   

 

Charmaz (1994) found that experiencers made efforts to hold on to their pre illness 

identities and may feel bereaved when this is not possible (Brooks et al., 2014; Dickson et 

al., 2008; Edwards et al., 2007).  Feelings of loss may be exacerbated by continual 

comparison of life ‘before and after’ ME/CFS (Asbring, 2001; Dickson et al., 2008; Tuck & 

Wallace, 2000) and comparison with others.  With time the experiencer may adapt and 

create an integrated identity (Asbring, 2001; Wilde et al., 2020), or a completely new 

identity (Clarke & James, 2003). 
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The experiencer’s families, specifically their partners, are also affected by ME/CFS as 

they may have to adopt the role of carer (Blazquez & Alegre, 2013; Braamse et al., 2020). 

Becoming a carer can affect physical and mental health (Harris et al., 2016; Nacul et al., 

2011a) and lead to social isolation (Brooks et al., 2014; Lingard & Court, 2014). The couple 

relationship may be strained and altered as inhabiting dual roles of lover and carer can be 

challenging (Liddiard, 2014; Parker, 1993). Negative impacts are mediated by the degree of 

disruptions to the carer’s life (Ax et al., 2002; Harris et al., 2016) and the benefits 

experienced (Lingard & Court, 2014).  

 

1.1.2 Prevalence and Incidence 

 

The exact prevalence of ME/CFS in the Western general population is unknown but 

estimates suggest a population prevalence of between 0.1% and 2.6 % (Brurberg et al., 

2014; Egeland et al., 2015; NICE, 2007; Prins et al., 2006 - Western prevalence). Incidence 

may be affected by geographical location (Kim et al., 2005; Nacul et al., 2011b), 

socioeconomic status and ethnicity (Afari & Buchwald, 2003; Dinos et al., 2009; Jason et al., 

2011; Son, 2012). It is thought to be more prevalent amongst women (Egeland et al., 2015; 

Lim et al., 2020) and in adolescent and the 20-40 age groups (Bakken et al., 2014; Lim et al., 

2020; Prins et al., 2006). Lim et al. (2020) have suggested that prevalence rates have 

doubled since the 1990’s but is unclear whether ME/CFS is becoming more common or 

whether identification is improving. Although the population prevalence is relatively low, 

ME/CFS has potential to impose considerable costs to society, to the individual and to their 

relationships.  
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1.1.3. Prognosis 

 

The recovery rate for CFS/ME is unclear. Factors such as age (Brown et al., 2012; 

Jason et al., 2011; Lewis et al 2013; Tiersky et al., 2001), severity of symptoms at onset 

(Cairns & Hotopf, 2005; Taylor, 2004), the presence of co-morbid issues (Castro-Marrero et 

al., 2017; Ciccone et al., 2010; Iwase et al., 2008; Tiersky et al., 2001) and the duration of the 

condition (Nisenbaum, 2003) can all affect recovery. Prognosis is further influenced by 

factors such as illness attributions (Butler et al., 2001; Cairns & Hotopf, 2005; Moss-Morris, 

2005. see 2.3.2.3.), coping styles (Brown et al., 2010. See 2.3.2.4.) and perceived control 

(Cairns & Hotopf, 2005; White et al., 2006). Studies present a pessimistic and variable view 

of recovery in ME/CFS (Cairns & Hotopf, 2005; Tiersky et al., 2001;) with rates for complete 

recovery varying between 5% (Cairns & Hotopf, 2005; Prins et al., 2006) and 40% (Iwase et 

al., 2008) and improvements being seen in 39.5% of experiencers (Cairns & Hotopf, 2005).  

 

Given the nature, prevalence and prognosis of ME/CFS it is important to consider 

how professionals may be able to support experiencers and their partners in adapting to the 

condition in order to improve quality of life for all involved.  When doing this, professionals 

may be influenced by several belief systems which are considered below.  

 

1.1.4 Theoretical Understanding of ME/CFS 

 

At present no single explanation of ME/CFS has been agreed upon and so biological, 

psychological and social frameworks are often used in conjunction with one another within 

the literature and professional practice, as demonstrated by the intervention guidance set 

out by NICE (2007).  
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1.1.4.1. The Medical/ Biological Framework. The medical/ biological framework 

explains ME/CFS as a dysfunctional physiology. To date, however, no one cause has been 

agreed upon, although many have been suggested, including a variety of infections/viruses 

(Barah et al., 2014; Hickie et al., 2006), genetics (Smith, 2011; Trivedi et al., 2018. Debated 

by Dibble et al. 2020), poor muscle function/metabolism (Jones et al., 2010: Pietrangelo et 

al., 2009), and issues with immune (Balinas et al., 2019; Fletcher et al., 2009, 2010; Bynke et 

al, 2020), hypothalamic, endocrine (Morris et al., 2019; Tomic et al., 2017; Wyller et al., 

2007) and autonomic function (Davenport et al., 2020). Recent literature has also suggested 

a combination of these factors (Nacul et al., 2020).  

 

The medical model takes a pharmacological stance to ‘treating’ ME/CFS, with a focus 

upon alleviating physical and mental symptoms. Medical interventions (see. 1.4 for 

terminology) include sleeping tablets (Shepherd & Chaudhuri, 2019), anti-depressants 

(Arnold et al., 2015; NICE, 2007; Thomas & Smith, 2006), and pain management medication 

(or pain management clinics, Arnold et al., 2007; NICE, 2007). Interventions within the 

medical framework tend to concentrate on the individual and may exclude significant others 

or wider systemic factors.  

 

1.1.4.2. The Psychological Framework. The psychological framework explains 

ME/CFS in terms of psychological and cognitive factors. As in the medical model, no one 

cause of ME/CFS has been agreed, although factors considered include personality 

(Neuroticism and extraversion- Sáez-Francàs et al., 2014. Perfectionism- Brooks et al., 2017; 

Deary & Chalder, 2010; Kempke et al., 2016), stress (Brooks et al., 2017; Nater et al., 2011; 

Rimes et al., 2017), attributions (Attributions of external and physical cause- DeGucht et al., 

2016. Attributions of aversive impact and controllability- Knoop et al., 2010. See 2.3.2.3.) 
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and coping styles (Defensive coping styles- Creswell & Chalder, 2001. Maladaptive coping 

styles- Nater et al., 2012. See 2.3.2.4). 

 

  Within this perspective, several interventions exist including cognitive behavioural 

therapy (CBT) (Geraghty et al., 2019; Janse et al., 2017; NICE, 2007; van Houdenhove & 

Luyten, 2009), pacing (Geraghty et al., 2019; White et al., 2011) and acceptance and 

commitment therapy (ACT) (Jonsjo et al., 2019; Roche et al., 2017). Despite inconsistent 

research outcomes with regards to effectiveness, at present the NHS favours CBT and pacing 

interventions. Whilst the psychological model is willing to consider the potential impacts of 

the environment and relationships on ME/CFS, systemic interventions (for example inclusion 

of partners, families, employers) are still relatively uncommon within the NHS (see 1.2.4.2.). 

 

1.1.4.3. Sociological Frameworks. Sociological frameworks take a broader view of 

illness and disability by considering societal influences. Social models argue that people may 

have physical impairments but that disabilities are societal constructs (Goering, 2015; Kattari 

et al., 2017) perpetuated and maintained by society imposing barriers. Barriers such as 

scepticism, a lack of support and appropriate adaptations (Oliver, 1990, 1993; Taylor et al., 

2005), mean that experiencers can be excluded from society (UPIAS, 1975). Responses to 

ME/CFS in this model argue for changes in law and policy and for effective societal/ 

organisational adaptations.  

 

As no single theoretical framework sufficiently explains ME/CFS, this study considers 

the condition (see 1.4 for terminology) from an interdisciplinary perspective. For this reason, 

a Life Course Theory is adopted which adds to and incorporates elements of the frameworks 

identified above and this will be introduced in 1.2.5.  
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1.2. Context/ Positionality for The Research Study 

 

This section provides more explanation of the systems and environments in which 

ME/CFS is experienced and managed. It also outlines the personal, professional and 

theoretical underpinnings for the research and explains the relevance of this research to 

Counselling Psychology.   

 

1.2.1. Context- Economic Impact  

 

ME/CFS has a negative economic impact, with research suggesting that ME/CFS 

costs the UK economy roughly 3.3 billion per year (The ME Association, 2020).  Most of the 

economic costs take the form of informal care and lost productivity (Dimmock et al., 2016; 

Sabes-Figuera et al., 2010), however 9.3% may be formal medical costs (McCrone et al., 

2003) such as consultations and diagnostic tests (Jason et al., 2008; McCrone et al., 2003). 

Given that experiencers may show increased usage of medical services, it is important to 

consider the current medical context in which the condition and this study are set. 

 

1.2.2. Context- Medical System/ National Health Service 

 

For the majority of experiencers in the UK, their medical journey (i.e. testing, 

diagnosis by exclusion and subsequent interventions) occurs within the National Health 

Service (NHS). However, at the time of writing, the NHS was under considerable pressure 

(financial, staffing and resources) due to rising demands (aging populations, increased costs 

of medical technology and supplies and the impact of a pandemic. Baggott & Jones, 2014; 

Roberts et al., 2012) and due to austerity measures (Roberts et al., 2012). Current funding 



 15 

gaps (34 billion by 2021/22, Roberts et al., 2012) have meant that resources were 

particularly stretched across the majority of services in which ME/CFS may be managed such 

as General Practitioners (GPs) (Majeed et al., 2012), mental health services (Mattheys, 2015) 

and specialist (tertiary) ME/CFS services.  

 

The current commissioning of services (Black, 2013) also means that there may be 

disparity in services available to experiencers around the country (Hannon et al., 2012; 

National Institute for Health and Care Excellence (NICE), 2021) and in the support these 

services are able to offer. Current constraints (governmental, organisational and 

commissioning) may limit or negatively shape interventions that the experiencer receives. At 

present these are symptom focused and lacking a holistic, relational and social focus. 

Unfortunately, experiencers have reported unsatisfactory experiences within the current 

healthcare system (Asbring & Narvanen, 2003; Dumit, 2006; Lian & Hansen, 2016; Prins et 

al., 2001), however, experiences in tertiary care have been more favourable (Lian & Hansen, 

2016; Prins et al., 2001). 

 

The lack of long-term individual and systemic support available within the NHS, may 

possibly be reflected in the number of support groups currently running around the UK. 

Literature about support groups suggests these may fill a social need for information and a 

sense of belonging and empowerment, by being around those with lived experience of the 

condition (Delisle et al., 2017; Lehardy & Fowers, 2020; Purk, 2004; Southall et al., 2019).  

 

An understanding of the current NHS context is important as this not only affects 

the experiences of living with, and managing, the condition, but also has implications for 

implementation of findings from this research.  Experiencers may be referred to 
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psychologists or may choose to access therapy outside the medical system, hence the next 

section considers the role of counselling psychologists in managing ME/CFS. 

 

1.2.3 Context- Role of Counselling Psychology   

 

The role of psychologists can be contentious (due to beliefs about the condition 

Moss-Morris & Chalder, 2003; Prins et al., 2006), however, there are two important areas 

that counselling psychology and psychologists are well placed to address: those of 

understanding and supporting individuals and contributing to literature and professional 

practice.  

 

The ethos of counselling psychology is to relate to each person as a unique 

individual and to understand them in context of their experiences, relationships (Cooper, 

2009; Orlans & Van Scoyoc, 2008), life stage (Bronfenbrenner, 1979; Erikson, 1968) and 

culture (Elder Jr. et al., 2003). The underlying principles of counselling psychology focuses on 

empowering clients, facilitating growth and the actualisation of potential (Cooper, 2009). In 

this sense counselling psychology is ideally positioned to take a holistic and systemic view of 

the individual and to identify ways to encourage growth throughout their lives.   

 

The counselling psychology profession is also committed to continuing research that 

will identify efficacious interventions; this is particularly important where there are gaps in 

knowledge and understanding, as in ME/CFS (see 2.2.4. and 2.3). The profession is 

committed to sharing (The British Psychological Society (BPS) Division of Counselling 

Psychology, 2020) and applying evidence and knowledge to clinical practice (BPS, 2017) to 

enhance personalised care (Cooper, 2009). 
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1.2.4. Context -Personal Interest- Lived and Professional Experience 

 

My lived and professional experience of ME/CFS has influenced my decision to 

conduct this research and, therefore, requires reflection about managing subjectivity and 

neutrality in the research process.  

 

1.2.4.1. Lived Experience. During my own lived experience of ME/CFS, I have 

struggled with my diagnosis and with managing the condition effectively.  This long-term 

condition has added another layer of challenge to managing other typical and unexpected 

life transitions.  I have lived with ME/CFS as a single person, through marriage and into 

parenthood and now as a professional working within, as well as being a patient in, the NHS. 

My own experiences, and that of friends and relatives with ME/CFS has helped me compare 

and understand differing adaptation journeys. This lived experience has also influenced my 

ontological and epistemological positionality, that of relativism and constructivism. These 

terms will be discussed in section 3.1.  

 

My lived experience had both advantages and disadvantages for the research. 

Whilst it meant I was genuinely interested in the participant’s stories and in creating 

tentative models that could improve how couples are supported in the future, it did mean 

that I have prior knowledge and am less neutral than might be ideal for qualitative research 

using a grounded theory approach (see 1.2.4.3. for reflections on managing this). 

 

1.2.4.2. Professional Experience. As a counselling psychology trainee, I have worked 

with individuals with long-term conditions including ME/CFS, offering interventions such as 

pacing, CBT and ACT (see section 1.1.4). As a result, I entered this study with experience of, 
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and pre-existing opinions about, the current provisions being offered to experiencers. Rarely 

did interventions include partners, despite research suggesting that involving the partner 

can improve acceptance, management and intervention outcomes (Band et al., 2015; Brooks 

et al., 2014; Edwards et al., 2007).  Also, my experience of current commissioning models is 

that they often lead to fragmented and non-holistic care. It is this professional experience 

that has prompted me to want to develop a research-based understanding to inform service 

provision for couples experiencing ME/CFS. 

 

1.2.4.3.  Managing subjectivity. Throughout the research journey I was aware that 

my own background could introduce bias.  This risk to neutrality was managed by keeping a 

reflective journal, utilising memos as directed by GT methodology and by utilising both 

personal therapy and research supervision. 

 

I also decided not to share my lived or professional experiences with participants, 

although they were aware of my status as a counselling psychology student.  

I had concerns that if the participants were aware of my diagnosis or my professional 

background, they would start referring to my experiences of the condition and as a result 

may have given less explicit and fine details of their own experiences (Yeo et al., 2014). 

 

 

1.2.5.  Theoretical Framework for the Study 

 

When looking to adopt an underlying framework for this study, the researcher was 

looking to identify one that corresponded with the aims of the study (see 1.3.), with 

personal and professional experiences (see 1.2.4.1 and 1.2.4.2.) and with the principles of 

counselling psychology (see 1.2.3.). For this reason, the Life Course Model proposed by Elder 
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Jr et al. (2003) was chosen as it allowed the experiencers and their partners to be viewed 

holistically, taking in to account multiple factors that affect a person’s experience. It moved 

beyond the narrower lenses of considering an individual solely psychologically or biologically 

to incorporating wider experiential and systemic factors. This model allowed the individual 

to be considered with regards to their life stage/span and also with regards to their 

relationships, time, place, culture and environments. Many of the other frameworks 

considered only focused on one or two areas, meaning that the individual and their 

experiences could not be viewed or understood holistically and also meaning that vital 

information regarding couple’s adaptation journey could be lost.   

 

The life course model proposed by Elder Jr et al. (2003) suggested five principles that 

underpin the life course:  

•  Development continues throughout the lifespan: biological, social and psychological 

development levels influence the individual’s understanding of, and responses, to 

situations and events.  

• Agency: individuals have control over their lives and make decisions based upon 

experiences and beliefs.  

• Time and place: individuals and their lives are shaped by the historical times and 

places in which they live.  

• Timing: Roles and behaviours are associated with certain ages and as a result the 

impacts of events vary according to where the individual is in their life span.  

• Finally, Relationship: individuals do not live in isolation, they are linked to other 

people around them and to the society in which they live.  
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  A further important element of the model was recognition of trajectories and 

transitions: this was important because long term conditions may lead to transitions within 

an individual’s and couple’s lives (see 2.1.4.). 

 

1.3 Research Aim 

 

Following on from an initial exploration of the literature, as allowed by Grounded 

Theory methodology and as required by the university ethics procedures, an aim for this 

study was identified. Given the current abundance of literature, this research did not aim to 

explore the causes of ME/CFS, nor debate optimal interventions. It did, however, aim to gain 

a greater insight into couples’ experiences of ME/CFS and to understand factors that 

influence how couples adapt to the condition. The selection of Grounded Theory reflected 

the intention to create a tentative theory of adaptation which may inform future 

professional practice and support couples experiencing ME/CFS.  

 

1.4. Terminology and Conventions 

 

This next section introduces the terminology and conventions to be used within the 

study.  

 

1.4.1 Terminology  

 

The literature on ME/CFS largely uses medicalised terms which did not sit well with 

the researcher or the ethos of this study. As a result, terminology was used that could reflect 

a more holistic, systemic and neutral view of ME/CFS. The term condition has been used to 

describe ME/CFS and the term experiencer has been chosen for the individual experiencing 
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ME/CFS.  The term partner has been used to describe the other person within the intimate 

relationship. The term intervention has been used to describe any treatment, support and 

guidance offered by professionals and the term fluctuating has been used to describe the 

changes in symptom severity.  Finally, the term ME/CFS was decided upon to reflect current 

debate and terminology use within the literature and to reflect participants personal 

preference (For the full decision-making process see Appendix A). 

 

1.4.2. Conventions 

 

The majority of this thesis is written in the third-person. Those paragraphs written in 

the first-person contain personal reflections or refer to personal experiences.  

 

1.5. Thesis Structure 

 

A brief outline of each chapter describes the organisation of this thesis.   

 

Chapter One: Introduction  

This section introduces ME/CFS and sets out the research aims, contexts, and positionality 

for the study. 

 

Chapter Two: Literature Review 

The methodology for the literature search is explained, followed by a critical review of 

relevant literature into ME/CFS, specifically the influence of relationships, individual 

adaptations to ME/CFS and couples’ adaptations.  
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Chapter Three: Methodology and Method 

This chapter offers a critical discussion of the methodology, materials and method for this 

study and details the ethical processes adopted in the study.  

 

Chapter Four: Findings 

Shows how data was managed and analysed using the selected Grounded Theory approach.  

A tentative explanatory model of adjustment to ME/CFS by the couple is presented. 

 

Chapter Five: Discussion 

The final chapter contains three sections. The first critically appraises findings against 

existing literature and identifies tentative recommendations. The second reflects on the 

strengths and limitations of the study and areas for future research. The final section 

provides a reflexive commentary.  

 

1.6 Chapter Summary 

 

This chapter has offered both background and context for this study. It has set the 

scene for chapter two, which is a critical review of the existing literature. 
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2.  A Critical Literature Review of  

Adaptation to ME/CFS within Couple Relationships 

 

2.1 Background 

 

Within modern society, couple relationships are still common place and deemed 

important. They convey a range of benefits to both members of the couple, but they also 

contain challenges. To be sustained, the couple relationships must navigate multiple 

transitions and stresses in a manner that is satisfactory to both individuals. This section 

focuses on such benefits, strains and transitions (see sections 2.1.2, 2.1.3. and 2.1.4.).  

For the purpose of this research, couple relationship will be defined as a couple in a 

committed relationship who class themselves as cohabiting, this includes married and non-

married couples. Such a committed relationship may offer varying levels of intimacy based 

upon physical, emotional, cognitive and social factors (Moss & Schwebel, 1993). 

  

2.1.1 Relationships- Statistics  

 

Within British society committed romantic relationships still appear to be accorded a 

sense of importance. Whilst marriage rates may have seen a decline over recent years, they 

still remain high with 242,842 marriages between opposite sex couples being recorded in 

2017. Rates for civil partnerships (1161 in 2019) and cohabitation also remain high (5 million 

people in 2018) and are increasing. Same sex marriages have also been stable in numbers 

(6932 in 2017) since they were legalised in 2014. Divorce rates have decreased in recent 

years (90,871 in 2018, 10.6% decrease on the previous year) although this may be due to a 

lag in reporting (Office for National Statistics, 2017, 2019). These statistics suggest that 

marriage and cohabiting relationships are still significant in the UK.  
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2.1.2. Benefits and Characteristics of Relationships 

 

It is relevant to the aims of this research to consider what might constitute a 

successful relationship but the research is inconclusive. Whilst early studies identified 

benefits of being in a relationship overall, later studies considered the benefits of being in 

successful or satisfied relationships. These kinds of relationships have been shown to 

improve physical health (Kiecolt-Glaser & Newton, 2001; Lawrence et al., 2019), to reduce 

morbidity and mortality, hence increase longevity (Brockman & Klein, 2004; Lawrence et 

al.,2019; Robles et al., 2014b) and influence health related behaviours (Kiecolt-Glaser & 

Newton, 2001). Satisfied relationships have also been shown to improve mental health and 

happiness (Lawrence et al., 2019; Proulx et al, 2007), improve life satisfaction (Williams 

2003) and improve economic wellbeing (Karasu, 2007; Karney, 2014; Wells & Baca Zinn, 

2015). The benefits of satisfied relationships have been reported to hold true across 

minority, low income, and same sex relationships (Ducharme & Kollar, 2012) but may be 

moderated by age and gender (Brockman & Klein, 2004; Monin & Clark, 2011; Proulx et al., 

2007; Simon, 2002; Simon & Barrett, 2010; Umberson et al., 2006; Wanic & Kulik, 2011).  

 

Being part of an unsatisfied relationship, however, can lead to the opposite effects 

(Lawrence et al., 2019; Kiecolt-Glaser & Newton, 2001; Proulx et al, 2007; Umberson et al., 

2006). Unsatisfied relationships may increase physical and mental health risks (Kiecolt-

Glaser & Newton, 2001; Williams 2003), especially in older adults (Umberson et al., 2006) 

and can lead to higher mortality rates (Lawrence et al., 2019).  

 

Through self-reported and questionnaire assessed studies, several characteristics of 

successful and long-lasting relationships have been identified. These include trust (Asoodeh 

et al., 2010; Daneshpour et al., 2011; Marks et al., 2008; Parker, 2002), commitment to one 
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another (Asoodeh et al., 2010; Daneshpour et al., 2011), commonalities (Asoodeh et al., 

2010; Daneshpour et al 2011), honesty (Asoodeh et al., 2010; Daneshpour et al., 2011) and 

flexibility/ adaptability (Parker, 2002). The use of skills such as communication and 

understanding (especially to resolve conflict. Asoodeh et al., 2010; Marks et al., 2008; Zaheri 

et al., 2016), problem solving and couple coping (Daneshpour et al., 2011; Parise et al., 2018) 

and humour (Butzer & Kuiper, 2008; Parker et al., 2002) have also been identified as 

important factors in ensuring successful relationships. Areas such as compatible 

faith/religion (Asoodeh et al., 2010; Daneshpour et al., 2011; Zaheri et al., 2016), compatible 

leisure time (Marks et al., 2008), sexual satisfaction/intimacy (Daneshpour et al., 2011; 

Parise et al., 2018; Parker, 2002) and strong couple identity (Parise et al., 2018; Parker, 

2002) were found to lead to satisfied, strong and enduring relationships.  

 

2.1.3. Couple Identity  

 

Couple identity is identified as an important aspect within successful/satisfied 

relationships (see 2.3.1.1. for relationship satisfaction). Whilst both individuals within the 

couple maintain an individual identity, they also begin to build a ‘you-and-me’ aspect of 

their identity that influences day to day and long-term plans. This couple identity (Acitelli et 

al., 1999) or sense of ‘we-ness’ can have an impact upon relationship satisfaction (Acitelli et 

al.1999; Lewandowski et al., 2010; Reid et al., 2006) and commitment (Emery et al., 2020; 

Lewandowski et al., 2010). Having a sense of ‘we-ness’ is linked to effective communication, 

to seeing the relationship as an extension of oneself (Badr et al., 2007) and to being attuned 

to, and supportive of, partner’s needs (Ahmad et al., 2017). It also impacts upon how 

couples manage conflict within their lives (Walsh & Neff, 2018) through the development of 

couple resilience and long-term coping (Skerret, 2003).  
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Long- term conditions lead to upheavals and transitions (see 2.1.4.) that affect the 

couple identity (Emery et al., 2020; Skerrett, 2003). In turn, the couple identity affects how 

the long-term condition is viewed (Ahmad et al., 2017) and how the experiencer (Ahmad et 

al., 2017), the carer (Badr et al., 2007) and couple adapt to the condition. In light of the long-

term condition, the couple identity may need to be adapted and redefined and may be 

reaffirmed, strengthened or disrupted (Miller & Caughlin, 2013). This literature highlights 

the importance of considering the couple and not just the individual within the present 

study.   

 

2.1.4. Transitions in Relationships 

 

The notion of transitions has particular relevance for this research and these are 

prominent within the life course development theory of Elder Jr. et al. (2003, see 1.2.5.). 

They have suggested that lives have relatively stable trajectories but that all individuals and 

relationships will experience transitions. These transitions are periods of particular change 

within a person’s or couple’s life and the impact of these are dependent upon whether these 

transitions are major or minor and normative or non-normative for age, culture and societal 

expectations, (Elder Jr. et al., 2003; Salmela-Aro, 2009). These transitions have the potential 

to introduce conflict and strain into relationships (e.g. Cowan & Cowan, 2012) and to change 

the trajectory of the lives of those involved. Regardless of whether transitions are 

expected/unexpected or scheduled/ unscheduled (Salmela-Aro, 2009), they lead to periods 

of instability and uncertainty whilst the individual and couple learn to adapt to the changes 

the transition brought. Acquiring a long-term condition such as CFS/ME almost certainly 

triggers an unexpected transition (identity transitions- Marcia, 2010), which is often non 

normative (Salmela-Aro, 2009) and may demand substantial adaptation skills. Long-term 

conditions may act as catalyst for further transitions such as unemployment or divorce, and 
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the transition may bring about disruption to developmental and future goals (Salmela-Aro, 

2009). It may, however, bring about new opportunities for growth (Buchmann & Steinhoff 

2017). Family members must also adapt to the transition brought about by long-term 

conditions and may be influential in helping the individual to manage these (Martire & 

Helgeson 2017).  

 

As noted in section 1.3 this investigation specifically focuses on couples’ experience 

of ME/CFS.  The rest of this chapter, therefore, reviews the literature pertinent to 

adaptation to ME/CFS and couple relationships.   

 

2.2 Critical Literature Review Methodology 

 

2.2.1. Approach and Problem identification 

 

 A critical review was conducted because of the relatively small amount of literature 

about couple dynamics and CFS/ME.  Although not conducting an integrative review, the five 

steps outlined by Whittemore and Knafl (2005) were used to support a methodical process 

and enhance rigour.  Constructivist GT methodology does not require a literature review 

prior to fieldwork but acknowledges the need to clearly identify the research questions.   

 

Following an initial wide-ranging search to identify under-explored topics, the following 

research aims and questions were identified: 
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Research Aims: 

 

• To gain insight into couples’ experiences of ME/CFS and an understanding of the 

factors that influence how couples adapt to the condition.  

• To create a tentative theory of adaptation which may then influence and inform 

future professional practice.  

 

Research Questions:   

• What significant changes have couples experienced as a result of ME/CFS? 

• How have couples managed or adapted to these changes? 

• What factors have helped or hindered in this adaptation process? 

 

 

2.2.2 Literature Search 

 

An initial exploration of the literature was conducted using the search strategy 

highlighted in Table 2.1. Following on from this a more formal, structured review of the 

literature was conducted after the interviews were completed, as per GT methodology. 

A search strategy was created and to begin with search terms pertaining to ME/CFS and 

couple relationships were identified and entered in to into the databases Psychinfo and 

CINAHL (see Table 2.2). Further search terms were then identified that focused upon specific 

adaptations, both individual and couple.  
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Table 2.1 
 
Initial Search Terms for Literature Review 
 

Database search terminology 

Chronic fatigue syndrome or 
myalgic encephalomyelitis 
or ME/CFS Relationships 

  Partners 

  Couples 

  Significant others 

  Husbands 

  Wives 

  Spouses 

 
 

Table 2.2 

Focused Search Terms for Literature Review 

 

Database search terminology 

Chronic fatigue syndrome or 
myalgic encephalomyelitis 
or ME/CFS Adaptations 

  Management  

  Changes 

  Coping 

  Acceptance 

  Attributions 

  Phases of adaptation 

  Couple's adaptations 

  Couple's management 

 
 

A title and abstract review of search results was conducted, followed by full text review of 

selected and undecided articles. Explicit inclusion/exclusion criteria were applied during 

article screening (see Table 2.3 and Table 2.4)  
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Table 2.3 

Inclusion Criteria for Literature  

 

Inclusion criteria for literature 

Published post 2000. Whilst this offers a large date range it was chosen as there was an 
increase in the number of studies into ME/CFS during the early 2000s. Some of these 
earlier studies continue to be influential, hence their inclusion.  

Primary sources except where there is a paucity of research or where a paper is 
influential. 

Peer reviewed publications. 

Research about adult experiencers aged over 16, because this is the legal age permitting 
intimate couple relationships in the UK. 

Conditions ‘diagnosed’ as ME/CFS, excluding non-specific or generalised fatigue.  

Articles focusing on intimate adult relationships. These relationships are likely to be 
affected by the presence of ME/CFS and to require adaptations. 

Individual adaptations to ME/CFS. This criterion was included due to the paucity of 
research about couple's coping strategies. 

 
 
Table 2.4 
 
Exclusion Criteria for Literature  
 
 

Exclusion criteria for literature 

Non peer reviewed. 

Published prior to 2000 unless particularly salient. 

Long term conditions other than ME/CFS e.g. diabetes, cancer and non ME/CFS specific 
fatigue, because, ME/CFS may be stigmatised in a unique way (see section 1.1.1).  

Relationships involving individuals aged under 16 years.  

Relationships involving more than two people, e.g., families. 

Non intimate caring relationships.  

 
 
 
2.2.3. Data Evaluation 

 

Selected sources were read in full and evaluated to assess their quality.  Separate 

criteria were used to evaluate qualitative, quantitative, mixed methods and systematic 

review papers. The evaluation criteria of O’Brien et al. (2014) was used to review qualitative 
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papers, the criteria of Appelbaum et al. (2018) was used for quantitative papers, the criteria 

by Hong et al. (2018) was used for mixed methods papers and lastly the PRISMA (2020) 

criteria was used for systematic review papers. The evaluation scores for each paper based 

on these criteria have been included in appendices B, C, D, E. Using these scores, a decision 

had to be made on whether each study was of good enough quality to be included within 

the review. An exclusion score (or criteria) was therefore decided upon for each of the four 

criteria (see Appendices B, C, D and E for these cut off scores). Those papers receiving scores 

above this cut off point were included. Whilst every effort was made to exclude any papers 

not reaching this criterion, a paucity of research meant that some papers were included if 

their findings were particularly salient to the topic being explored.  Figure 2.1 shows the 

decision trail for the inclusion of articles.  

 

 
2.2.4. Data Analysis  

 

Tables were created to structure the literature extraction, summary, synthesis and 

analysis. Headings helped ensure consistency of data extracted. Tables were arranged so 

that papers addressing similar topics were collated together and ordered chronologically to 

identify replications and continuations (see Appendix F for an example). These tables 

facilitated comparisons between papers and helped to identify similarities and differences.  

 

Within these tables the articles to be included were further critiqued to identify 

their limitations and therefore further assess their quality. Whilst the limitations of each 

individual study can be seen within the relevant tables, the overarching limitations included: 

a lack of longitudinal studies, small and non-diverse samples, methods and designs that rely 

heavily on retrospective reporting and are therefore subject to recall and social desirability 
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biases, the use of self-report or differing diagnostic criteria, over reliance on certain 

recruitment routes and apparent researcher biases or theoretical lenses.  

 
 
2.2.5 Presentation of review findings 

 

Finally, these summations of synthesised information were rewritten into the 

findings for the review presented below.  

Figure 2.1 

 
Selection Process for Papers Included 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

523 articles / sources 
identified as potentially 

relevant 

465 articles obtained 

283 articles / sources relevant to 
introduction chapter 

195 articles / sources initially 
deemed relevant to literature 

review 

136 articles / sources 
used 

99 articles / sources 
not used 

92 articles / sources 
used 

• 14 articles:  benefits of marriage  

• 7 articles:  characteristics of 
marriage  

• 9 articles: couple identity  

• 6 articles: transitions  

• 8 articles: relationship 
characteristics  

• 10 articles: types of response  

• 3 articles: intervention outcomes  

• 11 articles: phases of adaptation  

• 1 article:  identity transition  

• 17 articles: attributions  

• 19 articles: the coping styles  

• 3 excluded: dissertations 

• 17 excluded:  not relevant 

• 21 excluded: out of date range 

• 23 excluded: other long- term 
conditions 

• 10 excluded: quality 

• 1 excluded: non intimate 

• Remaining partially relevant or 
relevant but not adding to the 
literature already cited 
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2.3. Findings 
 

From the synthesis of the article findings and from discussions between the 

researcher and her supervisors, three main topics or themes where identified: relationships 

and their role in ME/CFS (2.3.1), individual adaptations to ME/CFS (2.3.2.) and couple 

adaptations to ME/CFS (2.3.3). 

 
 

2.3.1 Relationships and their Role in ME/CFS 

 

It has been established that ME/CFS can impact upon the individual, the partner and 

the relationship (see 1.1.1). The literature also suggests a dynamic connection between 

condition and relationship, with the relationship impacting upon the symptoms of ME/CFS, 

its trajectory and management. Several studies considered how different aspects of the 

relationship influence the condition (see 2.3.1.1, 2.3.1.2 and 2.3.1.3).  Eight articles 

considered relationship characteristics, ten examined types of responses and three 

intervention outcomes.  All these studies used varying terms to refer to the partner, for 

example significant other, spouse. So as to remain consistent with the study terminology 

(see 1.4.1.), the term ‘partner’ will be used throughout.  

 

2.3.1.1. Relationship Characteristics. The literature review identified that marital 

satisfaction, marital conflict, marital adjustment and marital length can have an impact upon 

ME/CFS. Included in this section are eight papers, all were quantitative, one originated from 

Europe, two from the Netherlands and the rest from the US.   
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Overall, research suggests that marital satisfaction has an impact upon ME/CFS and 

its symptomology, although the impact remains in debate. Research suggests that marital 

satisfaction influences physical symptomology (Milrad et al., 2019) and can reduce illness 

behaviours (Schmaling et al., 2015), potentially by reducing levels of distress/depression 

experienced (Milrad et al., 2019), through underlying biological mechanisms (Blazquez et al., 

2012) or through communication satisfaction (Milrad et al., 2019). Schmaling et al. (2000) 

further identified that the relationship between solicitous responses by the partner (see 

2.3.1.2.) and fatigue severity and fatigue related disability may be moderated by the levels 

of marital satisfaction . When considering the opposite end of the marital satisfaction 

spectrum, Verspaandonk et al. (2015) and Braamse et al. (2020) identified that marital/ 

relationship dissatisfaction has a negative impact on the outcome of interventions. Marital 

satisfaction and dissatisfaction are often closely related to marital adjustment and conflict. 

 

Marital conflict is linked to a greater number of, and higher problematic symptom 

scores (Goodwin, 1997) and a greater number of symptom changes (Goodwin 2000). Levels 

of marital conflict may potentially be linked to decreasing levels of empathy and support 

shown by the partner to the experiencer. Marital conflict may also have a dynamic 

relationship with the condition, with ME/CFS causing more marital conflict (symptom 

changes increase conflict, Goodwin, 2000) and marital conflict causing an exacerbation of 

ME/CFS symptoms.  

 

Marital adjustment 1is also seen to affect ME/CFS. Those with high marital 

adjustment were found to have lower levels of problematic symptoms (Goodwin, 1997) and 

conversely those with low marital adjustment have greater symptomology (Blazquez et al., 

 
1 According to Spanier (1976) The dimensions of marital adjustment are: (a) dyadic 
satisfaction, (b) dyadic cohesion, (c) dyadic consensus and (d) affectional expression. 
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2012; Goodwin, 2000). This may, in part, be due to psychobiological processes in which 

marital adjustment impacts blood pressure and cardio ventilatory responses (Blazquez et al., 

2012), which have long term implications for physical health. Goodwin (2000) has indicated 

that at times of greater symptom change or transition, marital adjustment is seen to be 

lower. This seems intuitive given that these new experiences lead to periods of processing, 

adjustment and change (see 2.3.2.1.).  

 

Finally, Goodwin (1997, 2000) has indicated that problematic symptoms are more of 

an issue for those in shorter marriages. She postulates that newer relationships are more 

strained by the addition of a long-term condition than relationships that have been 

established for a longer duration. Where ME/CFS pre-existed the formation of the 

relationship, it is possible that there are fewer impacts or issues. It has not, however, been 

possible to identify studies addressing this within the literature.  

 

In summary, there appear to be connections between the quality of relationships 

and the management of ME/CFS. It is likely that the quality of the relationship impacts on 

partner responses, which is the focus of the next section.  

 

2.3.1.2. Types of Partner Responses. Several types of partner responses have been 

identified as important to lived experience and condition outcomes. This section looks at the 

impact of solicitous and negative/ aversive responses. 

 

Solicitous Responses. Solicitous responses (offers of assistance, discouraging 

activities, taking over tasks) were often linked to partners maximising symptoms and were 

found to have unhelpful impacts for the experiencer, although the exact nature of these 

impacts are debated. Some researchers have indicated that solicitous responses lead to an 
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increase in fatigue, an increase in disability (Schmaling 2000; Band et al 2015) and decrease 

in physical functioning (Romano et al., 2009). Other studies have found no increase in 

fatigue (Romano et al., 2009) and decreases in disability, although there was continued 

activity limitation (Band et al., 2016). There does, however, appear to be some agreement 

that solicitous responses increase pain experiences and behaviours (Band et al., 2015; 

Romano et al., 2009; Schmaling et al., 2000, 2020). It is thought that solicitous responses 

inadvertently reinforce illness behaviours (Schmaling et al., 2000) and the ‘sick role’ and as a 

result may negatively impact upon CBT outcomes (Verspaandonk et al., 2015). The impact of 

solicitous responses may be moderated by relationship satisfaction (see also 2.3.1.1.), with 

the impact of such a response being found to increase with relationship satisfaction 

(Schmaling et al., 2000). The differences in outcomes between these studies may be the 

result of their methodology. These studies, although looking at similar phenomenon, used 

differing methods, inclusion and exclusion criteria, participant numbers and measures.  Two 

studies (Schmaling et al., 2020; Verspaandonk et al., 2015) considered long term outcomes, 

whereas the others did not, meaning that they could only offer a snapshot of the 

relationship and the impacts of such responses. Such differing methodology leads to varying 

outcomes and makes it difficult to make direct comparisons across studies.  

 

Aversive Responses. The impact of aversive or negative responses (threats, refusal 

of requests, expressions of disapproval or displeasure) are also contested. Romano et al. 

(2009) appeared to indicate that negative responses lead to better physical functioning and 

fewer observed illness/pain behaviours, whereas other studies have indicated that these 

types of responses lead to an increase in symptom severity (Band et al. 2016; Milrad et al., 

2019; Schmaling et al., 2020) and worse physical functioning (Schmaling et al 2020).  These 

variable study findings may be due to differing outcomes being studied and also similar 

variables being operationalised and measured differently. Most authors, however, agreed 
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that aversive and negative responses lead to poorer mental health and psychological 

adjustment (Band et al., 2015; Romano et al 2009; Schmaling et al 2020), which may impact 

upon physical health, coping behaviours and intervention outcomes (Bentall et al., 2002).  

