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Abstract 

 

This thesis reviews and augments existing evidence surrounding the psychosocial aspects of 

living with Type 2 diabetes. There is a specific emphasis on the factors which underpin 

diabetes distress in individuals with Type 2 diabetes, which pertains also to the influence of 

partners or spouses on psychological adjustment to diabetes. This research develops and 

presents a conceptual framework of the key determinants of diabetes distress, providing focus 

and content for an intervention to address distress among couples living with Type 2 diabetes. 

Chapter 1 introduces the concept of diabetes distress; including prevalence, clinical 

relevance, and the cognitive, interpersonal and behaviour factors which are believed to drive 

this condition-specific distress. There is also an emphasis on existing strategies to improve 

both psychological and medical outcomes in Type 2 diabetes, which identified a need to 

evolve psychosocial support for individuals who are struggling to manage diabetes. 

Importantly, this chapter provided a rationale and direction for the studies reported in 

prospective chapters. Chapter 2 broadens the focus of psychosocial support in diabetes, to 

consider also the importance of considering partners or spouses in interventions to improve 

health outcomes in the context of different chronic physical conditions. This systematic 

review conveys the benefits of partner inclusion in interventions and highlights a number of 

shortcomings pertaining to couples intervention work. In particular, the review identifies a 

scarcity of couples intervention work in the context of Type 2 diabetes. 

The cross-sectional questionnaire study in Chapter 3 captures the predictive influence of 

illness perception clusters, coping styles, and relationship quality on diabetes distress in 

individuals with Type 2 diabetes. Of note, this work identifies negative belief and coping 

patterns which coincide and exacerbate distress, and presents a novel method of 

distinguishing those most at risk of elevated diabetes distress. Chapter 4 investigates the 

influence of partners‘ diabetes beliefs on diabetes distress over time. This study demonstrates 

the moderating influence of partners‘ illness perceptions on the association between persons 

with Type 2 diabetes illness perceptions and diabetes distress, and reveals that such effects 

persist overtime. Furthermore, Chapter 5 explores narratives of diabetes distress among 

couples living with Type 2 diabetes and among healthcare professionals, by means of 

individual semi-structured interviews and focus groups. Expanding on the findings of 

Chapters 3 and 4, this qualitative work compares experiences of distress from the 
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perspectives of individuals with diabetes and those who support them in a personal and 

professional capacity, in an attempt to understand how communication and interpersonal 

conflicts might emerge in day to day life. Importantly, Chapter 5 discerns a perceived need 

for an intervention to reduce diabetes distress in individuals with Type 2 diabetes and their 

loved ones, and provides direction for the design and implementation of an intervention of 

this nature.  

Chapter 6 draws upon existing and primary evidence pertaining to the cognitive, 

interpersonal, and behavioural factors which underpin diabetes distress, and provides 

recommendations for the design and implementation of an intervention to address diabetes 

distress in couples living with Type 2 diabetes. The feasibility study described in Chapter 7 

assesses the acceptability, potential effectiveness, and practical implementation of a brief 

psychoeducational intervention to address diabetes distress in people with Type 2 diabetes 

and their partners or family members. The findings of Chapter 7 highlight important strengths 

and shortcomings of providing an intervention of this nature, which are expanded on in the 

main discussion in Chapter 8. Chapter 8 provides a broad overview of the rationale for this 

PhD research and reflects on the primary work undertaken to date. Crucially, this discussion 

chapter provides recommendations on how key strengths of the feasibility study described in 

Chapter 7 can be enhanced and how observed shortcomings can be addressed in future 

studies. Finally, there is consideration of how aspects of the intervention described in 

Chapters 6 and 7 may feasibly be incorporated into existing programmes of diabetes support. 
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CHAPTER 1  

Understanding the hidden struggles of living with diabetes and exploring intervention 

strategies 

 

1.0. Introduction 

1.0.1. Background 

In the UK it is estimated that around 1 in every 22 people (4.5% of the total population) have 

a diagnosis of Type 2 diabetes (Holman, Young, & Gadsby, 2015), which is reported to be 

increasing at an annual rate of 5% (All-Party Parliamentary Group for Diabetes, 2015). Type 

2 diabetes is a long-term metabolic condition which commonly occurs in adults over the age 

of 40. In Type 2 diabetes insulin resistance occurs, which means that the pancreas does not 

produce enough insulin to allow for glucose to be effectively transmitted from the blood 

stream into the body‘s tissues (National Institute for Health and Care Excellence, 2015). As 

the pancreas is still producing a certain amount of insulin, Type 2 diabetes can be treated via 

dietary and exercise regulation, medication, or a combination of both (insulin therapy may be 

required in more severe cases or as the condition progresses with age). Approximately 90% 

of those diagnosed with diabetes in the UK will have Type 2 diabetes, and common risk 

factors include genetic disposition and lifestyle (NICE, 2015). Conversely, Type 1 diabetes 

tends to occur at a younger age (<40 years) and is characterised by the devastation of insulin-

producing cells in the pancreas, meaning that lifelong insulin therapy is compulsory (NICE, 

2015).  

When assessed in 2010/ 11, the direct cost (diabetes treatments (medication, insulin, 

education) and complications) and indirect cost (loss of productivity due to work disablement 

or greater mortality) of Type 2 diabetes was around £21.8billion, which is estimated to 

increase by £13.8billion in 2035/36 (Hex, Bartlett, Wright, Taylor, & Varley, 2012). Despite 

advances in medical treatment however, long term blood glucose or glycated haemoglobin 

(HbA1c) in general is still higher than what the National Health Service (NHS) guidelines 

recommend (i.e. ≤53 mmol/mol (7.0%)) (NICE, 2015), which suggests that medical care 

alone is simply not enough (Johnson, Elliott, Scott, Heller, & Eiser, 2014). Worryingly 

however, the prominent biomedical reductionist stance in diabetes research means that 
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financial backing of medical studies is often prioritised over psychosocial research (Jones, 

Vallis, Cooke, & Pouwer, 2016). 

Type 2 diabetes affects not only an individual‘s physical health, but can also have a profound 

impact on mental well-being by imposing additional responsibilities, planning, and self- 

monitoring. Such a marked re-adjustment of daily life can be physically and psychologically 

draining, and will inevitably also impact relationships with others such as family members 

and partners (Fisher et al., 2010). The recognition and understanding of emotional issues in 

diabetes care is therefore a crucial step towards endorsing support that is not simply 

prescriptive, but is person-centred and collaborative. Exploring the less salient psychosocial 

barriers in diabetes management may inform the design of more effective interventions for 

individuals struggling to cope with diabetes. As well as improving quality of life and 

preventing diabetes-related complications, helping people with Type 2 diabetes to improve 

their long term blood glucose (glycated haemoglobin (HbA1c))—reducing it by even as little 

as 0.2% (-2 mmol/mol)—would have significant financial benefits for the NHS (Baxter et al., 

2016). 

When considering the emotional aspects of diabetes, attention to date has largely focused on 

the role of depression. Recent systematic reviews have shown that depression is 2–3 times 

more common in individuals with diabetes than in people who do not have diabetes (Roy & 

Lloyd, 2012; Diabetes UK, 2008). This knowledge spurred the Quality and Outcomes 

Framework to recommend that people with diabetes are screened for depression by asking 

two indicatory questions drawn from the Patient Health Questionnaire-2, although this 

requirement has now been dropped (Subramanian & Hopayian, 2008), primarily because 

concern was expressed that this approach resulted in a disproportionately high diagnosis of 

depression in people with diabetes (Abu-Roomi, Mallipedhi, Bain, Price, & Stephens, 2012). 

In a large sample of people with Type 2 diabetes, Fisher and colleagues (2007) demonstrated 

that 70% of those identified as having depression by the Centre of Epidemiological Studies 

Depression scale are not clinically depressed, as determined when using the gold standard 

clinical assessment: the Composite International Diagnostic Interview score (Fisher et al., 

2007). This suggested that a different, more specific form of distress is present in individuals 

with diabetes who are exhibiting emotional difficulties. This disease-specific emotional 

distress has been termed ‗diabetes distress‘ (Polonsky et al., 2005; Polonsky et al., 1995).  
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1.0.2. Defining diabetes distress  

Diabetes distress has been defined across four broad themes: distress associated with the 

burden of self-care; interpersonal issues; emotional burden and worry; relationships with 

care-givers and healthcare professionals (Polonsky et al., 2005). When an individual receives 

a diagnosis of diabetes, they are faced with huge changes to daily life. They may experience 

worry and stress in their ability to manage the illness and may also feel at odds or frustrated 

with close family and friends. Diabetes distress may help to explain the connection between 

emotions, coping strategies and illness outcomes in diabetes (Jones, Vallis, & Pouwer, 2015).  

The emotional distress associated with being diagnosed with a long-term illness should not be 

perceived as a ‗condition‘ in the same way that clinical depression may be. In an effort to 

elucidate the confusion between depression and diabetes distress, Fisher and colleagues have 

suggested that emotional distress should be understood as existing on a continuum, 

represented in terms of ‗magnitude‘ (severity) and ‗content‘ (nature of the distress) (Fisher, 

Gonzalez, & Polonsky, 2014). Content refers to the factors linked to feelings of distress—that 

is, diet control, strain on social relationships, feeling overwhelmed by the diabetes, etc. 

Severity relates to the extent to which an individual experiences these feelings of distress; it 

is also an indicator of whether a person is experiencing diabetes distress or whether they are 

exhibiting symptoms of depression (Fisher et al., 2014). It is acknowledged that there may be 

a potential overlap between depressive symptoms and diabetes distress—for instance, having 

increased diabetes distress over time could be a precursor to depression and likewise, 

experiencing depressive symptoms may also elicit diabetes distress (Hosoya, Matsushima, 

Nukariya, & Utsunomiya, 2012). Diabetes distress and depression can exist separately or co-

occur, but the key point is that they are different and should be treated as such. It is important 

that health professionals carefully consider the emotional difficulties presented by individuals 

with diabetes in order that they can provide the appropriate diagnosis. A misdiagnosis of 

depression can be stigmatising for the individual and removes emphasis from the diabetes 

itself, which may indeed be at the root of their distress (Fisher et al., 2007). By addressing the 

content and severity of the distress one can begin to distinguish which an individual is likely 

to be experiencing and take the appropriate action (Fisher et al., 2014). 

1.0.3. Formal measures of diabetes distress and clinical applications  

Two scales are widely accepted as statistically sound measures of diabetes distress: the 

Problem Areas in Diabetes (PAID) scale (Polonsky et al., 1995, Welch, Jacobson, & 
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Polonsky, 1997) and the Diabetes Distress Scale (DDS) (Polonsky et al., 2005). The PAID 

scale was the first to offer a more comprehensive psychometric tool designed to identify the 

specific emotional difficulties experienced by individuals with diabetes. It is a 20-item 

questionnaire that uses a six-point scale to measure the response to common negative 

emotions and thoughts in relation to living with diabetes (Polonsky et al., 1995). PAID scale 

scores are associated with glycaemic control and self-care behaviour in Type 2 diabetes 

(Ogbera & Adeyemi-Doro, 2011; Snoek, Pouwer, Welch, & Polonsky, 2000; Polonsky et al., 

1995) and can be used to track changes in diabetes distress over time (Welch, Weinger, 

Anderson, & Polonsky, 2003). Despite its strengths, the PAID scale does not contain any 

questions addressing perceptions about health practitioners and the care received. In addition, 

it does not use subscales to distinguish the various elements of diabetes distress, and some of 

the questions included may be difficult for patients to interpret and understand (Polonsky et 

al., 2005). In response to these shortcomings, the developers of the PAID scale developed the 

17-item DDS-17 (Polonsky et al., 2005). The tool was developed in collaboration with 

individuals with diabetes themselves to identify which questions from existing diabetes-

related psychometric scales were the most appropriate, and to omit any questions deemed 

irrelevant or difficult to understand. The DDS-17 distinguishes four main subtypes from the 

principal term: physician-related distress—for example, ‗Feeling that my doctor does not give 

me clear enough directions on how to manage my diabetes‘; emotional burden—for example, 

‗Feeling angry, scared and/or depressed when I think about living with diabetes‘; 

interpersonal distress—for example, ‗Feeling that friends or family don‘t appreciate how 

difficult living with diabetes can be‘; distress related to the diabetes regimen—for example, 

‗Feeling I am not testing my blood sugars frequently enough‘ (Polonsky et al., 2005). Note 

that the example items described above tap into emotions or mood, but are also attached to 

specific aspects of diabetes coping and adjustment, and thus are contextually bound. The 

DDS-17 displays excellent internal consistency, indicating that the component questions are 

measuring a similar construct (Polonsky et al., 2005).  

High scores—that is, scores above 40 on the PAID scale (Polonsky et al., 1995) and above 3 

on the DDS (Polonsky et al., 2005)—indicate increased diabetes distress, and have been 

found to correlate significantly with poorer lifestyle (diet control and exercise) and higher 

HbA1c (Hessler et al., 2014; Graue et al., 2012). Diabetes distress, although not clinical 

depression, has been found to be significantly related to elevated HbA1c in individuals with 

Type 2 diabetes (Fisher et al., 2010; Fisher, Glasgow, & Strycker, 2010; Fisher et al., 2008), 
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which has been demonstrated across various populations and cultures (Sasi et al., 2013; 

Hayashino, Okamura, Matsunaga, Tsujii, & Ishii, 2012; Tol et al., 2012; Kogan, Brody, & 

Chen, 2009; Spencer et al., 2006). Furthermore, reductions in regimen-related distress are 

significantly associated with increased medication adherence (Hessler et al., 2014). Evidence 

also suggests that diabetes distress, but not depression, is significantly associated with 

reduced insulin use and higher HbA1c in individuals with Type 1 diabetes (Hessler et al., 

2017). Likewise, work has shown that depression is not significantly associated with HbA1c, 

nor is it predictive of blood pressure or low density lipoprotein cholesterol in people with 

Type 2 diabetes (Cols-Sagarra et al., 2016). Although one study suggests that depression has 

a stronger negative relationship with self-care than diabetes distress (Gonzalez, Delahanty, 

Safren, Meigs, & Grant, 2008). Therefore, while it would seem beneficial to focus on 

diabetes distress as an outcome measure given its crucial role in diabetes management and 

glycaemic control, it is important to consider also the relative influence of depression in 

future studies. 

A recent investigation compared the PAID and DDS-17 scales head-to-head in order to 

distinguish which is the more effective in assessing diabetes distress, and found some 

important clinical and methodological distinctions between the two (Schmitt et al., 2016). 

Both scales showed strong reliability, however PAID had a stronger emphasis on food 

behaviour and complications, included a broader range of emotional issues, and was more 

strongly associated with depressive symptoms, maladaptive coping behaviour and health-

related quality of life, compared with the DDS. Conversely, the DDS focused on items 

relating to self-management issues and physician-related problems, and was strongly 

associated with self-management behaviour and metabolic variables, whereas PAID was not 

(Schmitt et al., 2016). Thus, it seems that both scales are useful measures of diabetes distress; 

both present a standardised way of measuring emotional distress. However, by differentiating 

specific sources of diabetes distress through subscales, the DDS-17 may offer greater scope 

to explore which factors most strongly predict different subtypes of diabetes distress. This 

would help to elucidate which aspect of living with diabetes individuals are struggling with 

most, providing a richer focus for intervention.  

1.0.4. Incidence of diabetes distress 

Diabetes distress is common; however rates of incidence may differ depending on the 

diabetes population and the clinical setting. Fisher et al. (2008) found an incidence of 18% 
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for elevated diabetes distress in persons with Type 2 diabetes, while other evidence reported 

an incidence of 44.6% in individuals with Type 1 or 2 diabetes (Nicolucci et al., 2013). 

Additionally, Stoop et al. (2014) identified a prevalence of 4% for elevated diabetes distress 

among people with Type 2 diabetes treated in a primary care setting, whereas there was an 

incidence of 19% among people with Type 2 diabetes treated in a secondary care setting. 

These rates, however, do not account for those experiencing mild to moderate diabetes 

distress and so the percentage is likely to be much greater considering all gradations of 

distress. More recently a systematic review identified a prevalence of 36% for moderate 

diabetes distress in people with Type 2 diabetes, and found the prevalence to be significantly 

greater in the presence of co-morbid depression and among females (Perrin, Davies, 

Robertson, Snoek, & Khunti, 2017). 

Although any person with diabetes can be affected emotionally by the condition, evidence 

suggests that there may be increased risk of distress among certain demographic groups. For 

instance, greater emotional distress has been reported in females (Hara et al., 2014), in 

individuals of a younger age (Hessler et al., 2011), and among black and ethnic minority 

groups (Majeed-Ariss, Jackson, Knapp, & Cheater, 2013). Although these are unchangeable 

variables and thus are not useful in the context of an intervention, it is worth recognising 

specific groups which may be more susceptible to diabetes distress. 

1.0.5. The wider impact of diabetes distress 

The DAWN2 study (Diabetes Attitudes, Wishes and Needs: second study) was the first to 

conduct a large-scale, cross-cultural study investigating the indirect impact of a diagnosis of 

diabetes on a member of the family (Kovacs Burns et al., 2013). Rates and experiences of 

diabetes distress among family members of people with diabetes was shown to vary, which 

implies cross-cultural variation; though this may be partially due to the use of different 

versions of the original scales to measure diabetes distress (Kovacs Burns et al., 2013). 

Around one-third of family members reported experiencing a notable burden and negative 

impact of diabetes. Specifically, family members reported the negative impact of living with 

someone who has diabetes on their emotional wellbeing (45%), financial situation (35%), 

leisure activities (31%) and physical health (27%). In addition, they reported having high 

levels of distress (40%) and being worried about the risk of hypoglycaemic events occurring 

in the person with diabetes with whom they live (61%) (Kovacs Burns et al., 2013). 

Importantly, the project revealed that a substantial number of participants (39.4%) were not 
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aware of how they could support their relative with diabetes and many wished to have more 

of a role in self-management (Kovacs Burns et al., 2013). DAWN2 offers a database of 

screening tools for diabetes distress research in families of people with diabetes, and provides 

important benchmarks for developing ways to better support individuals and their family 

members or partners.  

Relatedly, a partner or spouse-specific version of the DDS has recently been developed to 

provide a more valid evaluation of the unique emotional impact of diabetes on partners 

(Polonsky, Fisher, Hessler, & Johnson, 2016). The Diabetes Distress Scale-22 was directly 

informed by survey findings from partners living with individuals with Type 1 diabetes and 

comprises four subscales: emotional distress (similar to the emotional burden scale in the 

DDS-17); distress related to hypoglycaemia; distress related to diabetes management; and 

distress related to their supportive role in diabetes (Polonsky et al., 2016). The DDS-22 

demonstrated strong concurrent validity (Polonsky et al., 2016). At present there is no such 

scale specifically for partners living with people with Type 2 diabetes; however the content of 

the DDS-22 may be applicable in the context of Type 2 diabetes as well. 

1.1. Exploring the factors which underpin diabetes distress 

The recognition of diabetes distress, and its potential clinical and economic relevance in 

diabetes support, has spurred a body of literature devoted to exploring and understanding the 

psychological, behavioural, and environmental factors which may reinforce this condition-

specific distress. This section provides an overview of some of the most compelling research 

on the key predictors of diabetes distress to date, which will guide the rationale and methods 

proposed in forthcoming chapters. 

1.1.1. Diabetes perceptions 

The beliefs and thoughts that people have about diabetes are believed to be important 

determinants of emotional distress in diabetes. The concept of ‗illness perceptions‘ is rooted 

in Leventhal's Common Sense Model (CSM) of self-regulation of health and illness 

(Leventhal, Meyer, & Nerenz, 1980). The CSM proposes that when an individual is exposed 

to the threat of a serious illness, they are motivated to regain balance and stability in their 

lives and do so by constructing various appraisals of the diagnosis itself, in an effort to 

understand and find meaning in it. These appraisals are called illness perceptions and include: 

the perceived cause(s) of illness (internal or external), illness identity (experience of 
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symptoms), perceived control, and the perceived timeline (acute/chronic or cyclical 

(predictability/frequency of symptoms)) (Leventhal et al., 1980; Moss-Morris et al., 2002). 

According to this model, diabetes perceptions, combined with an individual‘s emotional 

representations of diabetes (illness-related worries, fears anxieties), largely determine how 

they act or behave in response to the threat of their condition. The evaluation or appraisal of 

the consequence(s) of such behaviours generally will reinforce or discourage the repetition of 

the behaviour (Leventhal et al., 1980).  

The Revised Illness Perception Questionnaire (IPQ-R) (Moss-Morris et al., 2002), derived 

from the CSM, is a commonly utilized tool for assessing illness perceptions in persons who 

are chronically ill, and it is demonstrated to be a reliable and useful measure of illness 

perceptions in persons with type 2 diabetes (McCorry, Scullion, McMurray, Houghton, & 

Dempster, 2013). A systematic review with meta-analysis also demonstrated that perceived 

frequency/ predictability of symptoms over time (timeline cyclical), stronger experience of 

symptoms (identity), and perceived consequences of diabetes, were positively associated with 

HbA1c, while a negative association was found between greater personal control of diabetes 

and HbA1c (McSharry, Moss-Morris, & Kendrick, 2011).  

More specifically, illness perceptions have been shown to be significantly associated with 

diabetes distress. Research suggests that 34% of the variance in diabetes distress may be 

attributable to diabetes perceptions among people with Type 2 diabetes (Paddison, Alpass, & 

Stephens, 2007). The majority of this variance was attributable to beliefs about the 

predictability/ frequency of diabetes symptoms, and the perceived consequences of Type 2 

diabetes (Paddison et al., 2007). Gonzalez and colleagues (Gonzalez, Shreck, Psaros, & 

Safren, 2015) found that diabetes distress is significantly associated with both reduced 

medication compliance and HbA1c; with perceived personal control partially mediating these 

effects (Gonzalez et al., 2015). Likewise, personal control has been shown to mediate the 

relationship between regimen-related distress and HbA1c in individuals with Type 2 diabetes 

(Martinez, Lockhart, Davies, Lindsay, & Dempster, 2017). Furthermore, in interview-based 

work with individuals living with Type 2 diabetes, a key source of distress identified from the 

narratives was feeling unable to influence or control diabetes (Tanenbaum, Kane, Kenowitz, 

& Gonzalez, 2016). This suggests that the degree to which individuals feel able to influence 

diabetes outcomes has an important impact on emotional adjustment. Such challenging 

beliefs about diabetes often underpin what is defined as ‗diabetes burnout‘. Diabetes burnout 

is a common but often unaddressed issue among people living with diabetes and is the result 
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of the emotional exhaustion of living with a demanding chronic illness (Polonsky, 1999). 

Diabetes burnout can become a reality for many people with Type 2 diabetes if they believe 

that there is nothing they can do to influence their diabetes, and hold this belief long enough 

for it to become entrenched. Striving to manage diabetes, but perceiving a lack of meaningful 

results can, over time, lead to feelings of futility and hopelessness, and individuals ultimately 

can become weary of trying (Polonsky, 1999). 

A closely related concept to that of personal control is diabetes self-efficacy. This refers to 

the extent to which a person feels confident and capable of managing diabetes, and derives 

from Bandura‘s Social Cognitive Theory (SCT) (Bandura, 1977). SCT has been extrapolated 

to self-regulation and health promotion in an illness context, which considers the importance 

of self-efficacy in the management or prevention of ill health (Bandura, 1998; 2005). 

Evidence demonstrates that perceived self-efficacy has a fundamental role in healthy diabetes 

self-care, and implores the need to place greater concentration on increasing self-efficacy in 

diabetes education and other health support (Krichbaum, Aarestad, & Buethe, 2003; 

Glasgow, Toobert, & Gillette, 2001; Anderson et al., 1995). Previous cross-cultural work has 

also shown that lower diabetes self-efficacy is significantly associated with greater 

psychological distress in older adults living with diabetes (Kim, Shim, Ford, & Baker, 2015). 

Although this study did not measure diabetes distress per se, it is plausible that lower self-

efficacy would also influence distress associated with managing diabetes. 

Furthermore, longitudinal work has shown that illness perceptions at four months are 

predictive of depression at the 3 year follow-up (Skinner et al., 2011). This implies that the 

perceptions that people affix to their diabetes endure across the illness trajectory and so 

negative beliefs are likely to play a continuing role in sustaining emotional distress if 

unaddressed. Importantly, the study identified four distinct clusters of individuals sharing 

similar illness perception schemas (Skinner et al., 2011). The identified clusters also 

predicted depression over time, proposing a novel way of exploring the common belief 

patterns underpinning poor mental wellbeing among people with Type 2 diabetes (Skinner et 

al., 2011). This method of analysis may help to discern individuals who are most vulnerable 

to the emotional impact of diabetes at an early point in diagnosis, providing an opportunity 

for early psychological intervention. However, this study did not assess the predictive value 

of illness perception clusters on diabetes distress specifically, which identifies an area worthy 

of further investigation (Chapter 3 attempts to addresses this gap). 
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1.1.2. Coping strategies 

How an individual appraises their diabetes, pertaining to the beliefs they hold, will influence 

the strategies they use to cope with their condition. Work has shown that coping strategies 

explain a large proportion of the variance in diabetes distress among individuals with Type 2 

diabetes; with behavioural disengagement and self-blame accounting for the majority of the 

variance (Karlsen, Oftedal, & Bru, 2012). In an earlier study, Karslen and Bru (2002) found 

that self-blame was more common in people with Type 2 diabetes than in those with Type 1, 

and that 40% of all Type 2 participants reported that they often blamed themselves for many 

mishaps related to their diabetes. With Type 2 diabetes being an almost entirely self-managed 

chronic condition, it is not surprising that individuals may assign fault to their own actions 

when target outcomes are not met. Certainly this comes across strongly in an interview-based 

study with individual with Type 2 diabetes (Browne, Ventura, Mosely, & Speight, 2013). The 

narratives conveyed by participants suggested that they often felt stigmatised by other people 

because of their condition and felt blamed for causing diabetes, which generated a deep sense 

of shame (Browne et al., 2013). Related to the concept of self-blame, evidence has also 

shown that diabetes distress is significantly associated with HbA1c when self-compassion is 

low (Friis, Johnson, Cutfield, & Consedine, 2015). More recent work has demonstrated that 

self-compassion significantly predicts HbA1c and self-care behaviour and is accountable to 

50% of the variance in emotional wellbeing among people with diabetes (Ferrari, Dal Cin, & 

Steele, 2017). Likewise, a newly published study suggests that higher self-compassion is 

significantly associated with lower HbA1c, lower levels of diabetes distress, and a greater 

sense of empowerment over diabetes (Tanenbaum, Adams, Gonzalez, Hanes, & Hood, 2017). 

Such evidence infers that individuals‘ who tend to internalise diabetes-related events such as 

receiving a high blood glucose reading,  may be more vulnerable to distress related to their 

condition.  

In addition, whether an individual is able to inherently accept diabetes, also has an important 

role in emotional and behavioural adjustment to diabetes. Acceptance of diabetes is 

conceptualised as relating to personal integration of diabetes in day to day life and the extent 

to which individuals avoid thinking about or managing their diabetes (Gregg, Callaghan, 

Hayes, & Glenn-Lawson, 2007). Schmitt et al. (2014) found that individuals‘ with Type 1 or 

Type 2 diabetes who scored low on diabetes acceptance had significantly higher HbA1c, 

greater diabetes distress, less use of active coping behaviours, and poor self-care. Acceptance 
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of diabetes may therefore be an important precursor for positive coping strategies, good self-

management, and better emotional adjustment in diabetes. 

1.1.3. Interpersonal factors 

As mentioned, the emotional impact of Type 2 diabetes extends beyond the individual, and 

the process of adjustment can deeply affect significant others. Equally, the thoughts, feelings, 

and actions of others can influence a person‘s ability to manage their diabetes and so the 

psychosocial impact is reciprocal. Personal relationships can strongly influence how well a 

person adjusts to Type 2 diabetes. Research demonstrates that greater marital satisfaction is 

significantly related to better quality of life and lower emotional distress in people with Type 

1 and Type 2 diabetes (Trief, Himes, Orendorff, & Weinstock, 2001). In more recent work, 

Dempster, McCarthy, and Davies (2011) found that the quality of the patient-partner 

relationship is significantly associated with self-care behaviour, life satisfaction, and personal 

integration of diabetes. Notably, relationship intimacy during recreational activities was 

found to be positively associated with self-care satisfaction and personal integration. This 

infers that individuals tended to demonstrate better psychological stability and were better 

adjusted to their illness when they undertake and share in recreational activities together 

(Dempster et al., 2011).  The influence of relationship quality on diabetes distress among 

couples with Type 2 diabetes however is less understood (the focus of Chapter 3). 

Relationship quality is an important indicator, not only of level of satisfaction and intimacy 

between partners, but also of the types of supportive behaviours couples engage in; which can 

be adaptive and helpful, or maladaptive and harmful (Johnson et al., 2014; Berg & Upchurch, 

2007). Helpful supportive behaviour in partners predicts healthier self-care and greater dyadic 

adjustment, while emotional distress in partners is associated with diminished self-care 

behaviour in people with diabetes (Pereira et al., 2015). More specifically, overprotectiveness 

(i.e. excessive supportive behaviour such as monitoring and coddling) in partners is 

significantly associated with less healthy diabetes self-management behaviour in individuals 

with Type 2 diabetes; with diabetes distress mediating this association when couples engage 

in less physical activity together (Johnson et al., 2014). Similarly, diabetes self-efficacy is 

shown to mediate the link between high levels of overprotectiveness in partners and high 

diabetes distress scores (Schokker et al., 2011). This infers that when support is excessive, an 

individual may feel less confident in their ability to manage diabetes and experience greater 

distress as result of this. 
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On the other hand, too little or an absence of support can also influence emotional adjustment 

to diabetes. Karlsen and Bru (2014) found that perceived lack of support from family 

members and health professionals predicted significantly greater diabetes distress among 

individuals with Type 2 diabetes. Likewise, poor quality diabetes-specific support is 

significantly associated with higher emotional burden in individuals with Type 2 diabetes 

(Joensen, Almdal, & Willaing, 2016).  By conducting interviews with couples living with 

Type 2 diabetes, researchers have also demonstrated that poor quality communication 

between couples, critical appraisals from partners, and a lack of solidarity from partners 

regarding making dietary changes, are particularly harmful in diabetes adjustment (Trief et 

al., 2003). Mayberry and Osborn (2012) similarly found that experience of poor support is 

significantly associated with lower medication adherence and higher HbA1c. Other 

qualitative work reveals three distinct coping styles among couples living with Type 2 

diabetes: ‗cohesive‘ couples, where the individual with Type 2 diabetes and partner engaged 

in lifestyle change together and could adapt relatively easily to change; ‗enmeshed‘ couples, 

where partners bore virtually all responsibility for diabetes management, however their 

decisions often resulted in disagreements; and ‗disengaged‘ couples, where the person with 

diabetes assumed all responsibility for their self-care, and engaged in little or no discussion 

about diabetes—which often made it difficult to implement meaningful lifestyle changes 

(Miller & Brown, 2005). Although this work is not directly related to diabetes distress, it 

provides an insight into some of the likely sources of interpersonal and regimen distress; 

particularly regarding role responsibilities, adaptability, and communicative styles among 

couples. Targeting such facets of the dyadic relationship may provide valuable focus for an 

intervention to support psychosocial adjustment in diabetes.  

The beliefs that partners have about diabetes may also affect how their loved ones make 

sense of and understand their condition. In a study examining the relationship between illness 

perceptions in couples living with type 2 diabetes, Searle and colleagues found that 

congruence in lower illness coherence and personal control beliefs among couples had 

partially mediating effects on self-care behaviours (Searle, Norman, Thompson, & Vedhara, 

2007). The authors found that partners‘ perceived timeline of diabetes (chronic/ acute) 

partially mediated the relationship between patients‘ timeline perceptions and their self-

management behaviours (specifically physical activity and diet), and partners‘ personal 

control perceptions partially mediated the relationship between patients‘ personal control 

perceptions and physical activity (Searle et al., 2007). Another study reported that partners‘ 
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treatment control and personal control perceptions mediated the relationship between the 

corresponding beliefs held by their loved one with diabetes and frequency of blood glucose 

monitoring (Pereira, Pedras, Machado, & Ferreira, 2015).  Relatedly, White and colleagues 

(2009) identified notable discrepancies between persons with Type 2 diabetes and their 

family members‘ perceptions about diabetes. People with diabetes were frequently rated as 

being more psychologically distressed than what was conveyed by the individuals themselves 

(White et al., 2009). Family members also felt that their loved one had less understanding and 

control over their diabetes than what individuals conveyed when asked directly (White et al., 

2009). Such evidence suggests that incongruities in diabetes perceptions among couples may 

be strong determinants of diabetes distress. However, to date no evidence has examined 

whether conflicting beliefs held by couples about diabetes is predictive of higher diabetes 

distress per se (Chapter 4 attempts to address this issue). 

Undoubtedly a strong body of work demonstrates the importance of interpersonal support in 

diabetes management, and thus it is imperative that families and partners are considered in 

strategies to improve self-care. 

1.2. Investigating existing intervention strategies 

1.2.1. Structured diabetes education 

Structured diabetes education programmes are a widely accepted standard for non-medical 

support for people with Type 2 diabetes, and are recommended by the NICE guidelines 

alongside routine diabetes medical treatment (National Institute for Health and Clinical 

Excellence, 2015). The aim of structured diabetes education is to provide individuals with the 

relevant information and skills to better understand and manage their condition. Programmes 

such as DAFNE (Dose Adjustment for Normal Eating) (DAFNE Study Group, 2002), 

BERTIE (Bournemouth Type 1 Intensive Education) (Everett, Jenkins, Kerr, & Cavan, 

2003), X-PERT (Deakin, Cade, Williams, & Greenwood, 2006), and DESMOND (Diabetes 

Education and Self-Management for Ongoing and Newly Diagnosed) (Davies et al., 2008; 

Skinner et al., 2006), have been designed in a culture of quality assurance and evidence-based 

practice and are delivered by committed, highly trained practitioners. The DESMOND 

Programme is the most commonly prescribed form of self-management education in the UK 

and Ireland and is a recommended NHS care pathway for people with a new or existing 

diagnosis of Type 2 diabetes (Khunti et al., 2012). Broadly, the programme is focused on 

endorsing greater understanding of what Type 2 diabetes is and the medical repercussions of 
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the condition, and provides guidance on the lifestyle change and actions required to stay 

healthy. The programme tries to avoid a didactic approach by encouraging participants to 

consider their own personal risks, values, and goals related to self-care, thus feeling 

empowered to take action (Khunti et al., 2012; Skinner et al., 2006). DESMOND is delivered 

by two educators (a Diabetes Specialist Nurse and a Diabetes Specialist Dietician who have 

been trained in the delivery of the programme) to groups of approximately ten people with 

Type 2 diabetes (partner or family attendance optional), and is delivered over 6 hours in one 

day or across two 3 hour morning or afternoon sessions (Khunti et al., 2012; Skinner et al., 

2006). 

Outcome studies have shown that these programmes impact on multiple outcomes including 

quality of life and promotion of self-care behaviours (Khunti et al., 2012; Davies et al., 2008; 

Deakin et al., 2006; Everett et al., 2003; DAFNE Study Group, 2002); however demonstrable 

improvements in HbA1c have proved to be elusive. This suggests that providing information 

and skills-training alone is not sufficient to optimise glycaemic control in the long-term. 

Moreover, with growing emphasis on the need to tailor education programmes such as 

DESMOND in light of social and cultural diversity as well as variance in cognitive ability 

(Chatterjee et al., 2018), this is an optimal time to consider other neglected elements such as 

psychosocial support within this existing care pathway. 

Recently, the Irish DAFNE study combined motivational intervention and target setting with 

structured diabetes education and demonstrated a reduction in HbA1c and an increase in 

positive self-care behaviours at 12 months (Casey et al., 2014). Having used interviews, the 

authors were able to identify in more depth which aspects of the programme were most 

effective. These included focusing on self-confidence, on worries about diet control and on 

feeling helpless, underlining the importance of addressing emotional issues. Likewise, the 

OzDAFNE demonstrated significant reductions in elevated diabetes distress and incidence of 

diabetes ketoacidosis necessitating hospital admission, and a small but significant reduction 

in HbA1c (Speight et al., 2016). This further suggests that supplementing structured 

education with behavioural and cognitive processes can be highly beneficial. A key issue 

with many, if not all diabetes education programmes, is the lack of emphasis on the pertinent 

emotional struggles experienced by individuals and their families. Moreover, access to formal 

psychological support for people with diabetes is scarce (Diabetes UK, 2008), though efforts 

have been made to increase the quality of support delivered in everyday health practices, for 

example the Positive Diabetes course initiated by Dr Jen Nash. This course provides health 
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professionals with training in delivering diabetes support that is unique to the individual; 

promoting a user-led approach to self-care plans and encouraging the discussion of emotional 

difficulties in individuals who are struggling to cope (Nash, 2013).  

1.2.2. Interventions focusing on depression 

While treatments in depression are shown to improve mood, there is little evidence to suggest 

that treating depression alone reduces HbA1c, or any other parameters clinically relevant to 

diabetes management (Markowitz, Gonzalez, Wilkinson, & Safren, 2011; Lustman et al., 

2000). Outcomes studies which focus on depression and diabetes distress do however provide 

positive evidence of clinical improvement.  For instance, a study using Cognitive Behavioural 

Therapy for Adherence and Depression (CBT-AD) in Type 2 Diabetes (Gonzalez et al., 

2010), which was delivered by a dietician, a psychologist ,and a diabetes nurse, resulted in 

reduced depression scores and improvements in self-management behaviours. Impressively 

75% of participants had better blood glucose control post-intervention (Gonzalez et al., 

2010). However this approach required a highly skilled multi-disciplinary approach and 

would therefore be expensive to roll across the NHS.   

1.2.3. Interventions focusing on diabetes distress  

A large scale intervention study (the REDEEM trial) was designed to address diabetes 

distress pragmatically and inexpensively (Fisher et al., 2013). Participants with Type 2 

diabetes who had elevated diabetes distress (but not clinical depression) were randomly 

assigned to one of three computerised intervention programmes: computer-assisted self-

management (CASM); CASM plus diabetes distress related problem solving (CAPS); or a 

computer-assisted programme providing minimum support.  It was found that diabetes 

distress reduced in all three study groups, which infers that diabetes distress is highly 

responsive to intervention. These findings are also supported by the Monitoring of Individual 

Needs in Diabetes (MIND) studies, which demonstrated that monitoring diabetes distress can 

have a positive impact on levels of distress (Snoek et al., 2012; Snoek et al., 2011).  

An important conclusion drawn from the REDEEM trial was that those with high levels of 

diabetes distress required an intervention directly focusing on emotional barriers to produce 

improvements in self-management behaviours (Fisher et al., 2013). On the other hand, people 

with lower levels of distress may benefit from simply having additional guidance and 

attention from their healthcare provider (Fisher et al., 2013).  Despite these findings, 
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REDEEM did not reduce HbA1c. This highlights the need to address diabetes distress in a 

way that is more applicable to everyday life and suggests that computerised, population 

directed interventions may not be helpful in improving HbA1c. REDEEM also excluded 

those unable or unwilling to use computers, implying the importance of looking at the 

intervention preferences of individuals with diabetes themselves. 

Evidence published to date suggests that interventions that are effective in both reducing 

diabetes distress and improving HbA1c are those which integrate psychological processes 

(emotions, thoughts, and behaviours) with traditional education (Sturt et al., 2015, Peyrot & 

Rubin, 2007).  An example of this is PRIMAS (programme for diabetes education and 

treatment for a self-determined living with type 1 diabetes), which incorporated Motivational 

Interviewing techniques, and expanded on an existing structured education programme 

(Diabetes Teaching and Treatment Programme: DTTP) (Hermanns, Kulzer, Ehrmann, 

Bergis-Jurgan, & Haak, 2013). PRIMAS augmented the usual education-based material with 

sessions on goal setting, self-motivation, diabetes distress, and sessions for families/ partners. 

There was a significant reduction in HbA1c and diabetes distress in comparison to the DTTP 

control group at 6 months follow up (Hermanns et al., 2013). PRIMAS demonstrates that 

integrating cognitive, emotional, and interpersonal factors into diabetes education is more 

effective in addressing the unseen struggles experienced by individuals with diabetes and 

their families. Notably, the sharing of personal stories, thoughts, and experiences between 

group members was believed to have a particularly beneficial influence on relieving feelings 

of distress (Hermanns et al., 2013). Another pilot study compared the effectiveness of a 

programme incorporating coping skills training (following cognitive behavioural therapy 

techniques) and diabetes self-management training with a standard diabetes education and 

intervention programme (Melkus et al., 2010). The results demonstrated an improvement in 

systolic blood pressure, cholesterol, HbA1c, and a reduction in diabetes distress at 3 months, 

which held when retested at 12 and 24 months. 

Furthermore, a recent pilot study adapted problem solving therapy to address diabetes-

specific concerns, and demonstrated a significant reduction in regimen-related distress, 

HbA1c, and symptoms of depression (Rees et al., 2017). An important aspect of this study 

was the eligibility requirement that participants scored at least moderate, if not higher on the 

diabetes distress scale. Reflecting on the main findings drawn from the REDEEM study 

(Fisher et al., 2013), this further identifies a need to target interventions towards groups 
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experiencing clinically meaningful diabetes distress (hence scores ≥3.0 (Fisher, Hessler, 

Polonsky, & Mullan, 2012)). 

Despite some promising evidence, recent systematic review work indicates a stark dearth of 

randomised control trials that use diabetes distress as a primary outcome (only eight out of 

the total forty-one studies reviewed), making it difficult to reliably compare methods and 

outcomes across different interventions (Sturt et al., 2015). As well as this, many of the trials 

included people with relatively low levels of diabetes distress, which reduces the likelihood 

of effects being found.  This highlights a need to investigate intervention approaches and 

methods which may be useful in pragmatically targeting diabetes distress in individuals who 

meet the criteria for elevated distress.  

Additionally, little is known about the potential benefits of partner or family member 

inclusion in interventions to address emotional distress among people with Type 2 diabetes. 

Certainly, evidence suggests that interventions adopting a psychosocial approach can be 

effective in improving medical and psychological outcomes. For instance, face-to-face 

motivational interviewing delivered to individuals with type 2 diabetes and their families 

demonstrated significant improvements in HbA1c, diabetes perceptions, and compliance with 

diet and exercise at 6 month follow-up (Keogh et al., 2011). This suggests that there is merit 

in including partners or family members in intervention strategies aimed to target diabetes 

distress. 

1.2.4. Financial considerations 

An important consideration when developing an intervention is how cost-effective it is i.e. 

whether or not the benefits outweigh the cost of funding and delivering an intervention. Cost-

effective treatments might result in reductions in hospital admissions, emergency 

appointments or medication provision. In an attempt to tackle the issue of cost directly, the 

3DFD study (three dimensions for people with diabetes) produced a complex intervention in 

collaboration with a clinical psychologist, a community worker, a family/couples therapist, a 

diabetologist, and a consultant psychiatrist (Doherty et al., 2016; Doherty, Gayle, & Ismail, 

2015). Using this multidisciplinary team the intervention was able to address multiple aspects 

of diabetes adjustment, including working with difficult emotions/ thoughts, interpersonal 

issues and improving self-care behaviours. The study demonstrated improvements in HbA1c, 

blood pressure and weight control, and reductions in A&E attendances and hospital 

admissions; with a net yearly saving of £12,000, based on the cost-benefit calculation for one 



18 

 

region (Doherty et al., 2016). Another demonstration of the possible financial benefits of 

addressing psychosocial concerns is the Patient Empowerment Program (PEP) (Wong et al., 

2015). This program provided individuals with Type 2 diabetes with the relevant skills and 

knowledge for effective self-care, with a primary focus on the promotion of self-efficacy and 

autonomy to fully utilize these skills—helping individuals to realise their potential to take 

control of their wellbeing and believe in their ability to do so. Participants who attended PEP 

had significantly lower hospitalizations and emergency admissions than the control group at a 

median of 30 months follow-up (Wong et al., 2015). Such investigations suggest that while it 

is crucial to design an intervention which is firmly evidence-based and therefore beneficial 

for individuals and their families, it is also important that such an intervention is deemed 

cost-effective and thus will realistically fit into a financially strained health care system.           

1.2.5. Informal ways to approach diabetes distress: the power of conversation 

While it is crucial and hopeful that an intervention which addresses diabetes distress is 

actively incorporated into routine diabetes care, this should not distract from the significance 

of initiating and encouraging conversation with those who are struggling to cope with 

diabetes during day to day medical practice. Changing values and perspectives about the less 

salient factors impacting diabetes across the medical field is a critical aspect of improving 

psychosocial support for people with diabetes. It is inherent to the process of intervention, 

particularly if improved emotional adjustment is to be sustained in the real world. Certainly 

this need is recognised among diabetes professionals across the board, and a recent review 

has set about distinguishing between non-clinical and clinical psychological challenges, and 

provides guidance for diabetes health professionals on how best to approach and address the 

common stresses experienced by people with diabetes (Young-Hyman et al., 2016). 

Physicians may feel they should prioritise somatic concerns over all other ‗non-medical‘ 

issues, but disregarding emotional problems ignores the reality experienced by people who 

live with diabetes every day of their lives. It could be argued that discussion of emotional 

issues falls outside the domain of medical healthcare and time restrictions are also cited as a 

major obstacle. However, it is clear that educational interventions are limited in efficacy if 

they fail to incorporate psychological processes and consider emotional burden. This bears 

relevance for clinical practice.  

Moreover, Beverly and colleagues explored communication between people with diabetes 

and their doctor and the impact of engaging or not engaging in discussions relating to 
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diabetes self-care (Beverly et al., 2012). They found that individuals with diabetes who were 

less likely to discuss self-care issues (30% of entire sample) reported higher diabetes distress, 

poorer quality of life, less frequent self-management behaviours and less self-motivated 

coping strategies (Beverly et al., 2012). This underpins the importance of prompting 

discussion during appointments to present people with an opportunity to talk about which 

aspects of diabetes care are the most difficult. This does not require psychological expertise 

and does not require providing solutions there and then. Indeed, the Monitoring of Individual 

Needs in Diabetes (MIND) study (Snoek et al., 2012, Snoek et al., 2011) suggests that simply 

monitoring diabetes distress can have beneficial effects. It is simply about initiating normal 

conversation, listening to and showing an understanding and awareness of the psychosocial 

and emotional issues embedded in diabetes, which often go unnoticed and grow. As 

previously indicated, the four subdomains of diabetes distress provide a helpful framework to 

guide conversations with individuals struggling to manage their diabetes. Examples of 

potentially useful initial questions are: ―how do you feel when you think about living with 

diabetes day-to-day?‖; ―do you think that the people around you understand what it is like for 

you to live with diabetes?‖; ―do you sometimes get annoyed with yourself because you don‘t 

manage your diabetes in the way that you would like, e.g. you don‘t test your blood sugars as 

often as you would like?‖ 

Self-empowerment is a huge part of coping. This is supported by studies demonstrating the 

significance of personal control and self-efficacy in emotional and behavioural outcomes in 

Type 2 diabetes. Evidence also suggests that the extent to which individuals with diabetes 

feel empowered to manage their condition is significantly related to experience of emotional 

burden (diabetes distress subscale) (Joensen et al., 2016). Fostering a sense of personal 

control and self-efficacy over diabetes care is a crucial but challenging process, and one 

which is at the core of Anderson‘s Empowerment philosophy, which emphasises the 

importance of person-centred and adaptable support in diabetes education (Anderson & 

Funnell, 2005a; Anderson & Funnell, 2005b; Anderson et al., 1995; Feste & Anderson, 

1995). Part of this process involves supporting individuals in identifying some of the main 

barriers preventing them from managing their diabetes well and exploring ways to increase 

sense of mastery over their condition, by finding solutions or protective strategies to 

overcome personal, environmental, or social barriers (Anderson & Funnell, 2005a). It is 

crucial that individuals who may be struggling to cope are helped to acknowledge and accept 

that adjustment to diabetes is a gradual process, with many peaks and troughs. It is largely the 
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responsibility of healthcare professionals to encourage people with diabetes to feel 

empowered by regaining a sense of ownership and control over their care plan; while also 

feeling suitably supported from external sources such as family and other professionals where 

necessary (Ramsay Wan, Vo, & Barnes, 2012). Healthcare professionals should encourage 

patients to acknowledge their emotional difficulties and remind them that they are an 

important part of the process of adapting to living with diabetes. The process of ‗normalising‘ 

diabetes distress and reassuring individuals that they are not alone and certainly are not 

failing if they struggle to manage their condition, should be an inherent characteristic of any 

formal or informal intervention strategy.  

1.3. Outlining the purpose of this PhD 

1.3.1. Rationale 

A considerable body of literature has demonstrated the clinical importance of diabetes 

distress among people with Type 2 diabetes, and there is a growing recognition that medical 

support alone is insufficient. This has roused greater interest in the psychosocial factors 

underpinning this condition-specific distress. Studies such as REDEEM and PRIMAS have 

demonstrated that diabetes distress can be pragmatically targeted, and thus is amenable to 

intervention. More specifically, there is compelling evidence supporting the role of 

commonly held diabetes perceptions, interpersonal factors, and coping strategies in 

reinforcing and sustaining emotional distress for people with Type 2 diabetes and their 

partners; suggesting some useful intervention content. However this review also highlights 

some important gaps in our understanding of the mechanisms which drive diabetes distress.  

A number of studies have been persuasive in demonstrating the impact of diabetes 

perceptions on outcomes such as diabetes distress, self-care behaviour, and HbA1c. Although 

there is merit in seeking alternative ways to explore common patterns of responding to Type 

2 diabetes, particularly by assessing whether or not shared illness perception schemas can 

identify individuals who are most susceptible to diabetes distress. There is also a need to 

investigate diabetes perceptions in partners, and how these impinge on the beliefs held by 

people with Type 2 diabetes and on diabetes distress. Similarly, relationship quality is related 

to diabetes outcomes such as self-care behaviour and adjustment to diabetes, however less is 

known about the influence of relationship quality on diabetes distress among couples living 

with Type 2 diabetes. 
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The evidence outlined regarding existing intervention strategies infers a strong need to 

develop and assess the acceptability and feasibility of an intervention to address diabetes 

distress in people with type 2 diabetes as well as their partners or spouses. This is a salient 

gap in the diabetes distress literature, as virtually none of the mentioned studies claiming to 

target diabetes distress, actively engaged partners in the intervention. Due to the lack of 

couples work in the context of diabetes, a useful first step would be to explore couples 

intervention work more generally; across different physical chronic illness populations. This 

would provide an understanding of the common methods and techniques applied in couples 

intervention work, and offer guidance on how to approach this in the context of couples 

living with Type 2 diabetes.  

1.3.2. Purpose 

This PhD aims to expand on existing evidence about the cognitive, interpersonal, and 

behavioural factors underpinning diabetes distress in people with Type 2 diabetes and their 

partners. Through a combination of quantitative and qualitative methods, as well as drawing 

from the existing literature, recommendations will be presented for the design and 

implementation of an intervention to reduce diabetes distress in couples living with Type 2 

diabetes. The intervention will adhere to the updated guidelines set by the Medical Research 

Council (MRC) on developing and evaluating complex interventions (Craig et al., 2008), 

which are summarised in Figure 1.1.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 1.1. MRC framework for complex interventions. 

The PhD will focus initially on the ‗development‘ phase of the MRC framework (this will be 

covered in Chapters 1-6), first by examining existing evidence on diabetes distress in order to 

identify relevant findings and salient gaps in the literature. A systematic review will be 

conducted to explore the methodologies and effectiveness of couples‘ interventions in the 
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context of different physical chronic illnesses. Quantitative methods will then be used to 

investigate key determinants of diabetes distress in people with Type 2 diabetes and their 

partners. These findings will be augmented by qualitative work exploring diabetes distress in 

couples and also from the perspectives of diabetes healthcare providers. An important aspect 

of this ‗development‘ phase involves collaborating with couples and healthcare professionals 

to access their thoughts and views regarding the design of an intervention. This will ensure 

that the approach taken is both person-centred and pragmatic. 

Stages 2 & 3 of the development phase (identifying/ developing theory and modelling process 

and outcomes) will involve evaluating and integrating key findings identified through 

primary studies, and merging these with existing evidence to construct a comprehensive 

theoretical and evidence-based model. It is through this process that the content and 

methodological design of the intervention will be defined. Although, it is likely that some of 

the decisions arrived at—particularly regarding the methodology of the intervention—will be 

based on what is pragmatic given the time and resources available at that time. 

Following completion of the modelling phase, a feasibility/ pilot study will be conducted to 

test the practicality, acceptability, potential effectiveness and cost-impact of an intervention 

to address diabetes distress among couples living with Type 2 diabetes. Preparation for this 

feasibility trial will require careful consideration of sample size, processes involved in 

recruitment, (including recruitment source), key outcome measures, and any salient ethical 

concerns. Given the evidence which highlights the importance of targeting individuals who 

are experiencing high levels of diabetes distress, it is anticipated that the source of 

recruitment is likely to be within secondary care settings (where prevalence of distress is 

higher (Stoop et al., 2014)). The final part of this PhD will comprise of a formal evaluation of 

the feasibility study, which will usefully inform the next developmental phase of the 

intervention, as well as providing novel findings which can be disseminated across 

professional, public, and academic audiences. 

1.3.3. Summary of PhD research aims 

i. To examine the existing evidence on diabetes distress (this is covered primarily by the 

content of this chapter, however will be further expanded on across subsequent 

chapters where relevant). 
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ii. To explore the benefits of couples‘ interventions across different chronic physical 

illnesses. This will provide generic guidance on the appropriateness and design of a 

couples‘ intervention in the context of Type 2 diabetes. 

iii. To examine the relative contribution of illness perception clusters, relationship 

quality, and coping approaches in predicting diabetes distress among people with 

Type 2 diabetes. 

iv. To investigate the direct and indirect influence of partner‘s diabetes perceptions on 

diabetes distress in people with Type 2 diabetes. Does incongruity in diabetes 

perceptions between partners and people with Type 2 diabetes predict diabetes 

distress, and do these effects hold overtime? 

v. To access and explore experiences of diabetes distress among couples living with 

Type 2 diabetes and among diabetes healthcare providers. Secondly, to explore 

whether there is a perceived need for an intervention to reduce diabetes distress and 

what shape such an intervention might take in terms of content and structure. 

vi. To provide recommendations for the approach, content, and implementation of an 

intervention addressing diabetes distress in individuals with Type 2 diabetes and their 

partners. 

vii. To conduct a feasibility/ pilot study to assess the practical implementation, 

acceptability, and potential effectiveness of an intervention to reduce diabetes distress 

in individuals with Type 2 diabetes and their partners. 

viii. To reflect on key observations made in previous chapters, to critically evaluate the 

findings of the feasibility/ pilot study, and to discuss the practical implications of this 

research and provide recommendations for future work. 

 

Note. A version of this chapter has been published in the Postgraduate Medical Journal: 

Berry, E., Lockhart, S., Davies, M., Lindsay, J. R., & Dempster, M. (2015). Diabetes distress: 

understanding the hidden struggles of living with diabetes and exploring intervention 

strategies. Postgraduate Medical Journal, 91, 278–283. doi:10.1136/postgradmedj-2014-

133017 
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CHAPTER 2 

 Exploring the effectiveness of couples interventions for adults living with a chronic physical 

illness: a systematic review. 

 

2.0. Introduction                       

2.0.1. Background 

Living with a chronic physical illness such as cancer, arthritis, or diabetes, is both physically 

and psychologically demanding. As discussed in the previous chapter, the challenges of 

managing a chronic illness such as Type 2 diabetes are not isolated to the individual, but also 

impact social relationships within families. According to the family adaption model, in 

families where an individual is chronically ill, all members will experience some degree of 

impairment to their physical and psychosocial wellbeing (Craig & Edwards, 1983). Chronic 

illness requires families to develop resilience and to positively adjust to unfamiliar and 

challenging circumstances (Luthar & Cicchetti, 2000; Pollock & Christian, 1990). Chronic 

illness may impinge on family dynamics, for instance through ‗role reversals‘, where children 

assume the role as the carer (Aldridge & Becker, 2007). This can be psychologically and 

physically demanding for the young caregivers involved, and demoralizing for the individual 

requiring care (Thomas et al., 2003). Partners/ spouses may also experience psychological 

distress and caregiver burden related to their loved one‘s diagnosis of diabetes (Kovacs Burns 

et al., 2013) or chronic pain (West, Usher, Foster, & Stewart, 2012; Reich, Olmsted, & Van 

Puymbroeck, 2006). In turn, partners‘ emotional responses to chronic illness can influence 

how patients appraise their illness and the coping strategies they engage in, both individually 

and as a couple (Revenson et al., 2016).  

Chapter 1 deliberates the significant bearing of living with Type 2 diabetes on individuals as 

well as their loved ones. However, before we can begin to explore the mechanisms 

underpinning the interpersonal struggles involved in managing diabetes, it is important to get 

a general sense of how couples respond and adjust to the significant challenge of living with a 

chronic illness, and the impact this has on health outcomes. Living with chronic illness is a 

strongly shared experience for couples, as patients and partners each face significant 

psychological and interpersonal challenges which fluctuate over time (Berg & Upchurch, 

2007; Newby, 1996). Illness type can greatly influence how couples respond and adjust to a 
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diagnosis. For example in couples living with HIV, the potential impact on partners can be 

physical as well as psychological, due to the risk of disease transmission (Gamarel & 

Revenson, 2015). Likewise, whether or not the illness is a progressive condition, such as 

diabetes, or an episodic condition such as asthma, and whether or not there is a substantial 

emphasis on self-management at home or hospital admissions, can also influence adjustment 

(Berg & Upchurch, 2007; Newby, 1996).  

Research suggests that the coping strategies utilized by couples living with chronic illness are 

determined largely by the degree to which patients and partners appraise the illness as 

something happening to them as individuals, or as a team (Berg & Upchurch, 2007; Stanton, 

Revenson, & Tennen, 2007). It is suggested that when couples appraise chronic illness as 

something happening to both of them, they are more likely to engage in ‗dyadic‘ coping 

behaviours. These are defined as coping strategies which are born out of shared emotional 

responses to the illness-stressor, and are shaped by collective health-related motives and 

goals (Gamarel & Revenson, 2015; Fergus, 2011; Berg & Upchurch, 2007). When couples‘ 

emotional responses to a cancer diagnosis and journey are mutual, they are more likely to 

engage in collaborative decision-making about treatment options (Hagedoorn, Sanderman, 

Bolks, Tuinstra, & Coyne, 2008; Kayser, Watson, & Andrade, 2007). Coping that is dyadic in 

nature can reduce emotional distress (Badr, Carmack, Kashy, Cristofanilli, & Revenson, 

2010) and improve relationship outcomes in couples living with cancer (Traa, De Vries, 

Bodenmann, & Den Oudsten, 2014) and strengthen self-efficacy in couples living with Type 

2 diabetes (Johnson et al., 2013a). Conversely, when chronic illness is not interpreted as a 

shared challenge, patients and partners are more likely to appraise the illness differently, and 

to engage in unhelpful coping behaviours (Gamarel & Revenson, 2015; Berg & Upchurch, 

2007). For example, overprotectiveness in partners is significantly associated with greater 

emotional distress in persons with Type 2 diabetes (Kayser et al., 2007) and in individuals 

with cancer (Kuijer et al., 2000), and is predictive of depression in people with arthritis 

(Revenson, Schiaffino, Majerovitz, & Gibofsky, 1991).  

 

Relationship quality also influences health-related outcomes in couples living with chronic 

illness (Berg & Upchurch, 2007; Kiecolt-Glaser & Newton, 2001]. Lower marital satisfaction 

is related to greater pain perception (Roberto & Yorgason, 2004), and poor psychological 

adjustment in couples living with arthritis (Manne & Zautra, 1990). Relatedly, marital quality 

significantly predicted survival rate in individuals with chronic heart failure (Rohrbaugh, 
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Shoham, & Coyne, 2006), and intimacy was shown to mediate the association between 

quality of communication and global distress in couples living with cancer (Manne & Badr, 

2010). 

 

2.0.2. Couples Interventions 

Despite evidence demonstrating the significant impact of chronic illness on the partner and 

wider family, there is a propensity in traditional health care to only treat and support the 

person who is ill. Couples intervention work attempts to address this gap in current health 

support. The majority of existing couples interventions are among cancer populations. Such 

studies have demonstrated positive effects on physical, interpersonal, and emotional 

outcomes among couples living with cancer (Brandão, Schulz, & Matos, 2014; Badr & 

Krebs, 2013; Baik & Adams, 2011). Other systematic review work exploring the benefits of 

couples interventions in coronary heart disease has shown significant improvements on 

quality of life and blood pressure in patients, and depression in both patients and partners 

(Reid, Ski, & Thompson, 2013). Previous research has examined the effectiveness of couples 

interventions across different chronic physical illnesses. The most recent review 

demonstrated that couples interventions can significantly reduce depression and pain 

perception, and improve relationship quality when compared to controls, or a patient-only 

intervention (Martire, Schulz, Helgeson, Small, & Saghafi, 2010).  