 

A specific negative response, minimisation of the condition, and its impacts have 

been reported. Band et al (2015) and Heijmans et al. (1999) suggest that minimisation leads 

to decreased support, poorer social functioning, poorer vitality and poorer experiencer 

psychological adjustment. Symptom minimisation may be perceived as delegitimising the 

condition, leading to the experiencer feeling unheard, unsupported, untrusted and blamed 

(Dickson et al., 2007; Heijmans et al., 1999). Such negative feelings may ultimately impact 

upon symptom experience and management. 

 

2.3.1.3. Intervention Outcomes. Relationships and interactions with partners are 

also found to have an impact upon ME/CFS intervention outcomes. Research in this area has 

mainly focused upon dissatisfied relationships (see 2.3.1.1.) and solicitous responses (see 

2.3.1.2.). Studies have suggested that those in dissatisfied relationships show worse 

outcomes post interventions than those in satisfied relationships (Braamse et al., 2020; 

Verspaandonk et al., 2015), however, a recent study suggests that this may only be the case 

for female experiencers and not male (Braamse et al., 2020). Verspaandonk et al. (2015) 

postulated that this poorer outcome was because experiencers were less able to engage in 

CBT as their energy was being spent on relationship issues and not on the intervention. 

Comparison across these studies is partially possible as they did both use the same protocol 

for CBT treatment and use the majority of the same measurement scales (fatigue severity, 

functional impairment, marital satisfaction, attributions and family responses). However, 

analytic processes and purposes were not equivalent and may explain why Braamse et al. 

(2020) identified a gender difference.  
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When focusing on solicitous relationships, Verspaandonk et al. (2015) indicated that 

this type of relationship may be detrimental to CBT outcomes. In this study solicitous 

responses were connected to fatigue severity, functional impairment and poorer 

improvement. The authors indicated that whilst support for the experiencer is important, 

solicitous responses make engagement in CBT difficult as they go against the underlining 

principles of “autonomous active behaviour” (p. 6). Band et al. (2015) indicated that it is 

important to include partners in interventions so that any beliefs/ attributions (see 2.3.2.3.) 

held by partners that undermine the intervention can be identified.  

 

In a final finding from the literature in this area, Braamse et al. (2020) found that the 

fatigue levels of female carers may have a detrimental impact on ME/CFS intervention 

outcomes but not male carers. They have postulated that this may be due to female carers 

being more involved in the experiencer’s daily life and therefore having a greater influence 

on treatment outcome. Confirmatory replication and extension of this research is needed 

for findings to be used to inform systemic therapy and interventions. 

 

As it has been established that the quality of the relationship and partner responses 

affect outcomes of ME/CFS, it seems important to include the couple when focusing on 

adaptation to ME/CFS.  

 

The following sections now moves on to focus on the literature on individual and 

couple adaptation. 
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2.3.2. Individual Adaptations to ME/CFS  

 

The literature on adaptation has primarily focused on the individual experiencer and 

has considered factors such as phases of adaptation, responses to adaptation, 

attributions/understanding, coping styles, acceptance and reconciliation. Each of these are 

discussed below. 

 

2.3.2.1. Phases of Adaptation. A number of researchers have explained adaptation 

by using the notion of phases (Edwards et al., 2007; Fennell, 1995; Whitehead, 2006a, 

2006b). Although their characteristics of ‘phase’ have varied, fundamentally, there is 

agreement that the experiencer negotiates a number of transitions (phases) while adapting 

to life with their condition, hence phase theories have much in common with theories of 

grief (e.g. Kubler Ross, 1969; Murray Parkes, 1998; Stroebe & Schut, 1999).  

 

A conceptual paper by Fennell (1995) suggests that there are four phases of 

adaptation: crisis, stabilisation, resolution and integration. The crisis phase describes the 

onset of symptoms, accompanied by confusion about the causes. The stabilisation phase 

suggests a plateau in symptoms, a potential diagnosis being offered but confusion remaining 

around causes and interventions. This phase also suggests there may be pressure (individual, 

familial and societal) to maintain previous levels of functioning and tension or dissonance 

when this is not possible. The resolution phase acknowledges grief because changes need to 

be made, possible adoption of the sick role and the occurrence of relapses. Finally, in the 

integration phase the individual identifies new norms for living and gains greater control 

over their lives. In essence they begin to learn to live with/accept the condition (see 

2.3.2.5.). Fennell’s phase model (1995) allows for backward and forward movement 
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amongst the phases dependent upon health (relapses) and life circumstances, meaning that 

the process is not linear (Jason et al., 2003).  

 

Progression is also not time dependent or the same between experiencers (Fennell, 

1995; Jason et al., 2000). Despite Fennell’s model being theoretical and the basis for it being 

unclear in the paper, it has received partial support from subsequent empirical studies 

(Jason et al., 1999, 2000; Reynolds et al., 2009) which have also found that symptom 

severity, functional impairment and coping style all vary across the phases, representing 

changes in how the experiencer views and manages the condition.  

 

The other phase theory explanations also acknowledge periods of crisis, instability 

and impairment following the onset of the condition.  Subsequent phases involve the person 

beginning to understand the impacts and grieve for the changes these bring. In later phases, 

the individual begins to learn to live with the condition in terms of altered coping, 

reconciliation (Whitehead, 2006b), practical adaptations (Edwards et al., 2007) and identity 

changes/integration (Whitehead, 2006b).  

 

The literature to date has not proposed definite strategies to optimise the 

transitions between phases, prompting one of the research questions for this study.     

However, Edwards et al. (2007) identified factors that may aid transition between phases, 

namely support, knowledge and acceptance (see 2.3.2.3 and 2.3.2.5.).  More important, 

phase theories have not been applied to the more complex couple dynamic. Whilst it seems 

intuitive that partners may experience similar responses or phases, this idea became a 

definite focus for this research.  
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2.3.2.2. Identity transitions. Based upon qualitative data from semi structured 

interviews conducted with nineteen participants, Travers and Lawler (2008) suggest that 

adjustment to ME/CFS may be in the form of two types of responses (guardian and 

reconstructing) adopted following threats to self and identity. The guardian response is one 

of self-protection in which the experiencer uses strategies to retrieve or re-establish the 

existing self within the constraints of ME/CFS. Whilst some adaptation may have been made 

in this response, the goal of the guardian response is to maintain the existing self. Once four 

conditions have been met the reconstructing response can be employed. These are progress 

in grief work, cognitive realisation, diminished defensiveness and space for self-reflection. 

The reconstructing response, then, is focused on redefining the self and improving quality of 

life. This is done through changes in expectations and “seeking new sources of fulfilment” 

(Travers & Lawler, 2008. p. 322). Based upon their analysis of their participants stories, 

Travers and Lawler (2008) suggest that there is no end point to this latter response due to 

the fluctuating nature of ME/CFS. 

 

  At present this appears to be the only study that addresses these types of 

responses, therefore further research is required to validate these and their applicability to 

the field. However, it is possible to see overlaps between this and phase theories (see 

2.3.2.1.) and it may be that these responses are pertinent to the movement between 

phases.  

 

2.3.2.3. Attributions/ Couple’s Understanding of ME/CFS. From the literature, a 

number of attributions appear relevant to this study, including: illness cause (or condition 

cause to remain consistent with terminology adopted), controllability, seriousness and 

chronicity.  
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Overall, the majority of experiencers and partners tend to attribute ME/CFS to a 

physical/ biological cause instead of a psychological one (Butler et al., 2001; DeGucht et al., 

2016; Taillefer et al., 2003). Whilst the impact of these attributions is debated (Butler et al., 

2001; Heijmans, 1998; Moss-Morris, 2005), it is suggested that physical attributions are 

linked to worse physical outcomes (Taillefer et al., 2002), poorer adaptation and adjustment 

(Vercoulen et al., 1996; Wilson et al., 1994) and poorer outcomes within therapy (Bentall et 

al., 2002).  

 

Attributions of control are also considered to be important with regards to 

adaptation. Those who see life and the condition as uncontrollable have worse outcomes 

than those who believe the opposite (Heijmans, 1998; White et al., 2006). Attributions that 

affect perception of control such as attributions of the seriousness of the condition and the 

chronicity of the condition also negatively impact upon adaptation and outcomes (Heijmans, 

1998; Moss-Morris et al., 1996; Moss-Morris & Chalder, 2003). Consistent with 

contemporary understanding, the literature makes connections between condition 

attributions and coping styles (see 2.3.2.4. Moss-Morris et al., 1996; Heijmans, 1998). 

  

Linking these findings to the area of couple adaptation, it has been identified that 

the attributions the partner holds can impact upon the experiencer’s attributions, health 

related behaviours and management (Brooks et al., 2014; Heijmans et al., 1999). They also 

impact on how the partner responds to the experiencer (see 2.3.1.2.) (Brooks et al., 2012) 

and the support they are willing to offer to them (White et al., 2006). Couples may hold 

discordant attributions (Heijmans et al., 1999; Milrad et al., 2019), which can lead to a lack 

of support and conflict over the meaning of symptoms and how best to manage them 

(Dickson et al., 2007).  

 



 43 

Issues exist in comparing and combining such studies due to the differences in 

methodology (thirteen quantitative studies, two qualitative, one mixed methods and one 

conceptual) and measures. Specifically, the sample included in each study varied widely with 

some directly comparing experiencers and partners attributions, some making no 

comparisons and others comparing the attributions of experiencers of ME/CFS with the 

attributions of experiencers of other long-term conditions such as muscular sclerosis and 

rheumatoid arthritis. This makes it difficult to offer direct comparison amongst the results.  

 

2.3.2.4. Coping Styles. A further area of consideration is that of coping styles (as 

opposed to coping strategies). Coping strategies are actions or techniques (Cronqvist et al., 

1997) that are put in to play in order to cope and they result from the overall coping style 

that the individual holds. Coping styles, on the other hand, are seen as an overall disposition 

(Heszen- Niejodek, 2006) or overall ways of responding across a variety of situations (Olff et 

al., 1993).  

 

Coping styles have been suggested as an important factor in speed of adaptation (or 

lack of) and psychological wellbeing (Ax et al., 2001; Brown et al., 2010) within ME/CFS. 

However, trying to synthesise relevant studies on coping is complex because studies often 

look at different styles of coping, use different methodologies (twelve quantitative and two 

qualitative) and have produced different outcomes.  

 

Seminal studies from the 1980/90s focused largely upon problem focused coping 

(strategies focused on changing or moderating a stressor) vs. emotion focused coping 

(strategies that focus on moderating or removing negative emotional reactions to a stressor) 

(e.g. Folkman & Lazarus, 1980). This early literature seems unclear about which of the two 

styles is used more by ME/CFS experiencers (Blakely, 1991; Lewis et al., 1994), if either 
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(Krzeczkowska et al., 2015; McInnis et al., 2014). Further literature appears to suggest that 

problem focused coping is positively correlated with mental health (Heijmans et al., 1998) 

and positively correlated with a greater sense of control (Heijmans et al., 1998), which aid 

adaptation.  

 

Later studies focused upon maladaptive, adaptive and accommodative coping. 

Adaptive coping styles employ strategies such as acceptance (see 2.3.2.5.) positive 

reframing, planning, and self-distraction (Brown et al., 2010; Krzeczkowska et al., 2015), 

whereas maladaptive coping styles include strategies such as escape/avoidance and 

confrontation. Studies suggest that those with ME/CFS use more maladaptive styles (Nater 

et al., 2012; Tuck & Wallace, 2000) and that this may contribute to the perception of 

disability and the experience of depression (Ax et al., 2001). However, Nater et al. (2012) 

and Lazarus (1993) argue that coping styles may not inherently be adaptive or maladaptive 

but may depend upon the individual’s circumstances, goals and expectations and their 

frequency of use in everyday life.  Therefore, the coping style used and their effectiveness 

vary depending upon the individual, suggesting that interventions need to be personalised. 

 

Poppe et al. (2012) explain accommodative coping as the acceptance of events and 

situations (see 2.3.2.5.) and subsequent letting go of unobtainable goals to adopt more 

achievable and realistic goals that accommodate the condition. Poppe et al. (2012) found 

that this kind of coping improved mental health quality of life but not necessarily physical 

health quality of life. Given this focus on mental wellbeing, further work is required to 

understand how accommodative coping affects overall adaptation to the condition.  

 

Coping styles may vary according to ethnicity (i.e. the difference in the use of coping 

strategies such as denial and religion between African Americans, Latinos and European 
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Americans- Njoku et al., 2005), phase of the condition (i.e. the change in use of adaptive 

coping styles across the crisis, stabilisation and resolution phases of the condition-  Jason et 

al., 2000) and may differ depending upon the type of caring relationship i.e. parental or 

intimate (with problem focused caring being used more frequently by mother carers than 

spouse carers- Ax, 1999). Incongruent coping styles may lead to psychological distress, 

whereas congruent coping styles are beneficial for both parts of the couple and have 

positive outcomes in terms of adaptation (as referred to by Ax et al., 2002).  

 

2.3.2.5. Acceptance. The concept of acceptance suggests that the experiencer (and 

partner) is coming to terms with the condition and are taking steps to accommodate it. 

Acceptance may include a re-evaluation and adjustment of goals, values and priorities 

(Dickson et al., 2008) and may also include the creation and integration of a new or adapted 

identity (Dickson et al., 2008). Acceptance can help restore a sense of personal control, self-

esteem and self- worth (Dickson et al., 2008).  

 

Studies suggest that acceptance may increase psychological wellbeing and 

emotional stability whilst reducing the distress, fatigue and functional impairment 

(VanDamme et al., 2006) brought about by ME/CFS. Acceptance is also reported to be a 

significant predictor of work and social adjustment (Brooks et al., 2011). Acceptance 

however is a “slow and painful process” (Dickson et al., 2008 p. 470). Experiencers and 

partners may also begin to accept the condition at differing times which can cause conflicts 

within the relationship (see 2.3.1.1.). Non acceptance is also common amongst experiencers 

and their families and can lead to the breakdown of relationships (Goodwin, 1997). 

Conversely, acceptance has been found to help maintain the relationship (Ax et al., 2002). 

Opinions, however, are not unanimous as to the benefits of acceptance. Overall acceptance 

has been highlighted as important in managing the condition and researchers have 
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advocated for it to be directly addressed in interventions (Brooks et al., 2011; VanDamme et 

al., 2006). Within some studies, however, it has been questioned whether complete 

acceptance may have detrimental impacts, as continuing to fight against the limitations of 

the condition is also seen as important (Edwards et al., 2007; Jason et al., 2003).  

 

Whilst the studies referred to in this section seem complementary, differences were 

evident in how acceptance was defined and operationalised and many different outcome 

measures were investigated. Interestingly, however, a greater proportion of qualitative 

studies were evident in this theme than there have been in previous thematic findings of 

this literature review. This may perhaps indicate that the individual and personal experience 

of, and journey towards, acceptance may be better explored via qualitative methods.   

 

2.3.2.6 Reconciliation. Whilst acceptance has been an area for focus within the 

ME/CFS literature, the concept of reconciliation is lacking both within the ME/CFS literature 

and within the long-term condition literature overall.  In Social Psychology, the notion of 

reconciliation is usually linked to conflict resolution. Nevertheless, three ME/CFS studies 

(Asbring, 2001; Larun & Malterud, 2007; Whitehead, 2006b) have referred to reconciliation.  

However, the term is used in passing, without definition or explanation but in reference to 

identity change and transition.  

 

Both Whitehead (2006b) and Asbring (2001) recognised reconciliation as a process 

and identified that there are varying levels of reconciliation that are not necessarily 

dependent upon passage of time. Larun and Malterud (2007) have further suggested that 

knowledge may be an important factor within the reconciliation process. Within these 

papers, however, the focus is upon experiencer reconciliation and there is no consideration 

of the processes involved in couple reconciliation.  
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The preceding sections have mostly considered research with individuals. The next 

section reviews the small body of research that considers couple adaptation.  

 

2.3.3. Couple Adaptation to ME/CFS 

 

The aim of this study is to address how the couple adapts as a unit but at the time of 

writing, only three studies were identified that focused specifically on how couples adapt to 

ME/CFS: one quantitative, one mixed methods design and one conceptual.  

 

Goodwin (2000) conducted a quantitative study of couple’s perceptions of ME/CFS, 

their correlations with symptom change and impacts on the marital relationship.  This study 

involved 131 wives and their spouses residing in the US and identified several areas of 

relevance to couple adaptation. Firstly, experiencers and partners have “discrepant realities” 

(Goodwin 2000, p. 360) with regards to ME/CFS both in terms of symptoms and the journey. 

The study suggested that couples may not share the same understanding of problematic 

symptoms, with experiencers recognising the impact of internal symptoms and partners 

recognising the impacts of externally identifiable symptoms. This may suggest that their 

focus for adaptation may differ. Goodwin (2000) also suggests that experiencers and 

partners are often at “differing points on the illness trajectory” (p.360).  This unfortunately 

means there is a “crucial period of time where the experience is little understood by the 

partner” (Goodwin, 2000, p. 360), meaning the experiencer is on their own with their 

management of the condition. This lag, therefore, may affect how the couple adapt to the 

condition. 

 



 48 

Goodwin (2000) also identified that periods of particular symptom change/ 

transition (see 2.3.2.1. and 2.3.2.2.) place greater pressure on the relationship. It is during 

these times that couples report lower marital adjustment, more marital conflict (see 

2.3.1.1.) and issues with empathy and support. It is also during these times that the need for 

adaptation will be greatest, which may be problematic as increased conflict within the 

relationship may impact on how the couple work together to find mutually beneficial 

adaptations.  

 

In addition, in her paper, Goodwin (2000) applies family systems theory to ME/CFS 

adaptation. Whilst this theory typically encompasses the whole extended family, this study 

specifically considered how the theory applies to the couple. Goodwin identified that the 

couple is a system that adapts or changes to maintain stability in response to new 

information (i.e. the introduction of ME/CFS). The system can make first and second order 

changes.  In first order changes, parts of the system undergo changes, but the system overall 

remains unchanged and in second order change the whole system is changed. Goodwin 

suggested that first order changes may help with short term symptom management of 

ME/CFS but that they may also lead to conflict and decreased marital satisfaction as energy 

is diverted to the experiencer alone. Second order changes, however, are those that offer 

equal support for both parts of the couple and are required for longer term optimal 

adaptation. 

 

  Goodwin (2000) appears to argue that to negotiate a smoother transition and easier 

adaptation to ME/CFS it may be beneficial for couples to understand their discrepant 

realities, the types of changes being made and to be aware of times of particular symptom 

change.  
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There are several limitations to generalising this study. Firstly, the study is 

quantitative in nature and as such the voices of the participants are lost and along with them 

the subtle nuances and processes involved in complex relationships and relationship 

changes. The sample consisted of heterosexual couples who were predominantly Caucasian, 

and all the experiencers were female.  

 

In a mixed method study of positive reframing, Lingard and Court (2014) 

investigated couple adaption and found that not only can a couple come to manage ME/CFS, 

but that they may also identify positives from their experiences (“silver lining” Lingard & 

Court 2014, p. 304.). Through conducting The Silver Lining Questionnaire for Couples with 

fifteen couples and through conducting semi structured interviews with five of the couples 

who reported positivity about the influence of ME/CFS upon their couple relationship, the 

authors identified that couples were able to gain positives and strengthen their relationships 

through nine factors. These were: ‘Spiritual gains’; ‘greater couple resilience’; ‘greater 

fondness and admiration for one another’; ‘increased appreciation of the couple 

relationship’; ‘reappraisal of the relationship’; ‘discovering new couple relationship 

strengths’; ‘more sensitivity to the emotions of self and partner’; ‘confrontation of current 

concerns’ and ‘self-improvement’ (see links with 2.1.3. and see 5.2.4.2.).  

 

Couples were also found to adjust their hobbies or start new hobbies to include 

partners. The authors concluded that relationships were an important area for focus within 

interventions and that “couples would benefit by prioritizing their relationship, spirituality, 

and enjoyable leisure activities” (Lingard & Court, 2014, p. 308). This study went beyond 

management to identify positive adaptation and outcomes. By identifying areas that help 

promote positive adaptation and the strengthening of a relationship, it has offered an 

important focus for interventions.  
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As with any study, this one has strengths and limitations. The positive being that the 

study included a qualitative element that allowed for open dialogue and discussion of the 

important factors. However, given that interviewed couples were picked for their positivity 

about the influence of ME/CFS upon their couple relationship, it is unclear whether their 

responses were representative of the whole population of interest. Further limitations were 

that the reliability of the adapted quantitative measures had not been confirmed and the 

sample contained more male experiencers than in the general ME/CFS population (60% 

sample compared to 20% general ME/CFS population). Without repeating the study with 

other populations and using differing measures it is unclear what the impact of this may be.  

 

Finally, Blazquez and Alegre (2013) offered a conceptual paper that was based upon 

life cycle models, which included anecdotal stories from therapy. They consider the 

application of such a model for both the family and the partner.  Blazquez and Alegre 

considered changes that occur within the family system because of ME/CFS and identified 

how couples may experience difficulty in accommodation or adaptation. These authors 

utilised the familial tasks and adaptations associated with different life stages to consider 

how ME/CFS may disrupt the family as it navigates these life stages and how ME/CFS 

impacts on the development of those within the system. Finally, having drawn on work by 

Rolland (1984), they bring to attention the potential need for varying types of familial 

organisation dependent upon periods of improvement and exacerbation of symptoms. 

 
 

Blazquez and Alegre (2013) highlight the importance of considering the whole family 

in interventions and identify the importance of supporting all members to achieve their 

goals at their respective life stages. They have not, however, offered any specific 

information as to how and why some couples transition between the stages successfully and 
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others do not, or what may be required to support successful transition. They have also 

offered anecdotal evidence for their conceptual understanding of transitions, however, no 

context was provided as to how these were obtained. This makes it difficult for the reader to 

place these anecdotes in a context and difficult to understand whether the information can 

therefore be applied to other settings. 

 

The literature, overall, then suggests that the couple is important within the adaptation 

journey and that both members of the couple must adapt. It suggests that there may be 

stages to adaptation and that individual and family life stages may be important within this 

journey. Elements such as attributions/understanding, coping styles, acceptance and the 

identification of positives may also be important in this adaptation process. 

 

2.4 Rationale and Aim for the Present Study 

 

Chapters 1 and 2 demonstrate that ME/CFS is a complex condition that has profound 

impacts upon the experiencer and their relationships. This review has also highlighted the 

importance of the relationship in the management of, and adaptation to, ME/CFS.  However, 

few empirical studies exist, and those that do, have limitations, which leaves professionals 

with a lack of, or limited guidance on the factors to consider and how best to work with 

couples navigating the changes that ME/CFS brings. This study then, proposes to add to the 

literature on couple adaptation to ME/CFS, both by exploring their journeys and exploring 

factors that influence their adaptation. By using Grounded Theory, the study also aims to 

develop a tentative theory to inform professional practice. 

 

This critical literature review identified the role of the couple within the management of 

ME/CFS and identified that despite this, little is known about the couple’s adaptation 
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process. It has also identified the factors important in individual adaptation, however it is 

unknown whether these factors affect couple adjustment in the same manner. The paucity 

of research and the current gaps in knowledge confirmed the need to explore the research 

questions formulated after the initial brief literature search.  

 

• What significant changes have couples experienced as a result of ME/CFS? 

• How have couples managed or adapted to these changes? 

• What factors have helped or hindered in this adaptation process? 

 

 

2.5 Chapter Summary 

 

This chapter has introduced the reader to the methodology for the literature search 

and the studies that resulted from this process. The chapter has established the importance 

of the couple within ME/CFS, discussed individual adaptations to ME/CFS and discussed the 

limited research into couple adaptation to the condition. 

 

The following chapter presents the methodology and method used to address the 

identified research questions. 
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3. Methodology, Methods and Materials 

 

This chapter presents the rationale and justification for the methodology, methods 

and materials used within this research and discusses how they are applied within the study.   

 

3.1. Methodology Decisions- Qualitative and Grounded Theory 

 

This first section begins with a justification of the selected qualitative approach. 

 

3.1.1 Quantitative vs. Qualitative 

 

Quantitative methodology draws upon realist or objectivist ontology and positivist 

epistemology, which suggests that there is one true reality that can be deduced through 

scientific means by an unbiased observer (Barnham, 2015; Charmaz, 2014; Crotty, 1998; 

Levers, 2013; Yilmaz, 2013). Post-positivism, however, has moved away from this standpoint 

by acknowledging the limits of objective observation and the potential for researcher bias, 

however this epistemology still believes in an objective reality that can be observed. 

Quantitative methods typically use a deductive approach to identify cause and effect 

(Campbell & Roden, 2010), to verify theory and to establish generalisations and predictions 

(Charmaz, 2014) across contexts (Charmaz, 2008; Gray 2014).  Quantitative methods 

typically also tend to ask “truth-seeking” questions rather than “perspective- or opinion- 

seeking” questions (Gray, 2014, p. 128) and present outcomes in a statistical manner 

(Yilmaz, 2013).  

 

Qualitative methodologies, on the other hand, tend to focus on there being a 

multitude of realities and experiences (relativist and subjectivist ontology) and focus on how 
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these are interpreted or constructed (interpretivist, constructivist epistemology, Yilmaz, 

2013). Qualitative methodology often looks to gain a deep and personal overview of a 

phenomena (Corbin & Strauss, 2015; Yilmaz, 2013), focusing on motivations, emotions and 

interpersonal interactions (Charmaz, 1995). Qualitative methods also often, though not 

always, adopt inductive logic, that is they are looking to discover or create new 

understandings (Corbin & Strauss, 2015; Strauss & Corbin, 1990; Yilmaz 2013), meaning they 

can be used when little is known about the topic and they report outcomes using 

participant’s voices and stories (Flick 2009; Yilmaz, 2013). 

 

Given the nature of this study and the current knowledge in the area, a qualitative 

methodology was chosen. Firstly, there is a paucity of research in this area (see 2.3.3.) 

making some quantitative approaches and methodology difficult to apply as there are no 

theories to verify.  Secondly, the aims of the study would be best addressed with an in-depth 

exploration and demonstration of couples’ personal experiences of adjustment. It was felt 

that not only would quantitative methodology be less appropriate to understanding the 

individual, social and cultural processes involved in ME/CFS (Charmaz, 2014; Gray, 2014; 

Yilmaz, 2013) but its use of statistical tests and reporting would likely also lead to a loss of 

valuable information (and voice) (Yilmaz, 2013). Qualitative methodology offered a way of 

completing an in-depth exploration of couple adjustment and for reporting outcomes using 

participant’s voices and stories (Flick 2009; Yilmaz, 2013).  

 

Qualitative methodologies are, however, not without their issues and critics. Often 

these kinds of methods are criticised as being unscientific, unsystematic and non-rigorous 

(Charmaz, 2014; Glaser & Strauss, 1999) and inferior to quantitative studies (Bryant & 

Charmaz, 2007). These criticisms will be addressed by using Grounded Theory methodology 

(see 3.1.3).  
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3.1.2 Types of Qualitative Methodology  

 

Following the decision to use a qualitative methodology, specific methodologies 

were considered, these included case study, ethnography, narrative research, 

phenomenology and grounded theory (Creswell & Poth, 2018).  

 

Whilst case study would provide the kind of in-depth information sought about 

ME/CFS adaptation (Atkinson & Hammersley, 2004), this would not offer a sufficient basis 

for tentative theorising.  

 

Ethnography most often relies on observations of individuals and groups and this 

was felt to be an unethical invasion of the couple’s privacy (see 3.2.1.4. and 3.2.3.) and likely 

to alter the couple dynamics under investigation (Campbell & Roden, 2010).  

 

Narrative research would offer insights as to how participants discuss adaptations to 

ME/CFS (Gray, 2014) but was felt less likely to illuminate the cognitive and societal factors 

and the power dynamics underlying these narratives (Willig, 2006).  

 

Phenomenology was appealing, as it explores the essence of lived experiences and 

seeks to reveal taken for granted or concealed meanings (Campbell & Roden, 2010).  

Although it would be likely to provide the depth of information sought, this approach was 

eventually rejected in favour of Grounded Theory (GT).  GT offered a more structured 

method of managing the volume of information anticipated and for enabling comparisons 

between participant accounts and was more compatible with the intention to generate a 

tentative theory.    
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3.1.3 What is GT and why is it appropriate? 

 

Grounded Theory is a qualitative methodology that evolved in response to the criticisms 

identified above (see 3.1.1). In their text ‘The Discovery of Grounded Theory’, Glaser and 

Strauss (1967) “explicated a rigorous set of inductively driven research strategies designed 

to proceed systematically from observations to theory to describe and conceptualise 

people’s views, actions and life experiences in the context in which they are lived” (Tweed & 

Charmaz, 2012, p. 131. See 3.6. for discussion of these strategies). GT, therefore, is not 

looking just to understand an experience but also to create a theory of that situation or 

experience and is particularly useful in forming theory on topics that are complex and 

influenced by norms and interpersonal systems (Levitt 2021). This made it a particularly 

appropriate methodology to explore the complex interactions and adaptations in ME/CFS 

and to create a theory with potential real-world influence. These potential influences were: 

1. It could inform how counselling psychologists and allied professionals view ME/CFS 

and its impacts on relationship dynamics.  

2. It could inform the way professionals work with individuals and couples with ME/CFS, 

which is particularly important given the current criticisms of, and limitations in 

interventions being offered due to the current political climate of austerity (see 1.2.2. 

and 1.2.4.2.). 

This potential to inform the ME/CFS field made GT a particularly attractive methodology for 

this study given the personal and professional background of the researcher.  

 

GT has evolved over time, largely due to disagreements amongst proponents. A 

detailed discussion of the differing branches of GT is beyond the scope of this research, 

however the three main branches will be briefly outlined here to justify the GT methodology 

used within this study. 
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3.1.4 Types of Grounded Theory 

 

Original GT was the work of Glaser and Strass (1967), however in later years this 

branch of GT has become synonymous with Glaser alone (e.g. Glaser, 1998; Glaser, 2001). 

Whilst the original work of Glaser and Strauss (1967) avoided entering the epistemological 

and ontological debates of the day (Charmaz, 2009), it has become linked to realism, 

objectivism and positivism (Bryant & Charmaz, 2007; Levers, 2013; Urquhart, 2013). This 

branch of GT suggests that there is a single reality external to the person (Levers, 2013) 

which can be objectively observed by a neutral observer (Charmaz, 2008). Original GT seeks 

a general explanation that is abstracted from the research site and process (Charmaz, 2008), 

meaning that the influence of the social, historical and situational context of the research is 

not considered (Charmaz, 2017).  

 

The interpretivist branch of GT (Corbin & Strauss, 2015) moved towards a relativist 

ontology (Levers, 2013), in that it recognises there are multiple valid versions of reality, 

(Charmaz & Thornberg, 2020; Corbin & Strauss, 2008) and to a subjectivist/ 

interpretivist/pragmatic epistemology (Corbin & Strauss, 2015; Levers, 2013), acknowledging 

that perspectives of reality arise, and are created, through action and interaction between 

people (Charmaz, 2016b). It recognises that human beings act towards situations based on 

their meanings (Charmaz, 2016b) and that these are based on the individual’s experiences 

and background (Corbin & Strauss, 2015; see also Elder Jr et al., 2003. For further 

information see discussions on symbolic interactionism). Data analysis and theory 

generation are, therefore, interpretations, and not neutral observations as suggested by 

Glaser. 
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Constructivist grounded theory (Charmaz, 2000, 2006, 2014) also adopts a relativist 

ontology (Levitt, 2021; Mills et al., 2006) but it takes a constructivist epistemological stance 

(Levers, 2013) which suggests that knowledge is socially constructed (Charmaz, 2009) and 

not interpreted. Hence data collection, analysis and theory generation (Charmaz, 2009) are 

mutually constructed between the researcher and the research participants (Levers, 2013), 

through their interaction (Charmaz, 2009) and is a result of current perspectives, values, 

social constructions and power relationships (Charmaz, 2008, 2009; see also Elder Jr et al., 

2003). This branch of GT seeks to ensure that analysis preserves images of the experiences 

and stories of the participant’s, which helps to ensure that the voices of the research 

participants are heard.  

 

The first two branches of GT did not align (or fully align) with the researcher’s 

epistemological and ontological positions (see 1.2.4.1.) and so were not adopted. 

Specifically, original GT was discounted as it is inappropriate to detach any resulting theories 

from interpersonal and social contexts as these are vital to understanding how individuals 

and couples experience ME/CFS. Interpretivist GT was not adopted as it was felt that 

researcher does more than just interpret the participants reality, they are part of that reality 

and so are co-constructors. Constructivist GT, therefore, was adopted as it aligned well with 

researcher epistemological and ontological positionality and was felt to be the best 

methodology for in depth exploration of the couple’s private and societal experiences of the 

condition. The Constructivism element also allowed for consideration of how the couple 

came to construct and reconstruct meanings and experiences of the condition. 
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3.1.5. Links to Underlying Frameworks 

 

Given that Constructivist GT was chosen, it was important that the underlying 

framework for this study aligned with this. As discussed in 1.2.5. the life course development 

(LCD) theory of Elder Jr. et al. (2003) was chosen for its explanation of human development 

and its recognition of societal influences, the latter of which aligns well with the 

constructivist element of the chosen branch of GT. Previous studies of couple adaptation, 

however, have adopted family system theory (see 2.3.3. Goodwin, 2000). Whilst this 

framework can explain the couple adaptation experience well, it cannot fully account for the 

social, societal and systemic aspects that are fundamental to the experience of ME/CFS. 

Therefore, it was felt that LCD theories better aligned themselves with both the research 

aims and the research methodology.  

 

Now that the decision trail for the methodology has been given, the following 

sections consider the types of methods and materials used in this investigation that resulted 

from the chosen methodology. 

 

3.2 Methods  

 

This section reflects on the design of the study. It begins by discussing ethics and 

rigour and then moves on to consider data collection methods.  

 

3.2.1. Ethical Considerations 

 

Ethical considerations were central to the design and implementation of this study.   

These were informed by ethical principles and guidance provided by the British 
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Psychological Society (BPS) (BPS Code of Ethics, 2018, BPS Code of Human Research Ethics, 

2014), the Health and Care Professionals Council (HCPC) (2016) and the four-principle 

approach to health care ethics by Beauchamp and Childress (1979).   

  

3.2.1.1 Informed Choices, Informed Consent and Debrief. For potential participants 

to make informed choices about their involvement, they received both verbal and written 

information at their support groups and prior to interview (see Appendix G). The 

information sheet provided details about the purpose and procedures of the study; the 

benefits and risks of taking part; confidentiality and anonymity and the right to withdraw 

(BPS Code of Human Research Ethics, 2014; Economic and Social Research Council, 2015; 

Webster et al., 2014). These information sheets were written in an appropriate, accessible 

style. All participants were also given a consent form that they were asked to sign and date 

indicating their willingness to participate and their understanding of the procedures (see 

Appendix H) (BPS Code of Human Research Ethics, 2014; BPS Code of Ethics, 2018). All 

participants were over the age of eighteen and were deemed to have capacity (BPS Code of 

Human Research Ethics, 2014). In line with guidance (BPS Code of Human Research Ethics, 

2014; BPS Code of Ethics, 2018) a debrief was offered, both in a written format (see 

Appendix I) and verbally. The debrief sheet gave information of what would happen moving 

forward and signposted participants to other relevant organisations for if adverse effects 

were felt (see section 3.2.1.4.). Verbal debriefs allowed time to disengage and helped the 

researcher to ensure the wellbeing of the participants (3.5.3.). 

 

3.2.1.2 Free form Coercion and Right to Withdraw. Participants were informed on 

numerous occasions (both written see Appendix G and H and verbally) that the research was 

voluntary and that they had the right to withdraw themselves and their data from the study 

(BPS Code of Human Research Ethics, 2014; BPS Code of Ethics, 2018). The design of the 
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study also attempted to ensure participants felt able to withdraw (Economic and Social 

Research Council, 2015) by minimising power dynamics and imbalances, both through the 

venues chosen and through the demeanour and approach of the researcher. 

 

3.2.1.3. Confidentiality and Anonymity. The principles and laws of confidentiality 

and anonymity were incorporated into the research design (BPS Code of Human Research 

Ethics, 2014; Data Protection Act, 1998; GDPR, 2018; HCPC, 2016). To ensure confidentiality, 

interviews were recorded on to a password protected Dictaphone and the audio files 

deleted once transcriptions were completed. Typed data was kept on a password protected 

laptop and this, along with the Dictaphone, was kept in a locked filing cabinet, inside a 

locked cupboard. Any identifying information was removed or amended to protect the 

identity of the participants. This included names, jobs and specific regional colloquialisms.  

The last two were specifically included as some of the jobs and dialects might have been 

identifiable to other support group members if they had read the final report, therefore, 

compromising anonymity. Participants were informed of confidentiality and anonymity in 

the participant information sheet (see Appendix G) and signed in agreeance on the consent 

form (see Appendix H). 

 

3.2.1.4. Harm, Risk and Safeguarding. This study was designed to minimise risk, 

distress and harm (BPS Code of Human Research Ethics, 2014; Webster et al., 2014). Venues 

were carefully chosen and interviews were time limited in order to minimize the physical 

impacts on the condition (see 3.5.3.). Feedback from potential participants on study design 

was also incorporated to reduce unintentional negative impacts upon the experiencer. The 

study was designed to minimize intrusion through choice of collection methods (see 3.2.3, 

BPS Code of Human Research Ethics, 2014; Webster et al., 2014) and through the design of 

the interview schedules (Levitt, 2021; Webster et al., 2014). 
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It was recognised that there could be an element of risk as discussing personal 

experiences and relationships can be emotive and distressing. For this reason, participant 

wellbeing was monitored throughout the interview and participants were aware they could 

pause or terminate the interview if they needed to (Gray, 2014). Whilst participants did 

sometimes become emotional, none indicated that they wished to terminate the interview 

and none of the participants indicated that their wellbeing had been negatively impacted 

during the debrief. To support longer term wellbeing of participants, the debrief sheet 

identified two organisations that could offer support (Gray, 2014; Webster et al., 2014; Yeo 

et al., 2014). Providing routes to support also helped manage and maintain the ethical 

boundary between a research interview and therapy (BPS Code of Ethics, 2018; Gray, 2014). 

 

Some experiencers could be classed as vulnerable adults as they might be physically 

and financially reliant upon others (see 1.1.1.) and so potential safeguarding issues were 

considered. Whilst confidentiality is an essential ethical consideration within all research, 

this needed to be balanced with the welfare of an individual. For this reason, it was 

explained from the outset (via participant information sheet, see Appendix G) that 

confidentiality could be breached if a safeguarding concern was raised (BPS Code of Human 

Research Ethics, 2014; BPS Practice Guidelines (3rd Ed), 2017) in order to help the individual 

access support. Participants were also informed that safeguarding issues would also be 

discussed with the supervisory team so that the best course of action could be identified. 

Whilst protocols were in place to manage safeguarding issues (see Appendix J), no such 

concerns were raised during interviews. 

 

3.2.1.5 Ethical Approvals. This study was approved by The Ethics Committee for the 

Faculty of Education Health and Wellbeing at the University of Wolverhampton (see 
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Confidential Appendix 1). Some minor modifications were made to the study over time (see 

3.3.1.1. and 3.5.1) and these were also approved after further ethical scrutiny.  

 

 

3.2.2 Quality/ Rigour Considerations 

 

Due to the multiplicity of qualitative research traditions and the diversity in their 

ontological and epistemological positions (see 3.1.4) (Charmaz & Thornberg 2020), there 

appears little consensus about an appropriate set of criteria to ensure quality and rigour 

(Corbin & Strauss, 2015). When designing this study two criteria were utilised: an overall 

qualitative criterion proposed by Lincoln and Guba (1985) and the criteria specific to 

constructivist GT (Charmaz 2006, 2014).  

 

The four criteria proposed by Lincoln and Guba (1985) were dependability, 

credibility, transferability and confirmability. Credibility was addressed by prolonged 

engagement (engagement with support groups prior to interviews) and persistent 

observation (continually returning to the data). Background information gathered about 

participants went some way to providing information to inform transferability of the findings 

for the reader (See 4.1). Dependability and confirmability were addressed by providing a 

clear audit trail within this chapter, throughout the analysis and by use of participant quotes 

in the findings chapter. A reflexive journal was also kept to help manage subjectivity (see 

5.5). Finally, peer review and supervision were also utilised to help ensure the rigour of the 

investigation and research process.  

 

In Constructivist GT, Charmaz (2006, 2014) indicated that the criteria for quality are 

credibility, originality (offering new insights), resonance (the model resonates with 
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participants and other’s experiences) and usefulness (forming a foundation for policy and 

practice). Most of these criteria are evidenced in other chapters, for example the literature 

review chapter (originality) and discussion chapter (resonance and usefulness), however, 

credibility will be considered here. Charmaz argues that credibility is about developing 

methodological self-consciousness (Charmaz, 2006, 2014); this involves managing 

subjectivity to identify where biases may enter the research process (Charmaz, 2017) by 

being clear why the topic (see 1.2.), the methodology (see 3.1.) and methods were chosen 

(see 3.2.3.) and how these fit in with the researcher stance and research objectives (see 3.1). 

There should also be clarity as to why and what type of GT is being used, the epistemological 

and ontological assumptions of the type, the links to the researcher position (see 3.1.4.), 

research process (see 3.2.3, 3.3, 3.4 and 3.6) and findings (Charmaz 2017). 

 

3.2.3 Decisions about Methods  

 

Several methods lend themselves to qualitative studies and this section considers 

why most of these methods were discounted and why interviews were used to gather data.  

 

Observational studies were discounted because of ethical concerns of undue 

invasion of private lives (Webster et al., 2014) and concerns that the presence of the 

researcher may also change the very behaviour being observed (McNaughten- Nicholls et al., 

2014). Observations are also very time consuming (Corbin & Strauss, 2015), which may have 

posed pragmatic issues. 

 

Focus groups were also discounted as it was felt to be too public a forum in which to 

discuss private/ intimate experiences of ME/CFS (Gill et al., 2008; Moser & Korstjens, 2018; 

Willig, 2006), especially given that continued relationships with other support group 
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members were required. Focus groups also have issue with respecting/ maintaining 

confidentiality (Gray 2014; Webster et al., 2014) and the security of data. Therefore, it was 

felt that more honest and in-depth information would be gathered in a more private and 

potentially less judgemental setting (Gray, 2014, Moser & Korstjens, 2018).  

 

Document review was also ruled out as a method as very few documents are 

available on couple adaptation to ME/CFS (see chapter 2). It is also likely that any 

documents available would lack the depth and richness (Morse & Niehaus, 2009) of 

information required for this study.  

 

The decision, therefore, was made that interviews (Charmaz, 2014) would be the 

most appropriate method for this research.  Interviews tend to be the most used method 

within grounded theory (Charmaz, 2008, 2014; Corbin & Strauss, 2015; Levitt, 2021; Willig, 

2006) and it was thought they would be a powerful tool for eliciting the depth of 

information required (Gill et al., 2008; Gray, 2014). Particularly, semi structured interviews 

were chosen as opposed to non-structured or structured. Whilst Corbin and Strauss (2015) 

indicate that unstructured interviews may be the most appropriate in GT, a semi structured 

interview was used as it allowed some consistency over the questions covered, whilst still 

allowing for participants to have control over how much information was disclosed (Webster 

et al., 2014). 

 

 3.3 Participants  

 

3.3.1 Sampling  
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3.3.1.1. Purposive Sampling, Inclusion and Exclusion Criteria. GT advises, and 

begins by using, purposive sampling as the participants have experience of the topic being 

investigated (Corbin & Strauss, 1998; Morse, 2007; Moser & Korstjens, 2018). The sample is 

chosen based upon an informed inclusion and exclusion criteria (Breckenridge & Jones, 

2009) and the criteria for this study are included below. To widen access to the study, some 

minor changes were made to the initial criteria and these have also been included within 

this section along with the rationales for these changes.   

 

Original Criteria 

• Couples will comprise one partner with a diagnosis of ME/ CFS and one individual 

defined as their intimate partner.  

• A diagnosis of ME/CFS must have been given by a medical professional.  

• Couples must have been together for more than twelve months prior to diagnosis 

and reside in the same house. This criterion was subject to change (see below). 

• Both individuals must be aged over 18 years.  

• Both individuals must have capacity to give informed consent. 

• Couples may be of any sexual orientation or point of gender transition. 

 

Exclusion criterion  

• Individuals experiencing relationship breakdown due to ME/CFS. This decision was made 

as these individuals make up a distinct sample population and could be included in 

future research (see 5.4.2.2.2.).  
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Adapted Criteria 

In order to widen access to the study some minor amendments were made to the 

recruitment criteria. All changes were approved by the Faculty of Education, Health and 

Wellbeing Ethics Committee.    

 

• Couples should ideally have been together for more than twelve months prior to 

diagnosis but must have been with their current partner for more than twelve 

months if not a couple prior to diagnosis. 

 

The word ideally was inserted into this inclusion criteria. The two main reasons for this 

change were 

1. Due to the length of the diagnosis process, some couples had been together for 

longer than a year before a diagnosis had been given but had actually begun their 

relationships after the onset of the condition.  

2. A number of those wanting to be involved had changed partners since their initial 

diagnosis but had been with their current partner for longer than a year. They felt 

that their data was relevant as they had still had to make adaptations that were 

specifically related to the condition. 

 

In collaboration with the supervisory team, it was felt that as long as the couple had been 

together more than a year, the data would still reflect adaptations to the condition. It was 

also felt that the interview schedule could help ensure that the data still focused on the 

adaptations to the condition specifically. 

 

• Couples should ideally reside in the same house or class themselves as cohabiting 
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This was included to capture the complexities of current relationships and cohabitation. 

Some potential participants reported having less traditional living arrangements but they 

reported that they still experienced the impacts that ME/CFS has on everyday life and, 

therefore, had experience of adaptation within their relationship. 

 

3.3.1.2. Recruitment Routes. Three potential channels for recruiting appropriate 

participants were identified:  the NHS, charitable organisations and support groups. The NHS 

route was ruled out, because it was felt that the investment in time in the NHS ethical 

approval and research governance processes would be disproportionate to the potential 

number of participants meeting the inclusion criteria. Accordingly, discussions were initiated 

with a local ME/CFS charity who initially wished to take part in the research, however, later 

withdrew their interest due to pressures arising from internal re-organisation and funding 

constraints.  

 

Discussions were then initiated with support groups, which were identified via the 

ME Association website. All support groups within a one-hour journey from the researcher’s 

home base were contacted.  Group administrators were contacted via telephone if a 

number was provided or via email if not. Fourteen groups were contacted in total and all 

group administrators were provided with detailed information about the study (see 

Appendix K). Nine group administrators agreed to act as a gatekeeper and to circulate 

information to their members by email.  Two group administrators requested a short 

summary of the research, whilst the others agreed to circulate the participant information 

sheet (see Appendix G). Researcher’s contact details were included in both formats so that 

interested parties could initiate contact if they wished. However, no participants were 

identified through this email method.  
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Five group administrators agreed to facilitate direct contact with their members by 

allowing attendance at one of their support meetings. At these meetings the research was 

introduced and time was allowed for potential participants to ask questions and give 

feedback (see section 3.5.1.). The researcher attended the whole meeting to develop a 

rapport with potential participants. Two support groups were attended on more than one 

occasion, which helped engagement with those group members. In total thirty support 

group members expressed an interest: six did not meet the criteria, six felt they were too 

unwell to participate and six did not leave contact details despite being interested. Twelve 

group members left their contact details but seven were later uncontactable. Five members 

however were contactable and two members subsequently contacted the researcher at a 

later date.  

 

Recruitment continued for twelve months and five individuals and two couples 

(from two support groups) participated in an interview.  In addition, one couple who were 

not part of a support group, but heard of the study via word of mouth, also participated. The 

decision to allow both individuals and couples to participate in the interviews (i.e. 

potentially two separate sample groups) is reflected upon in 3.5.1. and in 4.2.  

 

3.3.1.3. Theoretical Sampling. Purposive sampling only acts as a start point within 

GT, as sampling then moves on to theoretical sampling, which is specific and pivotal to GT 

method/methodology (Charmaz, 2000; Moser & Korstjens, 2018).  Theoretical sampling 

refers to the process of simultaneous data collection and analysis (Charmaz, 2014), where 

the first few interviews identify codes, categories, emerging patterns (which occur 

inductively Reichertz, 2007) and questions that are to be followed up in future interviews 

and they also help shape the selection of further participants (Cunningham & Carmichael, 

2017; Glaser & Strauss, 2017). In GT, theoretical sampling is essential for data saturation 
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(Charmaz, 2014. See 3.3.1.4.) and theory generation (Breckenridge and Jones, 2009).  

Charmaz, (2014) and Reichertz (2007) identify that this continuous iterative process sees a 

movement from inductive to abductive reasoning.2  

 

Strategies for theoretical sampling include adapting interview guides to include 

specifically focused questions, seeking new participants to provide a deeper understanding 

of emerging patterns (Thomson, 2011), identification of new research settings and 

reinterviewing existing participants (Charmaz, 2014). Within this study changes to the 

interview schedules were made (see Appendices L and M) with more targeted questions 

being added to refine emerging categories (Morse, 2007). Ultimately a further participant 

sample was not required as the participants in the original purposive sample could answer 

the questions that were arising from the data.  

 

3.3.1.4. Data Saturation and Theoretical Sufficiency. In line with GT sampling 

strategies, no priori number of participants were specified. This is because in GT the main 

justification for ceasing data collection, is that of saturation. Achieving saturation aligns with 

ethical principles (as it prevents needless recruitment, Potrata, 2010) and it is also a tenant 

of rigour within qualitative research (Fusch & Ness, 2015; Guest et al., 2006).  Qualitative 

studies may refer to data or code saturation, where no new codes, patterns or incidents 

become evident in the data (Birks & Mills, 2013; Urquhart, 2013) or to theoretical saturation 

 
2 Inductive Reasoning: “A type of reasoning that begins with the study of a range of 
individual cases and extrapolates patterns from them to form a conceptual a category” 
(Charmaz, 2014, p. 343) or theory. 
 
Abductive Reasoning: Begins with examining inductive data and identifying a puzzling 
finding. The researcher then entertains all possible theoretical explanations of the data and 
tests these hypotheses until the most plausible theoretical interpretation is found. This type 
of reasoning often involves imaginative leaps, may create new theories or may combine 
existing theories in a novel way (Charmaz, 2014). 
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which is concerned with fully understanding, developing and defining categories, their 

properties and their relationships (Bryant & Charmaz, 2007; Charmaz, 2014; Lawrence et al., 

2013). This study, however, has chosen to use the term theoretical sufficiency which Dey 

(1999) defines as “the point at which categories seem to cope adequately with new data 

without requiring continual extensions and modification” (p. 117). This decision to use 

sufficiency was made as it cannot be definitely known whether theoretical saturation has 

been achieved (Dey, 1999) and in reality, it is likely that all decisions about saturation 

require conjecture about whether the properties of a category are fully saturated. For the 

purposes of this study then, theoretical sufficiency was defined as two subsequent 

interviews offering no new information to inform the data diagrams (see 4.2.4), regarding 

properties of subcategories or the relationships between them.  

 
 
3.4. Setting and Materials 

 

This next section considers the settings for the study and the materials used within 

it.  

 

3.4.1. Setting 

 

Due to the nature of ME/CFS, the setting for this research was carefully considered 

(see 3.2.1.4.) and suitable settings were found close to where the participants lived (Gill et 

al., 2008).  These venues were rooms in council facilities (libraries and council buildings), 

churches and a doctor’s surgery, all of which were visited beforehand to ensure their 

suitability in terms of privacy, accessibility and physical comfort (Yeo et al., 2014).  Whilst 

face to face interviews were preferable (Yeo et al., 2014), telephone interviews were 
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arranged for those who were unable to travel.  Again, privacy was ensured for these 

interviews.  

 

3.4.2. Materials and Devices 

 

3.4.2.1. Interview Schedule. Following the decision to use semi-structured 

interviews, an interview schedule was created that met the research aims and questions 

(Levitt, 2021; Willig, 2006). The schedule was based upon the initial exploration of the 

literature and upon supervisory discussion. In line with recommendations, the initial 

interview schedule (see Appendix L) started with a small number of, carefully chosen, open-

ended questions (Charmaz, 2014; Willig, 2006). Importantly, creating an interview schedule 

helped to identify inherent assumptions/ biases held by the researcher, ensuring credibility 

of the research (Charmaz, 2014). Constructivist GT suggests only a minimal prior 

understanding of a topic area (see 2.2.1.), but, partly to satisfy the university ethics 

committee a pilot study was undertaken to refine the interview schedule, to check the 

resonance of the proposed questions and to ensure the language/ terminology used was 

appropriate. The pilot study also gave an indication of how long interviews may potentially 

last for and the potential physical and emotional impacts of participating. From this 

feedback, minor changes were made to the wording of questions to increase acceptability 

and accessibility but the question topics remained unchanged.  

 

  Adhering to the principles of theoretical sampling (see 3.3.1.3), the interview 

schedule was adapted with each subsequent interview and analysis in order to explore 

connections and evolving concepts (Charmaz, 2014; Stern & Porr, 2016). In total eight 

interview schedules were created and examples of the evolution of these can be seen in 

Appendices L and M. Later interviews enquired about specific practical and emotional 
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adaptations; independence; expectations and communication and understanding and 

acceptance, all of which had been identified as salient in previous interviews. 

 

3.4.2.2. Paperwork. All participants received a collection of paperwork. These are 

detailed below 

• Participant information sheet- contained pertinent information about the study to 

ensure informed participation (see 3.2.1. and see Appendix G). 

• Consent form- required signing by all participants taking part (see 3.2.1. and see 

Appendix H).  

• Debrief sheet- contained details of what happens next and signposts to relevant 

support organisations (See 3.2.1. and see Appendix I). 

 

3.4.2.3. Devices. All interviews were recorded using a password protected Dictaphone. 

This was to enable the transcription of interviews, both the words used and the important 

subtle nuances. Audio files were transcribed on to a password protected laptop and were 

then deleted from the Dictaphone. Each experiencer or couple had expressed that they were 

happy for the interview to be audio recorded and transcribed (see Appendix H) and were 

aware of the security attached to the devices and their storage (see 3.2.1.3.). 

 

3.5 Procedure  

 

3.5.1. Initial Intended Data Collection Method 

 

The initial design of the study required the experiencer and partner to complete one 

interview each, alone, and then the couple would complete an interview together. When 

this method was discussed with those attending support groups, they felt this required far 
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too much commitment in terms of time and energy placing them under undue burden. As 

this is unethical (Webster et al., 2014), the study design was adapted to require one couple 

interview.  

 

Further feedback from support groups suggested that there was a pragmatic issue 

with partners attending, with them either unable or reluctant to attend. Upon consultation 

with the supervisory team, and further ethical approval, it was decided that individuals could 

attend the interviews alone, but the focus must remain on the couple and their adaptations. 

This was felt possible as the interview schedule was designed to keep focused on the 

couple’s experience and individual participants were also asked what their partners may say 

in such an interview. It was felt that a couple focus was also achieved as several individual 

participants brought information from their partners and all were particularly reflective on 

their partner’s experiences. It is also likely that the narrative given by individual participants 

are ones that have been created, tested and refined within the couple and as a result are 

couple focused. It is possible, however, that individuals and couples remain separate 

population groups and this is reflected upon more within section 4.2.  

 

3.5.2. Data Collection- Pre 

 

Prior to the interview contact was made with potential participants. During this 

initial contact it was established whether they would be attending alone or with a partner, 

whether they would be able to travel to local venues or would require a telephone 

interview. The most appropriate times and dates were identified (Gill et al., 2008), taking in 

to account the optimum timing for energy and concentration levels. The participant’s local 

knowledge often helped to identify potential venues to meet, and these were then visited to 

assess appropriateness.   
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3.5.3. Data Collection- During 

 

Yeo et al. (2014) suggests a six-stage process for conducting interviews. These stages 

have been incorporated into the design of this study.  

 

Stage One- Arrival and Introduction 

Participants were greeted at the pre-arranged venues if the interview was to be 

conducted in person or called at the allotted time if a telephone interview had been 

arranged. Participants were settled into the room, introductions were made and rapport 

building started (DiCicco-Bloom & Crabtree, 2006; Gill et al., 2008).  

 

Stage Two- Introducing the Research 

Participants were introduced to the focus of the study, time was given to ask 

questions and signed consent forms were collected. An explanation of how the interview 

would proceed was given and verbal consent for audio recording was given before 

proceeding with the interview.  

 

Stage Three and Four – Beginning and During the Interview 

Within the interviews the schedule was used as a guide but was adapted throughout 

to accommodate the language and direction of the participants (Gray, 2014). The interviews 

took between one hour and two minutes and one hour and thirty-two minutes (between 

one and two hours is recommended by Yeo et al., 2014). It was initially aimed to limit 

interviews to one hour and fifteen minutes so as to not place undue burden or demands on 

mental and physical energy (Webster et al., 2014), however they often ran longer. 

Participants were aware that interviews could be stopped at any point and a second 

interview could be scheduled. Participants, however, appeared to wish to continue and no 
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adverse effects were being reported or observed. All except two interviews were conducted 

in one session. On one occasion an interview had to be stopped as an unknown person 

entered the room which meant privacy and confidentiality could no longer be maintained. A 

second recording was commenced once the person had left.  On a second occasion the 

interview failed to record after the twentieth seventh minute for unknown reasons. The 

participant was kind enough to reschedule another meeting.  

 

Stage Five- Ending the Interview 

At the conclusion of the interview, participants were asked if they had had the 

chance to discuss everything that they felt salient and the participant’s wellbeing was 

checked (see 3.2.1.4.). All participants indicated that they had not been adversely impacted 

by the research. Participants were thanked for volunteering their time and for sharing very 

personal experiences. 

 

3.5.4. Data Collection- Post 

 

Stage Six- After the Interview 

Once the interview was concluded participants were given a debrief sheet which 

explained what would happen moving forward and gave them contact details for 

professional support should they feel the need it.  

 

Immediately after each interview, memos (or reflective field notes) were made (see 

confidential appendices 3,5,7,9,11,13,15,17). This is a vital element of GT and involved 

reflecting on the interview in terms of thoughts, feelings, impressions, dynamics and 

questions arising.  These memos captured non-verbal elements of the interview that the 



 77 

Dictaphone recordings might not illuminate. Therefore, it was important that these memos 

were also included in the analytic process.  

 

Following each interview, the recording was transcribed verbatim (as required in 

constructivist GT. Charmaz, 2014; Gill et al., 2008. See Confidential Appendices 

2,4,6,8,10,12,14,16). Certain conventions were adopted during this phase to ensure some 

uniformity across all interviews.  

• The letter ‘I’ was used to denote that the interviewer was speaking, ‘F’ for the 

female partner and ‘M’ for the male partner. It was possible to use this code as all 

couples were heterosexual   

• The term ‘continued’ was used to indicate that the speaker had returned to the 

same period of speech or paragraph despite someone else speaking in between 

• At times the speaker was talked over by their partner and this was indicated in 

brackets i.e. (talks over), placed at the exact point in the text where the partner 

begins talking over the speaker.  

• At times the speaker became inaudible which is indicated by placing the word 

inaudible in brackets at the point where it is no longer possible to hear what is being 

said by the speaker. 

• Other important cues were recorded such a laughing, crying and pauses (Moser & 

Korstjens, 2018). Laughing and crying were indicated by the words being placed in 

brackets at the point where they occurred on the recording. Pauses were indicated 

by using multiple full stops, with the greater number of full stops indicating longer 

pauses.  
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It was also during this transcription phase that all identifiable details were removed to 

ensure anonymity such as names, professions, and obvious colloquialisms due to regional 

dialects (see 3.2.1.3.).   

 

Following transcription, the interview was then analysed in accordance with GT 

methodology (see 3.6) and the interview schedules subsequently amended ready for the 

next interview. 

 

3.6.  Data Analysis 

 

The following section explains the analytic process for the study. The type/ process 

of analysis undertaken is linked to the ontological and epistemological underpinnings of the 

various branches of GT. Whilst there are many factors that are similar (such as coding, 

memoing, constant comparative analysis), there are also differences. Moreover, each 

individual researcher is likely to interpret the guidance to reflect their own unique 

understanding.  In order to optimise consistency of process, the researcher undertook all 

transcription, coding and analysis and followed the data analysis guidance by Charmaz 

(2006, 2014. See Figure 3.1). 
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Figure 3.1 
 
Data Analysis in Constructivist Grounded Theory 

Figure redacted due to copyright 
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3.6.1. Initial Coding 
 

3.6.1.1. Initial Codes. The first step in data analysis is that of initial coding.  This is 

the point at which researchers begin to immerse themselves in the data (Charmaz, 2014) 

and begin to assign codes to segments of data. These codes are words or phrases that 

summarise the data in that segment (Charmaz, 2014) and in this study line by line coding 

was used to capture the essential meaning of small segments of data (Charmaz, 2014).  

While coding, the researcher allows ideas to form (Charmaz, 2014) and then challenges any 

preconceived notions, which is a core component of the constant comparative process of GT 

(Bryant, 2019; Gibson & Hartman, 2014; Glaser & Strauss, 1967). As recommended by 

Charmaz (2014), initial codes assigned in this study tended to be short and concise and were 

developed, modified and refined through constant comparison to codes within and between 

interviews (see 3.6.1.3.). Adhering to Charmaz’s (2014) approach, in vivo codes (using a 

direct phrase or the exact language used by the participant) were also assigned where 

possible (Charmaz, 2014; Tie et al., 2019) to maintain the essence of participants 

experiences. Initial coding began to identify gaps in knowledge and understanding and so 

directed subsequent data collection and theoretical sampling (see 3.3.1.3.). 

 
 

3.6.1.2. Memo Writing. The next core element of the data analysis process is 

memoing (Charmaz, 2014; Gibson & Hartman, 2014) (see also 3.5.4). Memoing is evident in 

all branches of GT methodology and is essentially the process creating an audit trail of the 

researcher’s thinking, musings and decision making during the analytic process (Charmaz, 

2014; Corbin & Strauss, 2015; Stern & Porr, 2016; Tie et al., 2019). Memoing is also the 

actual process by which connections and new ideas form, creativity develops, and the 

researcher develops an understanding of the data (Lampert, 2007). Memoing continues 

throughout the process of analysis and memos, therefore, change in nature across the 
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study:  early memos may be more descriptive (Gibson & Hartman, 2014) and later memos 

more complex and denser. Memoing is inextricably linked with the processes of coding and 

constant comparative method (Charmaz, 2014) and with theoretical sampling and 

theoretical saturation (Gibson & Hartman, 2014). Charmaz does not offer guidelines for 

memoing and so decisions were made as to how to create and apply memos that best suited 

this study (see 4.2.1.1.). Within this process a variety of memos were integrated into the 

analytic process, which is reflected upon further in 4.2. 

 

A further important element is that of reflexive memoing. Constructivist GT 

recognises the importance of co-construction both in the research process and in the 

outcomes of the study. This means that the researcher has a personal influence on the 

research and Dey (1999) indicated that the researcher needs to examine how their past 

influences the way they see the data. Reflexive memoing (Lincoln & Guba, 1985. See 3.2.2), 

was used to recognise and challenge subjectivity, assumptions (Charmaz, 2014) and 

potential bias (Corbin & Strauss, 2015) by reflecting on personal thoughts, feelings, 

experiences and culture.  Reflexive memoing also helped prevent imposing preconceived 

ideas onto the data (Charmaz, 2014). Elements of the reflexive memos are discussed in 

section 5.5. 

 

3.6.1.3. Constant Comparative Analysis. Constant comparative analysis is an 

essential element of all branches of GT (Charmaz, 2014; Corbin & Strauss, 2015; Glaser & 

Strauss, 1967, 1999; Stern & Porr, 2016; Tie et al., 2019; Urquhart, 2013) and refers to 

creating theories through an inductive process of comparison whereby data is compared 

with data, data with code, code with code, code with category, category with category and 

category with concept (Charmaz, 2014) and where current data is compared with previous 

data (Urquhart, 2013). The aim of the constant comparative method is to identify similarities 
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and differences within the data (Corbin & Strauss, 2015; Gibson & Hartman, 2014; Tie et al., 

2019) and to advance the theoretical understanding of the phenomena being researched 

(Charmaz, 2006, 2014). Constant comparative analysis is a process that occurs at each level 

of analytic work (both within and between interviews) (Charmaz, 2014; Stern & Porr, 2016) 

and whilst the units of comparisons essentially change, the process does not (Charmaz, 

2014; Glaser & Strauss, 1967).   

 

Essentially, constant comparative analysis moves backward and forward amongst 

the data in an iterative, rather than linear process, to ensure the participant account is best 

represented by the codes assigned.  In later phases of data analysis, constant comparison 

continues but focuses more on the abstracted categories and concepts created and less on 

the initial codes. 

 

3.6.2. Focused Coding  

 

The initial coding phase generated a large number of codes. More focused coding 

(Charmaz, 2014) was then used to cluster frequently used, potential theoretically significant 

codes and those with similar meanings. These groups were then assigned a code that 

represented their similarities.      

 

Unlike initial codes, focused codes were also used to reflect the non-verbal 

messages in an interview (intonations, pauses and emotional cues) that had been recorded 

in the original transcripts and, therefore, reflect a greater depth of analysis. As a result, 

focused codes are one step abstracted from the transcript data but have greater analytic 

strength and offer a smaller number of codes which can then be used to develop tentative 

categories.   
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3.6.3. Subcategorisation and Categorisation 

 

Categorisation is defined by Charmaz (2014) as the analytic step in which codes with 

significance or common themes are grouped. The process of categorisation “raises the 

conceptual level of analysis from descriptive to a more abstract, theoretical level” (p. 341).  

In this study the analytic process has deviated from Figure 1 in that subcategorisation was 

used as well as categorisation. Charmaz does not explicitly refer to subcategorisation within 

the diagram, however she does discuss subcategories within her writing. Subcategories are 

identified within the work of other constructivist grounded theorists (Levitt, 2021) and, 

therefore, remain consistent with this branch of GT. Subcategorisation proved to be a 

helpful step in managing the large amount of data generated from the interviews.  

 

The subcategorisation process began by identifying which focused codes appeared 

to be the most significant to potentially emerging theory and, as relationships between 

focused codes were identified, these were grouped into a subcategory. These links were no 

longer just about concepts having a similar meaning, as was the case in focused coding, but 

now also considered differences; impacts and consequences and their connected abilities to 

explain concepts. When these links had been made, a subcategory was named to best 

describe the codes it subsumed. Memos were used to help make decisions about the 

placement of codes and the naming of subcategories as often multiple placements and 

multiple terms were possible.   

 

In this study, categorisation was the next level of data analysis and followed the 

same process as above. Categorisation, however, aimed to make links, relationships and 

groupings from the subcategories (Levitt, 2021). Through the constant comparative method, 



 84 

it became apparent which categories could be seen as minor and major, which then 

informed the next section of analysis.  

 

3.6.4. Concepts, Core Concepts and Tentative Model/ Theory Creation 

 

The analytic process was circular and iterative, although, for clarity, it is described 

here as if it were linear.  The final phases within the process of data analysis are subsumed in 

Charmaz’s diagram as integrating memos and diagramming. However, this seems to 

understate the complexity of this final phase. Several processes occur, the creation of 

concepts, the identification of a core concept (known as clusters and core categories by 

Levitt, 2021) as well as memoing and diagramming. Ultimately a tentative model is created 

which is then used as a final challenge to the process, by checking that all the original codes 

and focused codes are represented and incorporated.  

 

The first step in this phase of this analytic process is to identify concepts by 

identifying how the major categories are connected or related, or how they revolved around 

or influenced one another. In considering these concepts it was possible to identify a core 

concept, which was the concept around which all other concepts revolved. This core concept 

was the pivotal or overarching concept that best reflected the data (i.e. has fidelity) and best 

explained the relationships contained within (Levitt, 2021). As well as fidelity the core 

concept must also have utility, i.e. it must improve the understanding of the phenomenon, 

and be innovative (Levitt, 2021). 

 

As a result of identifying concepts and core concepts, the tentative model forms. 

Within this study, model generation was heavily aided by the use of diagramming, which has 

been described by some as central within GT (Lampert, 2007).  Diagramming allowed the 
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researcher to consider the data in more abstract and conceptual terms (Corbin & Strauss, 

2015) and helped to see the links more precisely (Lampert, 2007). As expected in GT, many 

revisions of the diagrams took place and they were essential in identifying the final theory 

amongst many differing possibilities. They were also a powerful tool in overcoming analysis 

and writing blocks (see 4.2.4). The process of data analysis ended with a succinct and 

understandable tentative model with potential for real world applicability.  

 

In order to illustrate this analytic process, a worked example of the analytic process 

from initial code to the tentative model is included in section 4.2. 

 

3.7 Chapter Summary 

 

This chapter has presented and justified the methodology and methods used in the 

research. Finally, this chapter has described the analytic process, in theory with some 

examples of application. 

 

The next chapter will provide an audit trail to explain in more detail how the analytic 

process was applied to the data obtained from participant interviews and presents the 

tentative theoretical model that was constructed from the analysis.  
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4. Findings 

 

This chapter will begin by presenting a pen portrait of those individuals and couples 

interviewed. Using a using a worked example it will then show how the analytic process 

resulted in a tentative explanatory model of couple adaptation to a diagnosis of CFS/ME. 

 

4.1 Pen Portrait 

 

This pen portrait (see Table 4.1) has been included so that the reader has more 

detailed background information, some description of (see 3.2.2.), and greater connection to 

the participants. 

 

4.2 Analytic Process 

 

It needs to be acknowledged that there are ultimately two heterogeneous samples 

within this study, those who attended as a couple and those experiencers who attended 

alone. Initially these were analysed as two separate samples. However, it became evident 

during constant comparative analysis that the initial and focused codes were very similar 

across these two samples. For this reason, it was decided that the two samples could be 

merged.  

 

 

 

 

 

 



 87 

Table 4.1 

Pen Portrait of Participants 

 

Interview 
type 

Age Gender of 
experiencer 

Duration 
of 

condition 
since onset 

Marital 
status 

Family status Experiencer 
employment 

status 

Partner 
employment 

status 

Couple 50s Female 17 years Married Grown up children 
and young 
grandchildren 

Retired due to 
ill health 

Retired 

Experiencer 
alone 

50s Female 5 years Married Grown up children 
and young 
grandchildren 

Minimal 
employment 

Employed 

Experiencer 
alone 

50s Female 9 years Co-
habiting 

Grown up children 
and young 
grandchildren 

Unemployed 
due to ill 
health 

Employed 

Couple 40s Female 9 years Co-
habiting 

Grown up children Employed- 
reduction in 
hours and 
change in 
career due 
to ill health 

Employed 

Experiencer 
alone 

50s Female 12 years Married Grown up children Unemployed 
due to ill 
health 

Employed 

Experiencer 
alone 

40s Female 14 years Co-
habiting 

No children Unemployed 
due to ill 
health 

Employed 

Experiencer 
alone 

20s 
and 
30s 

Female 19 years Co-
habiting 

No children Minimal 
employment 

Employed 

Couple 50s Female 26 years Married Grown up children 
and young 
grandchildren 

Unemployed 
due to ill 
health 

Employed 

 
 
 

The analytic process for this study was outlined in 3.6. The aim of the following 

sections is to highlight the result of following that analytic process and hence demonstrate 

how the tentative model was created. Given the volume of information it is not possible to 

explain how each code moved through the analytic process within this section, however the 

process will be explicated using one thread of the analysis. Therefore, all examples shown 

will only be highlighting this one thread.  All codes moved through the same process 
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highlighted below and the process in its entirety is included in appendices O, P, Q, S, T and 

U.  

 

4.2.1 Memoing and Initial Coding 

 

This section considers the processes of memoing and initial coding. 

 

4.2.1.1. Memoing.  Memos were recorded chronologically in notebooks, alongside 

an audit trail of codes and tentative categories.  These memos were used to inform, and 

were integrated into, analytic decision making throughout. Colour codes made it easier to 

consider code/category names (colour coded yellow), to see links within and between 

interviews (colour coded green), helped to identify topics to explore in subsequent interview 

schedules (colour coded orange) and made it easier to recognise personal influences (colour 

coded pink).  Memos focusing on body language, intonations, stresses and emotions were 

also kept and were integrated into decisions about code/category names and used to inform 

the links between these. Examples of memos can be seen in Appendix N.  

 

4.2.1.2. Initial Coding. Initial analyses of the transcripts saw codes being generated 

for each line (or thereabouts dependent upon content). These codes were initially placed 

next to the relevant line, in bold text and highlighted. Whilst this helped to identify where 

the code came from, it made comparisons within and between transcripts complicated. For 

this reason, a table of all the initial codes for all of the interviews was created. A section of 

this table can be seen in Appendix O and the full chart can be seen in Confidential Appendix 

18. Where more than one initial code could be ascribed to the chunk of data, the most 

appropriate one was chosen. This initial coding process led to the creation of 2022 refined 

codes.  
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4.2.1.3. Example Thread- Initial Coding. The example thread to be followed through 

from transcript to core concept is that of changing financial circumstances connected to 

ME/CFS.  This was chosen as not only was this an area that was salient within the interviews, 

memos (verbal and non-verbal content) and codes but it is also a concrete concept that is easy 

to follow through the stages of analysis. Table 4.2 gives transcript examples and initial codes 

examples relating to this. 

 

Table 4.2 

Example of Initial Coding 

Transcript example Initial code 

"Obviously part time you don’t get paid the same 
and it, it does affect your pension doesn’t it in 
terms of the fact you’re not sort of doing, you’re 
not working full time" (Couple1, 367-372) Change in earnings 

"So the most I’m going to earn this year is ten grand, 
which is such, we’ve lost a whole [lot], yeah" 
(Ind5, 849-850)   

"Which is hard because now he’s, he’s doing well for 
himself but I use[d] to run rings round him" (Ind5, 
854-855)   

"He says “well if you need some money just ask” but 
I don’t want to ask him for money " (Ind1, 423-
424) Having to ask for money 

"But for my independence um it was awful having to 
to ask him [for money]" (Ind3, 900-901)   

"But I never thought I would be dependent on him 
[for money] so the relationship has definitely 
changed " (Ind5, 864-865) Financial dependence 

"Before I was um I was [financially] independent" 
(Couple2, 526) Was Financially independent 

"Yes getting back to financial. I used to earn my own 
wages, supported myself, supported my kids" 
(Ind1, 395-396)   

"He’s very good with money and stuff because I 
think the expectation of what we are going to 
have coming in has gone" (Ind5, 806-807) Financial expectations changed 
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4.2.2 Focused Coding  

 

From the initial coding, the identification of focused codes began. Focused codes 

were often assigned to bigger chunks of data and looked to identify where initial codes were 

repeated, had similar meanings or shared a connection. In this phase codes also began to 

encompass the non-verbal aspects of the interview (as recorded in the memos) and included 

information from reflective field memos, hence beginning the abstraction phase. This meant 

that reflexive memos became more vital in order to manage the researcher bias that could 

occur within this phase.  As in the initial coding phase, where more than one code could be 

assigned to a chunk of data, the most appropriate one was chosen. The instances where 

multiple codes could be assigned were important within the analysis as they offered 

information about the links between these focused codes. A table of focused codes was 

again created to enable comparisons within and between interviews. This process initially 

led to the creation of 567 focused codes. With comparison and refinement 461 focused 

codes remained and can be seen in Appendix P. 

 

Focused codes were not always taken forward based purely upon their frequency 

but also based upon their significance to a particular participant or to an emerging concept 

(as identified in the memos).  To this extent, this analytic process did involve some 

interpretation by the researcher, but the constant comparative method, and supporting 

memos helps to challenge and confirm the inevitable subjectivity involved.    

 

4.2.2.1. Example Thread- Focused Coding. The initial code of ‘Change in earnings’ 

became subsumed into the focused code of ‘Finances- Implications- Loss of Pay’. This was 

decided upon because participants were directly discussing their earnings before and after 



 91 

the onset of ME/CFS and the losses/ changes connected to this. It was possible that this 

initial code could have also fitted in to the focused code ‘Comparisons- to the past’ but this 

was felt to be lacking the financial focus from the transcript and lacking the emotional 

importance of financial change demonstrated in the memos.  

 

Table 4.3 contains the other initial codes that were subsumed into the focused code 

‘finances- implications- loss of pay’.  

 

Table 4.3 

Example of Focused Coding 

Initial codes Focused code 

Change in earnings (Couple 1, Ind5) Finances- implications - loss of pay  
Financially independent (Ind1, Couple 2)   

Has to ask for things to be bought for her (Ind1)   

Still pays some of the bills (Ind1)   

Big issue not having money (ind1)   

Used to having and using her money (Ind2)   

Hard to adjust financially (Ind2)   

Reliant on partner (Couple2)    

Financial compromise (Ind3)   

Having to ask for money (Ind1, Ind3)    

Financial protections kicked in but had to fight (ind4)   

Financial Dependence (Ind5)   

Financial expectations changed (Ind5)   

Used to have more than enough money (Ind5)   

Change of earnings- used to earn more than partner, 
doesn’t now (Ind5)   

Only earning ten thousand (Ind5)   

Financial impact not huge as worked part time 
(Couple3)   

Could cope with financial changes (Couple3)   
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4.2.3. Subcategorisation and Categorisation 

 

4.2.3.1. Subcategorisation.  During subcategorisation the connections between 

focused codes became apparent and as a result they became assigned to tentative 

subcategories. The creation of subcategories was aided by the drawing of mind maps, an 

example of which can be seen in Appendix Q. Mind maps were created for all eight 

interviews which helped to make comparisons within and across interviews, to make links 

between subcategories and also helped to ensure consistency of analysis throughout. Where 

focused codes could be assigned to more than one subcategory, the continuous challenge 

characteristic of GT helped to confirm the most appropriate placement.  In the seventh and 

eighth interviews, no new ideas emerged to populate a sub-category more fully, thus 

informing the decision to stop data collection. The positioning of focused codes into 

subcategories can be seen in Appendix P. In total 44 Subcategories were created. There 

were a number of crossovers and relationships identified between these subcategories and 

these can be seen in Appendix R. 

 

4.2.3.1.1. Example Thread- Subcategorisation. The focused code ‘Finances- 

implications- loss of pay’ became subsumed under the subcategory ‘Finances’ (see Table 

4.4). This was decided upon because of its heavy focus on finances but also its strong 

connections with other focused codes becoming subsumed under this category such as 

‘Finances- Financially dependent or some reliance’ and ‘Finances- benefits system and issues 

and unfairness’. 
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Table 4.4 

Example of Subcategorisation 

 

Focused codes Subcategory 

Finances- financially stable  Finances 

Finances- impact minimal- small adaptations   

Finances- was financially independent   

Finances- previous imbalance   

Finances- reductions   

Financial implications - loss of pay   

Finances- expectations   

Finances- dependent or some reliance    

Finances- having to ask for money- childlike   

Finances- not wanting to be kept   

Finances- benefits- issues with the system and 
unfairness 

  

Finances- benefits offer some independence- 
contributing 

  

Finances- benefits awarded despite best effort   

Finances- comparison to others re disability 
pay   

Finances- beliefs   
 
 
 

4.2.3.2 Categorisation. The creation of categories followed the same process as 

subcategorisation, however, this stage looked to create groupings that represented the links 

and relationships between the subcategories. Category names were influenced by the 

tentative theorising that had been proceeding throughout, both as an underlying current in 

the researcher’s thoughts and in the memos. In order to continue to refine the forming 

tentative model, there were two stages of categorisation. In the first stage, sixteen 

categories were created and in the second stage this was refined to seven. These can be 

seen in Appendix S.  