This previous review demonstrated that partner involvement can be beneficial across various 

illness groups, and presented the possibility of developing a standardised couples 

intervention, applicable to different types of chronic physical illness. However as previously 

demonstrated, each type of chronic illness is unique in terms of the challenges it poses for 

couples, and how couples respond to intervention may be contingent on the appropriateness 

of the intervention content. In this regard, it would be of practical benefit to investigate 

whether certain illness populations respond better to specific therapeutic approaches or 

techniques (e.g. cognitive skills, behaviour therapy, relationship counselling).  This would 

also provide scope to identify which illness-related outcomes among couples are best targeted 

through the use of specific therapeutic methods. 

2.0.3. Rationale and aim 

This review will update the literature exploring the benefits of couples interventions across 

different types of chronic physical illness (referred to as chronic illness hereafter). Building 
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on previous work (Martire et al., 2010), the effectiveness of couples interventions will be 

evaluated according to their main therapeutic approach, and across different outcomes. This 

will provide practical guidance on which techniques are best suited to improving particular 

outcomes for couples, and which approaches used by couples interventions are most 

appropriate for targeting which chronic illness groups. 

2.1. Methods 

This review follows the guidance provided in the Cochrane Collaboration handbook (Higgins 

& Green, 2008). 

2.1.1. Eligibility Criteria  

The following criteria were used to identify relevant studies: 1. Any study using a controlled 

design testing the effectiveness of psychological interventions on adults with a diagnosed 

chronic illness (studies which targeted neurodegenerative chronic illnesses such as Dementia 

and Motor Neuron Disease were excluded as many are carer focused, and due to the unique 

impact on cognitive functioning which would make comparisons across illness populations 

difficult). 2. Interventions involving spouses or partners who are not identified in the study as 

having a chronic illness themselves (studies considering any family member will be included 

where a large majority (>75%) of couples comprise of partners/spouses). 3. Studies 

measuring any type of psychological (e.g. emotional distress, self-management behaviours, 

illness related beliefs); interpersonal (e.g. perceived support, relationship quality); somatic/ 

physical (e.g. experience of symptoms, fitness); or biomedical (e.g. blood glucose control, 

blood pressure). Studies omitted: 1. Studies which did not include a usual care or waiting-list 

control group 2. Involved child-parent or parent-child couples 3. Qualitative studies. 4. To 

reflect modern healthcare treatments and systems studies published before 2000 were 

excluded. 

2.1.2. Search Strategy 

The following databases were searched: PsychINFO and MEDLINE (both searched through 

OvidSP) and CINAHL (searched through EBSCO host), CENTRAL and Web of Science. 

Searches were undertaken between July and September 2016. Where a thesaurus existed 

(PsychINFO and MEDLINE), terms were exploded to detect any closely related terms. Table 

2.1 details the search terminology for MEDLINE, which was replicated or adapted where 

necessary for the remaining databases. Studies identified through each database were checked 
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for duplicates before screening for eligibility. A manual search was also undertaken using 

previous reviews and through internet search engines. Studies retrieved from databases and 

manual searches were initially screened using the study title and abstract. The remaining 102 

papers were checked against the eligibility criteria using the full text version of each study. 

This excluded a further 67 papers, leaving 35 to be included in the review. Figure 2.1 

displays a flow diagram of the literature search method as advised by the PRISMA criteria 

(Preferred Reporting Items for Systematic Reviews and Meta-Analyses) (Moher, Schulz, 

Simera, & Altman, 2010). 

2.1.3. Quality Check Procedure 

Methodological quality was assessed independently by two researchers (E.Berry and 

M.Dempster) using the Effective Public Health Practice Project (EPHPP) quality assessment 

tool (Effective Public Health Practice Project, 2009). This process required rating each study 

across the following components: selection bias; study design; potential confounders; 

blinding of intervention allocation; reliability/ validity of data collection methods; 

percentages of withdrawal/dropouts; intervention integrity; and the appropriateness of the 

chosen method of analysis. Global scores were allocated to each study by both authors. Any 

inconsistencies in scores were discussed, until a firm decision was made regarding the final 

global score. 

Table 2.1: Sample search strategy (specified year range: 2000-2016 

 

Ovid MEDLINE®  

 

Population context: chronic disease.mp. or exp Chronic Disease/ OR (((chronic adj6 illness*) or 

chronic) adj6 disorder*).mp. OR chronic pain.mp. or exp Chronic Pain/ 

                                        AND 

Study type: clinical trial*OR clinical trials.mp. or exp Clinical Trial/ OR randomized controlled 

trial.mp. or exp Randomized Controlled Trial/ OR trial*.ab. (pilot adj6 stud*).mp. OR (feasibility 

adj6 stud*).mp. 

                                        AND 

Intervention design: exp Spouses/px [Psychology] OR (couples or spouse* or partner* or dyad* 

or husband* or wife or wives).mp. OR “significant other*”mp. OR (spouse-assisted or couple-

based).mp.  

                                         OR 

Intervention expressed in more focused terms: (couple-based adj6 intervention*).mp. OR 

(spouse-assisted adj6 intervention*).mp. OR couples therapy.mp. or exp Couples Therapy/ AND 

chronic disease.mp. or exp Chronic Disease/ OR (((chronic adj6 illness*) or chronic) adj6 

disorder*).mp. OR chronic pain.mp. or exp Chronic Pain/ 

 

[238 results] 
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Figure 2.1. PRISMA diagram for literature search 
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2.2. Results 

2.2.1. Main descriptives 

Thirty-five studies published from 2000 onwards were reviewed. The majority of studies 

were from the USA (n=25), six were from Europe, two were from Canada, one was from 

Australia, and one study was from Iran. The average age of participants was 56.4 years, with 

a range of 42-69.8 years. Cancer was the most commonly studied chronic illness (n=20), 

followed by Arthritis (n=5), cardiovascular diseases (n=3), HIV (n=3), 

Hypercholesterolemia (n=2), Type 2 diabetes (n=1), and chronic pain (n=1). All studies were 

Randomised Controlled Trials. The most common mode of delivery was face-to-face (n= 

21). In the majority of studies, patients and partners in the couples intervention group partook 

in the programme together (n=33), and interventions were commonly delivered to individual 

couples as opposed to larger groups (n=25). Studies had a retention range of 49%-100%. In 

the majority of studies the retention rate was ≥80% (n= 22) and in three studies the retention 

rate was <60%. See Table 2.2 for additional descriptive information. 

Six studies compared the couples intervention with a patient-only intervention (El-Bassel et 

al., 2011; Fife, Scott, Fineberg, & Zwickl, 2008; Canada, Neese, Sui, & Schover, 2005; van 

Lankveld, van Helmond, Näring, de Rooij, & van den Hoogen, 2004; Riemsma, Taal, & 

Rasker, 2003; Martire et al., 2003), eight studies used a patient-only comparison group and a 

usual care control group (Abbasi et al., 2012; Trief et al., 2011; Ward et al., 2009; Martire, 

Schulz, Keefe, Rudy, & Starz, 2008; Badger, Segrin, Dorros, Meek, & Lopez, 2007; Scott, 

Halford, & Ward, 2004; Nezu, Nezu, Felgoise, McClure, & Houts, 2003; Mishel et al., 2002), 

one study compared two types of couples interventions with a patient-only comparison group 

(Keefe et al., 2004), and the remaining twenty compared a couples intervention with usual 

care or waiting-list controls. Twenty-eight studies reported effect sizes, or provided 

information to calculate effect sizes. See Table 2.3 for the characteristics of couples 

interventions. 

The methodological quality across studies, as assessed using the Effective Public Health 

Practice Project guidelines (EPHPP, 2009) was generally sound; however five studies were 

assigned weak global scores. Weak scores were assigned due to poor uptake at recruitment 

(Voils et al., 2013; Riemsma, et al., 2003; Martire et al., 2003), poor reporting of withdrawals 

(Riemsma et al., 2003), low retention rate (Fife et al., 2008; Martire et al., 2003), poor 

reporting of potential confounding variables (El-Bassel et al., 2011; Fife et al., 2008), and a 
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lack of established reliability and validity in outcome tools used (Voils et al., 2013; El-Bassel 

et al., 2011). See Table 2.4 for the quality assessment score for each study. 

Table 2.2: Main descriptive findings 

Participant Characteristics 

- Age 

- Ethnicity 

 

 

 

 

- Relationship status/ 

duration 

 

- Education/ 

occupation 

 

Av.= 56.4 years; range= 42-69.8 years 

Twenty reported ethnicity; majority Caucasian individuals (Av. 

= 81.2%); one study used mainly African-American (62%) and 

Latino (24%) individuals (Remien et al., 2005); In another study 

Caucasian and African-American participants was almost 50/50 

(Mishel et al., 2002). 

Seventeen studies reported relationship information: majority 

were married (range 70-100%) and/ or had been in a 

relationship for a lengthy period of time (20+ years).   

Twenty-three studies reported education; majority had a 

moderate to high level of education; four studies reported 

occupation (sample included managerial/ professional roles, 

unemployed, retired). 

Study Characteristics 

- Facilitator 

 

 

 

 

- Location 

 

 

- Frequency (no of 

sessions) 

- Duration (of sessions) 

 

 

- Duration (of 

intervention) 

-  

 

Specialist nurses, psychologists, social workers and trained 

interventionists (n= 23, 65.7%), doctoral or masters level 

psychology or social work students (n= 7, 20%), 

interdisciplinary team (n= 2, 5.7%) and no information provided 

(n= 3, 8.6%). 

Clinic or hospital (n= 19, 54.3%), participants home (n=11, 

31.4%), partly clinical setting and partly participants homes 

(n=4, 11.4%) and no information provided (n=1, 2.9%). 

Range= 3- 12 sessions; majority of interventions spanned over 

3- 6 sessions (n= 23, 65.7%). 

Range= 5-120 minutes; majority of interventions lasted at least 

one hour per session (n= 21, 60%); seven studies did not 

provide information on length per session. 

Range= 1 week-10 months; majority of interventions lasted ≤3 

in duration (n=28, 80%); one study did not specify the duration 

of treatment (Trief et al., 2011).   



32 

 

  

2.2.2. Intervention outcomes 

Interventions were grouped into two categories according to their main therapeutic approach: 

‗Cognitive Behavioural Skills Training‘ (CBST) (n=25), which focuses on illness cognitions, 

education, goal setting, and coping strategies such as problem solving and symptom 

management; and ‗Relationship Counselling‘ (RC) (n=10), which addresses relationship 

difficulties such as sexual intimacy, partner supportiveness, and communication (Reese et al., 

2014; McLean, Walton, Rodin, Esplen, & Jones, 2013; Heinrichs et al., 2012; Manne et al., 

2011; Baucom et al., 2009; Porter et al., 2009; Badger et al., 2007; Kalaitzi et al., 2007; 

Canada et al., 2005; Manne et al., 2005). There was no noticeable effect of mode of delivery 

- Mode of delivery 

 

 

 

 

 

 

 

 

 

 

 

- Follow-up 

Face-to-face (n= 21, 60%), telephone (n=9, 25.7%), telephone 

+ face-to-face (n=4, 11.4%), telephone + computer-based 

component (n=1, 2.9%); in all but two studies ( Voils et al., 

2013; Badger et al., 2007), couples in the couples intervention 

groups almost always partook in the intervention together 

(n=33, 94.3%); ten sessions were in group format (28.6% 

(Agren et al., 2012; El-Bassel et al., 2011; Baucom et al., 2009; 

Martire et al., 2008; Manne, et al., 2005; Keefe et al., 2004; van 

Lankveld et al., 2004; Martire et al., 2003; Riemsma, Taal, & 

Rasker, 2003; Lenz & Perkins, 2000); seven of which were in 

groups of ≤8 couples ), twenty-five were individual couple 

sessions (n=25, 71.4%). 

Less than 6 months (n=7, 20%), at least 12 months (n=11, 

31.4%), at least 6 months (n= 9, 25.7%), no follow-up (n= 8, 

22.9%). 

Outcome measures Physiological measures e.g. heart rate, blood pressure (n=5, 

14.3%), emotional measures e.g. anxiety, depression (n=27, 

77.1%), somatic measures e.g. perceived symptoms (n=18, 

51.4%), interpersonal/relationship variables e.g. communication 

and relationship quality (n=23, 65.7%), sexual/ intimacy (n=5; 

14.3%), behavioural variables e.g. eating behaviours, 

medication adherence and coping behaviours (n=12, 34.3%), 

and cognitive measures e.g. self-efficacy, illness appraisals, 

illness knowledge and personal control (n=16, 45.7%). Over 

half of the studies assessed partner outcomes (n= 22, 62.9%). 
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(i.e. face-to-face, telephone, online) on illness type or outcomes. However participant 

outcomes were contingent on therapeutic approach. Couples interventions adopting a CBST 

approach were most effective at targeting cognitive, functional, and behavioural outcomes. 

Whereas couples interventions adopting a RC approach were more effective at addressing 

interpersonal and intimacy outcomes. Emotional outcomes are reported separately. 

Approximate effect sizes across all outcomes can be found in Table 2.4. 

2.2.2.1. Effect of CBST on patient/ partner outcomes 

When compared with a patient-only or control group, couples interventions based on CBST 

improved cognitive outcomes including self-efficacy (McVay, King, Jeffreys, Coffman, & 

Voils, 2015; Keefe et al., 2004; Martire et al., 2003) and illness appraisals (Ågren, 

Evangelista, Hjelm, & Strömberg, 2012;  Fife et al., 2008; Northouse et al., 2007; Kuijer, 

Buunk, De Jong, Ybema, & Sanderman, 2004; Mishel et al., 2002). Interventions using 

CBST improved somatic/ physical outcomes including symptom perception (Abbasi et al., 

2012; Northouse et al.,2007; Campbell et al., 2007; Nezu et al., 2003; Mishel et al., 2002), 

fitness/ muscle strength (Keefe et al., 2004), sexual limitation (Giesler et al., 2005), physical 

Quality of Life (QOL) (Northouse et al., 2007), Cholesterol (Trief et al., 2011), and fear of 

movement (Abbasi et al., 2012). In comparison with a patient-only/ control group, CBST 

interventions enhanced behaviours such as dyadic coping (Scott et al., 2004), medication 

adherence (Remien et al., 2005), and increased dietary self-efficacy and spousal support 

(McVay et al., 2015). An exception to this was a RC focused intervention which incorporated 

planning and decision-making skills, and homework tasks which increased self-acceptance, 

reduced fatigue, and improved functional wellbeing (Baucom et al., 2009). Partners‘ also 

benefited from CBST across cognitive outcomes including partner-rated patient self-efficacy 

(Keefe et al., 2004), self-efficacy for supporting patients to manage pain/ other symptoms, 

lower caregiver stress (Keefe et al., 2005), less negative caregiver appraisals, uncertainty, and 

greater personal self-efficacy (Northouse et al., 2007). Interventions following this approach 

also increased physical QOL and active coping, and reduced general symptom distress in 

partners (Northouse et al., 2007). 

2.2.2.2. Effect of RC on patient/ partner outcomes 

When compared with a patient-only or control group, interventions based on RC were most 

effective at addressing interpersonal issues including relationship satisfaction (Baucom et al., 

2009; Kalaitzi et al., 2007), perceived partner acceptance of self-image (Baucom et al., 2009), 
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communication quality (Heinrichs et al., 2012), marital functioning (McLean et al., 2013), 

and dyadic adjustment (Reese et al., 2014). Intimacy (Porter et al., 2009) and sexual 

communication and distress (Reese et al., 2014) were more effectively targeted by RC. 

Exceptions of this pattern are CBST focused interventions which included content targeting 

relationship or intimacy challenges. Such interventions improved sexual self-schemas, sexual 

intimacy (Scott et al., 2003), and relationship quality (Kuijer et al., 2004).  RC also 

effectively targeted interpersonal/ intimacy outcomes in partners including relationship 

satisfaction (Baucom et al., 2009), dyadic adjustment (Reese et al., 2014), sexual distress, 

sexual communication (Reese et al., 2014), and sexual function (Reese et al., 2014; Canada et 

al., 2005). 

2.2.2.3. Emotional outcomes (across all interventions) 

When compared with a patient-only or control group, interventions which contained a 

module which provided techniques for managing and/ or sharing difficult emotions,   

effectively reduced depression and emotional distress among couples (Reese et al., 2014; 

Heinrichs et al., 2012; Fife et al., 2008; Kalaitzi et al., 2007; Northouse et al., 2007; Giesler et 

al., 2005; Manne et al., 2005; Kuijer et al., 2004; Martire et al., 2003; Scott et al., 2003; Lenz 

& Perkins, 2000) and anxiety (Badger et al., 2007) and perceived stress (Martire et al., 2008) 

in partners. 
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Table 2.3: Characteristics of Couples Interventions (N= 35) 

Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and retention 

Intervention type(s) and contents 

 

Frequency (no of sessions; 

length of session; duration of 

intervention; follow-up) 

Intervention 

facilitator 

Mode 

Location 

Lenz & 

Perkins, 2000 

USA 

Randomised 

Controlled 

Trial 

Coronary artery disease 

patients (71% male); 

38 dyads (78% spouses); 

Age NR; 

80% married; 

99% had high school education 

or higher; 

89% 

Psychoeducational family-based intervention: 

Usual care (as below); counselling 

(emotional, interpersonal issues and coping); 

bi-weekly supportive phone calls over X6 

weeks; X1 group-based nutritional meal and 

progress  discussion.  

 

Control group: usual care (Informational 

video/leaflet pre discharge and home visit). 

12 weeks; 

Length of sessions NR; 

No follow-up 

 

 

 

 

-Delivered by a 

research assistant, a 

cardiac nurse and a 

nurse with group 

therapy expertise 

-Face-to-face and 

telephone 

-Treatment Clinic 

Hartford, 

Wong, & 

Zakaria, 2002 

Canada 

Randomised 

Controlled 

Trial 

Coronary artery disease 

patients (86% male); 

131 couples; 

Av. age 62.5 yrs; 

99% married; 

51.5% retired; 

79% 

Couple-based information and support: 

Graded activity; pain behaviours; medication; 

healthy diet and lifestyle behaviours; 

psychosocial issues; cardiac risks. 

 

Control group: usual care. 

6 phone calls; 

20-60 min per session 

7 weeks; 

Assessed at baseline, day 3, 

week 4 and week 8 (1 week 

follow-up) 

-Delivered by a 

research nurse 

-Telephone-based 

-Couple‘s homes 

 

Mishel et al., 

2002 

USA 

Randomised 

Controlled 

Trial 

Prostate carcinoma patients; 

239 dyads; 

Av. age 64 yrs; 

56% Caucasian and 44% 

African-American; 

57% ≥12 years education; 

84% married; 

88% stage T2 or T3 tumours; 

95% 

 

 

 

Uncertainty management intervention with 

supplementary family session: Cognitive 

restructuring; stress; problem solving; patient-

provider communication; patient advocacy. 

 

Patient-only Uncertainty management: 

As above but excluding family member 

session. 

 

Control group: usual care 

8 sessions; 

Duration not described; 

8 weeks; 

4 and 7 months post baseline 

follow-up 

-Delivered by nurses 

trained in the 

intervention protocol 

-Telephone based 

-Couples home 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Riemsma, 

Taal, & 

Rasker,  2003  

Netherlands 

Randomised 

Controlled 

Trial  

Rheumatoid Arthritis (RA) 

patients; 

218 dyads (88% spouses); 

Av. age 55.75 yrs (10.5 SD); 

Disease duration 11.7 yrs (9.8 

SD) 

81% ≥moderate education; 

94% retention 

Self-management education programme 

Couple-based group: Goal setting; problem-

solving; education; pain management i.e. 

relaxation; communication skills. 

 

Patient-only group: Same programme as 

above. 

5 sessions; 

2 hours per session; 

5 weeks; 

Plus 3 booster sessions after 3, 

6 and 9 months; 

2, 6 and 12 month follow-up 

-Delivered by a 

specialist arthritis nurse 

and a nurse with 

expertise in RA 

-Face-to-face 

-Treatment/ research 

clinic 

 

Nezu  et al., 

2003 

USA 

Randomised 

Controlled 

Trial  

Cancer patients; 

132 dyads (95% spouses); 

Av. age 47.2 yrs; 

77.3% Caucasian; 72% 

employed with av. 14.57 years 

of education; 

Cancer stage: 28% stage I, 56% 

stage II; 

88% retention 

Problem-solving therapy 

Couple-based group: Learning rational 

problem-solving tasks i.e. emotions as cues, 

inhibiting automatic behaviours to problems; 

homework tasks. 

 

Patient-only group: As above but partner not 

involved in programme. 

 

Control group: waiting-list (offered the 

treatment after the 10- 12-week post treatment 

assessment) 

10 sessions; 

1.5 hours per session; 

10 weeks; 

6 and 12 month follow-up 

-Delivered by 15 

advanced level 

psychology graduates 

and 3 social workers 

-Face-to-face 

-Hospital 

 

Martire et al., 

2003 

USA 

Randomised 

Controlled 

Trial 

Osteoarthritis patients (100% 

female); 

24 couples; 

Av. age 72.8 yrs; 

58% retention (patient-only 

group) 

86% retention (couples group) 

 

 

Arthritis Self-Help Course 

Couple-based group:  arthritis education; pain 

management; coping with negative emotions; 

partner support and communication. 

 

Patient-only group: As above but excluding 

partner support and communication elements. 

6 sessions; 

2 hours per session; 

6 weeks; 

Follow-up period not 

specified. 

 

-One of two ASHC 

trained interventionists 

-Face-to-face 

-Arthritis clinic 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

van Lankveld 

et al., 2004 

Netherlands 

Randomised 

Controlled 

Trial 

Rheumatoid arthritis patients 

(65% female); 

59 couples; 

Av. age 49.5 yrs (13.1 SD); 

Av. duration of disease 7.85 yrs 

(9.75 SD); 

85% ≥secondary education; 

95% retention 

Working on Arthritis 

Couple-based group:  CBT; education; 

rational emotive therapy; relationship 

outcomes. 

 

Patient-only group: As above but excluding 

module on relationship outcomes. 

8 sessions;  

1.5 hours per session;  

4 weeks; 

2 weeks post treatment and a 6 

months follow-up 

-Multi-disciplinary 

team (psychologist, 

rheumatologist, nurse, 

social worker, 

physiotherapist, 

occupational therapist, 

nutritionist.) 

-Face-to-face 

-Treatment clinic 

 

Keefe et al., 

2004 

USA 

Randomised 

Controlled 

Trial 

Osteoarthritic knee patients; 

72 couples; 

Age NR; 

93% retention 

Spouse-assisted Coping Skills Training (SA-

CST): Dyadic coping; goal setting; attention 

diversion and activity-based skills 

 

Exercise Training patient-only (ET): 

endurance, strength and motion training 

 

SA-CST plus exercise training (SA-

CST+ET): Both of the above programmes; 

more emphasis on partner support during 

exercise. 

 

Control group: usual care  

SA-CST: 12 sessions; 2 hour 

per session; 12 weeks 

 

ET: 36 sessions; 60 min per; 

12 weeks 

SA-CST-ET: involved both of 

the above programmes 

 

No follow-up 

 

-SA-CST trained PhD 

psychologists; BA 

level or higher exercise 

psychologists for the 

ET programme 

-Face-to-face 

-Treatment clinic 

 

Kuijer et al., 

2004 

Netherlands 

Randomised 

Controlled 

Trial 

Cancer patients; 

59 couples (69% female); 

Av age 49.5 yrs; 

95% married; 

Av. relationship duration 21.5 

years; 

Av. 2.60 yrs duration; 

85% 

Couple-based Cognitive Behavioural 

Therapy: relationship conflict/ adjustment; 

behavioural and emotional adjustment; 

homework tasks. 

 

Usual care control group 

5 sessions; 

90 min per session; 

bi-weekly; 

1 week and 3 month follow-up 

-Delivered by a 

psychologist plus input 

from a psychiatrist, an 

orthopaedic surgeon 

and a physiotherapist 

-Face-to-face 

-Not specified 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Keefe et al., 

2005 

USA 

Randomised 

Controlled 

Trial 

Cancer patients (43.9% 

female); 

78 couples (76% spouses); 

Av. age 59.48 yrs; 

78.5% Caucasian and 20.35% 

African-American; 

71.8 

Couple-based Management Training: Cancer 

education; communicating with health 

professionals; relaxation/ visual imagery; 

activity pacing; pain coping skills; future 

planning. 

 

Usual care control group 

3 sessions; 

45-60 min per session; 

1-2 weeks; 

No follow-up 

-Delivered by four 

nurse educator 

specialising In cancer 

pain/ coping skills 

-Face-to-face 

-Patients home 

 

Remien et al., 

2005 

USA 

Randomised 

Controlled 

Trial 

HIV-seropositive individuals 

(54% male); 

215 couples; 

Av. age 42 yrs; 

76% unemployed; 

62% African-American  and 

24% Latino; 

91% 

Brief couple-based intervention: Education; 

structured discussions; collaborative problem-

solving; couples communication; 

transmission/acquisition prevention.  

 

Control group: usual care  

4 sessions; 

45-60 min per session; 

5 weeks; 

2 weeks, 3 months and 6 

month follow-up 

-Facilitated by a nurse 

-Face-to-face 

-HIV/AIDs outpatient 

clinics 

 

Giesler et al., 

2005 

USA 

Randomised 

Controlled 

Trial 

Prostate carcinoma patients; 

99 couples; 

Av. age 63.8 yrs; 

90% Caucasian; 

93% ≤high school; 

96% married; 

86% (patients-only) 

Couple-based psychoeducation:  Quality of 

life issues; symptom management; problem-

solving; negative emotions; dyadic coping. 

 

Usual care control group 

6 sessions; 

Duration per session not 

specified; 

6 months; 

4, 7 and 12 month follow-up 

-Delivered by a nurse 

trained for the 

programme 

-Face-to-face and 

telephone-based 

-Multisite (home and 

treatment clinic) 

Canada et al., 

2005 

USA 

Randomised 

Controlled 

Trial 

Prostate carcinoma survivors; 

84 couples; 

Av. age 61.5 yrs (8.3 SD); 

81.5%Caucasian; 

88.5% ≥college education; 

Av. relationship 27 yrs (10.75 

SD); 61% retention 

Sexual rehabilitation counselling 

Couple-based group: Cancer education; 

coping; communication skills; CBT. 

 

Patient-only group: As above but excluding 

partner. 

4 sessions; 

Session 1 (60-90min) and 

session 2-4 (45-60 min); 

4 weeks; 

3 and 6 month follow-up 

 

-PhD level clinical 

psychologist/ masters 

level counsellor 

-Face-to-face 

-Cancer centre 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Manne et al., 

2005 

USA 

Randomised 

Controlled 

Trial 

Breast cancer patients; 

119 couples; 

Av. age 49.5 yrs; 

89.5% Caucasian; 

66.4% ≥college; 

Av. relationship duration 22 

yrs; 

52.1% stage 2 cancer; 

57.2% use psychosocial 

supports; 

73% 

Couple-based psychosocial intervention: 

Sharing emotions; dyadic stress management; 

dyadic coping; communication skills; 

relationship change; homework sensate focus. 

 

Usual care control group  

6 sessions; 

90 min per session; 

6 weeks; 

6 month follow-up 

 

-Interventionist not 

specified 

-Face-to-face 

-Treatment clinic 

 

Campbell et 

al., 2007 

USA 

Randomised 

Controlled 

Trial 

Prostate Cancer Patients; 

30 couples; 

Av. age 60.3 years; 

≥high school education (21%); 

75% 

Coping Skills Training (CST): 

Prostate cancer education; problem-solving 

skills; cognitive and behavioural training i.e. 

communication skills, activity pacing, and 

relaxation techniques. 

 

Usual Care 

6 sessions;  

60 min per session; 

6 weeks; 

No follow-up 

-Delivered by African-

American doctoral 

level medical 

psychologists with 

training in CST and 

specialised knowledge 

of prostate cancer. 

-Telephone-based 

-Couple‘s home 

Badger et al., 

2007 

USA 

Randomised 

Controlled 

Trial 

Breast cancer patients; 

96 couples (63% spouses); 

Av. age 52.9 years; 

85.9% Caucasian; 

78.5% educated above high 

school; 

62.6% full/part-time 

employment; 

73.5 married; 

Av. relationship duration 23.6 

years; 

92% 

Telephone-interpersonal counselling (TIP-C): 

cancer education; emotional issues; social 

support (patients and partners separately). 

 

Self-managed exercise: Planning/ tracking 

exercise. 

 

Attention control group: cancer information 

TIP-C: 6 sessions;  

34 min per session; 6 weeks 

 

Self-managed exercise: 6 

sessions; 11 min per session; 6 

weeks (X3 bi-weekly partner 

phone calls) 

 

Control: 6 sessions; 7 min per 

session; 6 weeks (X3 bi-

weekly partner phone calls; 6 

and 10 week follow-up 

-Delivered by a 

psychiatric nurse 

counsellor with 

oncology specialism 

-Telephone-based 

-Couple‘s home 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Kalaitzi et al., 

2007 

Greece 

Randomised 

Controlled 

Trial 

Postmastectomy patients; 

40 couples; 

Av. age 52.52 yrs; 

100% married; 

Av. relationship duration 24 

yrs; 

100% 

Brief couple-based and sex therapy: 

Mastectomy wound unveiling; 

communication skills; sensate focus; body 

imagery issues. 

 

Control group: usual care. 

6 sessions; 

Length of each session not 

described; 

Bi-weekly; 

No follow-up 

 

-Specialist breast 

cancer therapist 

-Face-to-face 

-Cancer clinic 

 

Northouse et 

al., 2007 

USA 

Randomised 

Controlled 

Trial 

Prostate cancer patients; 

235 couples; 

Av. age 61 yrs; 

84% Caucasian; 

Av. education 15.5 yrs;  

Median family income 

$50,000-75,000; 

65% recently diagnosed; 

82.9% 

Couple-based supportive education (FOCUS 

programme): 

Increasing positivity; challenging uncertainty; 

coping skills; managing symptoms. 

 

Usual care control group 

3 in-person sessions; 90 min 

per session; 

PLUS 2 telephone sessions;  

30 min per session; 

4 month duration. 

 

4, 8 and 12 month follow-up 

-Delivered by nurses 

specially trained for the 

intervention 

programme 

-Face-to-face and 

telephone 

-Couple‘s home 

 

Martire et al., 

2008 

USA 

Randomised 

Controlled 

Trial 

Osteoarthritis patients (72% 

female); 

242 couples; 

Av. age 69 yrs (7.6 SD); 

92% Caucasian; 

Av. education 14.4 yrs (1.9 

SD);  

Av. OA duration 15.2 yrs (10.7 

SD); 

Av. 41 yrs married; 

65-70% retention  

 

Couple-based education and support (CES): 

Arthritis education; self-care and 

communication skills; coping with emotions. 

 

 

Patient-orientated education and support 

(PES): As above however partner not 

involved in programme. 

 

Control group included: usual care. 

6 sessions; 

2 hours per session; 

6 weeks; 

2-3 and 6 month follow-up 

-PES and CES 

facilitators trained by 

the Arthritis 

Foundation lead each 

experimental group 

(Both also followed an 

intervention manual) 

-Face-to-face 

-Treatment clinic 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Fife et al., 

2008 

USA 

Randomised 

Controlled 

Trial 

Persons living with HIV 

(69.5% male); 

84 couples; 

66.5% Caucasian; 

74.5% aged 20- 39; 

85-95% ≥high school; 

67% earned <19,000 (44% of 

which <$9,000); 

49% retention 

Couple-based psychosocial programme: 

Communication skills; appraising stress; 

dyadic coping and problem solving; social 

support. 

 

Patient-only therapy: Emotional support and 

guidance for any interpersonal issues. 

 

 

 

Couple-based therapy: 

4 sessions; 

2 hours per session; 

2 weeks; 

3 and 6 month follow-up 

 

Patient-only therapy: 

4 phone calls; 

Bi-weekly 

-Facilitator not 

specified 

-Face-to face (couples 

group) and telephone-

based (patient-only 

group) 

-Treatment clinic/ 

couples home 

 

 

Ward et al., 

2009  

USA 

Randomised 

Controlled 

Trial 

Cancer patients; 

161 dyads; 

58.54 yrs (11.77 SD); 

89% Caucasian; 

71% married; 

78% retention 

 

Dyad Representational Intervention to 

Decrease Cancer Pain (RIDcancerPain): 

Cancer beliefs about pain and treatment; 

cancer education; conceptual and behavioural 

change; future planning; follow-up phone 

calls to assess/ amend plans. 

 

Solo RIDcancerPain: As above but excluding 

partners. 

 

Control group: usual care 

3 sessions; 

X1 20-80 min and x2 5-10 

min sessions; 

4 weeks; 

5 and 9 week follow-up 

-Delivered by 7 

masters level students 

or psychologists 

-Telephone-based 

-Couples home 

 

Porter et al., 

2009, 2012 

USA 

Randomised 

Controlled 

Trial 

Gastrointestinal cancer patients 

(71% male); 

130 couples; 

Av. age 59.4 yrs; 

83.3% Caucasian; 

88.8% ≥high school; 

64.6% stage 4 cancer; 

79% 

 

 

Partner-assisted emotional disclosure: Sharing 

emotions; how partners can 

support/listen/reassure; dyadic problem-

solving. 

 

Information control group: Cancer 

information; sign-posting finance/ social 

resources. 

4 sessions; 

75 min session 1 and 45 min 

sessions 2-4; 

4-8 weeks; 

Follow-up not specified 

-Delivered by a 

masters-level social 

worker or psychologist 

-Face-to-face 

-Cancer clinics 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Baucom et 

al., 2009 

USA 

Randomised 

Controlled 

Trial 

Breast cancer patients; 

14 couples; 

Median age 50 years; 

86% Caucasian; 

Median school education 16 

yrs; 

100% married (median 15 yrs); 

78.5% had prior  surgery; 

78% 

Couple-based relationship enhancement: 

Breast cancer education; communication 

skills, disclosing difficult emotions; decision-

making; body/ sexual issues; existential 

thinking; homework tasks. 

 

Control group: usual care 

6 sessions; 

75 min per session; 

Bi-weekly; 

1 year follow-up; 

 

-Delivered by clinical 

doctoral students 

trained in couples 

therapy 

-Face-to-face 

-University hospital 

 

Kayser, 

Feldman, 

Borstelmann, 

& Daniels, 

2010 

USA 

Randomised 

Controlled 

Trial 

Breast cancer patients; 

47 couples; 

Av. age 47.5 yrs; 

87.2% married 

Av. relationship duration 19 

yrs; 

88.35% colledge ed; 

30.4% patients treated for 

depression; 

75% 

Partners in Coping Program (PICP): 

Communication skills; collaborative coping 

and problem solving; intimacy issues. 

 

Hospital standard social work services 

control: involved information on counselling, 

crises intervention, and support with 

discharge. 

9 sessions; 

1 hour per session; 

Bi-weekly (av. Duration 5 

months); 

6 and 12 month follow-up 

 

-Delivered by clinical 

and oncology social 

workers (masters level) 

trained for the 

programme 

-Hospital 

-Face-to-face 

 

Manne et al., 

2011 

USA 

Randomised 

Controlled 

Trial 

Prostate cancer survivors; 

71 couples; 

Av. age 57.85 yrs; 

85.9% Caucasian; 

71.85% ≥college ed; 

95.1% married; 

Av. relationship duration 27 

yrs; 

84.5% Stage 2 Cancer; 

88% 

Intimacy-Enhancing Therapy (IET): Sharing 

emotions/ thoughts; understanding each 

other‘s cancer experience; discussing cancer 

worries; intimacy issues. 

 

Usual care control group 

5 sessions; 

90 min per session; 

5 weeks; 

Follow-up 2 months-post 

baseline assessment. 

 

 

-Delivered by 

therapists trained in 

manual-guided IET 

-Face-to-face 

-Cancer centre 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

El-Bassel et 

al., 2011 

USA 

Randomised 

Controlled 

Trial 

HIV seropositive individuals 

(60.37% female); 

535 African American couples; 

Av. age 43.41 yrs (8.08 SD); 

28.46% employed; 

81.8% retention 

Health promotion intervention 

Patient-only: risk behaviour reduction; 

nutrition; exercise; disease screening; self-

efficacy; future planning. 

 

HIV/STD risk reduction intervention 

Couple-based: STDs/ HIV transmission and 

acquisition prevention strategies. 

8 Sessions; 

2 hours per session; 

8 weeks; 

6 and 12 month follow-up 

-African American 

male and female co-

facilitators  

-Face-to-face 

-Treatment clinic 

 

Trief et al., 

2011 

USA 

Randomised 

Controlled 

Trial 

Type 2 diabetes patients 

(63.6% females); 

44 couples; 

Av. age 59.9 yrs (10.2 SD); 

Av. education 14.1 yrs (2.3 

SD); 

Duration diabetes 13.4yrs (11 

SD); 

90.9% retention 

Enhanced Usual Care (EUC) control group:  

X2 diabetes education sessions; meal 

planning. 

 

Couple-based intervention: EUC; 

collaborative goal setting and problem 

solving; communication. 

 

Patient-only intervention: EUC; goal setting 

for dietary change. 

Intervention groups: 

X2 EUC sessions + X9 

intervention sessions; Length 

NR. 

 

EUC controls: X2 EUC 

sessions. 

 

3 and 6 month follow-up 

-Facilitated by a 

Certified Diabetes 

Educator (all groups) 

and a marriage and 

family therapist 

(Couples and the 

individuals group). 

-Telephone-based 

-Couples home 

Abbasi et al., 

2012 

Iran 

Randomised 

Controlled 

Trial 

Chronic low back pain patients 

(88% female); 

36 couples; 

Av. age 45 yrs (10 SD); 

Pain ranged 6-276 mths; 

81% retention 

 

Spouse-assisted multidisciplinary pain 

management programme: Dyadic coping and 

pain management; collaborative goal setting; 

communication skills. 

 

Patient-only multidisciplinary pain 

management programme: As above however 

no focus on or inclusion of partners. 

 

Control group: usual care. 

7 sessions; 

2 hours per session; 

7 weeks; 

12 month follow-up 

 

-Both intervention 

groups facilitated by a 

clinical psychologist 

-Face-to-face 

-Pain clinic 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Heinrichs et 

al., 2012 

Germany 

Randomised 

Controlled 

Trial 

Breast or gynaecological cancer 

patients; 

72 couples; 

Av. age 52.45 yrs; 

70.5% moderate-high 

education; 

82% married 

Av. relationship length 22yrs 

67% 

Relationship skills (Side-by-side):  

Communication skills, sharing emotions, 

relationship issues; dyadic coping. 

 

Control group: Information provision and 

sign-posting to added resources. 

Side-by-side: 

4 sessions; 

2 hours per session; 

Bi-weekly; 

 

Control group: 

1 session; 

2 hours; 

6 and 12 month-follow-up 

-Delivered by a 

therapist trained in the 

intervention protocol 

-Cancer centre 

-Face-to-face 

 

Ågren, 

Evangelista, 

Hjelm, & 

Strömberg, 

2012 

Sweden 

Randomised 

Controlled 

Trial 

Chronic heart failure (CHF) 

patients (75% male); 

155 couples; 

Av. age 69.75 yrs; 

66% NYHA functioning class 

of III/IV; 

51% 

Psycho-educational counselling: 

CHF education; managing symptoms, 

lifestyle change; intimacy/ psychosocial 

support; goal-setting. 

 

Control group: usual care. 

3 sessions; 

60 min per session; 

12 weeks (max); 

3 and 12 month follow-up 

-Trained nurses 

-Face-to-face plus 

computer-based 

component 

-Hospital 

 

Mclean et al., 

2013 

Canada 

Randomised 

Controlled 

Trial 

Metastatic cancer patients; 

42 couples; 

Av. age 50.24 yrs; 

Av. relationship length 20yrs; 

45.96% college/ university 

degree; 

86% 

Emotionally Focused Therapy (EFT): 

Enhancing mutual understanding; relationship 

quality and intimacy; communication skills; 

negative thoughts/ behaviours. 

 

Control group: usual care. 

8 sessions; 

1 hour per session; 

8 weeks (on average); 

3 month follow-up 

 

 

-Delivered by an EFT 

trained psychologist 

-Face-to-face 

-Hospital or couples‘ 

homes 

 

Voils et al., 

2013 

USA 

Randomised 

Controlled 

Trial 

Hypercholesterolemia patients 

(95% male); 

255 couples; 

Av. age 61.3 years; 

64.9% Caucasian;  

76.1% above high school 

education; 

17.3% deemed high risk; 

83% 

Couple-based lifestyle intervention: 

Education and self-care; problem-solving 

skills; goal setting; communication skills; 

healthy behaviours (patient and partner 

phoned separately). 

 

Control group: usual care 

 

 

9 sessions ( 9 for patients and 

9 for partners separately); 

Length not specified; 

9 months; 

11 month follow-up 

-Delivered by a 

research nurse trained 

for the intervention  

-Telephone-based 

-Medical centre and 

couples‘ homes 
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Author(s) 

Country 

Study 

design  

Target population (Illness 

type, no of participants, mean 

age (+ SD), relevant 

demographics) and Retention 

Intervention type(s) and contents 

 

Frequency (no of sessions, 

length of session, duration of 

intervention, follow-up) 

Intervention 

facilitator 

Mode 

Location 

Reese et al., 

2014 

USA 

Randomised 

Controlled 

Trial 

Colorectal cancer patients; 

23 couples;  

Av. age 52.9 yrs; 

88.8% Caucasian; 

100% ≥high school ed; 

Av. relationship duration 21.83 

yrs; 

Av. time since diagnosis 23.7 

years; 

78% 

Telephone-based Intimacy Enhancement (IE): 

Information on sexual issues in colorectal 

cancer; goal-setting; worries; communication 

skills; collaborative coping; future planning; 

homework tasks. 

 

Control group: waiting list. 

4 sessions; 

50 min per session; 

4 weeks; 

No follow-up 

 

-Interventionist not 

specified 

-Telephone-based 

-Home 

 

McVay et al., 

2015 

USA 

Randomised 

Controlled 

Trial 

Hypercholesterolemia patients 

(94.9% male); 

255 couples; 

Av. age 61.3yrs; 

64.9% Caucasian; 

65.9% 

Couple-based lifestyle intervention: education 

and self-care; choice of following: diet, 

exercise, patient-physician communication, 

medication adherence; goal setting/ spouse 

support plans. 

 

Control group: usual care 

10 sessions; 

Length not specified; 

10 months; 

1 month follow-up 

-Trained research nurse 

-Telephone-based 

-Couples‘ homes 
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Table 2.4: Study outcomes and quality assessment (N= 35) 
 

  

Author(s) Outcome measures (patient measures, unless measure specified 

as for partner/ both) 

Main findings (effect sizes (Cohen’s d)
 
 for significant group 

interactions where available (p<.05) Term ‘experimental 

group’ refers to the couples intervention group) 

Quality 

assessment 

Lenz & 

Perkins, 2000 

Patient Outcomes: 

Physical health (self-report checklist of symptoms and 

complications) 

Satisfaction with nursing (Patient Satisfaction Questionnaire; 

original version) 

 

Patient and Partner outcomes: 

Emotional health (Center for Epidemiologic Studies-Depression 

(CES-D) Scale) 

Functional health status (pictorial self-report (COOP) chart) 

 

The experimental group reported more negative symptoms/ 

complications than controls (complications significantly higher 

for experimental group pre-discharge). Family depression 

scores decreased compared to patients at 6 and 12 weeks. No 

other group interactions. Effect sizes unavailable. 

Strong 

Hartford, 

Wong, & 

Zakaria, 2002 

Patient and Partner Outcomes 

The Beck Anxiety Inventory (BAI) 

After 3 days more experimental patients scored in the lower 

anxiety threshold compared with controls (p<.04). No other 

group interactions. Effect sizes unavailable. 

Moderate 

Mishel et al., 

2002 

Cognitive status (The Mini-Mental State Examination (MMSE)) 

Mishel Uncertainty in Illness Scale) 

Uncertainty management (problem solving and cognitive re-

framing subscales of the Self-Control Scale and measures of 

prostate carcinoma knowledge and patient-provider communication 

designed by the authors). 

The Cancer Knowledge Scale 

Patient-provider communication (5-item scale designed by the 

authors) 

Symptom Distress Scale 

 

Cognitive reframing (d= -0.14) improved for men in the 

experimental group at 4 months compared to the patient-only 

group and controls. Sexual satisfaction improved for African-

American participants in the experimental group at 4 months 

(d= 0.16) and Caucasian males in the experimental group 

reported less symptoms at 4 months (d=-0.27) when compared 

with controls. The experimental group scored better than 

controls at 4 months on problem solving (d= 0.31) and urine 

flow control (d= 0.24). No other group interactions. 

 

Strong 

Riemsma, 

Taal, & 

Rasker, 2003 

Self-efficacy (The Arthritis Self-Efficacy Scale) 

Health behaviours and self-management (question manual) 

Health status (sub-scales from the Disease Activity Scale and the 

Dutch Arthritis Impact Measurement Scales 2 and the Visual 

Analogue Scale) 

On measures of self-efficacy for other symptoms (p<.01) and 

fatigue (p=.01) at 12 months improved for the patient-only 

group. A trend for greater hours of exercise practice was seen 

for the patient-only and experimental groups when compared 

with controls (p=.06). No group interactions across any other 

Weak 
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Social interactions (items measuring social support) 

Treatment Credibility and Group leader competence (measured 

through supplementary questions in the post-treatment 

questionnaire) 

 

measures. Effect sizes unavailable.  

Nezu  et al., 

2003 

Hamilton Rating Scale for Depression)  

Vulnerability to emotional-distress (Omega) 

Self-reported mood scale (Profile of Mood States; POMS) 

Cancer Inventory of problem situations (CARES) 

Brief Symptom Inventory(GSI) 

Patient adjustment (Katz Adjustment Scales–Relative Report Form 

(KAS-R)) 

Quality of life (QL Index) 

Social Problem Solving Inventory-Revised (SPSI-R) 

 

At 6 month follow-up the experimental group scored better than 

the patient-only group on POMS (d= -0.45), GSI (d= -0.87), 

KAS-R psychiatric symptoms (d= -1.00) and KAS-R 

interpersonal/ social behaviours (d= -0.32). Compared to 

controls, the experimental intervention groups scored better on 

HRSD (d =4.49), SPSI-R (d= 4.93), Omega (d= 2.06), GSI (d= 

-4.59), POMS (d= -2.04), CARES (d= -4.83), KAS-R 

psychiatric symptoms (d= -1.47), KAS-R interpersonal/ social 

behaviours (d= -1.27). 

 

Strong 

Martire et al., 

2003 

Patient-only Outcomes: 

Depressive symptoms (Centre for Epidemiology Studies–

Depression scale (CES-D)) 

Arthritis self-efficacy  (2 subscales from the Arthritis Self-Efficacy 

Scale) 

Pain (Arthritis Impact Measurement Scales (AIMS2)) 

Disability (items from the Health Assessment Questionnaire) 

Plus supplementary questions measured via Likert scales: 

Satisfaction with spousal assistance 

Spousal Emotional Support  

Spousal insensitive responses 

 

Partner-only Outcomes: 

Caregiving Stress (measured via a Likert scale) 

Care-giving mastery (4-item scale for family members) 

Depressive symptoms (CES-D) 

 

Arthritis self-efficacy improved in the experimental group (d= 

0.60). No other group interactions. 

Weak 
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Scott, 

Halford, & 

Ward, 2004 

Patient and Partner Outcomes: 

Couple communication (conversation/discussion based assessment) 

Coping (Revised Ways of Coping Questionnaire— Cancer Version 

(WOC–CA)) 

Psychological distress  (2 subscales from the Psychosocial 

Adjustment to Illness Scale—Self Report (PAIS–SR)) 

sexual functioning, and body image (assessed via self-report) 

 

Patient-only Outcomes: 

Avoidance and experience of negative thoughts/behaviours (Impact 

of Event Scale (IES)) 

The Sexual Self Schema Scale (SSS) 

Brief Index of Sexual Functioning (BISF) 

Client Satisfaction Questionnaire (CSQ) 

Couple‘s coping (p<.05) improved for the experimental group 

(d= 1.23). Compared to females in the patient-only and control 

groups, females in experimental group had lower psychological 

distress (d= -0.22), lower avoidance behaviours (d= -0.39), 

better sexual self-schemas (d= 0.80) and sexual intimacy (d= 

0.91). No other group interactions. 

Strong 

van Lankveld 

et al., 2004 

General measures: 

Disease activity (Disease Activity Score (DAS)) 

Physical functioning (‗mobility‘, ‗pain‘ and ‗dexterity‘ subscales of 

the Impact of Rheumatic Diseases on General Health and Lifestyle 

(IRGL)) 

Psychological functioning (‗depressive mood‘ and ‗anxiety‘ 

subscales of the IRGL) 

Cognitive appraisal of disease stressors (‗pain‘ subscale from the 

IRGL) 

Patients passive pain coping (Coping with Rheumatoid Stressors 

Questionnaire (CORS)) 

 

Marriage related measures: 

Maudsley Marital Questionnaire (MMQ) 

Social support (‗potential support‘ and ‗actual support‘ subscales 

from the IRGL) 

Patients perception of spousal criticism (assessed via a single scale 

from the spouse reaction questionnaire) 

Communication improvement (assessed using a scale designed by 

the authors) 

 

No group interactions. Moderate 

Keefe et al., Patient only Outcomes: Self-efficacy improved for coping skills plus exercise training Strong 
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2004 Aerobic fitness and strength assessments  (bicycle ergometry and 

strength testing measures) 

Pain coping (Coping Strategies Questionnaire; CSQ) 

Arthritis Self-Efficacy Scale 

Marital adjustment (Dyadic Adjustment Scale) 

Psychological and pain disability (Arthritis Impact Measurement 

Scales (AIMS)) 

 

Partner only Outcomes: 

Arthritis Self-Efficacy Scale for spouses  

group (SA-CST+ET) (experimental 1) and the coping skills 

group (SA-CST) (experimental 2) compared to the control 

group (d= 0.30 and 0.25, respectively), and the patient-only 

exercise training group (ET) (d= 0.26 and 0.21). Patient self-

efficacy rated by spouses also improved for the SA-CST+ET 

and SA-CST groups compared to controls (d= 0.17 and 0.21), 

and compared to the the ET group (d= 0.21 and 0.24).  Pain 

coping improved for the SA-CST+ET and SA-CST groups 

compared to those in the ET and control groups (effect sizes 

unavailable). 

Aerobic fitness and muscle strength was greater for the SA-

CST+ET and ET groups compared to the SA-CST group (d= -

0.27 and -0.23, respectively) and in the SA-CST+ET 

participants compared to controls, (d= 0.20).  Leg extension and 

leg flexion increased for the SA-CST+ET group compared to 

the SA-CST and control groups, (SA-CST+ET versus SA-CST 

group: leg extension d= 0.23; leg flexion d= 0.34; SA-CST+ET 

versus controls: leg extension d= 0.30; leg flexion: d= 0.30) and 

for the ET group compared to SA-CST and controls (ET versus 

SA-CST group: leg extension d= -0.41; leg flexion d= -0.41; ET 

versus controls: leg extension d= 0.44; leg flexion d= 0.42).  

No group interactions on measures of marital adjustment or 

psychological pain. 

Kuijer et al., 

2004 

Patient and Partner Outcomes: 

Perceptions of Inequity (Two 8-item scales) 

Relationship Quality (0-10 ladder scale) 

Center of Epidemiological Studies Depression Scale 

 

Relationship quality (d= 0.43), psychological distress (d= -0.55) 

and perceived over investment/under benefit (d= -0.44) and 

under-investment/over benefit (d= -0.44) improved for the 

experimental group until follow-up.  

Moderate 

Keefe et al., 

2005 

Patient Outcomes: 

The Brief Pain Inventory 

Quality of Life (Physical Well- Being and Social/Family Well-

Being subscales of the Functional Assessment of Cancer Therapy-

General 

 

Partner Outcomes: 

Self-efficacy in pain management (modified version of the Chronic 

At post-treatment partners in the experimental group had greater 

self-efficacy for supporting patients control their pain (d= 0.79) 

and other symptoms (d= 0.71), and lower care-giver stress (d= -

0.52), when compared to controls. 

Moderate 
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Pain Self-Efficacy Scale) 

The Caregiver Strain Index 

Mood (shortened version of the Profile of Mood States-B 

 

Remien et al., 

2005 

Viral load and CD4 cell count (blood sample taken at baseline and 

week 8) 

Medication Event Monitoring System (MEMS) cap 

Demographics (Audio computer-assisted self-interviewing 

(ACASI) computer-assisted personal interviewing (CAPI)) 

 

Adherence to medication was greater in the experimental group 

compared to controls post-treatment across three adherence 

measures for total doses taken (d= 0.52) and doses taken within 

specified windows (d= 0.96).  

Strong 

Giesler et al., 

2005 

Bowel, urinary, sexual and cancer concerns (Prostate Cancer 

Quality of Life Instrument (PCQoL)) 

Center for Epidemiologic Studies Depression Scale 

Dyadic Adjustment Scale (Dyadic Satisfaction and Dyadic 

Cohesion subscales)  

General quality of life (The Medical Outcomes Study 36-Item 

Short-Form Health Survey (SF-36)) 

 

Cancer-related worry at 12 months (d= -0.51), sexual function 

at 4 months (d= 0.45) and sexual limitation at 7 months (d= -

0.45) and 12 months (d= -0.45) improved for the experimental 

group when compared with controls. 

Strong 

Canada et al., 

2005 

Patient only Outcomes: 

International Index of Erectile Functioning (IIEF) 

Brief Symptom Inventory (GSI) 

UCLA Prostate Cancer Index (UCLA PCI) 

 

Partner only Outcomes: 

Female Sexual Function Index, (FSFI) 

Dyadic Adjustment Scale (modified version of the DAS) 

Breast Cancer Prevention Trial (BCPT) Symptom Checklist (7-item 

menopausal symptom subscale) 

 

Patient and Partner Outcomes : 

Use and impact of medical treatments (modified questionnaire)  

Short Form Health Survey (used to summarise and correlate mental 

(MCS) and physical (PCS) health measures) 

 

No group interactions were found. Strong 

Manne et al., 

2005 

General distress  (Mental Health Inventory—18 (MHI–18)) 

Distress related to cancer (Impact of Event Scale (IES)) 

Depressive symptoms decreased for the experimental group (d= 

-0.24). No other group interactions.  

Moderate 



51 

 

The Partner Unsupportive Behaviours Scale 

Physical impairment (Functional Status subscale of the Cancer 

Rehabilitation Evaluation System) 

Treatment expectancy and evaluation 

Psychosocial care use (survey) 

Medical variables (disease stage, treatment level and BEC symptom 

ratings) 

 

Campbell et 

al., 2007 

Patient Outcomes: 

Self- Efficacy for Symptom Control Inventory (SESCI) 

Disease specific QOL (Prostate Cancer Index Composite (EPIC)) 

General health QOL (Physical Function and Mental Health Scales 

of the Short Form-36 Health Survey (SF-36)) 

 

Partner Outcomes 

Self- Efficacy for Symptom Control Inventory (SESCI) (partner 

adapted version) 

Profile of Mood States-Short Form (POMS-SF) 

Caregiver Strain Index (CSI). 

 

Bowel bother reduced for patients in the experimental group (d= 

-0.47). No other group interactions found. 

Strong 

Badger et al., 

2007 

Patient and Partner Outcomes: 

Center for Epidemiological Studies Depression Scale 

Anxiety (4-items from the Positive and Negative Affect Schedule 

(PANAS), 1-item from the SF-12 and 3-items from the Index of 

Clinical Stress). 

 

No group interactions. Strong 

Kalaitzi et al., 

2007 

Patient and Partner Outcomes: 

Spielberger‘s State Trait Anxiety Inventory 

Centre for Epidemiological Studies-Depression Scale 

Sexuality and Body Image 

 

Depression (p<.001), state anxiety (p=.006), orgasm frequency 

(p=.04) and satisfaction with relationship (p<.001) improved for 

experimental patients. Effect sizes not available. 

Moderate 

Northouse et 

al., 2007 

Patient and Partner Outcomes: 

Quality of Life (Medical Outcomes Study 12-item short form 

(MOS SF-12) and  Assessment of Cancer Treatment (FACT-G) and  

Assessment of Prostate Cancer Treatment (FACT-P)) 

Appraisal of Illness scale (patients only) 

Illness uncertainly (d= -0.22) and communication (d= 0.22) 

improved for experimental patients at 4 month follow-up, and 

mental QOL (d= 0.31) and FACT-G QOL (d= 0.26) scores 

improved in patients at 4 months.  Partners in the experimental 

group showed less uncertainty (d= -0.28), less negative 

Strong 
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Appraisal of Caregiving scale (partners only) 

Beck Hopelessness Scale 

Mishel Uncertainty in Illness Scale 

Brief Coping Orientations to Problems Experienced scale 

Communication (32-item Lewis Mutuality and Interpersonal 

Sensitivity Scale) 

Lewis Cancer Self-efficacy Scale 

General cancer distress and risk for developing future distress 

(Symptom Scale of the Omega Screening Questionnaire (OSQ)) 

Expanded Prostate Cancer Index Composite ((EPIC) and a 

modified version for partners) 

 

caregiving appraisals (d= -0.32), reduced general symptom 

distress at 4 months (d= -0.34), better self-efficacy (d= 0.27), 

active coping (d= 0.28), and communication (d= 0.29) at 12 

month follow-up, and improved Physical QOL at 8 (d= 0.28) 

and 12 months (d= 0.32). 

 

 

Martire et al., 

2007 

Patient only Outcomes: 

Physical functioning, stiffness and pain perception (Western 

Ontario and McMaster Universities Osteoarthritis Index 

(WOMAC)) 

Depression (Center for Epidemiologic Studies—Depression scale 

(CES–D)) 

The Arthritis Self-Efficacy scale 

Marriage-related satisfaction (Marital Adjustment Test) 

 

Partner only Outcomes: 

Perceived Stress scale  

Depression (CES-D) 

Caregiver mastery (5-items specific to caregivers and 5-tems 

specific to arthritis) 

Critical attitudes (assessed by 4-items) 

Marriage-related satisfaction (Marital Adjustment Test) 

At 6 month follow-up the patient-only group had improved total 

WOMAC scores (d= -0.06) and WOMAC physical function 

scores (d= -0.15) compared to the experimental group. At 6 

months spousal support increased for patients in the 

experimental group (d= 0.22). Spouses in the experimental 

group had lower perceived stress (d= -0.28) compared to 

spouses in the patient-only group. Perceived stress reduced for 

female spouses in the experimental group, but this increased for 

female spouses in the patient-only group. 

Strong 

Fife et al., 

2008 

Emotional response (Positive and Negative Affect Schedule—

Expanded Form) 

Illness meaning and personal control (Constructed Meaning Scale 

& the Mastery Scale) 

Coping (Ways of Coping Checklist plus 4 supplementary items 

assessing substance use, The Coping Effectiveness Scale was also 

used to assess coping in the context of dyads) 

Social support (Inventory of Socially Supportive Behavior) 

The experimental group showed reductions in hostility (p<.05), 

guilt (p<.05) and constructed illness meanings (p<.01) across all 

assessment times, negative emotional response (p=.007) and 

joviality (p=.02) at follow-up, and a trend for better total 

positive affect at follow-up (p=.06). No effect sizes available. 

Weak 



53 

 

Symptomology (HIV Symptom Checklist) 

 

Ward et al., 

2009 

Attitudes towards to use of analgesics (The Barriers Questionnaire 

II (BQ-II)) 

Pain severity (5-item composite scale, three of which are taken 

from the Brief Pain Inventory (BPI) Short Form) 

Interference with activities (items from the BPI Short Form) 

Global Quality of Life (G-QOL) 

Negative mood (assessed using a Quality of Life Questionnaire 

(QLQ ) subscale; C30) 

Pain relief from pain management activities (assessed using a single 

item) 

Study evaluation form 

 

Pain relief improved for the experimental group (d= 0.85). At 

follow-up, attitudinal barriers decreased for the experimental 

group (d= -1.42) in comparison to controls. 

Moderate 

Porter et al., 

2009 

Patient and Partner Outcomes: 

Relationship quality (Quality of Marriage Index (QMI)) 

Miller Social Intimacy Scale (MSIS) 

Psychological distress  (Profile of Mood States-Short Form) 

‗Holding back‘ (10-item measure assessing extent of disclosure and 

sharing between partners) 

 

Quality of relationship (p=.02) and intimacy (p=.05) for 

experimental couples was better than controls post-treatment 

when baseline holding back scores were high. No other group 

interactions. Effect sizes unavailable. 

Moderate 

Baucom et al., 

2009 

Patient and Partner Outcomes: 

Quality of Marriage Index 

Derogatis Inventory of Sexual Functioning 

Brief Symptom Inventory-18 

Posttraumatic Growth Inventory 

 

Patient outcomes: 

Functional Assessment of Cancer Therapy 

Self-image Scale 

Brief Fatigue Inventory 

Brief Pain Inventory  

Rotterdam Symptom Checklist 

 

Experimental patients showed greater self-acceptance (d=1.02), 

perceived partner acceptance of their self- image (d=0.80), less 

symptoms (post-treatment d=-0.86; 1 year d=- 0.61) and visual 

pain (post-treatment  d= -0.59; 1 year d= -0.53), improved 

relationship satisfaction (post-treatment d= 0.48; 1 year d= 

0.77) and functional wellbeing (post-treatment d= 0.97; 1 year 

d= 1.14) and lower fatigue (post-treatment d= -1.67; 1 year d= -

0.90). Experimental partners had lower fatigue (post-treatment 

d= -0.32; 1 year d= -0.31), better relationship satisfaction (post-

treatment d= 0.64; 1 year d= 0.34) and improved relationship 

functioning (post-treatment d= 0.38; 1 year d= 1.04). 

Moderate 

Kayser, 

Feldman, 

Patient Outcomes: 

Patient QOL (The Functional Assessment of Cancer Therapy–

No group interactions. Moderate 
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Borstelmann, 

& Daniels, 

2010 

Breast) 

Demographics (Questionnaire) 

 

Partner Outcomes: 

Partner QOL (Quality of Life Questionnaire for Spouses and the 

Illness Intrusiveness Rating Scale) 

Demographics 

 

Manne et al., 

2011 

Patient and Partner Outcomes: 

Psychological distress (The Psychological Distress sub scale of the 

Mental Health Inventory (MHI) 

Psychological wellbeing (The Psychological Well-Being sub scale 

of the MHI) 

Cancer-related distress (The Impact of Events Scale (IES)) 

Cancer concerns (asked to rate concern for 10 cancer-relevant 

issues) 

Relationship satisfaction/functioning (Dyadic Adjustment Scale 

(DAS)) 

Relationship Intimacy (The Personal Assessment of Intimacy in 

Relationships) 

Self-disclosure (3-item scale)  

Perceived Partner Disclosure (3-item scale) 

Perceived Partner Responsiveness (4-item scale) 

Mutual Constructive Communication subscale of the 

Communications Pattern Questionnaire. 

The Demand-Withdraw subscale of the CPQ 

 

No group interactions.  Moderate 

El-Bassel et 

al., 2011 

Patient and Partner Outcomes: 

Health behaviours 

Fruit and vegetable consumption (7-item food frequency 

questionnaire) 

Physical activity (3-tems developed by the Centres for Disease 

Control and Prevention) 

Cancer screening frequency (self-repot) 

 

HIV-positive participants: 

The patient-only group improved across most outcome 

measures; 5-a-day fruit and vegetable intake over the past 

month (d= 1.38), servings of fruit and vegetables over the past 

month (d= 0.87), intake of fatty/ fried food over the past month 

(d= -0.18), achieving physical activity guidelines set over the 

past 7 days (d= 1.39), breast cancer with mammography 

screening over the past 6 months (d= .26) and prostate cancer 

screening over the past 6 months (d= 1.51). 

Weak 
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Alcohol consumption (Cutting down, Annoyance by criticism, 

Guilty feeling, and Eye-openers (CAGE) questionnaire) 

 

Trief et al., 

2011 

Blood pressure and LDL cholesterol  (finger prick blood test) 

Waist circumference 

HbA1c (DCA 2000 haemoglobin tester) 

Summary of Diabetes Self-Care Adherence scale 

 

At 6 month follow-up cholesterol improved in the experimental 

(d= -0.11) group compared with controls. 

Moderate  

Abbasi et al., 

2012 

Pain-induced disability (Roland and Morris Disability 

Questionnaire (RDQ)) 

Pain severity (visual analogue scale (VAS)) 

Fear of movement (Tampa Scale of Kinesiophobia) 

Pain Catastrophizing Scale (PCS) 

Depression, Anxiety and Stress Scale (DASS) 

Marital Adjustment Test (MAT) 

 

The experimental group scored better on measures of 

kinesiophobia when compared to the patient-only and control 

groups, (d= -0.60 and -1.01, respectively) and on rumination 

about pain when compared to the patient-only group and 

controls (d= -0.05 and d= -0.38) at 12 month follow-up. No 

other group interactions. 

Moderate 

Heinrichs et 

al., 2012 

Patient outcome: 

Psychosocial distress (Questionnaire on Stress in Cancer Patients 

(QSC-R23)) 

 

Patient and Partner Outcomes: 

Psychosocial distress (Fear of Progression Questionnaire and 

Dealing with Illness Inventory-Revised scale) 

Benefit finding (The Posttraumatic Growth Inventory) 

Relationship satisfaction (The Quality of Marriage Index) 

Communication (subscale from the Partnership Questionnaire) 

The Dyadic Coping Inventory 

 

Cancer-related distress (d= -0.35) improved for experimental 

patients and fear of progression (d= -0.04), post-traumatic 

growth (d= 0.22), communication quality (d= 0.41) and dyadic 

coping (d= 0.33), improved for experimental patients and 

partners. No other group interactions. 

Moderate 

Ågren, 

Evangelista, 

Hjelm, & 

Strömberg, 

2012 

Patient and Partner Outcomes: 

Demographic information 

General mental, physical and social health  (Short Form–36) 

Control Attitude Scale (CAS) 

Beck Depression Inventory 

 

Patient-only Outcome: 

European Heart Failure Self-Care Behaviour Scale (EHFscBS) 

Experimental patients perceived control over their condition 

improved at 3 months (p<.05). No other group interactions. 

Effect sizes unavailable. 

Moderate 
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Partner-only Outcome: 

Caregiver Burden Scale (CBS) 

 

Mclean et al., 

2013 

Patient and Partner Outcomes: 

Marital Functioning (The Revised Dyadic Adjustment Scale) 

Psychological distress (The Beck Depression Inventory-II (BDI-II) 

and The Beck Hopeless- ness Scale (BHS)) 

 

Partner-only Outcomes: 

Caregiver burden (Demand and Difficulty subscales of the 

Caregiver Burden Scale) 

 

Patient-only Outcomes: 

Perceived caregiver empathic behaviour (10-item Relationship-

Focused Coping Scale (RFCS)) 

 

Marital functioning improved for experimental patients and 

partners (d= 1.00) and perceived caregiver empathic behaviour 

increased for experimental patients (d= 1.00). No other group 

interactions. 

Strong 

Voils et al., 

2013 

low-density lipoprotein cholesterol (LDL-C) 

Goal LDL-C (dichotomous rating) 

Self-reported exercise (Community for Healthy Activities Model 

Program for Seniors Questionnaire) 

Self-reported food intake (Brief Food Frequency Questionnaire) 

Medication compliance (self-report) 

Use of primary health care services (hospitalizations, visits and 

medication use retrieved from the VA Decision Support System's 

national database) 

Calorific intake per day (d= -0.14), total fat per day (d= -0.27), 

saturated fat (d= -0.25) and percentage of calorific intake from 

fat (d= -0.34) was lower for participants in the experimental 

group at follow-up. No other group interactions.  

 

 

 

 

 

Weak 
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Reese et al., 

2014 

Patient and Partner outcomes: 

Sexual distress (The Index of Sexual Satisfaction) 

Sexual communication (Dyadic Sexual Communication Scale) 

Intimacy  (The Miller Social Intimacy Scale) 

Sexual function  (Female Sexual Function Index (FSFI) or the 

International Index of Erectile Functioning (IIEF)) 

The Medical Impact subscale of the Sexual Function Questionnaire 

Self-efficacy (3-items assessing self-efficacy related to  

intimacy/sex) 

Feasibility and acceptability (patient and partners asked to rate 

intervention) 

Sexual distress (d= -1.01), sexual functioning (d= 1.15), sexual 

communication (d= 0.82), dyadic adjustment (d= 0.33), and 

intimacy (d= 0.29) improved for patients in the experimental 

group compared with controls. Female sexual function (d= 

1.29), male sexual function (d= 0.61), sexual communication 

(d= 0.68), sexual distress (d= -0.56), intimacy (d= 0.53), and 

dyadic adjustment (d= 0.45) improved for experimental partners 

compared with controls. 

Strong 

McVay et al., 

2015 

Dietary intake (Brief Block, 2000 Food Frequency Questionnaire) 

The Community for Healthy Activities Model for Seniors measure 

15-item eating self-efficacy scale 

9-item self-efficacy for exercise scale. 

Spousal support for healthy diet (Social Support and Eating Habits 

Survey)  

Spousal support for physical activity (Family Support for Exercise 

Scale) 

Dietary self-efficacy (d= 0.32), dietary spousal support (d= 

0.30), physical activity spousal support (d= 0.21) improved for 

the experimental group. No other group interactions.  

 

Moderate 
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2.3. Discussion 

2.3.1. Summary of findings  

This review examines the effectiveness of different types of couples interventions across 

various health-related outcomes. Somatic, physical, behavioural, and cognitive outcomes 

were best targeted by CBST in couples, due to the substantial emphasis on practical skill-

based learning. RC led to the greatest improvements in interpersonal outcomes for couples, 

and had some of the strongest effect sizes overall, which suggests that this may be an 

important area of need for couples living with chronic illness. Another key observation was 

that many couples interventions achieved greater effects than the same or similar patient-only 

intervention across emotional (Nezu et al., 2003), interpersonal (Martire et al., 2008; van 

Lankveld, van Helmond, Näring, de Rooij, & van den Hoogen, 2004; Scott et al., 2003), 

cognitive (Keefe et al., 2004; Mishel et al., 2002), and somatic outcomes (Abbasi et al., 2012; 

Ward et al., 2009). This suggests that partner-inclusion may provide benefits beyond that of 

the content of the intervention itself. 

2.3.2. Key observations and practical implications 

A key aim of this review was to establish if certain therapeutic approaches are more effective 

at targeting specific chronic illness groups. However it was difficult to draw any robust 

conclusions regarding this, as the therapeutic approach adopted by studies tended to be biased 

towards certain illness populations. For instance, interventions with a RC focus always 

involved couples living with cancer, and this illness group generally responded strongly to 

this approach. Conversely, interventions targeting self-managed chronic illnesses such as 

arthritis, Type 2 diabetes, and chronic pain, had a limited focus on interpersonal issues. 

Interpersonal variables such as relationship satisfaction and intimacy strongly influence 

adjustment in self-managed illnesses such as Type 2 diabetes (Johnson et al., 2013b; 

Dempster, McCarthy, & Davies, 2011) and chronic pain (Rosen et al., 2014; Tollefson, 

Usher, & Foster, 2011), which raises an important shortcoming in the design of interventions 

for  many self-managed chronic conditions. This observation however may be skewed by the 

disproportionate number of studies targeting individuals living with cancer compared with 

other chronic illness populations. 

Some interventions however, did incorporate elements of CBST and RC, which produced 

moderate to strong effects across a range of somatic, cognitive, behavioural and interpersonal 
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outcomes (Baucom et al., 2009; Kuijer et al., 2004; Scott et al., 2003). Using this combined 

approach may therefore be a feasible method of addressing a range of outcomes. 

Furthermore, emotional outcomes were measured across the majority of studies, though not 

all interventions incorporated a module which specifically addressed emotional regulation or 

the sharing of difficult emotions. Interventions that did not include such a module did not 

significantly reduce symptoms of emotional distress, suggesting that more sensitive targeting 

of emotional issues is necessary. Since conducting the current systematic review, a study has 

been published which compares the benefits of a telephone-based behavioural intervention 

for couples living with Type 2 diabetes with a similar patient-only intervention and standard 

diabetes education (Trief et al., 2016). The couples intervention actively engaged partners 

during telephone sessions and tasks, endorsing collaborative problem-solving, sharing 

challenging thoughts/ feelings about diabetes, and addressing relationship conflicts pertaining 

to aspects of diabetes self-care. Participants in the couples intervention group had 

significantly lower glycated haemoglobin (HbA1c), BMI, and diabetes distress at all follow-

up assessment points, while the patient-only group showed reduced diabetes distress at the 4 

and 12 month assessment points (Trief et al., 2016). Such evidence upholds the need to adopt 

an integrative approach in couples interventions, to provide support that is more holistic in 

targeting health outcomes among couples living with chronic illness. 

From 2000 until the present day, couples intervention work has been primarily based in the 

US, with few European studies, and only one non-western country. Cultural variations are 

likely to impact how couples respond and adjust to chronic illness (Holt et al., 2013; Stanton 

& Revenson, 2012; Berg & Upchurch, 2007) and thus will inform the development of the 

intervention itself. The most commonly studied chronic illness was cancer, followed by 

arthritis. Chronic conditions such as Type 2 diabetes and chronic pain remain understudied in 

the context of couples interventions. Such conditions are heavily self-managed and will often 

necessitate a large degree of assistance from partners or spouses, and it is imperative that 

partners‘ understand sufficiently to be able to provide effective emotional support. This 

reaffirms the need for further couples intervention work in the context of understudied, self-

managed conditions. 

Over one third of studies did not assess partner outcomes. This is an important omission as 

where patient outcomes may not be improved there may be still benefits for partners, yet 

these go unseen if they are not assessed. This review exemplifies this as some moderate to 

strong effects are seen among partners but not patients (Canada et al., 2005; Keefe et al., 
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2005). As discussed previously, the role of partners in patient adjustment can be substantial, 

which reinforces the need for more consistent assessment of outcomes in partners. As well as 

this, many studies (37%) did not include a measure of relationship quality or supportiveness 

for couples. As mentioned before, dysfunctional coping styles among couples can negatively 

impact psychological and physical adjustment to chronic illness, and a generic measure of 

relationship quality may usefully explain why it is so difficult for some couples to manage. It 

is important that intervention studies include at least some measure of relationship 

functioning to consider the interpersonal struggles which may underpin maladaptive 

adjustment and poor illness outcomes. In addition, many studies did not clarify the extent to 

which partners took part in the intervention. Several interventions claimed to adopt a dyadic 

focus, for instance by supporting collaborative goal setting, communication/sharing, and 

addressing intimacy sharing (McLean et al., 2013; Heinrichs et al., 2012; Abbasi et al., 2012; 

Manne et al., 2011; Fife et al., 2008; Kalaitzi et al., 2007;  Manne et al., 2005; Remien et al., 

2005; Scott et al., 2003). However the majority of studies were unclear in their 

methodologies about whether partners participated as observers, or whether they were 

actively engaged by intervention facilitators. This makes it difficult to evaluate effectiveness 

between different couples studies, alongside the evident challenge of comparing across illness 

groups.  

A small number of studies included in this review assessed acceptability of the intervention 

or provided the opportunity for participant feedback (Reese et al., 2014; Heinrichs et al., 

2012; Northouse et al., 2007; Riemsma, Taal, & Rasker, 2003). This suggests a missed 

opportunity to further enhance the methodology and content of couples interventions. 

Relatedly, none of the reviewed studies actively involved their target audience (the couples 

themselves) in the prior development phase of the intervention. Instead, couples interventions 

are generally recycled versions of previous patient-only interventions, or are based on 

theories which are not sensitive to the interpersonal aspects of adjustment. Accessing the 

experiences and preferences of couples themselves through interviews or focus groups would 

increase the person-centeredness of a couples intervention, thus improving acceptability and 

likely effectiveness. An example of this approach in practice is a recent mixed-methods study 

designed to develop an existing couples intervention ‗CanCOPE‘, by exploring at first-hand 

what couples find most difficult about living with cancer and how this could be better 

supported (Elliott (nee Murray), Scott, Monsour, & Nuwayhid, 2015). 
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2.3.3. Shortcomings 

Only published papers were included in the database search, which has meant potentially 

overlooking some useful work in the grey literature. Articles were also required to be in 

English, which may have resulted in the exclusion of some relevant work. The strengths of 

this review include adhering to a clear and focused eligibility and search criteria, and by 

assessing the quality of each paper using two independent researchers to ensure 

methodological vigilance. 

2.3.4. Conclusion 

This review presents the benefits of different types of couples interventions across a range of 

health relevant outcomes. Couples interventions tend to lean either towards a skills-based 

approach or a relationship-based approach which influences outcomes. It was also observed 

that the majority of studies did not involve couples in the development of the intervention 

itself. These findings endorse the development of an evidence-based, couples intervention, 

which combines elements of CBST, RC, and techniques for managing difficult emotions. 

Moreover, there is strong need to examine the effectiveness of couples interventions in 

understudied chronic illness populations and across further cultural borders. It is imperative 

also that partner outcomes are more consistently assessed in future work, to provide a more 

comprehensive assessment of effect. The findings from this review are valuable in light of the 

current PhD research. They affirm the need to develop strategies to enhance psychological 

wellbeing among couples living with Type 2 diabetes and provide recommendations for the 

therapeutic approach and methodological design of such support. 

 

Note. A version of this chapter has been published in Patient Education and Counseling:  

Berry, E., Davies, M., & Dempster, M. (2017). Exploring the effectiveness of couples 

interventions for adults living with a chronic physical illness: A systematic review. Patient 

Education and Counseling, 100(7), 1287–1303. doi:10.1016/j.pec.2017.02.015 
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CHAPTER 3 

 Investigating the predictive value of illness perception clusters, relationship quality, and 

coping styles on diabetes distress in individuals with Type 2 diabetes 

 

3.0. Introduction 

Diabetes distress refers to the understandable, but significant emotional distress which is 

directly related to having diabetes. This distress may pertain to control over the diabetic 

regimen, worries and fears about long-term outcomes, tensions among families, and/ or 

feeling unsupported by health professionals (Polonsky et al., 2005). Diabetes distress is 

distinct from clinical depression, due to its specificity to diabetes self-care (Fisher, Gonzalez, 

& Polonsky, 2014), though it can be easily misdiagnosed as depression when assessed by less 

sensitive, survey-based measures such as the Centre for Epidemiologic Studies Depression 

Scale (CES-D) (Fisher et al., 2007). Research shows that diabetes distress, however not 

depression, is associated with long term blood glucose (HbA1c) (Strandberg et al., 2015; 

Fisher, Hessler, Polonsky, & Mullan, 2012; Fisher et al., 2010; Islam, Karim, Habib, & 

Yesmin, 2013), which demonstrates its bearing on long-term clinical outcomes. Nonetheless, 

there is an acknowledged overlap between depression and diabetes distress. For example, a 

cyclical relationship between diabetes distress and depression has been demonstrated (Burns, 

Deschênes, & Schmitz, 2015), and work has also shown that increased diabetes distress over 

time is likely to be a precursor to depression (Hosoya, Matsushima, Nukariya, & 

Utsunomiya, 2012).  

3.0.1. Diabetes perceptions 

As discussed in Chapter 1, illness perceptions or beliefs can contribute as much as 34% to the 

variance in diabetes distress in individuals with Type 2 diabetes (Paddison, Alpass, & 

Stephens, 2007). More specifically, illness perceptions relating to diabetes consequences are 

associated with poorer emotional wellbeing (Hudson, Bundy, Coventry, & Dickens, 2014; 

Paddison et al., 2007), and perceived personal control mediates the relationship between 

diabetes distress and HbA1c (Martinez, Lockhart, Davies, Lindsay, & Dempster, 2017; 

Gonzalez, Shreck, Psaros, & Safren, 2015). Skinner and colleagues (2011) have shown that 

clustering individuals with a recent diagnosis of Type 2 diabetes according to shared illness 

perception schemas predicts depression overtime. Moreover, the clusters they identified also 

https://www.google.co.uk/url?sa=t&rct=j&q=&esrc=s&source=web&cd=2&cad=rja&uact=8&ved=0ahUKEwjb_NO2p7bWAhXNJVAKHVsxD5MQFgg4MAE&url=http%3A%2F%2Fwww.chcr.brown.edu%2Fpcoc%2Fcesdscale.pdf&usg=AFQjCNE7-JsVP_gA6ur-uozjWVl4pNdJvg
https://www.google.co.uk/url?sa=t&rct=j&q=&esrc=s&source=web&cd=2&cad=rja&uact=8&ved=0ahUKEwjb_NO2p7bWAhXNJVAKHVsxD5MQFgg4MAE&url=http%3A%2F%2Fwww.chcr.brown.edu%2Fpcoc%2Fcesdscale.pdf&usg=AFQjCNE7-JsVP_gA6ur-uozjWVl4pNdJvg
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reflected coherently on the narratives conveyed by participants during a set of qualitative 

interviews, supporting the validity of this method of analysis (Skinner et al., 2011). 

Clustering individuals with Type 2 diabetes according to diabetes belief schemas provides a 

useful assessment of risk of depression and offers a novel way of identifying individuals who 

may benefit from psychological support at an early point in their diagnosis, to prevent or 

diminish depressive symptomology. Despite this, it is not yet known if shared illness 

perception schemas also predict diabetes distress in persons with Type 2 diabetes. 

3.0.2. Relationships and diabetes distress 

As revealed in Chapters 1 and 2, a person‘s social environment has an important influence on 

emotional adjustment to diabetes. Poor relationship quality is related to difficulties with 

adjusting to diabetes and unhelpful self-care behaviours (e.g. poor dietary choices) 

(Dempster, McCarthy, & Davies, 2011) and differences in adjustment styles among couples 

influences adherence to a healthy diet (Miller & Brown, 2005). Similarly, overprotectiveness 

of partners (Johnson et al., 2014) and perceived level of support from family members 

(Karslen & Bru, 2014) are significantly associated with diabetes distress. Despite compelling 

evidence capturing the role of significant others in adjustment to diabetes, the influence of 

relationship quality specifically on diabetes distress remains unclear.  

3.0.3. Coping with Type 2 diabetes  

Living healthily with Type 2 diabetes requires individuals to engage in unfamiliar, 

exhausting, and repetitive self-care behaviours. Illness beliefs capture how people make sense 

of (i.e. appraise) their situation, and alongside environmental factors they can have a 

considerable influence on emotional wellbeing. In turn, emotional wellbeing is likely to 

impact on an individual‘s appraisal of their situation. This process of appraisal, which alludes 

to the Common Sense Model (CSM) of self-regulation of health and illness described in 

Chapter 1 (Leventhal, Meyer, & Nerenz, 1980), yields specific coping behaviours. Coping 

strategies are shaped by illness perceptions and can be conducive or harmful to diabetes self-

care. As mentioned in Chapter 1, coping strategies explain a large proportion of the variance 

in diabetes distress among individuals with Type 2 diabetes, with avoidant (behavioural 

disengagement) or emotion-focused (self-blame) coping accounting for the majority of this 

variance (Karlsen, Oftedal, & Bru, 2012; Karlsen, Idsoe, Hanestad, Murberg, & Bru, 2004). 

Moreover research demonstrates that self-blame is more common among individuals with 

Type 2 diabetes than in people with Type 1 diabetes (Karslen & Bru, 2002), which 
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corroborates qualitative work exploring the experience of stigma and feelings of shame in 

females living with Type 2 diabetes (Browne, Ventura, Mosely, & Speight, 2013). 

While existing work demonstrates that certain coping behaviours impact emotional 

wellbeing, there is merit in examining the influence of coping styles on diabetes distress in 

individuals with Type 2 diabetes, relative to that of illness perceptions and social factors. 

Moreover, it would be useful to explore how diabetes perceptions relate to the coping 

strategies people with Type 2 diabetes engage in, and the impact of this on diabetes distress. 

This would offer practical focus for intervention strategies to target emotional distress in 

individuals with Type 2 diabetes. 

Research aims: 

1. To identify groups of people with Type 2 diabetes who share similar beliefs about 

their condition  

2. To investigate the predictive value of illness perception clusters on each of the four 

diabetes distress subscales proposed by Polonsky and colleagues (2005) 

3. To assess the influence of relationship quality on diabetes distress, beyond that of 

illness perception clusters  

4. To assess the influence of different coping approaches on diabetes distress, beyond 

that of illness perception clusters and relationship quality 

5. To examine indirect relationships between illness perception clusters, coping styles, 

relationship quality, and diabetes distress 

 

3.1. Method 

3.1.1. Participants and Measures 

This study was approved by the Health and Social Care Research Ethics Committee for 

Northern Ireland. Participants were recruited using the databases of five General Practices in 

Northern Ireland. Nine-hundred and fifty adults with a diagnosis of Type 2 Diabetes were 

posted out a study pack containing: an invitation letter, an information sheet, a consent form, 

a questionnaire, and a freepost return envelope (see Appendices 3.1-3.4). The questionnaire 

included the following outcome measures (assessed via Cronbach‘s alpha (Cronbach, 1951)):  

- Demographics and Clinical Parameters: Gender, age, ethnicity, relationship status, 

any children currently living at home, estimate of time since diagnosis, diabetes-
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related complications, and treatment (medication or insulin) being received for 

diabetes. Glycated haemoglobin (HbA1c) was accessed via consenting participants‘ 

general practitioner/doctor. 

- Diabetes Distress Scale (DDS) (Polonsky et al., 2005): 17-item questionnaire 

assessing emotional distress across four sub-domains including; ‗physician-related 

distress‘ (Cronbach‘s α=.86), ‗emotional burden‘ (Cronbach‘s α=.91), ‗interpersonal 

distress‘ (Cronbach‘s α=.91), and ‗regimen-related distress‘ (Cronbach‘s α=.92). 

Participants rate each item using a 6 point Likert scale (1=no problem, 6=a serious 

problem). 

- Beck‟s Depression Inventory (BDI) (Beck, Steer, & Brown, 1996): Measures 

depressive symptoms across 21 items, using a 4 point Likert scale. Total scores >17 

are suggested to indicate depression (Beck et al., 1996) (Cronbach‘s α=.67). 

- Revised Illness Perception Questionnaire (IPQ-R) (Moss-Morris et al., 2002): The 

first section asks participants about their experience of symptoms (‗illness identity‘) 

using a list of 14 general symptomology (e.g. fatigue, dizziness) (possible score of 0-

14). Section two consists of 6 subscales using a 5-point Likert scale (0=strongly 

disagree, 5=strongly agree or reversed); ‗timeline acute/ chronic‘ (Cronbach‘s α=.86), 

‗consequences‘ (Cronbach‘s α=.73), ‗personal control‘ (Cronbach‘s α=.86), 

‗treatment control‘ (Cronbach‘s α=.63), ‗timeline cyclical‘ (Cronbach‘s α=.88), 

‗emotional representations‘ (Cronbach‘s α=.90), and ‗coherence‘ (Cronbach‘s α=.69). 

The final section assesses the causal attributions participants‘ attach to their illness 

(18 items), also using a 5 point Likert scale (Cronbach‘s α=.76). 

- Revised Dyadic Adjustment Scale (RDAS) (Busby, Christensen, Crane, & Larson, 

1995): A 14-item scale assessing relationship quality across three subdomains; 

‗consensus‘ (Cronbach‘s α=.88), ‗satisfaction‘ (Cronbach‘s α=.77), and ‗cohesion‘ 

(Cronbach‘s α=.81). All items use 6 point Likert scales (0=always agree/ all the time, 

5=always disagree/ never). 

- The Brief COPE (The Coping Orientation to Problems Experienced- Brief Version) 

(Carver, 1997): 28-items assessing 14 coping behaviours (Cronbach‘s α=.80); 

‗planning‘, ‗active coping‘, ‗positive reframing‘, ‗self-blame‘, ‗behavioural‘ 

‗disengagement‘, ‗substance use‘, ‗acceptance‘, ‗humour‘,  ‗religion‘, ‗denial‘, 

‗venting‘, ‗self-distraction‘, ‗instrumental support-seeking‘, and ‗emotional support-

seeking‘.  
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3.1.2. Statistical analysis (SPSS version 21) 

Hierarchical Cluster Analysis was performed on six subscales (timeline cyclical, 

consequences, personal control, treatment control, timeline acute/ chronic and identity) of the 

IPQ-R (timeline cyclical, consequences, treatment control, and identity subscales were 

previously omitted in Skinner et al., (2011)). Emotional representations and perceived causes 

subscales were not included in the analysis as these do not operate as part of the illness 

perception schema (Moss-Morris et al., 2002; Clatworthy, Hankins, Buick, Weinman, & 

Horne, 2007). Using Ward‘s method of analysis with squared Euclidean distance as the 

similarity measure, the numbers of clusters were identified using the agglomeration table and 

dendrogram. For standardization purposes, all variables were converted to Z scores. The 

number of clusters and cluster centroids identified were entered into a K-Means analysis with 

iteration and classification, which lead to the ultimate clustering of participants. K-means 

analysis has been recommended as the most appropriate method when applying cluster 

analysis to the IPQ-R (Clatworthy et al., 2007), and has been recently used in similar health 

psychology research (Graham, Dempster, McCorry, Donnelly, & Johnston, 2015). A one-way 

Analysis of Variance (ANOVA) test was used to assess significant differences between 

clusters across demographic and medical parameters, illness perceptions, and relationship and 

coping factors. Partial eta-squared (Cohen, 1973) provided an estimate of the size of the 

difference. 

To reduce the number of coping variables to form broader overarching concepts, principal 

components analysis with Direct Oblimin (Oblique Rotation method) was applied. Using the 

scree plot as a gauge, two principal components were extracted and were labelled ‗Adaptive‘ 

and ‗Maladaptive‘ coping approaches (see Table 3.1 for full list of component loadings). 

Self-distraction was removed from the factor analysis due to cross-loading. 

Separate hierarchical regression analyses were performed across each diabetes distress 

subscale, and HbA1c. Demographic variables were entered into the first block, IPQ-R cluster 

memberships were entered into the second block, and relationship quality and coping 

approaches were entered into the third block. IPQ-R clusters and demographics with more 

than two levels were entered as dummy codes. Backward elimination was used to produce the 

most parsimonious model for each outcome variable. Mediation analysis using the PROCESS 

macro for SPSS was used to examine indirect effects between illness perception clusters, 

coping factors, and diabetes distress. The magnitude of indirect effects was assessed using 
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Kappa-squared (κ
2
) (Preacher & Kelley, 2011) and 95% confidence intervals were used to 

assess the suitability of the model. 

Table 3.1: Component loadings for Brief COPE (Oblique Rotation method) 

 
 

 

 

 

 

 

 

 

 

 

 

Note. Component loadings less than an absolute value of 0.3 are suppressed 

 

3.2. Results 

One hundred and sixty-two completed questionnaires were received. The majority of 

participants were male (66%), white (98.1%), with an average age of 68 years. On average 

the sample had a low rate of diabetes-related complications (11%) and well-controlled 

HbA1c (53.5mmol/mol) (NICE guidelines state ≤53 mmol/mol is within normal range for 

people with diabetes) (National Institute for Health and Care Excellence, 2015)). See Table 

3.2 for full descriptives. 

On average participants had low levels of diabetes distress (≤2 (Fisher et al., 2012)), however 

approached the parameter for moderate distress on regimen-related distress (1.9) and 

emotional burden (1.8). Overall 13.6% of participants met the criteria for depression as 

defined by scores >17 (Beck et al., 1996). As demonstrated by cross tabulation (Table 3.3), 

2.5% of participants had elevated diabetes distress (≥3.0 (Fisher et al., 2012)) with no 

depression, 8.6% had moderate diabetes distress (2.0≤2.9) with no depression, 62.3% had low 

 Adaptive coping Maladaptive coping 

   

Active coping .729  

Use of emotional support .620  

Positive reframing .645  

Religion .457  

Use of instrumental support .655  

Acceptance .572  

Planning .793  

Self-distraction .308 .535 

Denial  .624 

Substance use  .511 

Self-blame  .710 

Behavioural disengagement  .730 

Humour  .448 

Venting  .684 
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diabetes distress (1.0<2.0) with no depression, and 13% had no diabetes distress (1.0) and no 

depression. Depression was highest in participants with elevated diabetes distress.  

To elucidate the relationship between diabetes distress and depression in the present sample, 

Pearson‘s correlations were performed on depression and each diabetes distress subscale 

(Table 3.4). The correlations demonstrate weak to moderate, significant positive correlations, 

ranging from .29-.70. This suggests that although a relationship is present, there is a degree of 

discrepancy between the two measures of emotional distress. Diabetes distress was also 

positively related to HbA1c (r=0.14, df=160, p=.049), while depression was not significantly 

related to HbA1c (r=0.074, df=160, p=.191), which further demonstrates this discrepancy. 
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Table 3.2: Participant demographics and clinical parameters 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Note. av. = average, std. = standard deviation 

 

 

 

 

 

 Persons with Type 2 diabetes 

(N=162) 

Gender (sum) (%) 

- Male 

- Female 

 

       107 (66%) 

         55 (34%) 

Age (av. / std.)        68.29 (10.84) 

Ethnicity (sum) (%)  

- White 

- Asian/Asian British 

- Black/African/Caribbean/Black British 

 

       159 (98.1%) 

       1 (0.6%) 

       2 (1.2%) 

Children living at home (sum) (%) 

- No 

- Yes 

 

       141 (87%) 

         21 (13%) 

Duration of diabetes (mean years/ standard 

deviation) (missing 9) 

        10.18 (8.004) 

Medication for diabetes (sum) (%) (missing 2) 

- No 

- Yes 

 

        20 (12.5%) 

      140 (87.5%) 

Insulin use (sum) (%) 

- No 

- Yes 

 

        136 (84%) 

          26 (16%) 

Diabetes-related complications (sum) (%) 

(missing 1) 

- No 

- Yes 

         

        142 (88.8%) 

          18 (11.3%) 

Partner at home (sum) (%) 

- No 

- Yes 

 

           87 (53.7%) 

           75 (46.3%) 

HbA1c (mean mmol/mol / std.)           53 (11.61) 

Beck‘s depression inventory (av. / std.)          8.9 ( 9.44) 

Diabetes distress scale (av. / std.) 

- Physician-related distress 

- Emotional burden  

- Regimen-related distress 

- Interpersonal distress 

- Total 

 

      1.3  (.622) 

      1.8  (1.07) 

      1.9  (1.03) 

       1.43 (.904) 

      1.6  (.782) 
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Table 3.3: Depression group * diabetes distress level Cross Tabulation 

 

 

 

Table 3.4: Pearson‘s correlations for depression across each diabetes distress subscale  

 Depression p value 

Physician-related distress  .286 <.001*** 

Emotional burden  .701 <.001*** 

Interpersonal distress  .516 <.001*** 

Regimen-related distress  .649 <.001*** 

 
Note. *p<.05; **p<.01; ***p<.001 

 

 

 

 

 

 

 

 

 

 

 

 Diabetes distress level  

 Total  None Low Moderate Elevated 

Depression 

 

 No 

depression                       

 

 

Count 

% within diabetes 

distress level     

%  of Total                        

21 

15% 

 

13% 

101 

72.1% 

 

62.3% 

14 

10% 

 

8.6% 

4 

2.9% 

 

2.5% 

140 

86.4% 

 

86.4% 

 

 

 

Yes 

depression      

 

Count 

% within diabetes 

distress level     

%  of total 

0 

0% 

 

0% 

6 

27.3% 

 

3.7% 

7 

31.8% 

 

4.3% 

9 

40.9% 

 

5.6% 

22 

86.4% 

 

13.6% 

Total  Count 

%   within diabetes 

distress level     

21 

13% 

107 

66% 

21 

13% 

13 

8% 

162 

100% 
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3.2.1. Do subgroups of individuals with Type 2 diabetes share similar illness perception 

schemas? 

Three clusters emerged. Cluster 1 (n=23) represents individuals who believe that their 

diabetes has severe consequences on day to day life, who have a strong experience of 

diabetes symptoms, and feel that these symptoms are unpredictable. This group felt that they 

could not adequately control their diabetes. Cluster 2 (n=68) identifies individuals who do not 

have a strong experience of diabetes symptoms, and any symptoms experienced are perceived 

as infrequent. This group do not believe that diabetes has severe consequences on daily life 

and feel that they are able to effectively influence diabetes outcomes. Cluster 3 (n=71) 

represents individuals who do not have a strong experience of diabetes symptoms, but who 

believe that their diabetes is a serious and long-lasting condition. 

Table 3.5 displays the mean difference scores between each cluster across all variables. 

Cluster 1 scored significantly higher across all diabetes distress subscales (reaching above the 

threshold for diabetes distress), and also had a greater incidence of diabetes complications 

and depression. Cluster 1 members assigned significantly more causal attributions to their 

diabetes, particularly causes relating to poor mental health, when compared with cluster 2. 

Cluster 1 members used maladaptive coping approaches significantly more than the 

remaining clusters. Diabetes had less of an emotional bearing on individuals in cluster 2 and 

these individuals scored substantially lower on diabetes distress and depression when 

compared with cluster 1 and (to a lesser extent) cluster 3. There was a trend for lower 

relationship consensus and satisfaction in cluster 1 when compared to the other clusters 

however this was not statistically significant. There was no significant difference in HbA1c 

between the three clusters however there was a trend for higher levels of HbA1c among 

cluster 1 members.
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Table 3.5: Mean Scores, One-way ANOVA results, and effect sizes between clusters 

                         

                                Mean scores & Standard deviations 

 

 

 

  Cluster 1 (n= 23) Cluster 2 (n= 68) Cluster 3 (n= 71) F ratio p value Eta-squared/ ηp
2
 

Gender  .43 .507 .34 .477 .31 .466 .598 .551 .007 

Age  65.32 10.030 68.69 11.903 68.85 9.995 .964 .384 .012 

Duration of Type 2 

diabetes 

 

 

12.381 8.7663 9.138 7.4593 10.512 8.2316 1.418 .245 .019 

Medication  .91 .294 .82 .386 .92 .280 1.547 .216 .019 

Insulin  .17 .388 .13 .341 .18 .390 .345 .709 .004 

Complications  .26 .449 .06 .239 .11 .320 3.561 .031* .043 

HbA1c  54.024 9.2611 52.397 11.1745 53.921 12.8661 .337 .715 .004 

Depression  16.52 11.369 5.21 4.622 10.93 8.674 21.062 <.001*** .209 

IPQ-R identity  6.83 1.586 .71 .947 1.92 1.500 188.850 <.001*** .704 

IPQ-R timeline 

acute/chronic 

 

 

19.26 3.018 19.24 5.373 18.32 2.377 1.056 .350 .013 

IPQ-R consequence  20.70 4.247 14.96 2.617 17.82 3.191 32.723 <.001*** .292 

IPQ-R personal 

control 

 19.39 2.726 20.43 2.153 20.30 2.308 1.793 .170 .022 

IPQ-R treatment 

control 

 

 

13.35 3.419 14.24 1.805 14.00 1.773 1.548 .216 .019 

IPQ-R illness 

coherence 

 13.57 4.708 12.81 4.936 14.03 3.295 1.435 .241 .018 

IPQ-R timeline 

cyclical 

 12.17 4.119 7.07 2.384 11.86 3.361 48.110 <.001*** .377 

IPQ-R emotional 

representations 

 

 

18.52 5.299 12.24 3.158 15.30 3.874 26.046 <.001*** .247 
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IPQ-R emotional 

cause 

 15.1304 5.58655 11.3088 3.81379 13.7324 5.02837 7.780 .001** .089 

IPQ-R behavioural 

cause 

 

 

12.6087 3.18718 10.6029 3.21906 11.3662 3.24363 3.449 .034* .042 

IPQ-R external cause  17.3478 4.45797 16.7353 3.92701 17.5775 4.33808 .721 .488 .009 

Physician-related 

distress 

 

 

1.5000 .95644 1.1801 .40252 1.4542 .89773 2.954 .055 .036 

Emotional burden  3.0261 1.52709 1.2882 .39456 2.0366 .97823 34.413 <.001*** .302 

Regimen-related 

distress 

 2.9478 1.58655 1.4654 .63665 2.0507 1.11341 18.564 <.001*** .189 

Interpersonal distress  2.4203 1.62747 1.1324 .42771 1.6056 .95171 17.438 <.001*** .180 

Diabetes distress total  2.4736 1.25073 1.2666 .31243 1.7868 .85318 23.253 <.001*** .226 

DAS-R consensus  22.00 9.244 25.53 3.544 23.80 5.276 2.677 .074 .051 

DAS-R satisfaction  15.00 4.472 16.38 2.749 16.02 2.592 1.069 .347 .021 

DAS-R cohesion  10.25 4.555 10.40 4.004 10.14 4.470 .045 .956 .001 

DAS-R total  47.25 16.086 52.64 7.197 49.95 9.826 1.818 .168 .035 

Adaptive coping  2.04 .668 1.96 .726 2.02 .583 .184 .832 .002 

Maladaptive coping  1.73 .426 1.22 .283 1.49 .579 12.401 <.001*** .136 

 

Note. *p<0.05; **p<0.01; ***p<0.001 
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3.2.2. Examining the influence of illness perception clusters, relationship quality, and coping 

approaches across the four subscales of diabetes distress. 

The emotional burden subscale produced the strongest regression model, with covariates 

explaining 52.8% of the variance in emotional burden (Table 3.6) [adjusted R
2
=52.8%; 

F(10,68)=8.612; p<.001]. Participant demographics and medical parameters explained 10% 

of the variance, IPQ-R clusters explained 48%, and relationship quality and coping 

approaches added a further 4.8% to the variance in emotional burden. Cluster membership 

accounted for the greatest proportion of the variance in emotional burden. Cluster 1 was 

significantly associated with higher emotional burden when compared with cluster 3, and 

cluster 2 was significantly associated with lower emotional burden when compared with 

cluster 3. Lower relationship consensus and longer duration of Type 2 diabetes were also 

significantly associated with greater emotional burden. The covariates accounted for 44.7% 

of the variance in regimen-related distress (Table 3.6) [adjusted R
2
=44.7%; F(9,94)=7.909; 

p<.001], with demographics and medical parameters explaining 13.1% of this variance, IPQ-

R clusters explaining 17.1%, and relationship quality and coping approaches adding a further 

14.5% to the variance in regimen-related distress. Female gender, cluster 1 membership when 

compared with cluster 2, lower relationship consensus, and maladaptive coping approaches 

were significantly associated with greater regimen-related distress.  

Furthermore, the covariates explained 25.3% of the variance in interpersonal distress (Table 

3.6) [adjusted R
2
=25.3%; F(10,67)=3.269; p=.002]. Illness perception clusters accounted for 

14.7% and relationship variables and coping approaches accounted for 10.6% of the variance 

in interpersonal distress. Participant demographics or medical parameters did not 

significantly contribute to the variance in interpersonal distress. Cluster 1 membership and 

maladaptive coping were significantly associated with higher interpersonal distress. Lastly, 

covariates explained 9.1% of the variance in physician-related distress (Table 3.6) [adjusted 

R
2
=9.1%; F(7,95)=2.185; p=.036]. Participant demographics and medical parameters 

explained 5.3% of the variance and relationship quality and coping approaches accounted for 

3.8% of the variance in physician-related distress. Illness perception clusters did not 

significantly contribute to the variance in physician-related distress. Female gender and lower 

relationship cohesion were significantly associated with higher physician-related distress. 
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Table 3.6: Summary of regression models across each diabetes distress subscale 

 

 
Note. βeta= standardised coefficients; *p<.05; **p<.01; ***p<.001

 Emotional Burden Regimen-related Distress Interpersonal Distress Physician-related 

Distress 

βeta p βeta p βeta p βeta p 

Gender .088 .305 .199 .018* .155 .168 .269 .011* 

Age -.189 .063     -   -     -   -     -   - 

Duration of Type 2 diabetes .234 .020* .018 .825 .104 .359 -.130 .206 

Medication     -   - .136 .099     -   - .175 .092 

Insulin .114 .212     -   -     -   -     -   - 

Partner has diabetes -.123 .161     -   - -.101 .392     -   - 

Complications     -   -     -   - .068 .565     -   - 

Cluster 1 versus cluster 2     -   - .334 <.001*** .330 .010* .145 .175 

Cluster 3 versus cluster 2     -   - .039 .646 .190 .105 .050 .638 

Cluster 1 versus cluster 3 .389 <.001***     -   -     -   -     -   - 

Cluster 2 versus cluster 3 -.334 .001**     -   -     -   -     -   - 

DAS-R consensus -.201 .038* -.237 .040*     -   -     -   - 

DAS-R satisfaction .156 .105 .007 .943     -   - .211 .068 

DAS-R cohesion     -   - -.166 .069 -.280 .161 -.275 .015* 

DAS-R total     -   -     -   - .118 .565     -   - 

Adaptive coping     -   -     -   - -.130 .252     -   - 

Maladaptive coping .154 .111 .192 .047* .329 .011*     -   - 
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3.2.3. Exploring indirect relationships between coping strategies, illness perceptions, 

relationship quality, and diabetes distress 

 

Indirect effects were observed for the relationship between illness perception clusters and 

diabetes distress, through maladaptive coping factors. As shown in Figure 3.1, maladaptive 

coping factors partially mediated the relationship between cluster 1 membership and diabetes 

distress (β= 0.317, 95% CIs [0.147, 0.604]), with a medium effect (κ
2
=0.14, 95% CIs [0.064, 

0.248]). As shown in Figure 3.2, maladaptive coping strategies partially mediated the 

relationship between cluster 2 membership and diabetes distress (β= -0.278, 95% CIs [-0.461, 

-0.142]), demonstrating a medium effect (κ
2
=0.17, 95% 95% CIs [0.101, 0.261]). As shown 

in Figure 3.3, maladaptive coping factors partially mediated the relationship between 

relationship consensus and diabetes distress (β= -0.017, 95% CIs [-0.037, -0.008]), also 

demonstrating a medium effect (κ
2
=0.14, 95% CIs [0.073, 0.270]).  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



77 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  Cluster 1 membership   Diabetes distress 

     Maladaptive coping 

 Relationship consensus 

  Cluster 2 membership  Diabetes distress 

 Diabetes distress 

Figure 3.2. Schematic representation of the direct and mediated relationship between 

cluster 2 membership and diabetes distress. Standardized coefficients for the total effect 

(c), direct effect (c‘), and mediated paths (a & b) are displayed. 

 β= 0.368, p<.001
a  β= 0.862, p<.001

b 

 β= 0.965, p<.001
c 

 β= 0.648, p<.001
c‘ 

 β= -0.325, p<.001
a 

 β= -0.036, p<.001
a 

 β= 0.857, p<.001
b 

 β= -0.662, p<.001
c 

 β= -0.384, p=.001
c‘ 

 β= -0.051, p<.001
c 

 β= -0.034, p=.004
c‘ 

 β= 0.481, p=.001
b 

Figure 3.1. Schematic representation of the direct and mediated relationship between 

cluster 1 membership and diabetes distress. Standardized coefficients for the total effect 

(c), direct effect (c‘), and mediated paths (a & b) are displayed. 

      Maladaptive coping 

      Maladaptive coping 

Figure 3.3. Schematic representation of the direct and mediated relationship between 

relationship consensus and diabetes distress. Standardized coefficients for the total effect 

(c), direct effect (c‘), and mediated paths (a & b) are displayed. 
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3.3. Discussion 

Broadly, this study examined illness perception schemas in individuals with Type 2 diabetes 

and the influence of relationship and behavioural factors on subtypes of diabetes distress. 

These findings were expanded on by exploring how specific illness perception schemas and 

coping strategies interrelate, and the impact of this on emotional wellbeing. The findings are 

discussed in terms of their practical relevance to the enhancement of psychosocial support in 

diabetes. 

3.3.1. Illness perception clusters 

Three distinct clusters of people who share similar illness perception schemas were 

identified. Expanding on the work of Skinner et al. (2011), the findings validate the use of 

illness perception schemata for identifying those most at risk of elevated diabetes distress 

(principally on emotional burden and regimen-related distress). Cluster 1 members in the 

present analysis are comparable to the ‗Resisters Accepting Consequences‘ group identified 

by Skinner and colleagues (2011) on lower personal control beliefs, stronger perception of 

the consequences of diabetes, and higher HbA1c. Cluster 2 in the present work is comparable 

to the ‗Accepters‘ group identified by Skinner et al. (2011) on greater sense of personal 

control and lower perceived consequences—both groups also had the lowest HbA1c results. 

Cluster 1 members scored the highest on diabetes distress and depression, while cluster 2 

members scored the lowest on both measures. This, alongside the correlational findings for 

diabetes distress and depression, supports previous work demonstrating that elevated diabetes 

distress may increase a person‘s risk of developing clinical depression if unaddressed over a 

prolonged period of time (Hosoya et al., 2012). Likewise unaddressed depression may 

exacerbate distress specific to one‘s diabetes (Hosoya et al., 2012). Considering how 

individuals with Type 2 diabetes pertain to the clusters identified in this study and in previous 

research, presents a novel and valid way of assessing those at risk of elevated diabetes 

distress. 

3.3.2. Relationship quality 

In addition to cluster membership, relationship consensus predicted regimen-related distress 

and emotional burden. This suggests that greater communication problems and disagreements 

may reduce a person‘s ability to effectively manage their diabetes, diminish emotional 

resilience, and may reduce one‘s sense of being supported with self-management. The burden 
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of diabetes is likely to be experienced by partners also, as demonstrated in previous work 

(Kovacs Burns et al., 2013), which exacerbates relationship tension. Furthermore, 

relationship cohesion was a significant predictor of physician-related distress. This implies 

that couples who do not often engage in activities and plans with one another, also may not 

engage in health care services together (e.g. attending appointments together, discussing 

medical results etc.), thus intensifying the burden of self-care. The findings in Chapter 2 

suggest that when the emotional and behavioural demands of managing a chronic physical 

illness are shared by couples—thus when they engage in dyadic coping (Gamarel & 

Revenson, 2015)—the benefits on medical and mental wellbeing are far greater than when 

individuals manage their condition in isolation. These findings therefore sustain the need for 

interventions involving individuals with Type 2 diabetes and their partners in equal measures, 

to target the less salient interpersonal conflicts that impinge on diabetes distress and make it 

difficult to engage in healthy self-care.  

3.3.3. Coping styles 

Individuals who engage in maladaptive coping strategies such as venting, denial, self-blame, 

and behavioural disengagement experience greater interpersonal and regimen-related distress. 

More specifically, such types of coping are more common in individuals who have a greater 

experience of the consequences of diabetes, a stronger perception of diabetes-related 

symptoms, and a reduced sense of control over diabetes. Perhaps when individuals hold 

strong concerns about the impact that diabetes has on day to day life, but believe that they are 

unable to influence the outcomes of their condition, they are more prone to engaging in less 

helpful coping behaviours. In turn this increases distress relating to the demands of self-care 

and relationships with others such as family and friends. Targeting unhelpful coping styles 

and the beliefs endorsing these coping patterns, is therefore essential for improving emotional 

adjustment to diabetes. 

3.3.4. Indirect influences on diabetes distress 

This study demonstrates that illness perception schemas, interpersonal issues, and coping 

styles influence diabetes distress in individuals with Type 2 diabetes. Given the complexity 

and expectant overlap between cognitive, interpersonal, and coping factors, it was anticipated 

that interrelations between factors would be observed. The mediation findings suggest that 

individuals who hold stronger beliefs about the consequences of diabetes, perceive the 

symptoms of their condition to be unpredictable, and who have a lower sense of control over 
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their condition (cluster 1 members), are also more inclined to use maladaptive coping 

strategies (i.e. more inclined to vent negative thoughts/ feelings; blame themselves for their 

circumstances/ problems; be in denial of a challenging truth such as their diagnosis of Type 2 

diabetes; and disengage from behaviours such as maintaining a healthy diet, exercise regime, 

and taking prescribed medication). These individuals also have higher levels of diabetes 

distress. The mediation findings suggested that the opposite may be true for individuals with 

belief schemas pertaining to cluster 2. These individuals are less inclined to engage in 

maladaptive coping and have lower levels of diabetes distress. The findings also demonstrate 

that when there is greater relationship discord between couples, individuals with Type 2 

diabetes are more likely to engage in maladaptive coping and experience greater diabetes 

distress as result of this. 

3.3.5 Shortcomings 

Participants in this study had well-controlled HbA1c, with low levels of diabetes distress and 

diabetes complications. This is most likely due to the sample being recruited through primary 

care—previous work reports a low incidence of elevated diabetes distress among people with 

Type 2 diabetes treated in a primary care setting (Stoop et al., 2014). However, the low 

presentation of distress and healthy medical profile may diminish the representativeness of 

the sample. In light of this, it would be useful to consider how recruitment strategies can be 

improved to reach individuals experiencing greater diabetes distress—perhaps recruiting 

from within a secondary care setting. Doing so would strengthen the methodological quality 

of the findings and more accurately represent the factors underpinning elevated diabetes 

distress. The low response rate from the survey (<20%) means that any results drawn from 

this study should be interpreted with caution. Further work should be undertaken in a larger 

cohort, controlling for non-response bias.  

3.3.6 Practical Implications and conclusions 

Identifying common patterns of beliefs held by individuals with Type 2 diabetes is a novel 

and practical way of assessing who is most at risk of elevated distress. Importantly, 

recognising the types of beliefs and coping strategies that are most strongly associated with 

diabetes distress may provide a useful talking point for diabetes health professionals during 

clinical appointments. Moreover, the mediation findings demonstrate how illness perception 

schemas and coping styles interconnect, and the impact of this on emotional wellbeing. Part 

of the reason why diabetes perceptions generate greater distress may be due to the ways in 
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which people respond to these beliefs i.e. they self-blame, they vent more, or they try to 

detach from the situation as a way of avoiding it. Likewise, when couples have more 

disagreements, people with diabetes may react by engaging in unhelpful methods of coping, 

and feel more encumbered by their condition as a result of this. To target diabetes distress it 

is therefore necessary to address the disparaging belief schemas and interpersonal issues 

which coincide with unhelpful patterns of coping.  

Furthermore, although relationship consensus was shown to predict diabetes distress, it is 

difficult to ascertain the nature of these disagreements and whether there are specific aspects 

of diabetes self-care that communication conflicts pertain to. Thus it would be useful to 

examine the content of the observed disagreements between couples living with Type 2 

diabetes, and to consider how this impacts emotional adjustment. 

In closing, this chapter demonstrates how illness perception schemas, interpersonal issues, 

and coping responses may influence different aspects of diabetes distress. This study provides 

direction for future investigations, along with recommendations for the design of a 

multifaceted intervention which addresses cognitive, interpersonal, and behavioural struggles 

in tandem.  

 

Note. A version of this chapter has been published in Psychology, Health & Medicine:  

Berry, E., Davies, M., & Dempster, M. (2017). Illness perception clusters and relationship 

quality are associated with diabetes distress in adults with Type 2 diabetes. Psychology, 

Health & Medicine, 22(9), 1118-1126. doi:10.1080/13548506.2017.1281976 
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CHAPTER 4 

Examining the long-term impact of illness perceptions among couples living with Type 2 

diabetes. 

 

4.0. Introduction  

Throughout life we will experience one or many health-related challenges—it is a 

vulnerability that all people have in common. However, receiving a diagnosis of a chronic 

condition such as diabetes is perhaps a less anticipated health challenge, and one which can 

impact entire families as well as the person involved. Typically, during adulthood it is the 

partner or spouse of the individual who is implicated in the process of adjusting to chronic 

illness. A diagnosis of a chronic condition is devastating for individuals and their loved ones, 

and can impose significant strain on relationships, as well as other aspects of life such as jobs 

and mobility. As identified in Chapter 2, living with someone with a chronic condition can 

deeply affect partners (Kovacs Burns et al., 2013; West, Usher, Foster, & Stewart, 2012). 

Equally, partners can also be an added source of stress if the support they provide is 

unhelpful or overbearing (Revenson et al., 2016).  

As reflected on in previous chapters, psychosocial adaptation among couples living with 

Type 2 diabetes is hugely important in shaping health-related outcomes for people living with 

the condition. With Type 2 diabetes being an almost entirely self-managed condition, it is 

inevitable that partners will influence diabetes self-management; whether this is consciously 

or unconsciously. The appropriateness of the type of support provided by partners (Johnson et 

al., 2014; Karlsen, Oftedal, & Bru, 2012; Trief et al., 2003; Trief, Grant, Elbert, & 

Weinstock, 1998) and partners‘ perceptions of responsibility (both shared and individual) for 

managing diabetes (Stephens et al., 2013) have an impact on engagement with diabetes self-

care and psychological wellbeing. Moreover, relationship quality, specifically the degree to 

which couples living with Type 2 diabetes disagree on matters (Chapter 3; Berry, Davies, & 

Dempster, 2017a; Dempster, McCarthy, & Davies, 2011) or have conflicting views about 

Type 2 diabetes (White et al., 2009), can influence emotional distress. Relatedly, Miller and 

Brown‘s (2005) qualitative work revealed the negative impact of marital tension, 

inflexibility, and poor communication on one‘s ability to implement and persevere with a 

healthy diet plan.  
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Communication between couples is a crucial ingredient for mutuality and collaborative 

adjustment in chronic illness.  However, understanding the nature of communication between 

couples, and how specific dialogues can lead to greater distress, is a complex process. One 

way that we can attempt to understand the conversations that take place between couples 

about diabetes, is through the beliefs they hold about the condition. Due to the scarcity of 

literature surrounding illness perceptions in couples living with type 2 diabetes, this will be 

explored across chronic illness more broadly, to get a general sense of how couples‘ beliefs 

might impact health outcomes. 

4.0.1. Illness perceptions and partners 

How partners identify with or attach meaning to their loved one‘s condition has been shown 

to influence adjustment across various types of chronic conditions. Previous work suggests 

that the perceptions partners have about chronic illness can affect behavioural and emotional 

outcomes for their loved ones. For instance, Wu and colleagues investigated whether 

spouses‘ illness perceptions indirectly influenced the beliefs of people with prostate cancer 

and health outcomes over a time frame of 6 months (Wu, Mohamed, Winkel, & Diefenbach, 

2013). They found that when spouses perceived their loved one to have greater control over 

their condition, this also incited the belief that their loved one‘s illness would be acute rather 

than permanent. This, in effect, predicted better quality of life in patients at 6 month follow-

up (Wu et al., 2013). Similarly, Dempster et al. (2011) found that Oesophageal cancer 

survivors‘ stronger perceptions about the consequences of their condition on day to day life 

was associated with increased anxiety, and that this association is especially potent when 

their partners also perceived the cancer to have serious consequences on daily life. The 

researchers also observed that when survivors believed that they had a poor understanding of 

their condition, this was associated with higher levels of depression. Interestingly they found 

that this association was strongest when partners held an opposing belief, that their loved one 

had a good understanding of their own condition (Dempster et al., 2011). This work suggests 

that mutually negative, as well as incongruous beliefs among couples can distinctively impact 

emotional adjustment in the context of oesophageal cancer. 

Another interesting finding comes from work examining whether or not discord among 

couples living with Chronic Fatigue Syndrome and couples living with Addison‘s Disease is 

predictive of coping behaviour and emotional adjustment (Heijmans, Ridder, & Bensing, 

2007). They noted that many of the beliefs held by couples about each condition were 
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similar; however differences emerged on couple‘s perceptions of how long the illness would 

last, the degree to which it could be controlled, and the impact of the condition on day to day 

life. Heijmans and colleagues (2007) further observed that a partner‘s divergent illness beliefs 

influenced patient outcomes in different ways. Among those with Chronic Fatigue Syndrome, 

partners‘ minimization of the consequences of the condition seemed to reduce positive illness 

adjustment and coping. Whereas, among couples living with Addison‘s disease, partners 

minimization of the longevity of the condition strengthened their loved one‘s ability to adjust 

and cope better with their illness (Heijmans et al., 2007). Further evidence of the influence of 

incongruous illness perceptions on psychological outcomes such as depression has also been 

demonstrated in the context of stroke survivors (McCarthy & Lyons, 2015). 

4.0.2. Diabetes perceptions and partners 

Chapter 1 describes how incongruous beliefs between people with Type 2 diabetes and their 

partners can influence self-management behaviour (Searle, Norman, Thompson, & Vedhara, 

2007). More, specifically, when couples hold conflicting perceptions about personal control 

and understanding of Type 2 diabetes, self-care behaviour wanes (Searle et al., 2007). Other 

work identified how partners‘ beliefs about the consequences of Type 2 diabetes, and the 

extent to which they perceived their loved one as having control over their condition or 

perceived that the treatment they were taking was effective, mediated the relationship 

between the corresponding patient beliefs and monitoring of blood glucose. Hence, when 

partners believed the prescribed diabetes treatment was effective, this increased blood 

glucose monitoring among people with Type 2 diabetes (Pereira, Pedras, Machado, & 

Ferreira, 2015). Furthermore, Dimitraki and Karademas (2014) demonstrated that when 

individuals with Type 2 diabetes perceive the symptoms of their condition to be less 

predictable, anxiety and depression is greater, and that this association is strongest when 

partners also perceive the symptoms of diabetes to be unpredictable. They also found that the 

association between higher consequence beliefs among partners and partner anxiety is more 

pronounced when their loved ones with diabetes perceive their own condition to have less of 

an impact on day to day life (Dimitraki & Karademas, 2014).  

Aside from the evidence described, little is known about the influence of partners‘ illness 

perceptions on diabetes distress specifically. There is also a scarcity of existing studies 

assessing illness perceptions and diabetes distress in couples living with Type 2 diabetes 

overtime, which would provide scope to explore the long-term impact of partners‘ beliefs on 
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emotional wellbeing. Indeed, previous evidence has shown that illness perceptions among 

people with Type 2 diabetes do not change over time (Skinner et al., 2011) which suggests 

that the impact that illness beliefs have on diabetes distress (whether positive or negative) is a 

lasting one. It is therefore worth exploring whether this pattern applies for partners‘ illness 

perceptions also. More specifically, it is known that incongruity or ‗mismatches‘ between the 

illness perceptions held by patients and their partners distinctively influences psychological 

distress. Thus there is merit in assessing how converging or diverging perceptions between 

people with diabetes and their partners might affect diabetes distress, and whether this impact 

endures over time. 