 
4.2.3.2.1. Example Thread- Category 1 and 2. The subcategory ‘finances’ is 

subsumed into the category ‘adult identity’ (see Table 4.5).  This was decided because 
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finances and an individual’s ability to contribute financially is often part of a person’s 

identity and worth. Participants also talked about how ‘finances’ gave them an adult identity 

in terms of control and independence. There was the potential to subsume ‘Finances’ under 

‘Expectations’ as interviewees had an expectation of their financial status. However, it was 

included under ‘adult identity ‘as this seemed to be where it had greatest importance for the 

participants (as indicated in the memos). Later in the analysis ‘identity’ and ‘expectations’ 

become subsumed under the same concept (that of ‘fundamental changes’) and so there is 

recognition that expectations of finances are disrupted. 

 

Table 4.5 

Example of the First Level of Categorisation 

 

Subcategory Category 1 

Identity Experiencer adult identity 

Independence ・Independence 

Control ・Control 

Employment ・Self-esteem 

Finances   

Achievement   

Domestic roles   

Standards   

Social life   

Hobbies   

Relationships   

Communication   

Lifestyle   

Affection/sex   

Diet/ 
weight/appearance   

Limitations   

Fluidity   

Attitude   
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Subsequently the category of ‘adult identity’ then became subsumed in the category 

of ‘identity’ which then encompassed experiencer identity, partner identity and illness 

identity/ ‘It’ (see Table 4.6). These are all the competing and combined identities within the 

couple’s dynamic.  The introduction of ‘It’ (ME/CFS) causes issues within the individual’s and 

partner’s identities and leads to the start of the adaptation journey.  Including partner and 

experiencer identity under one category highlights the joint impacts and allowed the couple 

to be considered as a whole.  

 

Table 4.6 

Example of Second Level of Categorisation 

  

Category 1 Category 2 

Experiencer adult identity Identity 

Partner identity   

Illness identity/ It   

 
 

It is important to emphasise that although presented in a linear way in this thesis, 

for clarity, the cyclical/iterative nature of GT analysis meant that coding, subcategorisation, 

categorisation and concept generation (see 4.2.4.) occurred simultaneously and constantly 

influenced one another. 

 
 4.2.4 Concept Creation and Tentative Model Creation 

 

The ultimate phases in the data analysis process are those of concept creation and 

core concept creation and hence tentative model creation. These have been included under 

one section as it was found that these three stages occurred side by side and so need to be 

addressed together.   
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In a process of testing and refinement, several diagrams were created to confirm the 

multiple relationships between categories, and to help identify the concepts (4 identified) 

and a core concept that could best account for the categories and their connections. The 

diagrams offered an opportunity to challenge and confirm the concepts/ core concepts and 

ensured that the tentative model was visually simple as to be interpretable by a lay reader.   

 

After several iterations (see below and Appendix T), the key concept was identified 

as reconciliation. Once this provided the pivot, the other categories and concepts fell into 

place to form a tentative explanatory model, named; ‘The Reconciliation Model’ (see 

Appendix S). A final check of the codes, categories, concepts and diagrams by the researcher 

confirmed the criteria for theoretical sufficiency had been met.  Not only did the 

reconciliation model address the research questions and aims (see 5.1) but it also offered 

forward direction in terms of ‘real world’ implications.    

 

Within the analytic process, two incarnations of the model were worked with before 

that of the ‘reconciliation model’, that of identity change and expectations.  

Whilst working with the first two incarnations of the model the researcher experienced a 

long-lasting writers block and a real sense of stuckness. At this point in time there were 

several discussions around whether this block was due to theoretical sufficiency having not 

been met and whether a further theoretical sample needed to be gained. The data 

technically met the sufficiency standard set out, but it was felt that despite this, perhaps the 

properties of the categories had not sufficiently been identified. It was decided that prior to 

gaining a further theoretical sample, the analytic process would be restarted in the hope of 

identifying where the analytic process wasn’t working. Ultimately this would then answer 

whether a further sample/data needed to be obtained. During this re analysis there was 

some moving of codes and categories but largely the process reconfirmed the original 



 97 

analysis. What this process did do, is better highlight the concepts and subsequently the 

core concept and led to some refinement in the number of categories and concepts. The re 

analytic process not only helped move the ‘stuckness’ and create an appropriate tentative 

model, but it also offered some confirmation of, and confidence in, the analytic process. As a 

result no further theoretical sample was sought. 

 

4.2.4.1. Example Thread- Concept. The category ‘Identity’ became subsumed under 

the concept ‘fundamental disruptions’ (see Table 4.7). This was because experiencers said 

that their identities were fundamentally disrupted, bringing changes that ultimately affected 

the very core of the person. In terms of positioning within the model, it was felt that 

‘fundamental disruptions’, had close relationships with the concept ‘Processing Grief. It is 

also positioned with ‘adaptations’ as such disruptions cause or encourage a person to take 

some sort of action to manage the issue.  

 
Table 4.7 

Example of Concept Creation 

 

Category 2 Concept 

Identity Fundamental changes 

Expectations   

Loss and grief Processing grief 

Skills   

Adjustments Adaptations 

  Illness identity/It 

 
 

At this time, it was also decided that ‘Illness Identity/It’ should not be subsumed 

under the ‘identity’ category and should a concept in its own right. This was because ‘Illness 

identity/ It’ was a separate, powerful entity that impacted upon all the other concepts and 

on the core concept of reconciliation with ME/CFS. 
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4.2.4.2. Example Thread- Core Concept. Initially it was thought that either ‘identity’ 

or ‘expectations’ could be the core concept, however neither sufficiently explained the data 

and hence neither were adopted. They did, however, both remain as categories. Upon re-

analysis, it became more apparent that the couple were on a journey of reconciliation, 

reconciling with fundamental changes, reconciling with what they had lost and finding new 

ways of being. For this reason, ‘reconciliation’ became the core category within the tentative 

model (See Table 4.8).  

 

Table 4.8 

Example of Core Concept Creation 

 

Concept Core concept 

Illness identity/It Reconciliation 

Fundamental changes   

Processing grief   

Adaptations   

 
 

The full analytic process using the example of finances is included in Figure 4.1. and 

a further example of the analytic process is contained in Appendix U. The final tentative 

model is discussed below. 
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Figure 4.1 
 
Diagram of Analysis Example  

“[All]I’m going to earn ten 
grand this year, which we’ve 

lost a whole [lot], yeah” (Ind 5) 
Transcript 

 

Change in earnings 
Initial code 

Finances – implications – loss of 
Pay 

Focused code 

Finances 
Subcategory 

Experiencer adult identity 
Category 1 

Identity 
Category 2 

Fundamental changes 
Concept 

Reconciliation 
Core concept 
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4.3 The Reconciliation Model 

Figure 4.2 is a diagrammatic representation of the tentative ‘Reconciliation model’. 

 

Figure 4.2  

The Reconciliation Model 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 

 

 

Illness Identity / It 

Reconciliation 
Fundamental 

Disruptions 

Expectations Identity 

Adaptations 

Adjustments 

Processing Grief 

Experiences of Loss 

and  

Grief 

Skills 

Humour 

Communication 

Understanding 
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4.3.1 Reconciliation 

 

The main concept for this tentative model is that of ‘reconciliation’. As previously 

discussed, definitions of reconciliation largely come from social psychology (focusing on 

reconciliation after conflict) and there is little focus on reconciliation within the health 

psychology literature (where acceptance is favoured, see 2.3.2.5. and 2.3.2.6.). To create an 

applicable definition of reconciliation, existing definitions were consulted and adapted. A 

working definition was created: ‘Reconciliation is the process by which a couple comes to 

acknowledge their situation, the opposing demands and the impacts of ME/CFS and begin to 

work towards creating an understanding of the condition. It is also the process by which the 

couple unite in order to adapt to changing dynamics and needs, and to find mutually 

acceptable ways to resolve, fix and prevent the impacts ME/CFS has’. This definition was 

based upon prior definitions by Enright et al. (1998), Worthington et al. (2005), Worthington 

(2006), Fisher et al. (2008) and Claggett- Borne (2013). 

 

 
The reconciliation model recognises that the introduction of an ‘illness identity/ It’ 

(ME/CFS) causes disruptions within the relationship and specifically causes experiencers and 

partners to experience ‘fundamental disruptions’ within their lives.  These ‘fundamental 

disruptions’ are in the form of disruptions to identity for the experiencer and disruptions to 

expectations for both the experiencer and their partner. These ‘fundamental disruptions’ to 

identity and expectations are unwanted/ enforced and therefore lead to a sense of, and 

start a process of, loss and grief which needs to be worked through (‘processing grief’). An 

element of reconciling with the condition is working through this associated loss and grief 

using the skills of humour, communication and understanding (‘processing grief’). There is a 

reciprocal nature between ‘fundamental changes’ and ‘processing grief’. Initially there may 

be a period of denial of these changes but as the couple begin to work through loss and grief 
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there may be further exploration, processing and acceptance of identity and expectations 

changes. Whilst ‘processing grief’ the couple can begin to attain a degree of reconciliation 

and with this they can begin to introduce appropriate ‘adaptations’ which help the couple 

manage the impacts of ME/CFS. As a result of implementing these ‘adaptations’ the couple 

may further reconcile with the condition and the changes it brings, and this, along with the 

‘adaptations’ implemented, may change the power ‘illness identity/It’ has over the couple’s 

lives. Each successful adaptation may also moderate or change the ‘fundamental changes’ 

experienced and may further influence the loss and grief journey (‘processing grief’). The 

elements of this model will be discussed in greater depth in the following sections. 

 

4.3.2. Illness Identity (‘It’) and Reconciliation 

 

4.3.2.1. Definition and Relationship Within the Model. The definition for ‘Illness 

identity/It’ is: ‘ME/CFS is both a powerful and separate entity to the couple, which exerts 

influences within the relationship and brings about enforced changes’. This ‘Illness identity/ 

It’ therefore is the catalyst for the ‘fundamental disruptions’ the couple experience. The 

couple’s response to ‘It’ affects both their actions and adaptations. Ultimately any 

adaptations implemented are looking to mitigate the impacts of, and reconcile with, the 

presence of ‘It’ 

 
ME/CFS was often spoken about as having its own identity which has an important 

influence on the reconciliation process. Couples talked of ME/CFS as a separate, unwanted 

entity that interfered with the usual functioning of the couple.  

“Um, you can’t see chronic fatigue but it takes away what you did before” (Ind4, 

1958).    

ME/CFS was seen as a very powerful influence that was life changing and permanent.  
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“it’s not life threatening but it is life changing” (Ind2,821) 

“It’s always going to be a part of our lives” (Couple2, 1551).   

Couples often chose to call ME/CFS ‘It’ to separate the illness from themselves and 

specifically from the experiencer. This label gave ME/CFS its own identity, but it also helped 

to keep it separate from the experiencer’s identity.  

“He keeps saying, “I’m not taking you back, I’m taking it back” (Ind5, 493-494) ……… 

“So, it kind of separates you from, kind of, the illness I guess” (Ind 5, 500).  

Despite trying to keep the two identities separate, experiencers still felt that ME/CFS had 

thrust a disability identity on to them which they had to attempt to reconcile with.   

 

Couples reported attitudes towards ‘it’, which varied across, and fluctuated within, 

couples. Some felt that ‘It’ had control over them and their lives. 

 “it does tend to take over our life” (Ind3, 1948). 

 “so that monster’s taken over” (Ind5, 1769).  

Others, however, talked about trying to ensure that ‘It’ doesn’t impact or define their 

relationship.  

“you don’t want it to define your relationship.” (Couple2, 1561).  

This attitude to illness identity or ‘It” appeared to subsequently have an impact on the 

reconciliation process; with some couples appearing successful in reconciling themselves 

with the impacts ‘It’ had.  

“You kind of just get used to it and you just factor it in to your life I guess” (Couple2, 

343- 344)  

“You can’t set the rules by the chronic fatigue all the time” (Ind4, 923-924).  

 

Later sections will focus on several of the adjustments that couples have applied to 

help them manage the presence of ‘It’ (see 4.3.5). 
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4.3.3 Fundamental Disruptions Needing to be Reconciled   

 

4.3.3.1. Definition and Relationship within the model. One of the elements of the 

reconciliation model is ‘fundamental disruptions’. These are defined as ‘changes that are 

brought about by ME/CFS and affect the very core of who that person is currently and how 

they view themselves both in the past and future’.   

 

This part of the model acknowledges that both the experiencer and partner 

experience fundamental disruptions as a result of ME/CFS (or ‘It’) and that the couple must 

adjust to these changes in their lives. These fundamental disruptions are important to 

acknowledge as they often led to a sense of loss and grief that the individual and the couple 

had to reconcile with in order to move forward and make adaptations. These fundamental 

disruptions may also form the basis for adaptations the couples ultimately make. These 

fundamental disruptions fitted within two categories: identity and expectations (see Table 

4.9). 

 

Table 4.9 below is sub section of table presented in Appendix S. The relevant 

sections of that table will be presented at the start of each concept to provide an overview 

of the categories and subcategories it encompasses. 

 

Prior to discussing this concept, it is worth noting that a number of subcategories sat 

in more than one category. This was a deliberate placement as these subcategories were 

relevant to, and important elements of, more than one category. These crossovers or links 

can be seen not only in the table above but also in Appendix S. 

 



 105 

 

Table 4.9 

Table of ‘Fundamental Disruptions’ Relationships 

 

Concept Category 2 Category 1 Subcategories 

Illness 
identity/It 

 
    

Fundamental 
disruptions 

Identity Experiencer adult identity- control, 
independence and childlike 

Identity 

      Independence 

      Control 

      Employment 

      Finances 

      Achievement 

      Domestic roles 

      Standards 

      Social life 

      Hobbies 

      Relationships 

      Communication 

      Lifestyle 

      Affection/sex 

      Diet/ 
weight/appearance 

      Limitations 

      Fluidity 

      Attitude 

    Partner Social life 

      Hobbies 

      Employment 

      Domestic roles 

      Lifestyle 

    Illness identity/It It 

  Expectations Couples Expectations 

    
 

Comparisons 

      Normality 

    Societal Society 

    
 

Social life 

    
 

Hobbies 

    
 

Relationships 

      Life stages 
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4.3.3.2. Identity. The first element of this concept is that of identity. Both 

experiencers and partners discussed the impact on their identities, however experiencers 

experienced more fundamental and profound changes than their partners. 

 

4.3.3.2.1 Experiencer. Experiencers have indicated that ME/CFS has had a profound 

impact on their identity as an adult.  The main areas that experiencers identified as affected 

were: 1) a sense of feeling like, and being treated like, an adult, 2) being independent and 3) 

being in control.  

 

Experiencers reported that, because of ME/CFS, they felt their adult identity had 

reverted to a more childlike one. They equated this with now needing greater support from, 

and feeling more reliant on, others. 

 “I ended up to the point where I didn’t go out anywhere on my own” (Ind2, 770-

771).  

 “for my independence um it was awful having to ask him [for money], not that he 

minded, but it’s like being a child again” (Ind3, 900-902).   

Experiencers also felt that those close to them had begun to treat them as more childlike, 

either by acting in a way they might towards a child or by dismissing them. 

 [partner would previously say] “get in this car now”, like a child, [be]cause he knows 

I’m tired” (Ind5, 397-398).  

“because you don’t want to be sent to bed like a child” (Ind4, 1226-1227). 

Experiencers also reported losing their adult voice because the symptoms of ME/CFS caused 

communication difficulties and they reported feeling unheard when they did communicate 

(which is a particular issue when being heard is a vital element of the person’s adult 

identity).  

“I find it hard to like engage in a conversation” (Couple3, 1415).  
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“especially as a [name of job] because you spend all day sort of telling people and 

they have to listen to you, you know what you are talking about” (Ind4, 644-645) 

……. “Now nobody listens to me” (Ind4, 650-651).   

For the experiencers in this study, these changes were a challenging disruption that required 

them to find some sort of reconciliation. 

 

Part of the experiencer’s adult identity was also built around a sense of 

independence. Most had previously experienced a good level of independence brought 

about through employment, hobbies, social lives and physical mobility.  

“before I was um I was independent and you know I, I paid my own rent and I paid 

my own bills and you know I, I relied upon myself’ (Couple2, 526- 527).  

Once the symptoms of ME/CFS had manifested themselves experiencers reported that they 

had become dependent upon partners and family for things such as practical and emotional 

support, finances and social lives.  

“I did lose completely my independence” (Ind 4, 295).  

 “Just dependent in everything now” (Ind5, 872). 

For many this change in their independence was difficult to accept and reconcile themselves 

with and it led to trying to find ways (appropriate and inappropriate) to maintain 

independence. 

 “I don’t want to lose my independence” (Ind1,487).  

“at least if I’m working and earning little bit of money I know that I’m not totally 

dependent on him (Ind1, 497-498)”.   

Given the importance of independence, reconciliation with this fundamental change is 

unlikely to be easy and attitudes to this reconciliation will impact on what, if any, 

adjustments are made.  
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Experiencers also identified that feeling a sense of control over their lives was 

important to their adult identity.  Pre ME/CFS, experiencers felt they had this control, 

however, post condition, experiencers reported feeling that they had lost this. 

“I’m starting to feel I’m losing control a bit, again at this moment in time” (Ind4, 

1478-1483). 

“maybe it’s because I’ve got a bit of control over that cushion and pillow whereas 

I’ve not got any control of like other things” (Couple3, 334-339). 

A loss of control was specifically discussed with regards to careers, hobbies and social lives.  

 “basically this wrecked my career” (Couple1, 109). 

“I used to like cooking and baking and things and I can’t do that anymore” (Couple3, 

678). 

“Um at the beginning your friends come to see you and then they start to dwindle” 

(Couple3, 1214-1215).  

For some having control over these elements was vital for their identity, making these 

disruptions more problematic.  

 

Experiencers also reported losing control over hopes and aspirations for their 

futures and reported a deep disappointment in these changes as often these were less 

fulfilling.  

“I always thought I’d be a lot more successful in my career and I thought I would 

achieve a lot more” (Couple2, 628-629). 

 “I think there’s a bit of you that’s frustrated that it is just that job [compared to the 

job they held previously]” (Couple2, 644). 

Experiencers reported that their sense of control was further reduced by the fluid nature of 

ME/CFS, which reduced control over plans and made it harder to reconcile with the 

condition.  
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 “I think it’s very difficult to because it’s a moveable feature and it moves so much it’s 

very difficult to accept where you are, ‘cause um, one you might not be here 

tomorrow, you might be a lot worse” (Ind4, 1579-1587). 

 

Given the integral and enforced changes to adult identity brought about by ME/CFS, 

experiencers report damage to their self-esteem, self-confidence and self-worth. 

 “I’d always been a very confident person but my self-esteem and my confidence 

were completely knocked” (Ind2, 783-784). 

 “I’ve got no confidence anymore” (Couple3, 166). 

Experiencers have reported initial difficulties in repairing the damage to their self-esteem 

and are, therefore, facing a difficult phase of reconciliation and adjustment with low self-

esteem, confidence and with a damaged identity.  

 

Whilst the tentative model was developed through a rigorous GT 

process and Dey’s (1999) criteria for theoretical sufficiency was met (see 3.3.1.4.), it 

became evident during the late stages of iteration, and the final confirmatory constant 

comparison that some of the subcategories subsumed under experiencer adult identity 

were not fully populated.  This understanding emerged long after contact 

with participants had ended.  After re-appraisal, it was felt these subcategories were 

sufficiently detailed and explanatory to support both their subsuming category and the 

links between categories so confidence in the trustworthiness of the tentative model 

remained. Nevertheless, future research to refine the model into a substantive 

theory would need to ensure that the subcategories are revisited to populate these more 

comprehensively.   
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4.3.3.2.2 Partner. Partners reported no fundamental changes in their individual 

adult identity because of ME/CFS.  This was because they are still able to maintain their 

employment, their individual social lives and individual hobbies. 

 “I just get on with my own hobbies” (Couple1, 1198).  

In fact for some the disruptions were reported to be acceptable or even beneficial to the 

partner (in terms of extra time for hobbies and social lives).   

 “The type of person Bob is as well I actually think he’s quite well suited to being with 

someone with ME because he’s not one for socialising with lots of people” (Ind3, 

1327-1328).  

“So that’s what he does now, he’s got like his own social life at the golf club and he 

gets to exercise when he wants to” (Ind3, 275-277). 

 

 The areas where ME/CFS did cause disruptions were joint social lives/hobbies and 

domestic roles. ME/CFS either disrupted the couple being able to have joint social lives. 

  “Well everything we used to enjoy together is more or less um alienated” (Ind3, 

191)  

“you’re sort of used to going out and doing things it then is obviously affecting you 

as a couple because where you would be able to go out and do things together, you 

are no longer able to do that to the same extent with the ME” (Ind 2, 372-375). 

or alternately forced them to have a joint social life (due to the experiencers loss of friends 

and limited opportunity to make new ones). 

 “so er so if it’s socialising with friends it tends to be my work mates who Gina’s now 

got to know and we are all friends together sort of thing” (Couple3, 642-643).  

Some partners reported having to make some changes to domestic roles, with them having 

to take on more of the domestic tasks as the experiencer can no longer do it.  
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“Gina used to do everything around the house almost” (Couple3, 245-246)……… “but 

nowadays I tend to do a bit more because Gina can’t do that” (Couple3, 247-252).  

whereas others reported no change to their domestic arrangements as they were already 

active in these. Given the less fundamental changes to individual identity experienced by 

partners, they continued to have a stable adult identity and maintained their self-esteem 

and worth. 

 

4.3.3.3 Expectations. A further fundamental disruption caused by ME/CFS is to the 

individual’s and couple’s expectations. This section will be broken into couples’ expectations 

and societal expectations.  

 

4.3.3.3.1 Couple Expectations. ME/CFS causes a fundamental disruption to couple’s 

expectations, especially with regards to present and future plans. 

 “I think your condition has worsened and I suppose the sort of retirement I had 

envisaged was different” (Couple1, 389-391). 

 Couples reported holding expectations around their relationships, their leisure time, their 

physical abilities and achievements. 

 “it’s affected what I wanted to do as a mom” (Ind3, 1567) 

 “I was so looking forward to the fact that when I retired horses were going to be 

part of my life” (Couple1, 1145-1147).  

“We were only in our forties. You don’t expect to be that immobile in your forties” 

(Couple3, 1944). 

 “I thought I’d have a PhD by now” (Ind5, 752).   

Often these expectations were important to individuals as they were closely intertwined 

with their identity. Expectations were expected to be relatively stable, however, ME/CFS 
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brought an abrupt end to this stability and forced couples to make changes that they did not 

wish to make and with which they found reconciliation difficult.   

 

Reconciliation with changes to expectations was complicated by couples making 

comparisons and by attempting to maintain a sense of normality, which maintained their 

pre ME/CFS expectations. Couples stated that they made comparisons to their past, to each 

other, to other individuals and other couples. 

 “I’m nothing like the person I used to be” (Ind1, 746). 

 “I became a grandmother and that hurts because I can’t interact with my little 

grandchildren. I see Jonathan doing it, but I can’t” (Couple3. 1650- 1651). 

 “I might do something that I know is a bit too much for me um but it’s something 

somebody else could deal with” (Ind4, 925- 926). 

 “If you look at that couple we’re not, we’re not developing that way” (Ind4, 1695).  

These comparisons could, at times be positive but they often prevented change and 

reconciliation.   

 

The other complication is that of trying to maintain a sense of normality, with this 

being both important and satisfying. 

 “or what used to be normal, in as much as possible you try to keep that up 

but…..”(Couple3, 537- 538).  

“It’s satisfaction at the time because for that little amount of time you felt normal” 

(Ind3, 634-635).  

Attempts to maintain a sense of normality, however, often hindered reconciliation.  

 

Despite these complications, couples had begun to make enforced changes to 

expectations.  
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“I think it’s very hard to adjust your expectations but to cope with the ME you do 

have to because the expectations of the things you used to do are no longer going to 

work when you’ve got the ME” (Ind2, 568-570).   

One experiencer identified the importance of both partners making changes to their 

expectations, highlighting the issues when one partner does and the other doesn’t (leading 

to a mismatch in expectations).  

“Because, because I’d changed, my expectations had changed and his hadn’t so 

yeah. That was part of the problem” (Ind2, 1056-1057).  

Couples, therefore, have identified the importance of beginning to make changes to 

expectations and some of these changes will be referred to later in the section on 

adjustments.  

 

As can be seen, ME/CFS has a fundamental impact on couple’s expectations, 

however, the couple are also subject to societal expectations, which are the focus of the 

next section.  

 

4.3.3.3.2. Societal Expectations. Couples also recognised that ME/CFS disrupts what 

society expects of them, however, what society expects of a person varies across the 

lifespan and, therefore, there are differing impacts on the couples within this study. For 

those in an older age bracket, ME/CFS may produce fewer disruptions to societal 

expectations because these expectations tend to focus on retirement, slowing down and a 

reduction in social lives and hobbies, which align with the outcomes of ME/CFS.  

“because now I’m starting to get to that older age that people don’t expect you 

running around all the time and things” (Ind2, 991-992).    

Younger experiencers, however, were under societal pressure to have an active life, which 

they felt unable to maintain. Those in the younger age brackets also expressed greater 
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societal expectations imposed on them in terms of meeting major milestones such as getting 

married and having children, which may be affected by ME/CFS.  

“But he did say he couldn’t imagine us having a child at the minute, which he knows 

would upset me. But he couldn’t imagine that because he’s not quite sure how we’d 

manage it” (Ind5, 2513-2519).  

Younger experiencers expressed concerns that these societal expectations may start to 

cause issues within their relationships when they reached the age that society saw these 

milestones as pivotal. 

 “Yeah we are trying but we haven’t thought about the future things because its... I 

think that’s where we will have problems” (Ind5, 2561-2562). 

  “Do you know, if we’re not moving on, as in we chose a bit more, is he going to 

want more from me that I can’t give” (Ind5, 2586-2588).  

 Older experiencers often reported that they had met these societal milestone expectations 

prior to the onset of ME/CFS and were, therefore, under no pressure.  Trying to live up to 

these societal expectations often led to a lack of reconciliation and adjustment.  

 

As can be seen then experiencers and couples are influenced by their own and 

other’s expectations. These can help or hinder reconciliation and adjustment and may need 

to be addressed as part of their journey.  

 

4.3.4. Reconciliation and Processing Loss and Grief 

 

4.3.4.1. Definition and Relationship within the model. The concept of ‘Processing 

Loss and Grief’ (see Table 4.10) is defined as ‘the processes the individual and couple go 

through in order to process, manage and mitigate the sense of loss and grief experienced 

because of ME/CFS’. 
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The sense of loss and grief often arises in response to ‘It’ and the ‘fundamental 

disruptions’ that this brings. To be able to move forward the individual and couple must begin 

to process this loss and grief and as a result identify and implement appropriate ‘adaptations’. 

In order to delineate the experiential and practical aspects of this process, the section is spilt 

into the experiences of loss and grief and the skills the participants identified as important in 

processing this.  

 

Table 4.10 

Table of ‘Processing Loss and Grief’ Relationships 

 

Concept Category 1 Category 2 Subcategory 

Processing 
loss and 
grief 

Loss and 
grief Denial Loss and grief 

    Emotions Emotions 

    
Acceptance- physical, 

psychological, emotional Acceptance  

  Skills Humour Humour 

    Communication Communication 

    Understanding Understanding 

 
 

4.3.4.2 Loss and Grief Cycle. Couples expressed loss and grief with regards to 

changes to their identity, physical ability, lifestyle and future plans.   

“you grieve for the person you used to be, because you have to come to terms with 

the fact that person’s gone” (Ind3, 636-637). 

Ultimately this grief was compounded by the loss of choice and control within their lives.   

“even though I had to adapt to the illness, um, it wasn’t the position I wanted to be 

in, I didn’t have a choice”. (Ind3, 1453-1454) 
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Couples talked about initially experiencing a protracted period of denial. 

 “For the first few years I was in complete denial” (Couple2, 843).  

For each member of the couple this can last for a differing amount of time, which can have 

implications for intervention and adaptation. Whilst couples are in this phase there was no 

processing of grief and no movement towards reconciliation. 

 

Once couples moved out of this phase, they began to talk of experiencing negative 

emotions towards ME/CFS and its impacts. Couples have expressed both frustration and 

disappointment over enforced changes in lifestyle, especially when making comparisons to 

pre-condition levels. 

 “it does bug me that I can’t do as much as I want to” (Couple2, 336-337).  

“I don’t think he realises I get frustrated that I can’t do the things I would have 

normally done” (Ind1, 252-253).   

They also expressed a sense of sadness around the things they expected to achieve but no 

longer feel they can presently and even in the future for some.  

“I thought I’d have a PhD by now” (Ind5, 752). 

Experiencers also reported experiencing self-imposed guilt around the impact their 

condition has on their partner.  

“Um I felt incredibly um bad for sort of putting his life on hold” (Ind3, 254-255).  

These negative emotions, especially guilt, drive experiencers to continue to push themselves 

despite its impact upon their health, hence preventing movement towards reconciliation.  

 

Part of the loss and grief process was finding a sense of acceptance. Couple’s report 

that finding a sense of acceptance was an individual process and therefore they reached this 

at differing points in time. 
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 “I think as individuals we are all ready at different times to accept things” (Ind3, 

1904).   

Whilst all experiencers reported struggling to find a sense of acceptance, partners had mixed 

experiences. Some partners accepted the diagnosis very quickly, whilst others struggled to 

accept it, potentially due to a lack of understanding or the invisible nature of the condition.  

 “I’ve accepted Gina’s condition and I probably accepted it as soon as we started 

seeing the symptoms” (Couple3, 2617-2618).  

“And it’s hard to accept yourself so therefore its more difficult for somebody else to 

accept it” (Ind2, 429-430).   

“And er he would probably say what I’ve said that at first it was very difficult” (Ind3, 

1933-1934) …….’cause he couldn’t see it and I think that’s the main problem for any 

couple” (Ind3, 1935-1939).   

To further complicate the acceptance process, it appears that there are differing types of 

acceptance, which will be discussed next. 

 

Couples in this study referred to three types of acceptance, physical, emotional and 

psychological. Reportedly physical acceptance was the easiest to gain because the condition 

dictated that some physical adaptations had to be made. 

 “Well practically you’ve got to, you’ve got to make changes” (Couple3, 1925).  

Greater difficulties, however, appear to exist with emotional and psychological acceptance 

 “I, I really struggled to come to terms with it, you know, emotionally” (Couple2, 567-

568). 

“then there’s that bit of her which is, that just doesn’t want to to accept it so just 

wants to keep going” (Couple2, 1450-1451).  

This is because experiencers felt they were the same people psychologically and emotionally 

as they were prior to the onset of ME/CFS.  
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 “I’m still the same person inside but I can’t be the same person on the outside and 

that gets very frustrating” (Ind1, 772-773).   

 

Whilst some experiencers reported that they had begun the journey to psychological 

and emotional acceptance others indicated they had not, with some feeling they would 

never achieve psychological acceptance. 

 “I don’t think she’ll ever be able to accept it” (Couple3, 1916).   

The fluid nature of ME/CFS further complicates acceptance.  

“It moves so much it’s very difficult to accept where you are, ‘cause um, one you 

might not be here tomorrow, you might be a lot worse” (Ind4, 1583-1587).   

Experiencers felt that if symptoms were stable, they may find it easier to accept/ reconcile 

with the condition.  In addition, because of this instability in ME/CFS, appropriate 

adjustments may alter over time.  

“it’s so fluid though because you can be better or worse all the time. So just putting a 

practical adaptation in and sticking with it. I mean physically sometimes I can’t get 

upstairs but sometimes I can, so if you put something in and assume you can never 

get upstairs you will never get upstairs” (Ind4, 1745-1759). 

 

4.3.4.3. Processing Grief Skills. Couples identified several skills that they have found 

important whilst processing their loss and grief and in beginning to reconcile with ME/CFS. 

These skills are humour, communication and understanding.  

 

4.3.4.3.1. Humour. Three couples discussed the importance of humour in helping 

them work through the grief and reconciliation process. There were two ways in which 

humour helped this process. First, the couple used humour to lighten the negative moods 
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associated with the symptoms and impacts of ME/CFS. Often this is achieved by mocking the 

illness and its symptoms overall. 

 “you know and I’m forgetful he says things to sort of, as if to …….Lighten it a bit” 

(Couple3, 744- 746). 

  “I’m taking the mickey out of the condition or, or how it’s making her do 

something” (Couple3, 1536- 1537).  

Second, having or creating a joint humour helped the couple maintain their relationship and 

develop joint ways of responding to situations, hence promoting reconciliation.  

“No it hasn’t affected our relationship………. because generally we laugh” (Couple1, 

1017-1019). 

 

4.3.4.3.2. Communication. A second skill that couples identified as vital to the grief 

and reconciliation process is that of communication.  This skill is required to help the couple 

express, and improve understanding of, symptoms, impacts and needs.  Communication is 

especially important to couples as ME/CFS is an invisible illness. 

 “I think it is crucial because if you don’t explain what’s going on with your body, 

because you can’t see it, how would somebody know?” (Ind3, 1575-1576). 

 

Couples felt the need to discuss the importance of both verbal and non-verbal 

communication in the reconciliation process. This distinction was made because the 

experiencer may at times be unable or unwilling to communicate their needs verbally. This 

may be due to physical symptoms or due to a concern of oversharing physical symptoms and 

as a result losing empathy. 

 “I, I don’t want to just constantly say, ‘cause that’s the thing with chronic fatigue, 

the big thing with chronic fatigue every day there’s something” (Couple2, 1007-

1008).  
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This lack of, or censored, verbal communication leaves partners with only partial 

information on which to base adaptations and the reconciliation process.  

 

In the face of partial verbal information partners had begun to read non-verbal cues 

that the experiencer gave about their current condition. 

 “in the early days I could see something going on in her head and the way she was 

acting but she wouldn’t necessarily tell me” (Couple2, 950-951).  

Partners indicated that they had begun to recognise non-verbal indicators that their 

partners were struggling, which allowed them to intervene where necessary. Couples 

indicated that reading non-verbal cues is a skill that was acquired over time and have 

indicated that it has helped them to manage, and reconcile with, the condition better.  

“I’ve got better at reading the signs over the last couple of years” (Couple 2, 948-

949).  

 

4.3.4.3.3. Understanding. Finally, interviewees have discussed the importance of 

creating a joint understanding of ME/CFS during this grief and reconciliation period. 

Experiencers and partners interviewed tended to have developed or be developing a similar 

understanding of ME/CFS.  

“[when asked if they have a similar understanding] I wouldn’t say it was far off”…… 

“Yeah not a hundred percent” (Couple3, 2417-2419). 

 This joint understanding appears to aid with acceptance and with the implementation of 

adaptations. The participants, however, made references to couples who had very different 

understandings of the illness (often with the partner having limited understanding) and the 

issues this caused in reconciling with the condition.  

“their partners have said look, there nothing wrong with you, it’s all in your head and 

that, that’s I just think is the most unhelpful approach to take to anybody and I think 
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if I, you know if I was in a relationship where my partner had that sort of attitude I, I 

would struggle much more than, than now” (Couple1, 1488-1492).   

 

Interestingly, couples differentiated between scientific understanding and personal 

understanding, with the latter being seen as more important.  By this the couple meant they 

had a personal understanding of how ME/CFS manifested itself in their couple and how they 

best needed to manage it.  

“He has an understanding of me and how I am and how he needs to support me or 

look after me” (Ind1, 1037-1041).   

It appears that whilst a scientific understanding offered some baseline for moderating 

expectations, having a personal understanding of the condition was much more important in 

reconciliation and adjustment.  

“I don’t think um necessarily knowing more theoretical stuff will help because you’ve 

got your own coping mechanisms, we know what works for you and what doesn’t” 

(Couple2, 1219-1222).  

Understanding, therefore, was an important skill and an important part of the couple 

working together to reconcile with and manage ME/CFS.  

 

Each couple used these three skills in ways that were meaningful to their 

relationship and each couple processed loss and grief in different ways. They were, however, 

all beginning to work through this stage and as a result had made adjustments. 

 

4.3.5 Reconciliation and Adaptations 
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4.3.5.1. Definition and Relationship Within the Model. ‘Adaptations’ is defined as 

‘the adaptations and adjustments that couples implement in order to reduce the impacts of 

ME/CFS’. 

Once the couple had begun to reconcile with their loss and grief and begun to find a 

sense of acceptance, they started to implement adaptations appropriate to themselves and 

appropriate in mitigating the impacts and ‘fundamental disruptions’ that ‘It’ brings. These 

adaptations demonstrated a sense of reconciliation with the condition. The fact that couples 

found physical acceptance easier is largely reflected in the types of adaptations the couples 

identified making.  There were four main adjustments that couples discussed: everyday vs. 

the unusual, planning vs. spontaneity, quality vs. quantity of time, and physical adaptations 

(see Table 4.11).  

 

Table 4.11 

Table of ‘Adaptations’ Relationships 

 

Concept Category 1 Category 2 Subcategory 

Adaptations Adjustments Everyday vs unusual Holidays 

     Events 

     Domestic roles 

     Expectations 

      Day to day 

    Planning vs spontaneity Planning vs spontaneity 

     Pacing 

      Emotions 

    Quality vs quantity of Time  Quality vs quantity of time 

    Physical adaptations Adaptations 

     Pacing 

     Sleep 

     Life stage  

     Fluidity 

      Interventions/appointments 
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4.3.5.2. Everyday vs. the Unusual. Couples identified that they had begun to 

reconcile with the everyday impacts of ME/CFS and had found adaptations that helped them 

manage these, to the point that they now felt that ME/CFS no longer impacted them on a 

daily basis. 

 “I don’t think it really affects us day to day to be honest” (Couple2, 180). 

 “So I think our day-to-day lives are fine” (Ind1, 1165).  

Couples identified that they had found ways to divide everyday tasks and jobs and that these 

adaptations appeared to fit well with both individual’s expectations. 

“We seem to have sort of divvied out responsibilities so now Brian will just get on 

and do the things he does and I will get on and do the things I do” (Couple1, 679-

681). 

 “before we met he was doing it for himself anyway [housework]” (Ind1, 232).  

 

Events that were outside of the everyday routine (such as holidays, weddings) often 

still required adaptations to be perfected as they brought with them specific difficulties and 

differing expectations.  

“I will probably be ill for several weeks after just from the travelling and having to 

socialise [wedding]” (Ind3,768-769). 

 “I think it makes me worse because his expectations are a little bit higher than they 

are normally [when partner is off]” (Ind1, 104-105).   

Couples reported that they are beginning to find adaptations for these unusual events, 

however, they indicated these adjustments were more difficult than everyday adjustments 

as there were fewer opportunities to test and perfect their adaptations.  

 

4.3.5.3. Planning vs Spontaneity. Couples indicated that they came to recognise 

that they cannot maintain their social lives how they had previously been. In response to 
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this, couples made adaptations that helped them to maintain some social life whilst 

managing the symptoms of ME/CFS.  One such adaptation was to adopt either a planned or 

spontaneous response to leisure time. 

 

Planners managed to maintain some social life by carefully planning events and the 

days around the event. 

 “like next week we’ve got tickets to go and see a comedian on the Thursday so I 

know that I will be very careful about what I’m doing for the few days before hand” 

(Couple1, 419- 422).   

Often an important component of the planning style is that of pacing, as it helps to increase 

the likelihood of attending and enjoying events.  

 “I’ve now got four grandchildren and I love to spend time with them so it’s a 

question of pacing myself to be able to sort of have days out” (Ind2, 146-151).   

Whilst planning may be a beneficial adjustment for the social lives of some couples, it did 

not, however, prevent events from having to be cancelled at the last minute due to health 

issues.    