This study has important practice implications. Particularly, it is crucial to ascertain whether 

targeting specific diabetes beliefs in people with Type 2 diabetes and their partners would 

generate a sustainable reduction in diabetes distress. For this reason, illness perceptions and 

diabetes distress will be examined across two time points, as this will identify persistent 

sources of distress among couples living with Type 2 diabetes. Exploring interactions 

between people with diabetes‘ and partners‘ beliefs may also provide a greater understanding 

of the mechanisms which underpin poor communication between couples. In practical terms 

this would provide a strong case for the inclusion of partners in intervention strategies, and 

would present some practical guidance on how to better support people with Type 2 diabetes 

and their loved ones.  

Research Aims: 

1. To examine whether or not illness perceptions in people with Type 2 diabetes and 

their partners are useful predictors of diabetes distress. 

2. To explore the indirect effect of partners‘ illness perceptions on diabetes distress 

3. To longitudinally assess illness perceptions and diabetes distress in people with Type 

2 diabetes and their partners 

4. To examine whether or not partners‘ illness perceptions have an enduring impact on 

diabetes distress in people with Type 2 diabetes—are similar patterns observed 12 

months later?  
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4.1. Methods 

4.1.1. Participants and measures 

This study was approved by the Health and Social Care Research Ethics Committee. 

Recruitment for this study was part of the larger cross-sectional study outlined in Chapter 3 

(Berry, Davies, & Dempster, 2017a). Persons with Type 2 diabetes (pwt2d) and their partners 

were recruited using the databases of five General Practices in Northern Ireland. A total of 

950 adults with a diagnosis of Type 2 Diabetes were posted out a study pack containing a 

cover letter, an information sheet, participant consent forms, a pwt2d and partner 

questionnaire, and a freepost return envelope (see Appendices 3.1-3.4 and 4.1). Twelve 

months later, all couples (people with Type 2 diabetes and their partners) who completed and 

returned the first questionnaire were posted out the same study pack. The questionnaire scales 

comprised the following outcome measures (other scales were also incorporated in the 

questionnaires however were not used in the longitudinal analysis and thus are not reported 

here (see Chapter 3 for the remaining scales) (Cronbach‘s alpha (α) was used to check the 

internal consistency of each pwt2d and partner scale (Cronbach, 1951)): 

 

- Demographics and Clinical Parameters: Gender, age, ethnicity, relationship status, 

any children currently living at home, type of relationship with person completing the 

partner questionnaire (e.g. family, spouse, friend), estimate of time since diagnosis, 

diabetes-related complications, treatment (medication or insulin) being received for 

diabetes, and partner diagnosis of Type 2 diabetes or another type of chronic physical 

illness. 

- Diabetes Distress Scale (DDS) (Polonsky et al., 2005): 17-item questionnaire 

assessing emotional distress across four sub-domains—partners were administered a 

partner adjusted version of the scale. Sub-domains and reliability scores are as 

follows: ‗physician-related distress‘ (Cronbach‘s α=.85 and .80 (pwt2d and partners, 

consecutively)), ‗emotional burden‘ (Cronbach‘s α =.90 and .85 (pwt2d and partner)), 

‗interpersonal distress‘ (Cronbach‘s α =.80 and .85 (pwt2d and partner)), and 

‗regimen-related distress‘ (Cronbach‘s α = .80 and.75 (pwt2d and partner)). Mean 

item scores of <2.0 are suggestive of ‗low diabetes distress‘, scores of 2.0≤2.9 are 

suggestive of ‗moderate distress‘, and scores ≥3.0 are suggestive of ‗high distress‘ 

(Fisher, Hessler, Polonsky, & Mullan, 2012). Participants rate each item using a 6 

point Likert scale (1=no problem, 6=a serious problem). 
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- Revised Illness Perception Questionnaire (IPQ-R) (Moss-Morris et al., 2002)—

partners were administered a validated partner adapted version of the scale. The first 

section asks participants about their experience of symptoms (‗illness identity‘) using 

a list of 14 general symptomology (e.g. fatigue, dizziness) (possible score of 0-14). 

Section two consists of 6 subscales using a 5-point Likert scale (0=strongly disagree, 

5=strongly agree or reversed); ‗timeline acute/ chronic‘ (Cronbach‘s α =.85 and .75 

(pwt2d and partner)), ‗consequences‘ (Cronbach‘s α =.80 and .70 (pwt2d and 

partner)), ‗personal control‘ (Cronbach‘s α =.90 and .80 (pwt2d and partner)), 

‗treatment control‘ (Cronbach‘s α =.75 and .65 (pwt2d and partner)), ‗coherence‘ 

(Cronbach‘s α =.80 and .65. (pwt2d and partner)), ‗timeline cyclical‘ (Cronbach‘s α 

=.80 (pwt2d and partner)), and ‗emotional representations‘ (Cronbach‘s α =.80 and 

.85 (pwt2d and partner)) (the emotional representations subscale was not included in 

the main analysis due to its similarity with DDS items). The final section assesses the 

causal attributions participants attach to their illness (18 items), which also used a 5 

point Likert scale ‗coherence‘ (Cronbach‘s α =.75 and .65 (pwt2d and partner)).  

Factor analysis was used to reduce the IPQ-R cause belief items to form overarching 

categories which could be more appropriately incorporated in the main analysis. 

Principal components analysis with Direct Oblimin (Oblique Rotation method) was 

applied. Using the scree plot as a gauge, three principal components were extracted 

and were labelled ‗emotional‘, ‗behavioural‘, and ‗external‘ causal beliefs. Emotional 

cause beliefs referred to thoughts that Type 2 diabetes was caused by participants‘ 

own mental state;  behavioural cause beliefs referred to thoughts that Type 2 diabetes 

was caused by engaging in certain lifestyle choices; and external cause beliefs 

referred to thoughts that Type 2 diabetes was caused by other factors such as chance, 

accidental injury, or genes. 

 

4.1.2. Statistical analysis (SPSS version 20) 

Baseline descriptives are reported for the sample, alongside an independent samples t-test to 

assess significant differences between participants who responded and those who did not 

respond to the 12 month follow-up questionnaire. This was to establish whether the baseline 

questionnaire responses could be generalised to the entire sample.  To firstly explore the 

indirect influence of partners‘ illness perceptions on diabetes distress at baseline, interaction 

terms were created for each mean-centred pwt2d and partner baseline illness perception score 
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(variables were mean-centred to reduce multicollinearity) (Aiken & West, 1991). Separate 

hierarchical regression analyses were then performed on total diabetes distress and separately 

across each diabetes distress subscale at baseline. Baseline demographic and medical 

covariates were entered into the first block and baseline pwt2d and partner illness perceptions 

and interaction terms were entered into the second block. Demographic and medical 

covariates with more than two levels were entered as dummy codes. Backward elimination 

was used in order to produce the most parsimonious model for each outcome variable. For 

standardization purposes, all variables were converted to Z scores prior to conducting the 

multiple regression analyses, and all of the assumptions for multiple regression analysis were 

met (Berry & Feldman, 1985). Any significant interaction terms remaining in the final model 

for each outcome measure were subjected to simple slopes analysis. This was achieved firstly 

by using the PROCESS macro for SPSS to confirm that the interaction lay within the 95% 

confidence intervals, and secondly by plotting the relevant PROCESS output in Microsoft 

Excel. This assessed the conditional effect of partners illness perception score at three levels 

of the corresponding pwt2d illness perception score—below 1 standard deviation of the 

mean, at the mean, and above 1 standard deviation of the mean.  

 

A repeated measures t-test was performed in order to assess the temporal stability of pwt2d 

and partners‘ illness perceptions and diabetes distress. Influenced by the findings drawn from 

the t-test, the method of analysis described above was repeated on the data at the second 

assessment point (i.e. follow-up predictors and follow-up diabetes distress outcomes) to 

explore whether any of the initial observations sustained after 12 months. 

 

4.2. Results 

Seventy-five couples completed and returned questionnaires at time point one (baseline 

assessment point) and 45 completed and returned questionnaires at 12 month follow-up. Fifty 

questionnaires were returned at time point two (follow-up assessment point); however 5 did 

not include the partner questionnaire scale with the person with Type 2 diabetes questionnaire 

scale and therefore could not be included in the longitudinal analysis. An independent 

samples t-test across all demographic/ medical parameters and questionnaire scales revealed 

no significant differences between responders and non-responders to the follow-up survey. 

Therefore demographics, medical parameters, and questionnaire scores collected at baseline 

were used to describe the sample as a whole.  
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Pwt2d were predominately male (68%), white (96%), with an average age of 67.9 years. The 

average length of time since diagnosis was just under 10 years and most pwt2d took 

medication (89.3%), while a small proportion took insulin (14.7%). A small number of 

partners had a diagnosis of Type 2 diabetes as well (5.3%) and 29.3% of partners reported 

having a different type of chronic physical illness. On average, pwt2d had relatively well-

controlled HbA1c (53.5 mmol/mol) (NICE guidelines state ≤53 mmol/mol is within normal 

range for people with diabetes (National Institute for Health and Clinical Excellence, 2015)), 

and low levels of diabetes distress (≤2.0 (Fisher et al., 2012)) among pwt2d (1.40) and 

partners (1.43). The highest scores were seen for regimen-related distress and emotional 

burden among pwt2d and female partners; however scores did not achieve the threshold for 

moderate distress. 

An independent samples t-test showed no significant differences between pwt2d and partners 

on any of the questionnaire scales however partners, particularly male partners, scored 

marginally higher on physician-related distress and interpersonal distress. See Tables 4.1-4.3 

for a full description of the sample at baseline for pwt2d and partners; categorised across 

gender. 
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Table 4.1: Baseline participant demographic & clinical parameters 

 

 

Note. av. = average, std. = standard deviation 

 

 

 

 

 Persons with Type 

2 Diabetes (n=75) 

Partners 

(n=75) 

Gender (N) (%) 

- Male 

- Female 

 

       51 (68%) 

       24 (32%) 

 

    22 (29.3%) 

    53 (70.7) 

Age (av. / std.)        67.97 (10.6)     65.85 (11.41) 

Ethnicity (n) (%)  

- White 

- Irish Traveller 

- Mixed/Multiple ethnic groups 

- Asian/Asian British 

- Black/African/Caribbean/Black British 

- Arabic 

- Other 

 

       72 (96%) 

            - 

            - 

       1 (1.2%) 

       2 (2.7%) 

            - 

            - 

  

    74 (98.7%) 

       - 

       - 

    1 (1.3%) 

       - 

       - 

       - 

Children living at home (n) (%) 

- No 

- Yes 

 

       62 (82.7%) 

       13 (17.3%) 

 

       - 

       - 

Relationship type (n) (%) 

- Partner/ spouse 

- Friend 

- Relative/ family member 

- Carer 

       

        72 (96%) 

            - 

        3 (4%) 

            - 

 

        

 

Duration of diabetes (av. / std.)(missing 9)         9.93 (8.73)        - 

Medication for diabetes (n) (%) (missing 2) 

- No 

- Yes 

 

        6 (8%) 

        67 (89.3%) 

 

       - 

 

Insulin use (n) (%) 

- No 

- Yes 

 

        64 (85.3%) 

        11 (14.7%) 

 

       - 

Diabetes-related complications (n) (%) (missing 1) 

- No 

- Yes 

         

        68 (90.7%) 

        6 (8%) 

  

       - 

       - 

 

Partner diabetes (n) (%) 

- No 

- Yes 

 

            - 

            - 

 

    71 (94.7%) 

    4 (5.3%)   

Partner other chronic illness (n) (%) 

- No 

- Yes 

 

            - 

            - 

 

    53 (70.7%) 

    22 (29.3%) 
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Table 4.2: Person with Type 2 diabetes baseline questionnaire scores 

 

Note. av. = average, std. = standard deviation 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 Males Females 

HbA1c (av. / std.) 53 (9.903) 53.7 (11.7) 

      Beck‘s Depression Inventory (av. / std.) 7.10 (7.01) 8.3 (6.1) 

Diabetes Distress Scale (av. / std.) 

- Physician-related distress 

- Emotional burden  

- Regimen-related distress 

- Interpersonal distress 

- Total 

 

1.14 (0.284) 

1.58 (0.726) 

1.57 (0.652) 

1.22 (0.436) 

1.38 (0.427) 

 

1.25 (0.635) 

1.60 (0.587) 

1.50 (0.730) 

1.23 (0.431) 

1.40 (0.379) 

      Revised Illness Perception Questionnaire (IPQ-R) (av. / std.) 

- IPQ-R Identity  

- IPQ-R Timeline acute/ chronic 

- IPQ-R Consequences 

- IPQ-R Personal control 

- IPQ-R Treatment control 

- IPQ-R Illness coherence 

- IPQ-R Timeline cyclical 

- IPQ-R Emotional representations  

- IPQ-R Emotional cause 

- IPQ-R Behavioural cause 

- IPQ-R Externalised cause 

 

1.98 (2.04) 

19.3 (5.79) 

17.31 (3.16) 

20.43 (2.15) 

14.12 (1.96) 

13.18 (5.37) 

9.29 (3.43) 

13.18 (3.52) 

12.22 (4.03) 

11.98 (3.71) 

16.57 (3.54) 

 

2.21 (2.02) 

18.33 (3.16) 

15.3 (3.237) 

19.7 (2.65) 

13.71 (1.92) 

12.8 (3.31) 

9.13 (3.60) 

13.8 (4.49) 

10.92 (3.8) 

9.0 (2.77) 

16.71 (3.01) 
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Table 4.3: Partner baseline questionnaire scores 

 

Note. av. = average, std. = standard deviation 

 

4.2.1. Are illness perceptions in people with Type 2 diabetes and their partners useful 

predictors of diabetes distress? 

4.2.1.1. Total diabetes distress at baseline 

The covariates accounted for 36.2% of the variance in total diabetes distress at baseline 

[adjusted R
2
=.362; F(8, 67)=4.741; p<.001]. Pwt2d and partner demographics/ medical 

parameters contributed 10.4% and illness perceptions contributed 25.8% to this variance 

(Table 4.4). Younger age in pwt2d, longer duration of Type 2 diabetes, perceiving diabetes-

related symptoms to be less predictable/ stable, and greater perception of diabetes-related 

consequences in pwt2d were significantly associated with higher diabetes distress. 

4.2.1.2. Diabetes distress subscales at baseline 

The covariates accounted for 30.8% of variance in baseline regimen-related distress [adjusted 

R
2
=.308; F(7, 68)=4.562; p<.001]. Pwt2d and partner demographics/ medical parameters 

contributed 5% and illness perceptions contributed 25.8% to this variance (Table 4.4). 

 Males Females 

      Beck‘s Depression Inventory (av. / std.) 4.10 (3.99) 6.96 (6.72) 

      Diabetes Distress Scale (av. / std.) 

- Physician-related distress 

- Emotional burden  

- Regimen-related distress 

- Interpersonal distress 

- Total 

 

1.40 (0.816) 

1.44 (0.689) 

1.40 (0.681) 

1.50 (0.771) 

1.43 (0.475) 

 

1.20 (0.473) 

1.61 (0.883) 

1.60 (0.746) 

1.29 (0.572) 

1.43 (0.586) 

      Revised Illness Perception Questionnaire (IPQ-R) (av. / std.) 

- IPQ-R Identity  

- IPQ-R Timeline acute/ chronic 

- IPQ-R Consequences 

- IPQ-R Personal control 

- IPQ-R Treatment control 

- IPQ-R Illness coherence 

- IPQ-R Timeline cyclical 

- IPQ-R Emotional representations  

- IPQ-R Emotional cause 

- IPQ-R Behavioural cause 

- IPQ-R Externalised cause 

 

2.23 (1.90) 

17.8 (3.02) 

16.14 (3.66) 

20.4 (2.79) 

14.27 (2.1) 

12.36 (4.48) 

9.41 (3.54) 

13.73 (4.04) 

10.82 (3.94) 

9.0 (2.54) 

16.36 (3.27) 

 

2.02 (2.27) 

18.78 (2.72) 

17.6 (4.18) 

20.2 (2.60) 

14.43 (1.98) 

12.47 (4.33) 

9.64 (4.63) 

13.98 (3.91) 

12.51 (4.44) 

10.67 (3.29) 

17.4 (3.75) 
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Younger age and a greater perception of diabetes-related consequences in pwt2d were 

significantly associated with higher regimen-related distress. Furthermore, the covariates 

accounted for 50.2% of variance in baseline emotional burden [adjusted R
2
=.502; F(9, 66)= 

8.156; p<.001]. Pwt2d demographics/ medical parameters contributed 15.7% and illness 

perceptions contributed 34.5% to this variance (Table 4.4). Younger age in pwt2d, taking 

insulin, and longer duration of Type 2 diabetes were associated with greater emotional 

burden. Greater experience of diabetes-related symptoms, greater perception of diabetes-

related consequences, and lower perceived personal control in pwt2d were also significantly 

associated with higher emotional burden.  

The covariates explained 41.3% of variance in baseline interpersonal distress [adjusted 

R
2
=.413; F(7, 68)= 6.549; p<.001]. Pwt2d demographics/ medical parameters contributed 

7.6% and illness perceptions contributed 33.7% to this variance (Table 4.4). Younger age in 

pwt2d, male gender in partners, taking insulin, greater perception of diabetes-related 

consequences in pwt2d, and greater perceived coherence in partners were associated with 

higher interpersonal distress. Lastly, the covariates accounted for 35.3% of the variance in 

baseline physician-related distress [adjusted R
2
=.353; F(6, 69)= 7.458; p<.001]. Pwt2d 

demographics/ medical parameters accounted for 1.4% and illness perceptions accounted for 

33.9% of baseline physician-related distress (Table 4.4). The belief that diabetes is not a 

permanent condition among pwt2d, the belief that diabetes is a permanent condition among 

partners, and a greater perception of diabetes-related symptoms in pwt2d were significantly 

associated with higher physician-related distress. 
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Table 4.4: Regression model summary at baseline for diabetes distress total and subscales 

 

 
 

Note. pwt2d= person with Type 2 diabetes; βeta= standardised coefficients; *p<0.05; **p<0.01; ***p<0.001

 Diabetes distress 

total 

Regimen-related 

distress 

Emotional burden Interpersonal distress Physician-related 

distress 

βeta p βeta p βeta p βeta p βeta p 

Gender (partner) - - - - - - -.171   .110 - - 

Age (pwt2d) -.276 .015* -.228 .041*     -.318 .002** -.327 .004** - - 

Insulin - - - - .246 .018* .335 .002** -.115 .244 

Duration of Type 2 diabetes .268 .020* .203 .067 .315 .003** - - - - 

Identity (pwt2d) - - - - .358 .001** - - - - 

Timeline acute/chronic (pwt2d) - - - - - - - - -.267 .009** 

Timeline acute/chronic (partner) - - - - - - - - .287 .004** 

Consequences (pwt2d) .317 .019* .337 .014* .244 .018* .312 .004** - - 

Consequences (partner) .251 .051 -.139 .216 - - - - - - 

Personal control (pwt2d) - - - - -.246 .012* - - - - 

Personal control (partner) -.140 .214 - - - - - - - - 

Illness coherence (partners) - - - - - - .305 .007** - - 

Timeline cyclical (pwt2d) .274 .022* - - - - - - .306 .004** 

Timeline cyclical (partners) - - - - .185 .074 - - - - 

Timeline (acute/chronic) (pwt2d*partners) - - - - - - -.223 .027* -.473 <.001*** 

Consequences (pwt2d*partners) .242 .019* .360 .003** .167 .107 - - - - 

Personal control (pwt2d*partners) .206 .067 .423 <.001*** - - - - - - 

Treatment control (pwt2d*partners) - - - - - - - - -.107 .288 

Timeline (cyclical) (pwt2d*partners) - - -.207 .061 .213 .044* -.133 .215 - - 
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4.2.2. Indirect influences of partners‘ illness perceptions on diabetes distress at baseline 

Interactions were observed for total diabetes distress at baseline and for each of the diabetes 

distress subscales at baseline (Table 4.4). With baseline diabetes distress as the outcome 

variable, an interaction was observed between pwt2d and partners‘ perception of the 

consequences of Type 2 diabetes. The simple slopes analysis displayed in Figure 4.1 suggests 

that perception of diabetes-related consequences in pwt2d is positively associated with 

diabetes distress. However when pwt2d perceive that diabetes has fewer consequences on day 

to day life, but their partner perceives that diabetes has greater consequences, diabetes 

distress is highest. This interaction was also observed with baseline regimen-related distress 

as the outcome variable, demonstrating a pattern similar to that displayed in Figure 4.1. 

Furthermore, with baseline regimen-related distress as the outcome variable, there is an 

interaction between pwt2d and partners‘ perceived personal control. The simple slopes 

analysis shown in Figure 4.2 suggests that perceived personal control in pwt2d is negatively 

associated with diabetes distress (lower personal control equates to higher distress). 

Moreover, when pwt2d perceive that they have less control of diabetes while partners 

perceive that they have more control of their own condition, diabetes distress is highest.  

With baseline emotional burden as the outcome variable, an interaction is observed between 

pwt2d and partners‘ timeline cyclical perceptions (frequency of diabetes-related symptoms 

overtime). The simple slopes analysis in Figure 4.3 suggests that perceived timeline (cyclical) 

in pwt2d is positively associated with emotional burden (emotional burden is greater among 

individuals who perceive that the symptoms of their condition are less predictable/ stable). 

This association is especially pronounced when partners also perceive the symptoms of their 

loved ones‘ Type 2 diabetes as less predictable/ stable.  

With baseline interpersonal distress as the outcome variable, there is an interaction between 

pwt2d and partners‘ perceived chronicity (of diabetes). The simple slopes analysis in Figure 

4.4 indicates that perceived chronicity in pwt2d is negatively associated with interpersonal 

distress (perceiving diabetes as a temporary condition leads to greater interpersonal distress). 

However, when pwt2d perceive their condition to be more transient by nature while their 

partners perceive their loved ones‘ condition to be more chronic by nature, interpersonal 

distress is highest. Lastly, with baseline physician-related distress as the outcome measure, an 

interaction is observed between pwt2d and partners‘ perceived chronicity and physician-

related distress. Simple slopes analysis suggested a similar pattern to the graph displayed in 

Figure 4.4 and described above. 
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Figure 4.1. Simple slopes analysis for the interaction between pwt2d perceptions of 

consequences and partners‘ perceptions of consequences at baseline 

 

Figure 4.2. Simple slopes analysis for the interaction between pwt2d perceptions of personal 

control and partners‘ perceptions of personal control at baseline 
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Figure 4.3. Simple slopes analysis for the interaction between pwt2d and partners‘ perception 

of the frequency of diabetes-related symptoms at baseline  

 

 

Figure 4.4. Simple slopes analysis for the interaction between pwt2d and partners‘ 

perceptions of the chronicity of Type 2 diabetes at baseline 
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4.2.3. Assessing change in diabetes beliefs and diabetes distress in people with Type 2 

diabetes and their partners across time 

A repeated measures t-test assessed illness perception and diabetes distress scores in people 

with Type 2 diabetes and their partners between baseline and 12 month-follow-up. No 

significant differences were found between baseline and 12 month-follow-up scores across 

any of the diabetes distress subscales for pwt2d and partners, with the exception of physician-

related distress for partners. Physician-related distress significantly increased for partners 

between baseline and 12 month follow-up (1.15±1.45) (t=-2.247, df= 43, p=.030), 

approaching a medium effect (d=0.44), (Cohen, 1988). There was a trend towards increased 

diabetes distress overtime for both pwt2d and partners; however this did not reach statistical 

significance. The findings indicate that illness perceptions and diabetes distress scores are 

stable overtime.  

4.2.4. Do partners‘ illness perceptions have an enduring impact on diabetes distress in people 

with Type 2 diabetes?  

Table 4.5 displays the multiple regression models produced for the 12 month follow-up data 

(predictors at the 12 month follow-up and diabetes distress outcomes at the 12 month follow-

up), along with the adjusted R
2
 and F ratio for each. Predictors at both baseline and follow-up 

included younger age in pwt2d, longer duration of diabetes, and a greater perception of the 

consequences of diabetes in pwt2d. Key predictors emerging at 12 month follow-up only 

included lower perceived personal control in pwt2d and partners, and greater experience of 

diabetes-related symptoms in pwt2d. 

A number of significant interactions were observed across both time points. Significant 

interactions between pwt2d and partners perceptions of the consequences of diabetes (for 

diabetes distress total), between pwt2d and partners perception of personal control (for 

regimen-related distress), between pwt2d and partners timeline cyclical perceptions (for 

emotional burden), and between pwt2d and partners timeline acute/chronic perceptions (for 

interpersonal distress), were observed at baseline and remained at 12 months. As 

demonstrated by simple slopes in Figures 4.5-4.8 these interactions produced similar effects 

to the corresponding simple slope graphs displayed in Figures 4.1-4.4.  

However, a significant interaction between pwt2d and partners‘ perceived illness coherence 

was observed for the regimen-distress subscale at 12 month follow-up only. Simple slopes 

analysis displayed in Figure 4.9 suggests that perceived coherence in pwt2d is negatively 
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associated with regimen-related distress (greater understanding of diabetes predicts lower 

distress). Moreover, when pwt2d perceive that they have less of an understanding of their 

diabetes but their partner perceives that they have a greater understanding of their own 

condition, regimen-related distress is highest. An interaction is also observed between pwt2d 

and partners‘ timeline cyclical perceptions for diabetes distress total and the physical-related 

distress subscale, both of which demonstrated similar effects to the slopes displayed in 

Figures 4.3 and 4.7. 
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Table 4.5: Regression model summary at 12 month follow-up for diabetes distress total and subscales 

 
 

Note. pwt2d= person with Type 2 diabetes; βeta= standardised coefficients; *p<0.05; **p<0.01; ***p<0.001 

 
1
Diabetes distress total= adjusted R2

=.641; F(5, 40)=14.548; p<.001
 

2
Regimen-related distress= adjusted R2

=.552; F(5, 40)=13.916; p<.001                                                                                                                                                                                                                                                                                                        
3
Emotional burden= adjusted R2

=.553; F(5, 40)=11.392; p<.001 
4
Interpersonal distress= adjusted R2

=.494; F(6, 39)=7.675; p<.001 
5
Physician-related distress= adjusted R2

=.624; F(6, 39)=12.604; p<.001

 
1
Diabetes distress 

total
 

2
Regimen-related 

distress
 

3
Emotional burden

 4
Interpersonal 

distress
 

5
Physician-related 

distress
 

βeta p βeta p βeta p βeta p βeta p 

Gender (pwt2d) - - - - - - - - -.173 .093 

Age (pwt2d) - - -.230 .039* - - - - - - 

Children at home - - - - - - - - -.347 .002 

Medication - - - - - - -.112 .396 - - 

Duration of Type 2 diabetes .254 .016* - - - - - - - - 

Identity (pwt2d) .282 .016* .525 <.001*** - - - - .437 <.001*** 

Consequences (pwt2d) .352 .002** - - .344 .002** .288 .026* .300 .005** 

Personal control (pwt2d) - - - - -.121 .329 - - -.414 .001** 

Personal control (partner) - - .070 .544 -.249 .036* - - - - 

Treatment control (pwt2d) - - - - - - .056 .653 - - 

Timeline (acute/chronic) (pwt2d*partners) - - - - -.342 .004** -.692 <.001*** - - 

Consequences (pwt2d*partners) .207 .045* - - - - -.134 .275 - - 

Personal control (pwt2d*partners) - - .257 .041* - - - - - - 

Timeline (cyclical) (pwt2d*partners) .518 <.001*** - - .435 <.001*** .204 .089 .433 <.001*** 

Illness coherence (pwt2d*partners) - - .309 .005** - - - - - - 
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Figure 4.5. Simple slopes analysis for the interaction between pwt2d perceptions of 

consequences and partners‘ perceptions of consequences at 12 month follow-up 

 

 

Figure 4.6. Simple slopes analysis for the interaction between pwt2d perceptions of personal 

control and partners‘ perceptions of personal control at 12 month follow-up 
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Figure 4.7. Simple slopes analysis for the interaction between pwt2d and partners‘ perception 

of the frequency of diabetes-related symptoms at 12 month follow-up 

 

 

Figure 4.8. Simple slopes analysis for the interaction between pwt2d and partners‘ 

perceptions of the chronicity of Type 2 diabetes at 12 month follow-up 
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Figure 4.9. Simple slopes analysis for the interaction between pwt2d and partners‘ perceived 

illness coherence at 12 month follow-up 
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Illness perceptions held by couples living with Type 2 diabetes are important determinants of 
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partners have incongruous beliefs about Type 2 diabetes, this generates greater diabetes 

distress. However, the findings suggest that when certain negative perceptions between 

couples are congruent, this may also exacerbate distress. This study also captured change in 

illness perceptions and diabetes distress in couples living with Type 2 diabetes over a 12 

month time frame. The results showed no meaningful change in illness perceptions and 

diabetes distress across 12 months, suggesting that the beliefs that people with Type 2 

diabetes and partners have about diabetes and experience of diabetes distress, endure over 

time. This implies that illness perceptions which positively or negatively influence diabetes 

distress will continue to do so over time unless actively targeted.  

To investigate this further, the regression analyses were repeated on the 12 month follow-up 

data. While the models produced at the two assessment points were not identical, there were 

several overlaps. Moreover, partners‘ beliefs continued to have a moderating influence on the 
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beliefs held by people with Type 2 diabetes. Notably, incongruity between couples‘ beliefs 

about diabetes was found to be a persistent source of diabetes distress.  

4.3.1. Key factors sustaining diabetes distress over time 

The findings suggest that people with Type 2 diabetes who are younger in age and people 

who have had Type 2 diabetes for a longer duration have a greater propensity for diabetes 

distress.  Certainly, younger age has emerged as a key determinant of distress among people 

with Type 2 diabetes in previous work (Hessler, Fisher, Mullan, Glasgow, & Masharani, 

2011), which may be related to concerns about how diabetes will impact the future. Living 

with a demanding chronic condition such as diabetes for longer may also risk emotional 

burnout (Polonsky, 1999), as people become jaded with the prospect of persevering with the 

ritual of self-care. In addition, the belief that Type 2 diabetes has more severe consequences 

on day to day life was a reliably strong predictor of diabetes distress. This suggests that when 

people sense threat from their diabetes they may develop specific fears and concerns about 

how this threat will impose itself on day to day life. They may accurately or inaccurately 

predict the potential consequences or risks of Type 2 diabetes (Meltzer & Egleston, 2000), 

and the conclusions they draw may elicit significant distress. Therein, if the perceived 

consequences are higher, the burden of the condition is likely to be greater. It appears that the 

concerns that people have about the impact of diabetes will endure over time unless such 

beliefs are directly addressed. 

Other key predictors emerged uniquely at each time point, however given that the focus of 

this chapter was to examine which illness perceptions among couples persist across time, 

only those variables which emerge at both assessment periods will be discussed. 

4.3.1.1. Illness perceptions among couples and diabetes distress 

A crucial aspect of this study was to investigate whether or not incongruity in the beliefs held 

by couples about Type 2 diabetes was associated with diabetes distress. By examining 

interactions between illness perceptions of partners and people with Type 2 diabetes, a 

number of conflicting illness perceptions were found to be persistent sources of diabetes 

distress. Specifically, incongruous beliefs about the consequences of Type 2 diabetes, the 

controllability of Type 2 diabetes, and the chronicity of Type 2 diabetes predicted greater 

diabetes distress at both assessment points.  
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As mentioned, the beliefs that people have about the day to day impact of their condition 

have a strong impact on diabetes distress. It is therefore not surprising that partners may 

further contribute to the concerns that people have about the consequences of their condition. 

Generally, the belief that diabetes has more serious consequences yields greater diabetes 

distress. However, this effect is reversed when people with Type 2 diabetes believe that their 

condition has a low impact on daily life but their partners perceive that diabetes has a greater 

impact on day to day life. It is possible that when people do not perceive their condition to be 

a threat, they feel less burdened by the diagnosis and less pressured by the demands of self-

management. However if they have a partner who overtly or passively expresses concern 

about their diabetes, this may incite disharmony in how they relate to and support one 

another.  Previous literature shows that overprotectiveness in partners exacerbates diabetes 

distress (Johnson et al., 2014; Schokker et al., 2011) and so it is possible that when partners 

hold greater concerns about diabetes than their loved one, the support they provide may 

appear intrusive or overbearing. 

Furthermore, previous work demonstrates that when people with diabetes feel that they are 

not in control of or able to influence their condition, they feel more distressed (Martinez, 

Lockhart, Davies, Lindsay, & Dempster, 2017; Gonzalez, Shreck, Psaros, & Safren, 2015). 

However the current findings suggest a different pattern when partners are involved. Partners 

appear to enhance regimen-related distress when they believe that their loved one has more 

control over their diabetes than what the person with diabetes believes. It is likely that 

individuals with diabetes feel misunderstood or pressurised if their partner overlooks or is 

unaware of signals of struggle. Perhaps this occurs through a lack of communication about 

how things are really going with their self-management, and it seems that this pattern of 

misunderstanding has a lasting impact on emotional wellbeing.  

Similar misunderstandings are observed when considering beliefs about the chronicity of 

Type 2 diabetes. Interpersonal distress is greater among people with diabetes who believe 

their condition will not last forever, but particularly when their partner believes that diabetes 

will last forever. For people with diabetes, such beliefs may signify difficulties with accepting 

their diagnosis; perhaps by avoiding the (scary) truth or through a lack of understanding of 

the condition. Meanwhile, when the partners perceive that their loved ones diabetes is a 

lifelong condition, this may arouse tension in the relationship. As discussed previously, 

relationship quality (specifically relationship consensus) has a crucial role in emotional 

adjustment to Type 2 diabetes (Berry et al., 2017a, Dempster et al., 2011).   
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While mismatching illness perceptions appear to be important sources of emotional distress, 

congruent negative perceptions may also lead to greater distress by provoking or rousing 

unhelpful thoughts about diabetes. The findings show that when people with Type 2 diabetes 

perceive that the symptoms of their condition are less predictable, the burden of living with 

diabetes is greater. However when partners share this belief, the effect is enhanced. Perhaps 

this could be interpreted as suggesting that when a person has a strong somatic 

responsiveness to diabetes, this may elicit greater concern in their partner, which in turn 

heightens awareness and sensitivity towards diabetes symptoms in people with diabetes. 

The current findings demonstrate the complex ways in which partners can influence 

emotional adjustment in Type 2 diabetes, and further support the need for partner inclusion in 

diabetes support strategies. Specifically, interventions ought to address communication and 

support styles between couples. With greater recognition of common ‗content‘ of unhelpful 

dialogues (i.e. the different types of conflicting or provoking beliefs) which occur between 

couples living with Type 2 diabetes and which engender distress, there is scope to access and 

target these more directly via formal intervention. Certainly, Chapter 2 shows that including 

partners or family members in interventions designed to improve health-related outcomes in 

chronic illness is feasible and can be hugely effective—often more so than the equivalent 

patient-only intervention (Berry, Davies, & Dempster, 2017b). Studies have shown that 

illness beliefs (Ågren, Evangelista, Hjelm, & Strömberg, 2012; Northouse et al., 2007; 

Mishel et al., 2002) and communication issues (Heinrichs et al., 2012; Kuijer, Buunk, De 

Jong, Ybema, & Sanderman, 2004) in couples living with a chronic condition are amenable 

to intervention. This infers that negative beliefs and incongruity in people with Type 2 

diabetes and their partners could also be targeted through intervention with an aim of 

alleviating diabetes distress. 

4.3.2. Shortcomings 

On average, participating couples had low levels of diabetes distress, and participants with 

Type 2 diabetes had relatively well controlled HbA1c, with a low incidence of diabetes-

related complications. The low scores are most likely to be related to the method of 

recruitment through primary care, however as a result of this it is difficult to generalise the 

findings beyond a well-controlled population of people with Type 2 diabetes. Recruiting 

participants from a secondary care setting may provide greater scope for investigation as 

experiences of diabetes distress are likely to be substantially greater (Stoop et al., 2014). In 



107 

 

effect this would present a stronger case favouring (or not favouring) the role of partners‘ 

beliefs on clinically meaningful diabetes outcomes.  

Furthermore, of the total 950 people who received questionnaires, 75 couples responded to 

the cross-sectional/ baseline questionnaire (8% response rate), and 45 completed the 

questionnaire at 12 month follow-up (5% response rate for the total pool of patients and 60% 

response rate for the couples responding at baseline). The poor response rate invites a degree 

of non-response bias. Participants who agreed to take part in the survey may be distinct from 

individuals with diabetes who did not respond, possibly across important sociodemographic 

or medical parameters; which may diminish the representativeness of the current sample. 

Nonresponse bias is a reported disadvantage of postal questionnaires due to a number of 

reasons relevant to the method of correspondence used in this particular study (Edwards et 

al., 2002). Reasons for the low response received in this work may include length of the 

questionnaires (15-20 minutes average completion time), the request for full address on the 

consent form for purposes of follow-up, using a non-tracked delivery method, and also due to 

the delicate nature of the questions included in the survey (Edwards et al., 2002). 

Unfortunately there was little opportunity to gather information on those who did not respond 

to the questionnaire, however it would be useful to explore non-response rates among couples 

living with Type 2 diabetes in future studies, in an effort to strengthen recruitment strategies 

within this population. 

4.3.3. Conclusion 

This study provides novel and practically useful information to support our understanding of 

the mechanisms underlying diabetes distress in couples living with Type 2 diabetes. 

Crucially, partners‘ perceptions about Type 2 diabetes can impinge on the beliefs held by 

their loved ones, particularly when partners have differing beliefs about diabetes, but also 

when they hold mutually negative beliefs about the condition. In day to day life, incongruities 

about diabetes may signify problems with how couples communicate about diabetes, which 

in turn may influence how they support one another. Moreover, this work identifies that 

negative beliefs about Type 2 diabetes and incongruity between couples beliefs may continue 

to influence emotional wellbeing unless they are actively targeted through the appropriate 

intervention. Hence, doing nothing (not intervening) means that this pattern will endure over 

time, and diabetes distress will be a perpetual feature of day to day life with Type 2 diabetes, 

and in turn may continue to impact medically relevant outcomes such as HbA1c. 



108 

 

CHAPTER 5 

Exploring diverse narratives of diabetes distress among people with Type 2 diabetes, 

partners, and healthcare professionals, and exploring the need for intervention. 

 

5.0. Introduction  

Living with and managing Type 2 diabetes is not a straightforward process. It involves more 

than simply making a few adjustments to diet and attending health appointments once in a 

while—it requires making extensive and permanent changes to a well-established lifestyle. It 

is therefore not surprising that many people and their families experience significant distress 

as result of this adjustment. So far this PhD research has explored some of the key factors 

underpinning diabetes distress. Cross-sectional and longitudinal work has demonstrated that 

relationship quality, maladaptive coping strategies, and the beliefs that couples have about 

diabetes have a considerable bearing on emotional adjustment. There is a substantial body of 

evidence supporting partner inclusion in strategies to improve emotional outcomes in people 

with Type 2 diabetes. While these findings are informative and provide focus for the content 

of an intervention to address diabetes distress, there is merit in exploring what is most 

challenging about living with Type 2 diabetes from the perspectives of couples themselves. 

Moreover, Chapter 4 has shown that when couples hold conflicting perceptions about 

diabetes, physician-related distress is greater. Considering this, one might speculate that 

incongruity between couples could impinge on or be reflective of the relationship that people 

have with their healthcare provider. Investigating the unique experiences of healthcare 

professionals may provide a useful insight into their awareness of diabetes distress. 

Importantly, this would provide a sense of the degree to which emotional struggles are 

addressed in day to day health practice. 

5.0.1. Experiences of diabetes distress 

A number of studies have sought to unpick diabetes distress from the lived experiences of 

people with diabetes. Tanenbaum and colleagues carried out interviews with individuals with 

Type 2 diabetes to find out how the condition affected them emotionally (Tanenbaum, Kane, 

Kenowitz, & Gonzalez, 2016). Salient themes identified included worries about developing 

long-term complications, lack of guidance from healthcare providers, low sense of control of 

diabetes, depressive moods, and struggles related to the lifestyle change required to manage 
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diabetes (Tanenbaum et al., 2016). In other work, individuals were asked what they believed 

to be the most important consequence of successful diabetes management (Svedbo Engstrom, 

Leksell, Johansson, & Gudbjörnsdottir, 2016). Participants commonly responded that it was 

to lead a healthy and satisfying life; yet in truth they experienced the demands of diabetes 

management as overwhelming and challenging (Svedbo Engstrom et al., 2016). Individuals 

also recounted that managing diabetes often meant sacrificing various aspects of their social 

life, and likewise felt that their social and work life often impeded their ability to manage 

their diabetes (Svedbo Engstrom et al., 2016). Feelings of hopelessness towards self-care, 

feeling anxious about complications, and perceived discrimination in the work domain, are 

other professed concerns among people with diabetes (Stuckey et al., 2014). Contrastingly, 

individuals with diabetes described that remaining positive about diabetes self-management 

and having a strong support network, foster greater resilience (Stuckey et al., 2014). 

The research described provides an insight into the personal experiences of those who live 

with diabetes. Generally, the narratives convey worries about health outcomes, the helpful or 

unhelpful impact of others, and divulge the overbearing nature of diabetes management. 

However to our knowledge no existing work has explored diabetes distress from the 

perspectives of partners and healthcare providers, to get a sense of their understanding of the 

emotional cost of Type 2 diabetes. Previous work has shown that partners and healthcare 

professionals have an essential role in emotional adjustment. As alluded to in Chapter 1, 

quality of support and communication between people with Type 2 diabetes and their 

partners influences dietary and exercise adherence (Trief et al., 2003; Beverly, Miller, & 

Wray, 2008). As also previously discussed, individuals experiencing greater emotional 

distress are less likely to engage in conversation with their doctor or nurse, which 

demonstrated the importance of gentle encouragement and empathy on the part of diabetes 

health professionals (Beverly et al., 2012). Other work suggests that the nature of the patient-

provider relationship can influence emotional adjustment and attitude towards self-care 

(Polonsky et al., 2017). Specifically, a patient-provider relationship built on reassurance, 

collaborative planning, and which considers the unique needs of patients, would foster a 

better supportive environment and in turn would help people cope better with the demands of 

diabetes (Cradock et al., 2017; Polonsky et al., 2017). Relatedly, Polonsky and Henry (2016) 

found that medication adherence is significantly associated with the degree to which 

individuals trust their healthcare provider and consequently trust the advice they are given 
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about looking after their diabetes. Largely this trust is defined by quality of communication 

(Polonsky and Henry, 2016). 

5.0.2. Rationale 

The evidence outlined suggests that good communication and understanding from others such 

as family and health providers are crucial in developing emotional resilience in Type 2 

diabetes. However little is known about the extent to which distress experienced by 

individuals with Type 2 diabetes, is understood or acknowledged by the people who support 

them personally and professionally. Comparing experiences of diabetes between these groups 

may reveal important communication barriers between couples and between patients and 

healthcare providers. Acquiring a greater knowledge of this would provide the scope to 

explore how miscommunication and incongruence might play out in day to day life, and to 

consider ways to address this through intervention. Additionally, no existing work has 

established whether or not couples living with diabetes or healthcare providers perceive a 

need to target diabetes distress, and what the practical implications of this might be. 

Information assimilated through this study will provide guidance on how to address some of 

the interpersonal conflicts underpinning diabetes distress, and offer recommendations on the 

development of an intervention to reduce diabetes distress in couples.  

Research aims 

1. To explore and compare different narratives of diabetes distress from the perspectives 

of three demographic groups—people with Type 2 diabetes, their partners, and 

diabetes healthcare providers.  

2. To ascertain whether there is a perceived need for an intervention to address diabetes 

distress among couples living with Type 2 diabetes and diabetes healthcare providers, 

and to explore any practical barriers to providing this type of intervention. 

 

5.1. Method 

5.1.1. Recruitment 

This study received ethics approval from the Research Ethics Committee for the School of 

Psychology at Queen‘s University Belfast. Selective sampling was used to recruit participants 

for this study. Eligible participants were adults aged 18+ who spoke English, who had been 

diagnosed with Type 2 diabetes, and who lived with a partner or spouse at home. People with 
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Type 2 diabetes and partners were recruited through Diabetes UK via social media tools 

including Facebook and Twitter, and also through various diabetes support groups. Potential 

participants were provided with a participant information sheet detailing what the study 

entailed, and were invited to complete consent forms if they wished to take part (see 

Appendix 5.1 and 5.2 for the participant information sheet and consent form). In total, seven 

people with Type 2 diabetes (pwt2d) & six partners agreed to participate in separate semi-

structured interviews (one partner was unable to attend). Other eligible participants were 

healthcare providers who were directly involved in diabetes care. Healthcare providers (HCP) 

were recruited by approaching a specialist diabetes education team and a hospital-based 

diabetes team. In total, seven HCPs took part in two focus groups (focus group 1 = 4 HCPs, 

focus group 2 = 3 HCPs).  

5.1.2. Study protocol 

Pilot interviews were undertaken with one pwt2d and one partner, and were video recorded to 

assess whether the terminology used in the interview schedule appeared comprehensible and 

appropriate. This also presented the opportunity to reflect on interviewing technique and to 

get an estimate of how long each interview was likely to take, so that potential participants 

could be informed of the possible duration of the study.  Interviews thereafter were 

undertaken separately for each pwt2d and partner, and were audio recorded. Interviews took 

place in a location of the participant‘s choice to facilitate accessibility; provided it would be a 

sufficiently quiet and private setting. Interviews took place at participants‘ homes, in the 

office of a member of the research team, or in a private room at the university postgraduate 

centre. Interviews lasted between 40-100 minutes, and on average lasted around 50 minutes. 

The two focus groups were conducted in a private room in each of the host hospitals. Each 

focus group began with a brief introduction before beginning the session. Each session was 

audio recorded, and lasted around 60 minutes on average. An interview schedule was used for 

all interviews and focus groups as a topic guide for conversation. See Appendices 5.3 and 5.4 

for the interview topic guide for pwt2d and their partners, and Appendix 5.5 for the focus 

group topic guide for healthcare providers. 

At the end of each interview and focus group, participants were provided with a debrief form 

(see Appendix 5.6) with the contact details of the research team if they had any further 

questions, or wished to have their data omitted from the study within the specified time limit. 

Following manual transcription, all audio recordings were destroyed to preserve anonymity. 
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Recruitment for semi-structured interviews with couples occurred until data saturation had 

been reached, however recruitment for the focus groups ceased after two professionally 

diverse groups were formed. 

5.1.3. Data analysis  

Thematic analysis was performed on the data, wherein the thoughts and experiences 

expressed by participants were inductively identified and coded at the semantic level (Braun 

& Clarke, 2006). Three independent members of the research team (E.B, M.Da, and M.De) 

trained in this method of analysis carried out open-coding on transcriptions and then 

triangulated the first phase of codes to support analytic credibility. Codes were then refined 

into categories, at which point triangulation was repeated. Any prevailing categories across 

the data became overarching themes and sub-themes. The entire analytic process was 

undertaken recursively, so that any themes extracted remained closely bound to the data 

(Braun & Clarke, 2006). Due to the personal and sensitive nature of the data collected, it was 

also important to be reflective of the analytic approach. 

5.2. Results  

People with Type 2 diabetes and partners were aged between 42-73 years. One pwt2d was on 

insulin therapy, four took medication, and two were treated by diet only. Three pwt2d 

reported regularly attending diabetes support groups with their partners, while four reported 

having not attended any diabetes support groups. HCPs comprised of three diabetes specialist 

nurses (two of which were dedicated diabetes educators), two consultant diabetologists, and 

two diabetes specialist dieticians.  

Results from the thematic analysis are reported in two sections in accordance with the 

research aims delineated earlier. Part one presents and compares the themes identified for 

each demographic group. Part two explores whether or not there is a perceived need for an 

intervention to address diabetes distress, and outlines the main practical barriers conveyed by 

HCPs. See Tables 5.1 and 5.2 for part one and two topics with supporting textual excerpts.  
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5.2.1. Comparing experiences of diabetes distress across people with Type 2 diabetes, 

partners, and healthcare providers 

A number of themes were identified exclusively for pwt2d and for their partners, although no 

themes were identified exclusively for HCPs in relation to their understanding of diabetes 

distress. Also observed, were two broad overlapping themes conveyed by all participants. 

This suggested convergence among participants in how they perceived or experienced 

diabetes distress. Figure 5.1 captures the themes identified for pwt2d only, partners only, and 

common themes emerging across all groups. See Table 5.1 for comprehensive samples of text 

across themes.  

 

Figure 5.1. Themes identified for pwt2d only, partners only, and overlapping themes 

observed across pwt2d, partners, and HCPs 

 

5.2.1.1. People with Type 2 diabetes themes 

Three themes drawn from pwt2d narratives described the unique experiences of living with 

Type 2 diabetes, which were not observed in the dialogues with partners and HCPs. The 

themes identified were ‗sense of restriction‘, ‗disempowered‘, and ‗accepting diabetes‘. 
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Theme #1 ‗Sense of restriction‘ emerged in conversations with four pwt2d, and described 

how participants felt that they were no longer able to take part in life in the same way as 

before being diagnosed due loss of physical functioning, engagement in social activities, and/ 

or due to reduced occupational capacity. Pwt2d described a perceived reduction in physical 

capacity, feeling that their body no longer functioned as it did before they had Type 2 

diabetes. Pwt2d discussed how their body now made it difficult to engage in certain tasks or 

activities in the same way as before their diagnosis—pwt2d 5: "you get down because you can‟t 

do certain things, it‟s like when older people say oh used to be able to do this and that, and, I feel like 

that now, I can‟t do certain things, and I‟m going, this is horrible, I feel like I‟m getting old before my 

time, it‟s really scary stuff". Other participants felt that since their diagnosis, they were no 

longer able to fully engage in common social conventions focused on food. Socialising 

during parties or family events tended to also revolve around food, and participants felt that 

they were losing out on the enjoyment of the occasion—pwt2d 7: "if you‟re out or at a party or 

at somewhere— it‟s our Church‟s 50th anniversary at the weekend there and the whole place was full 

of buns and cakes, and puddings and treats, it‟s very hard—It can be tempting to think that you wish 

you weren't diabetic, that you could eat them, you know when you remember how you could have”. 

A number of pwt2d described how Type 2 diabetes impacted on their capacity to work due to 

feeling unable to cope with work load/ intensity alongside managing their diabetes. Worries 

about diabetes-related outcomes such as hypoglycaemia or hyperglycaemia affected 

concentration at work—pwt2d 5: "I don‟t even really understand how I‟m still working in an 

office, because it‟s astounding the pressure I have to go through every day, to get through my day. 

And amidst it all I‟m going, “am I going too low, going too high”". For one participant, diabetes 

resulted in early retirement—pwt2d 2: "I know isolation, and that‟s the worst scenario for people 

and their mental health, and eh, as I say I had to give up work so I don‟t have that element anymore". 

Theme #2 ‗Disempowered‘ was conveyed by five pwt2d. Participants felt that diabetes was 

an unwelcome imposition, which they had little control over. Participants reflected on 

occasions when they felt unable to influence their circumstances—pwt2d 6: "I remember there 

was one time I just felt that bad, and I was up in hospital all night with itchy skin…I just said to myself 

“I feel like I‟ve fallen into a big hole and I can‟t get out of it”, I want home, I was like a baby I just 

wanted home". In particular there was a sense of hopelessness as to the extent to which they 

could impact diabetes outcomes and the trajectory of their illness—pwt2d 5: "There‟s no way 

out that‟s the way I see it, you‟re stuck with it.  When I first found out I had diabetes I tackled it, but I 

think I was a bit naïve, I didn‟t think the consequences would be as hard on you". 
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Theme #3 ‗Accepting diabetes‘ captured the different ways people made sense of their 

condition, and the degree to which they felt able to integrate diabetes into day to day life. 

Four pwt2d accepted that diabetes was now a definitive part of their life, however felt that 

they had no choice other than to accept their illness—pwt2d 6: "But, well, I suppose you just 

have to cope with it really and that‟s it". A number of pwt2d compared their own situation with 

others‘ they perceived to be less fortunate or ‗worse off‘, which seemed to make it easier to 

accept their own situation—pwt2d 7: “no, I look at it like I could‟ve had a lot worse diagnoses 

than diabetes, he could have been telling me I‟ve 6 months to live with terminal cancer”. One 

participant found it easier to accept diabetes when they were able to focus this experience 

into more positive things such as volunteering—pwt2d 2:"it (volunteering) gives you 

momentum…it‟s like Ok I‟m diabetic, it‟s gonna eventually kill me but, you know, you don‟t sort of 

dwell on that there, you just go on and see the positive things". Another participant talked about 

how it can be difficult for people to accept diabetes due to being unaware or unable to 

comprehend the seriousness the condition—pwt2d 1: "Sometimes it‟s like the blinkers are up…if 

I ignore it maybe it will not be as bad. Maybe it will go away". 

5.2.1.2. Partner themes 

Partners‘ recognised distress in their loved ones, however also described some of their own 

personal struggles associated with living with someone who has Type 2 diabetes.  

Theme #4 ‗Feeling responsible‘ captures how a number of partners believed that it was their 

responsibility to manage their loved one‘s diabetes. These partners felt strongly concerned 

that diet or blood glucose targets were being met—partner 6: "It‟s always at the back of your 

mind, the diabetes.  You don‟t want the sugars going haywire” and felt obliged to ensure that the 

diabetes regimen was followed—partner 1: "I‟m doing my best I mean I don‟t always have control 

over what [partner‟s name] does. He‟ll say oh I only eat what you give me. But no matter what he 

always eats something when I go out. And I find that frustrating". 

Theme #5 ‗Need for greater involvement‘ captures how five partners also felt that they would 

like to engage more with health care professionals to acquire a greater understanding and 

involvement in their loved one‘s diabetes—partner 3: “a whole lot of people with diabetes would 

go off to appointments on their own, and it‟s like “well what happened?” and they‟re like “Uh I don‟t 

want to have to go through the whole lot”- they‟ll hand you the leaflets just...so it‟s just keeping on 

top of things, so that I know what I‟m dealing with".  Many partners expressed a degree of 

uncertainty as to how they could support their partner with diabetes, despite wanting to 
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help—partner 4: " I try to help her as much as I can, like when I‟m making any food, but it‟s 

knowing what she can and can‟t eat sort of...I guess, you‟d love to make her better but you just, carry 

on with it”.  

5.2.1.3. Overlapping themes 

Theme #6 ‗Self-care struggles‘ captures a theme conveyed by all participants (pwt2d, 

partners, and HCPs), relating to the demands of diabetes self-care. The majority of pwt2d felt 

that aspects of managing diabetes such as taking medication, adhering to a healthy diet, or 

blood glucose monitoring, were tedious and overwhelming at times—pwt2d 4: “life is totally 

different, really, because you have to change how you think, where you‟re going, what you‟re going to 

do, what you have with you, what there is to eat" (pwt2d 4). A number of partners and healthcare 

professionals expressed a good understanding of the challenges associated with self-care. 

Three partners were strongly aware of the pressures and concerns experienced by their loved 

ones, especially surrounding diet control and  blood tests—partner 6: “at the start her blood 

sugars where very high, and she would have contacted the nurse a lot. So until she got herself 

regulated I know she had a lot of worries around that". Three HCPs discussed how not achieving 

target outcomes often generated feelings of failure, which commonly transpired during their 

conversations with patients during diabetes clinics—HCP 1: Control as well, a lot say they 

really don‟t know where to turn anymore; trying their best but not achieving anything—Still perceive 

that they‟re failing".  

Theme #7 ‗Need for appropriate support‘ was another common theme emerging across the 

three participant groups. A number of pwt2d, partners, and HCPs acknowledged a gap in 

non-medical support provision for pwt2d, and recognised that support provided by others 

such as family or healthcare providers can often be unhelpful. Three pwt2d expressed 

concern with the support provided by healthcare providers. Many pwt2d perceived a lack of 

emotional support for diabetes—pwt2d 4: "people don‟t really ask “how are you?” People just 

seem to more deal with the practical things…nobody really asks you are if there times when your 

actually fed up to the teeth and wish you weren‟t a diabetic”, and others felt that they were not 

provided with adequate self-care guidance at the point of diagnosis—pwt2d 2: "I have got 

absolutely no help from my GP…No information pack, no knowledge whatsoever". Three partners 

echoed these concerns when describing their experiences of healthcare provider support. 

They recognised that time constraints often meant that little could be discussed during 

appointments, and also perceived a lack of information about diabetes-treatments such as 

insulin—partner 1:“first time we went to the nurse, she saw us very quickly, she didn‟t have much 
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time. And she handed us this testing kit— didn‟t even open it”. Four HCPs mentioned how people 

are often told they have diabetes in a cold and uninformative manner, which was a common 

grievance among patients during clinics and education groups—HCP 3: “They‟ve been in for 

blood test but they haven‟t even been told they have diabetes, and so when they get here they‟re very 

angry". 

Three pwt2d felt that the support provided by family members was inappropriate. At one 

extreme, family were seen as being overprotective—pwt2d 1: “They‟re all very aware of my 

diabetes and watch out for what I‟m eating and so on - well almost too much...even the grand children 

would say “no you‟re not allowed to eat that! My family are a bit like the food police and that can be 

frustrating", whereas at the other extreme family were seen as providing little or no support 

with diabetes—pwt2d 5: "They haven‟t got a clue...my sister‟s kid has got Type 1, and it‟s like “Aw 

you‟re not as bad off as my children”. Like what a cruel thing to say. They maybe think I‟m putting it 

on a bit, I mean they have no idea…so now I just help myself and never let on. There‟s no support 

there, no—not at all".  Three HCPs described how many patients during diabetes clinics or 

phone calls would express frustration and anger with family members—HCP 2: "Yeah family 

doesn‟t care, they‟re giving me no support or family keep telling me to take my blood sugars, so 

you‟ve kind of got the two extremes. Trying too hard or not trying hard enough, yeah we‟d get a lot of 

calls like that". 

5.2.2. Exploring the need for more tangible emotional support and the pragmatic barriers of 

providing emotional support in practice. 

5.2.2.1. Perceived need for greater emotional support 

Broadly, participants felt that there was a need for greater emotional support for people living 

with Type 2 diabetes (Table 5.2). This was conveyed largely in the theme ‗Need for 

appropriate support‘. Many pwt2d felt that emotional support in diabetes care was limited or 

non-existent—pwt2d 5: "But the emotions thing I don‟t think it‟s ever been properly addressed, we 

did talk about depression but I mean the psychological side is a different thing". Four partners 

perceived the need for greater peer support from other couples living with Type 2 diabetes—

partner 5: "I think like a group thing would be good because then you would be with other people 

maybe with similar worries and that, other partners would be there".  

Many HCPs identified that the stresses of managing diabetes can impose barriers on self-care, 

which in turn can impact medical outcomes in diabetes—HCP 4: “if emotionally they are not in 

the right place they won‟t take on any of the key messages, and you would see that time and time 



118 

 

again…They‟re just really surviving”. HCPs perceived that "addressing those (emotional) issues” 

could have “ripple effects on the overall management of their condition because they might be able to 

have a bit more clarity, and focus on things like diet and lifestyle; because their emotional health is 

being looked after as well" (HCP 1). Reflecting on attendance rates to structured diabetes 

education programmes, HCPs speculated that for many of their patients, poor attendance 

could be related to unaddressed emotional issues—HCP 3: “there might be a lot of people who 

don‟t turn up because they‟re dealing with stuff, so maybe if they could have had a little bit of support 

at that point”. Although, HCPs felt that addressing emotional distress was not feasible during 

clinics or education programmes due to time constraints, and felt that a designated time and 

space was required to address emotional concerns—HCP 2:"It would be impossible time wise for 

us to squeeze that in, because it‟s something that‟s going to take more time than checking a blood 

pressure".  

5.2.2.2. Barriers to providing an intervention to target diabetes distress 

There were a number of pragmatic concerns raised by HCPs relating to the design and 

conduct of an intervention to address emotional distress in people with Type 2 diabetes 

(Table 5.2).  First, HCPs made some suggestions about recruiting for an intervention 

addressing diabetes distress. The majority of HCPs felt that it would be best to recruit 

individuals who had already attended a Type 2 structured diabetes education programme, so 

that they would have a better understanding of their condition and would have had the 

experience of attending a group programme for diabetes—HCP 6: "Yeah it could actually be 

better after structured education. You see a transition in people‟s attitudes after they‟ve been to the 

whole programme because some are sceptical at the start so maybe that is a better time for 

intervention for diabetes distress, because people are maybe more open minded than when they came 

into the programme". However some HCPs queried whether this might exclude people who 

were not attending structured education due to underlying emotional issues, as alluded to 

previously—HCP 1: "But equally there might be a lot of people who don‟t turn up because they‟re 

dealing with stuff, so maybe if they could have had a little bit of support at that point then it could 

have been a great support after that—somebodies heard them and they‟ve listened and they‟ve been 

able to sort things out and they‟re in a different place. So that would be a back-up and support for 

them when they come to the education programme". 

HCPs also felt that the use of certain emotive language and terminology when promoting the 

intervention could discourage people from attending—HCP 1: "You can‟t just go in straight 

away talking about distress or depression". HCPs mentioned that the term ―depression‖ for 
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instance, has previously elicited some discomfort or anger during structured Type 2 diabetes 

education groups—HCP 6: "there was another lady who was very resistant, saying “Are you telling 

us we‟re all depressed?”" HCPs also felt that some people may find it difficult to admit they 

are experiencing emotional issues or perhaps are unaware they are struggling, and therefore 

would have little interest in attending a programme focused on emotional distress—HCP 4: 

"It‟s their own health beliefs, and everyone is so individual, how they‟ve been brought up, and some 

will bury their head in the sand and they‟ll say well I‟ll not admit to that because that‟s admitting 

failure". 

There was also some discussion during the focus groups about who might facilitate this type 

of intervention. The majority of HCP believed that this type of intervention would be best 

facilitated by a clinical psychologist—HCP 3: "Oh I think it would really need to be a specialist, 

a psychologist, I wouldn't really feel comfortable dealing with those sort of issues…I don't think it 

would be safe for me to be trying to give that kind of help—say if I gave out the wrong information. 

Some of the things that people disclose can be really quite sensitive".  On the other hand, some 

HCPs felt that diabetes specialist nurses (DSN) would be suited to address diabetes distress, 

having a better insight into common struggles among people with Type 2 diabetes—HCP 2: 

"They‟re very caring, very holistic. And I think also the DSN‟s are in contact quite regularly with 

these patients, particularly insulin treated patients, and they‟d be the main point of contact for 

patients and they‟d be also maybe in contact with patients between appointments. So it‟s having that 

rapport". Although, common concerns were raised across HCPs in both focus groups about 

their competency as diabetes medical professionals in addressing emotional challenges—

HCP 5: "But we maybe don‟t know how to cope with all that very well ourselves...you want to fix it 

and solve it". 
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Table 5.1: Experiences of diabetes distress across people with Type 2 diabetes, partners, and healthcare providers 

              Themes Examples 

People with 

Type 2 

diabetes 

Sense of restriction 

  

- a 
Physical 

- b 
Social 

- c 
Occupational 

 

- a “1t‟s very difficult. Sometimes I‟ll get very fed up and I‟ll maybe just stay in bed all day, just cause you 

generally just feel tired” (pwt2d 2). 

- a "you get down because you can‟t do certain things, it‟s like when older people say oh used to be able to do 

this and that, and, I feel like that now, I can‟t do certain things, and I‟m going, this is horrible, I feel like 

I‟m getting old before my time, it‟s really scary stuff" (pwt2d 5). 

- b "sometimes it can be a bit annoying because you just think, anyone else can just go out and get something, 

whereas there‟s always a bit of a fuss over it and sometimes you would just like if there wasn‟t. And really 

that‟s only in your own mind " (pwt2d 4). 

- b "if you‟re out or at a party or at somewhere— it‟s our Church‟s 50th anniversary at the weekend there 

and the whole place was full of buns and cakes, and puddings and treats, it‟s very hard—It can be tempting 

to think that you wish you weren't diabetic, that you could eat them, you know when you remember how you 

could have” (pwt2d 7). 

- b "It‟s when you‟re invited for dinner and there‟s all this food prepared...it‟s hard when you can‟t enjoy all 

of it anymore— the amazing, huge desserts and that" (pwt2d 1). 

- b "There are loads of things like the birthday buns, and I‟m starting to say no now because it‟s just getting 

too much every time—there‟s like a wee breakfast club on...I just go no, and go have my Weetabix. There‟s 

a bit of a difference going on in cheering your life up isn‟t there?" (pwt2d 5). 

- c "I know isolation, and that‟s the worst scenario for people and their mental health, and eh, as I say I had 

to give up work so I don‟t have that element anymore" (pwt2d 2).  

- c "I don‟t even really understand how I‟m still working in an office, because it‟s astounding the pressure I 

have to go through every day, to get through my day. And all along I‟m going, “am I going too low, going 

too high”" (pwt2d 5). 

Disempowered - "I remember there was one time I just felt that bad, and I was up in hospital all night with itchy skin…I just 

says, “I just feel like I‟ve fallen into a big hole and I can‟t get out of it”, I want home, I was like a baby I 

just wanted home" (pwt2d 6). 

- "There‟s no way out that‟s the way I see it, you‟re stuck with it.  When I first found out I had diabetes I 

tackled it, but I think I was a bit naïve, I didn‟t think the consequences would be as hard on you" (pwt2d 5). 

- "It‟s a time bomb—You can have Type 2 diabetes before you even have symptoms so the damage is already 

done before you even know" (pwt2d 7). 
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- "We try to do everything right. But I still have days, even when I‟ve only had porridge for breakfast, when I 

get the sweats and I get confused as to why if we‟ve done everything right. It can be demoralising." (pwt2d 

1). 

- "But it‟s very difficult and sometimes for no apparent reason you can have a spike, you can have a high- 

with no rhyme or reason. I mean if I had a bit of chocolate cake or half a dozen biscuits then you could say, 

that‟s what did it, but, if you‟re just eating…and then you think well what‟s the point? ". (pwt2d 2). 

 Accepting diabetes - "But, well, I suppose you just have to cope with it really and that‟s it" (pwt2d 6).  

- "I think along with the rest of the health problems I just take it in my stride to tell you the truth. I do get a 

bit upset sometimes about it, but nothing much really- just “what has to be has to be” and that‟s it really" 

(pwt2d 3). 

- “no, I look at it like I could‟ve had a lot worse diagnoses than diabetes, he could have been telling me I‟ve 

6 months to live with terminal cancer” (pwt2d 7). 

- "I‟ve kind of felt that it‟s something you just have to deal with- it‟s not going to be going away,  and as 

much as you like to overindulge or have another bit of chocolate, you‟ve always to be careful" (pwt2d 4). 

- “I try and think of people who are very, very ill in hospital and would love to eat something, and I‟d say to 

myself well now there people who wouldn‟t mind having a sensible salad sandwich and they don‟t even 

have that choice. Sometimes you need to give yourself a bit of a jolt” (pwt2d 4). 

- "people say to me “If you lose weight it will go away”, but you can‟t lose diabetes even if your blood 

glucose is controlled. You will always be diabetic, you‟re damaged in ways, your pancreas is damaged…its 

getting your head around it all (pwt2d 5). 

- "it (volunteering) gives you momentum…it‟s like Ok I‟m diabetic, it‟s gonna eventually kill me but, you 

know, you don‟t sort of dwell on that there, you just go on and see the positive things" (pwt2d 2).  

- "Sometimes it‟s like the blinkers are up…if I ignore it maybe it will not be as bad. Maybe it will go away" 

(pwt2d 1). 

Partners Feeling responsible - "It‟s always at the back of your mind, the diabetes.  You don‟t want the sugars going haywire” (partner 6). 

- "it‟s on a daily basis, and I‟m having to, I just watch his moods, or if he‟s tired or- I‟m on the ball with it 

though " (partner 3). 

- "I‟m doing my best I mean I don‟t always have control over what [partner‟s name] does. He‟ll say oh I 

only eat what you give me. But no matter what he always eats something when I go out. And I find that 

frustrating" (partner 1).  

- "I was already cutting out salt, low purine…I knew it was another dietary challenge which focuses on me—

the responsibility on me yeah." (partner 1). 
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Need for greater 

involvement 

- “a whole lot of people with diabetes would go off to appointments on their own, and it‟s like “well what 

happened?” and they‟re like “Uh I don‟t want to have to go through the whole lot”- they‟ll hand you the 

leaflets just...so it‟s just keeping on top of things, so that I know what I‟m dealing with" (partner 3). 

- " I try to help her as much as I can, like when I‟m making any food, but it‟s knowing what she can and can‟t 

eat sort of...I guess, you‟d love to make her better but you just, carry on with it” (partner 4). 

- "that‟s why I went along to the support group...it was to help me to understand a bit better about what 

diabetes is” (partner 5). 

- “I‟m not demanding everyone flocks around me—all I want is someone to come along to explain things" 

(partner 6). 

- "you never know what‟s round the corner for yourself, you could develop it yourself and at least if you 

know, if you‟ve got a heads up on it, knowing how to control things its, yeah It would be a help to partners" 

(partner 7). 

All 

participants 

Self-care struggles - “life is totally different, really, because you have to change how you think, where you‟re going, what you‟re 

going to do, what you have with you, what there is to eat" (pwt2d 4). 

- "It‟s my tablets more than anything—they rattle me" (pwt2d 6). 

- "I have to get up, I have to take my tablets, I have to eat my breakfast, have to keep my mind straight—you 

go a bit crazy because you have to manage this „thing‟…I can‟t be keeping up with it all" (pwt2d 5). 

- "I handed the tablets back and said they aren‟t doing me any good- making me feel sick. I was taking a lot 

of blood pressure tablets, and tablets for my diabetes, and taking tablets to counteract the tablets, and you 

get into this cycle, and at one stage I was taking 13 tablets a day" (pwt2d 2). 

- "I think we do eat healthily, but it can be difficult. Some things just happen that make life a bit harder" 

(pwt2d 1). 

- “at the start her blood sugars where very high, and she would have contacted the nurse a lot. So until she 

got herself regulated I know she had a lot of worries around that" (partner 6). 

- Well I kind of thought it‟s just another illness on top of everything else. I worried about how he would 

manage it" (partners 3). 

- “I realise that the illness seems to be progressive. Is it inevitable that insulin will be a requirement? I know 

he would struggle administering insulin, along with everything else, blood testing etc.” (partner 1). 

- "Control as well, a lot say they really don‟t know where to turn anymore; trying their best but not achieving 

anything—still perceive that they‟re failing" (HCP 1). 

- "You find that with weight also sometimes if they‟ve been doing everything they can do but are still stuck" 

(HCP 2). 

- “one lady recently came to see me, she‟s Type 2 diabetes, but she‟s not overweight, and she says I don‟t 



123 

 

overeat, I‟m not fat, I manage my diet…she still felt she wasn‟t doing something right, she was like “it must 

be my fault”” (HCP 7). 

Need for appropriate 

support 

- "people don‟t really ask “how are you?” People just seem to more deal with the practical things…nobody 

really asks you are if there times when your actually fed up to the teeth and wish you weren‟t a diabetic” 

(pwt2d 4). 

- "I have got absolutely no help from my GP…No information pack, no knowledge whatsoever" (pwt2d 2). 

- “I was looking for the answers that my GP wasn‟t giving me, I thought about leaving the GP, but she‟d be 

very good with other issues with me” (pwt2d 5). 

- “They‟re all very aware of my diabetes and watch out for what I‟m eating and so on - well almost too 

much...even the grand children would say “no you‟re not allowed to eat that! My family are a bit like the 

food police and that can be frustrating" (pwt2d 1). 

- "They haven‟t got a clue...my sister‟s kid has got T1, and it‟s like “Aw you‟re not as bad off as my 

children”. Like what a cruel thing to say. They maybe think I‟m putting it on a bit, I mean they have no 

idea…so now I just help myself and never let on. There‟s no support there, no. not at all". (pwt2d 5). 

- "My partner wouldn‟t really have a good understanding of my diabetes, no, but you see he has a lot of 

other health complications to deal with" (pwt2d 7). 

-  “first time we went to the nurse, she saw us very quickly, she didn‟t have much time. And she handed us 

this testing kit- didn‟t even open it” (partner 1). 

- “he had a really bad high one when he was ill and we just didn‟t know what to do, we had Lantas, which is 

a slow acting insulin in the fridge but we didn‟t know how to use it we were never instructed in how to use 

it....that was the most frustrating thing of the whole lot, was trying to work out in your head- what do you 

do here?" (partner 3). 

- "when her readings are coming in very high they put her on insulin and she didn‟t know what to do, they 

never said how to do it—they all tell you different things " (partner 6). 

- “They‟ve been in for blood test but they haven‟t even been told they have diabetes, and so when they get 

here they‟re very angry" (HCP 3). 

- "It's usually around the anger about believing they have it , and the way they have been informed they have 

it because how that information has been passed onto them if they are not in the right frame of mind to deal 

with it can really affect them" (HCP 4). 

- "Or they‟ve been just told to pick up a script, and so no one actually sat down and said to them “You‟re 

diabetic” (HCP 6). 

-  “Family. A big percentage of their issues are about family” (HCP 1). 
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- “I think maybe if family could be involved more it would help, sometimes they listen to their family better, 

and that‟s someone they trust." (HCP 5) 

- "Yeah family doesn‟t care, they‟re giving me no support or family keep telling me to take my blood sugars, 

so you‟ve kind of got the two extremes. Trying too hard or not trying hard enough, yeah we‟d get a lot of 

calls like that." (HCP 2) 
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Table 5.2: Exploring the need for more tangible emotional support and the pragmatic barriers of providing emotional support in practice. 

            Topics Examples 

Perceived need for 

greater emotional 

support 

 

 
*See also theme “need 

for appropriate support‟ 

- "But the emotions thing I don‟t think it‟s ever been properly addressed, we did talk about depression but I mean the 

psychological side is a different thing” (pwt2d 5). 

- "I think like a group thing would be good because then you would be with other people maybe with similar worries and 

that, other partners would be there" (partner 5). 

- "If you could talk to someone, even on the phone and for them to be like yeah well this is how we would deal with that and 

couple‟s groups getting together and just discussing how they‟re getting on with it and dealing with things day to day 

would be very beneficial. Somewhere you can get things off your chest and so on" (partner 3). 

- "But it‟s good to speak to somebody who has experienced diabetes and that sort of thing and you can share your thoughts, 

you know what I mean? When it‟s shared, it‟s halved, you know?" (partner 1). 

- "I think knowing that you have someone on the other end of the phone who knows how to deal with it, or even like the wee 

hub you could go to. It would take the pressure of you and you could sit and have a cup of coffee with someone like yourself 

and sit and chat about it" (partner 6). 

- “if emotionally they are not in the right place they won‟t take on any of the key messages, and you would see that time and 

time again…They‟re just really surviving” (HCP 4). 

- “there might be a lot of people who don‟t turn up because they‟re dealing with stuff, so maybe if they could have had a little 

bit of support at that point” (HCP 3). 

- "addressing those (emotional) issues as well might have ripple effects on the overall management of their condition 

because they might be able to have a bit more clarity, and focus on things like diet and lifestyle, because their emotional 

health is being looked after as well" (HCP 1). 

- "It would be impossible time wise to squeeze that in, because it‟s something that‟s going to take more time than checking a 

blood pressure" (HCP 2). 

- "ultimately addressing their emotions is going to benefit their control as well" (HCP 6) 

- “the main thing is having the opportunity to talk to someone who is non-judgemental and who is not a family 

member…When they come to our clinic they can be afraid that we are going to scold them for not having good enough 

blood sugars—so just the opportunity to talk to somebody" (HCP 7). 

 
Barriers to providing 

an intervention to 

target diabetes distress 

- a 
Recruitment 

- a "Yeah it could actually be better after structured education…you see a transition in people‟s attitudes after they‟ve been to 

the whole programme because some are sceptical at the start so maybe that is a better time for intervention for diabetes 

distress, because people are maybe more open minded than when they came into the programme" (HCP 6). 

- a “they‟ve so much information to take it at the time they‟re diagnosed. So post-education probably" (HCP 7). 
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path 

- b 
Language 

and 

terminology 

- c 
Facilitating 

an intervention 

- a "it could be that at the end of the structured diabetes education session anyone who wants to take things further could go 

on to the emotional side of things— say a second programme that would deal specifically with diabetes distress" (HCP 4). 

- a "It‟s a bit like, we would refer them on to an activity person—so we could refer them on to something dealing with the 

emotional side of things. And if we had some information to hand out they could even take it up themselves" (HCP 3). 

- a "But equally there might be a lot of people who don‟t turn up because they‟re dealing with stuff, so maybe if they could 

have had a little bit of support at that point then it could have been a great support after that, like you say they have sort of 

moved;  somebodies heard them and they‟ve listened and they‟ve been able to sort things out and they‟re in a different 

place, and so that would be a back-up and support for them when they come to the education programme" (HCP 1). 

- b "You can‟t just go in straight away talking about distress or depression" (HCP 1). 

- b "There was another lady who was very resistant, saying “Are you telling us we‟re all depressed?”" (HCP 6) 

- b "It‟s their own health beliefs, and everyone is so individual, how they‟ve been brought up, and some will bury their head 

in the sand and they‟ll say well I‟ll not admit to that because that‟s admitting failure" (HCP 4). 

- b "we had a gentleman last week who said “why are you saying all this stuff about depression?” and when I spoke to him 

afterwards about it he just said “Well you just have to get on with it like don‟t you? Like that‟s a load of rubbish about 

depression”. And then another one was similar." (HCP 3) 

- c "But we maybe don‟t know how to cope with all that very well ourselves...you want to fix it and solve it" (HCP 5). 

- c "Oh I think it would really need to be a specialist, a psychologist, I wouldn't really feel comfortable dealing with those sort 

of issues…I don't think it would be safe for me to be trying to give that kind of help—say if I gave out the wrong 

information. Some of the things that people disclose can be really quite sensitive" (HCP 3). 

- c "I would have thought it would have been a psychologist or a counsellor of some sort, someone who had training, whereas 

if you‟d thrown me into that I wouldn‟t have a clue what to say, definitely. So I think you need someone with a bit of 

training or something behind you surely" (HCP 1). 

- c "maybe for the less extreme issues, but there‟s only so much we can say or do, because it can be quite intense". (HCP 6) 

- c "Not every issue no, some issues maybe, but—" (HCP 2). 

- c "They‟re very caring, very holistic. And I think also the DSN‟s are in contact quite regularly with these patients, 

particularly insulin treated patients, and they‟d be the main point of contact for patients and they‟d be also maybe in 

contact with patients between appointments. So it‟s having that rapport" (HCP 2). 

- c "I think the DSN would be best to address that...they specialise in diabetes and are associated in a range of issues in 

diabetes" (HCP 7). 

- c "Perhaps with the type of distress you are talking about then it would be the Type 2 diabetes educators who would need to 

deliver this intervention, along with the appropriate training for that intervention. They would be wearing the two different 

hats so to speak—so as a diabetes specialist and educator but also for the emotional distress, the worries and so on that 

come up for people" (HCP 4). 
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5.3. Discussion 

This study explores emotional distress associated with living with Type 2 diabetes, from the 

perspectives of people with diabetes and the people who support them personally and 

professionally. Across the three participant groups there was a shared understanding of the 

difficulties posed by the daily management of Type 2 diabetes, and regarding the need for 

greater support from family and healthcare providers. However concerns were also raised 

solely by people with diabetes, which family members and healthcare providers seemed to be 

less attuned to or observant of. Equally, partners expressed unique concerns related to living 

with someone with Type 2 diabetes, which were not acknowledged by healthcare providers or 

people with Type 2 diabetes themselves. The disparities in experiences between participant 

groups may suggest gaps in communication and understanding between people living with 

diabetes and the people who support them. Furthermore, participants identified a need for 

greater emotional support for people affected by diabetes, although healthcare providers also 

divulged a number of potential barriers to providing this type of support. 

5.3.1. Unique and converging themes 

5.3.1.1. People with Type 2 diabetes themes 

The conversations with people with Type 2 diabetes drew out some of the less discernible 

and more complex emotional consequences of living with diabetes. Participants talked about 

how they felt no longer able to participate in and enjoy life in the same way as they did 

before being diagnosed. They perceived deterioration in their physical health due to treatment 

side-effects and felt unable to rely on their body‘s capacity to function. Participants also 

described feeling disengaged from social activities based around food and drink because they 

felt they could no longer freely indulge. The perceived physical and emotional pressure of 

managing their condition also made it difficult to work at the same stamina.  ‗Sense of 

restriction‘ captures how living with and managing Type 2 diabetes requires more than 

simply making minor behavioural changes. It is a lifestyle modification which demands 

letting go of old routines and habits, sacrificing luxuries, and adopting a new attitude toward 

food, exercise, and medical treatment—a process which can be exhausting. 

The theme ‗disempowered‘ captures how people with Type 2 diabetes often feel that there is 

little they can do to influence diabetes outcomes. For many participants, not being able to 

effectively manage diabetes prompted a sense of futility—it was a slander on their 
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confidence. When such thoughts and emotions become ingrained over time, this can result in 

what is defined as ‗diabetes burnout‘—a common but often unaddressed issue among people 

living with diabetes, and the result of the emotional exhaustion of living with a demanding 

chronic condition (Polonsky, 1999). 

The theme ‗Acceptance‘ describes some of the ways that people with Type 2 diabetes make 

sense of their illness, and its position in their lives. For many participants, accepting diabetes 

implicitly related to accepting the demands of self-management. This was difficult, and for 

some participants it felt more bearable to remain somewhat detached from their diagnosis by 

finding ways to diminish the seriousness of their illness. ‗Acceptance‘ is strongly connected 

to the two previous themes. In one sense, acceptance of diabetes is contingent on whether or 

not people are able to accept that their illness is not going to go away, and to feel able to let 

go of, or modify old beliefs and lifestyle behaviours. In another sense, acceptance is 

influenced by the degree to which individuals perceive that they are capable of influencing 

diabetes outcomes. Hence, whether a person feels able to actively engage with self-

management, in tune with the belief that they can manage their diabetes safely; or whether an 

individual submissively manages, driven by the belief that their efforts to self-manage 

diabetes are futile. The latter seems to convey fatalism, which previous work has identified as 

a key determinant of poor self-care (Walker et al., 2012). 

5.3.1.2. Partner themes 

The experiences of family members involved in supporting someone with Type 2 diabetes is 

less well acknowledged and understood. This work unearths some of the personal struggles 

experienced by partners. A number of partners expressed a strong sense of responsibility over 

the management of diabetes and felt liable for not meeting health targets. Other partners felt 

uncertain about how they could help their loved ones manage their condition, but expressed a 

strong desire to be able to do so. Both perceptions denote the importance of considering 

family more in diabetes support. Specifically, there is a need to provide guidance for partners 

in how to talk about diabetes-related concerns, and in turn how to offer support that is attuned 

to the needs of their loved one. 

5.3.1.3. Converging themes. 

There was accordance among participants regarding the stresses associated with managing 

Type 2 diabetes and the need for greater social support within the healthcare and home 
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environment. This was interpreted as an overlap in understanding of diabetes distress. 

Previous research affirms the importance of communication and shared understanding 

between couples and also between patients and healthcare providers. With this in mind, the 

observed overlap in themes seems to demonstrate an alignment in understanding, which 

could be built upon through guided communication and sharing of beliefs between couples 

and between healthcare providers and patients. It is a starting point; an opportunity for more 

focused conversations about what people are struggling with most in relation to diabetes, and 

what unhelpful beliefs or unmet needs might underpin such struggles. 

5.3.2. Considerations for developing an intervention to target diabetes distress 

Broadly, the conversations with participants divulged a need for greater emotional support 

with Type 2 diabetes. Important suggestions were made by diabetes healthcare providers 

regarding the route of recruitment for this type of intervention. It was advised that individuals 

may benefit more from this type of intervention if they had a preliminary understanding of 

their diabetes beforehand. However one issue with this method of recruitment, as suggested 

by a smaller number of healthcare providers in the focus groups, is that people may not want 

to attend structured education due to underlying emotional conflicts. Certainly, previous 

evidence has identified this as a key reason for not attending structured Type 2 diabetes 

education (Horigan, Davies, Findlay-White, Chaney, & Coates, 2016).  

In addition, healthcare providers cautioned us about choice of language and terminology 

when promoting and discussing the topic of emotional wellbeing. They reflected on how 

some individuals during previous education groups or clinics have felt uncomfortable with 

terminology associated with mental health; due to a lack of understanding or perhaps due to 

the perceived shame of admitting they are experiencing such issues. Work has demonstrated 

that people living with Type 2 diabetes can often experience a deep sense of shame due to 

perceived or experienced stigma from others; particularly in relation to the cause of their 

condition (Browne, Ventura, Mosely, & Speight, 2013). This suggests that individuals with a 

high sense of shame about their condition might be reluctant to admit struggle. For this 

reason it is imperative to pay close attention to the language and terminology used when 

developing, promoting, and implementing such an intervention. 

Another important concern raised by healthcare providers related to apprehensions 

surrounding the facilitation of an intervention focused on emotional distress. Specifically, 

there was a perceived lack of confidence in their ability to address the emotional stresses 
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associated with diabetes. Previous work identified similar concerns among a group of 

diabetes nurses after facilitating a psychological intervention endorsing self-care in people 

with Type 2 diabetes (Graves, Garrett, Amiel, Ismail, & Winkley, 2016). At times the nurses 

felt uncertain of how they should guide conversations and lacked confidence in the advice 

they were giving; particularly if the conversations they were having with patients deflected 

from diabetes to more general emotional problems (Graves et al., 2016). Given the current 

findings and this previous evidence, it is essential that diabetes health professionals are 

appropriately supported in how to have a discussion with patients about what is most stressful 

about diabetes—whether this is in day to day practice or in the role of facilitator in a formal 

intervention. 

5.3.3. Practical Implications and Conclusion 

The overlapping of core concerns about managing diabetes and getting appropriate support 

across participants is significant as it demonstrates shared understanding. It shows that 

individuals affected by diabetes are reflective of the emotional strains associated with 

diabetes, and importantly provides a bridge in communication between people with Type 2 

diabetes and those involved in supporting them with their condition. However, also 

significant is that there are less visible aspects of living with diabetes that perhaps are not 

talked about or understood as well. This relates to the emotional burden of living with the 

condition, as characterised by a sense of restriction, disempowerment, and the intrinsic 

challenge of accepting Type 2 diabetes. 

This study therefore identifies a need to address the beliefs underlying the less discernible 

emotional struggles expressed by people with Type 2 diabetes. Perhaps encouraging greater 

communication between couples so that they feel comfortable sharing their concerns, would 

alleviate some of the burden. Also, as diabetes medical professionals are at the forefront of 

diabetes care it is important that they are supported with talking to patients about why they 

might be struggling with a particular aspect of diabetes management, in a way that does not 

require expert psychological skills and does not demand excessive time during appointments. 

Often it is about taking a few moments to ask and listen—to acknowledge their patient‘s 

struggles and simply be present. In summary, this work provides important insights into the 

cognitive and interpersonal mechanisms underlying diabetes distress; beyond that of the 

survey results described in Chapters 3 and 4. The findings uphold the need for greater 
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psychosocial support, and identify important interpersonal barriers worth considering in the 

development of such support. 
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CHAPTER 6 

Recommendations for an intervention to address diabetes distress in people with Type 2 

diabetes and their partners 

 

6.0. Introduction  

Adjusting to the lifestyle change required to manage Type 2 diabetes can be exhausting and 

isolating in the absence of appropriate support. As reflected on in previous chapters, 

structured diabetes education programmes such as DESMOND (Diabetes Education and Self-

management for On-going and Newly Diagnosed) (Davies et al., 2008) are the accepted 

standard for non-medical support in diabetes. Structured diabetes education is essential to 

provide individuals with an understanding of what Type 2 diabetes is and how they can stay 

healthy. However, as discussed in Chapter 1, structured education places little emphasis on 

the psychosocial aspects of adjusting to diabetes. While it is important that individuals are 

equipped with the knowledge of how to manage diabetes, it is imperative that they are also 

provided with the opportunity to explore why this might be difficult; to explore the personal 

and interpersonal barriers preventing them from engaging in healthy self-care. Emotional 

distress which is rooted in the demands of living with diabetes is related to diabetes self-

management, and crucially, is predictive of higher glycated haemoglobin (HbA1c). Thus, 

there is a clinically relevant need to address diabetes distress. Moreover, Chapter 5 

demonstrates that individuals living with diabetes, their partners, and diabetes healthcare 

professionals recognise the importance of emotional support in Type 2 diabetes; however 

perceive this to be a prominent gap in current diabetes care. 

To this point in the thesis, important psychosocial and behavioural predictors of diabetes 

distress have been identified. This chapter reflects on and draws together this evidence, to 

provide a more coherent framework of the key determinants of distress in people with Type 2 

diabetes. Doing so will provide direction for the focus of an intervention to address diabetes 

distress in individuals with Type 2 diabetes and their partners/ family members. Focus will be 

placed primarily on the factors associated with diabetes which have demonstrated 

amenability, and recommendations will be provided on how this might be addressed through 

formal intervention. As well, consideration will be given to the pragmatic issues related to 
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piloting an intervention to address diabetes distress in couples living with Type 2 diabetes, 

and recommendations will be presented on the recruitment and conduct of this type of study. 

The chapter is divided into two parts: intervention focus and approach; and planning and 

implementation. The first section revisits key observations made in previous chapters and 

reflects on how these pertain to existing theory. Importantly, consideration is given to how 

these might be targeted in a therapeutic setting.  The second section examines some of the 

practical issues surrounding the design and execution of a feasibility/ pilot study for an 

intervention to address diabetes distress in couples. This will be guided and informed by 

existing evidence, along with the recommendations of diabetes healthcare providers and 

structured Type 2 diabetes educators, as discussed in Chapter 5. 

6.1. Focus and approach 

Key observations drawn from qualitative and quantitative evidence have been categorised 

into three overarching topics: diabetes perceptions; environmental factors; and coping styles. 

Naturally there are many overlaps in the topics, as the coping behaviours individuals utilize 

tend to derive from the beliefs they hold and are shaped also by an individual‘s social 

environment.  

6.1.1. Diabetes perceptions 

6.1.1.1. Personal control 

The beliefs held by couples living with Type 2 diabetes influence emotional wellbeing. The 

Common Sense Model (CSM) of self-regulation of health and illness (Leventhal, Meyer, & 

Nerenz, 1980) referred to in Chapter 1, provides a framework which captures how diabetes 

perceptions impinge on emotional and behavioural outcomes in diabetes. The degree to 

which individuals believe they are able to influence the outcomes of their condition, hence 

the perceived controllability of diabetes, is an important predictor of diabetes distress—

particularly distress related to the diabetic regimen (Chapter 4; Martinez, Lockhart, Davies, 

Lindsay, & Dempster, 2017; Gonzalez, Shreck, Psaros, & Safren, 2015). In Chapter 4 it was 

observed that personal control has a persisting influence on regimen-related distress, and 

importantly that partners‘ beliefs about their loved one‘s control of diabetes augments this 

effect (see section 6.1.2. for further discussion on this). Personal control in the context of 

diabetes is not always easy to define or understand; however one way to discern how 

personal control beliefs unfold in day to day life is by asking individuals about their 
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experience of living with the condition. Existing qualitative work identifies the concerns and 

frustrations that individuals with Type 2 diabetes experience if they feel that their self-care 

efforts are unsuccessful (Tanenbaum, Kane, Kenowitz, & Gonzalez, 2016). The 

conversations with individuals with Type 2 diabetes in Chapter 5 conveyed how juggling the 

demands of medication, diet, and other aspects of the diabetic regimen can feel daunting and 

excessive. More importantly, a number of the participants described times when they failed to 

see any positive impact from their self-care efforts, which engendered a sense of 

disempowerment. Through these narratives we can begin to discern the unhelpful belief 

patterns within which many individuals who are struggling to manage diabetes become 

enthralled.  

Relatedly, the degree to which individuals with Type 2 diabetes feel confident and capable of 

engaging in healthy self-care can also impact emotional wellbeing (Kim, Shim, Ford, & 

Baker, 2015; Krichbaum, Aarestad, & Buethe, 2003). This is known as ‗diabetes self-

efficacy‘, and is a term which derives from Bandura‘s Social Cognitive Theory (SCT) 

(Bandura, 1977). The SCT emphasises the triadic integration of personal cognitions such as 

expectations, knowledge, and attitudes (which could be interpreted as diabetes beliefs); 

environmental factors such as social norms, communication, and support provision (which 

relates to the influence of family members/ partners); and behaviours and competencies 

(which relates to diabetes self-care and coping styles) (Bandura, 1977, 1998, 2005). In the 

context of the SCT model, self-management behaviour is influenced by diabetes self-

efficacy, along with the social influences that shape personal adaption. Traditionally, self-

efficacy is applied in the context of diabetes self-management and education programmes, 

however its affiliation with personal control and demonstrated effect on emotional wellbeing 

suggests it is a concept worthy of focus in this research.  

6.1.1.2. Consequences 

The beliefs that people have about the consequences of Type 2 diabetes are strong, persistent 

predictors of diabetes distress (Chapter 4; Paddison, Alpass, & Stephens, 2007). Importantly, 

partners‘ perceptions of the consequences of Type 2 diabetes influence their loved one‘s 

beliefs about the consequences of their own condition, which, in effect, increases distress (see 

section 6.1.2. for more on this). Furthermore, Chapter 3 identified three distinct groups of 

people with Type 2 diabetes who shared similar beliefs about their condition. The study 

showed that one of the three groups (cluster 1) was particularly susceptible to higher diabetes 
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distress and depression, and that this group also had a stronger perception of the 

consequences of diabetes (Berry, Davies, & Dempster, 2017a). This group also had lower 

personal control beliefs, a greater somatic sensitivity to diabetes (illness identity), and tended 

to engage more in maladaptive coping styles (see section 6.1.3. for more on coping) (Berry et 

al., 2017a). This helped to discern who could benefit most from an intervention to reduce 

diabetes distress; specifically by targeting negative beliefs about diabetes and self-care. 

Related to the concept of diabetes consequence perceptions, is a theme drawn from the 

interviews reported in Chapter 5 which was labelled ‗sense of restriction‘. This theme 

captured how many participants with Type 2 diabetes felt that their condition imposed 

restrictions on their social and occupational life, as well as on their functional capacity. The 

narratives with people with diabetes provided lived examples of the perceived consequences 

of Type 2 diabetes, and revealed how a diagnosis of diabetes can encroach on day to day life. 

As discussed in Chapter 5, such experiences often go unnoticed in healthcare support and so 

it is imperative that individuals are provided with more opportunities to talk about the burden 

of living with diabetes. Also of note, Chapter 3 showed that illness perception schemas which 

comprise strong beliefs about the consequences of diabetes are positively related to diabetes 

distress; with maladaptive coping strategies (i.e. venting, self-blame, behavioural 

disengagement, and denial) partially mediating this relationship. This demonstrates the 

powerful association between such beliefs and coping styles (see section 6.1.3. for more on 

coping). 

6.1.2. Environmental factors 

6.1.2.1. Relationship quality and communication 

As divulged in the preceding chapters, an individual‘s social environment has an extensive 

impact on emotional adjustment. In Chapter 3 it was observed that relationship consensus and 

cohesion—hence the degree to which couples agree/ disagree on matters or take part in 

activities/ tasks together—are associated with diabetes distress, which is supported by 

existing evidence (Dempster, McCarthy, & Davies, 2011). To expand on this, interactions 

between the diabetes beliefs held by people with diabetes and the beliefs held by their 

partners were examined. The longitudinal work in Chapter 4 revealed interactions between 

personal control beliefs, perceived consequences, perceived chronicity of diabetes, and 

timeline cyclical beliefs (predictability of symptoms). Specifically, it was found that when 

partners hold opposing beliefs to their loved one about the controllability, impact, or 
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chronicity of diabetes, or when they share the belief that the symptoms of Type 2 diabetes are 

unpredictable, diabetes distress is greater, and this effect persists overtime. This augmented 

the findings in Chapter 3 regarding relationship consensus, by exposing the possible content 

of the disagreements that couples might have about diabetes.  

Moreover, Chapter 5 provided a sense of how interpersonal disparities might unfold in day to 

day life between individuals with Type 2 diabetes and those who support them personally and 

professionally. The conversations with people with diabetes, partners, and diabetes healthcare 

providers revealed some dissimilarity in the themes drawn across the three participant groups. 

A number of themes identified for people with diabetes were not conveyed in the same way 

by partners or healthcare providers. This was believed to signify a gap in their experience or 

understanding of the emotional impact of diabetes. This may denote a gap in communication 

between couples and between patients and healthcare providers. Such findings affirm the 

need to address the interpersonal conflicts associated with diabetes.  Specifically, there is a 

need to endorse constructive and empathic communication between couples living with Type 

2 diabetes, as well as between people with diabetes and their healthcare providers. 

6.1.2.2. Support needs 

The findings in Chapter 5, along with previous evidence, suggest that support that is 

excessive at one extreme, or lacking at the other, is harmful to psychological wellbeing. 

When individuals do not feel adequately supported with managing their condition, they 

experience greater emotional distress (Joensen, Almdal, & Willaing, 2016; Karlsen & Bru, 

2014, Karlsen, Oftedal, & Bru, 2012; Karlsen, Idsoe, Hanestad, Murberg, & Bru, 2004). 

Conversely, support that is overbearing leads to poor self-care behaviour (Johnson et al., 

2014) and diminished self-efficacy (Schokker et al., 2011). Moreover, the strong sense of 

responsibility observed among partners in Chapter 5 and strong perception of diabetes –

related consequences in partners (which exacerbated distress when their loved ones had a 

lower sense of diabetes-related consequences) as described in Chapter 4, provide a sense of 

the cognitive processes which underpin overprotectiveness.  

Additionally, the conversations with couples living with Type 2 diabetes and diabetes 

healthcare providers in Chapter 5 revealed a need for more appropriate emotional support in 

diabetes. The need for greater involvement in diabetes care was also identified among 

partners, which is supported in previous work (Kovacs Burns et al., 2013). Importantly, the 

findings in Chapter 2 suggest that involving partners in the process of adjusting to a chronic 
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physical illness can positively influence psychosocial, behavioural, and physical outcomes 

(Berry, Davies, & Dempster, 2017b). Thus, there is good reason to consider partners or 

family members in intervention strategies to reduce diabetes distress.  

6.1.3. Coping Styles 

6.1.3.1. Acceptance 

This chapter has briefly alluded to some of the ways that people respond to negative 

outcomes in diabetes, and the coping strategies they utilize in an effort to minimise the 

emotional impact of diabetes. A term which is strongly definitive of emotional and 

behavioural adjustment in Type 2 diabetes is that of ‗acceptance‘—hence whether or not a 

person can accept the reality of their condition. In general terms, acceptance is defined by an 

individual‘s appraisal of a given stressor (e.g. receiving a diagnosis of diabetes) and this 

appraisal is decidedly governed by the meanings/ beliefs they affix to the stressor (Leventhal 

et al., 1980; Carver, Scheier, & Weintraub, 1989). In Chapter 5 the theme ‗acceptance‘ 

captured how individuals with Type 2 diabetes make sense of their condition. Accepting 

diabetes signified acceptance of the demands of self-care; however for many participants with 

diabetes there was a sense of submissiveness and reluctant acceptance. These individuals 

engaged in coping strategies which seemed to provide a degree of protection from the 

emotional effects of diabetes. To an extent these coping strategies helped them detach from 

the seriousness or severity of Type 2 diabetes. 

Relatedly, researchers have been developing a more refined measure of diabetes acceptance 

to assess how well individuals integrate diabetes into day to day life (Schmitt et al., 2014). 

This pertains to the extent to which they engage in avoidant or active coping related to self-

care and the intensity of unhelpful thoughts about diabetes. Lower acceptance of diabetes is 

shown to be significantly associated with greater diabetes distress, depression, HbA1c, and 

poor self-care behaviour (Schmitt et al., 2014). Likewise, research has demonstrated that 

endorsing greater acceptance of Type 2 diabetes enhances self-care strategies and is 

associated with a reduction in HbA1c (Gregg, Callaghan, Hayes, & Glenn-Lawson, 2007). As 

mentioned, acceptance is determined by the different meanings that people attach to their 

condition in appraisal of it. Therefore it cannot be targeted directly. However by addressing 

the unhelpful beliefs and assumptions people hold about diabetes, individuals may begin to 

perceive their condition as less of a burden, they may feel more confident in their ability to 
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integrate self-care into day to day life, and may become more accepting of their 

circumstances as result of this. 

6.1.3.2. Self-blame 

Chapter 3 examined whether certain patterns of coping predicted greater diabetes distress by 

applying factor analysis to the items on the Brief COPE (Carver, 1997). This analysis yielded 

two core factors: ‗adaptive‘ and ‗maladaptive‘ coping strategies. Maladaptive coping was 

significantly associated with distress related to self-care and interpersonal matters. Self-blame 

emerged as one of the strongest loading items for the factor ‗maladaptive coping‘, which 

suggests that this method of coping is particularly harmful to emotional wellbeing. This is 

supported by existing work (Karlsen, Oftedal, & Bru, 2012; Karlsen et al., 2004). Relatedly, 

as discussed in Chapter 1, lower self-compassion is shown to moderate the association 

between diabetes distress and HbA1c (Friis, Johnson, Cutfield, & Consedine, 2015) and is 

predictive of self-care behaviour and emotional wellbeing in people with diabetes (Ferrari, 

Dal Cin, & Steele, 2017). These findings suggest that individuals who have a greater 

tendency to self-blame and who are less forgiving of their own mishaps or flaws are more 

vulnerable to the emotional impact of diabetes. With this evidence in mind, it would be 

beneficial to address the beliefs underlying self-blame and to encourage greater self-

compassion in individuals who are feeling emotionally depleted by their condition. 

6.1.3.3. Behavioural disengagement 

Behavioural disengagement also loaded strongly on the factor representing ‗maladaptive 

coping‘ in the cross-sectional work in Chapter 3. Behavioural disengagement is a type of 

avoidant coping where individuals detach themselves from a stressful action, task or activity 

in an attempt to alleviate a negative emotional reaction (Carver et al., 1989). In the context of 

previously discussed findings, this type of coping can be the result of feelings of 

disempowerment and eventual hopelessness if an individual is continually disappointed by 

their self-care efforts (Chapter 5; Tanenbaum et al., 2016). Behavioural disengagement may 

also be reflective of a lack of acceptance of diabetes. Perhaps if an individual is unable to 

integrate diabetes into day to day life and inherently accept their condition, they engage more 

in this type of avoidant coping. For individuals who are struggling to come to terms with 

diabetes, disengaging from self-care is a protective mechanism—however by avoiding what 

is stressful, emotional wellbeing only suffers in the long-term. Previous work demonstrates 

that behavioural disengagement is predictive of diabetes distress in individuals with Type 2 
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diabetes (Karlsen et al., 2012). In light of these findings, it is imperative to consider the 

negative belief patterns and challenging feelings that drive people to engage in avoidant 

coping. 

6.1.3.4. Venting 

Venting also emerged under the umbrella of ‗maladaptive coping‘ in Chapter 3. In this 

context venting refers to the outward expression of emotions in response to a stressful 

situation, person, or task. Venting can be cathartic in a safe and appropriate context, however 

can be unhelpful if negative feelings are expelled in an intense or heated manner (Carver et 

al., 1989). The findings in Chapter 3 infer that venting is an unhelpful way of dealing with the 

emotional demands of Type 2 diabetes. Chapter 3 also demonstrates that when there is 

greater discord between couples, individuals with diabetes are more likely to engage in 

maladaptive coping strategies and experience interpersonal distress as a result of this. As 

discussed in section 6.1.2 and in previous chapters, communication conflict between couples 

can exacerbate distress. Perhaps this is partially related to the manner in which individuals 

with Type 2 diabetes express difficult thoughts and feelings to loved ones—hence, they vent. 

This may partially account for the positive association observed between maladaptive coping 

and interpersonal distress. This reiterates the need to provide support which helps individuals 

with Type 2 diabetes and their partners/ families to share challenging thoughts in a sensitive 

and empathic manner. 

6.1.4. Approach 

Previous work has demonstrated that illness perceptions such as personal control and 

perceived competence (Ebrahimi, Sadeghi, Amanpour, & Vahedi, 2016; Hermanns, Kulzer, 

Ehrmann, Bergis-Jurgan, & Haak, 2013; Williams, Lynch, & Glasgow, 2007; Anderson et al., 

2010; Anderson et al, 1995); interpersonal issues (García-Huidobro, Bittner, Brahm, & 

Puschel, 2011); and coping styles (Chesla et al., 2013, Melkus et al., 2010) are amenable to 

intervention. Therefore the evidence outlined provides tangible content for an intervention 

targeting diabetes distress in couples living with Type 2 diabetes. With this in mind, it is 

important to reflect on what has worked previously in terms of intervention approaches aimed 

to reduce diabetes distress. As discussed in Chapter 1, a large-scale review found that 

interventions adopting a psychoeducational approach—which places emphasis on exploring 

motivational barriers and challenging feelings associated with diabetes self-care—were most 

effective at reducing diabetes distress (Sturt et al., 2015). Additionally, Chapter 2 deliberated 
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the importance of dyadic coping among couples living with chronic illness and demonstrated 

the benefits of couples interventions on different psychological and medical outcomes. The 

findings from the systematic review in Chapter 2 suggests that couples interventions should 

adopt an integrated approach; focusing on exploring and sharing challenging thoughts and 

emotions, strengthening communication skills, and promoting dyadic coping. Doing so would 

endorse more holistic adjustment in couples (Berry, Davies, & Dempster, 2017b). 

6.1.4.1 Proposed intervention design 

Guided by previous research, the intervention will take an integrative approach to addressing 

the factors which underpin diabetes distress. Table 6.1 provides a detailed overview of key 

factors identified in the sections above and in preceding chapters, the theoretical 

underpinning of factors, and the suggested approach for addressing these therapeutically. 

Figure 6.1 provides a conceptual overview of key factors and the overarching theoretical 

approach for an intervention to address diabetes distress in couples living with Type 2 

diabetes. The proposed intervention adopts a psychoeducational stance, with a strong 

psychosocial emphasis. The theoretical underpinning of the intervention tethers Leventhal‘s 

Common Sense Model of self-regulation of health and illness (Leventhal et al., 1980) and 

Social Cognitive Theory (Bandura, 1977, 1998), and draws from Anderson‘s Empowerment 

philosophy which endorses a person-centred and flexible approach to diabetes self-care 

(Anderson & Funnell, 2005a; Anderson & Funnell, 2005b; Anderson et al., 1995; Feste & 

Anderson, 1995). Combining elements of each approach has provided the scope and direction 

to design a programme addressing the habitual cycles of negative beliefs and feelings about 

diabetes, lack of confidence in managing diabetes, and the social aspects of emotional 

adjustment. The programme also endorses active participation in action planning, with a 

specific emphasis on identifying possible future barriers and challenging perspectives on 

‗failed‘ self-care efforts. Importantly, the intervention encourages participation from partners 

or family members across all modules (see section 6.1.4.2.). 

The intervention is distinct to the DESMOND programme (which was also modelled on 

Anderson‘s Empowerment philosophy) due to its primary focus on beliefs and feelings (as 

oppose to these being subsidiary to self-care information provision), the flexible approach (in 

contrast to the intense structure of DESMOND), and the emphasis on interpersonal conflicts 

and support needs. The beliefs, interpersonal issues, and coping responses identified in the 

previous section will be addressed indirectly through a series of modules designed to elicit 

reflection and discussion, and to inspire change as result of this.
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Table 6.1: Recommendations for an intervention to reduce diabetes distress in people with Type 2 diabetes and their partners 
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 Chapter 4; Martinez, Lockhart, Davies, Lindsay, & Dempster, 2017; 
Tanenbaum et al., 2016;  Gonzalez, Shreck, Psaros, & Safren, 2015 

 ‗Disempowered‘—Chapter 5 

 ‗Behavioural struggles‘—Chapter 5 

 Self-efficacy—Kim, Shim, Ford, & Baker, 2015; Krichbaum, 

Aarestad, & Buethe, 2003 

 Normalising emotional distress in 

diabetes 

- Stories/ experiences 

- Positive facts 

 Exploring personal needs/ barriers 

- Visual prompts 

- Stories/ experiences 

 Encouraging meaningful change 

based on personal needs and 

barriers—what matters? 

 Addressing support needs—what 

helps? 

 Addressing communication 

barriers and prompting 

perspective-taking—how do others 

feel? 

 

                              ***** 

 

 Group-based delivery: cathartic 

benefits of sharing with significant 

others and peer support 

 

 Facilitator approach: language, 

tone, flexibility, fostering rapport. 

Consequences  Perceived consequences—Chapter 3; Chapter 4; Paddison, Alpass, 

& Stephens, 2007 
 ‗Sense of restriction‘—Chapter 5 

E
n

v
ir

o
n

m
en

ta
l 

fa
ct

o
rs

  

 Relationship consensus and cohesion—Chapter 3; Dempster, McCarthy, & Davies, 

2011 

 Incongruity/ congruous negative beliefs between pwt2d and partners—Chapter 4 

- Gap in communication—Chapter 5 

 Support needs 

- ‗Need for appropriate support‘—Chapter 5 

- Overprotectivess—Chapter 5; Svedbo Engström, Leksell, Johansson, & 

Gudbjörnsdottir, 2016;  Johnson et al., 2014;  Schokker et al., 2011 
- Partner involvement—Chapter 2; Chapter 5; Kovacs Burns et al., 2013 

C
o

p
in

g
 S

ty
le

s 

 Acceptance— Chapter 5; Schmitt et al., 2014; Gregg, Callaghan, Hayes, & Glenn-

Lawson, 2007 
 Self-blame—Chapter 3; Karslen & Bru, 2002 

- Self-compassion—Tanenbaum, Adams, Gonzalez, Hanes, & Hood, 2017; Friis, 

Johnson, Cutfield, & Consedine, 2015 
 Behavioural disengagement—Chapter 3 

 Venting—Chapter 3 

    Empowerment Philosophy (Anderson & Funnell, 2005a) 
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Figure 6.1.  Modelling an intervention to reduce diabetes distress in couples living with Type 2 diabetes
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6.1.4.2 Core modules 

The intervention, ‗Tangled-up in Type 2 diabetes‘, will comprise five broad modules: 1. 

‗Introductions‘ 2. ‗Normalising emotional distress in diabetes‘ 3. ‗Making the connection 

between difficult thoughts, feelings, and self-management‘ 4. ‗Social aspects of Type 2 

diabetes‘ 5. ‗Action planning‘. See Table 6.2 for a summary of each module, along with the 

tasks and resources involved, and see Appendix 6.1 for the programme schedule designed for 

participants. Module 1 aims to help participants to feel at ease in the group environment and 

to enable them begin to explore their own experiences of living with Type 2 diabetes. 

Modules 2 and 3 utilize cognitive behavioural and coping skills techniques to help 

participants to identify their own unique cycles of challenging thoughts, feelings, and self-

care behaviours. This approach has been deemed effective for addressing cognitive and 

behavioural outcomes for couples living with a chronic physical condition (Berry et al., 

2017b). Within these modules, diabetes-related statement cards (derived from diabetes 

questionnaire items and quotes drawn from the interviews in Chapter 5) and image cards will 

be used to prompt discussion and sharing of personal insights and experiences pertaining to 

diabetes (see Appendix 6.2 for samples). Such tasks promoting sharing within a group 

environment have proven beneficial in previous interventions (Hermanns et al., 2013). 

Illustrations, graphs, figures, and quotes will also be used as visuals aids to prompt reflection 

and discussion about some of the common struggles associated with managing Type 2 

diabetes.  

Furthermore, a true or false task developed by the research team will be used to demonstrate 

how diabetes beliefs held by people with diabetes and their partners/ family may be 

incompatible. This task (which features in module 4 (see also Appendix 6.3)) is designed 

specifically for couples attending and aims to strengthen communication skills and sharing of 

challenging thoughts and feelings in a safe environment. The sharing of personal experiences 

of living with Type 2 diabetes featured in module 3 lays the foundation for this as couples 

can begin to disclose personal views in the presence of one another. Such elements of the 

programme aim to address the factors discussed in section 6.1.2, and are drawn from 

relationship and family counselling approaches which have demonstrated benefits for 

interpersonal outcomes among couples living with a chronic physical condition (Berry et al., 

2017b). An action planning worksheet which focuses on making a change to improve 

emotional wellbeing and/ or support with managing Type 2 diabetes will also be incorporated 

(module 5) (Appendix 6.4). This will build on some of the topics addressed in modules 2-4. 
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At the end of the programme time will be dedicated for reflection and feedback about the 

programme, and to complete the programme evaluation survey. Intervention modules are 

fixed in the curriculum; however the order in which they are presented will be guided to an 

extent by the types of struggles raised by participants. This will be at the discretion of the 

facilitators, and aims to permit a more a person-centred approach. Importantly, the limited 

time and resources available to deliver the intervention requires being highly selective in 

focus and approach to provide the best opportunity to stimulate change given the brevity of 

the programme—the intervention is by no means comprehensive in addressing the 

recommendations of this chapter. 
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        Table 6.2: Programme module titles, content, and materials 

Module                       Content/ activities Approach Materials/Tasks 

1. ‘Introductions’  Introducing the programme 

 Group contract 

 Getting to know you—group 

introductions 

- Empowerment 

philosophy 

(flexible and 

person-centred) 

- Building group 

rapport 

- Pair work & group 

discussion 

2. ‘Normalising 

emotional distress 

in diabetes’ 

 Introducing the concept of emotional 

distress in diabetes 

 Rationalising difficult feelings/ 

thoughts about Type 2 diabetes 

- Empowerment 

philosophy 

- Cognitive 

behavioural 

techniques 

- Presentation slides 

with illustrations and 

diagrams 

(interactive) 

- Group reflection & 

discussion 

3. ‘Making the 

connection 

between difficult 

thoughts, feelings, 

and self-

management’ 

 Exploring personal experiences of 

living with Type 2 diabetes 

 Sharing challenging thoughts and 

feelings in the presence of 

family/partners 

 Learning about how beliefs and 

feelings can influence self-

management (and vice versa)  

 Identifying personal barriers 

(emotional and cognitive) to healthy 

self-care 

 Debunking myths about Type 2 

diabetes 

- Empowerment 

philosophy 

- Cognitive 

behavioural and 

coping skills 

techniques 

-Relationship 

counselling 

techniques 

- Diabetes-related 

statement (written) 

and image cards for 

conversation prompts 

- Group reflection & 

discussion 

4. ‘Social aspects 

of Type 2 

diabetes’ 

 Introducing the social side of diabetes, 

and how interpersonal stresses can 

impact on adjustment to Type 2 

diabetes 

 Diabetes support committee—who can 

help and what helps/ does not help? 

 Awareness of how conflicting beliefs 

about diabetes between 

couples/family/others may impact 

adjustment—working on 

communication conflicts and barriers. 

- Empowerment 

philosophy 

- Relationship 

counselling 

techniques 

 

 

- Presentation slides 

with illustrations 

(interactive) 

- Mismatching 

beliefs task (for 

couples) 

- Pair work & group 

discussion 

5. ‘Action 

planning’ 
 Reflection on previously identified 

personal and social barriers to healthy 

self-care and emotional well-being  

 Planning ahead:  

1. Choose one action to increase your 

emotional wellbeing or support with 

diabetes  

2. How can partners/ family/ 

physicians help with taking this 

action? (collaboration) 

- Empowerment 

philosophy 

- Cognitive 

behavioural and 

coping skills 

techniques 

- Relationship 

counselling 

techniques 

- Group reflection & 

discussion 

- Action Planning 

sheets 

Feedback and 

questionnaires 
 Reflections on the day 

 Written and informal feedback on the 

programme 

- Empowerment 

philosophy 

- Group reflection & 

discussion 

- Programme 

evaluation survey 

and post-intervention 

questionnaire 
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6.1.4.3. Mode of delivery  

Support from others is fundamental in emotional adjustment to Type 2 diabetes. Therefore a 

group-based programme may provide a suitable environment to foster a sense of social 

cohesion. This is particularly important for individuals who attend the intervention without a 

partner or family member, as it will provide the opportunity to share their thoughts and 

concerns in a safe environment, while also listening to how diabetes affects others. Aside 

from the therapeutic benefits of a group-based programme, this mode of delivery is also 

necessary given the limited timeframe and available resources. Previous reviews exploring 

couples interventions (Berry et al., 2017b) and diabetes distress interventions (Sturt et al., 

2015) have shown that effectiveness of outcomes is generally not accountable to mode of 

delivery. Thus the group format is believed to be appropriate considering the content and 

approach of the programme. 

6.1.4.4. Facilitators 

The proposed intervention makes use of psychological techniques to help people adjust to a 

physical condition. Therefore it is imperative that group facilitators are equipped with the 

knowledge and experience to recognise how psychological processes can impact medical 

outcomes—hence, how challenging thoughts and feelings influence self-care. Recall that in 

Chapter 5 a number of diabetes medical professionals, including diabetes specialist nurses 

with experience in delivering structured diabetes education, took part in focus groups which 

concentrated on the development of an intervention addressing emotional distress in Type 2 

diabetes. When queried, many were hesitant as to whether they would feel comfortable 

delivering a programme addressing diabetes distress; they however acknowledged that the 

expertise that diabetes specialist nurses possess would be useful in addressing emotional 

concerns related to self-care. We therefore propose a multidisciplinary approach to delivery; 

with a clinical psychologist (diabetes specialism) as lead facilitator and a diabetes specialist 

nurse with experience in delivering structured diabetes education as co-facilitator. 

Additionally, it would be beneficial to deliver the intervention on another occasion with a 

clinical psychologist (diabetes specialism) as lead facilitator and a diabetes medical 

professional with an interest in diabetes but with no experience of delivering structured 

diabetes education (a consultant chemical pathologist in this instance) as co-facilitator. This 

would provide useful feedback on whether or not medics would be able to fulfil this role. 

Drawing such comparisons provides the scope to explore the feasibility and acceptability of 
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delivering the intervention from each professional‘s perspective. This would be hugely 

informative for future work, particularly as there is still a gaping divide between medical 

support and emotional support in healthcare—a historical division of responsibility. 

Facilitators will have a crucial role in developing rapport between group members at an early 

stage in the programme, to enable participants to connect with others and feel comfortable 

sharing personal thoughts/ feelings related to diabetes. In keeping with Anderson‘s 

Empowerment philosophy (Anderson & Funnell, 2005a), facilitators need to be attuned to 

group members‘ unique worries and needs so that they can be supported in self-reflection. 

Moreover, facilitators should ensure that their choice of language is non-judgmental, and 

rather is constructive and encouraging. Language, terminology, and tone can greatly impact 

motivation and confidence towards self-care (Cradock, 2017) and can provoke self-

persecution and shame (Browne, Ventura, Mosely, & Speight, 2013). As discussed in 

Chapter 5, quality and content of communication has a crucial role in shaping the patient-

healthcare provider relationship, and fostering empathy; which subsequently influences self-

care (Polonsky et al., 2017). It is therefore important that facilitators are aware of the 

appropriate language and terminology to use when supporting individuals with diabetes (the 

focus of a report by Diabetes Australia (Speight, Conn, Dunning, & Skinner, 2012)), and to 

remain reflective of their approach and willing to adapt to suit the dynamics of the group. 

6.2. Planning and implementation 

6.2.1. Recruitment approach 

A fundamental aspect of undertaking a pilot study for a novel psychological intervention is 

for feasibility testing. A key part of assessing what is practically achievable given the time 

and resources available is the recruitment strategy adopted. This requires careful deliberation 

to provide the best possibility of achieving an adequate sample size in keeping with the 

delineated eligibility criteria.  

6.2.1.1. Eligibility considerations 

In the systematic review discussed earlier, it was observed that many interventions which 

targeted diabetes distress comprised samples which did not reach the threshold for elevated 

diabetes distress (≥3 DDS (Fisher, Hessler, Polonsky, & Mullan, 2012) or ≥40 PAID 

(Polonsky et al., 1995)) (Sturt et al., 2015). Moreover, the majority of participants recruited 

scored low on this measure at baseline, which diminished the potential for meaningful change 
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in diabetes distress; as demonstrated by the small effect sizes (Sturt et al., 2015). It is thus 

imperative to consider which method of recruitment and marketing approach is appropriate to 

reach individuals who find it most difficult to cope with Type 2 diabetes. In the context of the 

current research however, this criterion is likely to be contingent on numbers of responses. 

Thus, while it is important to be selective of individuals scoring highly on the diabetes 

distress scale, this criterion may be waivered if the target sample size is compromised. 

Previous research on Type 2 diabetes education groups suggests that the uptake for this type 

of study may be low (Horigan, Davies, Findlay-White, Chaney, & Coates, 2016). Also, 

considering that the incidence of elevated diabetes distress is low in the general diabetes 

population (4%-19% (Stoop et al., 2014; Fisher et al., 2008)), the likelihood of achieving a 

sample with high baseline distress given the recruitment timeframe is admittedly low.  