“You can’t plan things and definitely know they will happen” (Ind2, 382). 

 Unfortunately, this can lead to feelings of disappointment and frustration for all involved. 

Couples, however, argue that planning was a beneficial adjustment for them and that 

cancellations were rarer because of it.  

 

Taking a spontaneous approach to their social life was another adjustment made by 

couples. 

 “I try not to plan too much but because I know what my limitations are” (Ind1, 491-

492).  
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These couples felt that being spontaneous in their social lives meant that they could tailor 

activity to their health levels on the day and this meant that it reduced pressures that having 

events planned placed on them. 

 “Um I rarely plan anything because I don’t know how I will be on the day” (Ind3, 

699- 703).  

“he said I’m a lot more easy going now but I think that’s because all the pressures 

not on me, it wasn’t the pressure that I must have, I must be ready Wednesday seven 

o’clock to go out and stuff” (Ind5, 1594-1597).  

These spontaneous couples identified that a further benefit of this style was that there were 

no pre planned activities that had to be cancelled, which in turn meant they avoided the 

guilt that others expressed when cancellations occurred. 

 “I feel really, really guilty because I’m stopping this event happening” (Couple3, 

1795- 1796).  

It does, however, mean that these couple could not expect to attend events that require 

booking well in advance. 

 

All bar one couple interviewed appeared to have a similar outlook in the type of 

adjustment they made (i.e. both planners or both spontaneous), which may be beneficial in 

their reconciliation journey. The one couple with clashing styles appeared to be struggling 

more within their relationship and with reconciliation with ME/CFS overall. 

 

4.3.5.4. Quality vs Quantity of Time. A further adaptation that couples have made 

with regards to their leisure time is that of quantity of time versus quality of time. Couples 

have identified that to manage and enjoy their leisure time they have had to adapt their 

expectations of how much time they spend together.  
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Prior to ME/CFS there was an expectation that the couple would try to spend as 

much time together as possible (quantity), however post ME/CFS this attitude worsened the 

condition and made the time together un-pleasurable.  

 

Post ME/CFS, couples shifted their expectation to spending quality time together. 

Couples stated that whilst they may now spend less time together, they value this quality 

time together and enjoy the time they do spend together, more. 

 “Our change has gone to pure quality, where when we tried to do quantity we were 

falling out, weren’t together” (Ind5, 1514-1518). 

 “So we do try and make the most of it and try and make it the best quality that we, 

that we can” (Ind2, 1422-1423).   

Couples indicated that they had reconciled with this adaptation and had found it beneficial, 

especially in maintaining better quality relationships and ensuring more enjoyable leisure 

time. 

 

4.3.5.5. Physical Adaptations. Couples identified several physical/practical 

adaptations that they had introduced, such as mobility aids, bathing aids and blue badges 

but they discussed struggling to accept the need to use these. Couples acknowledged that 

practically the aids were very helpful in maintaining things such as leisure time and 

independence, but they also went against their own and societal expectations of physical 

ability, leaving them, and some partners, struggling with this adaptation. 

“I’ve got a blue badge” (Ind1, 780).  

 “Um I need handles in the bath” (Ind1, 786-787).  

 “I did resort to having to use a wheelchair a lot and that took a lot for me to get 

used to” (Ind2, 448-449).  
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“It took a long while for my husband to come round to the idea of me having a 

mobility scooter because he said, you’re too young to have a mobility scooter” (Ind3, 

222-224).   

Other partners, however, reconciled with their use quickly by looking logically at their 

benefits.  

“That’s the way I look at it. Like if it’s a tool, like a walking stick that can help you, it 

doesn’t matter, you know, what other people think” (Couple 3, 1883- 1884).  

With time, couples reported that they were able to reconcile with these adaptations. 

 

Three couples also discussed having to sleep separately due to night-time 

movements and issues with sleep patterns. Whilst this was reported as a beneficial 

adjustment, it was also a difficult one to initially reconcile with. 

 “A bit strange to start with [separate beds]. Er, it’s like anything else, the more it 

becomes a routine, the more you get used to it. But we still, we still would like to 

sleep together more but we can’t” (Couple3, 217-226). 

 “Um so that’s something that I’ve had to accept, that I can’t sleep with anyone 

anymore” (Ind1, 300).   

Some couples report now being happily reconciled with these adaptations whereas others 

are still struggling and are hoping that they can be temporary solutions. 

 “it’s not planned forever” (Ind5, 1426-1427). 

 

All experiencers were introduced to a further adaptation, that of pacing (although 

the depth of coverage varied greatly across respondent couples). This is an intervention in 

which experiencers do activities in a more planned and structured way, doing a period of 

activity and then resting before becoming active again. The periods of activity depend on 

how well or unwell the experiencer is and looks to be built up over time. 
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 “the pacing just gradually increased what you can do” (Ind4, 116).  

Professionals identify this as an important adjustment in the management of ME/CFS.  

Whilst many experiencers have begun to incorporate pacing into their daily life, they have 

talked about the issues with reconciling with this approach. 

 “I know how to sort of pace myself. To start with its very difficult, well I found it 

very, very difficult” (Ind2, 121-122).  

This is largely due to how it violates their pre-condition attitude to tasks and events.  

“But yeah, so and I’d never been the type of person that would start like doing the 

ironing and stop after ten minutes, which is what they were telling me to do, to pace 

yourself” (Ind2, 131- 133). 

 “I don’t feel like my house has been cleaned if I do a bit each day, I like the end 

product” (Ind3, 462-463).  

Pacing may also clash with the individual’s and couple’s understanding of ME/CFS (as pacing 

is seen as both psychological and medical in nature) making reconciliation with this 

adaptation more difficult. Some experiencers report considerable success with this 

adaptation, whereas others report not being able to reconcile with pacing to date, even 

years post diagnosis. 

 “I’ve been trying to pace for that long but there’s part of me that just not completely 

there yet, you know” (Couple3, 548- 550). 

 This lack of reconciliation with this adaptation leads experiencers to ‘push through’, which 

ultimately worsens the symptoms of ME/CFS.  

“And the problem is you have a good day and you think I will get that done and I will 

get that done and I’ll get that done and then you’re bad for two weeks” (Ind3, 624-

625).   
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Couples often felt that reconciliation with pacing may be easier if partners better 

understood it. Partners were often not included when pacing was explained to the 

experiencer (one partner out of eight couples was included) and so they had limited 

understanding. It was felt that including the partner may help them encourage and promote 

this adjustment. 

 “[not everyone’s partner] would understand exactly what’s was going on [as a result 

of the condition] how or what they mean by pacing and everything else” (Couple3, 

2598- 2600). 

” I think it’s helpful to come and find out at least so they can see like I do now, I’ll say 

“Gina you know, remember what she said. Pace yourself, do this, don’t do that. And 

er it can be quite helpful” (Couple 3, 2600-2607).  

However, it must be acknowledged that the partner may require some support in helping to 

encourage and implement this adaptation. 

 

Through these adaptations all couples have begun to demonstrate a degree of 

reconciliation with ME/CFS. Which adaptations were adopted were personal to each couple 

and were subject to ongoing change. Interestingly none of the couples interviewed were 

fully reconciled with ME/CFS despite the elapsed time since diagnosis. 

 

The last four sections have drawn out, explained and evidenced a tentative 

reconciliation model of ME/CFS. The model has acknowledged that the introduction of 

ME/CFS or ‘It’ leads to fundamental changes for the couple but especially for the 

experiencer. Loss and grief are felt as a result of these changes and this needs to be worked 

through in order to achieve a degree of acceptance. Couples tended to use the skills of 

humour, communication and joint understanding in order to do this. As a result of working 

through the loss and grief, couples were able to make a number of practical adaptations that 
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helped them to manage the impacts of ME/CFS. The outlined reconciliation model brings 

with it several implications and applications for both individuals and professionals, which 

will be presented in the discussion chapter.   

 

4.4 The Reconciliation Model and Counselling Psychology 

 

This next section considers the tentative application of the model within counselling 

psychology. This is a small-scale study currently offering a tentative model and as such any 

discussion of how counselling psychologists may apply the model also remains tentative and 

requires further studies to confirm the applicability. Following an Evidence Based Practice 

model (Sackett et al, 1996) further studies should include efficacy and effectiveness studies 

focusing on the impact of these recommendations for couple outcomes, and feasibility and 

acceptability studies gathering perspectives of couples and practitioners including 

counselling psychologists.  Nevertheless, the reconciliation model, offers a number of 

potential ideas for intervention: 

 

• Identify/assess the fundamental impacts to identity and expectations that 

the couple are experiencing. Consider if/how the couple are subsequently 

managing these changes and to support those couples struggling with this. 

The couple may need to consider how individual/ couple identity and 

expectations may be adapted or redefined to benefit both members. 

• Explore how denial and loss and grief may be influencing the couple’s 

experiences.  Help them move through the stages of grief towards 

acceptance and reconciliation and to support those whose grief may 

become complex or stuck.   



 131 

• Help the individual or couple implement the skills of humour, 

communication and understanding in a way that helps them manage loss 

and grief and move towards reconciliation. 

• Help the individual or the couple to identify and implement adaptations that 

could aid them in the management of ME/CFS.  Support the couple in 

building strategies for implementing such adaptations and to ask for help if 

needed. 

 

Current commissioning within the NHS means it is unlikely that counselling 

psychologists will be able to focus on all the areas identified above. However, given the 

interconnectedness of the model, offering an intervention in one area will influence further 

areas (i.e. progress in grief work is likely to lead to changes in the experiences of 

fundamental disruptions and also to the implementation of appropriate adaptations). The 

impact of feeling heard and supported within the reconciliation journey can also not be 

underestimated. It is important to highlight that this model can be applied at diagnosis or 

later in their journey if the couple are struggling to reconcile with, or manage, the transitions 

that condition brings about. 

 

Further reflections on the application of the reconciliation model can be seen within 

the recommendations section 5.3.1. As indicated in 1.3, debating the most appropriate type 

of therapy is beyond the remit of this study, however, irrespective of the professionals 

preferred therapeutic model, it is possible to see how health and care practitioners may be 

able to apply the principles of the reconciliation model to their own client work. 
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4.5 Chapter Summary 

 

This chapter started by giving a pen portrait of the participants from the study and 

then evidenced how the GT process was applied within this research.  

 

The latter half of this chapter then went on to present a tentative model of 

reconciliation. Implications and applications of the model will be discussed in the next 

chapter. 
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5. Discussion 

 

This chapter appraises the reconciliation model in relation to the research aims and 

the existing literature and offers tentative recommendations and suggestions for future 

research. This chapter also addresses the strengths and limitations of the study, offers a 

personal and professional reflective commentary and considers contemporary 

developments within the field.  

 

5.1 Research Aims and Questions 

 

5.1.1 Research Aims 

 

The aim of this research was to gain greater insight into couples’ experiences of 

ME/CFS and to gain a greater understanding of the factors that influence how couples adapt 

to the condition. Ultimately this research aimed to create a tentative theory of adaptation 

which may then influence and inform future professional practice.  

 

A tentative model of reconciliation was created that offered insight into the impacts 

and issues experienced by couples living with ME/CFS. The model also highlighted a process 

of loss and grief and movement towards change and reconciliation. Finally, the model 

offered an insight into what skills or factors influence the couple making changes and 

ultimately what types of adaptations participants had begun to make.  

 

As a result of the reconciliation model several tentative recommendations can be 

suggested (see 5.3.1.), which may aid professionals in their work with couples and 

individuals experiencing ME/CFS. The aim moving forward, needs to be on finding 
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appropriate avenues to share this model and its tentative recommendations with 

professionals. Currently, no studies exist that have explored reconciliation in any depth 

within ME/CFS, so the creation of, and application, of a model of reconciliation is an original 

and important addition to the understanding of the condition. 

 

5.1.2. Research Questions 

 

• What significant changes have the couple experienced as a result of ME/CFS? 

 

The concept of ‘fundamental disruptions’ outlines the main changes that the couple have 

experienced because of ME/CFS (identity and expectations).  For the experiencer there are 

fundamental disruptions to their adult identities, specifically their sense of independence 

and control. These disruptions impact negatively upon the experiencer’s self-confidence and 

esteem. For partners the disruptions were not so profound and do not appear to impact on 

their individual identities. 

 

Both experiencer and partner reported disruptions to their expectations in life. Reconciling 

with these changes was complicated by comparisons being made to others and the past and 

by attempting to maintain a sense of normality. Participants also identified that ME/CFS also 

caused disruptions to societal expectations.  

 

• How have the couple managed or adapted to these changes? 

 

The concept of ‘adaptations’ identifies the main adjustments that the participants have 

made. These adaptations focused on finding ways to manage everyday events and 

attempting to develop ways to manage more unusual events. They also focused on planning 
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vs. spontaneity and on ensuring quality time was spent together and not just quantity. 

Finally, participants considered the physical adaptations that they had made and their use of 

pacing.  

 

• What factors have helped or hindered in this adaptation process? 

 

Both elements of this question have been addressed under the ‘processing loss and grief’ 

concept. It appears that being in, or remaining in, the early stages of grief acts as a 

hindrance, as it ties the couple to pre-condition identities and lives. Using skills of humour, 

communication and understanding may help the couple in processing their grief and in 

moving towards reconciliation and adaptation.  

 

5.2 Contextualising the Reconciliation Model  

 

5.2.1 Reconciliation  

 

Within this study reconciliation was defined as: ‘the process by which a couple 

comes to acknowledge their situation, the opposing demands and the impacts of ME/CFS 

and begin to work towards creating an understanding of the condition. It is also the process 

by which the couple unite in order to adapt to changing dynamics and needs, and to find 

mutually acceptable ways to resolve, fix and prevent the impacts ME/CFS has’. (See section 

4.3.1). 

 

Whilst this working definition of reconciliation is similar to the notion of acceptance 

(Ax et al., 2002; Brooks et., al 2011; Dickson et al., 2008; Edwards et al., 2007; VanDamme et 

al., 2006) in that both are looking to live with or accommodate the condition, participants 
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described reconciliation as a broader, more active and ongoing process than acceptance. 

Whilst there are strong associations between the two concepts, a degree of reconciliation is 

possible even with minimal acceptance of the condition. Also despite reconciliation there 

was in some couple accounts, a lack of acceptance of the changes ME/CFS had brought with 

it.  Given that reconciliation suggests a more fluid process than acceptance, it may align 

better with, and be more useful when considering, the fluctuating nature of ME/CFS and the 

waxing and waning challenges that it brings (aligning with Travers & Lawler, 2008. See 

5.2.4.1.).  

 

As discussed in 5.1.1., reconciliation is not addressed in the literature in any depth 

and so having a reconciliation model of adaptation is an original and useful way of viewing 

the processes that the couple go through. The reconciliation model allows for the 

consideration of many different processes within one model: relational, environmental, 

societal, developmental and can highlight the tensions that exist within these processes. 

Also, because reconciliation is an ongoing process it allows for consideration of how ongoing 

life changes, social changes, environmental changes may impact upon the condition, its joint 

management and the effectiveness of current adaptations. Having the specific elements of 

the reconciliation model are also helpful in understanding how reconciliation comes about, 

how it may change and why some couples may struggle short term and long term with 

adaptation.  It is then possible to consider where and what support the couple may need 

and how ongoing support may influence their adaptation. Given that reconciliation is a 

neutral term and not medical, this support is able to come from a variety of sources and 

professionals. Lastly the concept of reconciliation, of managing changes and finding ways to 

accommodate changes whilst maintaining happiness and cohesion is important in couples 

therapy. This is an important crossover given that the focus for this study is couples 

adaptation. 
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5.2.2. Illness Identity- It 

 

Within the reconciliation model one of the main concepts was that of ‘Illness 

Identity/It’.  Couples suggested that ME/CFS is not only viewed as a long- term condition, but 

as a powerful presence or entity that is external to the couple and is ascribed its own 

identity. It has the power to change lives (transitions see 2.2.1.4., Elder Jr. et al., 2003) and 

to consume the couple if it is allowed to do so. Interestingly the notion of ME/CFS having its 

own identity is not directly addressed within the literature. The closest crossover is with the 

attributions literature, specifically with external attributions of cause (Brooks et al., 2013) 

and attributions of control (Cairns & Hotopf, 2005; Tuck & Wallace, 2000; White et al., 

2006). The attributions research, however, does not consider a long-term condition such as 

ME/CFS as an entity or an identity in its own right. This element of viewing ME/CFS as a 

separate entity, therefore, adds a novel and original way to consider the condition and links 

in with current research on personification and it’s impacts in other long-term conditions 

(Shahar & Lerman, 2013). Future research may wish to consider how the introduction of 

ME/CFS with its own identity, clashes with or causes tension with the experiencers and 

partners existing, multiple identities (see identity theory, section 5.2.3.1.) and how they go 

about resolving this, both privately and within society. Further research may also wish to 

consider the impact of personifying ME/CFS as an adversary to the ability to reconcile with 

and accept this long term, and presently incurable, condition. It is possible that the impact of 

doing this is different to that of personifying short term or curable conditions. 

 

5.2.3. Disruptions- Identity and Expectations 

 

5.2.3.1. Identity. Previous literature on ME/CFS and identity has suggested that the 

condition has profound impacts for the experiencer’s identity (see 1.1.1. Anderson et al., 
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2014; Arroll & Howard, 2013; Clarke & James, 2003; Dancey & Friend, 2008; Dickson et al., 

2008. See also Charmaz, 1983; Ellis-Hill & Horn, 2000 for identity loss in other long-term 

conditions), and, consistent with this, the experiencers in this study also reported this. They 

stated that there were three main elements to this identity disruption: a loss of 

independence (also suggested by Travers & Lawler, 2008; Williams et al., 2016) a loss of 

control (Elder Jr. et al., 2003) and being treated more childlike by others. Issues with 

employment (confirming research by Arroll & Howard, 2013; Cairns & Hotopf, 2005; Castro-

Morrero et al., 2019; Moss-Morris, 2005; Taylor & Kielhofner, 2005), hobbies, social lives 

and expectations (Dickson et al., 2008) were particularly reflected upon with regards to the 

changes in their adult identity. Phase theories have often referred to identity integration 

within the latter phases of the adaptation journey (see Whitehead, 2006b) and whilst 

experiencers in this study talked about the loss of, or changes to identity, they did not 

directly address reconstruction and integration of their identity (unlike Asbring, 2001; Clarke 

& James, 2003). 

 

Aligning with previous literature, experiencers recognised the impacts of these 

identity changes on their self-esteem and self-worth (Clarke & James, 2003; Travers & 

Lawler, 2008; White & Schweitzer, 2000). This research aligns well with identity theory 

which indicates people have multiple (social/ role) identities with varying importance and 

levels of commitment (for a discussion of Identity theory see Hogg et al., 1995). As can be 

seen within this study, however, ME/CFS can disrupt all of these identities to varying 

degrees and affect the experiencers’ ability to maintain social group memberships (for a 

discussion of social Identity theory see Drivsholm Sand et al., 2021; Hogg et al., 1995).  It is 

possible, then, that the identity changes experienced not only stem from discrepancies 

between developmental stages (Principle of Timing, Elder Jr. et al., 2003; Travers & Lawler, 

2008), but also an inability to remain committed to salient social identities and roles 
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(identity theory) and remain members of certain groups (social identity theory). Existing 

literature has also focused not only on impacts to identity but also on identity transitions 

(Travers & Lawler, 2008; Whitehead 2006b) and given that the reconciliation model is an 

active, ongoing process/model it may align well with such identity transitions. Interestingly, 

identity theory and social identity theory are often not explicitly addressed in the literature 

and yet it underlines identity loss, adaptiveness (Pittinsky et al., 1999), transition and 

societal influences on the condition. Therefore, this is an area for potential future research. 

 

In contrast to experiencers, partners reported that overall, their lives had been 

minimally constrained by the presence of ME/CFS (confirming research by Ax et al., 2002; 

Harris et al., 2016) and as a result there was little reported impact upon their wellbeing 

(contradicting prior research findings e.g. Blazquez & Alegre, 2013; Nacul et al., 2011a) and 

identities. Elements that were vital to individual identity such as employment, hobbies and 

social lives were reportedly maintained or adapted.  Changes that did occur as a result of 

ME/CFS appeared to focus around domestic roles (as identified by Horrocks & Ward, 2015), 

joint hobbies and joint social lives (Principle of Linked lives, Elder Jr. et al., 2003; Lingard & 

Court, 2014) but these were not seen to cause fundamental changes to the partner’s 

identity (contradicting findings by Catchpole & Garip, 2021). Some participants were even 

able to recognise some positives to the condition for the partner. It is possible that these 

latter elements (i.e. domestic roles, joint hobbies and joint social lives) have greater links to 

the couple identity, explaining why there is minimal impact to partner individual identity.  

Whilst it is very likely that these findings are a true reflection of the partners experience, it is 

possible that Issues with methodology (i.e. discussing negative impacts in front of the 

experiencer, length and breadth of interview) and time elapsed post diagnosis may have 

potentially influenced these outcomes. The fact that this sample report relatively effective 

management of the condition and a relatively small need for physical care may also have 
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influenced this outcome. Whichever is the case, it is clear that further research would be 

required to understand more fully the dynamic interchange between individual and couple 

identities. 

 

There were no explicit references to couple identity from couples or individuals 

within this study, however there was frequent use of the term ‘team’ or ‘we’ within the 

couple’s narratives which suggests a sense of ‘we-ness’ as it is referred to within the couple 

identity literature (Emery, 2020; Reid et al., 2006; Skerrett, 2003. See 2.1.3.). Given the 

suggested importance of couple identity in the management of other long-term conditions 

(Ahmad et al., 2017; Badr et al., 2007), further work may be required to explicitly explore 

couple identity within ME/CFS, specifically, ways to maintain and/or adapt the couple 

identity. Within this study, identity (and potentially as an adjunct, couple identity) was 

essential but insufficient to fully explain the data provided. The use of this as the core 

concept was tested in previous iterations of this model and found to be an inappropriate fit. 

 

5.2.3.2. Expectations. Within the existing ME/CFS literature, expectations are not 

treated as a separate topic but become subsumed into areas of research such as ‘therapy’ or 

‘identity’. Within this study, though, the couples report such profound impacts upon their 

expectations that it was treated as a separate concept to identity. Both experiencers and 

partners reported holding several expectations pre diagnosis of how their lives would be 

(Principle of timing Elder Jr. et al., 2003) and they had expected these to be relatively stable 

over time (trajectories, Elder Jr. et al., 2003). The introduction of ME/CFS, however, had 

changed these expectations (transitions Salmela-Aro, 2009) and adaptations had been 

required by the whole couple, not just the experiencer. The affected expectations largely 

focused on identity, relationships, leisure time, physical abilities, future and achievements. 

Changes to expectations were hard to reconcile and were exacerbated by comparisons with 
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the past (also identified by Arroll & Howard. 2013; Dickson et al., 2008; Tuck & Wallace, 

2000) and to others both inside and outside of the relationship and striving to maintain a 

sense of normality. Experiencers (and the couple as a whole) also recognised that they often 

did not meet societies expectations of them (corroborating studies by Arroll & Howard, 

2013; Dickson et al., 2008; Ware, 1992, 1999), or what they should be achieving in their lives 

given their life stage (Principle of timing, Elder Jr. et al., 2003). Suggesting that expectations 

is a topic in its own right allows for further exploration within the research community and 

professional settings. 

 

5.2.4. Processing Loss and Grief  

 

5.2.4.1. Loss and Grief. The reconciliation model recognises that couples go through 

a period of loss and grief, specifically around loss of identity (corroborating studies by Arroll 

& Howard 2013; Brooks et al., 2014; Dickson et al., 2008; Edwards et al., 2007) and a loss of 

choice and control in their lives (aligning with the principle of agency, Elder Jr. et al., 2003. 

See also work on illness perceptions e.g. Edwards et al., 2001; Haines et al 2019).  

 

The Reconciliation model highlights several stages or phases in this grief process 

which are akin to phase models (Edwards et al., 2007; Fennell, 1995; Whitehead, 2006a, 

2006b) and the stages of grief model (Kubler Ross, 1969). The reconciliation model 

recognised that there is an initial (and often protracted) period of denial (as identified by 

Fennell, 1995; Kubler-Ross, 1969) for the couple, where there is a need to maintain pre-

condition lifestyles (akin to stabilisation phase Fennell, 1995) and there is no acceptance of 

the need for change. The couple may then enter a phase in which they recognise that 

ME/CFS has led to changes (similar to cognitive realisation Travers & Lawler, 2008), which 

may be accompanied by negative emotions such as frustration, disappointment, sadness 



 142 

and guilt (akin to negative emotions in the Kubler Ross, 1969 model). Finally, the model 

recognises the couple may enter a phase where they begin to learn to live with (accept) the 

condition in terms of altered coping (Fennell, 1995: Reynolds et al., 2009), reconciliation 

(corroborating findings of Charmaz, 1994; Whitehead, 2006b) and practical adaptations.  

 

The model does, however, recognise that the couple may struggle with acceptance 

(also identified by Dickson et al., 2008; Edwards et al., 2007) and often it was reported that 

the experiencer and partner may reach this at differing points in time because they come to 

understand the condition at different points in time (corroborating Goodwin, 2000). 

Unfortunately, acceptance can further be hindered by the fluctuating nature of ME/CFS, 

which experiencers have indicated, makes acceptance more difficult than in other long-term 

conditions with a known course.  The fluctuating nature of the condition may have some 

links to the backward and forward movements between phases discussed by Fennell (1995) 

and Jason et al. (2003) who identified that health status and life circumstances are 

important in the adaptation process. Whilst most phase theory literature considers the 

fluctuating nature of ME/CFS, some of the acceptance literature has neglected to consider 

this (Brooks et al., 2011; Catchpole & Garip, 2021; VanDamme et al., 2006). Future 

acceptance research may need to consider this fluctuating nature in more depth and future 

research may wish to explore the ongoing nature of reconciliation given this feature of the 

condition. 

 

From discussion with experiencers, it was felt important that the reconciliation 

model recognised that there may be different types of acceptance: physical, emotional and 

psychological. These types of acceptance do not appear to have been explicitly addressed 

within the ME/CFS literature previously and so provides fresh insights and requires further 

research.  
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5.2.4.2. Processing Grief Skills. The reconciliation model highlighted several skills 

that participants identified as important in processing grief. The first was that of humour, 

which was used to reduce negative emotions connected to ME/CFS and to help maintain the 

relationship. The second skill was that of communication, with the model identifying the 

issues that can exist with verbal communication and also focusing specifically on how the 

partner develops the use of non-verbal communication to help symptom management and 

adaptation. Finally, this section of the model identified the importance of developing a joint 

understanding of the condition (confirming studies by Brooks et al., 2014; Heijmans et al., 

1999; White et al., 2006) and the issues when this does not occur (Dickson et al., 2007).  

 

Whilst it is possible to refer to previous literature when considering understanding 

of ME/CFS (see 2.3.2.3.), research into humour and communication within ME/CFS is not 

available. Both of these areas, however, are identified as important in the literature into 

successful/satisfied relationships (Butzer & Kuiper, 2008; Marks et al., 2008; Parker et al., 

2002; Zaheri et al., 2016) and within other long-term conditions literature (e.g. Humour- 

Beach & Prickett, 2017; Ramirez-Maestre et al., 2020. Communication- Busch et al 2014; 

Magsamen-Conrad et al., 2015). 

 

Speculative comparisons can be made between these processing grief skills and the 

nine factors that Lingard and Court (2014) proposed for positive adaptations. The following 

five areas show possible connections to processing grief skills: ‘greater couple resilience’ may 

be linked to humour and communication, ‘greater fondness and admiration for one another’ 

may be linked to humour. ‘Increasing appreciation of the couple relationship’ could be 

connected to personal understanding and ‘discovering new couple strengths’ may be 

connected to humour, communication and developing a personal understanding. Finally, 
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‘increased sensitivity to the emotions of self and partner’ could be linked to reading non-

verbal communication. These speculations do, however, require further investigation. 

 

5.2.5. Adaptations 

 

The reconciliation model also identified the adaptations that the couples had begun 

to make. These changes appeared to align with the latter phases of the phase theories 

(Edwards et al., 2007; Fennell, 1995; Whitehead, 2006a, 2006b) and to reflect problem 

focused (Lewis et al., 1994), adaptive (Brown et al., 2010; Krzeczkowska et al., 2015) and 

accommodative coping (Poppe et al., 2012).  

 

The adaptations made also appeared to be second order changes (as identified by 

Goodwin, 2000) but largely appear to be practical in nature. The couples identified that 

these practical adaptations meant that their everyday lives were minimally constrained by 

ME/CFS and they also indicated that they were beginning to find practical ways of managing 

unusual events. Couples also identified that they take either a planned or spontaneous 

approach (Horrocks & Ward, 2015) in order to manage their social lives and to ensure 

quality of time together rather than quantity (potentially linked to the ‘increased 

appreciation of the couple relationship’ and the ‘reappraisal of the relationship’ factors from 

Lingard & Court, 2014).  

 

Finally, the participants interviewed identified a number of practical adaptations 

such as mobility aids and blue badges being used by the experiencer, but they recounted 

initial issues reconciling with these which they associated with old age. This reflects the 

Principle of Timing in LCD theories (Elder Jr. et al., 2003). The model also identified the 

importance of pacing but acknowledges that some couples reported struggling to implement 
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this because of the way they liked to complete tasks prior to ME/CFS (Horrocks & Ward, 

2015) or because of their beliefs about the causes of ME/CFS.  

 

During the interviews couples appeared in general agreement over the types of 

adaptations that they had implemented, and these appear to have lessened the negative 

impacts of ME/CFS and to have reduced any conflict within the relationship (see 2.3.1.1.)  As 

mentioned above, these adaptations do appear to reflect physical acceptance and they 

largely do not address emotional or psychological acceptance. 

 

5.2.6 Links between the Model and Couple Adaptation Papers 

 

Some links have already been made to the three papers that address couple 

adaptation to ME/CFS, however, this section looks to explicate these further. 

  

Goodwin (2000) indicated that experiencers and partners are often at “differing 

points on the illness trajectory” (p. 360) meaning that they may not understand and accept 

the condition at the same point in time. This was confirmed by experiencers and partners 

with some experiencers feeling that their partners lagged behind them on the acceptance 

journey and, as a result, they failed to understand the condition and its impacts as quickly as 

the experiencer. In other cases, however, partners reported understanding and accepting 

the condition quicker than the experiencer. Both the reconciliation model and Goodwin’s 

study align with the idea that movement through the stages of grief is highly individual and 

the time to grieve is different for every person (Kubler-Ross, 1969). Goodwin (2000) also 

discussed the role of first and second order changes in response to ME/CFS and suggested 

that second order changes that encompass both the experiencer and the partner are more 

optimal for adaptation. In the reconciliation model it is recognised that most changes are 
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second order changes (see 2.3.3.) and that these adaptations are currently successful. What 

this model adds, beyond Goodwin’s study, is a focus on the types of second order changes 

made and a greater recognition of the processes involved in arriving at these changes. 

Currently the reconciliation model cannot draw conclusions as to whether the couple’s 

success in managing ME/CFS is because they have implemented second order changes or 

whether being successful in adaptation means that second order changes can be 

implemented. The relationship between successful adaptation and second order changes 

could be an area for future research.  

 

The paper by Blazquez and Alegre (2013) considered the impact of ME/CFS on 

familial transitions throughout the life stages. Whilst this study did not specifically research 

the impacts of ME/CFS at each life stage, it did still offer some conformation of Blazquez and 

Alegre’s work. Couples highlighted that they and society held expectations of what 

achievements or transitions should be happening at each life stage and recognised that 

ME/CFS meant they could not meet these expectations (see 4.3.2.2). For other couples, 

however, there appeared minimal impact of ME/CFS due to their life stage and the 

expectations this placed upon them. The concept of expectations may be an important 

extension of Blazquez and Alegre’s work as it may not only be the actual transitions that are 

affected by ME/CFS but also the expectations of transitions. This may be an important focus 

for therapy as expectations may be both powerful and hard to change. Blazquez and Alegre 

(2013) also considered the importance of including family within therapy, which will be 

addressed in the recommendations section (see 5.3.1.). 

 

Finally, Lingard and Court (2014) identified that couples may gain positives from 

their experience of ME/CFS and be able to strengthen their relationships through nine 

factors. This study offers speculative confirmation of five of these factors and this has been 
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discussed within the processing grief section (see 5.2.4.2).  Further to those factors already 

discussed, it is also likely that ‘Confrontation of current concerns’ is linked to the practical 

adaptations the couples are making (see 5.2.5.) and it appears that ‘Reappraisal of the 

relationship’ was referred to implicitly throughout the interviews even though it was not 

prominent within the analysis. This study however cannot offer illumination on Lingard and 

Court’s (2014) ‘spiritual gains’ and ‘self-improvement factors’. Exploration of the links 

between the reconciliation model and Lingard and Court’s work is an area for further study 

as these factors may well be part of the process of reconciliation.  

 

5.2.7 Links Between the Reconciliation Model and Other Models 

 

No unified models of ME/CFS currently exist but there are different explanations 

that are aligned to the disciplines of biology, psychology and sociology (see 1.1.4). This 

tentative interdisciplinary model embraces the psychological and social frameworks that 

were discussed in 1.1.4. and whilst there is no direct connection between the reconciliation 

model and the biological framework, this model does not discount any potential biological 

causes for the condition. Outside of ME/CFS, the reconciliation model aligns well with grief 

models such as Kubler-Ross (1969), Murray Parkes (1998) and Stroebe & Schut (1999). The 

reconciliation model, however, aligns most closely with transition theories, which sit within 

the Life Course Development perspective (see 1.2.5 and 2.1.4). This approach accepts that 

human development proceeds over time and within a specific social context with both 

regressive and progressive steps , but the overarching motivation for each individual is to 

achieve a unified sense of self that integrates their past, present and future. 
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5.2.8.  Summary of Key Findings from the Reconciliation model 

• A broader concept than acceptance was required to explain the process that both 

experiencer and their partner described with regards to adaptation. The concept of 

reconciliation much better fitted this process. 

• ME/CFS was seen to have its own identity- separate to the experiencer and the 

partner. This has not been recognised in the literature to date. 

• Experiencers report fundamental disruptions to their adult identities in terms of 

independence, control and being treated like a child. Partners do not report such 

disruptions to their individual identity. 

• Both experiencers and partners report disruptions to their expectations. This is 

exacerbated by comparisons with others and the past, by attempts to maintain 

normality and by societal expectations. 

• Participants experience loss and grief due to the onset of ME/CFS. This experience is 

akin to the stages of grief suggested by Kubler-Ross (1969). 

• Acceptance of the condition can be difficult to achieve and is confounded by the 

fluctuating nature of ME/CFS. Previous work on acceptance has not always 

considered this in any depth.   

• Acceptance can be separated into physical, emotional and psychological. This 

distinction has not previously been addressed in the ME/CFS literature.  

• Couples used humour, communication and personal understanding to help them 

process loss and move forwards. At present little literature exists as to the use of 

humour and communication in ME/CFS, although it is addressed within other long-

term conditions. 

• Participants had begun to make several practical, second order adaptations. These 

included learning to manage everyday events, planning activities or being 
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spontaneous, spending quality time with others rather than quantity, physical 

adaptations, and pacing.  

  

5.3 Recommendations 

 

Although the reconciliation model remains a tentative theory that requires further 

testing, it does complement existing research and it also illuminates some areas of the 

literature that have been less well explored or have been applied to other long-term 

conditions and so it has clinical utility. Accordingly, several recommendations can be made 

(see Table 5.1 and Table 5.2).   

 

5.3.1. Findings, Applications and Recommendations of the Reconciliation Model  

 

These recommendations have been grouped into primary tentative 

recommendations (see Table 5.1) and secondary tentative recommendations (see Table 5.2). 

Primary recommendations are ones have been directly discussed by participants. Secondary 

or expanded recommendations either expand upon, are inferred or linked to the 

recommendations suggested by participants. Within the tables the recommendations have 

been ordered so as to consider where they may sit with regards to the process of adaptation 

to ME/CFS, with earlier recommendations being linked to diagnosis phases and later 

recommendations being linked to later in the adaptation journey. In reality, however, many 

of these recommendations would need to be occurring simultaneously in order to offer the 

best support to couple’s experiencing ME/CFS. Alongside the recommendations are also 

tentative suggestions of which professionals may be involved in the implementation of each 

one. These need to remain tentative because individuals may lack access to specialist 

services identified (such as tertiary ME/CFS clinics) due to a lack of uniform availability and 
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because each service is commissioned differently. These commissioning variables mean that 

the provision each service offers, and the mix of professionals employed and able to 

implement such recommendations, will differ. The ability to implement the 

recommendations will also depend on the professional’s training and competence. 

Applications of theory are also highly dependent on the practitioner’s philosophy and model 

and on the unique characteristics of the therapeutic alliance between clients and 

practitioner. 

 

Table 5.1 

Primary Tentative Recommendations Arising from the Reconciliation Model 

 

Primary or participant 
suggested 

recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked literature 

It is important for 
professionals to have a 
good understanding of 
the condition to help in 
the diagnosis and 
management of the 
condition. For 
professionals to 
recognise the influence 
of the partner in this 
management and the 
joint process of 
adaptation. 

‘It', fundamental 
changes, loss and 
grief, adaptations 

 
 
GPs- primary care. 
Consultants- ME/CFS 

tertiary care 
services. 

Psychologists- ME/CFS 
tertiary care 
services, health 
psychology 
departments, 
private practice. 

Possible focus within 
medical training- 
Universities offering 
medical training 
courses.   

See Training and 
supervision 
section below  

Professional understanding 
Dickson et al., 2007 
Geraghty & Blease, 2018  
Prins et al., 2001 
See also training and 
supervision section below  
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Primary or participant 
suggested 

recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked literature 

It is important for partners 
to have a good 
understanding of 
ME/CFS especially with 
regards its impacts and 
management- To offer 
partners and couple 
information in a variety 
of formats to help them 
gain this understanding 
early post diagnosis 

‘It', fundamental 
changes, loss and 
grief, adaptations 

 
GPs- primary care. 
Psychologists- ME/CFS 

tertiary care 
services, health 
psychology 
departments, 
private practice. 

Occupational 
therapists- ME/CFS 
tertiary care 
services. 

  

Future research 
may wish to 
focus on how 
best to present 
information to 
increase 
partner 
understanding 
and the 
outcome of 
doing so. 

Resources 
Hannon et al., 2012 
NICE, 2021 

The option of partners 
attending medical 
consultations and 
individual or couple 
interventions should be 
offered where the 
experiencer wishes this.   

‘It', fundamental 
changes, loss and 
grief, adaptations 

 
GPs- primary care. 
Consultants- ME/CFS 

tertiary care 
services. 

Occupational 
therapists- ME/CFS 
tertiary care 
services. 

Psychologists- ME/CFS 
tertiary care 
services, health 
psychology 
departments, 
private practice. 

 
  

Future research 
may wish to 
explore the 
outcomes of 
including 
partners in 
these 
interventions. 
Research may 
also wish to 
consider when 
in the 
adaptation 
process 
couples 
interventions 
may be most 
effective. 

Couples therapy and long-
term conditions 

Martire et al., 2007  
Martire et al., 2010 
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Primary or participant 
suggested 

recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked literature 

The option of including 
partners in pacing 
should be offered, if 
both wish this degree 
of involvement. 

Adaptations 
 
GPs- primary care. 
Occupational 

therapists- ME/CFS 
tertiary care 
services.  

Psychologists- ME/CFS 
tertiary care 
services, health 
psychology 
departments, 
private practice. 

  

Future research 
may wish to 
consider how 
best to include 
partners in 
introductory 
sessions, how 
to encourage 
them to be 
jointly active in 
pacing and 
what the 
outcomes of 
doing so are.  

Pacing 
 Cox et al., 2004  
Castro-Marrero et al., 
2017 
Edwards et al., 2007 
Goudsmit et al., 2012 
Kos et al., 2015 
Nijs et al., 2009 
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Table 5.2  

Secondary Tentative or Expanded Recommendations Arising from the Reconciliation Model 

Secondary tentative or 
expanded recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked 
literature 

Provide information to all 
those involved not just 
partners. Include the 
information about 
impacts and adaptation. 
To offer information in a 
variety of formats.  

‘It', fundamental 
changes, loss and 
grief, adaptations 

 
GPs- Primary practice 
Consultants- ME/CFS 

tertiary services 
Psychologists- ME/CFS 

tertiary care 
services, health 
psychology 
departments, 
private practice.  

Occupational 
therapists- ME/CFS 
tertiary care 
services, places of 
employment. 

All of the professions 
mentioned may 
need provide 
information to 
outside services 
such as employers, 
schools, 
government 
departments, 
voluntary sector to 
name but a few.  

Future research 
could focus on 
the types and 
format of 
information 
offered and 
how this 
differs 
amongst 
audiences. 

Resources 
Bayliss et al., 
2016 
Catchpole & 
Garip, 2021 
Hannon et al., 
2012  
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Secondary tentative or 
expanded recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked 
literature 

To refer to specialists where 
possible who have 
working knowledge of 
the condition and are 
aware of, and able to 
address, biological, 
psychological, relational 
and societal impacts of 
the condition. 

‘It', fundamental 
disruptions, loss 
and grief and 
adaptations 

 
 
GPs- Primary care. 

 Future research 
could focus on 
how current 
services are 
structured, 
especially 
specialist 
services, in 
order to 
identify if any 
changes are 
needed in 
order to offer 
the best 
holistic and 
systemic 
service.   
It may also 
consider what 
elements of 
specialist 
services make 
them effective 
and how these 
could be 
replicated in 
primary 
services. 

Specialist services 
Broughton et al., 
2017 
Catchpole & 
Garip, 2021 
Lian & Hansen, 
2016 
NICE, 2007, 
2021  
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Secondary tentative or 
expanded recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked 
literature 

Offer the opportunity for 
counselling/interventions 
for couples in order to 
address the impacts 
ME/CFS has on the 
relationship and the 
resultant loss and grief. 
Interventions may also 
wish to look to increase 
acceptance of the 
condition and look to 
help the couple identify 
and implement 
necessary and 
appropriate adjustments.  

‘It', fundamental 
disruptions, loss 
and grief and 
adaptations 

 
 
Psychologists or allied 

qualified therapists- 
ME/CFS tertiary 
care services, 
health psychology 
departments, 
private practice.  

Future research 
may wish to 
explore the 
outcomes of 
providing such 
interventions 
and may wish 
to consider 
how to 
encourage 
couples to 
engage in 
couple’s 
interventions. 

Counselling/ 
interventions 

Dayes, 2011 
Jonsjo et al., 
2019 
Risdale et al., 
2001 
Ward et al., 
2008 
 

Loss and 
bereavement 

Johannsen et al., 
2019 
Neimeyer & 
Currier, 2009 
 

Importance of 
acceptance 

Brooks et al., 
2011 
Dickson et al., 
2008 
VanDamme et 
al., 2006 

To consider how pacing is 
'pitched' for couples to 
best understand and be 
able to implement the 
intervention within their 
own relationship. To 
explore why couple's 
may be struggling to 
implement pacing and 
offer support if this is the 
case. 

Adaptations 
 
 
Psychologists and 

allied qualified 
therapists- ME/CFS 
tertiary care 
services, health 
psychology 
departments, 
private practice. 

Occupational 
therapists- ME/CFS 
tertiary care 
services.   

Future research 
may wish to 
consider why 
couples 
struggle with 
pacing and 
how to 
overcome this  

Pacing  
Cox et al., 2004.  
Castro-Marrero 
et al., 2017 
Edwards et al., 
2007 
Goudsmit et al., 
2012 
Kos et al., 2015 
Nijs et al., 2009 
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Secondary tentative or 
expanded recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked 
literature 

Offer training and 
supervision to those 
working with 
experiencers of ME/CFS 
(and their families). For 
supervision and training 
to focus on holistic and 
systemic working with 
individuals and couples, 
especially in terms of 
addressing loss, grief, 
stigma, cultural 
expectations and the 
resultant tensions for the 
individual/ couple 
identity. 

‘It', fundamental 
disruptions, loss 
and grief and 
adaptations 

 
 
GPs- primary care. 
Consultants- ME/CFS 

tertiary care 
services 

Psychologists- ME/CFS 
tertiary care 
services, health 
psychology 
departments, 
private practice. 
Within consultancy 
and supervisory 
roles. 

Future research 
may wish to 
focus on what 
training and 
supervision is 
offered to 
professionals 
working with 
individuals and 
couples 
experiencing 
ME/CFS. It may 
want to focus 
specifically on 
how training 
and 
supervision 
promotes 
holistic and 
systemic 
working with 
these 
individuals. 

Training 
Asbring & 
Narvanen, 2003 
Bayliss et al., 
2016 
Chew-Graham 
et al., 2008 
Geraghty & 
Blease, 2018 
NICE, 2021  

Signpost to other 
organisations to offer 
further support, 
particularly with regards 
to practical couple 
adaptations. To establish 
relationships with these 
organisations to promote 
multidisciplinary, joined 
up and holistic working 
to ensure the best 
support for the couple. 

Adaptations 
 
 
All staff involved in 

care- To involve 
multiple relevant 
departments, 
government 
services and third 
sector 
organisations. 

Further research 
may wish to 
explore the 
impacts of 
more joined up 
departmental 
and 
organisational 
working. It 
may also wish 
to explore how 
multiple teams 
work together 
to assess and 
address the 
couple’s needs. 

Multidisciplinary 
working 

NICE, 2007, 
2021 
Vos-Vromans et 
al. 2016 
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Secondary tentative or 
expanded recommendations 

Links to the 
reconciliation model 

and the tentative 
person(s) responsible 
for implementing the 

recommendations 

Links to future 
research 

Example of linked 
literature 

Encourage local, 
professional and national 
attitude change 
initiatives to enhance 
understanding and 
societal acceptance of 
ME/CFS as ‘real’. This is 
to promote a systemic 
support system for the 
experiencer and their 
partner, in order to 
improve the 
management of the 
condition. 

Adaptations 
 
 
All staff involved in 

care. – To be 
undertaken in a 
variety of 
professional 
platforms. Needs to 
be addressed on an 
individual level but 
also on societal and 
governmental 
levels.  

Future research 
may wish focus 
on how to 
educate wider 
society about 
ME/CFS and 
could evaluate 
the outcomes 
of doing so. 

Stigma literature 
Asbring & 
Narvanen 2002, 
2003 
Catchpole & 
Garip, 2021 
Dickson et al., 
2007 
Horton et al., 
2010 
McInnis et al., 
2015 
Ware, 1999 

 

 

5.4. Strengths and Limitations of the Research and Associated Suggestions for Future 

Research 

 

5.4.1. Study Strengths 

 

This study has a number of strengths, namely that of adaptability, model creation, 

rigour and the connections to the underlying framework.  

 

5.4.1.1 Adaptability. Whilst from the outset the method for this study was designed 

to be sensitive to the needs of those with ME/CFS, it was adapted based upon feedback 

received from initial meetings with support group leaders and members. This led to a 

method and process that were acceptable to potential participants and helped to support 

those who did participate.  

 



 158 

5.4.1.2. Model. Another strength of the study was the tentative model created, in 

terms of its depth but also simplicity and its applicability. Though based on a deep 

interrogation of the empirical accounts, the model nonetheless is intuitive and conceptually 

parsimonious and can therefore be understood by experiencers, families and professionals. 

The voices of the participants are strongly represented and this was important not only 

because of the qualitative approach but also because each participant had taken time to 

share their lived experiences. 

 

Whilst constructed through a counselling psychology lens and therefore applicable 

within that field, the reconciliation model is not tied to that discipline alone and therefore 

can be used by a variety of professionals regardless of their background. Furthermore, the 

model also offers a variety of possible focus areas for interventions and couples can identify 

what areas they personally need/want to work on to improve their management of the 

condition. This means therapy can be person centred or couple centred.  

 

5.4.1.3. Rigour. The study as a whole was built upon rigorous processes as outlined 

by Lincoln and Guba (1985) and Charmaz (2006, 2014). (See 3.2.2). As a result of this the 

tentative model created has credibility, originality and usefulness. The model is also 

trustworthy and applicable because these processes were followed.  

 

5.4.1.4. Framework for the Study. Overall, it appears that the LCD framework (Elder 

Jr. et al., 2003) adopted to underline this study was appropriate (see section 1.2.5 and 

2.1.4.) and many of its elements can be seen within the reconciliation model. The framework 

helped the understanding of the couple’s experience of ME/CFS by highlighting the impacts 

of control, life stages and those of close relationships. It was also able to highlight the 

transitions that ME/CFS brings about and the subsequent impacts upon the expected 
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trajectory of the couple’s lives. Importantly though it was able to identify systemic impacts: 

those persons that the couple come into contact with, societal expectations and pressures 

and most importantly stigmas.  As with many topics, it is recognised that there are other 

frameworks/models that are also relevant, in this case identity theory and social identity 

theory (see 5.2.3.1.). These theories may not need to be seen as an either/or option but as 

complimenting frameworks that may work together to help better understand ME/CFS. 

Future research may wish to consider how LCD frameworks and identity frameworks could 

be considered in conjunction. 

 

5.4.2. Study Limitations and Future Research 

 

This section focuses on the limitations of the study and offers a number of 

suggestions for future research based upon these limitations throughout the commentary. 

 

5.4.2.1 Design Limitations 

 

5.4.2.1.1 Cross Sectional Nature. This study is cross sectional in nature and can only 

offer a current snapshot of the couples’ coping and, therefore, the reconciliation model 

cannot identify with certainty how coping will change over time. This study is also self-

reported and so the information gathered can be affected by lapses in memory and by 

negative and positive bias and social desirability bias in recall. For this reason, it would be 

beneficial to consider the reconciliation model within a longitudinal study to ensure that it is 

applicable across the adaptation journey.  

 

5.4.2.1.2. Self-Reported Diagnosis. The sample in this study self-reported that they 

had received a diagnosis of either ME, CFS or ME/CFS but this was not confirmed by the 
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researcher, either through accessing medical records or through personally assessing against 

current criteria. Therefore, it was not possible to ensure that the individual had a medically 

documented diagnosis of ME/CFS or that they had been diagnosed against one of the 

specific criteria discussed in section 1.1.1. Also, given that diagnoses of ME/CFS are rarely 

reviewed by medical professionals, it is possible that some of the experiencers no longer 

met strict diagnostic criteria for ME/CFS. Whilst this is a limitation that does need to be 

addressed in future studies, self-reported diagnoses were accepted due to the fact that the 

ME/CFS population are a difficult population to access overall due to health constraints and 

due to pragmatic considerations involved in accessing the required NHS information (see 

section 3.3.1.2). 

 

5.4.2.1.3. Not Adopting Previous Research Designs. It is possible that not using the 

methods from the existing couples’ studies could be seen as a limitation, especially as this 

meant it was not possible to make direct comparison between this study and those 

discussed in 2.3.3. However, there are a number of reasons their methods were not used. 

Firstly, the couple studies were not identified until the critical literature review was 

conducted which, in line with GT principles, was after data collection and analysis had been 

completed. Therefore, their methods could not be incorporated. Secondly, two of the 

studies were fully (Goodwin, 2000) or partially (Lingard and Court, 2014) quantitative in 

nature which did not align with the researcher’s epistemological, ontological or 

methodological stance or the aims of the research and so were not used. Thirdly, whilst 

Blazquez and Alegre (2013) offered quotes for their conceptual paper, they offered no 

description of the methodology that underpinned either the paper or the quotes. For this 

reason, their methodology could not be incorporated into this paper. 
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5.4.2.2 Sample Limitations 

 

5.4.2.2.1 Sample Included. There were several issues with the sample in this study 

that could have influenced the study outcomes. The first being a lack of diversity amongst 

the participants as all experiencers were white, heterosexual females and were, at the time 

of participation, in financially stable relationships. No male experiencer’s, homosexual 

couples or persons experiencing gender transition participated in this study. This has 

implications as males and females may have different attitudes to, and experience of, health 

and illness (Ogden, 2000; Rodham, 2010; Yunus, 2001) and may also experience the caring 

role differently (Ax et al., 2002; Braamse et al., 2020) due to gender stereotypes and 

expectations. Additionally, those in homosexual relationships or persons experiencing 

gender transitions may experience further intersectional stigma that may exacerbate the 

stigma experienced as a result of ME/CFS. Due to these diversity issues, readers may wish to 

contemplate the transferability of the results and the model outside these populations. It is 

recommended that future studies replicate this work with a more diverse population. 

 

The individuals and couples who volunteered to take part in this study were also 

relatively successful in their management of, and adaptation to, CFS and in their relationship 

as a whole.  This successful adaptation and reconciliation may be reflected in the fact that 

partners reported very little impact upon their wellbeing, which contradicts previous 

research. Caution, therefore, needs to be taken when transferring the reconciliation model 

across other couple types, especially those less successful in their management.  

 

A further limitation was a lack of partner participation, with partners being present 

in only three out of eight interviews. On reflection more work should have been done in the 

early interviews to investigate why partners were unwilling or unable to attend to 
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encourage attendance in future ones.  To enhance inclusion, future studies should look to 

overcome barriers to partners attending the interviews, either by offering practical 

adaptations or by discussing any queries or concerns the partner has prior to data collection.  

 

A final limitation in the sample included is that all but one of the participants were 

recruited via ME/CFS support groups. Recruiting solely from this route may have influenced 

the findings and the model as participants were likely to have moderate to mild ME/CFS 

(mild, moderate, severe categories- NICE, 2007), were already receiving support in their 

reconciliation journey and may be of a certain ‘type’ of person. Current thought is that those 

attending support groups may be more motivated to help themselves and therefore are 

more successful in their reconciliation. Alternately the literature suggests that they may hold 

attributions (i.e. biological see 2.3.2.3. Cairns and Hotopf, 2005; Moss-Morris, 2005) that can 

negatively impact upon adaptation (Bentall et al., 2002; Prins et al., 2001). These factors may 

affect the transferability of the model and so further research using alternate recruitment 

routes is recommended. 

 

5.4.2.2.2. Sample groups not Included. As noted above, several population samples 

were not included in this study. Additional groups excluded were non-cohabiting intimate 

partners, cohabiting but non intimate partners (i.e. living with family or friends) and those 

whose intimate relationships have broken down.  It was felt that the first two samples could 

not offer a full picture regarding a cohabiting intimate couple’s experience of, and 

adaptation to, ME/CFS. For this reason, they were excluded from this study. These 

populations could, however, be the focus for future studies considering the transferability of 

the reconciliation model. The latter group where the relationship has broken down may 

have been able to offer valuable insight into unsuccessful adaptations and the reasons 
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relationships break down post ME/CFS, however, they are a distinct population and should 

be the focus of further studies.  

 

Given that this was a study into focusing on couple adaptation, family units (i.e. 

larger than the couple) were not included. Future research, however, may wish to broaden 

the study to consider how a family unit adapts to a diagnosis of ME/CFS. 

 

5.4.2.3. Data Processing Limitations. Whilst the set criteria for theoretical 

sufficiency was met, it was unlikely that data saturation was met given the small number of 

interviews. For this reason, the model proposed has been highlighted as a tentative model. 

Nevertheless, it is still felt that the model has real world applications and is built on sound 

rigorous processes and data. For the model to become a theoretical model more research 

would need to be conducted with a larger sample to ensure that the model remains 

appropriate and continues to soundly explain couples’ experiences of adaptation to ME/CFS. 

   

5.5. Reflexivity and Continuing Journey 

 

Reflexive memos were kept throughout the research process and these largely 

focused on personal and professional experiences of ME/CFS and on pertinent personal skills 

required for research.  

 

5.5.1. Personal Experience and Ongoing Journey 

 

5.5.1.1. Personal Experience.  As was acknowledged within the introduction chapter 

(see 1.2.4.1.), the initial interest from this study stems from a personal experience of 

ME/CFS. It was, therefore, vital that I reflected on how these experiences could have 
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impacted on the models and conclusions. Throughout this research journey I have 

recognised the parallels between the participant’s stories and my own. During the initial 

interviews my own health was relatively stable, however during the analysis phase I 

experienced a relatively severe flare up in my own symptoms which has not resolved to 

date. This then increased the parallels between my own situation and those of the 

participants and, through memoing, I recognised when I was reflecting on my own 

experiences of diagnosis and interventions. I also recognised that I was experiencing 

frustration for the couples who had experienced poor levels of intervention and was 

experiencing a degree of envy that one couple had received what, I personally felt like, was 

appropriate intervention for the condition. The interviews led me to reflect on my own 

identity and expectations and my own reluctance to make changes. The memos helped me 

to identify how this is impacting upon my individual, couple and familial adaptations to the 

condition. Interestingly towards the end of this write up I was referred to the same specialist 

team that many of the participants had been to. Through these interviews I had co-

constructed an expectation of the service based on other’s experiences. Ultimately this 

service fell short of my co-constructed expectations and this led to a further degree of 

disappointment and frustration on my part.  

 

All of these reflections were taken to personal therapy for further consideration and 

to focus on how I might manage these emotions and experiences moving forward. This was 

felt to be the most appropriate space to allow for personal and marital growth. 

 

Memoing was vital when identifying the recommendations from the model as I 

recognised that it would be easy to slip from basing these on the data received, to creating 

recommendations based on my own wants and needs. I acknowledge that many of the 

applications drawn did match what I personally want but having used the memoing process I 
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can be more confident that these recommendations are directly drawn from the 

participant’s experiences.   

 

Prior to the interviews commencing I decided not to disclose my own diagnosis of 

CFS to those taking part in the study (see section 1.2.4.3.). It was felt that self-disclosure 

would not be appropriate as it may have detrimental effects. During the reflexive memoing 

process I have reflected on this decision and still feel that it was appropriate. At times it was 

difficult not to share my experiences or validate experiencers struggles or frustrations but to 

do so I believe would not have been appropriate, especially as no continued relationship was 

planned or would be appropriate. Despite non self-disclosure it appeared that participants 

had the assumption that I, or someone close to me, had ME/CFS. It appears this was the 

case as participants indicated that they felt very few professionals or academics were 

interested in the condition unless they themselves had experience of it.  

 

During the latter parts of thesis write up the world experienced the Covid 19 

pandemic, which affected everyone globally in different ways. I need to recognise here that 

experiencing the pandemic placed extra pressure on me mentally and physically. In this 

time, I was unable to access the healthcare I may have done otherwise and it became a 

more remote and less personal experience. The pandemic also had an impact on accessing 

some resources required for the thesis, limited access to conducive work environments and 

meant all contact with the supervisory team was online. Whilst I feel that the pandemic has 

not impacted upon the finished thesis, it did add extra stresses to the process which were 

reflected upon in my notes and with my supervisory team.  

 

5.5.1.2. Personal Ongoing Journey. During this reflexive process I have identified 

areas for my ongoing journey. As mentioned above I have begun to acknowledge and reflect 
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more on my own acceptance journey. I feel that through completing this study I have begun 

to identify ways to better manage my ME/CFS both as an individual and as a family unit. The 

management of the condition is, however, very much a work in progress and so going 

forward more work will need to be done. I do, however, now feel better equipped to 

continue this adaptation journey, armed with the knowledge the participants imparted. 

 

5.5.2. Professional Experience and Ongoing Journey 

 

5.5.2.1. Professional Experience. At the time of the analysis and model creation I 

was working within a health psychology service. Given that this experience had the potential 

to influence the study it was also included in the reflexive memo process. During the analysis 

stage I was working with several clients with ME/CFS and the memos ensured that I was not 

carrying across information, themes or ideas from these clients.  

 

The other issue with working within a health psychology environment was a working 

insight into the treatment provisions that currently exist within the NHS. Given these 

experiences I had to ensure that the recommendations put forward were grounded in the 

data and not due to my frustrations of the current system.  Whilst the recommendations 

were grounded in the data, they did often reflect my own professional experiences.  

 

I feel that completing this research has had a positive impact on my own therapy 

with clients. I think the process has given me deeper insight into the physical and 

psychological impacts of ME/CFS and has helped me to identify a variety of areas for focus 

when supporting clients on their reconciliation journey. The model has also made me 

consider my own role within client’s journeys and that of allied professionals and has left me 

with an enthusiasm to disseminate this model to colleagues and interested professionals.  
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5.5.2.1. Professional Ongoing Journey. Completing this research has invigorated my 

interest in the field of ME/CFS and I am excited about future study opportunities. I feel that 

this interest will influence the direction of my therapeutic career, with me currently being 

keen to pursue opportunities that will allow me to work with long- term health conditions. 

Having completed this study, I now feel more certain in my abilities as a professional 

researcher and feel more enabled and enthused to conduct research within my professional 

roles and workplaces. 

 

5.5.3. Research Experiences/ Skills 

 

One final area of reflection is that of the experiences and skills involved in 

conducting research. The first section reflects on experiences and the second on skills. 

 

Prior to beginning this research process, I had already recognised that I am 

uncomfortable with uncertainty and ambiguity, and this has been raised in personal therapy 

and developmental work begun. However, within this research journey I experienced 

periods of ambiguity and anxiety mostly around analysis and rewrites.  I must reflect that I 

was unaware prior to starting the study how much uncertainty and ambiguity there can be 

within GT methodology (Corbin and Strauss 2015). However, through memoing and through 

the support from my supervisory team, I came to work on skills to manage anxiety 

connected to this and also on skills to bolster persistence and perseverance. Whilst there 

has been improvement in these skills, I recognise this is still an area for development. 

 

A research skill that needed to be honed within this process was that of finding a 

work/life balance. This was particularly important during the latter stages of the study given 

my ME/CFS flare up, which I reflected may have been due to a lack of self-care.  The issue of 
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work/life balance also became essential given that I became a first-time parent during the 

research process, and because I had to manage family life in light of the Covid 19 pandemic. 

Managing a work/life balance remains an ongoing development, although there I have seen 

improvements. 

 

5.6 Updates 

 

This last section considers two current developments that have implications for the 

outcome of this study.  

 

5.6.1. NICE Draft 

 

In November 2020, NICE published the draft guidelines for ME/CFS and these were 

under a consultation period until early December 2020.  Due to opposition these were 

originally withdrawn, however the full guidance was then published in October 2021. These 

guidelines show some alignment with the findings of this study. Within these guidelines 

there was a greater focus on the impacts of ME/CFS outside the physical symptoms, 

especially regards to education, employment, social lives and hobbies. There was also much 

greater emphasis on including the individual and the family in management planning and on 

sharing (with consent) these plans with all relevant agencies (e.g.  GPs, schools, employers) 

so that they could contribute to the management of symptoms. The guidance also 

recognised the roles of multidisciplinary teams within specialist services and highlighted the 

expertise needed by these teams. This expertise moved beyond symptom management and 

managing daily activities to include psychological, emotional and social wellbeing (which 

included familial and sexual relationships) and to include support with education and 

employment. CBT was also discussed a possible intervention in the management of 
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symptoms.  There was also much greater focus on providing personalised and up to date 

information in a variety of formats to both experiencer and their families and on reviewing 

their informational needs throughout. Finally, the guidance focused both on the 

qualifications and expertise of staff and on training and continuing professional 

development for all healthcare professionals working with ME/CFS.  

 

5.6.2. Covid-19 

 

As mentioned in section 5.5.1. the latter parts of this thesis were written during the 

Covid 19 pandemic. At present long Covid and ME/CFS are being considered as different 

entities, but there seems a clear potential for overlap (González-Hermosillo et al., 2021; 

Wong & Weitzer, 2021), and ultimately possible underlying mechanisms linking the two 

conditions (Bornstein et al 2021; Friedman et al., 2021). There is already increasing debate in 

the media and literature about the stigma and psychological impacts of both conditions. It is 

hoped that attention to the individual and social costs of long Covid may bring about 

renewed awareness of and interest in ME/CFS and that funding for research into long Covid 

may have a beneficial effect on knowledge and understanding of ME/CFS.   

 

5.7 Chapter Summary 

 

This chapter has discussed the findings of the study and connected these to both the 

research aims and to previous research. Novel findings have been identified and discussed. 

The chapter has also discussed the strengths and weaknesses of the study and identified 

areas for further research. Finally, the chapter has offered a reflexive commentary and 

identified links to current updates. 
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6. Conclusion 

 

At the beginning of this research study, it was established that ME/CFS can have a 

profound impact upon the experiencer and that it Is a condition that required adaptations to 

be made. Whilst literature exists as to factors affecting how individuals adapt, there is very 

little research focusing on how couples adapt, despite it being established that partner can 

influence the management of ME/CFS. This research, therefore, aimed to address this gap in 

the literature. Through interviews with five individuals and three couples, and through 

analysis using constructivist GT principles, this study offered a tentative model of couples’ 

adaptation to ME/CFS. This model identified a process of reconciliation with the condition. 

The main elements of the model are summarised below: 

 

• ME/CFS is a powerful condition that is an entity in its own right. 

• Couples must learn to reconcile with a diagnosis of ME/CFS. This is separate from, 

and is a more active and ongoing process, than acceptance. 

• Experiencers experience fundamental disruptions to their identities especially in 

terms of independence, control and being treated more childlike. Partner’s do not 

experience fundamental disruptions to their individual identities. 

• Both experiencer and partner experience disruptions to their expectations. 

• The couple experience a sense of loss and grief because of ME/CFS. 

• Couples work through loss and grief using skills such as humour, communication and 

developing joint understanding. 

• Acceptance may be physical, emotional and psychological. 

• Couples have come to make several practical adaptations that are appropriate for 

themselves. These included learning to manage everyday events, planning activities 
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or being spontaneous, spending quality time with others rather than quantity, 

physical adaptations and pacing. 

 

From the interviews with experiencers and their partners, and through the creation of 

the reconciliation model, several tentative recommendations were identified. These are 

included below:  

• To support couples by providing them with information about the condition and its 

impacts early after diagnosis. To offer this in a variety of formats. 

• The couple could be supported by offering them professional input/intervention 

which addresses the impacts of ME/CFS, addresses loss and grief and helps them to 

begin to implement adaptations. This could be offered on an individual basis if 

preferred. 

• Partners could be included in the introduction to pacing in order for them to be 

jointly involved in the implementation of this adaptation. Couples could be offered 

further support if struggling to implement pacing.  

• For interventions to be multidisciplinary, holistic and systemic so as to best support 

the experiencer and the couple. 

• To provide information, training and supervision to professionals involved in the 

management of ME/CFS. For professionals to recognise biological, psychological, 

relational and societal impacts of the condition and ways to manage these. 

• Encourage local, professional and national attitude change initiatives to enhance 

understanding of, and societal acceptance of ME/CFS. This is to promote a more 

systemic support system for the experiencer and their family.  

 

This research, therefore, has offered support to, and a number of speculative crossovers 

with, the existing couple adaptation literature (Blazquez & Alegre, 2013; Goodwin, 2000; 
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Lingard and Court, 2014). Furthermore, it has extended the work of Goodwin (2000) by 

considering some of the processes couples go through in order to implement second order 

changes.  This study has identified the types of second order changes that couples had 

made to maintain or sustain their relationship. Couple adaptation where one partner has 

ME/CFS is an iterative process of transition towards reconciliation that is complex and 

clearly significant in the lives of the participants in this study.  

 

 

 
 

“it’s not life threatening but it is life changing” 
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Appendix A- Terminology 

This appendix considers the terminology chosen for this study and the decision-making 

process behind it. 

 

When making decision about terminology for the condition, a number of factors were 

considered. These are outlined below and begin with consideration as to whether ME and 

CFS are the same or differing conditions. Consideration then turns to the terminology used 

within the community and within the literature and finally the section concludes by 

considering participants preference for terminology.  

 

Are ME/CFS the same thing? 

 

At present the terms ME and CFS are used to describe a relatively similar set of symptoms, 

however there is debate as to whether these are the same or distinct conditions. At present 

there has been no resolve in this debate and the terms (and the debate) remain emotive.  

A number of studies conducted by Jason and colleagues (Jason et al., 2012, 2015, 2016) 

suggest that ME may be a separate condition that is characterised by more severe physical 

and cognitive symptoms. They have suggested that those with ME may have worse pain, 

general health, physical functioning, vitality and social functioning. However, to date the 

literature on ME/CFS has not chosen to separate these conditions and continues to debate 

whether they are indeed different conditions or the same condition at differing points on a 

spectrum of severity. Given that there is no definitive conclusion within the literature, it 

appeared appropriate to consider them as similar conditions within this research. 
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Terminology 

 

ME/CFS- Professional 

 

Over the years a number of terms have been used to describe ME/CFS type syndromes, from 

neurasthenia through to Royal Free Disease, myalgic encephalomyelitis (ME) and chronic 

fatigue syndrome (CFS) (to name but a few). Differing terms may have different 

connotations and impacts. Only ME and CFS are considered here.  

The term myalgic encephalomyelitis (ME) is firmly entrenched in the medical framework 

(see 1.1.4 Medical Model/Framework) and places more emphasis on potential biological 

causes of the condition. The term itself offers a biological explanation as to the origins of the 

condition, although, there is debate over whether encephalomyelitis (inflammation of brain 

and spinal cord) is actually present in experiencers. The term ME is often preferred within 

the ME/CFS community (Heijmans, 1998) as it affords experiencers extra credence and 

support within the medical system and within society. 

The term CFS, in contrast places, more emphasis on describing the condition and less on the 

cause of the condition. The term offers no suggestion of a cause and explains the main 

overarching symptom of the condition, however, this does not recognise the other spectrum 

of symptoms present.  This term has been suggested to be too simplistic (NICE, 2021) and 

have less credence than ME, to be stigmatising and trivialising (underrepresenting the 

severity of symptoms) and to lead to professionals and families to question its realness or 

legitimacy (Jason & Richman, 2007). This in turn may lead to a lack of support in managing 

the condition. However, the term may allow for consideration of factors outside of the 

medical model (psychology see 1.1.4 Psychological Model/Framework), which may 

ultimately prove important in management and adaptation.   
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In 1988 the Centres for Disease Control and Prevention (CDC, based in America) decided to 

adopt the term chronic fatigue syndrome and the UK and Australia followed suit. This has 

led to many professionals (and professional bodies) preferring the term CFS (Campling & 

Sharpe, 2000) or the merged term ME/CFS, which was coined in 2003 (Carruthers et al., 

2003). At present, bodies such as the NHS and the National Institute for Clinical Excellence 

(NICE) choose to use the merged term and charities such as Action for ME or the ME 

Association are also allowing for a merged term to be used in order to reach/help as many 

experiencers as possible.  The majority of the current literature also uses the combined 

term, unless the focus of the paper is differentiating between the conditions. From a 

professional stance, then, it appeared that using the merged term would be most 

appropriate within this research, both to keep in line with current opinion/literature and 

also to allow for the broadest view of the condition 

 

ME/CFS-Participant Preference 

 

Finally, on a human level, the participants preference for terminology was considered. All 

individuals and couples were asked their preference for terminology at the beginning of the 

interviews. There was a split in terms of preferred terminology and so the merged term 

seemed appropriate to, both encompass all participants preferences, and to avoid offence. 

The term ME was used first as the majority of participants voiced a strong opinion for this 

term.  

 

Condition 

 

The term ‘condition’ was used to describe ME/CFS instead of illness or disease. This was 

decided as it was felt these latter terms may carry quite negative connotations for the 
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individual and may lead them to be consumed by a disease label and not seen as a whole/ 

unique person. The terms illness or disease may also bring the focus to the individual’s 

physical illness, at the expense of the broader psychological and social impacts on both the 

individual and couple. There is also the implication that the focus for interventions would be 

on ‘treating’ the illness and not necessarily on broader management or adaptation. 

 

Experiencer 

 

The term ‘experiencer’ was used to refer to the individual diagnosed with ME/CFS, instead 

of patient or sufferer. It was felt that the terms patient and sufferer had the potential for the 

individual to be seen as just their label and not as a unique individual who is living with, and 

managing, a condition. This alone had consequences for the individual’s identity and esteem 

(see 1.1.1). The term sufferer especially holds the connotations that all experiences of 

ME/CFS will be negative, which does not allow for the wider experiences of the condition 

(See 2.3.3.). The term patient also suggested that the individual was passive in their 

recovery, which is not the case in the management of ME/CFS.  

 

Intervention 

 

The term ‘intervention’ was used instead of treatment. The term treatment sits within the 

medical model and may have been associated solely with pharmaceutical interventions. The 

term ‘Intervention’, however, is a broader term and could therefore be used to cover 

pharmaceutical interventions but could also include psychological therapies or other 

interventions on offer such as occupational therapy. The term ‘intervention’ also suggested 

greater collaboration between experiencer, couple and professional than the term 

treatment, which is important in the management of ME/CFS.  
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Fluctuating 

 

In line with previous research terminology, the term fluctuating was used to describe the 

symptoms of ME/CFS (Dickson et al., 2007; NICE, 2021). This was deemed the most 

appropriate term to explain the changes in the types, intensity and severity of symptoms the 

experiencer experiences over days, weeks and months. 

 

Partner 

 

The term partner was used in order to encapsulate a variety of intimate couple 

relationships. This broader term was used as it encapsulates relationships such as spouse, 

husband/wife, boyfriend/ girlfriend and significant others.  
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Appendix B - Evaluation of Qualitative Studies  
 
Evaluation table for qualitative studies based upon 'Standards for Reporting Qualitative Research: A Synthesis of Recommendations'. O'Brien et al 2014 

To ensure readability this table has been split in to two, therefore the second table continues the scoring for the papers started in the first. The cut off score 

has been included on the second table, all articles highlighted in red did not meet this score.  

1= fully covered, 0.5 = partially covered, 0= not covered. 

 

 

Author Title Abstract

Problem 

Fornulation

Purpose or 

research question

Approach and 

paradigm

Researcher 

characteristics and 

reflexivity Context Sampling Strategy Ethical Issues

Data collection 

methods

Data Collection 

Instruments and 

Technologies

Arroll and Howard, 2013 0.5 1 1 1 1 1 1 1 1 0.5 1

Asbring, 2001 0.5 1 1 1 1 0 1 1 1 1 1

Ax et al., 2002 0.5 1 1 1 0 0 0.5 1 0 1 1

Blazquez and Alegre, 2013 0.5 0.5 1 1 0 0 0 0 0 0 0

Brooks et al., 2014 1 1 1 1 1 1 1 1 1 1 1

Charmaz, 1983 0.5 1 0.5 0 1 0 1 0.5 0.5 1 0

Charmaz, 1994 0.5 1 1 1 1 0 0 1 0 0.5 0

Dickson et al., 2007 1 1 1 1 1 1 1 1 1 1 1

Dickson et al., 2008 0.5 1 1 1 1 1 1 1 1 1 1

Edwards et al., 2007 1 1 1 1 1 0 1 1 0.5 1 1

Haas and Whitton, 2015 0.5 1 1 1 1 0 1 1 0 1 1

Liddiard, 2014 0.5 1 1 1 1 0 1 1 1 1 1

Marks et al., 2008 1 0.5 1 1 1 0 1 1 1 1 1

Miller and Caughlin, 2013 1 1 1 1 1 0 1 1 0.5 1 0.5

Travers and Lawler, 2008 0.5 1 1 1 0.5 0 1 1 0.5 1 1

Whitehead, 2006a 0.5 1 1 1 1 1 0 1 0 1 0.5

Whitehead, 2006b 1 1 1 1 1 1 1 1 1 1 1
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Author

Units of 

study

Data 

Processing

Data 

analysis

Techniques to Enhance 

Trustworthiness

Synthesis and 

Interprettion Links to empirical data

Integration with prior work, 

implications, transferability and 

contributions to the field Limitations

Conflicts of 

Interest Total

Arroll and Howard, 2013 1 1 1 0.5 1 1 1 0.5 0 17 Total Possible= 20

Asbring, 2001 1 1 0.5 0 1 0.5 0.5 0.5 0 14.5 Cut off for Quality= 16

Ax et al., 2002 0.5 0 0 1 1 1 1 1 0 12.5

Blazquez and Alegre, 2013 0 0 0 0 0 1 1 0 0 5

Brooks et al., 2014 1 1 1 1 1 1 1 1 0 19

Charmaz, 1983 1 0.5 0.5 0 1 1 0 0 0 10

Charmaz, 1994 0 0 0.5 0 1 1 0.5 0 0 9

Dickson et al., 2007 1 1 1 1 1 1 1 1 0 19

Dickson et al., 2008 1 1 1 0 1 1 1 1 1 18.5

Edwards et al., 2007 1 1 1 1 1 1 1 1 0 17.5

Haas and Whitton, 2015 1 1 1 1 1 1 1 1 0 16.5

Liddiard, 2014 1 0.5 0 0 1 1 0.5 0 0 13.5

Marks et al., 2008 1 1 1 1 1 1 1 0 0 16.5

Miller and Caughlin, 2013 0.5 1 1 1 1 1 1 1 0 16.5

Travers and Lawler, 2008 1 0.5 0.5 0.5 1 1 1 1 0 15

Whitehead, 2006a 0.5 0.5 0.5 0 1 1 1 1 0 13.5

Whitehead, 2006b 0.5 1 1 0 1 1 1 1 0 17.5
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Appendix C - Evaluation of Quantitative Studies  
 
Evaluation table for quantitative studies based upon Appelbaum et al 2018. 