Another important consideration for the eligibility criteria relates to co-morbid mental health 

conditions such as depression and eating disorders. Depression is particularly common 

among people with diabetes (Roy & Lloyd, 2012; Diabetes UK, 2008), and as described in 

previous chapters, prolonged diabetes distress can lead to depression and vice versa (Hosoya, 

Matsushima, Nukariya, & Utsunomiya, 2012). A recent study examined psychological 

outcomes among people with diabetes who had received different forms of diabetes support 

(Sturt et al., 2015).  Gathering this information via consultations and case notes, the 

researchers identified that individuals with elevated diabetes distress (but with no other co-

morbid mental health condition) responded positively to psychosocial treatment, and 

experienced an increase in self-efficacy and sense of mastery over self-care as result of this 

(Sturt et al., 2015). Considering this, co-morbid mental health conditions should form part of 

the exclusion criteria to ensure that the focus of the intervention is in tune with participants‘ 

psychological needs. Formal screening tools would provide a more robust assessment of co-

existing mental health conditions, however screening via self-report is a more feasible 

alternative to reduce the burden of completing questionnaires at first contact. 

Much of the research discussed in previous chapters has focused on the importance of 

including partners in strategies to reduce diabetes distress. Therefore it is hoped that an 

adequate number of couples can be recruited to assess the feasibility and acceptability of 

providing an intervention of this nature. Preference will be given to couples, however if the 

response from couples is low, consideration will also be given to people with Type 2 diabetes 

living alone or whose partner does not want to attend. Based on the response rate of the 

longitudinal study with couples described in Chapter 4, it is anticipated that the recruitment 
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of couples may be difficult, and an adequate sample size may not be achieved if partner 

attendance is an inflexible inclusion criterion. The proposed intervention is not contingent on 

partner attendance; however partner inclusion may provide an added benefit for those living 

with a partner. Recruiting people with Type 2 diabetes with and without partners also 

provides the scope to compare baseline distress between these groups, and to compare 

perceived acceptability and effectiveness of the intervention. 

Additionally, it may be advisable to screen for, and exclude couples who are experiencing 

serious relationship conflicts. As with the exclusion rationale for co-morbid mental health 

conditions, the proposed intervention is not equipped to address severe relationship conflicts 

which would be better addressed through more specialised relationship counselling. This 

decision is based on advice from diabetes researchers and clinicians who have previously 

delivered a brief emotional support programme to couples living with diabetes (unpublished 

work). It is difficult to formally screen for this, however one approach would be to include a 

measure of relationship quality at first contact with potential participants, as an objective 

assessment of relations between couples. It may also be advisable to issue a word of caution 

in the participant information letter, that attending the intervention might elicit some added 

distress if relationship difficulties are already present. 

6.2.1.2. Method of recruitment  

Identifying the appropriate recruitment path is essential for this type of study, particularly 

given the delineated eligibility criteria. Diabetes healthcare providers (some of whom were 

trained in delivering structured diabetes education) offered recommendations on this matter 

during the focus groups described in Chapter 5. The general consensus of the focus groups 

was that it would be beneficial for people with Type 2 diabetes to have a basic understanding 

of their illness before addressing personal barriers to self-care. However they also reflected 

on whether it would be helpful for some individuals to receive emotional support before 

attending an education programme; if say low mood/ challenging thoughts were preventing 

them from absorbing advice about managing diabetes. Ideally it would be useful to recruit 

from both avenues, to get a better sense of when this type of programme should be offered 

following a diagnosis of Type 2 diabetes. However, due to the narrow recruitment window 

for the proposed study, recruitment will be undertaken using a register of individuals with 

Type 2 diabetes who have recently or in the past attended a local DESMOND programme. 

This will ensure that individuals have acquired a foundational knowledge of Type 2 diabetes 



150 

 

and self-management, but will also have had time to adjust to their diagnosis if more recently 

diagnosed. Moreover, recruiting from this register will ensure that potential participants are 

already familiar and comfortable with a group setting. It is possible that individuals who have 

previously attended a diabetes programme would be more willing to engage with the study. 

This may enhance the likelihood of achieving the desired sample size within the limited 

timeframe. 

6.2.1.3. Promoting the intervention 

In the focus groups in Chapter 5, diabetes healthcare providers talked about the importance of 

language and terminology when recruiting for this type of intervention. Specifically, they 

cautioned the use of emotionally loaded terms such as ―depression‖, ―distress‖ and 

―education‖, which have been previously off-putting for individuals with Type 2 diabetes in 

their care, and during structured diabetes education groups. This is a challenging aspect of 

recruiting for this type of intervention. While it is important to remain open and honest about 

the purpose and content of the programme, it is also necessary to minimise confusion and fear 

in individuals who perhaps have had little exposure to the concept of ‗emotional wellbeing‘, 

and thus would be avoidant of a study of this nature. To address this issue, more general 

terminology and phrases will be used when referring to diabetes distress, such as ―struggling 

to manage diabetes‖ and ―stresses of living with diabetes‖. Subtle language and terminology 

will be used in the participant invitation and information sheets, as well as in the title of the 

study/ programme itself.  

6.2.2. Structure 

Previous work infers that psychoeducational programmes should be delivered across a 

minimum of six sessions and for duration of three months or more to generate meaningful 

change in diabetes distress (Sturt et al., 2015). In the context of the current research this is not 

feasible due to the limited time and resources available to deliver an intervention. 

Alternatively, a structure similar to the full-day DESMOND programme will be implemented 

(delivery over 6 hours in one day). This has demonstrated acceptability (Skinner et al., 2006) 

and will also minimise attrition.  

6.3. Closing remarks 

This chapter provides recommendations for the design, recruitment, and implementation of 

an intervention addressing diabetes distress in couples. The proposed intervention will be 
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tested in a feasibility/ pilot study which is reported in the subsequent chapter. It is hoped that 

this pilot study will offer important feedback on the content, approach, and delivery of the 

intervention, as well on the chosen method of recruitment. Importantly, this forthcoming 

work will provide a valuable insight into the practical implementation, acceptability, and 

potential effectiveness of a brief psychoeducational programme to address diabetes distress in 

couples living with Type 2 diabetes. 
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CHAPTER 7 

A mixed-methods feasibility study to assess the acceptability and effectiveness of a brief 

psychoeducational intervention to reduce diabetes distress in individuals living with Type 2 

diabetes and their partners 

 

7.0. Introduction 

There is a substantial body of literature demonstrating the impact that diabetes distress has on 

self-management and health-related outcomes. Thus it is an issue worthy of attention in 

strategies to improve diabetes care. Diabetes healthcare providers and individuals with Type 

2 diabetes and their partners also identify the need to provide greater emotional support with 

Type 2 diabetes (Chapter 5), which highlights a gap in current diabetes support. Research 

suggests that diabetes distress is amenable to intervention (Sturt et al., 2015). More 

specifically, programmes which adopt a psychoeducational approach, focusing on enhancing 

motivation and exploring challenging feelings associated with diabetes, are most effective at 

reducing diabetes distress (Sturt et al., 2015). Despite this, many existing intervention studies 

which include diabetes distress as an outcome measure, have not been explicitly designed to 

target diabetes distress (Sturt et al., 2015)—so there is still a long way to go to enhance our 

understanding of how to formally intervene. Still, studies demonstrating a reduction in 

diabetes distress imply that measures can be taken to support individuals who are struggling 

to cope with the emotional impact of diabetes. Importantly, there is a need to ‗unpick‘ 

diabetes distress to expose the underlying factors which sustain it. This will ultimately define 

the approach of a formal strategy to address emotional distress in Type 2 diabetes.  

Investigations using mixed-methodologies have revealed some of the cognitive, 

interpersonal, and behavioural constructs which underpin diabetes distress. This has provided 

a greater understanding of why many people feel burdened and overwhelmed by diabetes. 

Broadly, primary evidence described in preceding chapters has shown that illness perceptions 

such as perceived personal control and consequences, interpersonal factors such as poor 

communication between couples and feeling inappropriately supported, and maladaptive 

coping responses, are key determinants of diabetes distress. Chapter 6 collates the evidence 

drawn from Chapters 1-5 in a structured manner, to make sense of the complex patterns 

identified in quantitative and qualitative work, and to consider how these connect with the 
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existing literature. This has offered a prospective framework of the key factors underpinning 

diabetes distress and has provided direction on how to address these in a formal intervention. 

7.0.1. Rationale 

Previous studies have endeavoured to reduce diabetes distress through formal intervention 

strategies (Sturt et al., 2015); however to the best of our knowledge no existing work has 

attempted to formally address diabetes distress in couples living with Type 2 diabetes. Partner 

inclusion can be highly beneficial and studies have demonstrated the crucial role that partners 

have in adjusting to Type 2 diabetes, so there is merit in assessing the usefulness and viability 

of a psychoeducational intervention for couples. Doing so would provide valuable feedback 

on the design and delivery of this type of intervention, while also offering new 

recommendations for future research. Broadly, this work examines and evaluates the 

feasibility, acceptability, and potential effectiveness of a brief psychoeducational intervention 

to reduce diabetes distress in couples living with Type 2 diabetes. 

Research aims 

i. To investigate uptake, attrition, and practical implementation of an intervention to 

reduce diabetes distress in people with Type 2 diabetes and their partners. 

ii. To assess the likely effectiveness of the intervention based on baseline to post-

intervention score change in diabetes distress, illness perceptions, and diabetes 

empowerment. 

iii. To investigate the acceptability of the intervention content and protocol based on 

post-intervention written feedback and follow-up telephone interviews.  

 

7.1. Methods 

7.1.1. Design 

The study followed a mixed-method design. Baseline and post-intervention questionnaires, 

anonymous feedback surveys with open-ended questions, and follow-up telephone interviews 

were used to assess acceptability and effectiveness. Quantitative and qualitative data 

underwent a process of triangulation (Tashakkori & Teddlie, 2003) to provide a 

comprehensive evaluation of the study in line with the main research aims (see Figure 7.1). 
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Figure 7.1. Triangulation of qualitative and quantitative data 

 

7.1.2. Participants and recruitment 

7.1.2.1. Eligibility criteria  

This study was approved by the Health and Social Care Research Ethics Committee for 

Northern Ireland. Adults with a diagnosis of Type 2 diabetes and their partners were invited 

to take part in a feasibility study during April 2017. Inclusion criteria were: 1. Adults aged 

18+ who have a diagnosis of Type 2 diabetes who preferably (but not exclusively) live with a 

partner (i.e. a husband / wife, civil partner, common law partner, girlfriend / boyfriend, close 

friend, family member or carer who lives with the person who has Type 2 diabetes) 2. 

Individuals with Type 2 diabetes who have previously completed a local DESMOND 

programme (Diabetes Self-management for Ongoing and Newly Diagnosed Type 2 diabetes 

(Davies et al., 2008)) with or without their partner 3. Preferably (but not exclusively) persons 

with Type 2 diabetes who score ≥3 on the Diabetes Distress Scale, which represents elevated 

diabetes distress (Fisher, Hessler, Polonsky, & Mullan, 2012). Exclusion criteria were: 1. 

Persons with Type 2 diabetes or partners with severe and on-going mental health conditions 

(potential participants were asked to self-report if they have been diagnosed with a mental 

health condition (see section 7.1.4.1) 2. Individuals who are not able to communicate in, or 

understand written or spoken English. 3. Couples who are experiencing serious relationship 

difficulties (this was assessed by a measure of relationship quality in the initial screening 
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questionnaire (see section 7.1.4.1)). Refer to Chapter 6 for more information about the 

eligibility criteria. 

7.1.2.2. Recruitment procedure 

Past DESMOND participants received a letter inviting them to take part in the feasibility 

study. The initial process of recruitment was mediated by the DESMOND management team 

for the chosen Health and Social Care Trust who posted out study packs to potential 

participants on behalf of the research team. In addition, DESMOND educators distributed a 

number of study packs at the end of DESMOND sessions to increase the recruitment pool. 

Study packs included an invitation letter, an information sheet, two consent forms (see 

Appendices 7.1-7.3), two brief screening questionnaires (containing demographic/ medical 

questions, the Diabetes Distress Scale (Polonsky, Fisher, Hessler, & Johnson, 2016; Polonsky 

et al., 2005), and the Revised Dyadic Adjustment Scale (Busby, Christensen, Crane, & 

Larson, 1995)), and a freepost return envelope. Individuals who responded with completed 

questionnaires and consent forms were assessed for eligibility. Those who met the eligibility 

criteria were posted out a survey asking for their preferences on when to attend the 

programme, along with a second questionnaire containing the remaining baseline assessments 

(see section 7.1.4.1).  

7.1.3. Intervention design 

The programme ‗Tangled up in Type 2 Diabetes‘ was developed in line with the Medical 

Research Council guidelines for developing complex interventions (Craig et al., 2008). The 

study was designed collaboratively in a team consisting of two clinical psychologists (who 

specialise in diabetes), three diabetes medical professionals, a health psychologist/ 

statistician, and a PhD psychology student. Broadly, the stance of the intervention was 

psychoeducational, which endorses greater awareness of challenging thoughts and feelings 

about Type 2 diabetes and how these impinge on self-care. There was also strong focus on 

the interpersonal factors associated with emotional adjustment and self-management, which 

is particularly important given the inclusion of partners/ family members. The programme 

addressed key factors underpinning diabetes distress as revealed by the cross-sectional and 

longitudinal survey work, interviews, and focus group findings described in previous 

chapters. See Chapter 6 for a coherent description of the development of the programme; 

detailing the theoretical grounding, approach, and content of modules.  



156 

 

The intervention was group-based and was delivered over one day, lasting 6 hours (this 

timeframe included two 10 minute tea/ coffee breaks and one 40 minute lunch break). The 

programme took place during the daytime (10am-4pm) in a conference/ teaching room on-

campus at Queen‘s University Belfast. Participants were provided with maps to the venue and 

free parking permits. The one day, 6 hour delivery format was modelled on the DESMOND 

programme, which has previously demonstrated acceptability (Davies et al., 2008; Skinner et 

al., 2006). The decision to host the programme on-campus at the university was due to its 

central location, good public transport links, free parking availability, disability access, and 

wide provision of resources/ materials.  

7.1.3.1. Facilitators 

It was originally intended that the intervention team would consist of a diabetes specialist 

nurse, a clinical psychologist, and a consultant chemical pathologist with expertise in 

diabetes. Each of whom would be trained in the intervention protocol and each would take 

part in at least one intervention. This was to assess whether it would be feasible for this type 

of intervention to be delivered by a diabetes professionals other than clinical psychologists. 

Unfortunately, due to unforeseen circumstances, both the diabetes specialist nurse and the 

consultant chemical pathologist had to withdraw as co-facilitators. Instead, the intervention 

was delivered by one of two diabetes specialist clinical psychologists and a PhD psychology 

student, each of whom had undergone training in the intervention protocol to support the 

fidelity of the study. A key responsibility for interventionists was to help develop rapport 

between group members and between members and facilitators, and to encourage participants 

to explore their own personal barriers and needs in alignment with Anderson‘s Empowerment 

approach (Anderson & Funnell, 2005a). Building rapport between group members at an early 

stage in the programme was essential to foster a friendly and empathic environment. 

7.1.4. Data collection   

Participants attended the intervention on the day which best suited their availability. On 

arrival refreshments were provided and any participants who had not completed all of the 

baseline questionnaire measures were invited to complete these prior to the programme 

commencing (a member of the research team brought copies of the questionnaires). At the 

end of the programme all participants were invited to complete an anonymous evaluation 

survey and were provided with a post-intervention questionnaire to complete at home and 

return in a Freepost envelope within 1 week if possible. The questionnaire contained all 
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outcome measures assessed at baseline with the exception of demographic/ medical 

information and the RDAS. Before leaving, participants were invited to take part in a brief 

follow-up telephone interview and were asked to place their name down if they were happy 

for a member of the research team to contact them in 4 weeks to carry out the interview. 

Given the nature of the interview schedule and choice of analysis, it was not considered likely 

that a telephone interview would influence responses compared to face to face interview—in 

fact interviewing by telephone may encourage greater honesty about the programme. Upon 

leaving the programme all participants were provided with a debrief form (Appendix 7.8). 

7.1.4.1. Questionnaire measures 

See Appendix 7.4 and 7.5 for the person with Type 2 diabetes and partner questionnaires.   

- Demographic information: age, date of birth, sex, ethnicity, relationship status, time 

diagnosed with type 2 diabetes, and taking part in another research study. Partner 

questionnaires included all items apart from ‗time diagnosed with diabetes‘.   

- Medical information: taking medical treatment for diabetes, diabetes-related 

complications, recent glycated haemoglobin A1C (HbA1c), diagnosis of any other 

type of chronic illness, diagnosis of a mental health condition. Partners were asked if 

they had a diagnosis of diabetes, another type of chronic illness, and/ or a mental 

health condition.  

- The Revised Dyadic adjustment Scale (RDAS) (screening tool only; persons with 

diabetes and partners assessed) (Busby, Christensen, Crane, & Larson, 1995)). A 14-

item scale assessing relationship quality across three subdomains: ‗consensus‘, 

‗satisfaction‘, and ‗cohesion‘. All items use 6 point Likert scales (0=always agree/ all 

the time, 5=always disagree/ never). This measure is shown to have good internal 

consistency and construct validity across subscales (Busby et al., 1995).  

- The Diabetes Distress scale-17 (DDS-17) (for individuals with diabetes only) 

(Polonsky et al., 2005). A 17-item questionnaire assessing emotional distress across 

four sub-domains: ‗physician-related distress‘, ‗emotional burden‘, ‗interpersonal 

distress‘, and ‗regimen-related distress‘. Participants rate each item using a 6 point 

Likert scale (1=no problem, 6=a serious problem). Mean item scores of <2.0 are 

suggestive of ‗low diabetes distress‘, scores of 2.0≤2.9 are suggestive of ‗moderate 

distress‘, and scores ≥3.0 are suggestive of ‗high distress‘ (Fisher et al., 2012). The 

scale has been found to be statistically valid and reliable, (Polonsky et al., 2005).  
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- The Partner Diabetes Distress Scale (Partner-DDS) (Polonsky, Fisher, Hessler, & 

Johnson, 2016). A 21-item questionnaire designed for partners or family members 

which contains the following subscales: ‗my partner‘s diabetes management‘, ‗how 

best to help‘, ‗diabetes and me‘, ‗hypoglycaemia‘. Participants rate each item using a 

5 point Likert scale (0=not at all, 6=a great deal). Mean item scores of <2.0 are 

suggestive of ‗low diabetes distress‘, mean item scores of 2.0≤2.9 are suggestive of 

‗moderate distress‘, and mean item scores of ≥3.0 are suggestive of ‗high distress.‘ 

The scale has shown strong concurrent validity (Polonsky et al., 2016).  

- Diabetes Empowerment Scale- Short Form (DES-SF 8 items) (Anderson, Fitzgerald, 

Gruppen, Funnell, & Oh, 2003) (persons with diabetes assessed only).  A measure of 

psychosocial self-efficacy specific to diabetes composed of three subscales: ‗coping 

with psychological and social challenges in diabetes‘ (α = 0.93), ‗self-evaluation of 

willingness and ability to change‘ (α = 0.81), and ‗self-efficacy regarding goal-

setting‘ (α = 0.91) (Anderson et al., 2003). 

- Brief Illness Perception questionnaire (BIPQ) (Broadbent, Petrie, Main, & Weinman, 

2006) (persons with diabetes and partners assessed). Short version of the Revised 

Illness Perception Questionnaire (Moss-Morris et al., 2002) composed of 9 items 

assessed using a 10 point scale ranging from ‗no affect at all‘ to ‗severely affects my 

life‘: ‗consequences‘, ‗timeline‘, ‗personal control‘, ‗treatment control‘, ‗identity‘, 

‗coherence‘, ‗emotional representation‘, ‗concern‘, and ‗causal‘ beliefs. The scale has 

demonstrated good test–retest reliability and concurrent validity (Broadbent et al., 

2006).  

 

7.1.4.2. Programme evaluation survey  

Participants were asked to complete a 10-item anonymous feedback survey following 

completion of the intervention. The first 6 items relate to satisfaction with the programme 

content, facilitator effectiveness, group environment, length of the programme, location of 

the programme, and time of day (each item was rated using a Likert scale ranging from 

‗5=completely satisfied‘ to ‗1= not at all satisfied‘). Items 7 and 8 asked participants whether 

or not the programme was what they expected and if they would recommend it to others 

(answered by placing a mark on a ‗yes‘ or ‗no‘ box), and items 9 and 10 asked participants 

for their feedback on what was most/ least helpful and for ideas on how to improve the 
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programme using an open-ended comment space. See Appendix 7.6 for the programme 

evaluation survey. 

7.1.4.3. Follow-up telephone interviews 

Participants who agreed to take part in the brief follow-up telephone interview were asked a 

series of questions relating to their experience of the programme. See Appendix 7.7 for the 

telephone interview schedule.  

7.1.5. Data analysis 

7.1.5.1. Quantitative data analysis (SPSS version 21) 

Statistical analysis was undertaken on three quantitative data sources: the follow-up 

nonresponse survey, the programme evaluation survey, and the baseline and post-intervention 

questionnaires. Basic frequency statistics were used to examine the distribution of responses 

across the reasons that individuals provided for not responding to the original invitation for 

the feasibility study. Frequency statistics were also used to explore the satisfaction ratings 

and yes/no feedback based on items 1-8 in the evaluation survey. Lastly, repeated measures t-

tests were conducted to assess baseline and post-intervention score change across the 

questionnaire scales and Cohen‘s d was calculated to examine the effect sizes (Cohen, 1988). 

All data were checked for normal distribution prior to conducting the repeated measures t-

tests. 

7.1.5.2. Qualitative data analysis 

The open-ended survey responses for items 9 and 10 in the programme evaluation survey 

reflected the views of participants immediately after the programme. Responses were 

summarised according to subject matter, which gave way to overarching topics. Similarities 

were later examined between these topics and the topics identified for the follow-up 

telephone interview findings to gain a more comprehensive understanding of participants‘ 

experiences of the programme. 

Framework analysis was deemed an appropriate technique to apply to the follow-up 

telephone interview data as it is not bound to an epistemological position or theory, and 

provided the scope to examine a priori matters (guided by what previous evidence suggests is 

important) as well as novel and emergent issues (Ritchie & Spencer, 1994). This form of 

analysis is considered suitable for evaluating the perceived effectiveness of psychological 
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interventions (Parkinson, Eatough, Holmes, Stapley, & Midgley, 2016; Keyworth et al., 

2014; Newbold, Hardy, & Byng, 2013). Specifically, it permits a direct exploration of 

participants‘ experiences of the intervention and the perceived benefits and observed changes 

from attending the intervention, as well as gaining feedback on how the programme could be 

improved.  

7.2. Results 

7.2.1. Uptake and attrition 

Five hundred and sixty individuals with Type 2 diabetes who had previously attended the 

DESMOND programme and their partners or family members were invited to take part in the 

feasibility/ pilot study. In total, 480 were contacted by post and 80 were contacted in person 

following completion of the DESMOND programme. Of the 560 contacted, 10 individuals 

contacted the team in person to decline participation and six letters were returned due the 

person having moved address. Seventeen people with diabetes responded, however 3 did not 

meet the eligibility criteria (all had co-morbid mental health issues), 6 individuals dropped 

out before attending the intervention, and 1 attended the programme but did not complete it 

due to illness. A total of 10 people with Type 2 diabetes completed the intervention along 

with the baseline and post-intervention questionnaires. In addition three partners and one 

family member (a sibling) also attended. Of the 14 participants, 10 agreed to take part in the 

follow-up telephone interviews. See section 7.2.3 for reasons for the low uptake. 

7.2.2. Characteristics of participants 

The average age of participants with Type 2 diabetes (pwt2d) was 66.3 years (14.16 SD), the 

majority were male (70%), all were Caucasian, and most were taking medication to treat their 

diabetes (70%). The average time since diagnosis was 3.8 years (5.16 SD). The rate of 

diabetes-related complications was low (90%) and less than half had a co-morbid chronic 

physical health condition (40%). The average age of partners was 61.75 (12.26 SD) and all 

were female and Caucasian. No partners had a diagnosis of diabetes however one partner had 

a diagnosis of a different chronic physical condition (rheumatoid arthritis). On average pwt2d 

had good glycaemic control as per NICE guidelines (52.9 mmol/mol) (National Institute for 

Health and Care Excellence, 2015) and low diabetes distress (although diabetes distress total 

approximated the threshold for moderate distress (1.89 (1.067 SD)). Scores across the 

diabetes distress subscales were low, however reached the threshold for moderate distress 
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(≥2.0 (Fisher et al., 2012)) on the regimen-related distress subscale (2.44 (1.610 SD)). 

Average diabetes distress score among partners was low across all subscales (<2.0), however 

approximated the threshold for moderate distress on the ‗how best to help‘ subscale (1.85 

(1.33 SD)). Table 7.1 displays participant demographic and medical information. 

Table 7.1: Characteristics of participants and medical parameters 

 

Note. av. = average, std. = standard deviation 

7.2.3. Reasons for not responding 

Due to the low response rate (3%), a brief follow-up survey (see Appendix 7.9) was sent to 

448 of the original recipients to find out the main reasons why they could not or did not wish 

to take part (this excluded those who contacted us by telephone or email to personally decline 

participation, those who were provided with a study pack in person, and any addresses that 

were not valid). Recipients were invited to mark any reasons which applied to them. A total 

 People with Type 2 

diabetes 

Partners 

Gender  

- Male 

- Female 

 

7 (70%) 

3 (30%) 

 

0 (0%) 

4 (100%) 

Age (av. / std.) 66.3 years (14.16) 61.75 (12.26) 

Ethnicity Caucasian (100%) Caucasian (100%) 

Duration of Type 2 diabetes (av. / std.) 3.8 years (5.16) - 

Medication 

- Yes 

- No 

 

7 (70%) 

3 (30%) 

 

- 

- 

Insulin 

- Yes 

- No 

 

0 (0%) 

10 (100%) 

 

- 

- 

Diabetes-related complications 

- Yes 

- No 

 

1 (10%) 

9 (90%) 

 

- 

- 

Co-morbid/ other chronic illness 

- Yes 

- No 

 

4 (40%) 

6 (60%) 

 

1 (25%) 

3 (75%) 

Mental health condition 

- Yes 

- No 

 

0 (0%) 

10 (100%) 

 

0 (0%) 

4 (100%) 

Partner diabetes 

- Yes 

- No 

 

- 

- 

 

0 (0%) 

4 (100%) 

Taking part in other research 

- Yes 

- No 

 

0 (0%) 

10 (100%) 

 

0 (0%) 

4 (100%) 

HbA1c 52.9 mmol/mol - 
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of 108 individuals responded to the survey (24% response rate). Table 7.2 displays the 

frequencies across different reasons for not responding to the programme. Generally, 

responses varied across participants, however the most commonly reported reasons for not 

responding to the study included not feeling the „need to attend a group about emotional 

issues associated with living with diabetes‟ (n=36), not wanting to „attend a group that lasted 

all day‟ (n=25), and „other reasons‟ (n=39) (self-reported by participants). „Other reasons‟ 

pertained to physical/ medical concerns (n=19), not having the time to attend (n=13), not 

receiving an invitation to the original study (n=4), and the individual had died (n=3). 

Moderately common reasons for not responding to the study included „the idea of inviting 

partners or other family members‟ (n=16), forgetting to „fill in the questionnaires‟ (n=16), 

and feeling „uncomfortable with what I was asked about in the questionnaires‟ (n=12). Less 

common reasons for not responding to the study included not having enough information 

about the study (n=8) or not understanding what the study was about (n=5), finding the 

questionnaires too long to complete (n=7), not enjoying the diabetes education group (n=7), 

and feeling put off by the name of the study (n=6). 

Table 7.2: Frequencies across different reasons for not responding to the study 

 

Reasons for not responding Frequency 
(N=108) 

‗Other reason‘: 

- Physical/ medical issues 

- No time/ other responsibilities (family, work etc.) 

- Did not receive invitation to the study 

- Deceased  

39 

- 19/39 

- 13/39 

- 4/39 

- 3/39 

I don‘t  feel I need to attend a group about emotional issues associated with 

living with diabetes  

36 

I didn‘t want to attend a group that lasted all day 25 

The idea of inviting partners or other family members put me off 16 

I meant to fill in the questionnaires but forgot or didn‘t get around to it 16 

I felt uncomfortable with what I was being asked about in the questionnaires 12 

I wasn‘t given enough information about the study 8 

The programme did not sound interesting or useful 7 

It would have taken too long to fill in the questionnaires 7 

I didn‘t enjoy the diabetes education group (e.g. DESMOND) I attended 

previously  

7 

The name of the study ―Tangled-up in Type 2 diabetes…‖ put me off 6 

I didn‘t understand what the study was about 5 
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7.2.4. Programme implementation 

It was intended that three one-off interventions would be run across separate days (lasting 6 

hours per day), with different groups of people with Type 2 diabetes and their partners. Due 

to the small sample size this was limited to two days. Seven participants attended the first day 

and a group of eight participants attended the second day. This included two sets of couples 

in each. Allocation was based on the availability and preferences of participants. All 

participants completed the intervention, with the exception of one participant on the second 

day who attended but was not able to complete the programme due to feeling physically 

unwell. It was intended that data were collected 2-4 weeks before attending the intervention, 

however four participants completed full or partial baseline questionnaires on the morning of 

the intervention (at the venue). Post-intervention questionnaires were provided at the end of 

the programme, and participants were asked to complete and return these within 1 week of 

attending the intervention if possible. The majority of participants returned the questionnaires 

within the time frame, however two participants returned their questionnaires 2-3 weeks after 

the programme, following a reminder telephone call. Completing post-intervention 

questionnaires before leaving the programme venue may have ensured more consistent 

timing of data collection. However this was a challenge in the current study due to the limited 

time available to deliver the programme itself. 

7.2.5. Programme evaluation 

Following completion of the intervention participants were provided with an anonymous 

evaluation survey (Appendix 7.6) asking them to rate on a 5-point Likert scale how satisfied 

they were with the ‗programme content‘, ‗facilitator effectiveness‘, ‗group environment‘, 

‗location of programme‘, ‗time of day‘ and ‗length of programme‘. Participants rated 

‗satisfied‘ or ‗completely satisfied‟ on all items with the exception of ‗length of programme‘ 

which one participant had rated „neutral‟. Over half of participants said that the programme 

was what they expected (57.1%) and all participants said that they would recommend the 

programme to others living with Type 2 diabetes. 

7.2.5.1. Open-ended survey feedback 

The second part of the evaluation survey contained two open-ended questions asking 

participants to reflect on what was most helpful and/or unhelpful about the programme and to 

think about how the programme could be improved in the future. Table 7.3 provides the 
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written feedback from participants based on the open-ended questions. All participants 

answered the first question, while only six answered the second question. Responses to the 

first question were similar across participants, and tended to fall under three overarching 

topics relating to the group environment, the positive approach, and sense of control. Firstly, 

ten participants felt that the group environment and interactions between group members was 

most helpful—pwt2d 7: “It was interesting and useful to listen to other participants experiences 

with diabetes”. A number of participants felt that listening to others‘ experiences of diabetes  

provided a sense of comfort and reassurance that others feel similar to them—pwt2d 9: ―To 

know that other diabetes patients feel the way I do”. Partners also found the interactions with 

others to be helpful—partner 3: It made you realise you were not alone with your thoughts about 

diabetes”. Secondly, four participants found the positive approach of the group to be helpful, 

as conveyed through the experiences of others and through the advice provided about 

diabetes management—pwt2d 1: ―It was the positive attitude about managing diabetes”. Thirdly, 

participants felt a greater sense of control over their diabetes or a greater motivation to 

manage their condition—pwt2d 6 “I have a clearer understanding and appreciation that 

controlling my diabetes is for my own benefit and will keep me healthy”. Other less common 

responses included feeling more informed about diabetes management—pwt2d 5: “The input 

was excellent and made me more aware of how to manage diabetes.” and the emphasis on the role 

of family in diabetes support—pwt2d 10: “encouraging partners to be positively responsive— not 

reactive”. 

Responses to the second question which related to how the programme could be improved 

varied across participants. Two participants felt the programme should be directed at 

individuals experiencing greater emotional distress about diabetes—pwt2d 8: “Concentrate on 

giving the programme to those who are really stressed”, while another participant felt that more 

emphasis should be placed on inviting partners or family members when advertising the 

programme—pwt2d 9: “be more direct about bringing along someone”. One partner felt that 

there should be greater focus on building confidence with self-management—partner 1: 

“more emphasis on improving self-confidence”. Two participants felt it would be useful to 

provide some information materials/ resources—partner 3:“Information leaflets and more 

information for carers/ partners”, while another participant suggested that having a diabetes 

specialist nurse present at the group would be beneficial “to give some input on their day to day 

experiences with people with diabetes” (pwt2d 5). 
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Table 7.3: Open-ended survey feedback  

Open-ended survey questions                                                                                            Responses 

What was most helpful or least 

helpful about the programme? 

x14 

 

 

- “To know that other diabetes patients feel the way I do” and “knowing that a well-managed programme for my 

diabetes is in my control” (pwt2d 9) 

- “very informative and helped meeting other people going through the same sort of thing” (pwt2d 3) 

- “It helped to hear the positive attitude of other people with diabetes” (partner 1) 

- “Talking to other group members” and “reassurance that well-managed diabetes protects from complications” (pwt2d 

8) 

- “I have a clearer understanding and appreciation that controlling my diabetes is for my own benefit and will keep me 

healthy” (pwt2d 6) 

- “The programme was delivered efficiently and effectively while addressing the emotional issues in Type 2 diabetes—

very informative” (partner 2) 

- “Positive advice received about diabetes” (pwt2d 2) 

- “Open minded exchange of experiences and problems between group members. It was the positive attitude about 

managing diabetes” (pwt2d 1) 

- “It made you realise you were not alone with your thoughts about diabetes” (partner 3) 

- “It was interesting and useful to listen to other participants experiences with diabetes” (pwt2d 7) 

- “Exchanges between group members— the positive group environment” and “encouraging partners to be positively 

responsive— not reactive” (pwt2d 10) 

- “The input was excellent and made me more aware of how to manage diabetes.” (pwt2d 5) 

- “The way in which everyone took part and got the chance to speak their mind was very helpful to us” (partner 4). 

- “Hearing about how others manage their diabetes” (pwt2d 4). 

Do you have any suggestions 

about how we might improve 

this programme? 

x7 

- “be more direct about bringing along someone” (pwt2d 9) 

- “more emphasis on improving self-confidence”(partner 1) 

- “Concentrate on giving the programme to those who are really stressed” (pwt2d 8) 

- “Consider extending mental support to people struggling with diabetes the most—so they can get this type of help” 

(pwt2d 1). 

- “Information leaflets and more information for carers/ partners” (partner 3) 

- “More information on food control e.g. list of names given to sugar/ sweeteners, and so on” (pwt2d 7) 

- “Would be helpful to have a diabetic nurse on site to give some input on their day to day experiences with people with 

diabetes” and “a microphone would help people with hearing problems” (pwt2d 5). 
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7.2.6. Effect on diabetes distress, diabetes empowerment, and illness perceptions. 

Questionnaire data were normally distributed and therefore a repeated measures t-test was 

deemed appropriate to measure baseline to post-intervention score change. Table 7.4 and 7.5 

display mean scores, repeated measures t-test results, and effect sizes across outcome 

measures for people with Type 2 diabetes and partners. 

7.2.6.1. Person with Type 2 diabetes questionnaire findings  

Among pwt2d, there was little difference between baseline and post intervention scores for 

diabetes distress total and subscales, as demonstrated by the small effect sizes. However, 

there was a trend for decreasing scores across all diabetes distress subscales, apart from 

physician-related distress which marginally increased (1.75±2.15; d=0.24). The decreasing 

trend was most pronounced for the regimen-related distress subscale (2.44±1.96; d=0.36). 

Diabetes empowerment among participants with Type 2 diabetes increased from baseline to 

post-intervention with a medium effect (3.92±4.30; d=0.54). Among pwt2d there was an 

increase in perceived personal control beliefs with a large effect (6.60±8.00; d=0.90), an 

increase in perceived treatment control with a medium effect (7.20±8.60; d= 0.68) and an 

increase in perception of concern with a medium effect (2.50±4.60; d =0.69). Differences 

between baseline and post-intervention scores on all remaining BIPQ items were small.  

7.2.6.2. Partner questionnaire findings 

Among partners, there was little difference between baseline and post intervention scores for 

diabetes distress total and subscales, as demonstrated by the small effect sizes. There was 

however, a trend for decreasing scores across the diabetes distress subscales, with the 

exception of the ‗diabetes and me‘ subscale which marginally increased (0.55±0.60; d=0.06). 

The decreasing trend was most prominent on the diabetes regimen subscale, approaching a 

medium effect (1.46±1.07; d=0.42). Perceived treatment control in partners (in relation to 

their loved ones diabetes treatment) increased post-intervention with a large effect 

(6.25±8.50; d=0.84). Differences between baseline and post-intervention scores on all 

remaining BIPQ items were small, however there was a trend for increasing timeline 

perceptions with a large effect (4.00±7.75; d=0.86), and perceived coherence, approaching a 

medium effect (5.75±6.75; d=0.37). 
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Table 7.4: Mean scores, repeated measures t-test results, and effect sizes between person 

with Type 2 diabetes baseline and post-intervention assessment points 

 Baseline mean/ 

standard deviation 

Post-intervention 

mean/ standard 

deviation 

t p Effect Size 

(Cohen’s d) 

Diabetes distress total  1.89 (1.07) 1.80 (0.81) -0.741 0.48 0.08 

- Regimen-related 

distress  

2.44 (1.61) 

 

1.96 (1.08) 

 

-1.585 0.15 0.36 

 

- Emotional Burden 1.58 (0.87) 1.54 (0.71) -0.287 0.78 0.05 

- Interpersonal distress 1.70 (1.19) 

 

1.533 (0.95) 

 

-0.889 0.39 0.16 

 

- Physician-related 

distress 

1.75 (1.57) 2.15 (1.69) 1.614 0.14 0.24 

Diabetes Empowerment  3.92 (0.78) 4.30 (0.59) 2.405 0.04 0.54* 

Consequences (BIPQR) 3.10 (2.69) 3.20 (2.66) 0.429 0.68 0.04 

Timeline (BIPQR) 8.10 (3.25) 8.40 (3.37) 0.266 0.79 0.10 

Personal Control  (BIPQR) 6.60 (1.95) 8.00 (1.16) 3.096 0.01 0.90** 

Treatment Control  (BIPQR) 7.20 (1.93) 8.60 (2.17) 2.585 0.03 0.68* 

Identity (BIPQR) 2.90 (2.85) 3.50 (3.21) 1.203 0.26 0.19 

Concern (BIPQR) 2.50 (2.46) 4.60 (3.63) 2.400 0.04 0.69* 

Coherence (BIPQR) 7.30 (2.75) 7.30 (2.54)  .000 1.00 0.00 

Emotional Representation 

(BIPQR) 

2.20 (2.74) 2.70 (3.62) .889 0.39 0.16 

 

Table 7.5: Mean scores, repeated measures t-test results, and effect sizes between partner 

baseline and post-intervention assessment points 

 Baseline mean/ 

standard deviation 

Post-intervention 

mean/ standard 

deviation 

t p Effect Size 

(Cohen’s d) 

Diabetes distress total   1.27 (0.97) 1.09 (0.74) -1.018 0.38 0.21 

- My partner‘s 

diabetes management 

1.46 (0.99) 

 

1.07 (0.85) 

 

 

-1.530 0.22 0.42 

 

 

- How best to help 1.85 (1.33) 1.65 (1.10) -0.775 0.49 0.16 

- Diabetes and me 0.55 (0.85) 0.60 (0.69) 0.174 0.87 0.06 

- Hypoglycemia 1.12 (1.26) 0.98 (1.21) -0.616 0.58 0.12 

Consequences (BIPQR) 2.75 (2.63) 3.00 (2.31) 1.000 0.39 0.10 

Timeline (BIPQR) 4.00 (4.32) 7.75 (4.50) 1.446 0.24 0.86** 

Personal Control  (BIPQR) 6.75 (1.71) 6.25 (3.10) -0.302 0.78 0.21 

Treatment Control  (BIPQR) 6.25 (2.99) 8.50 (2.38) 4.700 0.02 0.84** 

Identity (BIPQR) 2.75 (2.63) 2.75 (2.63) .000 1.00 0.00 

Concern (BIPQR) 3.75 (3.78) 4.00 (4.08) 1.000 0.39 0.10 

Coherence (BIPQ) 5.75 (2.87) 6.75 (2.50) 2.449 0.09 0.37 

Emotional Representation 

(BIPQR) 

3.00 (2.94) 3.00 (2.45) .000 1.00 0.00 

 

Note. Medium* and large effects** 
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7.2.7. Follow-up telephone interviews 
 

Ten participants agreed to take part in a follow-up telephone interview, which took place 1 

month after the intervention. Telephone interviews lasted for 10 minutes on average, with a 

range of 5-16 minutes. Interview questions can be found in Appendix 7.7. Eight core topics 

were extracted from the telephone interviews. Broadly these related to participants‘ 

experiences of the programme, observed changes since attending, and perceived 

shortcomings of the study. All participants reported that they found the group useful, and this 

was for a number of reasons conveyed in the topics identified. See Table 7.6 for identified 

topics and samples of text across participants.  

Topic #1 ‗interacting with others‘ captures a useful aspect of the programme reported by all 

participants interviewed.  When asked what they found most beneficial about the programme, 

pwt2d and partners talked positively about the group-based environment and listening to 

others‘ experiences of living with Type 2 diabetes—partner 1:“I was amazed by the honesty and 

the bravery of the people in the group, they just spoke openly, and to have men sit there and say what 

they had been anxious and afraid about”. Hearing about how other people manage their diabetes 

was useful and motivating for many pwt2d—pwt2d 10:“listening to the people who do adhere to 

their regime and how positive it has been for them encourages you to say “well I do want to stick to 

my regime and see positive outcomes myself”. So I think that‟s the benefit of being together—you can 

get encouragement by listening”.  By listening to the difficulties expressed by other people 

living with the condition, pwt2d also felt reassured that they were not alone in their struggles 

to manage—pwt2d 2:“Listening to everything people said made you realise we‟re all in the same 

boat you know, other people feel like you do—get stressed about things and worry you‟re not doing 

something right”. Partners also acknowledged the benefits of hearing about others‘ experiences 

of diabetes and from sharing their own concerns—partner 2:“Listening to other partners who 

don‟t have diabetes themselves—realising they feel the same as myself”. 

Topic #2 ‗positive perspective‘ relates to how participants felt that the programme endorsed a 

more optimistic approach to self-care, by focusing on the positive facts about Type 2 diabetes 

and the experiences of other people who are managing their diabetes well—pwt2d 8:“It was 

quite useful hearing at the session that if you can keep your HbA1c down below 50ish that you are 

less likely to have complications…so I think the reassurance around that”. One participant felt 

uplifted when he found out that his HbA1c was not what he had imagined it would be—

pwt2d 9:“the thing that I found really useful was when the chap and went and got me my blood 

results, I felt very positive after that, just knowing that I wasn‟t as bad as I thought I was”. Other 
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participants noticed how a change in the language used when talking about Type 2 diabetes 

can foster greater confidence in managing the condition—partner 1:“It‟s hearing the distinction 

between diabetes and well-managed diabetes—the simple language difference…it‟s that change in 

mind-set”. 

Topic #3 ‗feeling in control‘ pertained to what participants believed had changed since 

attending the programme. A number of pwt2d expressed a greater sense of control over their 

diabetes—pwt2d 10: “you don‟t have to behave as if there is nothing you can do…I think that this is 

what made me feel better after coming to the group— I was going away saying to myself, carry on 

doing what you are doing and do more of it because it works. I want my life to be as healthy as 

possible”. In particular, pwt2d experienced a greater motivation to manage their condition as 

result of the discussions about the benefits of good self-management—pwt2d 2:“it‟s also 

reassuring that this is something I can do—I can make a difference by watching my blood sugar, 

taking my medication and so on”.  

Topic #4 ‗clarifying information about Type 2 diabetes‘ relates to how a number of 

participants found that the programme provided the opportunity to clarify elements of 

diabetes management that they were still unclear about—pwt2d 2:“It gave me a lot of useful 

information that I didn‟t really understand before. My doctor hadn‟t really given me a lot of guidance 

you know about what everything means—about my medication and my blood results and so on. So it 

helped me get to grips with things a bit more”. Revisiting certain aspects of managing diabetes 

provided a better understanding of the condition—pwt2d 3: “It was getting more information 

and better educated about the whole diabetes situation, because there is still a heck of a lot I don‟t 

know—but this helped clear a few things up”. Partners also felt the group provided helpful 

information that they were previously not aware of—partner 2:“I think what helped most were 

the discussions about what blood results mean and the importance of medication”. 

Topic #5 ‗awareness of how other people feel about Type 2 diabetes‘ captures how the 

programme prompted a number of participants to consider how Type 2 diabetes might affect 

others, such as family members—pwt2d 10: “It has actually helped me to appreciate the 

partners‟ side of coping—what is your partner thinking? Because you do tend to get into your own 

little circle, and you don‟t‟ stop to think what effect is thing having on my partner? How does she feel 

about it? So I suppose it emphasised to me a bit more that I need to be communicating how I feel, and 

how positive I feel, so that it reassures my partner.” Partners also discussed how the programme 

gave them the opportunity to hear the views of people living with Type 2 diabetes, and 

encouraged them to take these views on board—partner 2: “also listening to those with diabetes 
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and how they feel about it themselves—it helps to be aware of how they feel; you can sometimes 

forget to ask”.  

Topic #6 ‗relaxed and flexible approach‘ captures participants‘ impressions of the 

atmosphere of the group and the manner in which the programme was facilitated. A number 

of pwt2d felt that the relaxed and safe environment helped group members to feel 

comfortable with sharing their personal thoughts about diabetes—pwt2d 1: “I think the relaxed 

atmosphere worked, nobody had anything to fear and we were all on the same page and were able to 

exchange experiences and opinions without judgment”. Participants also felt that the less 

structured approach provided them with the time and space to talk about any diabetes 

concerns in greater depth—pwt2d 2: “the DESMOND programme was very good but maybe there 

wasn‟t as much conversation between people about their experiences. I think that helped. There was 

more time to let you understand everything—take it in, and then ask if you‟re not sure”. 

Topic #7 ‗emphasis on exploring emotions‘ captures the views of some participants who 

expressed more explicitly, the benefits of addressing challenging feelings relating to living 

with Type 2 diabetes—pwt2d 1: “I found that on the DESMOND, the people there knew all of their 

results but there was no real discussion on it, or sharing of their opinion or feelings on it”. Some 

participants felt that this was an element of support that structured education lacked—pwt2d 

10:“From a medical point of view, the DESMOND programme is very graphic, but from a mental 

point of view they don‟t really deal a lot with that side of things. So the emotional support side I 

thought was a bit lacking, it was more factual, rather than being emotionally supportive”. One 

partner also found the tasks to be helpful in prompting discussion about the emotional impact 

of diabetes —partner 1:“I particularly liked the graphics used, the way each was expressing 

something in particular and the way in which every individual in the group interpreted them…I liked 

the picking up of the cards to say what represented how you feel about diabetes”. 

Topic #8 ‗shortcomings‘ represents some of the concerns participants raised about the study 

as well as their thoughts on how the study could be improved. Participants talked about the 

burden of completing the questionnaires—pwt2d 3: “I suppose there was an initial questionnaire 

that maybe would have been a bit off-putting.” It was felt that the personal nature of a number of 

the questions included may have been discouraging for some individuals, which may have 

influenced their decision to not take part—pwt2d 1: “I think the questionnaire was not exactly 

motivating, I think people fear releasing information about their relationships and that maybe put a 

lot of people off. The questionnaire was maybe perceived as not directly related to diabetes…maybe 

people felt afraid of disclosing”. Participants also recognised that the group would be more 
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beneficial for people who were more distressed about their diabetes—pwt2d 8 “I think this 

type of programme is more important for people under a lot of stress with their illness. I think I 

mentioned at the group my friend who had been Type 2 diabetic for a while on medication but then 

had to go on insulin was very stressed for a while—it is people like that who you want to reach.” One 

pwt2d felt there needed to be a greater emphasis on bringing along family members to the 

programme—pwt2d 9:“Well I knew it was for couples, and I knew there would be some other 

singles there, but if I had have known it was for other family I would have brought my sister with me. 

So maybe advertise that a bit more” (pwt2d 9). 
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Table 7.6: Topics identified and text excerpts for participants based on open-ended survey and follow-up telephone interview data  

                       Main Topics                                                                                 Text Excerpts 

Interacting with others 

 

- “Listening to other partners who don‟t have diabetes themselves—realising they feel the same as myself” 

(partner 2) 

- “I think it was the discussions with the other group members. When you learn from others going through the 

same thing it hits home more” (pwt2d 7) 

- “It‟s helped me recognise how important it is to help people mentally through sharing and receiving 

emotional support from others in your company. It‟s the other people who are involved in the healing 

process” (pwt2d 1) 

-  “It was interesting meeting and talking to other people from different backgrounds, and who have had 

different experiences of diabetes” (pwt2d 8). 

- “it was nice meeting other people who were in the same position—sort of comparing notes—that was very 

helpful” (pwt2d 3) 

- “I enjoyed the group atmosphere—they were a good wee bunch…you were able to get some feedback from 

other people and listen to how they managed their diabetes” (pwt2d 4) 

- “I was amazed by the honesty and the bravery of the people in the group, they just spoke openly, and to have 

men sit there and say what they had been anxious and afraid about” (partner 1) 

- “What encouraged me was that you do not have to be isolated by this if it comes upon you” (partner 1) 

- “Listening to everything people said made you realise we‟re all in the same boat you know, other people feel 

like you do—get stressed about things and worry you‟re not doing something right” (pwt2d 2) 

- “listening to the people who do adhere to their regime and how positive it has been for them encourages you 

to say “well I do want to stick to my regime and see positive outcomes myself”. So I think that‟s the benefit of 

being together—you can get encouragement by listening” (pwt2d 10)  

- “I found the group very informative, it was also good that there wasn‟t too many, and we were able to bounce 

off each other…I enjoyed meeting the other ones and finding out how other people get on with their diabetes” 

(pwt2d 9) 

Positive perspective 

 

- “I think it was also recognising the difference between well-controlled and poorly managed diabetes” (pwt2d 

7) 

- “I remember one of the members in particular got some important feedback about their blood results…I think 

it was helpful for him to see that a little bit more discipline and restraint in eating habits would give him a 

better future—he seemed more relaxed when he left compared to when he came in” (pwt2d 1). 

- “It was quite useful hearing at the session that if you can keep your HbA1c down below 50ish that you are less 

likely to have complications…so I think the reassurance around that” (pwt2d 8) 
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- “It‟s hearing the distinction between diabetes and well-managed diabetes—the change in language really 

makes a difference…it‟s that change in mind-set” (partner 1) 

- “I have to say honestly I did not race up there with a lot of enthusiasm but I left with a whole lot more” 

(partner 1) 

- “it was listening to the others‟ being positive about their diabetes—because I would‟ve felt a bit worried about 

different things, like my diabetes getting worse and all, but this kind of made me see that things don‟t have to 

go that way” (pwt2d 2) 

- “quite often you‟re confronted with things that you don‟t have any control over, and I felt that what both of 

you were saying to us was that this is not all doom and gloom” (pwt2d 10) 

- “the thing that I found really useful was when the chap and went and got me my blood results, I felt very 

positive after that, just knowing that I wasn‟t as bad as I thought I was” (pwt2d 9) 

Feeling in control 

 

- “DESMOND was about telling me what I should not eat. This group has encouraged me to think for myself—I 

have to take control” (pwt2d 7). 

- “It gave me a reminder that I cannot slack in how I am managing my diabetes, even if I am doing well, that 

it‟s easy to slip into bad habits. So that had a positive effect on me that I need to maintain that level of 

motivation” (pwt2d 1) 

- “as far as I knew I was doing everything I should be doing anyway but I was worried before that maybe I 

wasn‟t, so it‟s sort of reaffirmed that what I‟ve been doing is the right way to go and that‟s encouraged me to 

carry on” (pwt2d 3) 

- “it‟s also reassuring that this is something I can do—I can make a difference by watching my blood sugar, 

taking my medication and so on” (pwt2d 2) 

- “I actually asked myself a couple of days later—ok so you‟re feeling good about having been at the group, 

what is it that‟s making you feel good? And I think it is that if you take control of something and don‟t depend 

on somebody else… I felt empowered that I am not depending on a doctor or a nurse, I‟m depending on me 

carrying out what I should do” (pwt2d 10) 

- “you don‟t have to behave as if there is nothing you can do…I think that this is what made me feel better after 

coming to the group— I was going away saying to myself, carry on doing what you are doing and do more of 

it because it works. I want my life to be as healthy as possible” (pwt2d 10).  

- “In a way I don‟t think I have been taking it seriously enough, and I think what it has done is encouraged me 

to change some aspects of my diet—I‟m not eating as many sweet things as before, I‟ve cut that out but I do 

recognise my diet is still too greasy and that” (pwt2d 9).  

Clarifying information about 

Type 2 diabetes 

 

- “I think what helped me most were the discussions about what blood results mean and the importance of 

medication” (partner 2) 

- “We had all been on an education programme before and so had the background knowledge in what‟s 

important and what you need to do—eye checks and things like that. I think having that background 
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knowledge before coming to the group was important so then we could talk more about the things we were 

unsure of ” (pwt2d 8) 

- “It was getting more information and better educated about the whole diabetes situation, because there is still 

a heck of a lot I don‟t know—but this helped clear a few things up” (pwt2d 3) 

- “The DESMOND course was good but I would have liked a follow-up to it just to reaffirm what I should be 

doing, I think it could have been longer—maybe that‟s what this group did (pwt2d 3) 

- “Because I have a strong family history of diabetes…it‟s always there…I think from coming to the group has 

made me more aware of my own vulnerability, and that you may not have lots of symptoms but it may creep 

up” (partner 1) 

- “It gave me a lot of useful information that I didn‟t really understand before. My doctor hadn‟t really given 

me a lot of guidance you know about what everything means—about my medication and my blood results and 

so on. So it helped me get to grips with things a bit more” (pwt2d 2) 

Awareness of how other people 

feel about Type 2 diabetes 

 

- “also listening to those with diabetes and how they feel about it themselves—it helps to be aware of how they 

feel, you can sometimes forget to ask” (partner 2) 

- “Having the discussion with other people was most useful. It was quite a varied group, and having the family 

members there and learning about their attitude towards it— it encouraged me to think about how it might 

affect my own family” (pwt2d 8) 

- “I know my partner found it useful certainly, hearing from the other partner and getting the chance to say how 

she felt and so on. It was good for me to hear her side of things” (pwt2d 4) 

- “I think the whole thing comes down to compliance and how much you want to address it. I would now be 

much more aware of that and I think my partner and I agreed that from coming along to the course, that we 

both share that view and want to keep that mind-set” (partner 1) 

- “It has actually helped me to appreciate the partners‟ side of coping—what is your partner thinking? Because 

you do tend to get into your own little circle, and you don‟t‟ stop to think what effect is thing having on my 

partner? How does she feel about it? So I suppose it emphasised to me a bit more that I need to be 

communicating how I feel, and how positive I feel, so that it reassures my partner.” (pwt2d 10) 

- “I think it‟s made me aware of how my illness might affect her (sister) and would be interested to hear her 

point of view on it—though she might not tell me things I want to hear!” (pwt2d 9) 

Relaxed and flexible approach 

 

- “I liked the humour and relaxed approach, made it easier to speak out” (pwt2d 7) 

- “I think the relaxed atmosphere worked, nobody had anything to fear and we were all on the same page and 

were able to exchange experiences and opinions without judgment” (pwt2d 1) 

- “DESMOND was more about the food and stuff and learning about that, whereas this group was a bit more 

relaxed and you could talk about things a bit more” (pwt2d 4) 

- “the DESMOND programme was very good but maybe there wasn‟t as much conversation between people 

about their experiences. I think that helped. There was more time to let you understand everything—take it in, 
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and then ask if you‟re not sure” (pwt2d 2) 

- “I noticed between the two of you, you worked very well, you know giving each other a break and allowing the 

other to do the listening, which is very important…it‟s getting someone to listen to you, and that‟s very 

difficult when the person who is expected to be the listener has so much information to communicate to the 

patient, they don‟t have the time to listen” (pwt2d 10) 

- “Your group was more laid back while in the DESMOND there were a lot of questions being fired out every 

couple of minutes. But no I found yours was more relaxed and gave you the chance to go into things in a little 

more depth” (pwt2d 9) 

Emphasis on exploring emotions 

 

- “I found that on the DESMOND, the people there knew all of their results but there was no real discussion on 

it, or sharing of their opinion or feelings on it” (pwt2d 1) 

- “I particularly liked the graphics used, the way each was expressing something in particular and the way in 

which every individual in the group interpreted them…I liked the picking up of the cards to say what 

represented how you feel the most” (partner 1) 

- “From a medical point of view, the DESMOND programme is very graphic, but from a mental point of view 

they don‟t really deal a lot with that side of things. So the emotional support side I thought was a bit lacking, it 

was more factual, rather than being emotionally supportive” (pwt2d 10)  

- “I think having psychologists there worked, because I think with diabetes there is a lot that is to do with the 

head, with the way you think about and cope with it, and the DESMOND didn‟t really go into that aspect of it 

at all” (pwt2d 9) 

Shortcomings 

 

- “I think this type of programme is more important for people under a lot of stress with their illness. I think I 

mentioned at the group my friend who had been Type 2 diabetic for a while on medication but then had to go 

on insulin was very stressed for a while—it is people like that who you want to reach.”(pwt2d 8) 

- “Well I knew it was for couples, and I knew there would be some other singles there, but if I had have known it 

was for other family I would have brought my sister with me. So maybe advertise that a bit more” (pwt2d 9) 

- “I think the questionnaire was not exactly motivating, I think people fear releasing information about their 

relationships and that maybe put a lot of people off. The questionnaire was maybe perceived as not directly 

related to diabetes…maybe people felt afraid of disclosing” (pwt2d 1) 

- “I suppose there was an initial questionnaire that maybe would have been a bit off-putting.” (pwt2d 3) 

- “I think the only thing was I found filling out the questionnaire was a wee bit long” (pwt2d 4) 

- “I know from talking to some of the folk, that the first questionnaire they felt was a bit too intrusive…But I 

think if you consider that if there are some people who would be put off by the type of or form of questions, 

how relevant is it and how can I keep those people on board?” (pwt2d 10) 
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7.3. Discussion 

7.3.1. Summary of findings 

This feasibility study examined the acceptability, practical implementation, and potential 

effectiveness of an intervention addressing diabetes distress in couples. Generally, 

participants reported feeling satisfied with the intervention they received and found the 

programme to be helpful for a number of reasons conveyed in the qualitative data. Reported 

benefits of the programme included the interactive and supportive nature of the group, the 

space to explore dormant concerns about diabetes self-care, and the emphasis on how living 

with Type 2 diabetes affects others e.g. family/ partners. Change in diabetes distress from 

baseline to post-intervention was negligible; however there was a trend for reduced distress 

on all subscales with the exception of ‗physician-related distress‘ for individuals with 

diabetes, and the ‗diabetes and me‘ subscale for partners. Self-empowerment, perception of 

personal control, and concern about diabetes showed at least medium sized increases for 

individuals with Type 2 diabetes, and perceived treatment control increased for both 

individuals with Type 2 diabetes and partners.  

Notably, the telephone interviews findings at follow-up were in alignment with the observed 

increase in diabetes empowerment and perceived control. Individuals with Type 2 diabetes 

reported feeling a greater sense of motivation and confidence in their ability to manage 

diabetes. There was also a greater recognition of the importance of persevering with self-

management to remain healthy, which may explain the change in concern beliefs. Moreover, 

people with diabetes and partners described feeling more informed about diabetes 

management, which may reflect the moderate to large increase in perceived treatment control. 

A key limitation of this study was the low uptake which affected the sample size and the 

quantitative component of the analysis. Commonly reported reasons for the poor uptake 

included: feeling that a programme addressing emotional issues in diabetes was not relevant, 

medical and time constraints, and not wanting to attend a programme lasting all day. These 

findings prompt reflection on the chosen method of recruitment and provide useful feedback 

for future studies.  
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7.3.2. Exploring the acceptability and effectiveness of the intervention 

7.3.2.1. Questionnaire and evaluation survey findings  

Based on participants‘ feedback on the programme evaluation survey, the intervention was 

regarded as acceptable and participants said that they would recommend the programme to 

others with Type 2 diabetes. The questionnaire findings however, provide a more complex 

representation of the effectiveness of the programme. Diabetes distress did not change across 

the assessment points. However there was a general trend for decreasing distress in 

individuals with diabetes and partners, which was particularly pronounced on the regimen-

related distress subscale. The small effect sizes observed for diabetes distress may be a result 

of the low mean baseline distress score. This is a common issue in recruitment for 

psychological interventions in diabetes (Sturt et al., 2015). The small effect sizes may of 

course reflect the lack of effectiveness of the programme in its current form—it is difficult to 

ascertain the reason for these results on the basis of a pilot study.  