To ensure readability this table has been split in to two, therefore the second table continues the scoring for the papers started in the first. The cut off score 

has been included on the second table, all articles highlighted in red did not meet this score. Scoring as discussed in Appendix B. 
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Author Title Abstract Problem

Hypotheses 

and aims

Inclusion and 

Exclusion

Participant 

Characteristics

Sampling 

Procedures Sample size

Measures and 

covariates

Data 

collection

Quality of 

Measures Instrumentation Masking Psychometrics

Acitelli et al., 1999 1 1 1 1 1 1 1 1 1 1 1 1 N/A 1

Ahmad et al., 2017 1 1 1 1 0.5 1 1 1 1 1 0 0 N/A 1

Ax, 1999 0.5 0.5 1 1 1 1 1 1 0 1 0.5 1 N/A 0

Badr and Acitelli, 2005 0.5 1 1 1 1 1 0.5 0.5 1 0.5 0 0.5 N/A 0

Badr et al., 2007 1 1 1 1 0.5 1 1 1 1 1 0 0 N/A 1

Band et al., 2014 1 1 1 1 1 1 1 1 1 1 1 1 N/A 1

Band et al., 2016 1 1 1 1 0.5 1 1 1 1 1 1 1 N/A 1

Bentall, 2002 1 1 0.5 0.5 1 0 1 1 1 1 0 0 N/A 0

Billary and Liefbroer, 2016 0.5 0.5 1 1 0 0.5 0.5 1 0 1 0 0.5 N/A 0

Blakeley, 1991 0.5 1 1 1 0.5 1 1 1 1 1 0 0 N/A 0

Blazquez et al., 2012 1 1 1 1 1 1 1 1 0.5 1 0 1 N/A 0

Bookwala, 2005 0.5 1 1 1 0.5 1 0 0.5 0 0 0 1 N/A 0

Botha and Booysen, 2013 1 1 1 1 0.5 1 1 0 1 1 0 0 N/A 1

Braamse, 2020 1 1 1 1 1 0.5 1 1 1 1 0 1 N/A 1

Brockman and Klein, 2004 1 0.5 1 1 0.5 1 1 1 0.5 1 0 0 N/A 0

Brooks et al., 2011 0.5 1 1 1 1 1 1 1 0.5 1 0.5 1 N/A 1

Brooks et al., 2012 1 1 1 1 0.5 1 1 1 1 1 0 1 N/A 1

Brooks et al., 2013 1 0.5 1 1 0.5 1 1 1 0.5 1 1 1 N/A 1

Brown et al., 2010 1 0.5 1 1 1 1 1 1 0.5 1 1 1 N/A 1

Butler et al., 2001 1 1 1 1 1 0.5 1 1 0.5 1 0 1 N/A 0

Butterwoth and Rodgers, 2008 1 1 1 1 1 0.5 1 1 1 1 0 1 N/A 0

Butzer and Kulper, 2008 1 0.5 1 1 0.5 0.5 1 1 1 1 0 0 N/A 1

Creswell and Chalder, 2001 0.5 1 1 1 0.5 1 1 1 0 1 0 1 N/A 0

Cronqvist et al., 1997 1 1 1 1 0.5 1 0.5 1 1 1 1 1 N/A 1

DeGucht et al., 2016 1 1 0.5 0.5 1 1 1 1 1 1 0 0 N/A 0

Ducharme and Kollar, 2012 1 1 1 1 0.5 1 1 1 1 1 0 0 N/A 0.5

Emery et al., 2020 1 0.5 1 1 0 1 1 1 1 1 1 0 N/A 1

Goodwin, 1997 1 1 1 1 0.5 1 1 1 0.5 1 0 1 N/A 1

Goodwin, 2000 1 1 1 0.5 1 0.5 1 1 1 1 0.5 0 N/A 0

Grover and Helliwell, 2019 1 0.5 1 1 1 0 0.5 0.5 0 1 0 0.5 N/A 0

Heijmans, 1998 1 1 1 1 0.5 1 1 1 1 1 0 1 N/A 1

Heijmans et al., 1999 1 0.5 1 1 0.5 1 1 1 1 1 0 1 N/A 0

Jason et al, 1999 1 1 1 1 0 1 1 1 0.5 1 0 1 N/A 0.5

Jason et al., 2000 0.5 1 1 1 0 1 1 1 1 1 0 1 N/A 0

Jensen et al., 2013 0.5 1 1 1 0.5 1 1 0.5 0 1 0 1 N/A 0

Karraker and latham, 2015 1 1 1 1 0.5 1 1 1 1 1 0.5 1 N/A 0

Kaufman and Goldscheider, 2007 0.5 0.5 1 0.5 0.5 1 0.5 1 0 0.5 0 0.5 N/A 0

Korporaal et al., 2013 1 1 1 1 1 1 1 1 0 1 0.5 1 N/A 0

Krzeczkowska et al., 2015 1 1 1 1 0 1 1 1 1 1 0 0 N/A 0

Lawrence et al., 2019 1 0.5 1 1 1 1 1 1 1 1 0 0 N/A 0

Lewandowski et al., 2010 1 1 1 1 0 1 1 1 1 1 0 0 N/A 1

Lewis, 1994 0.5 0.5 1 1 1 1 1 1 1 1 0 0 N/A 0

McInnis et al., 2014 1 1 1 1 1 1 1 1 0.5 1 0 1 N/A 1

Milrad et al., 2019 1 1 1 1 1 1 1 1 1 1 0.5 1 N/A 1

Moss Morris et al., 1996 1 1 1 1 1 1 1 1 1 1 0 1 N/A 0

Moss-Morris and Chalder, 2003 1 1 0.5 1 0.5 1 1 1 1 1 0 1 N/A 0.5

Nater et al., 2012 1 0 0.5 0.5 1 0 1 1 0.5 1 0 0 N/A 0

Njoku et al., 2005 1 0.5 1 1 1 1 1 1 1 1 0 0 N/A 1

Olff et al., 1993 0.5 1 1 0.5 0.5 0 0.5 1 1 1 0 0 N/A 1

Olson and Wong, 2001 0.5 0.5 1 1 0 1 1 1 0 0.5 1 1 N/A 0

Parise et al., 2018 1 1 1 1 0 1 1 1 1 1 0 0 N/A 0.5

Perelli- Harris and Styrc, 2018 1 0.5 1 1 0.5 1 1 1 0 1 0.5 1 N/A 0

Poppe et al., 2012 1 1 1 1 1 1 1 1 1 1 0 0 N/A 1

Prins et al., 2004 0.5 1 1 1 0.5 1 1 1 1 1 0 1 N/A 1

Reid et al., 2006 1 1 1 1 0.5 1 1 1 1 1 0 0 N/A 1

Reynolds et al., 2009 1 1 1 1 1 1 1 1 1 1 0 1 N/A 1

Roberson et al., 2018 1 1 1 1 0.5 1 1 1 0 1 0.5 1 N/A 0

Romano et al., 2009 1 1 1 1 1 1 1 1 1 1 1 1 N/A 1

Schmaling et al., 2000 1 1 1 1 1 1 1 1 1 1 0 1 N/A 1

Schmaling et al., 2015 1 1 1 1 1 1 1 1 1 1 0 1 N/A 1

Schmaling et al., 2020 1 1 1 1 0.5 1 1 1 1 1 0 1 N/A 1

Schoen et al., 2002 1 1 1 1 0.5 1 1 1 1 1 0.5 1 N/A 0

Simon, 2002 1 0.5 1 1 0 1 1 1 1 0.5 0 0 N/A 0.5

Simon and Barrett, 2010 1 1 1 1 0.5 1 1 1 1 1 1 1 N/A 0

Stutzer and Frey, 2003 1 0 1 1 0.5 0 0.5 1 0 1 0.5 0.5 N/A 0

Sweeney and Phillips, 2004 0.5 0.5 1 1 0.5 1 1 1 0 1 0 1 N/A 0

Taillefer et al., 2002 0.5 1 1 1 0.5 0.5 1 1 1 1 0 1 N/A 0.5

Taillefer et al., 2003 1 1 1 1 0.5 1 1 1 1 1 1 1 N/A 0

Tumin, 2018 0.5 1 1 1 0.5 0 1 1 0.5 1 0.5 1 N/A 0

Umberson et al., 2006 1 0.5 1 1 0.5 1 1 1 1 1 0 0 N/A 0

VanDamme et al., 2006 1 1 1 1 0.5 1 1 1 1 1 0 1 N/A 1

Vercoulen, 1996 1 1 0.5 0.5 0.5 1 1 1 1 1 0 0 N/A 0

Verspaandonk et al., 2015 1 1 1 1 0.5 1 1 1 1 1 0 1 N/A 1

Villeneuve et al., 2015 1 1 1 1 0.5 1 1 1 1 1 0.5 1 N/A 0

Walsh and Neff, 2018 1 0.5 1 1 1 1 1 1 1 1 0 0 N/A 0

Wang et al., 2018 0.5 0.5 1 1 0.5 1 1 1 1 1 0.5 1 N/A 0

Wells and Baca Zinn, 2016 0.5 0.5 1 1 1 1 1 1 1 1 0 0 N/A 0

White et al., 2006 1 0.5 1 1 1 1 1 1 1 1 0 1 N/A 0.5

Williams, 2003 1 1 1 1 0.5 0 1 1 1 1 1 1 N/A 0

Wilson et al., 1994 0.5 1 0.5 0.5 0.5 0 1 1 1 1 0 0 N/A 0
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Author 

Conditions 

and design

Data 

diagnositc

Analytic 

strategy

Participant 

flow Recruitment

Statistics 

and analysis

Support of 

original 

hypothesis Similarity of results Interpretation Generalisability Implications Total

Acitelli et al., 1999 0.5 1 1 N/A 0 1 1 1 1 1 1 21.5

Ahmad et al., 2017 1 0 1 N/A 0 1 1 1 1 1 1 18.5

Ax, 1999 0.5 1 1 N/A 0 1 1 1 1 1 1 18

Badr and Acitelli, 2005 0.5 0.5 0.5 N/A 0 1 1 0 0.5 0.5 0.5 13.5 Total Possible= 25

Badr et al., 2007 1 0 1 N/A 0 1 1 1 1 1 1 18.5

Band et al., 2014 1 1 1 N/A 0 1 1 1 1 1 1 22

Band et al., 2016 1 1 1 N/A 0.5 1 1 0.5 1 1 1 21

Bentall, 2002 1 1 1 N/A 1 1 1 1 1 1 1 18

Billary and Liefbroer, 2016 0.5 1 1 N/A 1 1 1 0 0.5 0.5 0.5 13.5 Cut of for Quality = 18

Blakeley, 1991 1 0 1 N/A 0 1 1 1 1 0 1 16

Blazquez et al., 2012 1 1 1 N/A 0 1 1 1 1 1 1 19.5

Bookwala, 2005 0.5 0.5 0.5 N/A 0 1 1 1 1 0.5 1 13

Botha and Booysen, 2013 1 1 1 N/A 1 1 1 1 1 1 1 19.5

Braamse, 2020 1 0.5 1 N/A 1 1 1 1 1 1 1 21

Brockman and Klein, 2004 1 1 1 N/A 1 1 1 0.5 1 1 1 17

Brooks et al., 2011 1 1 1 N/A 0 1 1 0.5 1 1 1 20

Brooks et al., 2012 1 1 1 N/A 0 1 1 1 1 1 1 20.5

Brooks et al., 2013 1 1 1 N/A 0 1 1 1 1 1 1 20.5

Brown et al., 2010 1 1 1 N/A 0 1 1 0.5 1 1 1 20.5

Butler et al., 2001 1 0.5 1 N/A 0 1 1 0.5 1 1 1 18

Butterwoth and Rodgers, 2008 0.5 1 1 N/A 0 1 1 1 1 0 1 18

Butzer and Kulper, 2008 1 0 1 N/A 0 1 1 1 1 1 1 17.5

Creswell and Chalder, 2001 1 0.5 0.5 N/A 0 1 1 1 1 0.5 0.5 16

Cronqvist et al., 1997 1 1 1 N/A 0 1 1 0 1 0 0.5 18.5

DeGucht et al., 2016 1 1 1 N/A 0 1 1 1 1 1 0.5 17.5

Ducharme and Kollar, 2012 1 0 1 N/A 0 1 1 1 1 1 1 18

Emery et al., 2020 1 0.5 1 N/A 0 1 1 0.5 1 1 1 18.5

Goodwin, 1997 1 1 1 N/A 0 1 1 1 1 0 1 19

Goodwin, 2000 1 0 1 N/A 1 1 0.5 1 1 0 1 17

Grover and Helliwell, 2019 0.5 0 1 N/A 0 1 1 1 1 1 0.5 13.5

Heijmans, 1998 1 0.5 1 N/A 0 1 1 1 1 0 1 19

Heijmans et al., 1999 1 0.5 1 N/A 0 1 1 0.5 1 1 1 18

Jason et al, 1999 1 0 1 N/A 0 1 1 0.5 1 1 1 17.5

Jason et al., 2000 1 0.5 1 N/A 0 1 1 1 1 1 1 18

Jensen et al., 2013 0.5 0.5 1 N/A 0 1 1 1 1 1 0.5 16

Karraker and latham, 2015 1 1 1 N/A 0 1 1 1 1 1 1 20

Kaufman and Goldscheider, 2007 0.5 1 1 N/A 1 1 1 1 1 1 1 16

Korporaal et al., 2013 1 1 1 N/A 1 1 1 1 1 1 0.5 20

Krzeczkowska et al., 2015 1 0 0 N/A 0 1 0.5 1 1 0 1 14.5

Lawrence et al., 2019 1 0 1 N/A 1 1 1 1 1 0 1 17.5

Lewandowski et al., 2010 1 0 0.5 N/A 0 1 1 1 1 1 1 17.5

Lewis, 1994 1 0 1 N/A 0 1 1 1 1 1 1 17

McInnis et al., 2014 1 0 1 N/A 0.5 1 1 1 1 1 1 20

Milrad et al., 2019 1 1 1 N/A 1 1 1 1 1 1 0.5 22

Moss Morris et al., 1996 1 0 1 N/A 0 1 1 1 1 1 0.5 18.5

Moss-Morris and Chalder, 2003 1 0 1 N/A 0 1 1 0.5 0.5 1 0 16.5

Nater et al., 2012 1 1 1 N/A 0 1 1 1 1 1 1 15.5 Extremely short article 

Njoku et al., 2005 1 0 1 N/A 0 1 1 1 1 0.5 1 18

Olff et al., 1993 0.5 0 1 N/A 0 1 0.5 1 1 0.5 0.5 14

Olson and Wong, 2001 0.5 0 1 N/A 0 1 1 0.5 1 0.5 1 14.5

Parise et al., 2018 1 0.5 1 N/A 0.5 1 1 1 1 1 1 18.5

Perelli- Harris and Styrc, 2018 1 0.5 1 N/A 1 1 1 1 1 1 1 19

Poppe et al., 2012 1 1 1 N/A 0 1 1 1 1 1 1 20

Prins et al., 2004 1 1 1 N/A 0 1 1 0.5 1 1 1 19.5

Reid et al., 2006 1 0 1 N/A 0 1 1 0.5 1 0.5 0.5 17

Reynolds et al., 2009 1 0 1 N/A 0 1 1 0.5 1 1 1 19.5

Roberson et al., 2018 1 1 1 N/A 1 1 1 1 1 1 0.5 19.5

Romano et al., 2009 1 1 1 N/A 0 1 1 1 1 1 1 22

Schmaling et al., 2000 1 0 1 N/A 0 1 1 0.5 1 0 1 18.5

Schmaling et al., 2015 1 1 1 N/A 0 1 1 0.5 1 1 0.5 20

Schmaling et al., 2020 1 1 1 N/A 0 1 1 1 1 1 1 20.5

Schoen et al., 2002 1 1 1 N/A 1 1 1 0 1 0.5 0.5 19

Simon, 2002 1 0.5 1 N/A 1 1 1 1 1 0.5 1 17.5

Simon and Barrett, 2010 1 1 1 N/A 1 1 1 0.5 1 1 0.5 20.5

Stutzer and Frey, 2003 0.5 0.5 0.5 N/A 1 0.5 0.5 0 0.5 0.5 0.5 12

Sweeney and Phillips, 2004 0.5 1 1 N/A 1 1 1 0 1 0.5 1 16.5

Taillefer et al., 2002 1 1 1 N/A 0 1 1 1 1 0.5 1 18.5

Taillefer et al., 2003 1 1 1 N/A 0 1 1 1 1 1 0.5 20

Tumin, 2018 0.5 1 1 N/A 1 1 1 1 1 0.5 0.5 17.5

Umberson et al., 2006 1 1 1 N/A 1 1 1 1 1 1 1 18

VanDamme et al., 2006 1 0 1 N/A 0 1 1 1 1 0 1 18.5

Vercoulen, 1996 0.5 1 1 N/A 1 1 0.5 1 1 1 1 17.5

Verspaandonk et al., 2015 1 1 1 N/A 0 1 1 0 1 0.5 1 19

Villeneuve et al., 2015 1 1 1 N/A 0.5 1 1 1 1 1 1 20.5

Walsh and Neff, 2018 1 0 1 N/A 0 1 1 1 1 1 0.5 17

Wang et al., 2018 0.5 1 1 N/A 1 1 1 1 1 1 1 19.5

Wells and Baca Zinn, 2016 1 0 0 N/A 1 0.5 1 0.5 1 0.5 1 15.5

White et al., 2006 1 1 0.5 N/A 0 1 1 1 1 0 1 18.5

Williams, 2003 1 1 1 N/A 1 1 1 1 1 1 0.5 20

Wilson et al., 1994 0.5 0 1 N/A 1 1 0.5 0.5 1 1 0.5 14
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Appendix D- Evaluation of Mixed Methods Studies   
 
Evaluation table for mixed methods studies based upon Mixed Methods Appraisal Tool- Hong et al 2018 
 
To ensure readability this table has been split into sections, therefore the second, third and fourth tables continue the scoring for the papers started in the 

first. The cut off score has been included on the fourth table, all articles highlighted in red did not meet this score. Scoring as discussed in Appendix B. 

 

 
 

 

Author

Adequate 

rationale 

Effectively 

integrated 

Adequately 

Interpreted

Inconsistencies 

addressed

Adherence to quality 

criteria Title Abstract

Problem 

Fornulation

Purpose or 

research 

question

Approach and 

paradigm

Researcher 

characteristics 

and reflexivity

Asoodeh et al., 2010 0 0 0 N/A 0 1 1 1 0.5 0 0

Daneshpour et al.,  2011 0 1 1 N/A 1 1 1 1 1 0 0

Kennedy et al., 2018 1 1 1 N/A 1 1 1 1 1 0 0

Lingard and Court, 2014 0 1 1 N/A 1 1 1 1 1 0 0

Schoofs et al., 2004 0 1 1 N/A 1 1 1 1 1 0 1

Tuck and Wallace, 2000 1 0 1 N/A 1 0.5 1 1 1 0 0

Tuval-Mashiach, 2015 0 1 1 N/A 1 0.5 1 1 1 0 0

Author Context

Sampling 

Strategy

Ethical 

Issues

Data 

collection 

methods

Data Collection 

Instruments and 

Technologies

Units of 

study

Data 

Processing

Data 

analysis

Techniques to 

Enhance 

Trustworthiness

Sysnthesis and 

Interprettion

Links to 

empirical 

data

Asoodeh et al., 2010 0 1 0 0 0 0 0 0 1 1 0

Daneshpour et al.,  2011 0.5 1 0 1 1 1 1 0 1 0.5 1

Kennedy et al., 2018 1 1 0 1 1 1 0.5 1 1 1 1

Lingard and Court, 2014 1 1 0 1 1 0.5 1 1 0 1 1

Schoofs et al., 2004 1 1 0 1 1 1 1 1 1 1 1

Tuck and Wallace, 2000 0.5 1 0 0 0.5 1 0 0.5 0 0.5 0

Tuval-Mashiach, 2015 1 1 0 1 0.5 0.5 1 1 1 1 1
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Author

Inclusion 

and 

Exclusion

Participant 

Characteristics

Sampling 

Procedures Sample size

Measures 

and 

covariates

Data 

collection

Quality of 

Measures Instrumentation

Conditions and 

design Psychometrics

Data 

diagnositc

Asoodeh et al., 2010 1 1 1 1 1 1 0 0 0.5 1 0

Daneshpour et al.,  2011 0.5 1 1 1 1 1 0 0 1 1 0

Kennedy et al., 2018 1 1 1 1 1 1 0 0 1 1 1

Lingard and Court, 2014 0.5 0.5 1 1 1 1 0 0 1 1 0

Schoofs et al., 2004 0.5 1 1 1 1 1 0 0 1 1 0

Tuck and Wallace, 2000 0.5 1 1 1 1 1 0 1 1 1 0

Tuval-Mashiach, 2015 0.5 0.5 1 1 1 1 0 0 1 1 0

Author

Analytic 

strategy Recruitment

Statistics 

and analysis

Support of 

original 

hypothesis Similarity of results Interpretation

Generalisability 

or 

Transferability Implications Limitations Total

Asoodeh et al., 2010 0 0 0.5 1 1 0.5 0 0 0 17

*Qualitative section 

not completed *

Daneshpour et al.,  2011 0 1 0 1 1 1 1 1 1 29.5

Kennedy et al., 2018 1 1 1 1 1 1 0.5 1 1 35 Total  Possible = 41

Lingard and Court, 2014 0 0 0.5 1 0 1 0 1 1 27

Schoofs et al., 2004 1 0 1 1 1 1 1 1 1 33.5 Cut off for Quality= 27

Tuck and Wallace, 2000 0.5 0 1 1 0 1 0 1 0 23.5

Tuval-Mashiach, 2015 1 1 1 1 1 1 1 1 1 31.5
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Appendix E – Evaluation of Systematic Reviews  
 

Evaluation table for systematic reviews based upon PRISMA 2020 Checklist  

To ensure readability this table has been split in to two, therefore the second table continues the scoring for the papers started in the first. The cut off score 

has been included on the second table, all articles highlighted in red did not meet this score. Scoring as discussed in Appendix B. 

 
 

 
 

 
 

 
  

Author Title Abstract Rationale Objectives

Eligibility 

Criteria

Information 

Sources

Search 

Strategy

Selection 

Process

Data 

Collection 

Process Data items

Study risk of 

bias 

assessment 

Effect 

Measures Synthesis 

Band et al., 2015 1 1 1 1 1 1 1 1 1 1 1 0 0

Cairns and Hoptopf, 2005 1 1 1 1 1 1 1 1 1 1 0.5 1 1

Kiecolt-Glaser and Newton, 2001 0 1 1 1 1 1 1 1 0 1 0 0 1

Larun and Materud, 2007 1 1 0.5 1 1 1 1 1 1 1 0 1 1

Proulx et al., 2007 1 1 1 1 1 1 1 1 1 1 0 1 1

Zaheri et al., 2016 1 1 1 1 1 1 1 0 0 0 0 0 0

Author

Report bias 

assessment 

Certainty 

assessment 

Study 

selection

Study 

characteristics

Risk of bias 

in studies

Results of 

individual 

studies

Results of 

syntheses

Reporting 

biases

Certainty of 

evidence  Interpretation Limitations Implications Total

Band et al., 2015 0 0 1 1 0 0.5 1 0 0 1 1 1 17.5 Total Possible= 25

Cairns and Hoptopf, 2005 0 0 1 1 0 0.5 1 0 0 1 0 1 18 Cut off for quality = 16

Kiecolt-Glaser and Newton, 2001 0 0 0 1 0 0.5 1 0 0 1 1 1 14.5

Larun and Materud, 2007 0 0 0 1 0 1 1 0 0 1 1 1 17.5

Proulx et al., 2007 0 0 0 0 0 0 1 0 0 1 1 1 16

Zaheri et al., 2016 0 0 0 0 0 0 1 0 0 1 0 1 10
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Appendix F- Couple Adaptation Table 
 
Example table of how the data from papers was extracted, summarised, synthesised and analysed. 
 

 
 
 
 
 
 

Authors Title of Paper Date Source Country of Origin Type of Study No of Ppts Area of ME/CFS Emprical or Conceptual Theoretical Stance Question addressed Methods Findings Findings 2 Findings 3 Findings 4 Critical problems/ criticsms

Goodwin, S.S Couples' 

perceptions of 

wives' CFS 

symptoms, 

symptom 

change  and 

impact on the 

marital 

relationship

2000 Issues in 

Mental 

Health 

Nursing, 21, 

347-363

America Quantitative 131 wives and 

their husbands

wife mean age -

42.9, husband 

mean age - 45

89% white

Marriage length 

1- 44.5 years

Impacts on 

relationships

Empirical Family Systems 

Theory

To describe differences 

in the couples' 

perceptions of the 

wives CFS symptoms 

and to describe the 

relationship between 

changing symptoms 

and the marital 

relationship

Questionniares - Dyadic 

adjutment scale, Self 

dyadic perspective taking, 

other dyadic perspective 

taking, interpersonal 

relationship inventory, De 

Groot chronic fatigue 

syndrome symptom 

scale, De Groot perceived 

symptom transition scale

・Chronic illness cause couple skews (Rolland 1994)

・the more fluctuations in symptoms, the more adaptation that isrequired in the marital 

system

・1st order changes- parts undergo change but the system remain unchanged. 2nd order 

system structure is changed. (Watzlawick, Weakland anf Fisch 1974)

・"perceptual changes regarding the illness experience of CFS become new information 

requiring adaptation and change of the marital subsystem". `the restructured marital 

system becomes new information that influences the percetion of the illness experience "

・results in profound demands on marital dyad.

・Little research exploring the illness experience of the individual or interactions of the 

couple

Findings

・experiencer and partner had differing perceptions of the most problematic symptoms 

・Similarities in perceptions of aetiologies

・3% wives working full time, 53% part time. 77% partners worked full time.

・Husbands higher importance of faith correlated with wives report of fewer symptoms 

and higher marital adjustment

・more symptom changes lead to less empathy, lower marital adjustment and more 

marital conflict

・fatigue impacts on ability to do things together and to maintain employment (impacts 

socioeconomic status)

・communication and problem solving impacted upon by cognitive 

symptoms- require marital system adjustment to maintain shared living 

and intimacy

・"shared reality of changing symptoms best descriptor for mutual 

understanding and couple management of the illness"

・have to create a language to process illness together

・couples try to understand aetiology to help them cope- psychosomatic 

label adamantly opposed

・professionals should assess adequacy of couples adjustments

・"health care professionals pivotal in facilitating adaptation and change"

・depeleted marital support resources- meaningful support for both 

needed. Other sources of support should also be explored i.e support 

groups

・holistic healthcare teams needed

・Couples at greatest risk for navigating problematic sysmptoms have 

been married fewer years

・times of greatest risk  are during times of increasing symptom 

complexity

・need to address discrepant realities

・need second order changes

・differing points on illness trajectory. husbands experience and accept 

loss later. illnees experience less understood by husband  to begin with

・need second order changes so energy not diverted to experiencer only 

as leads to conflict. Both need to feel support

・Article hasn’t identified 

limitations apart from a limited 

amount of focus on faith

・all questionnaire based so no 

abiliity to discuss answers and 

understand the processes better

・No in person contact with 

participants. Make them less or 

more willing to give honest 

answers?

・How well can complex 

procedures be captured by pre 

defined answers or likert scales?

・Gives a snap shot of that 

moment in time and not a long 

term reflection of the process.

Blazquez, A. and 

Alegre, J. 

Family and 

Partner Facing 

Chronic Disease: 

Chronic Fatigue 

Syndrome

2013 American 

Journal of 

Family 

Therapy , 

41, 46-62

Spain Qualitative Anecdotal 

evidence given 

for model 

Impacts of 

family and the 

life cycle 

Conceptual Family Systems 

Therapy- Life Cycle 

Model

Looked to apply life 

cycle in context of 

impact of CFS on the 

family 

Description of how CFS 

impacts the lifecycle

・Social support important in recovery in chronic illness and ME/CFS. Insufficient social 

support impacts physical and mental helath (Choi and Marks 2008)

・Although CFS has a significant impact on the patient’s quality of life (Anderson &

Ferrans, 1997; Hardt et al., 2001; Rakib et al., 2005) the repercussion it has

on the family has received little attention (Drachler et al., 2009).

・Illness can negatively impact upon family. 

・Lack of understanding from health professionals makes close relationships important

・Greater dependency on families due to a deterioration in other social networks

・Support of close relationshiops impacts upon adaptation and to participation in 

treatments (Cordingley, Wearden, Appleby, & Fisher, 2001; Moss-Morris, 2005).

・Discussion of Goodwin's (2000) study- relationship being modified from feedback from 

various sources

・Discussion of the types of relationships and outcomes in ME/CFS (Prins et al 2004)

・"partners assume the greatest burden of care because

they are closest to the patient. Therefore, the partner should also be

the focus of clinical interventions and health education" (Goodwin, 1997).

・"Within the systems model, the family develops in progressive stages 

that include periods of imbalance related to the persons involved and their

environment. The resulting instability provokes a shift to a new state, in

which the family will have to develop new tasks and aptitudes"

・six life stages: "Single young adults leaving home, forming a

stable couple, birth of the children, intermediate period, “weaning” of 

parents:The empty nest and later life, retirement and old age". (Haley, 

1989)

・New life stages bring imbalance and changes to pre exisiting rules 

・CFS disrupts the family life cycle- how depends on the stage members 

are in

・Rolland (1984) Family Systems-Illness Model- recognises psychosocial 

demands on expereincer and families. Recognises gradual onset, acute 

onset, relapsing/ episodic course. Issues of the latter identified 

・CFS leads to family cohesion which may clash with what other family 

members need- autonomy and independence. Centripetal and centrifugal 

forces at work.

・Impacts on independence of young adults

・Impacts on relationship roles. "A diagnosis of CFS in this phase can be 

devastating for a couple that is not totally consolidated". "When the roles 

become too rigid and eventually pathological, they can trap the two 

partners: One strong-solicitous-healthy and the other weak-demanding-

ill".

・Impacts on parenting- maternal role can be particularly affected and 

others may become overly involved. Impacts if a child is ill with ME/CFS

・Ways of relating may need to change across the life cycle - adaptability required. "The rigid 

modes of interaction established by the family with the passing of time make it difficult to 

adapt the system to the new needs of this stage of the life cycle"

・ME/CFS may exacerbate exsiting issues or new issues occuring with chnages in life 

circumstances.

・Aim of therapy to help all members achieve the tasks required in their stage in the life 

cycle . "One important therapeutic objective is to help families encounter a viable adjustment, 

flexible enough for each family member to develop their normative objectives in the 

corresponding life cycle, without letting the appearance of CFS result in a sacrifice of personal 

development of some members, or of the family as a system. Helping to optimize social 

support in the family system may be the key to improving the efficacy of family and marital 

interventions in CFS, and improve the quality of life of affected patients."

・Unsure how many participants 

included. 

・Unsure how the participants are 

known to the authors 

・Evidence provided that backs 

model- nothing to the contrary

Lingard, R.J. and 

Court, J.

Can couples find 

a silver lining 

amid the dark 

clouds of 

ME/CFS: A pilot 

study

2014 The Family 

Journal, 22 

(3), 304-310

Australia Mixed 

Methods

15 married 

couples.

 60% of the 

sample were 

male sufferers 

whereas they 

account for only 

22% of CFS/ME 

sufferers 

overall.

CFS diagnosed 

by a 

professional 

Couples 

Adaptation

Empirical Psychological “The hypothesis of this 

study was that there is 

a silver lining located 

within the stormy 

experience of couple 

relationships with 

CFS/ME. It also 

investigated the 

presence of common 

strategies used by 

these couples that can 

assist other marriages 

and partnerships”.

Mixed methods- 

questionnaires and 

interview

silver lining questionnaire 

for couples. 

"Excerpts from the 

transcripts were 

categorized according to 

the most appropriate 

SLQFC heading"

Five couples interviewed

・“For those sufferers in marriages and partnerships, the arrival of a chronic disease 

often exacerbates unresolved issues in their relationship and brings them into contact 

with widely held societal pessimism regarding the impact of illness upon couple 

relationships”.

・“Prevalance-  0.23–2.6% of the adult population  (White et al., 2011)”.

・“ME/CFS typically requires a lifetime of adaptation to significant physical, social, 

psychological, and environmental changes in a manner similar to other chronic diseases 

such as multiple sclerosis, lupus, rheumatoid arthritis, and heart disease (Nichols & Hunt, 

2011)”.

・Issues with diagnosis, a lack of visible symptoms , medical scepticism and uncertainty 

re prognosis and treatment is a challenge for any relationship. 

・Impacts- social isolation, financial pressure. lack of employment, reduced hobbies and 

disruption to sexual desire."Major changes in roles impact the couple relationship as the 

well partner juggles full-time bread winning, household management, and increased care 

for any children".  (Blazquez et al., 2008)."

・ME/ CFS strains relationships, introduces new stresses  and intensifies 

unresolved issues (Sperry, 2012; Dellwoo 2009.

・Linked to the ending of relationships and increased likelihood of divorce 

(Dellwoo, 2009; Nakazawa, 2009). 

・“The literature regarding the management of ME/CFS mainly adopts an 

individual approach that focuses upon the sufferer, with comparatively 

little emphasis on the couple relationship. This pattern is consistent with 

the medical community’s approach to other chronic illnesses despite the 

well documented evidence that positive spouse support reduces symptom 

severity in sufferers”

・A stronger couple relationship reduces psychological and physical 

symptoms (Ax, Gregg, & Jones, 2002; Goodwin, 1997

・Some couples find positives post chronic illness onset(Gillen, 2005; 

McBride et al., 2008)

・Positivity decreases mental fatigue but not physical  (Hyland et al., 

2006)

・Personal Development through redefinition of priorities, self 

improvement, increased spriituality and appreciation of life (Sodergren & 

Hyland, 2000; Sodergren et al., 2002)

・Couple improvement- increased resilience, ability to spend more time 

together (Ax et al., 2002), Christian faith and strong marital friendship 

(Goodwin, 2000)

Findings

・SLQFC- Scores on the questionnaires suggests some sufferers and partners were able to 

find some positivity in the condition. Others were not and reported significant distress.

Factors involved in strengthening the relationship

・Spiritual gains- linked to shared meaning which led to deeper marital intimacy. key to 

positivity.

・Greater couple resilience - "increased shared strength and determination to meet current 

and future challenge". Staregies to build resilience included laughing together, 'talking as 

friends not arguing about issues', 'drawing inspriation from wedding vows' 

・Greater fondness and admiration for each other- increased affection and respect for one 

another because of challenges faced 

・Increased appreciation for couple relationship- greater appeciation of and gratitude for 

their marriage. Combined strength to ensure hardships

・Reappraisal of the relationship

・Discovering new couple relationship strengths. Developemnt of new strengths because of 

the demands of the condition

・More sensitivity to emotions of self and partner- more in touch with spouses 

・Confrontation of current concerns.- Practive in addressing problems caused by ME/CFS  in 

order to maximize their quality of life

・Self-improvement- identification of aspects of personal growth, such as "becoming less 

self-focused, more confident in making decisions, being more patient and compassionate for 

others."

・Improved relationships with others- positive support from family members such as parents 

or adult children

 ・Couples reprioritized energy to allow for sexual 

intimacy

・ "While the ME/CFS was an ongoing perpetual 

problem largely beyond their control, the couples 

were proactive in controlling what they could control"

・Couples adjusted hobbies and started new hobbies 

to ensure they could spend time together and 

mainatin a friendship.- important in strengthening 

marriages (Gottman & Silver, 1999).

・"The study confirms that ME/CFS impacts not only 

the sufferer but also the partner. This illness is not a 

solo but a shared experience. Since partner support 

reduces severity of symptoms, an

important but rarely considered avenue for treatment 

is to assist the sufferer with their couple 

relationship."

・"The study supports the existing literature that

ME/CFS sufferers receive limited external social 

supports. Increased support from health professionals 

may enable friends and families to better understand 

the nature of the illness

and provide care".

Adapted a questionnaire and 

reliability yet to be fully 

determined 

Not clear what diagnostic crieria 

professionals will have used. 

Only five of the couples were 

interviewed- not all

"The SLQFC has not been tested in 

relation to its psychometric 

properties. Addressing concerns 

around the validity and reliability 

of these two instruments was 

beyond the scope of the present 

study".

Uneven amount of questions on 

each topic.

All those interviewed talked about 

christianity as spirituality so wider 

spirituality was not assessed 
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Appendix G - Participant Information Sheet 
 
Please note Appendices G- M are not double spaced as they are presented as they were used 

by the researcher. 

 
 

 
 
 

 Information Sheet 
 
Study title 
 
A qualitative study of the factors that influence how a relationship adjusts to a diagnosis of 
chronic fatigue syndrome. 
 
What is the purpose of the study? 
 
The purpose of this study is to interview couples to find out how the relationship has 
adjusted to a diagnosis of ME/chronic fatigue syndrome in one of the partners. At this time 
very little research has focused on how couples do adjust to a diagnosis and completing this 
research will contribute to a theory of successful adaptation.  
 
Why have I been chosen? 
 
You are receiving this letter as you have been identified as accessing a service that suggests 
either you or your partner have a diagnosis of ME/ chronic fatigue syndrome. 
 

 
Do I have to take part? 
 
It is up to you to decide whether or not to take part. There will be no consequences if you 
choose not to take part in the research and you will continue to receive the same standard of 
care from the service you are part of. If you do decide to take part you will be given this 
information sheet to keep and will be asked to sign a consent form. You are still free to 
withdraw from the study at any time up until the point of publication.  
 
 
What will happen if I decide to take part? 
 
If you decide to take part in this study you will be asked to take part in a joint interview with 
your partner, lasting up to one and a quarter hours. The interview will ask you about your 
experiences of one of you being diagnosed with ME/chronic fatigue syndrome and the 
changes/ adaptations you have had to make. Interviews will be conducted in person where 
possible, at a convenient, private location. It may be possible to offer interviews via telephone 
if necessary. It may also be possible for the individual with ME/ chronic fatigue syndrome to 
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be interviewed alone if the partner is not able or does not wish to participate. However, the 
focus would still be on how the couple relationship has adapted to the diagnosis. 
At the end of the study a paper based on the research may be published in peer-reviewed 
journals and used for research and learning purposes. Anonymity and confidentiality will be 
protected throughout. 
 
 
What are the potential benefits and risks of taking part? 
 
You will be helping to add to the understanding of how relationships adapt to a diagnosis of 
ME/chronic fatigue syndrome in one of the partners.  The research may also help 
professionals identify how best to support couples following diagnosis and will help direct 
them when working with couples who may not be adapting well.  
 
Most people find it enjoyable to share their experiences with an interested researcher. I will 
do my best to put you at ease throughout the interview however it is perfectly normal for 
people to feel emotional at times when discussing their experiences. If this were to be the 
case the interview would be stopped and the interviewer would check whether you wish to 
continue. If any issues emerge during the interview that you wish to explore further, either 
individually or as a couple, I will help you to identify relevant services where you can seek 
ongoing support or therapy. These details will be provided as the interview is not intended 
to be a counselling and it would not be possible or appropriate to offer counselling within 
this context.  
  
Will my taking part in the study be kept confidential? 
 
Yes. All Dictaphones and laptops used will be password protected and stored securely in 
compliance with the Data Protection Act 1998 and GDPR 2018. Any quotes used in the write 
up will contain a false name and any personal or identifiable information will be changed so 
that the quotes cannot be connected to a particular person, maintaining your anonymity. All 
information from the study will destroyed within five years of the study being completed. 
Some data will be shared with research supervisors but they are also required to protect 
anonymity and confidentiality    
 
Please note there are some limitations to confidentiality. If you were to disclose any 
information that indicates, you, your partner or anyone else is at risk I would need to stop the 
interview and disclose this information to the relevant persons. 
 
If you were to provide information that led to a safeguarding concern, then this would need 
to be disclosed. If this were to occur the interview would be terminated and the concerns 
would be discussed with you. I would then have to follow the safeguarding procedures of the 
organisation and would need to consult with my supervisory team.  
 
 
What will happen at the end of the research study? 
 
The final research report will be seen by research supervisors and examiners.   A research 
article based on the research may be published in peer-reviewed journals and used for 
research and learning purposes.  Anonymity and confidentiality will be protected 
throughout.  
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What if I have a problem or concern? 
 
If you have a question or concern about any aspect of this study, please do speak to me or 
please contact the research supervisors Dr Robin Gutteridge or Dr Darren Chadwick  
 
Supervisor email address redacted 
Supervisor email address redacted 
 
Who has reviewed the study? 
 
This study has been reviewed by the University of Wolverhampton Psychology Ethics 
Committee. 
 
Contact for further information 
 
Should you require further information please contact me on 
Jennifer Swinton 
Researcher email address redacted 
 
Please put research as the e-mail title.  
 
Thank you in advance for taking part in this study.  
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Appendix H - Consent Form 
 

 
 
  
 

CONSENT FORM 
 
Title of Project: A qualitative study of the factors that influence how a relationship adjusts to 
a diagnosis of chronic fatigue syndrome. 
 
 
Name of Researcher: Jennifer Swinton 

Please initial boxes 
 

1. I confirm that I have read the information sheet dated 21/08/2018 
(Version 5) for the above study and have had the opportunity to ask questions. 

 
2. I understand that my participation is voluntary, that I have the right to  

refuse to participate and that I am free to withdraw at any time up until the research is 
published. 

  
3. I understand that I will initially be interviewed on one occasion for no more than one 

and a quarter hours. 

 
4. I understand that the interview will be recorded on a password-protected Dictaphone. 

 
5. I understand my interview will be written up on to a password-protected laptop.  

 
6. I understand that my data will be stored securely and confidentially  
     and that I will not be identifiable in any report or publication. 
 
7. I understand that the outcomes of this research may be published in peer reviewed 

journals and may be used for learning and research purposes.   
 
8. I agree for the anonymised data from my interview to be used for the     

purpose of this study.  
 
9. I agree to take part in the above study. 
 
 
……………………….          ……………………..           ………………………… 
Name    Date          Signature 
 
 
……………………….          …………………….  ………………………… 
Researcher   Date    Signature  
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Appendix I - Debrief 

 

 

 
Thank you for taking part in this study, I appreciate the time that you have given me. 
 