Regimen-related distress showed the greatest change over time when compared with the other 

diabetes distress subscales. This is consistent with previous evidence which demonstrates that 

individuals with Type 2 diabetes tend to score highest on the regimen-related distress 

subscale, and that this subtype of distress may be the most responsive to psychological 

intervention (Fisher et al., 2013; Fisher, Glasgow, Mullan, Skaff, & Polonsky, 2008). 

Average regimen-related distress was also the only subscale to reach the threshold for 

moderate distress at baseline, which infers that the small decrease in diabetes distress may be 

accountable to the methodological limitations of the study (i.e. low baseline distress, brevity 

of the intervention).  

Moreover, personal control has been shown to predict regimen-related distress (Chapter 4; 

Martinez, Lockhart, Davies, Lindsay, & Dempster, 2017) and mediates the relationship 

between diabetes distress and HbA1c (Martinez et al., 2017; Gonzalez, Shreck, Psaros, & 

Safren, 2015). Therefore it is possible that a sustained increase in personal control would 

generate a positive change in distress related to self-care. In this study there was a substantial 

increase in personal control in participants with diabetes, though no change in regimen-

related distress.  Perhaps with a follow-up assessment, a greater decrease in distress related to 

self-care would have been observed. Participants‘ sense of empowerment also increased, with 

a moderate effect size. This coincides with the change in personal control and represents an 

increase in participants‘ recognition of their role in diabetes care, and the internal and 
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external resources available to help them cope. Individuals with Type 2 diabetes and partners 

also held stronger treatment control beliefs post-intervention, suggesting that they felt more 

reassured about their current self-care plan. This also corresponds with the observed change 

in empowerment and personal control beliefs. 

Furthermore, individuals with diabetes were more concerned about their condition post-

intervention. Given that previous evidence has shown that stronger perceptions of the 

consequences of Type 2 diabetes predicts greater diabetes distress (Chapter 4; Paddison, 

Alpass, & Stephens, 2007), such a change could be interpreted as undesirable. Conversely, it 

could be argued that an increase in concern, in conjunction with an increase in perceived 

control, denotes a positive change. Hence, having a greater awareness of the need to engage 

in healthy self-care, as well as the confidence and motivation to do so, could lead to 

meaningful improvements in emotional wellbeing and self-care. Certainly, the qualitative 

findings support this (see section 7.3.2.2) 

7.3.2.2. Open ended evaluation responses and telephone interviews 

The comments provided by participants in the post-intervention evaluation related to a 

number of the core topics drawn from the follow-up telephone interviews and therefore will 

be discussed in the context of these. Many of the topics extracted from the telephone 

interviews overlapped, which is reflected in how they are interpreted.  

The perceived benefit of interacting with others was reported by all participants in the post-

intervention evaluation, and by all who took part in the follow-up telephone calls. There was 

a strong sense of cohesiveness between the group members, and people with Type 2 diabetes 

and partners found it useful to hear others‘ perspectives on living with the condition. In 

particular, they felt comforted and encouraged by the positive accounts of adjusting to 

diabetes. The cohesiveness between group members is perhaps reflective of the approach of 

the intervention itself. Participants valued the flexibility endorsed by facilitators, which gave 

participants the freedom to guide the conversation in a way that was relevant to them—a 

quality of the programme which participants perceived to be lacking in the DESMOND 

programme. Group members felt able to share, but without obligation, which was cultivated 

by the openness and warmth between members and facilitators. Participants themselves 

recognised the value of delegating time and space to talk about how living with Type 2 

diabetes affects individuals and their families. Participants talked of how the programme 
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endorsed discussions about challenging thoughts and feelings about diabetes, while 

DESMOND focused primarily on information provision. 

Another reported benefit conveyed at post-intervention and follow-up, was the change in 

perspective about diabetes management. People with diabetes and partners found it helpful to 

listen to the positive facts about healthy self-care and reflected on the language used by 

facilitators which incited hope. Participants also divulged a greater awareness of the 

importance of persevering with self-care in order to remain healthy. The conversations at 

follow-up also revealed that a number of individuals with Type 2 diabetes felt more in control 

of their condition as result of attending the programme, or felt more reassured that the 

measures they were already taking to manage diabetes were adequate. It is possible that the 

positive interactions between group members and emphasis on the positive impact of healthy 

self-care through discussion of evidence and facts, operated as catalysts in increasing sense of 

control.  

At follow-up, individuals with Type 2 diabetes and partners also expressed a greater 

appreciation of how diabetes might affect their loved ones. During the programme 

participants were able to share their views about diabetes and in turn find out how diabetes 

impacts partners and others living with the condition—a process which endorsed perspective-

taking. Particularly for participants who attended the programme alone, the discussions about 

how diabetes impacts others prompted thoughts about how diabetes might impact their own 

family, and encouraged them to consider their family‘s role in self-care. The final topic 

emerging from the conversations with participants post-intervention and at follow-up 

pertained to the shortcomings of the study. One identified shortcoming related to the need to 

provide this type of intervention for individuals experiencing very high levels of distress. As 

mentioned previously, the individuals involved in this study achieved mainly low distress 

scores at baseline. Therefore this observation made by participants themselves reaffirms the 

need to strengthen recruitment approaches to reach individuals who fit the criterion for 

elevated distress. Another key limitation regarded the nature and content of the 

questionnaires included at baseline. A number of participants suggested that the questions 

might be construed as too personal and intrusive. Certainly, this emerged as a moderately 

common reason for not wanting to attend the intervention according to the nonresponse 

survey, which is elaborated on in section 7.3.3. 
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7.3.2.3. Integrating quantitative and qualitative findings  

Collectively, the enhanced sense of influence over diabetes, positive perspective, and greater 

clarity and confidence about healthy self-care, appear to corroborate the moderate to large 

changes in personal control, treatment control, and empowerment. Of particular interest 

however, are the mechanisms underpinning such change. The interactions between 

participants appeared to be the main vessel through which individuals with Type 2 diabetes‘ 

perceptions of personal control and sense of empowerment were enhanced. The positive 

exchanges between group members engendered confidence in how they were managing 

diabetes, and inspired them to persevere with their self-care efforts. Participants found 

comfort in hearing that other people also struggle with self-care, but hopeful that those 

struggles can be addressed. Given these findings, it is possible that the observed increase in 

concern beliefs denotes a valuable change in attitude towards the seriousness of Type 2 

diabetes, and a greater appreciation of the importance of healthy self-care. 

There was no change in coherence beliefs for individuals with diabetes, yet the qualitative 

findings imply that a number of participants felt more informed about healthy management of 

diabetes following the intervention. It may be that participants were previously aware of what 

they needed to do to manage diabetes, but perhaps had not fully grasped the relevance or 

purpose of doing so. Discussing aspects of self-care such as medication and blood glucose in 

the context of the group, and having the time to process the information and voice any 

lingering concerns, may have helped participants make sense of the advice they were 

previously given. This might also explain the medium to large increase in treatment control 

beliefs among persons with Type 2 diabetes and partners—participants felt reassured that the 

treatment being taken for diabetes was helping.  

Measuring change in communication skills, incongruity, and perception of support was more 

of a challenge in this study. Assessing such outcomes quantitatively was hampered by issues 

such as the small number of couples who took part in the study, the brevity of the 

programme, and the absence of a follow-up assessment (it is likely that such changes would 

not be observed immediately, as they are contingent on interacting with others who may not 

have been present at the programme). Expectedly, there was little change in interpersonal 

distress; however the telephone conversations suggest that the programme did address 

interpersonal issues to a certain extent. Participants reported feeling more attuned to how 

others feel about living with Type 2 diabetes, which applied to partners as well as individuals 
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with diabetes. Participants had a greater appreciation of how others experience life with 

diabetes and in turn showed a greater interest in finding out how the condition affected their 

loved one(s). Also pertinent was the recognition of the importance of interpersonal support in 

emotional adjustment to diabetes which structured diabetes education alone does not seem to 

afford. This may be reflective of the trend toward increased physician-related distress post-

intervention. Perhaps after attending the programme, participants felt more aware of their 

own healthcare needs and the importance of adequate support from healthcare professionals. 

7.3.3. Reasons for low response 

One of the most common reasons for not responding to the feasibility study was the 

programme‘s emphasis on emotional issues in diabetes, which people felt was not relevant to 

them (33%). Relatedly, previous work examining the reasons for not taking part in structured 

Type 2 diabetes education programmes, found that many people felt that they knew enough 

about diabetes self-management and therefore did not require this additional support; while 

others perceived no benefit from attending structured diabetes education (Horigan, Davies, 

Findlay-White, Chaney, & Coates, 2016). Thus, it may be the case that many people simply 

did not perceive the need for additional emotional support, and were coping well with their 

condition. Given that the estimated prevalence of moderate to elevated diabetes distress is 

around 36% in people with Type 2 diabetes (Perrin, Davies, Robertson, Snoek, & Khunti, 

2017), it is to be expected that a majority of respondents would have little to no experience of 

emotional distress associated with their condition.   

However, it is important to also consider that respondents may not have understood the 

connotation of emotional stresses related to diabetes—diabetes being a ‗medical‘ condition 

after all. If an individual has had little previous exposure to discussions about mental 

wellbeing, it is not surprising that they would regard such a programme as odd or irrelevant; 

even if they are indeed struggling to cope. Respondents may also have been deterred by the 

thought of going to what they perceived to be a ‗therapy group‘. The conversations with 

healthcare professionals in Chapter 5 revealed that individuals with Type 2 diabetes have 

found certain terminology surrounding mental wellbeing to be offensive, blameful, or 

confusing. It therefore seems plausible that, although measures were taken to avoid the use of 

words that might elicit discomfort in the participant information sheet and invitation letter 

e.g. ‗diabetes distress‘, ‗emotional distress‘, the description of the aims of the programme 

may still have elicited concerns or fears. Additionally, the questionnaire scales would have 
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contained potentially emotive terms or topics, and respondents may have appraised the 

programme partially or entirely on the basis of these. This highlights the importance of 

considering language, tone, and terminology in recruitment for psychoeducational 

programmes. It is the marketing around such programmes that requires the most attention to 

improve uptake and to reach the appropriate audience in light of the eligibility criteria.  

Other common reasons for not responding to the study reflected more on pragmatic barriers 

relating to physical/ medical limitations or time restrictions (30%). The former is more 

difficult to address, however the latter could be addressed by providing a greater variation of 

options regarding time of day, day of week, and intensity of programme (full/ half/ quarter 

day). This would also address the issue of not wanting to attend a programme lasting for a 

full day, which was another common reason for not wishing to take part in the study (23%). 

Unfortunately there were limited options that could be provided to participants in terms of 

when they could attend the programme. However a preference of day was offered to 

participants who agreed to take part in the study, which included a weekend option. Even so, 

assigning participants to intervention groups based on their own preference, while also 

having to account for the preferences of the majority was a challenging process. 

A total of 18% of nonresponders perceived the questionnaires to be burdensome due to the 

length or the nature of the questions being asked. Although this was not the most common 

reason for not wishing to take part in the study, it is an aspect of the study which still affected 

many people, and so it is worth considering how data collection methods could be 

strengthened to reduce the burden of completing them. It is also worth noting that the burden 

of completing the questionnaires also emerged in the programme evaluation comments and 

follow-up interviews. Participants were not personally dissuaded by the questions, but 

speculated that others might have been. Reflecting on the current study, an alternative 

approach to data collection might be to post baseline questionnaires only after individuals 

with Type 2 diabetes expressed an interest in the study based on the information sheet alone. 

Consenting participants could also be offered the opportunity to complete questionnaires by 

telephone, so that a member of the research team would be available to address and explain 

any sensitive items as they emerged. Another option might involve completing baseline 

questionnaires on the morning of the intervention, again so that members of the research team 

could be present to help with completing the questionnaires and to address any concerns with 

the types of questions being asked (screening questionnaire scales would naturally have to be 
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completed before participants are recruited for the study; however these could be completed 

by telephone). 

For 15% of nonresponders, inviting family members discouraged them from participating in 

the study. Although this was not a vastly common reason for not responding to the study, it 

prompts consideration of how the study could be promoted in a way that is more inclusive of 

individuals living alone or who simply prefer not to involve family; while also encouraging 

people to bring family members/ partners if this is desirable. A useful alternative would be to 

offer participants one of two types of programmes: a person with Type 2 diabetes only 

intervention group or a mixed or couples only group, and to clearly explain this distinction in 

the information sheet provided at first contact. Striking a balance between family 

inclusiveness, while also minimising the exclusion of individuals living alone is challenging 

however; particularly when information provision is limited to written sources. 

A total of 19% of non-responders reported that they had forgotten to complete the 

questionnaire or did not receive the study pack in the first place. Notably, around half of 

these individuals actively contacted the research team expressing their interest in 

participating (unfortunately this was after the two intervention days had taken place). In 

reflection of this, it might be beneficial to issue a reminder letter to any addressees who had 

not responded after a set period of time. Unfortunately this was not feasible in the current 

study due to time constraints. 

It is worth considering whether or not recruiting individuals who had previously attended 

structured Type 2 diabetes education was the most appropriate recruitment pathway. It is 

unlikely that non-responders were put off by their previous experience in a group setting, as 

only 7% reported in the survey that they did not enjoy the DESMOND course. Though 

perhaps recruiting individuals who had willingly attended education inferred that we were 

targeting a more proactive and optimistic group of persons with diabetes. Still, the interviews 

with individuals with diabetes and their partners suggest that it was useful to have a 

preliminary understanding of diabetes before attending the current programme. This allowed 

for a greater exploration of why people were struggling with certain aspects of self-care, as 

oppose to focusing on what self-care entails. This way, individuals could discuss aspects of 

self-care which they still felt unclear or unconfident about, and could be offered reassurance 

about how they were managing and an incentive to persist with their self-care efforts. It may 

be worth exploring other avenues of recruitment however, to compare the usefulness of 
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attending a programme focusing on emotional distress before and after structured diabetes 

education. 

7.3.4. Shortcomings  

The poor uptake for this study was a considerable shortcoming. Initially it was intended that a 

control group would be recruited to compare psychological outcomes for individuals who 

completed the intervention, with outcomes for individuals who attended DESMOND only; 

however this was prevented by the low response. Furthermore, due to the restricted time 

frame follow-up questionnaire assessments were not possible and we could not measure 

change in scores across a larger time frame. This is an important limitation as meaningful 

psychological and interpersonal change is more likely to occur overtime. However, the 

qualitative data provided the opportunity to explore change perceived by participants at 

follow-up, which is a key strength of the study. Another important shortcoming of the study 

was that the sample recruited had a low average baseline diabetes distress score. As 

mentioned in section 7.3.2.1 this is a common issue in recruitment for psychological studies 

in diabetes (Sturt et al., 2015) and can make it difficult to assess true change in distress. This 

reinforces the need to refine recruitment strategies to reach those who find it most difficult to 

cope with diabetes. Lastly, a measure of acceptance was not included in the questionnaire. In 

Chapter 6 it was speculated that acceptance may be an important outcome in the process of 

adjustment in diabetes. Based on the evidence discussed in Chapter 6 (section 6.1.3.1), 

increasing sense of acceptance may diminish reliance on avoidant coping strategies, which in 

turn may reduce distress related to diabetes self-care. It therefore may be worth incorporating 

a measure of acceptance in future work to assess this more formally. 

7.3.5. Practical Implications and conclusions 

This study piloted a psychoeducational intervention for couples living with Type 2 diabetes. 

A key purpose of this research was to examine the feasibility of conducting the study; 

particularly in relation to the method of recruitment, data collection, analysis, and 

implementation of the programme. The biggest obstacle encountered early in the process was 

the poor uptake for the study, which resulted in a smaller than expected sample size. To 

strengthen the study a qualitative assessment was incorporated at follow-up. This provided 

the scope to examine the acceptability and effectiveness of the intervention at a subjective 

level, and added a measure of validity to the quantitative findings. Many of the reasons 

individuals provided for not responding to the study were considered to be targetable. To 
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improve recruitment in future intervention work of this nature, focus should be placed on: 

strengthening the marketing approach (i.e. the language, tone, terminology, and clarity of the 

purpose of the intervention); reducing the burden of completing psychometric questionnaires; 

offering a greater variety of times and days to participate in the intervention if feasible (with 

shorter session lengths as an option); and posting out reminder letters to provide an incentive 

to further contemplate participation. Furthermore, the low uptake for the study limited our 

ability to be more selective of participants during recruitment, and therefore the sample did 

not reach the threshold for elevated diabetes distress as intended. Improving uptake may 

therefore increase the likelihood of recruiting participants who meet the eligibility criteria for 

moderate to high diabetes distress. 

The programme, Tangled-up in Type 2 diabetes, aimed to target diabetes distress indirectly; 

by addressing the beliefs and assumptions held by people with Type 2 diabetes and their 

partners, endorsing constructive communication, and targeting unhelpful coping and support 

styles (see Table 6.1 in Chapter 6). Diabetes distress changed only slightly, however personal 

control and diabetes empowerment showed moderate to large improvements for people with 

diabetes. The extent to which individuals with diabetes feel able to manage or influence their 

condition is a key determinant of diabetes distress and HbA1c, and therefore was an 

important target outcome for the intervention. Although the statistical robustness of this 

finding cannot be ascertained; the observed change in perceived personal control is validated 

by the qualitative findings. Additionally, the telephone conversations presented the 

opportunity to explore some of the mechanisms inciting change in individuals‘ sense of 

control over diabetes, self-efficacy and motivation to manage diabetes, and in their awareness 

of how others feel about the condition. Largely, it seems that the positive and insightful 

exchanges between group members, the constructive facts about self-management, and the 

relaxed and flexible approach ,were crucial components in the intervention. 

It is unfortunate that so few couples agreed to take part in the study. Only four family 

members attended, and therefore it was difficult to get a general sense of acceptability and 

effectiveness for family/ partners. This also limited the extent to which communication issues 

and incongruity could be addressed during the programme. Nevertheless the findings suggest 

that there is potential to address interpersonal conflicts safely, in a way which values the 

views of both persons with diabetes and their partners or family members. Providing the 

opportunity to listen to how others feel about Type 2 diabetes can prompt consideration about 

the role of others in self-care. Participants valued the time and space to share their views 
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about living with diabetes and to listen to the experiences of others. This demonstrates how 

social support can be augmented in a structured setting, given sufficient time and the 

appropriate environment to build rapport within a group.  

Furthermore, participants felt that providing a source of emotional support in diabetes was 

important and recognised this as a gap in the DESMOND programme. This is conducive to 

the findings in Chapter 5 regarding the need for greater emotional support with managing 

diabetes. The conversations with participants imply that information provision alone is not 

enough. Individuals living with diabetes need to feel supported by others who they can 

connect with, to feel inspired to persevere with self-care, and feel confident in how they can 

improve their health—perhaps the DESMOND course as it stands is simply too congested to 

facilitate this. On this note, it may be useful to consider how beneficial aspects of the current 

intervention might feasibly be amalgamated into the existing DESMOND curriculum, and 

whether there is potential to target diabetes distress as well as improve knowledge. This 

would not necessarily involve any added content beyond that of DESMOND, but would 

require more designated time for guided discussions around concerns with diabetes. Another 

possibility would be to use the time and space provided during the existing follow-up 

DESMOND sessions to explore new or residual concerns about diabetes, and to reflect on the 

role of others in support. A second session could then be offered to individuals who would 

benefit from additional support with such issues. Certainly previous work demonstrates the 

value of exploring personal needs and barriers in diabetes education, in order to generate 

meaningful change in attitudes and self-efficacy and consequently self-care behaviour 

(Krichbaum, Aarestad, & Buethe, 2003). It seems that information provision and facilitator 

targets still take priority in the current education curriculum. 

In closing, this feasibility study identifies some of the main challenges encountered in the 

recruitment, conduct, and evaluation of an intervention to address emotional distress in 

couples living with Type 2 diabetes. The results provide important recommendations for 

future work. The findings imply that factors underpinning diabetes distress, such as perceived 

personal control and interpersonal support, are responsive to psychological input. Moreover, 

this study has identified what appear to be important mechanisms of change for the specified 

outcomes, which may provide focus for future intervention strategies in Type 2 diabetes.  
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CHAPTER 8  

Reflections on the development, implementation, and evaluation of a feasibility/ pilot study 

to address diabetes distress in couples living with Type 2 diabetes and recommendations for 

future work 

8.0. Introduction 

This PhD aimed to review and expand on existing research exploring the need for greater 

psychosocial support for individuals with Type 2 diabetes and their partners or spouses. 

Diabetes distress is a core concept within this work, describing emotional distress which is 

related to the diabetic regimen, personal relationships, concerns and fears about diabetes, and/ 

or relationships with diabetes healthcare providers and systems (Polonsky et al., 2005; 

Polonsky et al., 1995). The literature review in Chapter 1 identified that psychological 

support for people with diabetes is lacking, and large numbers of individuals are not 

achieving HbA1c targets (Johnson, Elliott, Scott, Heller, & Eiser, 2014). As discussed in 

Chapters 1, 3, and elsewhere, there is a demonstrated relationship between diabetes distress 

and HbA1c (Fisher et al., 2010; Fisher, Glasgow, & Strycker, 2010; Fisher et al., 2008), so 

there is good reason to believe that reducing diabetes distress would have significant benefits 

on both emotional and medical outcomes. 

Structured diabetes education programmes such as DESMOND (Diabetes Education and 

Self-Management for Ongoing and Newly Diagnosed) (Davies et al., 2008) aim to provide 

individuals with the knowledge and skills required to manage type 2 diabetes, with the goal 

of reducing the likelihood of developing future complications. However, such programmes 

do not provide the opportunity for people to delve into the less salient emotional and 

interpersonal stresses associated with self-management. Furthermore, the systematic review 

in Chapter 2 conveyed the benefits of actively involving partners or spouses in psychological 

interventions to improve psychological and medical outcomes in chronic physical illness. 

Importantly, this review identified a gap in couples intervention work in the context of Type 

2 diabetes (Berry, Davies, & Dempster, 2017b). Moreover, no existing research has 

attempted to address diabetes distress in couples living with Type 2 diabetes—much of the 

existing intervention work is focused on the individual alone (Sturt et al., 2015). 

A key realisation drawn from the literature review in Chapter 1 was that there is a significant 

need to improve psychosocial care for individuals with Type 2 diabetes and their families. In 
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particular, there is a need to investigate how to formally target diabetes distress in a way that 

is feasible and cost-efficient. In keeping with Good Research Practice, the process of 

developing this type of support should adhere to the Medical Research Council (MRC) 

guidelines on developing and evaluating complex interventions (Craig et al., 2008). This PhD 

focused principally on the ‗developmental phase‘ of the MRC framework (reviewing and 

augmenting the existing literature base on diabetes distress) and assessed the practical 

application and acceptability of an intervention addressing diabetes distress in couples 

through a feasibility/ pilot study. 

Chapter aims: 

This chapter is both reflective and prospective in its evaluation of the current body of work. 

The first section of the chapter provides a recapitulation of Chapters 1-6 (enhancing the 

existing evidence-base and providing recommendations for the design and implementation of 

an intervention addressing diabetes distress in couples). The second section reflects on the 

design, implementation, and evaluation of the feasibility/ pilot study described in Chapter 7. 

The final section discusses the practical implications of findings and provides 

recommendations for future research. 

8.1. Recapitulation of aims and key findings drawn from Chapters 1-6 

8.1.1. Development of the evidence base 

The literature review in Chapter 1 identified important gaps in understanding how cognitive, 

interpersonal, and behaviour factors influence emotional wellbeing. This provided a strong 

rationale and direction for the quantitative and qualitative work described across Chapters 3-

5; which collectively formed the content and focus of Chapter 6. The systematic review in 

Chapter 2 (Berry et al., 2017b) deliberated the need for, and benefits of, including partners in 

psychological interventions to improve outcomes in chronic physical illness. An important 

conclusion of the review was that couples interventions can be more effective than the 

patient-only equivalent. However it was also observed that couples interventions in chronic 

physical illness tend to lean toward a skills-based or relationship focused approach, which 

consequentially narrows the targeting of health outcomes (Berry et al., 2017b). Given the 

complex needs of couples who are living with a chronic condition, it was surmised that 

couples interventions should adopt an integrative approach; which addresses psychological, 

behavioural, and interpersonal issues in unison. The systematic review also identified that 
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partner outcomes in couples intervention work are often under-reported or are excluded from 

the analysis entirely. Moreover, a lack of collaboration with couples in the design of 

interventions was evident (the study in Chapter 5 attempts to address this), and a number of 

chronic illness populations, including diabetes, are still understudied in the context of 

psychosocial interventions. The conclusions of this work offered useful guidance on the 

development, design, and evaluation of the intervention described in Chapters 6 and 7. 

The cross-sectional study in Chapter 3 was multifaceted; assessing the predictive value of 

illness beliefs, relationship quality, and coping mechanisms on subtypes of diabetes distress 

in individuals with Type 2 diabetes.  A novel element of this study was the identification of 

shared diabetes belief schemas and coping styles which significantly predicted diabetes 

distress. This provided a greater understanding of the common cognitive and behavioural 

patterns which underpin emotional distress in persons with Type 2 diabetes. Chapter 3 also 

demonstrated that greater disagreements between couples living with Type 2 diabetes, and 

less time spent together, were associated with higher regimen-related and interpersonal 

distress. However, the nature of these disagreements and how they pertained to diabetes 

specifically was unclear. This prompted the study described in Chapter 4. 

To elucidate the relationship conflict observed in Chapter 3, a second investigation was 

undertaken with individuals with Type 2 diabetes and their partners (Chapter 4). Incited also 

by existing work suggesting that conflicting perceptions about diabetes predicts HbA1c and 

self-care behaviour (Searle, Norman, Thompson, & Vedhara, 2007), the intention of Chapter 

4 was to examine interactions between the beliefs held by individuals with Type 2 diabetes 

and their partners; and the impact of this on diabetes distress. Incongruity between couples‘ 

diabetes perceptions predicted greater diabetes distress; though sharing negative perceptions 

regarding the predictability of diabetes-related symptoms also predicted distress. Moreover, 

while Chapter 3 captured important predictors of diabetes distress at a single instance, the 

longitudinal element of Chapter 5 helped discern which factors are persistent sources of 

distress. Concerns about the impact of diabetes, perceived personal control, perceived 

chronicity, and beliefs about the frequency of symptoms were enduring sources of diabetes 

distress; and partners‘ beliefs played an important role in this. Notable challenges of 

conducting the cross-sectional and longitudinal work included the low response rate and low 

baseline diabetes distress scores in both individuals with Type 2 diabetes and partners. It was 

reasoned that the low baseline distress scores were partially due to recruiting through primary 
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care. These reported shortcomings certainly pre-empted the challenges of recruiting sufficient 

numbers of individuals who are experiencing high levels of distress for the pilot study. 

Chapter 5 had two core aims. Firstly, to examine experiences of diabetes distress from the 

perspectives of three diverse groups of people (individuals with Type 2 diabetes, their 

partners, and diabetes medical professionals (including those with experience delivering 

structured education groups)) and secondly to investigate whether there is a perceived need 

for an intervention addressing emotional distress related to diabetes and the implications of 

providing such support. This qualitative work provided the opportunity to draw comparisons 

between each participant groups understanding of the stresses of living with Type 2 diabetes. 

This was also an indication of the quality and content of communication between couples 

living with Type 2 diabetes and between individuals with diabetes and their diabetes 

healthcare provider. While certain themes drawn across the groups overlapped, a number of 

themes emerged only for individuals with Type 2 diabetes, which suggested a gap in 

communication. It was speculated that barriers in communication between couples may 

account for the findings in Chapter 4 regarding incongruity—providing a sense of how 

miscommunication may ensue in day to day life. The conversations in Chapter 5 inferred that 

there is a recognised need to address diabetes distress among people with diabetes, their 

families, and diabetes healthcare providers. Moreover, the focus groups with diabetes 

healthcare providers offered direction and advice for the recruitment and delivery of such 

support, which helped form many of the recommendations presented in Chapter 6. 

8.1.2. Integration of qualitative and quantitative evidence and modelling an intervention 

Chapter 6 re-examined and amalgamated the findings drawn from primary and existing 

evidence described in Chapters 1-5, providing a coherent framework of the key factors 

associated with diabetes distress. This process was challenging as it required being highly 

selective of factors which are not only pertinent to diabetes distress, but are also likely to be 

pliable in a therapeutic environment. Pragmatic barriers such as time and resource limitations 

restricted the scope of what we intended on targeting and how we proposed to do this. The 

outcome of Chapter 6 was thus a set of recommendations for the design and practical 

implementation of an intervention targeting key determinants of diabetes distress in couples 

living with Type 2 diabetes. 
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8.2. Reflections on the feasibility/ pilot study 

The feasibility study reported in Chapter 7 highlighted several strengths and shortcomings 

pertaining to the methodological design, focus and approach, and delivery of a brief 

psychoeducational intervention for couples living with Type 2 diabetes. This section provides 

a recap of key observations drawn from the study. 

8.2.1. Methodological design 

Recruiting from a database of previous DESMOND attendees ensured that individuals had a 

basic understanding of Type 2 diabetes and self-management prior to taking part in the study. 

Participants themselves felt this was useful as it provided an opportunity to voice any 

lingering concerns since attending DESMOND and to readdress aspects of self-care that 

remained confusing or unclear. This recruitment approach also helped to retain an emphasis 

on emotional struggles related to self-care as opposed to the specifics of self-care. 

Participants were less affixed on knowledge acquisition and were more open and willing to 

self-reflect. It was hoped that this method of recruitment would also enhance the likelihood of 

achieving a sufficient sample size within a narrow timeframe; however this was not the case. 

The uptake for the study was disappointing and limited the opportunity to be selective on the 

basis of diabetes distress score. Half of the recruited sample had little or no diabetes distress, 

which diminished the likelihood of observing meaningful change in distress, and is likely to 

account for the negligible effect sizes observed between baseline and post-intervention 

distress. The low uptake also prevented the forming of a control group, which narrowed the 

scope of the quantitative analysis to a simple before and after design. 

Other salient issues pertained to the marketing approach. According to the findings of the 

nonresponse survey, several individuals felt that the delineated purpose of the study was 

confusing or unclear, while others were discouraged by the promotion of partner or family 

member attendance. Moreover, due to time and resource restraints it was not possible to post 

reminder letters to individuals who had not responded to the study after an interval of time. 

As conveyed by the nonresponse survey findings this resulted in the exclusion of individuals 

who had simply forgotten to complete and return the forms or who had (inadvertently) not 

received the original invitation for the study. 

Assessing change in subtypes of diabetes distress (as afforded by the Diabetes Distress Scale 

(Polonsky et al., 2005)) and diabetes-related cognitions in people with Type 2 diabetes and 
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their partners was intrinsic to the evaluation of this type of intervention. Targeting and 

evaluating belief change is a less common (Sturt et al., 2015) but essential element of 

intervention strategies targeting diabetes distress, as informed by the findings in Chapters 3, 

4, and elsewhere in the literature. For example, changes in beliefs such as personal control are 

likely to pre-empt change in distress (Gonzalez, Shreck, Psaros, & Safren, 2015). 

Furthermore, utilizing brief versions of the scales attempted to reduce the burden of 

completing questionnaires, however combining multiple scales naturally resulted in a 

lengthier survey, which was an identified (though less common) reason for not responding to 

the study. A small number of respondents were also discouraged by the types of questions 

included in the screening questionnaire (see section 7.1 in Chapter 7), and as questionnaires 

were completed individually at home or elsewhere, there was little opportunity for the 

research team to clarify confusing or sensitive items. Additionally, due to time restraints a 

follow-up questionnaire was not administered. This reduced the opportunity to assess change 

in HbA1c and diabetes self-management as it was surmised that change across these 

measures would be unlikely over such a short period of time. The follow-up qualitative 

assessment however, strengthened the evaluation of the study as it provided the scope to 

examine acceptability and change subjectively, and corroborated the pre-post questionnaire 

findings. 

8.2.2. Focus and approach of the intervention 

The brief psychoeducational programme for couples or persons with Type 2 diabetes alone 

was deemed acceptable and beneficial for individuals with Type 2 diabetes and partners. 

Participants valued the relaxed approach of the programme and flexibility of the curriculum, 

which endorsed personal reflection, sharing, and listening, and presented the opportunity to 

ask questions or seek clarification about aspects of diabetes. Visual prompts and facts about 

Type 2 diabetes conveyed through figures/ graphs usefully stimulated conversation between 

group members. The group-based mode of delivery was met with positive feedback across all 

participants and there was a recognised sense of cohesion and rapport within the group—

participants valued the opportunity to share their experiences/ concerns and to learn from 

others. Nevertheless, the degree to which acceptability of this type of intervention could be 

assessed by partners/ family was limited by the small numbers of partners who attended. This 

also limited the extent to which communication and support issues could be actively targeted 

through conversation and tasks during the programme. Despite this, participants had a greater 
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recognition of interpersonal aspects of managing diabetes following the programme, and they 

valued the focus on this subject. 

8.2.3. Structure/ delivery 

Facilitators underwent a training protocol which provided guidance on the approach of the 

programme and the content of modules. However, facilitators were strongly encouraged to 

adjust the ordering of the programme modules to suit the dynamics and needs of the group, 

which endorsed a more person-centred and natural environment. An unfortunate shortcoming 

of the feasibility study was the loss of opportunity to examine whether diabetes medical 

professionals (with and without experience in delivering structured diabetes education) would 

feel comfortable and capable of co-facilitating this type of programme (an important focus of 

the conversations with diabetes healthcare providers in Chapter 5). 

Delivering the intervention across a single, 6 hour day minimised attrition (which was a key 

issue in light of the compromised sample size). This duration was also deemed acceptable to 

participants and afforded time for individuals to become accustomed to the group and 

acquainted with one another. Nonetheless, the one-day delivery restricted the targeting of 

certain outcomes, specifically the interpersonal factors associated with diabetes distress such 

as communication and support styles, which require time and effort within a natural 

environment for meaningful change to occur. The one-day delivery also provided little scope 

for personal reflection which may naturally occur between sessions. There was also less 

opportunity to implement learning or to carry out personal experiments relating to enhancing 

self-care and emotional support, and to receive feedback on any progress made or obstacles 

encountered during consecutive sessions. Although the duration was acceptable to individuals 

who attended the programme, the prospect of attending a 6 hour programme also discouraged 

many people from responding to the study at first contact. A number of individuals also 

stated that they did not have the time to attend the programme due to work or other 

responsibilities. Thus, while there is merit in the full day structure, it is certainly not suited to 

everyone‘s needs and preferences. There was a reasonable degree of flexibility of when 

participants could attend the intervention (weekend/ weekday) which minimised attrition, 

however preferences were limited by the number of interventions that could be facilitated (a 

maximum of two due to the small sample size). 
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8.3. Recommendations and practical implications 

This part of the chapter is divided into two sections. The first section provides 

recommendations on how health researchers might address key challenges and build on the 

strengths of the feasibility/ pilot study in support of future intervention work. The second 

section involves exploring how the findings of the feasibility study might inform current 

healthcare practice. In particular, this relates to the potential integration of psychoeducation 

and interpersonal support strategies into existing structured Type 2 diabetes education 

programmes such as DESMOND. 

8.3.1. Recommendations for further research 

Given the low incidence of elevated diabetes distress in the general Type 2 diabetes 

population (Stoop et al., 2014; Fisher et al., 2008), it is not surprising that recruiting 

individuals experiencing high levels of distress is a common challenge in intervention studies 

(Sturt et al., 2015). Most individuals with Type 2 diabetes are coping well and will not 

require specialised emotional support; which is likely to account for the slow uptake for 

psychological intervention studies. Despite this, the nonresponse survey reported in Chapter 7 

infers that the poor uptake for this type of study may be accountable to factors relating to the 

design of the study—thus, factors which are pliable to modification. Moreover, the positive 

feedback gained from participants who attended the intervention affirms that there is merit in 

evolving this research. This might involve strengthening the recruitment and marketing 

strategy, methods of evaluation, and adjusting aspects of the structure and delivery of the 

programme. Doing so would present a more robust protocol for a clinical trial to assess the 

health-related and economic effectiveness of providing psychoeducational support for 

couples living with Type 2 diabetes. This section reflects on the strengths and challenges 

discussed in the previous section, and will provide recommendations on how these might be 

evolved in future investigations. 

8.3.1.1. Developing the methodology 

8.3.1.1.1. Improving recruitment and uptake 

Strengthening the recruitment approach is paramount for the successful conduct of a clinical 

trial assessing the effectiveness of psychoeducational intervention for couples living with 

Type 2 diabetes. As demonstrated by the feasibility study, there is value in recruiting through 

databases of individuals who have previously attended structured Type 2 diabetes education. 
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However it may also be useful to recruit individuals who have not attended education to 

compare uptake and effectiveness—a suggestion offered by diabetes healthcare providers 

during the focus groups in Chapter 5. Given the low incidence of elevated diabetes distress 

within primary care (Stoop et al., 2014) it is advisable to recruit through secondary care, 

which would require collaboration with diabetes medical professionals (including diabetes 

specialist nurses, diabetes specialist dieticians, and consultant diabetologists). It may be 

useful to expand the recruitment to other countries such as the Republic of Ireland, England, 

USA, or Denmark, if there was an opportunity to collaborate with a research team with 

similar interests. Not only would this strengthen the uptake for the study, but this would offer 

an added cultural comparison and may provide novel perspectives on the approach, delivery, 

and evaluation of this type of intervention. 

If recruitment takes place during diabetes clinics (as well as via post to DESMOND 

attendees), with an aim of targeting individuals who have not attended a structured Type 2 

diabetes education programme, close collaboration with local diabetes medical teams is 

essential. It is important for the diabetes healthcare professionals involved in providing study 

packs to be aware of who may benefit from the programme i.e. individuals struggling to 

manage Type 2 diabetes (and are thus likely to be experiencing significant diabetes distress), 

as well as the exclusion criteria relating to known mental health conditions. It may not be 

possible for diabetes healthcare providers to be selective on such measures during clinics; 

however there may be occasions when conversations with individuals arise which would 

suggest their suitability for an intervention of this nature. It would be the responsibility of the 

research team to work to ensure that the diabetes medical team are fully aware of the 

proposed protocol for this type of trial and to ensure that there is minimal disruption to 

clinical practice. Another important eligibility consideration relates to when after a diagnosis 

of Type 2 diabetes the programme should be offered. Advice from the diabetes healthcare 

providers in Chapter 5 suggested that recruiting DESMOND attendees would be ideal as this 

also ensured that individuals have had a period of time to process their diagnosis (if recently 

diagnosed at the point of referral to DESMOND). Accordingly, if recruitment is to also take 

place at clinics it would be beneficial to introduce an eligibility criterion based on time since 

diagnosis. This criterion has varied in previous intervention studies, ranging from >1 month 

to >12 months post diagnosis (Speight et al., 2016; Trief et al., 2016; Fisher et al., 2013; 

Hermanns, Kulzer, Ehrmann, Bergis-Jurgan, & Haak 2013), therefore a median duration of 

≥6 months since diagnosis may be appropriate. This would also provide sufficient time for 
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those recently diagnosed to receive a second HbA1c reading around the point of recruitment, 

thus increasing the accuracy of baseline assessments. 

Considering the poor uptake for the recent feasibility study, certain measures would need to 

be taken to improve the marketing approach for a full clinical trial. As the recruitment 

process is likely to involve posting questionnaires to individuals registered as having attended 

DESMOND or a similar education programme (involving collaboration with structured Type 

2 diabetes education teams as described in the methods for the feasibility study), measures 

would need to be taken to increase uptake via this approach. In the recent feasibility study, 

efforts were made to use sensitive language and terminology in participant information sheets 

(as recommended by diabetes healthcare providers in Chapter 5). However the terminology 

used in a number of the questionnaire items was less subtle, and a number of people were 

discouraged from responding to the study due to this. Relatedly, as discussed in the previous 

section, the length of questionnaires was another issue. Adjustments to the timing and mode 

of data collection may address these problems and provide a stronger marketing approach for 

a clinical trial. It may be appropriate to provide information leaflets and consent forms at first 

contact (no questionnaires), and present potential participants with the option of completing a 

brief screening questionnaire over the phone. Individuals who are interested in taking part 

and would prefer to complete the questionnaire by phone could be instructed to place a 

telephone number on the consent form so that a member of the team could contact them to 

conduct the questionnaire. Remaining baseline measures (if eligible after screening) could 

then be completed again by telephone or in-person at the beginning of the intervention. This 

method of data collection aims to avoid discouraging individuals from taking part at the first 

instance due to the prospect of completing long and/ or perceivably invasive questionnaires. 

This would also enable potential participants to ask any questions about the study or the 

purpose of certain questionnaire items/ scales.  

It may also be advisable to complete the post-intervention questionnaire at the end of the 

intervention/ last session to standardise the timing of post-intervention data collection. This is 

more of a challenge at follow-up and it is inevitable that participants will complete and return 

follow-up questionnaires at different times; however reminder telephone calls or letters may 

help to address this issue.  

Considering the findings of the nonresponse survey as discussed Chapter 7, it would be 

beneficial to issue reminder letters to individuals who have not yet responded to the postal 
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invitation for the study after a designated period of time to further support uptake. The 

nonresponse survey reported in Chapter 7 also revealed that a number of individuals felt that 

the purpose and benefits of the study were unclear, which discouraged participation. To 

address this, it might be worth presenting the participant information sheet in a more user-

friendly and visually appealing leaflet format (as recommended by previous work exploring 

response rates in postal questionnaires (Edwards et al., 2002)). Moreover it would be helpful 

for this document to be as brief as possible, while still containing the relevant information to 

help individuals make their decision regarding participation. It would be important to 

encourage potential participants to contact the research team to find out more information if 

the purpose is unclear—posting reminder letters would usefully provide another opportunity 

(and prompt) for individuals to contact the team with questions. Another common reason for 

not responding to the feasibility study related to the promotion of family/ partner attendance. 

Providing the option of taking part in a person with Type 2 diabetes only intervention or a 

couples intervention may help to address this issue, and would also present the opportunity to 

draw comparisons between the two intervention groups (an element of comparison which was 

not possible in the feasibility study due to the low uptake). 

8.3.1.1.2. Strengthening measures and assessment 

Recruiting individuals with moderate-elevated diabetes distress ≥2.0 (Fisher, Hessler, 

Polonsky, & Mullan, 2012) is one of the biggest challenges in diabetes intervention studies, 

as demonstrated by the recent feasibility/ pilot study and elsewhere (Chapter 7; Sturt et al., 

2015). However the recommendations outlined above may present a stronger recruitment 

strategy, thus increasing the likelihood of meeting this challenging criterion. Alongside 

recruitment and marketing challenges, the current feasibility study also highlighted problems 

with the evaluation of the intervention. As mentioned in the previous section, due to time 

constraints there was no opportunity to administer a follow-up questionnaire, which restricted 

the types of measures used. For the purpose of a clinical trial, it would be advisable to 

incorporate additional follow-up assessment periods; perhaps using a 1-, 6-, and 12 month 

follow-up protocol. With follow-up assessment periods in place, there would be an 

opportunity to assess HbA1c at the 6 and/or 12 month follow-up, to assess diabetes self-care 

at all follow-up points, and to add a measure of cost-effectiveness such as the EuroQol five 

dimensions questionnaire (EQ-5D-3L) (Rabin, Oemar, Oppe, Janssen, & Herdman, 2015; 

EuroQol Group EQ-5D, 2009) at the 12 month follow-up. As discussed in Chapter 1, 

reducing HbA1c can have considerable benefits for the NHS (Baxter et al., 2016). Diabetes 
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distress, illness perceptions, and empowerment would be measured at all assessment points 

alongside these additional measures. Incorporating a brief measure of acceptance as used in 

previous research (Schmitt et al., 2014), which was omitted in the recent feasibility study, 

may also provide a useful assessment of personal integration of diabetes. 

Furthermore, a larger sample size would present the opportunity to form a treatment-only/ 

waiting list control group. This would provide reliable baseline, post intervention, and 

follow-up questionnaire data, to compare effect sizes between participants who receive the 

intervention and those who do not. Participants who respond to the study would thus be 

randomised to a waiting-list control group, a person with Type 2 diabetes alone intervention 

group, or a couples intervention group (a design utilised by many previous couples 

intervention trials (Berry et al., 2017b)). All participant data would be analysed on an 

intention-to-treat basis, as pertaining to the CONSORT guidelines for the reporting and 

evaluation of clinical trials (Schulz, Altman, & Moher, 2010). A larger sample size would 

also present an opportunity for further analysis, for instance by examining interactions 

between illness perceptions of couples who agree to participate in the study from baseline 

through to follow-up and between treatment groups. This would present a more explicit 

evaluation of change in quality of communication/ interpersonal support. 

8.3.1.2. Developing the intervention (focus, structure, delivery) 

The intervention was psychoeducational, with a strong psychosocial emphasis. Modules 

therefore focused on exploring personal and interpersonal barriers  to self-care, with a 

specific emphasis on the beliefs held by couples living with Type 2 diabetes, the coping 

strategies they utilize, support needs, and communication conflicts. Importantly, the modular 

structure allowed for flexibility in the ordering of content and duration of time spent on 

certain issues and tasks. The content was guided by facilitators, but was largely defined by 

participants‘ needs and preferences. The approach was deemed acceptable by both 

individuals with diabetes and partners, and the amenable content would allow for 

modification in terms of duration and frequency if necessary for future developments. On the 

basis of this it seems appropriate to retain this therapeutic approach; particularly as there is 

evidence to support the effectiveness of psychoeducation in targeting emotional distress in 

diabetes (Sturt et al., 2015). Furthermore, as discussed in section 8.2.2, the group-based mode 

of delivery was a key benefit of the programme. Based on participant feedback, the 

encouraging and informative interactions between group members was at the crux of the 
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positive changes and insights observed post-intervention and at follow-up. Group delivery 

may also be more cost and time-efficient than delivering this type of intervention on an 

individual basis, as suggested by existing work exploring cost-efficiency across different 

modes of psychological support (Tucker & Oei, 2007; McCrone et al., 2005). This presents a 

strong rationale for retaining the group-based mode of delivery for a large-scale clinical trial. 

Building relationships within a group setting is essential, which is demonstrated by the 

findings of the feasibility study in Chapter 7. Facilitators in the current feasibility study 

adopted a relaxed and informal approach, and had a fundamental role in creating the safe 

environment in which rapport between members could develop. It is therefore important that 

facilitators also follow this approach in the context of a clinical trial. Facilitators would be 

required to undergo a full training procedure to ensure they are aware of their role in the 

group setting. To support intervention integrity, a monitoring protocol would also need to be 

put in place due to the likely variability in the delivery of modules; particularly if the 

intervention is administered over a number of sessions and by different facilitators. As 

mentioned in the previous section, it was not possible for diabetes medical professionals to 

co-facilitate the intervention alongside a clinical psychologist in the recent feasibility study. 

This may, however, be an avenue worth exploring in a clinical trial. It would be highly 

informative to compare the acceptability and efficacy of delivering this form of intervention 

for couples or for persons with diabetes alone, from the perspectives of diabetes medical 

professionals with or without experience in delivering structured education programmes. If 

the intervention is intended to be delivered to a group of individuals with Type 2 diabetes 

alone and a group of couples living with Type 2 diabetes (as alluded to in the previous 

subsection), it may thus be conceivable for a different pairing of diabetes healthcare 

professionals to facilitate each group. 

The duration of the intervention was a common reason for not responding to the feasibility 

study—many individuals were discouraged or excluded from participating due to the 

inflexible full day format. Offering a greater variation of day, time, frequency and duration to 

attend the intervention may address this issue. The 6 hour, full day format was acceptable to 

participants who took part in the recent feasibility study, and therefore this could be provided 

as one attendance option. However, as an alternative to this, the intervention could also be 

offered as a series of shorter sessions. In keeping with the recommendations provided by 

Sturt and colleagues (2015), it may be advisable to administer the intervention in six sessions 

(lasting 1 to 1.5 hours) over 3 months. The intervention would therefore have a total duration 
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of 6 to 9 hours—the 9 hour duration may be required for the couples group to facilitate 

greater exploration of interactions and support styles during sessions (though 1 hour sessions 

are the norm for couples interventions in chronic illness (Berry et al., 2017b)). Providing 

options would not only support uptake for the study, but would provide the scope to explore 

whether or not the response to and effectiveness of the intervention is related to duration and 

frequency. Options of which day (weekday/weekend) and time (morning/afternoon/evening) 

to attend the programme can also be offered. However, as realised from undertaking the 

feasibility study there are limits to this, and so it will be necessary to organise a day/time 

which suits the majority of participants. 

8.3.2. Integrating psychosocial and interpersonal support strategies in current practice 

So far, this part of the discussion has focused on providing recommendations for future 

intervention work. Certainly there is merit in building on the strengths and issues underlined 

by the recent feasibility study, to inform a clinical trial assessing the effectiveness of a 

psychoeducational intervention for couples who are struggling to cope with Type 2 diabetes. 

However this does not diminish the possibility and worth of considering how elements of 

psychoeducation (with an added emphasis on interpersonal conflicts) could be integrated into 

existing support structures such as DESMOND. Not only would this diminish the financial 

strain of introducing a separate programme of care (which the section 8.3.1 alludes to), and 

would thus be more practically achievable given the current NHS climate, but it also seems 

logical to address the emotional struggles associated with self-care in tandem with the 

provision of self-care education. 

Receiving a lot of information in a short period of time may overwhelm, confuse, or even 

invoke fear in individuals, and if they are not provided with the opportunity to explore these 

concerns, they remain dormant and can worsen over time (as demonstrated in Chapter 4). 

Certainly the feedback from the feasibility study infers that there is a vast amount of material 

delivered during DESMOND; with little time for discussion and reflection on the information 

and instruction provided. As mentioned in the discussion section of Chapter 7, the emphasis 

of structured education is on enhancing knowledge, yet little time is designated for 

consolidation of this very new information with pre-existing health beliefs, fears, and past 

experiences. Such processes are intrinsic to psychological adaptation when faced with the 

challenge of significant change (certainly, Leventhal‘s common sense model of illness danger 

is suggestive of this (Leventhal, Meyer, & Nerenz, 1980)). Incorporating basic 
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psychoeducational techniques in the curriculum of programmes such as DESMOND may 

address this gap, and would ultimately provide support that is more holistic in its approach to 

enhancing self-care. Moreover, partners or family members who attend would also have the 

opportunity to share any concerns or confusion about diabetes. This may help to discern and 

address important sources of contention between couples/ families in relation to self-care. 

Despite this, it is inevitable that there will be situations when individuals require additional or 

specialised emotional support beyond the scope of a structured education programme with 

integrated psychoeducational strategies. Such individuals may benefit from referral to a 

specialist clinical psychologist if they are exhibiting symptoms of clinical depression for 

example, or may simply require supplemental support to address persisting diabetes distress. 

However, incorporating psychoeducational strategies into structured education—thus 

allowing individuals to explore personal barriers to self-care—would present a good 

opportunity to identify individuals in need of more intensive or focused emotional and/ or 

interpersonal support. In clinical practice there is often little opportunity for the necessary 

conversations between patients and healthcare providers to take place (which would 

otherwise be conducive to recognising diabetes distress (see Chapter 5)). As seen in Chapters 

3-5, certain patterns of thinking and coping can be indicative of high levels of diabetes 

distress, and introducing some of the basic strategies and tasks used in the intervention 

described in Chapter 6 may help to unravel negative belief and coping patterns. Not only 

would this present an opportunity to address diabetes-related concerns, fears, or confusion 

directly, but this would also help to identify individuals who may require further emotional 

support, as alluded to previously. 

The clusters identified in Chapter 3 provide a sense of the types of beliefs (i.e. strong 

consequences, low personal control, and the unpredictability of symptoms) and patterns of 

coping (i.e. disengagement, self-blame, and denial) that commonly co-occur, and which are 

symptomatic of diabetes distress. Part of the role of DESMOND educators would include 

being attuned to these common belief and coping patterns, and to provide some time for 

reflection and discussion in between or during curriculum modules. It may be useful to 

incorporate a brief explorative task at the beginning, middle, and end of the group; although 

the timing of these could be at the discretion of structured diabetes educators. Based on the 

content utilized in the current feasibility study, providing visual and verbal conversation 

prompts and providing encouraging facts (through figures/ diagrams) about diabetes 

treatments and evidence aimed to normalise distress in diabetes, are some of the ways that 
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psychoeducation could be incorporated into a standard education programme. Moreover, it 

would be highly beneficial to use the time and space provided during the follow-up 

DESMOND for reflection on progress and exploration of personal and interpersonal barriers 

which individuals may have confronted since attending the last session. This would present 

the opportunity to address new or enduring challenging beliefs and assumptions about 

diabetes and self-care. 

For this new approach to structured diabetes education to be feasible, it would be necessary to 

support educators in using basic psychoeducational strategies; for instance in the form of a 

workshop or similar. There would need to be a specific focus on increasing diabetes 

educators‘ sense of confidence in addressing the beliefs, behaviours, and environmental 

factors which underpin diabetes distress (lack of confidence in providing this type of support 

was salient issue emerging in the focus groups with diabetes healthcare providers in Chapter 

5). It may also be useful if a health/ clinical psychologist or trainee who is trained in the 

protocol is present as a co-facilitator alongside the lead facilitators (the diabetes specialist 

nurse and diabetes specialist dietician); at least in the piloting phase of this new approach. 

The role of this co-facilitator would be to provide added support if and when necessary, and 

to be attuned to the content of conversations emerging; thus reducing the burden on lead 

facilitators in delivering educational content as well as steering conversations. 

8.4. Closing remarks 

It seems reasonable to suggest there is a place for both approaches to enhance provision of 

psychological support in Type 2 diabetes: a stand-alone diabetes distress specific support, for 

people with Type 2 diabetes alone or with partners/ family members (as discussed in section 

8.3.1); and an extension or amalgamation of DESMOND, which integrates strategies to elicit 

personal reflection and discussion about emotional and interpersonal self-care barriers (as 

discussed in section 8.3.2). The former may be useful for people with diabetes (and partners/ 

family members) who are experiencing elevated diabetes distress, and who may require more 

focused psychosocial support. This programme could be flagged as a subsequent port of call 

for individuals who complete the newly ‗integrated‘ DESMOND, however are still highly 

distressed. Alternatively this programme could benefit individuals who feel unable to attend 

structured diabetes education due to the emotional impact of their diagnosis or specific 

aspects of self-care (which the focus groups in Chapter 5 make reference to); individuals who 

perhaps are finding it hard to accept their diagnosis. Given the low incidence of elevated 
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diabetes distress, this is likely to be a smaller percentage of persons with Type 2 diabetes. 

The ‗integrated‘ DESMOND programme on the other hand would (broadly speaking) be 

offered to any individual (and their partner or a family member) with a recent or on-going 

diagnosis of Type 2 diabetes. 

Irrespective of experience of diabetes distress, it is important to provide individuals living 

with Type 2 diabetes and their partners or family members with the opportunity to explore 

the impact that diabetes can have on emotional wellbeing and relationships with others. 

Enhancing emotional support through structured education programmes would require close 

collaboration with the research teams involved in developing programmes such as 

DESMOND; as well as the diabetes specialist nurses and dieticians involved in delivering 

these courses. Importantly, there is a need to consider how best to thread psychoeducational 

strategies into the existing DESMOND curriculum in a way that is feasible and acceptable to 

structured diabetes educators and participants, yet minimises the financial and time 

expenditures imposed by additional training needs and demands of delivering the programme. 

This PhD provides a greater understanding of the psychosocial impact of living with Type 2 

diabetes. The research undertaken to date has provided new insights into the cognitive, 

behavioural, and interpersonal factors which underpin diabetes distress. Furthermore, this 

work has presented a novel approach to distinguishing this distress in day to day life and has 

captured experiences of diabetes distress from the diverse perspectives of individuals with 

Type 2 diabetes and those involved in supporting them personally and professionally. 

Importantly, there was a recognised need among individuals with Type 2 diabetes, partners, 

and diabetes healthcare providers, for greater emotional support in diabetes care; which 

corroborated the rationale to intervene. The evidence discussed in Chapters 1- 5 provide a 

rich body of information, which shaped the recommendations outlined in Chapter 6; relating 

to the design and implementation of a brief psychoeducational intervention to reduce diabetes 

distress in couples living with Type 2 diabetes. 

The purpose of this chapter was thus to reflect on the processes leading to the development of 

the feasibility/ pilot study reported in Chapter 7, and more importantly, to consider how this 

study informs future research and day to day health practice. Of note, the feasibility study 

suggests there is merit in evolving this work, and provides recommendations on how to 

strengthen identified methodological shortcomings. These recommendations provide practical 

focus and direction for the development, implementation, and evaluation of a large-scale 
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clinical trial. Such a trial would assess the effectiveness of a group-based, psychoeducational 

intervention addressing diabetes distress in individuals affected by Type 2 diabetes. Equally, 

there is also good reason to explore how psychoeducational strategies can be feasibly 

integrated into existing structured diabetes education programmes, such as DESMOND. This 

approach is contingent on collaboration with existing structured education teams, and 

therefore developing coalitions with such teams would be the next viable step towards 

exploring this as a way of incorporating psychosocial support in existing programmes of care. 
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Appendix 3.1: Participant invitation letter (page 64) 

 

[Name of surgery] 

[Address of surgery] 

Dear Patient 

I am writing to you on behalf of a team of researchers at Queen‘s 

University Belfast who are carrying out a study about Type 2 Diabetes. 

The doctors in our practice have agreed to help them to recruit people to 

take part in their study and I have included an information form written 

by the research team which explains what the study is about. The study 

requires you to fill in a questionnaire about how you cope with living with 

diabetes, and if you are currently living with someone (a partner, family 

member, carer or close friend) we would like them to also complete a 

questionnaire. 

 

We hope you will consider taking part in this study. If you have any 
questions or queries please contact Emma Berry at Queen‘s University 
on:  
eberry05@qub.ac.uk, Landline +44 (0)28 9097 5547, or using the postal 
address:  
School of Psychology, Queen's University Belfast 
18-30 Malone Road 
David Keir Building 
Belfast 
BT9 5BN 
 

Thank you for taking the time to read and consider this. 

 

Yours Sincerely, 

Electronic/ printed signature [Practice manager or GP]  

 

 

mailto:eberry05@qub.ac.uk
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Appendix 3.2: Participant information sheet (page 64) 

 

About our Study: Information for Person with Diabetes 

 

Diabetes Distress: Exploring the Struggles of Living with Diabetes. 

We would like to invite you to take part in a research project which is 

being carried out at Queen‘s University Belfast. The research has been 

approved by a Research Ethics Committee which means that we have 

followed the accepted ethical standards expected for research in 

Northern Ireland. Before you decide whether or not to take part, please 

read this information carefully to help you make your choice. 

What is the research about? 

We are interested in looking at the struggles and challenges of living with 

Type 2 diabetes. Because you have Type 2 diabetes we would like to 

ask you to fill in a questionnaire about how you cope with diabetes in 

your daily life. We will ask you about things like your worries about 

diabetes, how you cope with having to make changes to your lifestyle 

and whether or not you feel supported by others.  

We are also keen to ask your partner to fill in a questionnaire about how 

they understand and feel about diabetes. By your partner we mean your 

husband / wife, civil partner, common law partner, girlfriend / boyfriend, 

close friend, family member or carer – but they must live with you. We 

are keen to understand what it is like from your point of view, but also 

from the point of view of the person you live with.  

If you live alone or if you partner does not want to help (but you do) we 

would still be keen for you to fill in the questionnaire. 

The aim of this study is to learn more about how people feel about and 

cope with Type 2 diabetes. We intend to use the information you give us 

to design and pilot an intervention to help people living with diabetes and 

their families to better cope with living with the condition. 
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What do I do next if I want to take part? 

A number of GP practices in Northern Ireland (Belfast and County Down) 

are helping us to recruit participants. We need around 120 people and 

their partners to fill in the questionnaires. If you would like to take part, 

please sign the consent form with ‘PERSON WITH DIABETES’ written 

at the top of the page and complete the questionnaire with ‘PERSON 

WITH DIABETES’ written at the front. 

If your partner is willing to take part please ask him/her to sign the 

consent form with ‗PARTNER’ written at the top and complete the 

questionnaire with ‘PARTNER’ written at the front. Return all consent 

forms and questionnaires in the same freepost envelope as your own.  

As we have mentioned, if you live alone or if you partner does not want 

to take part in the study (but you do) we would still be keen for you to fill 

in the questionnaire and return it to us.  Please sign and return the 

‗PERSON WITH DIABETES’ consent form and questionnaire. 

There is another option of completing the questionnaire by phone with a 

member of the research team if you are unable to fill out the 

questionnaire yourself, please contact a member of the research team if 

you would like to arrange this.  

What do I do if I don’t want to take part? 

Nothing. Put this letter to one side and we will not contact you again 

after this. 

What will I be asked to do and how long will it take? 

After signing the consent forms provided, we would like you and your 

partner to each complete a questionnaire (the questionnaire with 

‘PERSON WITH DIABETES’ on the front is for you to complete and the 

questionnaire with ‗PARTNER’ on the front is for your partner to 

complete).The questionnaires should take around 20-30 minutes to 

complete. You could fill out one section of the questionnaire each day, or 

every couple of days if you are limited for time. It is important that you 

and your partner fill in the questionnaires separately.  