Purpose of the Study 

As highlighted in the information sheet the purpose of this study is to understand the factors 
that influence how a relationship adjusts to a diagnosis of ME/chronic fatigue syndrome in 
one of the partners.   
 
What Happens Now? 
The researcher is carrying out a number of interviews with couples in order to understand 
different experiences. Once all the interviews have been conducted the researcher will be 
collating all the information from these in order to identify the main themes or ideas that 
occur across the interviews. This will help the researcher identify what adaptations couples 
have to make in response to a diagnosis of chronic fatigue syndrome.  
A final research report will be written which will be seen by research supervisors and 
examiners. A paper based on the research may be published in peer reviewed journals and 
used for research and learning purposes.  Anonymity and confidentiality will be protected 
throughout. Ultimately the researcher aims to improve the support offered to couples 
experiencing chronic fatigue syndrome.  
 
What Happens to My Information and Consent Forms Now? 
Both the Dictaphone and laptop used in this study are password protected and will be 
stored securely in compliance with the Data Protection Act 1998 and the GDPR 2018. 
Participant consent forms will also be stored securely. All information you provide will be 
securely destroyed five years after the completion of the study.  
You are still free to withdraw your data from the study at any point up until the point it is 
published should you so wish 
 
What Happens If I Feel Emotional? 
I hope that you have found participating a positive experience and have found the 
opportunity to discuss issues and adaptations beneficial. However, if you do find you are 
mulling over our conversation and would like to explore it further, please contact the ME 
Association on: 
meconnect@meassociation.org.uk 
0844 576 5326 
Should you wish to access couples counselling please contact Relate on: 
0300 100 1234  
 
Thank you for your time and for taking part in this study 
 
 
  

mailto:meconnect@meassociation.org.uk
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Appendix J- Disclosure of Abuse or Neglect 
 
 

 
 
 
 
 
Wording following disclosure of abuse to a vulnerable adult or neglect of a vulnerable 
adult 
X (participant’s name) can I just stop you there and clarify and review what you have just 
told me. I have some concerns that from what you have said that someone/name of person 
who I believe may be vulnerable is at risk and feel I may need to terminate our interview 
here. I understand that this may be difficult for you but I did mention at the start of the 
interview there may be some limitations to confidentiality and I feel this is such a time. I feel 
that I have a duty to protect the adult you have told me about (or protect you) and want to 
take action based on this information. I will be following the safeguarding procedures of the 
organisation and I will also need to discuss this disclosure with my supervisory team to 
ensure that I take all the necessary actions to ensure their/your safety. You won’t be kept 
out of the loop and I, or the service, will ensure that you are kept informed of what is 
happening.  
 
Wording following disclosure of abuse or neglect of a child 
X (participant’s name) can I just stop you there and clarify and review what you have just 
told me. I have some concerns that from what you have said that a child is at risk and feel I 
may need to terminate our interview here. I understand that this may be difficult for you but 
I did mention at the start of the interview there may be some limitations to confidentiality 
and I feel this is such a time. I feel that I have a duty to protect the child you have told me 
about (or protect you) and want to take action based on this information. I will be following 
the safeguarding procedures of the organisation and I will also need to discuss this 
disclosure with my supervisory team to ensure that I take all the necessary actions to ensure 
their safety. You won’t be kept out of the loop and I, or the service, will ensure that you are 
kept informed of what is happening.  
 
Wording following the disclosure of abuse of a non-vulnerable partner or disclosure of 
serious neglect of self by a non-vulnerable partner. 
X (participant’s name) can I stop you there and clarify what you have just told me. I feel from 
what you have just said that you are at risk due to abuse/ due to neglecting yourself. I 
wonder whether it would be appropriate to terminate this interview here so that it would be 
possible to focus on signposting you to relevant services for on-going support or therapy.  
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Appendix K - Staff Information Sheet  
 
 

 
 
Title of Project: A qualitative study of the factors that influence how a relationship adjusts to 
a diagnosis of chronic fatigue syndrome. 
 
What is the purpose of the study? 
 
The purpose of this study is to interview couples to find out how the relationship has 
adjusted to a diagnosis of ME/ chronic fatigue syndrome in one of the partners. At this time 
very little research has focused on how couples adjust to a diagnosis and completing this 
research will contribute to a tentative theory of successful adaptation.  
 
Do our clients have to take part? 
No. It is up to your client to decide whether or not to take part.  There is no obligation but I 
hope it will be an interesting and useful experience for them. Your clients may need reassuring 
that there will be no consequences to them deciding not to take part in the research and 
reassuring that they will continue to receive the same standard of care from the service you 
work for. If they do decide to take part I would ask you to give them an information sheet and 
my e-mail address so they can contact me to express their interest. Your clients are still free 
to withdraw from the study at any time. 
 
What Will Happen if Our Client Decides to Take Part? 
If your client decided to participate they would be asked to take part in an hour and a quarter-
long joint interview with their partner. If the partner is unable or does not wish to participate 
it may be possible to interview your client on their own. The focus of the interview would still 
be on how couples adapt. If possible, it would be helpful to book an interview room at your 
premises. The interviews will be arranged at a time to suit your service and your client.   If you 
are unable to offer a room, I will make alternative arrangements, so clients will still be able to 
participate and it may be possible to offer interviews via telephone if necessary. A paper based 
on the research may be published in peer-reviewed journals and used for research and 
learning purposes.  Anonymity and confidentiality will be protected throughout 
 
What Are the Potential Benefits and Risks of Taking Part? 
 
Your client will be helping to add to the understanding of how couples adapt to a diagnosis of 
chronic fatigue syndrome in one of the partners. The research may also help fellow 
professionals identify how best to support couples following diagnosis.  
Most people find it enjoyable to share their experiences of ME/chronic fatigue syndrome with 
an interested researcher. However, if any issues were to arise as a result of the interviews I 
would help to identify relevant services where your client can seek on-going support or 
therapy. 
 
Will Our Client’s Identity be Kept Confidential? 
 
All data will be stored securely in compliance with the Data Protection Act 1998 and the GDPR 
2018 by ensuring only relevant personal data will be collected from participants and will be 
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stored only for as long as necessary. Data will be used only for the purpose it was initially 
intended for and will be kept securely.  Interviews with participants will be recorded and 
transcribed using password protected equipment, which will be stored securely when not in 
use. Access to this equipment will be limited to the researcher only. All data will be stored in 
accordance with the University of Wolverhampton research data storage policy for five years 
and then destroyed. Confidentiality will be maintained in this study by using pseudonyms and 
changing relevant information of the individual, couple and the organisation. Anonymised 
data will be shared with research supervisors, who are also bound by ethical requirements to 
protect anonymity and confidentiality    
All participants will be informed that there are limitations to confidentiality when 
safeguarding issues are raised.  Should safeguarding issues arise the procedures of your 
organisation will be followed. 
 
What will happen at the end of the research study? 
 
The final research report will be seen by research supervisors and submitted to the university 
examination board. A paper based on the research may be published in peer-reviewed 
journals and used for research and learning purposes.  Anonymity and confidentiality will be 
protected throughout. 
 
What if I or my client has a problem or concern? 
 
If you have a question or concern about any aspect of this study, please do speak to me or 
please contact the research supervisors Dr Robin Gutteridge or Dr Darren Chadwick  
 
Supervisor email address redacted 
Supervisor email address redacted 
 
Who has reviewed the study? 
 
This study has been reviewed by the University of Wolverhampton Psychology Ethics 
Committee. 
 
Contact for further information 
 
Should you require further information please contact me on 
Jennifer Swinton 
Researcher email address redacted 
 
Please put research as the e-mail title 
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Appendix L- Interview Schedule 1 

Please note that due to word restrictions only the first and last schedule have been included 
in the appendices. The remaining schedules are available upon request.  

 

 

 
 
Interview Schedule- Couple 
 
Could we establish a timeline for your journey with/ experience of CFS? 

- As a couple what was your experience of becoming unwell?  
- As a couple what is your experience of being unwell? (if not together more than 12 

months before diagnosis) 
- As a couple what were your experiences of gaining a diagnosis? 
- As a couple what are your experiences of the diagnosis process? (if not together 

when a diagnosis was given) 
 

 
What significant events have there been within this timeline? 
 
 
What significant changes have you experienced as a couple? 

- What areas of your lives has the CFS affected? 
- What have been the effects on your daily routines? 
- What have been the effects on your personal roles? 
- What have been the effects on your relationships 

with one another? 
- What have been the effects on your social life/ leisure time? 
- What have been the effects on your hobbies? 
- What have been the effects on your employments? Financial status? 

 
As a couple how have you managed/ adapted to chronic fatigue? 

- As a couple what adaptations have you made as a result of the chronic fatigue? 
- As a couple how well do you feel you are managing having chronic fatigue? 
- What do you think has helped or hindered your adaptation to CFS? 

 
 
 
Interview Schedule- Individual with Chronic Fatigue Syndrome (If it is not possible to 
interview the couple) 
 
Could we establish a timeline for your journey with/ experience of CFS? 

- As a couple what was your experience of becoming unwell?  
- As a couple what is your experience of being unwell? (if not together more than 12 

months before diagnosis) 
- As a couple what were your experiences of gaining a diagnosis? 
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- As a couple what are your experiences of the diagnosis process? (if not together 
when a diagnosis was given) 

 
What significant events have there been within this timeline? 
 
 
What significant changes have you experienced as a couple? 

- What areas of your lives has the CFS affected? 
- What have been the effects on your daily routines? 
- What have been the effects on your personal roles? 
- What have been the effects on your relationships 

with one another? 
- What have been the effects on your social life/ leisure time? 
- What have been the effects on your hobbies? 
- What have been the effects on your employments? Financial status? 

 
As a couple how have you managed/ adapted to chronic fatigue? 

- As a couple what adaptations have you made as a result of the chronic fatigue? 
- As a couple how well do you feel you are managing having chronic fatigue? 

 
What do you think has helped or hindered your adaptation to CFS? 
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Appendix M- Interview Schedule 8 
 
 

 

 
Interview Schedule - Couple 
 
Could we establish a timeline for your journey with/ experience of CFS? 

- As a couple what was your experience of becoming unwell?  
- As a couple what is your experience of being unwell? (If not together more than 12 

months before diagnosis) 
- As a couple what were your experiences of gaining a diagnosis? 
- As a couple what are your experiences of the diagnosis process? (if not together 

when a diagnosis was given) 
 

 
What significant events have there been within this timeline? 
 
What significant changes have you experienced as a couple? 

- What areas of your lives has the CFS affected? 
- What have been the effects on your daily routines? (chores, driving, sleeping, eating, 

normality) 
- What have been the impacts on non-everyday events such as holidays? 

(management of harder?, planning, adaptations, expectations, normality, nice 
events) 

- What have been the effects on your personal roles and how you view your personal 
roles? (traditional and non, willingness to adapt these roles, important roles) 

- What have been the effects on your relationships?  (affection and closeness, 
loneliness and isolation, expectations, empathy, normality)  

- What have been the effects on your social life and hobbies? (planning vs spontaneity. 
Quality vs quantity, separate or joint, fluidity, normality, comparisons) 

- What have been the effects on your employments/ financial status?  (Ability, want, 
independence, contributing, expectations, importance of job, comparisons) 

- What have been the effects on your expectations and standards? (fluid, similar, 
changing, view of self, of life, acceptance of changes, process of change) 

- What have been the effects on levels of freedom and Independence? (mobility, 
financial, view of self, importance, emotions) 

- What have been the impacts on your ability to plan? (planning vs spontaneity, suit 
both?, previous outlook) 

- What has been the impact on goals? (self-esteem, confidence, expectations, 
achievement, view of self, fluidity and the unknown) 

- What have been the emotional impacts? (guilt, frustration, disappointment) 
- What has been the impact on how you view yourself? (identity, beliefs, roles, 

qualities, things held dear, most important roles, comparisons, normality, isolation, 
how to accept?) 

- What has been the impact on how others view you, how your partner views you? 
(invisible disability, stereotypes, ignorance, social expectations) 
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- What has been the impact on how your partner views themselves? 
- What have the impacts been on your life plans? (solo and joint, illness dictating, life 

stages) 
- What has been the impact on your sense of control? 
- How have stress levels played a role? 

 
As a couple how have you managed/ adapted to chronic fatigue? 
 

- As a couple what practical adaptations have you made as a result of the chronic 
fatigue? 

- As a couple what emotional adaptations have you made as a result of the chronic 
fatigue? 

- What are your thoughts and feelings towards these adaptations? (expectations, 
fluidity, acceptance equal?, view of self, emotions, match to lifestyles, match the 
couple, life stage?) 

- How important has communication been in these adaptations? (balance, verbal, 
non-verbal, withholding information, direct with needs, feeling heard) 

- What do you think has helped or hindered your adaptation to CFS? 
(others, society views, professionals, finances, comparisons +ve and -ve, need for 
normality, identity, emotions, fluidity, view of self, grief, life stage) 

- As a couple how well do you feel you are managing having chronic fatigue? (pacing, 
boom/bust) 

- How important is being a team in the management of CFS as opposed to an 
individual? 

- What has been your journey to acceptance of CFS, if you have? (physical, emotional 
and psychological, forced choice, limitations, stages of grief, fluidity, life stage, 
similarities, comparisons, normality, judgements of others, time scale for both). 

- For you which came first acceptance or adaptation? (necessity, forced choice, stages 
of grief, worries) 

- Has your level of acceptance had an impact on the number of adaptations made or 
your acceptance of help? 

- How easy has acceptance been given the fluid nature of ME/CFS? (stages of grief, 
the unknown) 

- How easy has it been to accept changes to view of self? 
- What compromises have you made? (equal, fluid acceptable, in line with view of 

self?) 
- How has knowledge of your limitations and your ability to read the sings of CFS 

affected your adaptation? (partners ability to read and utilise) 
 

- What is your understanding of CFS? Does this match your partners? (willingness to 
learn, theoretical or personalized. Medical or psychological). What impacts has this 
had on you adapting as a couple? 

 
- Have you been treated as a couple? (NHS and support groups, seen as beneficial or 

problematic?, when best to offer this, basic understanding or more- expectations and 
goals?) 
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Interview Schedule- Individual with Chronic Fatigue Syndrome (If it is not possible to 
interview the couple) 
 
Could we establish a timeline for your journey with/ experience of CFS? 

- As a couple what was your experience of becoming unwell?  
- As a couple what is your experience of being unwell? (If not together more than 12 

months before diagnosis) 
- As a couple what were your experiences of gaining a diagnosis? 
- As a couple what are your experiences of the diagnosis process? (if not together 

when a diagnosis was given) 
 

 
What significant events have there been within this timeline? 
 
What significant changes have you experienced as a couple? 

- What areas of your lives has the CFS affected? 
- What have been the effects on your daily routines? (chores, driving, sleeping, eating, 

normality) 
- What have been the impacts on non-everyday events such as holidays? 

(management of harder?, planning, adaptations, expectations, normality, nice 
events) 

- What have been the effects on your personal roles and how you view your personal 
roles? (traditional and non, willingness to adapt these roles, important roles) 

- What have been the effects on your relationships?  (affection and closeness, 
loneliness and isolation, expectations, empathy, normality)  

- What have been the effects on your social life and hobbies? (planning vs spontaneity. 
Quality vs quantity, separate or joint, fluidity, normality, comparisons) 

- What have been the effects on your employments/ financial status?  (Ability, want, 
independence, contributing, expectations, importance of job, comparisons) 

- What have been the effects on your expectations and standards? (fluid, similar, 
changing, view of self, of life, acceptance of changes, process of change) 

- What have been the effects on levels of freedom and Independence? (mobility, 
financial, view of self, importance, emotions) 

- What have been the impacts on your ability to plan? (planning vs spontaneity, suit 
both?, previous outlook) 

- What has been the impact on goals? (self-esteem, confidence, expectations, 
achievement, view of self, fluidity and the unknown) 

- What have been the emotional impacts? (guilt, frustration, disappointment) 
- What has been the impact on how you view yourself? (identity, beliefs, roles, 

qualities, things held dear, most important roles, comparisons, normality, isolation, 
how to accept?) 

- What has been the impact on how others view you, how your partner views you? 
(invisible disability, stereotypes, ignorance, social expectations) 

- What has been the impact on how your partner views themselves? 
- What have the impacts been on your life plans? (solo and joint, illness dictating, life 

stages) 
- What has been the impact on your sense of control? 
- How have stress levels played a role? 
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As a couple how have you managed/ adapted to chronic fatigue? 
 

- As a couple what practical adaptations have you made as a result of the chronic 
fatigue? 

- As a couple what emotional adaptations have you made as a result of the chronic 
fatigue? 

- What are your thoughts and feelings towards these adaptations? (expectations, 
fluidity, acceptance equal?, view of self, emotions, match to lifestyles, match the 
couple, life stage?) 

- How important has communication been in these adaptations? (balance, verbal, 
non-verbal, withholding information, direct with needs, feeling heard) 

- What do you think has helped or hindered your adaptation to CFS? 
(others, society views, professionals, finances, comparisons +ve and -ve, need for 
normality, identity, emotions, fluidity, view of self, grief, life stage) 

- As a couple how well do you feel you are managing having chronic fatigue? (pacing, 
boom/bust) 

- How important is being a team in the management of CFS as opposed to an 
individual? 

- What has been your journey to acceptance of CFS, if you have? (physical, emotional 
and psychological, forced choice, limitations, stages of grief, fluidity, life stage, 
similarities, comparisons, normality, judgements of others, time scale for both). 

- For you which came first acceptance or adaptation? (necessity, forced choice, stages 
of grief, worries) 

- Has your level of acceptance had an impact on the number of adaptations made or 
your acceptance of help? 

- How easy has acceptance been given the fluid nature of ME/CFS? (stages of grief, 
the unknown) 

- How easy has it been to accept changes to view of self? 
- What compromises have you made? (equal, fluid acceptable, in line with view of 

self?) 
- How has knowledge of your limitations and your ability to read the sings of CFS 

affected your adaptation? (partners ability to read and utilise) 
 

- What is your understanding of CFS? Does this match your partners? (willingness to 
learn, theoretical or personalized. Medical or psychological). What impacts has this 
had on you adapting as a couple? 

 
- Have you been treated as a couple? (NHS and support groups, seen as beneficial or 

problematic?, when best to offer this, basic understanding or more- expectations and 
goals?) 

- What would have been the difference had your partner attended? 
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Appendix N - Memos Example 
 
Example memo page from the notebooks kept. 

Yellow= Thoughts about code names and the code. 

Green= Connections and links between codes/categories. 

Orange= topics to explore in subsequent interviews. 

Pink= Reflections on personal influences.  
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Appendix O –Initial Codes 
 
This appendix shows a selection of the refined initial codes. Due to the word limit and to ensure confidentiality, the remaining refined initial codes are 

available in Confidential Appendix 18.  

 

  

INITIAL CODE INT1 (COUPLE 1) INT2 (IND1) INT3 (IND2) INT4 (COUPLE 2) INT5 (IND3) INT6 (IND4) INT7 (IND 5) INT8 (COUPLE 3)

SEARCH  FOR CAUSE X X X X

LONG TIME TO DIAGNOSIS X X X

DIAGNOSIS BY EXCLUSION - INVESTIGATIONS AND TESTS X X X X X X X X

DIAGNOSIS BY SPECIALIST X X

DIAGNOSIS BY GP X

REFERRAL TO SPECIALIST X X

LACK OF SUPPORT X X X

PREFERENCE FOR TERMINOLOGY X X X X X

EMPLOYER / COLLEAGUE ATTITUDES x x x

SOCIETAL JUDGEMENTS x x x

INVISIBLE DISABILITY x x

THOUGHTS AND FEELINGS TOWARDS ATTITUDES x x

AVOIDING SOCIETAL JUDGEMENT x x

DRIVING LIMITATIONS X X X X X

PHYSICAL/ MOBILITY LIMITATIONS X X X X

LEARN/ ACCEPT LIMITATIONS X X

HUMOUR X X X

HUMOUR IN THE FACE OF THE CONDITION X

FAMILY UNDERSTANDING AND SUPPORT X X X

FAMILY TIME/ FAMILY ACTIVITIES X X X

FAMILY DISAGREEMENTS X

FAMILY CLOSENESS X X

LEARNT TO MANAGE ME/CFS X X X

DOESN’T AFFECT DAY TO DAY X X X

SUPPORTIVE PARTNER X X X X X

COMPARISONS TO LESS SUPPORTIVE PARTNERS AND IMPACTS X X X X X

LACK OF SUPPORT X X

PROFESSIONAL SUPPORT X X

GOALS AND GOAL SETTING X X

ACHIEVEMENTS AND THEIR IMPORTANCE X X

FLUCTUATION X X X

LOSS OF CONTROL X

WANTING TO RETAIN CONTROL X

NORMALITY X X X

EMOTIONS CONNECTED TO NORMALITY X X X

COMPARISON OF NORMALITY X X

TYPES OF NORMALITY X

SLEEPING TABLETS X

NAPS/ DAYTIME SLEEPING - ISSUES AND BENEFITS X X

RESTLESS SLEEP X X X

INSOMNIA AND IMPACTS X X X

SLEEP PATTERNS / CYCLE X X X X

ACOMMODATION OF ONE ANOTHER SLEEP CYCLE/ NEEDS X

SEPARATE ROOMS  X X X

SEPARATE ROOMS- INITIAL REACTIONS X X

SEPARATE ROOMS- GOTTEN USED TO X X

STRUGGLE WITH SAME BED X

WAYS TO PROMOTE SLEEP X

SEPARATE ROOMS PLANS AND WISHES X X

LEARN TO LIVE WITH X X
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Appendix P- Refined Focused Codes 
 
This appendix shows the refined focused codes arranged into subcategories. 
 
 

 

Employment Domestic roles Social life Holidays Adaptations

Employment- Sick leave from work Domestic roles- expectations Limitations in experiencer social life Holidays- expectations Adaptations- as a part of a relationship

Employment Endings and closure Domestic roles- division of tasks Social life- partner chooses not to Holidays-adaptations Adaptations- stick

Change to work patterns Domestic roles- fluidity Social life - issues Holidays- pacing Adaptations- wheelchair and attitudes to

Invested in employment - important Success of home routine Social life- partner solo social life Holidays- complications Adaptations- wheelchair for independence

Employment- Employer- actions,  attitudes and support Domestic roles- standards Social life- isolated from friends Holidays- routines Adaptations- everyday tasks 

Anger towards others- employment Domestic roles- ex husbands expectations Social lives- joint social life Holiday- planning Adaptations- mobility scooter and attitudes to

Occupational health Traditional roles Social life- not missed events or holidays Holidays- regrets about what cant do Adaptations- blue badge

Work stress Domestic roles- partners expectations Social life- had to change Holidays- suit both Adaptations- to retain previous activities

Damage to career No traditional roles Social life - loss of joint activities Holidays- activities Adaptations- hair, clothing and appearance

Retirement Domestic roles- spread over week Social life- benefits of illness Holidays- goes for partner Adaptation- learning to manage it better with time

Employment- imbalance in earnings Doestic roles- partner used to domestic tasks Social lives- singular Holidays planning and practicalities Adaptations- expectations and acceptance partner

Employment- independence/ financial independence Domestic roles- housework doesn’t get done- control Social lfe- still family activities Holidays- accessibility Adaptations- expectations and acceptance experiencer

Employment- physical and mental impacts Domestic roles- husband now does more Social life - events like meals hard Adaptation- not optional

Employment- identity Domestic roles - changes acceptable Social life - lost friends Adaptation- skills to use 

Employment- impact on domestic roles Domestic roles- pacing Social life- limited opportunities to make friends Adaptations- to maintain activity

Employment- diff deadlines and stress in new job Social life- time limited Adaptations- to be reviewed and changed

Employment- time dedication Social life- days out and away Adaptations- saved relationship

Employment- unable to work Social life- Planing in order to maintain Adaptations- positive

Employment and emotions Social life- guilt Adaptations- separate bedrooms

Employment- tribunal Adaptations- bungalow

Employment - changes and financial impacts Adaptations- practical- bed bars, raised beds, wet room

Employment- wants to work, taken actions to keep up to date Adaptations- online shopping

Employment- struggled with job Adaptations- attitudes and personality

Employment- partner support and understanding Adaptations- standards

Employment - negative impacts of working

Employment- impact on partner career

Employment- left due to condition

Employment- changed to part time or minimal employment

Employment- adaptations not helping
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Sleep Limitations Comparisons Understanding Diagnosis

Sleep routines Limitations and priorities Comparisons- before and after Understanding- background knowledge Diagnosis- search for cause

Sleep routines- impact on others Limitations- driving Comparisons- to other couples and relationships Understanding- similar vs dissimilaunderstanding Diagnosis - long journey

Sleep- issues Limitations- physical/ mobility Comparisons- to past Understanding- personal vs theoretical Diagnosis- tests and procedures

Sleep- adaptations and emotions Variability of limitation Comparisons- to others Understanding- importance of personal Diagnosis- by exclusion

Sleep- medications Limitations- acceptance Comparisons- to partner Understanding- variability understood by partner Diagnosis- professionals

Comparisons- changed as a person Understanding- aiding expectations, acceptance and adaptation

Comparisons- what could have been Understanding- experiencer and lived experience

Comparisons- to expectations Understanding- partner no lived expereince

Comparisons - to other poeple's partners Understanding- partner understanding (and lack of)

Comparisons- mental vs physical Understanding- family understanding (and lack of)

Comparisons- age Professionals- understanding, attitudes and views

Understanding- impacts of lack of understanding

Partners willingness to gain an understanding

Personal understanding of one another

Professionals- impact on others understanding

Finances Expectations Acceptance Emotions

Financially stable Impact of expectations on adaptation- hinderance Acceptance - issues for experiencer and partner Emotionally the same as before

Finances- impact minimal- small adaptations Expectations- self Acceptance- relationship helped Emotions- Disappointment/sadness at what cant do

Finances- was financially independent Expectations- partner Acceptance- doesn’t want to give in- nature of personality Emotions- guilt

Finances- previous imbalance Expectations- life stage Lack of acceptance- attempt to maintain old life and attitudes Emotions- anger

Finances reductions Expectations- roles Acceptance- after adaptation. Came later Emotions- frustration

Financial implications - loss of pay Expectations- work/employment Acceptance- differing timing for partner and experiencer- impacts Emotions- down/ depressed

Finances- expectations Expectations- changing own expectations Acceptance- took  along time Emotions- useless

Finances- dependent or some reliance Expectations- modifying others expectations Acceptance- had to deal with it Emotions- lonely

Finances- Having to ask for money- childlike Expectations- societal Acceptance- difficult due to fluidity Emotions- blamed

Finances- not wanting to be kept Expectations- finances Acceptance- balance of acceptenace and giving up Emotions- vulnerable and emotional

Finances- benefits- issues with the system and unfairness Expectations- time together Acceptance- difficult to accept condition and its changes Emotions- embarrassed by others reactions

Finances- benefits offer some independence- contributing Expectations-  couple relationship Acceptance- issues with mental acceptance Emotions- take energy especially excitement

Finances- benefits awarded despite best effort Expectations- success, career, achievements Acceptance - of adaptations Emotions- others emotions difficult 

Finances- comparison to others re disability pay Expectations- study Acceptance- life stages/ age Emotions- as a result of the symptoms/ condition

Finances- beliefs Expecatations- partners expectations of experiencer Acceptance- stubbornness hindrance and help Emotional impact of a lack of diagnosis

Expectations- motherhood Acceptance- strength to get through Emotionally overwelmed and the need for support

Expectations of normality Acceptance- partner accepts Managing negative emotions

Expectations- future (changed) Acceptance- Emotional 

Expectations- issues of milestones Denial- for years

Expectations- mobility/ physical ability
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Pacing Cause Lifestyle Communication

Pacing- to increase activity Changes to lifestyle Communication - important

Pacing- to take part Cause- grief and trauma Lifestyle- suits partner Communication- restricted due to moaning or worrying partner

Pacing - to moderate activity Cause - biological- virus, infections, illness Lifestyle- suits both Communication-balance

Pacing- balancing activity and consequences Cause- biological- make up of cells Content with lifestyle Communication- open

Pacing - planned sleeps Cause- stress Communication- hard/difficult

Pacing-  difficulty and issues Cause- biological and psychological linked Communication- physical difficulties/issues

Pacing- personality Cause- underlying condition yet to be found Communication- less to talk about- limited activity

Pacing- attitude Cause- psychological symptoms of a biological condition Communication - not being heard

Pacing- priorities Opinions of  and issues with psychologocal cause Communication- partner asks about problems

Pacing- positive outcomes Impacts of psychological explanations Communication- non verbal- partner reads the signs

Goal to be able to pace Strong opinions of cause in CFS/ME community Communication- importance of non verbal

Pacing- Impact on achievements Communication- non verbal- partner not attuned to

Pacing- have it explained to partners 

Pacing - partners understanding and encouragement

Not Pacing- Pushing through and its consequences

Pacing- unable to pace

Pacing- acceptance of

Identity Society Interventions Standards It/ Illness 

Identity- academic Society- perceptions of  and attitudes to disability Appointments- needing support Standards- changes to Permanency

Identity -sporty Society- judgements Interventions- not treated as couple- ignore impact on others Standards- lowered Life threatening vs life changing

Identity- links to employment/career Avoiding societal judgements Intrevention- individual basis Learn to live with it - factor it into life

Identity- links to roles Society- stereotypes Interventions- benefits of taking partners It- don’t want it to define relationship

Identity- links to social life Society- peoples ignorance frustrating Intervetions- not sought It- taking it back

Identity- links to hobbies Society- reactions to adaptations Intervention- benefits of cbt It- that monster has taken over

Identity- invested in Society- poor/abusive attitudes of others Interventions - counselling and antidepressants It- separating experiencer from the condition

Identity - loss of  Independence Invisible disability Interventions - not reliant on medication Wellness role- shown to others- best self

Identity- loss of confidence and self esteem Societal view- expectations of ages Interventions- sleeping tablets Sickness role- easier for others 

Identity- loss of employment/ career Societal view- mobility Intervention- eight week course at hospital

Identity- not the same person anymore Thoughts and feelings to societal attitudes Interventions- partner been to support group and professional session

Identity- old vs new me Intervention- wants to be treated as normal person in coaching

Identity- not feeling worthwhile Interventions- some professionals unable to help

Identity- working back to old identity Interventions- practicalities of inviting partners

Identity- treated childlike Benefit-  of partner hearing from other experiencers

Identity- no one listening- ignored Interventions- Pacing- experiences and thoughts

Identity- not in nature to give up

Identity- stolen
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Hobbies Compromises Normality Independence Control Achievements

Hobbies - loss of experiencer hobbies Compromise- financial Normality Independence- attempts to maintain Control- lost control Achievements- importance

Hobbies- joint Compromises- made Normality- satisfaction Independence- loss of Control- likes to be in control Achievements- from tasks completed

Hobbies- expectations Compromises- others willingness to compromise Normality - Emotions- feels good Independence - importance of Control- employment Achievements- gaining a sense of achievement

Hobbies adaptations Normality- different across life span Independence-wants and expectations Control- tidying Achievement- realistic goals and self esteem

Hobbies- new experiencer hobbies Normality- everyone's normal is different Independent- personality Control- life stolen Achievements- dissatisfaction with

Hobbies- partner solo hobbies continued Normality- adaptations to achieve normality Independence- transport Control- wanting to retain

Hobbies- new partner hobbies Sometimes feel normal Dependence- on others 

Hobbies- disappointment Normality- attempts to maintain Dependence- financial

Hobbies-  standards achieved in old hobbies Normality- comparisons Dependence- support

Emotions regarding dependence

Childlike

Esteem and Confidence

Life stages Fluidity/ Fluctuation Humour Diet/ Weight/Appearance Affection/Sex Goals

Affection- chnages across life stage Fluidity of symptoms Laugh together Diet -clash Affection- changes across life stage Goals - end goal not certain

Life stage- not an age related change Fluidity- rapid change in symptoms Humour- importance of Stress- diet issues Intimacy and normality Goals- not acknowledged by others

Milestones- put on hold Fluidity- limitations Humour- couple sense of humour Impacts on weight and ability to exercise Intimacy- comparisons Goals-  setting realistic goals 

Life stages- issues with milestones Fluidity and adaptations Humour- lighten mood Importance of appearance Maintianing intimacy and closeness

Life stages - changing expectations and the issues this may cause Fluidity and acceptance Humour- taking the mickey Appearance as an adaptation Affection

Life stage- issues with adaptations (scooter) Benefit of being less worried about weight Types of affection

Managing allergies and intolerances Changes in sex life

Sex life- maintaining

Support Groups/ Professional Support Planning vs Spontaneity Relationships Attitude Quality vs Quantity of Time

Support group- understanding and support Planning- to take part Relationship- not affected Attitude to life Quality vs quantity of time- latter caused fall outs

Support group- not offering support Planning and pacing Relationship- condition caused issues Attitude to life- positive Quality vs quantity of time- partner issues

Support group- disappointment Planning- still might have to cancel Relationship- catastrophic impact Making the best of it Quality vs quantity of time- make most of time

Support groups- not accessed, no wish to Planning- works well Supportive partner Prioiritise self Quality vs quantity of time- importance

Professional support- variable Spontaneous- not planning Comparisons to less supportive partners Quality vs quantity of time- benefits

Spontaneous- due to fluctuations Part of a team

Spontaneity- issues Relationship- helps management 

Health implications of not planning Impacts on family

Planning- limtations, holidays, social lives Minimal impact upon family relationships

Planning- partners attitudes Family understanding and support

Planner vs spontaneous clash 
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Events and the Everyday Miscellaneous

Events- missed out on Impacts of home improvements 

Events- pressure  to attend special events Partners memory

Wedding- impacts of attending Ought to be able to do things

Learnt to manage ME/CFS Impact on quality of life

Doesn’t affect day to day living Partners health

Relaxation techniques

Day to day life fine

Other illnesses- Fibromyalgia

Tasks

Demands- changes, family, husband

Knows herself - signs, best times

Routines changes

Professionals- hinderance, lack of knowledge

Changes in her- husband didn’t like

Tasks

Trigger- stress

No impacts day to day- unless becomes unwell

Partner- felt useless when couldn’t help

Battery analogy

Invisible disability

Relapse- impacts

Relaxation

Setbacks

Wants and needs- forgotten by others

Pace of life

Physical- other health issues

Physical difficulties- much worse now

Physical- other diagnoses

Stress- motivates but negative

Physical - other diagnoses too

Issues of others problems

Dreams- pursued these 
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Appendix Q- Mind Maps 
 
Example of a mind map created showing debated links between potential subcategories. 

This map and its connections were subject to change during the analysis process.  
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Appendix R- Connection between subcategories 
 
This table highlights the crossovers and links that exist between the subcategories created. 

For example, whilst ‘relationships’ is a subcategory in its own right it has close links to 

experiencers ‘identity’ and to the couple’s ‘life stage’. Also, the couple hold ‘expectations’ of 

their relationship(s) and make ‘comparisons’ to other’s relationships. The ‘adaptations’ 

made by the couple can impact upon their relationship or can be a result of the type of 

relationship they have.  
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Appendix S- Subcategories, Categories, Concepts and Core Concept  
 
This table demonstrates the relationships between subcategories, categories, concepts and 

the core concept.  
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Appendix T- Previous Iterations of the Model 
 
The following diagrams show previous iterations of the model, namely that of an identity 

model and an expectations model.  
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Appendix U -Further Analytic Process Example 
 
This appendix gives a further example of the analytic process, using emotions as the 

example.  

 
Example of Initial Coding 

 

Transcript Example Initial Code 

"so I get frustrated with myself that I can’t 
do what I used to do" 

Frustration that she can’t do what she used to 
(Ind1) 

"I’m still the same person inside but I can’t 
be the same person on the outside and 
that gets very frustrating" 

Mentally the same person but no longer 
physically-frustrated (Ind1) 

" I get frustrated that I can’t do the things I 
would have usually done" 

Frustration that she can’t do what she used to 
(Ind1) 

"it does bug me that I can’t do as much as I 
want to " 

Frustration she can’t do as she wants (Couple2) 

"I think there’s a bit of you that’s frustrated 
that it is just that job" 

Frustrated with current job (Couple2) 

"Once I’d had the chat to him and said no 
we don’t, you know, we don’t go out like 
that" 

Tried to share dress frustrations with partner 
(Ind5) 

"not helping at that point bugged me a bit " Frustrated at lack of support (Ind4) 

"There’s no reason to lose my times in 
swimming, if anything you should be 
getting better "  

Lost times in swimming- frustrated and angry 
(Ind5) 

"maybe you get a bit frustrated because 
you can’t do the same things as what you 
used to do" 

Frustration that she can’t do what she used to 
do (Couple3) 

"I get a bit frustrated because I, I want to 
do this particular thing and then he’s like 
“I’ll help you” and I’m like “no I’ll do it 
myself”, “you can’t do it yourself” " 

Gets frustrated as she wants to do things- needs 
help (Couple3) 

"You get more frustrated don’t you" Increased frustration (Couple3) 
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"With the potential they could do whatever 
they want and they end up lazy as hell or 
they just take everything for granted and 
get everything laid on a plate" 

Frustrated that others could do anything but 
don’t (Couple3) 

"Yeah it does I feel, I don’t know it really 
frustrates me that I can’t do these things " 

Frustrated she can’t do the housework (Couple3) 

 
 
Example of Focused Coding 

 

Initial Code  Focused Code 

Frustration that she can’t do what she used 
to (Ind1, Couple3) 

Emotions- frustration 

Mentally the same person but no longer 
physically- frustrated (Ind1) 

  

Frustration she can’t do as she wants 
(Couple2) 

  

Frustrated with current job (Couple2)   

Frustrated at lack of support (Ind4)   

Tried to share dress frustrations with 
partner (Ind5) 

  

Lost times in swimming- frustrated and 
angry (Ind5) 

  

Gets frustrated as she wants to do things- 
needs help (Couple3) 

  

Increased frustration (Couple3)   

Frustrated that others could do anything 
but don’t (Couple3) 

  

Frustrated she can’t do the housework 
(Couple3) 

  

 
 
 
 
 
 
 
 
 
 
 



 267 

Example of Subcategorisation 

 

Focused Codes Subcategory 

Emotionally the same as before Emotions 

Emotions- Disappointment/sadness at 
what can’t do   

Emotions- guilt   

Emotions- anger   

Emotions- frustration   

Emotions- down/ depressed   

Emotions- useless   

Emotions- lonely   

Emotions- blamed   

Emotions- vulnerable and emotional   

Emotions- embarrassed by other’s 
reactions   

Emotions- take energy especially 
excitement   

Emotions- other’s emotions difficult    

Emotions- as a result of the symptoms/ 
condition   

Emotional impact of a lack of diagnosis   

Emotionally overwhelmed and the need 
for support   

Managing negative emotions   
 
 
Example of the First Level of Categorisation 

 

Subcategory Category 1 

Emotions Emotions 

 
 
Example of the Second Level of Categorisation 

 

Category 1 Category 2 

Denial Loss and Grief 

Emotions   

Acceptance   
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Example of Concept Creation 

 

Category 2 Concept 

Identity Fundamental Changes 

Expectations   

Loss and Grief Processing Grief 

Skills   

Adjustments Adaptations 

  Illness Identity/It 

 
 
 
Example of Core Concept Creation 

 

Concept Core Concept 

Illness identity/It Reconciliation 

Fundamental Changes   

Processing Grief   

Adaptations   

 
 
 
Full process shown on the page below. 
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“So I get frustrated with 

myself that I can’t do what 

I used to” (Ind 1) 

Transcript 

Frustration when 

comparing before and after 

Initial Code 

Emotions – Frustrated 

Focused Code 

Emotions 

Subcategory 

Emotions 

Category 1 

Loss and Grief 

Category 2 

Processing Grief 

Concept 

Reconciliation 

Core Concept 



 270 

 
Journal article redacted 