234 

 

When we have received your completed questionnaire(s), with your 

consent, we will then ask your doctor to provide us with your last 

recorded HbA1c result (average blood glucose over the last few weeks) 

from your medical notes. This will give us an idea of your overall 

diabetes control. We will not ask for or have access to anything else 

in your medical notes.  

We will be sending you out the same questionnaire in around 6-8 

months (along with another freepost envelope) to see how things might 

have changed with you and living with diabetes in the meantime. You are 

under no obligation to complete this follow-up questionnaire if you do not 

want to. After this, nothing more will be sent out to you. 

 

How long do I have to complete the questionnaire and how can I 

post it? 

We would ask that you complete and return the consent forms and 

questionnaires within 3 weeks of receiving it if at all possible. Please 

note that we may send you out a reminder letter about completing and 

returning the questionnaires if we have not received these back from you 

after 3 weeks- this is just in case you may have forgotten about or 

misplaced the questionnaires (we can send you out more if need be). 

You will be given a freepost envelope for the consent form and the 

questionnaire. No stamps are required. 

Are there any risks of taking part? 

Some of the questions are about sensitive topics and ask about personal 

feelings, which might make you feel a little uncomfortable. Whilst we do 

not envisage that the questions will cause undue distress we have 

provided some contact numbers and website links just in case you feel 

you would like to speak to someone.  

It is important you know that taking part in this study will have no impact 

at all on the treatment and diabetes care you currently receive. 

Are there any benefits of taking part? 

There are no direct benefits of taking part in the project; but we hope 

that the information we gather from this survey will help us to better 
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understand some of the struggles people living Type 2 diabetes and their 

partners or family members may experience. We intend to use your 

information to design and pilot a support service for people and families 

who are struggling to live with diabetes. 

How will we keep your details private and confidential? 

All of the information you provide us with will remain completely 

confidential and strictly within the control of research team. However 

anything that might suggest a high risk of harm to yourself will be 

flagged up with your GP. After we receive the questionnaires and 

consent forms back from you, we will give your form an anonymous 

code in the place of your name, and the consent forms with your name 

shown will be stored in a locked cabinet (accessible only by the research 

team).  

After the study is complete, these consent forms will be destroyed. All 

information you provide in the questionnaires will be anonymous and will 

be stored on a secure computer data programme in a locked office. 

What if I have any questions? 

If you would like to ask any member of the research team anything at all 

about the project we have included our contact numbers and an email 

address at the bottom of this page. You can also contact us should you 

wish to have your questionnaire removed from the study after you have 

posted it - this is no problem.  

Please note however that we cannot remove your questionnaire from the 

study after [insert deadline date], because by then all the data will have 

been analysed.  

If you are interested in finding out the results of the study, please feel 

free to contact one of the team and we can arrange for you to receive a 

summary of what we found when the research is completed. 

 

We would like to thank you for taking the time to read this. 
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Support Links: 

 Diabetes UK Northern Ireland: 02890 666646 

 careline@diabetes.org.uk 

 www.diabetessupport.co.uk 

 

Research team contacts: 

 Emma Berry: eberry05@qub.ac.uk  

 Dr Mark Davies: Mark.Davies@belfasttrust.hscni.net 

 Dr Martin Dempster: m.dempster@qub.ac.uk,  

 

Research Team Landline: +44 (0)28 9097 5547 

Research Team Postal Address: 
School of Psychology, Queen's University Belfast 
18-30 Malone Road 
David Keir Building 
Belfast, BT9 5BN 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

mailto:careline@diabetes.org.uk
http://www.diabetessupport.co.uk/
mailto:eberry05@qub.ac.uk
mailto:Mark.Davies@belfasttrust.hscni.net
mailto:m.dempster@qub.ac.uk
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Appendix 3.3: Person with Type 2 diabetes questionnaire (page 64) 

 
 

 
 

                              
 

Questionnaire Booklet ‘PERSON WITH 
DIABETES’ 

 
 
 
 

 Please complete sections 1-7 and return in the free 
post envelope attached. 
 

 NOTE: If you currently are living alone you do not 
have to complete section 6 about ‗relationships‘. 
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Section 1: About YOU 
 
Please answer each of the following questions by filling in the blanks 
with the correct answers or by choosing the single best answer. 
 
Q1. Age: __ __ years old 
 
 
Q2. Birth date:  __ __ /__ __ /__ __ 
        (Month / Day  /  Year) 
 
 
Q3. Sex:   Male   Female 
 
 
Q4.  What is your ethnic origin/race? (check one box) 
 

 1 White 

 2 Irish Traveller 

 3 Mixed/Multiple ethnic groups 

 4 Asian/Asian British 

 5 Black/African/Caribbean/Black British 

 6 Arabic 

 7 Other _______________ 
 

 
 
Q5. Do you have any children who are still living with you at home? 
 
          No   Yes 
 
 
 
Q6. What year or age were you first told you had diabetes?  (Please 
enter the year or age)  __ __ __ __ 
 
 
Q7.  Do you take any medication for your diabetes? 
           
          No   Yes 
Q8. Do you use Insulin?  
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          No   Yes 
 
 

Q9. Have you experienced any diabetes related complications involving 

hospital admission/ treatment? 

          No   Yes 

 

Q10. Were you able to get a partner or someone else close to you, who 

you live with to complete the PARTNER questionnaire? 

               No   Yes 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



240 

 

Section 2: YOUR Feelings 

This section asks about how you have been feeling over the last 2 

weeks, including today. We are NOT asking about feelings towards 

your diabetes, but just how you have been feeling in general. For each 

question there are four responses to choose from, circle the number 

beside the statement which best describes how you have been feeling. 

Please only circle ONE for each question. 

1) 

0 I do not feel sad. 

1 I feel sad 

2 I am sad all the time and 
I can't snap out of it. 

3 I am so sad and 
unhappy that I can't stand 
it. 

 

2) 

0 I am not particularly 
discouraged about the 
future. 

1 I feel discouraged about 
the future. 

2 I feel I have nothing to 
look forward to. 

3 I feel the future is 
hopeless and that things 
cannot improve. 

 

3) 

0 I do not feel like a 
failure. 

1 I feel I have failed more 
than the average person. 

2 As I look back on my 
life, all I can see is a lot of 
failures. 

3 I feel I am a complete 
failure as a person. 

 

4) 

0 I get as much 
satisfaction out of things 
as I used to. 

1 I don't enjoy things the 
way I used to. 

2 I don't get real 
satisfaction out of anything 
anymore. 

3 I am dissatisfied or 
bored with everything. 

 

5) 

0 I don't feel particularly 
guilty 

1 I feel guilty a good part 
of the time. 
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2 I feel quite guilty most of 
the time. 

3 I feel guilty all of the 
time. 

 

6) 

0 I don't feel I am being 
punished. 

1 I feel I may be punished. 

2 I expect to be punished. 

3 I feel I am being 
punished. 

 

7) 

0 I don't feel disappointed 
in myself. 

1 I am disappointed in 
myself. 

2 I am disgusted with 
myself. 

3 I hate myself. 

 

8) 

0 I don't feel I am any 
worse than anybody else. 

1 I am critical of myself for 
my weaknesses or 
mistakes. 

2 I blame myself all the 
time for my faults. 

3 I blame myself for 
everything bad that 
happens. 

 

 

9) 0 I don't have any 
thoughts of killing myself. 

1 I have thoughts of killing 
myself, but I would not 
carry them out. 

2 I would like to kill myself. 

3 I would kill myself if I 
had the chance. 

 

10) 

0 I don't cry any more than 
usual. 

1 I cry more now than I 
used to. 

2 I cry all the time now. 

3 I used to be able to cry, 
but now I can't cry even 
though I want to. 

 

11) 

0 I am no more irritated by 
things than I ever was. 

1 I am slightly more 
irritated now than usual. 

2 I am quite annoyed or 
irritated a good deal of the 
time. 

3 I feel irritated all the 
time. 
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12) 

0 I have not lost interest in 
other people. 

1 I am less interested in 
other people than I used 
to be. 

2 I have lost most of my 
interest in other people. 

3 I have lost all of my 
interest in other people. 

 

13) 

0 I make decisions about 
as well as I ever could. 

1 I put off making 
decisions more than I 
used to. 

2 I have greater difficulty 
in making decisions more 
than I used to. 

3 I can't make decisions at 
all anymore. 

 

14) 

0 I don't feel that I look 
any worse than I used to. 

1 I am worried that I am 
looking old or unattractive. 

2 I feel there are 
permanent changes in my 
appearance that make me 
look unattractive. 

3 I believe that I look ugly. 

                  

                  

 

                 15) 

0 I can work about as well 
as before. 

1 It takes an extra effort to 
get started at doing 
something. 

2 I have to push myself 
very hard to do anything. 

3 I can't do any work at all. 

 

16) 

0 I can sleep as well as 
usual. 

1 I don't sleep as well as I 
used to. 

2 I wake up 1-2 hours 
earlier than usual and find 
it hard to get back to 
sleep. 

3 I wake up several hours 
earlier than I used to and 
cannot get back to sleep. 

 

17) 

0 I don't get more tired 
than usual. 

1 I get tired more easily 
than I used to. 

2 I get tired from doing 
almost anything. 

3 I am too tired to do 
anything. 
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18) 

0 My appetite is no worse 
than usual. 

1 My appetite is not as 
good as it used to be. 

2 My appetite is much 
worse now. 

3 I have no appetite at all 
anymore. 

 

 

19) 

0 I haven't lost much 
weight, if any, lately. 

1 I have lost more than 
five pounds. 

2 I have lost more than ten 
pounds. 

3 I have lost more than 
fifteen pounds. 

 

20) 

0 I am no more worried 
about my health than 
usual. 

1 I am worried about 
physical problems like 
aches, pains, upset 
stomach, or constipation. 

2 I am very worried about 
physical problems and it's 
hard to think of much else. 

3 I am so worried about 
my physical problems that 
I cannot think of anything 
else. 

 

21) 

0 I have not noticed any 
recent change in my 
interest in sex. 

1 I am less interested in 
sex than I used to be. 

2 I have almost no interest 
in sex. 

3 I have lost interest in sex 
completely. 
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Section 3: Your THOUGHTS about Type 2 Diabetes 

In this section we would like to know your thoughts and views about 

having Type 2 Diabetes. Listed below are a number of symptoms 

that you may or may not have experienced since having diabetes. 

Please indicate by circling Yes or No, whether you have 

experienced any of these symptoms since your illness, and whether 

you believe that these symptoms are related to Type 2 diabetes. 

  

I have experienced 

this 

This symptom is related to 

my diabetes 

Pain Yes No 

 

Yes No 

Sore Throat Yes No  Yes No 

Nausea Yes No  Yes No 

Breathlessness Yes No  Yes No 

Weight Loss Yes No  Yes No 

Fatigue Yes No  Yes No 

Stiff Joints Yes No  Yes No 

Sore Eyes Yes No  Yes No 

Wheeziness Yes No  Yes No 

Headaches Yes No  Yes No 

Upset Stomach Yes No  Yes No 

Sleep Difficulties Yes No  Yes No 

Dizziness Yes No  Yes No 

Loss of Strength Yes No  Yes No 
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We are interested in your own personal views of how you now 
see your current illness. 

Please indicate how much you agree or disagree with the 
following statements about your illness by ticking the 
appropriate box 

 

 
VIEWS ABOUT 

YOUR DIABETES 

 
 
 
STRONGLY 

  
DISAGREE NEITHER AGREE 

     
STRONG-
LY 

   DISAGREE   
AGREE 
NOR      AGREE 

 
 
 
IP1 My diabetes will  

last a short time 

    DISAGREE     

        
            

IP2 My diabetes is 
likely to be 
permanent rather 

          

            
  than temporary           
IP3 My diabetes will 

last for a long time 
          

            
              
IP4 This diabetes will 

pass quickly 
          

            
              
IP5 I expect to have 

this diabetes for 
the rest of my 

          

            
  life           
IP6 

My diabetes is a 
serious condition 

          

            

  

 
 
IP7 
 
   

My diabetes has 
major 
consequences on 
my life 

          
                
                  
  IP8   My diabetes does 

not have much 
effect on my life 

          

                

      
 

          
  IP9   My diabetes 

strongly affects 
the way others see 
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      me           
  IP10   My diabetes has 

serious financial 
consequences 

          

                
                  
  IP11   My diabetes 

causes difficulties 
for those who are 

          

                
      close to me           
  IP12   There is a lot 

which I can do to 
control my 

          

                
      symptoms           
  IP13   What I do can 

determine whether 
my diabetes 

          

                

      
gets better or 
worse           

  IP14   The course of my 
diabetes depends 
on me 

          

                
                  
  IP15   Nothing I do will 

affect my diabetes 
          

                
                  
  IP16   I have the power to 

influence my 
diabetes 

          

                
                  
  IP17   My actions will 

have no effect on 
the outcome 

          

                
      of my diabetes           
  IP18   My diabetes will 

improve in time 
          

                
                  
  IP19   There is very little 

that can be done 
to 

          

                

      
improve my 
diabetes           

  IP20   My treatment will 
be effective in 
curing my 

          

                
      diabetes           
  IP21   The negative 

effects of my 
diabetes can be 

          

                

      
prevented 
(avoided) by my           
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treatment 
  IP22   My treatment can 

control my 
diabetes 

          

                
                  

  

IP23 
 
 
 
IP24   

There is nothing 
which can help my 
diabetes 
 
The symptoms of 
my diabetes are 
puzzling to    
       
    

          

 
 

 
         

         
      

 
          

  IP25   My diabetes is a 
mystery to me 

          
                
                  
  IP26   I don’t understand 

my diabetes 
          

                
                  
  IP27   My diabetes 

doesn’t make any 
sense to me 

          

                
                  

  
 
IP28   

 
I have a clear 
picture or 
understanding of 
my diabetes 

          

                
      

 
          

  IP29   The symptoms of 
my diabetes 
change a great 

          

                

      
deal from day to 
day           

  IP30   My symptoms 
come and go in 
cycles 

          

                
                  
  IP31   My diabetes is 

very unpredictable 
          

                
                  
  IP32   I go through 

cycles in which my 
diabetes gets 

          

                
      better and worse.           
  IP33   I get depressed 

when I think about 
my diabetes 
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  IP34   When I think about 

my diabetes I get 
upset 

          

                
                  
  IP35   My diabetes 

makes me feel 
angry 

          

                
  IP36   My diabetes does 

not worry me 
          

                
                  
  IP37   Having this 

diabetes makes 
me feel anxious 

          

                
                  
  IP38   My diabetes 

makes me feel 
afraid 

          

                
                  

 

CAUSES OF MY DIABETES 

We are interested in what you consider may have been the 
cause of your diabetes. As people are very different, there is no 
correct answer for this question. Below is a list of possible 
causes for your diabetes. Please indicate how much you agree 
or disagree that they were causes for you by ticking the 
appropriate box. 

  

POSSIBLE 
CAUSES 

STRONGLY DISAGREE NEITHER AGREE STRONGLY 

  DISAGREE   
AGREE 
NOR   AGREE 

        DISAGREE     
              

C1 Stress or 
worry 

          
            

              

C2 Hereditary - it 
runs in my 
family 

          

            
              

C3 A Germ or 
virus 

          
            
              

C4 Diet or eating 
habits 

          
            
              

C5 Chance or           
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  bad luck           
              

 
C6 

 
Poor medical 
care in my  
past 

          

            
 

      

C7 Pollution in 
the 
environment 

          

            
              

C8 My own 
behaviour 

          
            
              

C9 My mental 
attitude e.g. 
thinking 
about life 

          

            
  negatively           

C10 Family 
problems or 
worries 
caused my 

          

            
  diabetes           

C11 
Overwork 

          
            
              

C12 My emotional 
state e.g. 
feeling down, 
lonely, 

          

            

  
anxious, 
empty           

C13 
Ageing 

          
            
              

C14 
Alcohol 

          
            
              

C15 
Smoking 

          
            
              

C16 Accident or 
injury 

          
            
              

C17 My 
personality 
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C18 Altered 
immunity 

          
            
              

In the table below, please list in rank-order the three most 
important factors that you now believe caused YOUR 
diabetes. You may use any of the items from the box above, or 
you may have additional ideas of your own. 

           The most important causes for me:- 

           1._______________________________________ 

           2._______________________________________ 

           3.______________________________________ 
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Section 4: Diabetes-related Distress. In this section we 

want to   know how much diabetes is a problem for you. 

Instructions: Listed opposite are 17 potential problems that people with diabetes may 
experience. Consider the degree to which each of the items may have distressed or bothered 
you DURING THE PAST MONTH and circle the appropriate number. If you feel that a 
particular item is not a bother or a problem for you, you would circle ―1.‖ If it is very 
bothersome to you, you might circle ―6.‖ 

 Not a 
Problem 

Slight 
Problem 

Moderate 
Problem 

Somewhat 
Serious 
Problem 

A serious 
Problem 

A Very 
Serious 
Problem 

1) Feeling that my 
doctor doesn't know 
enough about 
diabetes and 
diabetes care. 

1 2 3 4 5 6 

2) Feeling that 
diabetes is taking up 
too much of my 
mental and physical 
energy every day. 

1 2 3 4 5 6 

3) Not feeling 
confident in my day-
to-day ability to 
manage diabetes. 

1 2 3 4 5 6 

4) Feeling angry, 
scared and/or 
depressed when I 
think about living 
with diabetes. 

1 2 3 4 5 6 

5) Feeling that my 
doctor doesn't give 
me clear enough 
directions on how to 
manage my 
diabetes. 

1 2 3 4 5 6 

6) Feeling that I am 
not testing my blood 
sugars frequently 
enough. 

1 2 3 4 5 6 

7) Feeling that I will 
end up with serious 
long-term 
complications, no 
matter what I do. 

1 2 3 4 5 6 

8) Feeling that I am 
often failing with my 
diabetes routine. 

1 2 3 4 5 6 
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9) Feeling that 
friends or family are 
not supportive 
enough of self-care 
efforts  

1 2 3 4 5 6 

10) Feeling that 
diabetes controls 
my life. 

1 2 3 4 5 6 

11) Feeling that my 
doctor doesn't take 
my concerns 
seriously enough. 

1 2 3 4 5 6 

12) Feeling that I 
am not sticking 
closely enough to a 
good meal plan. 

1 2 3 4 5 6 

13) Feeling that 
friends or family 
don't appreciate 
how difficult living 
with diabetes can 
be. 

1 2 3 4 5 6 

14) Feeling 
overwhelmed by the 
demands of living 
with diabetes. 

1 2 3 4 5 6 

15) Feeling that I 
don't have a doctor 
who I can see 
regularly enough 
about my diabetes. 

1 2 3 4 5 6 

16) Not feeling 
motivated to keep 
up my diabetes self-
management. 

1 2 3 4 5 6 

17) Feeling that 
friends or family 
don't give me the 
emotional support 
that I would like. 

1 2 3 4 5 6 
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Section 5: About Your RELATIONSHIP 

In many relationships there are disagreements over certain things. 
This section is about how much you and your partner/ family 
member agree or disagree on certain matters. Circle the most 
appropriate response. If you live alone you do not have to 
complete this section.  

      

  
Almost Occa- Fre- Almost 

  

  

                                        Always 
 

Always sionally quently Always Always 

  

                                     Agree Agree Agree Disagree Disagree Disagree 

1. Religious matters 5 4 3 2 1 0 

2. Demonstrations of 5 4 3 2 1 0 

  

affection 
            

3. Making major decisions 5 4 3 2 1 0 

4. Sex relations 5 4 3 2 1 0 

5. Conventionality (correct                5 4 3 2 1 0 

  

or proper behaviour) 
            

6. Career decisions 
   
5 4 3 2 1 0 

        

 
      

    

   
 

Most 
of 

More 
often Occa- 

    

  

                                     All The Time 
     the  
time 

than 
not sionally Rarely Never 

7. How often do you discuss 
          

  

or have you considered 0 1 2 3 4 5 

  

divorce, separation, or 
            

  

terminating your 
            

  

relationship 
            

8. How often do you and 0 1 2 3 4 5 

  

your partner quarrel? 
            

9. 
                               o Do you Do 
Do you ever regret that 0 1 2 3 4 5 

  

you married/ or lived 
            

  

together)? 
            

10. How often do you and         and 0 1 2 3 4 5 

  

your partner ―get on each 
            

  

other‘s nerves‖? 
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More 

  

All Most of often       Occa- 
  

  

the time    the time     than not        sionally         Never 

11. Do you and your partner 
          

engage in outside interests 4 3 2 1 0 

together? 
          

 

How often would you say the following events occur between 
you and your partner? 

    

      

 
Less than Once or Once or 

    

      

once a twice a twice a 
Once 

a More 

    

Never month month week day often 

12. Have a stimulating 0 1 2 3 4 5 

  

exchange of ideas 
            

13. Work together on a 0 1 2 3 4 5 

  

project 
            

14. Calmly discuss 0 1 2 3 4 5 

  

something 
            

 

 

 

 

 

 

 

 

 

 

 

 



255 

 

Section 6: How you COPE 

These items deal with ways you've been coping with the stress in 

your life since you found out you have Type 2 Diabetes.  There are 

many ways to try to deal with problems.  These items ask what 

you've been doing to cope with Type 2 Diabetes.  Each item says 

something about a particular way of coping.  I want to know how 

often you've been doing what the item says. Don't answer on the 

basis of whether it seems to be working or not—just whether or not 

you're doing it.  Make your answers as true FOR YOU as you can. 

Select from the four choice responses below and write the number 

of the choice in the box beside each question: 

1 = I haven't been doing this at all  

 2 = I've been doing this a little bit  

 3 = I've been doing this a medium amount  

 4 = I've been doing this a lot 

1)  I've been turning to work or other activities to take my mind off 

things.   

2)  I've been concentrating my efforts on doing something about the 

situation I'm in.  

3)  I've been saying to myself "this isn't real."  

4)  I've been using alcohol or other drugs to make myself feel 

better.  

5)  I've been getting emotional support from others.  

6)  I've been giving up trying to deal with it.  

7)  I've been taking action to try to make the situation better.  

8)  I've been refusing to believe that it has happened.  

9)  I've been saying things to let my unpleasant feelings escape.  
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10)  I‘ve been getting help and advice from other people.  

11)  I've been using alcohol or other drugs to help me get through it.  

12)  I've been trying to see it in a different light, to make it seem 

more positive.  

13)  I‘ve been criticizing myself.  

14)  I've been trying to come up with a strategy about what to do.  

15)  I've been getting comfort and understanding from someone.  

16)  I've been giving up the attempt to cope.  

17)  I've been looking for something good in what is happening.  

18)  I've been making jokes about it.  

19)  I've been doing something to think about it less, such as going 

to movies, watching TV, reading, daydreaming, sleeping, or 

shopping.  

20)  I've been accepting the reality of the fact that it has happened.  

21)  I've been expressing my negative feelings.  

22)  I've been trying to find comfort in my religion or spiritual beliefs.  

23)  I‘ve been trying to get advice or help from other people about 

what to do.  

24)  I've been learning to live with it.  

25)  I've been thinking hard about what steps to take.  

26)  I‘ve been blaming myself for things that happened.  

27)  I've been praying or meditating.  

28)  I've been making fun of the situation.  

 

                                            

                                        End of Questionnaire 

                                        THANKS! 
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Appendix 3.4: Consent form (page 64) 

 

Participant Consent Form 

Diabetes Distress: Exploring the Struggles of living with Diabetes. 

Name: ....................................................................................... 

Address: ................................................................................…          Initial                            

1. I agree to participate in this research.                  .... 

2. This agreement is of my own free will.                  .... 

 

3. I have been given information regarding the aims of the   

 research and have been given the researcher‘s name and contact       …. 

 details if I require further information. 

 

4. I have had the opportunity to ask any questions about the study.        …. 

  

5. I realise that I may withdraw from the study at any time, without  

 having to give a reason and without suffering any adverse              …. 

    consequences. 

 

6. I am aware that even after participating, I can decide to withdraw 

 my data up until the time specified on the Participant                    …. 

 Information Sheet. 
 

7. I understand that all personal information provided by myself  will  

remain confidential and no information that identifies me will be made  …. 

publically available. However my GP will be informed of anything that  

suggests a high risk of harm to me. 

 

8. I consent for my GP to provide the researchers with my latest HbA1c             

    result (for participants with Type 2 diabetes only)                               .… 

 

Signed: ................................................. Date: ..............(by participant) 

 

Print name: ................................................................. 

 

Signed: ........................................ Date: ...............(on behalf of researchers) 
 
Print Name: ................................................................................. 
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Appendix 4.1: Partner questionnaire (as per Chapter 3 protocol) (page 86) 
 

 
 
 

                              

 Questionnaire Booklet ‘PARTNER’ 
 
 
 

 Please complete sections 1-6 and return in the 
free post envelope attached. 
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Section 1: About YOU 
 
Please answer each of the following questions by filling in the 
blanks with the correct answers or by choosing the single best 
answer. 
 
Q1. Age: __ __ years old 
 
 
Q2. Birth date:  __ __ /__ __ /__ __ 
        (Month / Day  /  Year) 
 
 
Q3. Sex:   Male   Female 
 
 
Q4.  What is your ethnic origin/race? (check one box) 
 

 1 White 

 2 Irish Traveller 

 3 Mixed/Multiple ethnic groups 

 4 Asian/Asian British 

 5 Black/African/Caribbean/Black British 

 6 Arabic 

 7 Other _______________ 

 

 

Q6. How would you describe your relationship with the person who 
asked you to complete this form? 

          

          1    Partner/ Spouse 

          2      Friend 

          3      Relative/ Family member 

          4     Carer 

 

Q7. Do you live with this person? 

             No          Yes 
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Q8. Do you have any children who are still living with you at home? 
 
          No   Yes 
 
Q9. Do you have a diagnosis of diabetes? 
 
          No   Yes 
 

 

Q10. Do you have a diagnosis of any other type of chronic 

illness(es)? (Please state what this is/ these are if you feel 

comfortable to do so). 

          No   Yes _______________________ 
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Section 2: YOUR Feelings 

This section asks about how you have been feeling over the last 2 

weeks, including today. We are NOT asking about feelings 

towards your partner‘s diabetes, but just how you have been feeling 

in general. For each question there are four responses to choose 

from, circle the number beside the statement which best describes 

how you have been feeling. Please only circle ONE for each 

question. 

1) 

0 I do not feel sad. 

1 I feel sad 

2 I am sad all the time and 
I can't snap out of it. 

3 I am so sad and 
unhappy that I can't stand 
it. 

 

2) 

0 I am not particularly 
discouraged about the 
future. 

1 I feel discouraged about 
the future. 

2 I feel I have nothing to 
look forward to. 

3 I feel the future is 
hopeless and that things 
cannot improve. 

 

3) 

0 I do not feel like a 
failure. 

1 I feel I have failed more 
than the average person. 

2 As I look back on my 
life, all I can see is a lot of 
failures. 

3 I feel I am a complete 
failure as a person. 

 

4) 

0 I get as much 
satisfaction out of things 
as I used to. 

1 I don't enjoy things the 
way I used to. 

2 I don't get real 
satisfaction out of anything 
anymore. 

3 I am dissatisfied or 
bored with everything. 

 

5) 

0 I don't feel particularly 
guilty 

1 I feel guilty a good part 
of the time. 
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2 I feel quite guilty most of 
the time. 

3 I feel guilty all of the 
time. 

 

6) 

0 I don't feel I am being 
punished. 

1 I feel I may be punished. 

2 I expect to be punished. 

3 I feel I am being 
punished. 

 

7) 

0 I don't feel disappointed 
in myself. 

1 I am disappointed in 
myself. 

2 I am disgusted with 
myself. 

3 I hate myself. 

 

8) 

0 I don't feel I am any 
worse than anybody else. 

1 I am critical of myself for 
my weaknesses or 
mistakes. 

2 I blame myself all the 
time for my faults. 

3 I blame myself for 
everything bad that 
happens. 

 

 

9) 0 I don't have any 
thoughts of killing myself. 

1 I have thoughts of killing 
myself, but I would not 
carry them out. 

2 I would like to kill myself. 

3 I would kill myself if I 
had the chance. 

 

10) 

0 I don't cry any more than 
usual. 

1 I cry more now than I 
used to. 

2 I cry all the time now. 

3 I used to be able to cry, 
but now I can't cry even 
though I want to. 

 

11) 

0 I am no more irritated by 
things than I ever was. 

1 I am slightly more 
irritated now than usual. 

2 I am quite annoyed or 
irritated a good deal of the 
time. 

3 I feel irritated all the 
time. 
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12) 

0 I have not lost interest in 
other people. 

1 I am less interested in 
other people than I used 
to be. 

2 I have lost most of my 
interest in other people. 

3 I have lost all of my 
interest in other people. 

 

13) 

0 I make decisions about 
as well as I ever could. 

1 I put off making 
decisions more than I 
used to. 

2 I have greater difficulty 
in making decisions more 
than I used to. 

3 I can't make decisions at 
all anymore. 

 

14) 

0 I don't feel that I look 
any worse than I used to. 

1 I am worried that I am 
looking old or unattractive. 

2 I feel there are 
permanent changes in my 
appearance that make me 
look unattractive. 

3 I believe that I look ugly. 

                  

                 

 

                  15) 

0 I can work about as well 
as before. 

1 It takes an extra effort to 
get started at doing 
something. 

 

2 I have to push myself 
very hard to do anything. 

3 I can't do any work at all. 

 

16) 

0 I can sleep as well as 
usual. 

1 I don't sleep as well as I 
used to. 

2 I wake up 1-2 hours 
earlier than usual and find 
it hard to get back to 
sleep. 

3 I wake up several hours 
earlier than I used to and 
cannot get back to sleep. 

 

17) 

0 I don't get more tired 
than usual. 

1 I get tired more easily 
than I used to. 

2 I get tired from doing 
almost anything. 

3 I am too tired to do 
anything. 
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18) 

0 My appetite is no worse 
than usual. 

1 My appetite is not as 
good as it used to be. 

2 My appetite is much 
worse now. 

3 I have no appetite at all 
anymore. 

 

19) 

0 I haven't lost much 
weight, if any, lately. 

1 I have lost more than 
five pounds. 

2 I have lost more than ten 
pounds. 

3 I have lost more than 
fifteen pounds. 

 

20) 

0 I am no more worried 
about my health than 
usual. 

1 I am worried about 
physical problems like 
aches, pains, upset 
stomach, or constipation. 

2 I am very worried about 
physical problems and it's 
hard to think of much else. 

3 I am so worried about 
my physical problems that 
I cannot think of anything 
else. 

 

21) 

0 I have not noticed any 
recent change in my 
interest in sex. 

1 I am less interested in 
sex than I used to be. 

2 I have almost no interest 
in sex. 

3 I have lost interest in sex 
completely. 
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Section 3: Your Thoughts about Type 2 Diabetes 

In this section we would like to know your thoughts and views about 

living with someone who has Type 2 Diabetes. Listed below are a 

number of symptoms that your partner/ family member may or may not 

have experienced since having diabetes. Please indicate by 

circling Yes or No, whether you think they might have experienced any 

of these symptoms since having their illness, and whether you believe 

that these symptoms are related to Type 2 diabetes. 

  

My partner/ family 

member has 

experienced this 

This symptom is related to 

his/ her diabetes 

Pain Yes No 

 

Yes No 

Sore Throat Yes No  Yes No 

Nausea Yes No  Yes No 

Breathlessness Yes No  Yes No 

Weight Loss Yes No  Yes No 

Fatigue Yes No  Yes No 

Stiff Joints Yes No  Yes No 

Sore Eyes Yes No  Yes No 

Wheeziness Yes No  Yes No 

Headaches Yes No  Yes No 

Upset Stomach Yes No  Yes No 

Sleep Difficulties Yes No  Yes No 

Dizziness Yes No  Yes No 

Loss of Strength Yes No  Yes No 
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We are interested in your thoughts about your partner’s/ family 
member’s diabetes (we will refer to this person as your ‘partner’). 

Please indicate how much you agree or disagree with the following 
statements about his/ her diabetes by ticking the appropriate box 

 

 
VIEWS ABOUT YOUR 

PARTNER’S DIABETES 

 
 
 
STRONGLY 

  
DISAGREE NEITHER AGREE 

     
STRONG-
LY 

   DISAGREE   

AGREE 
NOR      AGREE 

 
 
 
IP1 My partner’s diabetes will  

last a short time 

    DISAGREE     

        
            

IP2 My partner’s 
diabetes is likely 
to be permanent 
rather 

          

            
  than temporary           
IP3 My partner’s 

diabetes will last 
for a long time 

          

            
              
IP4 My partner’s 

diabetes will pass 
quickly 

          

            
              
IP5 I expect my 

partner to have 
this diabetes for 
the rest of his/her 

          

            
  life           
IP6 My partner’s 

diabetes is a 
serious condition 

          

            

  

 
 
IP7 
 
   

My partner’s 
diabetes has major 
consequences on  
his/her life 

          
                
                  
  IP8   My partner’s 

diabetes does not 
have much effect 
on his/her life 
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  IP9   My partner’s 
diabetes strongly 
affects the way 
others see 

          

                
      them           
  IP10   My partner’s 

diabetes has 
serious financial 
consequences 

          

                
                  
  IP11   My partner’s 

diabetes causes 
difficulties for 
those who are 

          

                
      close to them           
  IP12   There is a lot my 

partner can do to 
control his/her 

          

                
      symptoms           
  IP13   What my partner 

does can 
determine whether 
his/her diabetes 

          

                

      
gets better or 
worse           

  IP14   The course of my 
partner’s diabetes 
depends on them 

          

                
                  
  IP15   Nothing my 

partner does will 
affect their 
diabetes 

          

                
                  
  IP16   My partner has the 

power to influence 
their diabetes 

          

                
                  
  IP17   My partner’s 

actions will have 
no effect on the 
outcome 

          

                
      of their diabetes           
  IP18   My partner’s 

diabetes will 
improve in time 

          

                
                  
  IP19   There is very little 

that can be done 
to 
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improve my 
partner’s diabetes           

  IP20   My partner’s 
treatment will be 
effective in curing 
the 

          

                
      diabetes           
  IP21   The negative 

effects of my 
partner’s diabetes 
can be 

          

                

      

prevented 
(avoided) by 
his/her treatment           

  IP22   My partner’s 
treatment can 
control the 
diabetes 

          

                
                  

  

IP23 
 
 
 
IP24   

There is nothing 
which can help my 
partner’s diabetes 
 
The symptoms of 
my partner’s 
diabetes are 
puzzling to them  
      
       

          

 
 

 
         

         
      

 
          

  IP25   My partner’s 
diabetes is a 
mystery to them 

          

                
                  
  IP26   My partner does 

not understand 
his/her diabetes 

          

                
                  
  IP27   My partner’s 

diabetes doesn’t 
make any sense to 
them 

          

                
                  

  
 
IP28   

 
My partner has a 
clear picture or 
understanding of 
their diabetes 

          

                
      

 
          

  IP29   The symptoms of           
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my partner’s 
diabetes change a 
great           

      
deal from day to 
day           

  IP30   My partner’s 
symptoms come 
and go in cycles 

          

                
                  
  IP31   My partner’s 

diabetes is very 
unpredictable 

          

                
                  
  IP32   My partner goes 

through cycles in 
which their 
diabetes gets 

          

                
      better and worse.           
  IP33   My partner gets 

depressed when 
he/she thinks 
about their 
diabetes 

          

                
                  
  IP34   When my partner 

thinks about their 
diabetes they get 
upset 

          

                
                  
  IP35   My partner’s 

diabetes makes 
them feel angry 

          

                
  IP36   My partner’s 

diabetes does not 
worry them 

          

                
                  
  IP37   Having diabetes 

makes my partner 
feel anxious 

          

                
                  
  IP38   My partners 

diabetes makes 
them feel afraid 
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CAUSES OF MY PARTNER’S DIABETES 

We are interested in what you consider may have been the cause of 
your partner’s/ family member’s diabetes. As people are very 
different, there is no correct answer for this question. We are most 
interested in your own views about the factors that caused the 
diabetes rather than what others including doctors or family may 
have suggested to you. Below is a list of possible causes for your 
partner’s diabetes. Please indicate how much you agree or 
disagree that they were causes by ticking the appropriate box. 

  

POSSIBLE 
CAUSES 

STRONGLY DISAGREE NEITHER AGREE STRONGLY 

  DISAGREE   
AGREE 
NOR   AGREE 

        DISAGREE     
              

C1 
Stress or worry 

          
            

              

C2 Hereditary - it runs 
in their family 

          
            
              

C3 
A Germ or virus 

          
            
              

C4 Diet or eating 
habits 

          
            
              

C5 Chance or bad 
luck 

          
            
              

 
C6 

 
Poor medical care 
in their  past 

          
            
 

      

C7 Pollution in the 
environment 

          
            
              

C8 Their own 
behaviour 

          
            
              

C9 Their mental 
attitude e.g. 
thinking about life 

          

            
  negatively           

C10 Family problems 
or worries caused 
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their 
  diabetes           

C11 
Overwork 

          
            
              

C12 Their emotional 
state e.g. feeling 
down, lonely, 

          

            
  anxious, empty           

C13 
Ageing 

          
            
              

C14 
Alcohol 

          
            
              

C15 
Smoking 

          
            
              

C16 
Accident or injury 

          
            
              

C17 
Their personality 

          
            
              

C18 
Altered immunity 

          
            
              

In the table below, please list in rank-order the three most 
important factors that you now believe caused YOUR PARTNER’S/ 
FAMILY MEMBER’S diabetes. You may use any of the items from 
the box above, or you may have additional ideas of your own. 
The most important causes for my partner’s/ family member’s 
diabetes:- 

           1._______________________________________ 

           2._______________________________________ 

           3._______________________________________ 
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Section 4: ‘Diabetes-related Distress’. In this section we want to 
know how much your partner’s/ family member’s diabetes is a 
problem for you. 

Instructions: Listed opposite are 17 potential problems that people living with someone with 
type 2 diabetes may experience. Consider the degree to which each of the items may have 
distressed or bothered you DURING THE PAST MONTH and circle the appropriate number. 
If you feel that a particular item is not a bother or a problem for you, you would tick ―1.‖ If it is 
very bothersome to you, you might tick ―6.‖ 

 Not a 
Problem 

Slight 
Problem 

Moderate 
Problem 

Somewhat 
Serious 
Problem 

A serious 
Problem 

A Very 
Serious 
Problem 

1) Feeling that my 
partner‘s doctor 
doesn't know 
enough about 
diabetes and 
diabetes care. 

1 2 3 4 5 6 

2) Feeling that my 
partner‘s diabetes is 
taking up too much 
of my mental and 
physical energy 
every day. 

1 2 3 4 5 6 

3) Not feeling 
confident in my 
partner‘s day-to-day 
ability to manage 
their diabetes. 

1 2 3 4 5 6 

4) Feeling angry, 
scared and/or 
depressed when I 
think about my 
partner‘s diabetes. 

1 2 3 4 5 6 

5) Feeling that my 
partner‘s doctor 
doesn't give him/her 
clear enough 
directions on how to 
manage diabetes. 

1 2 3 4 5 6 

6) Feeling that my 
partner is not testing 
his/her blood sugars 
frequently enough. 

1 2 3 4 5 6 

7) Feeling that my 
partner will end up 
with serious long-
term complications 
no matter what they 
do. 
 
 

1 2 3 4 5 6 
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8) Feeling that my 
partner is often 
failing with his/her 
diabetes routine. 

1 2 3 4 5 6 

9) Feeling that 
friends or family are 
not supportive 
enough with my 
partner‘s diabetes 
self-care 

1 2 3 4 5 6 

10) Feeling that my 
partner‘s diabetes 
controls my life. 

1 2 3 4 5 6 

11) Feeling that my 
partner‘s doctor 
doesn't take his/her 
concerns seriously 
enough. 

1 2 3 4 5 6 

12) Feeling that my 
partner is not 
sticking closely 
enough to a good 
meal plan. 

1 2 3 4 5 6 

13) Feeling that 
friends or family do 
not appreciate how 
difficult living with 
someone with 
diabetes can be. 

1 2 3 4 5 6 

14) Feeling 
overwhelmed by the 
demands of living 
with someone with 
diabetes. 

1 2 3 4 5 6 

15) Feeling that my 
partner does not 
have a doctor who 
they can see 
regularly enough 
about their diabetes. 

1 2 3 4 5 6 

16) Feeling that my 
partner is not 
motivated to keep 
up with their 
diabetes self-
management. 

1 2 3 4 5 6 

17) Feeling that 
friends or family 
don't provide 
enough emotional 
support with 
diabetes 

1 2 3 4 5 6 
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Section 5: About Your RELATIONSHIP 

In many relationships there are disagreements over certain things. This 
section is about how much you and your partner/ family member agree 
or disagree on certain matters. Circle the most appropriate response. If 
you live alone you do not have to complete this section.  

      

  
Almost Occa- Fre- Almost 

  

  

                                          Always  Always sionally 
quentl

y Always Always 

  

                                          Agree Agree Agree 
Disagr

ee Disagree 
Disagre

e 

1. Religious matters 5 4 3 2 1 0 

2. Demonstrations of 5 4 3 2 1 0 

  

affection 
            

3. Making major decisions 5 4 3 2 1 0 

4. Sex relations 5 4 3 2 1 0 

5. Conventionality (correct                  5  4 3 2 1 0 

  

or proper behaviour) 
            

6. Career decisions 
 
5 4 3 2 1 0 

        

 
 

      

    

   
 

Most 
of 

More 
often Occa- 

    

  

                                            All The 
                                             Time 

     the       
time than not 

sionall
y Rarely Never 

7. How often do you discuss 
          

  

or have you considered 0 1 2 3 4 5 

  

divorce, separation, or 
            

  

terminating your 
            

  

relationship 
            

8. How often do you and 0 1 2 3 4 5 

  

your partner quarrel? 
            

9. 
                               o Do you 
Do you ever regret that 0 1 2 3 4 5 

  

you married/ or lived 
            

  

together)? 
            

10. How often do you          
and 0 1 2 3 4 5 

  

your partner ―get on each 
            

  

other‘s nerves‖? 
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More 
    

  

All Most of often       Occa- 
  

  

the time    the time     than not        sionally         Never 

11. Do you and your partner 
          

engage in outside interests 4 3 2 1 0 

together? 
          

 

How often would you say the following events occur between you 
and your partner? 

    

      

 
Less than Once or Once or 

    

      

once a twice a twice a 
Once 

a More 

    

Never month month week day often 

12. Have a stimulating 0 1 2 3 4 5 

  

exchange of ideas 
            

13. Work together on a 0 1 2 3 4 5 

  

project 
            

14. Calmly discuss 0 1 2 3 4 5 

  

something 
            

 

 

                               

                                        End of Questionnaire 

                                        THANKS! 
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Appendix 5.1: Participant information sheet (page 111) 

 

 

Dear sir/madam, 

We would like to invite you to take part in a research project being carried out at Queen‘s 

University Belfast. The study has been approved by the Ethics Committee at Queen‘s 

University Belfast. The information below will help you to decide whether or not you might 

like to take part. 

What is the research about? 

We are developing an intervention to see if we can reduce diabetes related emotional distress 

and improve daily life for individuals‘ with type 2 diabetes and their partners. We would like 

to ask people with type 2 diabetes and their partners what they think might be useful to 

include in such an intervention and how best we can make it relevant and accessible to people 

who might benefit from it.  

What do I do if I want to take part? 

If you would like to help us, please let us know and we can arrange to meet at a suitable time 

and place. Before beginning our chat we would ask you to sign a consent form. If you feel 

you need more information please feel free to contact a member of the research team. 

Do I have to take part? 

No, participation is voluntary and it is completely up to you whether or not you wish to take 

part. If you choose to take part, but later decide to withdraw this is no problem and you can 

simply contact us to let us know you wish to withdraw. Please note however that we cannot 

remove your interview data from the study after [insert date], because by then all the data will 

have been analysed. 

What will I be asked to do and how long will it take? 

We will meet with you individually and will ask you about what an intervention to reduce 

diabetes distress and improve life with diabetes might look like. The meeting will last for 

around an hour and will only happen once. We will not need to contact you again afterwards. 

(Note: A Skype meeting is also possible if this is preferable). 

Are there any benefits of taking part? 

There are no direct benefits of taking part in the project; however the information you 

provide will help us design an intervention to improve day to day life with type 2 diabetes for 

individuals‘ and their families- the intervention will be  influenced by your thoughts. 



277 

 

How will we keep your details private and confidential? 

The only personal information we require from you will be your signature and contact details 

on the consent form. All consent forms will be stored securely in a locked cabinet in our 

research teams‘ office and these will be destroyed after the study is complete.  

Any information you provide will remain confidential to the research team. The interview 

will be recorded using an audio tape however after we have typed up the interview, the audio 

tape will be destroyed. The interview transcription will be stored in a password-protected 

computer and the transcription itself will also be encrypted. This means that only the three 

key members of the research team will be able to access the transcript using this password.  

Your name will be removed from the transcript and replaced with an anonymous code e.g. 

‗Participant 1‘, so that any information you provide will be non-identifiable. We will use this 

code when writing up our results and your name will never appear in our write-up. It is likely 

we will use quotes of some of the ideas and opinions people give us – but these will be 

anonymous. 

What if I have any questions? 

If you would like to ask any member of the research team anything at all about the project we 

have included our contact details at the bottom of this page. If you are interested in finding 

out the results of the study, please feel free to contact one of the team and we can send you a 

summary of what we found when the research is completed. 

 

Thank you for taking the time to read this. 

 

Research team contacts: 

 Emma Berry: eberry05@qub.ac.uk  

 Dr Mark Davies, Department of Clinical Psychology, Belfast City Hospital. Tel: 

028950 474713  

 Dr Martin Dempster: m.dempster@qub.ac.uk 
 

 

Research Team Landline: +44 (0)28 9097 5547 

Research Team Postal Address: 

School of Psychology, Queen's University Belfast 

18-30 Malone Road 

David Keir Building 

Belfast, BT9 5BN  

 

 

 

Support Links: 

 

 Diabetes UK Northern Ireland: 

02890 666646 

 careline@diabetes.org.uk 

 www.diabetessupport.co.uk 

 

mailto:eberry05@qub.ac.uk
mailto:m.dempster@qub.ac.uk
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Appendix 5.2: Consent form (page 111) 

Consent Form 

Developing an Intervention to Reduce Diabetes Distress  

Name: ....................................................................................... 

Address: ................................................................................…          Initial                            

1. I agree to participate in this research.                  .... 

2. This agreement is of my own free will.                  .... 

 

3. I have been given information regarding the aims of the   

 research and have been given the researcher‘s name and contact       …. 

 details if I require further information. 

 

4. I have had the opportunity to ask any questions about the study.        …. 

  

5. I realise that I may withdraw from the study at any time, without  

 having to give a reason and without suffering any adverse              …. 

    consequences. 

 

6. I am aware that even after participating, I can decide to withdraw 

 my data up until the time specified on the Participant                    …. 

 Information Sheet. 
 

7. I understand that all personal information provided by myself  will  

remain confidential and no information that identifies me will be made  …. 

publically available. 

 

 

Signed: ................................................. Date: ..............(by participant) 

 

Print name: ................................................................. 

 

 

Signed: ........................................ Date: ...............(on behalf of researchers) 
 
 
Print Name: ................................................................................. 
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Appendix 5.3: Semi-structured interview topic guide for people with Type 2 diabetes 

(page 111) 

 

1. When were you diagnosed with Type 2 Diabetes?  Could I ask you to describe what it 

is like to live with Type 2 diabetes? 

  

2.  I‟d like you to think a bit about the emotional impact that diabetes might have on 

your day to day life: 

 

- Do you ever feel overwhelmed or burdened by your diabetes? (e.g. Scared, worried, 

emotionally drained).  

- I would like you to think about day to day management of your diabetes; do you feel 

able to/ confident in your ability to manage your diabetes? (In relation to diet, 

medication etc.).  

- Do you feel that your doctor/ diabetes specialist nurse (DSN) provides you with 

enough support with your diabetes? (e.g. listens to or asks you about your concerns, 

is available to see/ talk to about your concerns? Provides enough advice for your 

diabetes?) 

Do you feel emotionally supported by family/ friends with your diabetes? (e.g. Do you 

feel that they understand how difficult it can be living with diabetes?) 

 

2. I‟d like to now talk a bit about your own thoughts and beliefs about your diabetes: 

- Do you believe that you are in control of, or have the ability to influence your 

diabetes? 

- Do you believe that diabetes has major consequences on your day to day life (or does 

it have a great impact on daily life?)(e.g. financially, socially, emotionally) 

- Do you think that you have a good understanding of your diabetes and/ or the 

symptoms of your diabetes? 

 

3. I would like to ask you a few questions now about how diabetes might influence your 

relationship with your partner: 

- Do you feel able to talk to/ confide in your partner about your diabetes? 

- Do you and your partner ever have any disagreements about diabetes?  

- Does diabetes ever intrude upon you and your partner‟s ability to enjoy time 

together? 

 

4. Have you ever been to a diabetes support group/program before?  

 

5. Thinking about the types of things we have already talked about, if we could provide 

an intervention/ program to help individuals with diabetes cope better emotionally, do 

you think this would be useful/ would you attend? 
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Appendix 5.4: Semi-structured interview topic guide for partners (page 111) 

 

 

 

1. How did you feel when your partner was first diagnosed with T2D?  

 

2. Do you feel that you have a good understanding of your partner‟s diabetes?  

 

3. Do you feel able to help/ support your partner with their diabetes?  

 

4. At present, do you think that you play an important role/part in your partner‟s 

diabetes self-management, and in how they cope with their diabetes?  

 

5. I would like to ask you a few questions now about how diabetes might influence your 

relationship with your partner; 

- Do you feel able to talk to/ confide in your partner about their diabetes?  

- Do you and your partner ever have any disagreements about diabetes?  

- Does diabetes ever intrude upon you and your partner‟s ability to enjoy time 

together? 

 

6. Have you ever been to a diabetes support group/program with your partner before?  

 

7. If we could provide an intervention/ program to help individuals with diabetes and 

their partners cope better emotionally, would you engage? What might you want from 

this? What would not be helpful? 
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Appendix 5.5: Focus group topic guide for healthcare providers (page 111) 

 

1. Diabetes distress has been described as emotional stresses caused by diabetes and the 

demands of self-care. Do you recognise this description? Do you ever come across 

diabetes distress in day to day practice? 

 

2. Do you think that an intervention/ program to reduce diabetes-related emotional 

distress and help persons with diabetes and their partners‟ better emotionally adjust 

to diabetes would be useful? 

 

3. Thinking about the difficulties you have come across which have been experienced by 

individuals with diabetes, what could be included in this programme that would be of 

most benefit to patients and partners? 

- Prompt: What aspects of living with diabetes might people need support with?  

 

4. Who do you think would be best to facilitate an intervention addressing diabetes 

distress? 

 

 

5. How might we recruit people for this type of programme? 

 

 

6. From your knowledge of health care, could you foresee any barriers to providing this 

type of program? 
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Appendix 5.6: Participant debrief sheet (page 111) 

 

 

 

Debriefing for a Study about Diabetes Distress and Designing an Intervention to reduce 

Diabetes Distress.                     

The aim of this study was to look at what individuals and their partners find most difficult 

about living with Type 2 Diabetes. More specifically, we were interested in how diabetes 

affects people emotionally. The research team at Queen‘s University Belfast are designing an 

intervention to reduce diabetes distress in individuals with Type 2 diabetes and their partners. 

For this reason, we wanted to know what you might want this intervention to look like and 

what you think we should include in it.  

The information you have provided during the interview will be used to help us design this 

intervention. We would like to also remind you that your information will remain completely 

anonymous.  

If you feel that talking about your diabetes has caused any feelings of discomfort, we have 

provided some support links below, and would encourage you to use these if so. If you have 

any questions about the study, or if you would like to receive a summary of our results, 

please contact a member of the research team on one of the contact details below. 

 

Thank you again for your participation. 

 

Research team contacts: 

 Emma Berry: eberry05@qub.ac.uk  

 Dr Mark Davies, Department of Clinical Psychology, Belfast City Hospital. Tel: 

028950 474713  

 Dr Martin Dempster: m.dempster@qub.ac.uk,  

 

Research Team Landline: +44 (0)28 9097 5547 

 

Research Team Postal Address: 

School of Psychology, Queen's University Belfast 

18-30 Malone Road 

David Keir Building 

Belfast, BT9 5BN

Support Links: 

 

 Diabetes UK Northern Ireland: 

02890 666646 

 careline@diabetes.org.uk 

 www.diabetessupport.co.uk 

 

mailto:eberry05@qub.ac.uk
mailto:m.dempster@qub.ac.uk
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Appendix 6.1: Participant programme schedule (page 143) 

 
 

 

 

 

SCHEDULE FOR THE DAY 
9.30am-4pm 

WHAT WE WILL BE DOING NOTES 

                                                   TEA/ COFFEE          & QUESTIONNAIRES  
 
 
 
 
 

1. ‘Introductions’ 
10.15am-11.05am 
Mark/Rodger/Emma 
 
 

 Introduction to the programme 
 

 Group contract 
 

 ‘Getting to know you’ 

2. ‘Normalising emotional distress 
in diabetes’ 
11.05am-11.35am 
Emma 

 A little bit about on how and why this 
programme came about 

 Diabetes distress—not depression 
 

 Difficult thoughts and feelings about 
diabetes are common   

                                                                     TEA/ COFFEE 

Tangled-up in Type 2 Diabetes: A 

programme for people with diabetes and 

their partners 
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SCHEDULE FOR THE DAY 
           9.30am-4pm  

WHAT WE WILL BE DOING NOTES 

3. ‘Making the connection 
between difficult thoughts, 
feelings and self-management’ 
11.45am- 1.00pm 
Mark/Rodger 

 ‘Identifying difficult thoughts, beliefs & 
feelings about diabetes’ 
 

 How might thoughts and feelings make 
diabetes self-care really tough? 

 
 
 
 
 

                                                                                               
                                                                     LUNCH 

4. ‘Social side of Type 2 diabetes’ 
1.40pm- 2.40pm 
Mark/Rodger/Emma 
 
 
 

 The ‘diabetes support committee’ 

 Who can help, and what helps? 
 

 Mindreading task 

 How might others feel about your 
diabetes?  

 What happens when views/ beliefs 
clash? 

 
                                                                 TEA/ COFFEE 
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SCHEDULE FOR THE DAY 
9.30am-4pm 

WHAT WE WILL BE DOING NOTES 

5. ‘Action Planning’ 
2.50pm- 3.40pm 
Emma 

 Choose an action to address that one 
thing that bugs you the most about 
diabetes or one thing to take away with 
you from today 

 

Feedback and questionnaires  
3.40- 4.00pm 
Mark/Rodger/Emma 

 Reflections on the day 

 Feedback on the programme 
 

 After-programme questionnaires 
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Appendix 6.2: Sample images and statements (page 143) 

 

- Examples of image cards used as conversation prompts 
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- Examples of statements used as conversation prompts for persons with Type 2 

diabetes and partners 

 

“I miss the days before I had diabetes…” 
 
“Living with diabetes is exhausting” 
 
“you can’t help but feel it’s your fault and you did 
it to yourself…” 
 
“I just get on with it…what has to be has to be” 
 
“Diabetes is always at the back of your mind…” 
 
”I don’t understand what the medicine is good 
for…” 
 
“I’m not sure about exactly how much I should be 
involved in managing my partner’s diabetes.” 
 
“I am concerned that my partner and I are not 
working well together when it comes to 
diabetes.” 
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Appendix 6.3: True or false task (page 143) 

 

Statements about Type 2 

diabetes 

What do I think? What do they think? 

 TRUE FALSE   TRUE  FALSE 

…the symptoms of Type 2 

diabetes are puzzling 
    

...people whose diabetes is treated 

by diet alone do not have to 

worry about getting many long-

term complications 

    

...very little can be done to 

improve Type 2 diabetes 
    

…friends, family or health  

professionals don't appreciate 

how difficult living with diabetes 

can be 

    

...Type 2 diabetes affects almost 

every part of a person‘s life 
    

...many of the negative 

consequences of Type 2 diabetes 

are avoidable 

    

...it is frustrating for people with 

diabetes to take care of their 

disease. 

    

......the important decisions 

regarding daily diabetes care 

should be made by the person 

with diabetes. 

    

...people who do not need to take 

insulin to treat their diabetes have 

a pretty mild disease. 

    

...tight control of blood sugar 

makes sense only for people with 

Type 1 diabetes. 

    

…the emotional effects of Type 2 

diabetes are pretty small 
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Appendix 6.4: Action plan (page 143) 

 
 

 

 

 

 

# One action I will take to address that thing that bugs me 

the most about diabetes OR one thing to take away with 

me from today 

is…………………………………………………………………………………………

……………………………………………………………………………………………

………………………………………………………………………………………….. 

 

How important is taking this action to me?  
 
On a scale of 0 to 10, where 0 is “Not at all" and 10 is "Very" 
 
 
 

 

How confident am I about achieving this action?  

On a scale of 0 to 10, where 0 is “Not at all" and 10 is "Very" 

 

 

 

 

 

 

 

 

PERSONAL NEEDS        

0 10 

ACTION PLAN 

0 10 
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# My partner/ family/ friend/ doctor can support this 

action 

by…………………………………………………………………………………………

…………………………………………………………………………………………….

……………………………………………………………………………………………. 
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Appendix 7.1: Participant invitation letter (page 155) 

 

 Invitation Letter for Queen’s University Belfast Research Project 

Dear Sir/ Madam 

I am writing to you on behalf of a team of researchers at Queen’s University 

Belfast who are carrying out a study about Type 2 Diabetes. The team 

involved with the DESMOND programme in Belfast have agreed to help them 

to recruit people to take part in a programme they have designed for people 

with Type 2 diabetes. I have included an information form written by the 

research team which explains what their study and the programme they 

developed is about. The research team are inviting anyone with Type 2 

diabetes who has completed the DESMOND programme. The study invites 

you and your partner (if living with someone such as a partner, family 

member, carer or close friend) to attend a one-day programme aimed to 

help people cope with the stresses of living with Type 2 diabetes, and to 

complete some questionnaires before and after attending the programme.  

We hope you will consider taking part in this research. If you have any 
questions or queries please contact Emma Berry at Queen’s University on:  

eberry05@qub.ac.uk, Landline +44 (0)28 9097 5547, or using the postal 
address:  
School of Psychology, Queen's University Belfast 
18-30 Malone Road 
David Keir Building 
Belfast 
BT9 5BN 
 

Thank you for taking the time to read and consider this. 

Yours Sincerely, 

[Signature] 
Structured Diabetes Education Manager, Health and Social Care Trust 

mailto:eberry05@qub.ac.uk


292 

 

Appendix 7.2: Participant information sheet (page 155) 

                                                                                                                                 

 

 

 

 

 

 

About our Study: information for people with Type 2 diabetes and their 

partners 

                                                                                                                                                                                                                        

We would like to invite you to take part in a research project which is being 

carried out at Queen’s University Belfast. The research has been approved by 

the Office for Research Ethics Committees Northern Ireland (ORECNI), which 

means that we have followed the accepted ethical standards expected for 

research in Northern Ireland. The research is funded by the Department of 

Education and Learning, and is being undertaken as part of a PhD 

qualification. Before you decide whether or not to take part, please read this 

information carefully to help you make your choice. 

What is the research about? 

We understand that living with Type 2 diabetes can be extremely tough. 

Coping with the demands of diabetes self-management on a daily basis, 

along with other life commitments and stresses, might leave you feeling a bit 

‘tangled-up’ and overwhelmed. We have designed a one-day intervention 

programme which is aimed to provide people who are struggling to manage 

their diabetes with a safe space to talk about what is most stressful about 

diabetes and to explore helpful ways to improve self-management. In the 

Tangled-up in 

Type 2 Diabetes: A 

programme for people with Type 2 

diabetes and their partners 
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programme we will explore why many people struggle with diabetes, and we 

will provide guidance and techniques on dealing with the challenging 

thoughts and feelings which stand in the way of good self-care. Partners or 

family members who attend will take part in every aspect of the programme 

and we will also provide a topic which specifically addresses communicating 

with others about diabetes-related concerns and working as a team to 

improve diabetes self-care. The types of activities involved in the programme 

include working in pairs with other people with Type 2 diabetes or other 

partners/ family members, using written and visual prompt cards to spark 

discussion, and talking as a group about common stresses related to Type 2 

diabetes. 

Because you have Type 2 diabetes, we would like to invite to register your 

interest in taking part in the programme. We would also like to invite your 

partner to take part in the programme. By your partner we mean your 

husband / wife, civil partner, common law partner, girlfriend / boyfriend, 

close friend, family member or carer – but they must live with you. We are 

keen to assess the helpfulness of our programme from your point of view, but 

also from the point of view of the person you live with. 

**If you live alone or if you partner does not want to take part (but you do) 

we would still be keen for you register your interest in participating in the 

study. 

The main aim of this research is to assess whether this programme can help 

people with Type 2 diabetes and their partners’ better cope with the worries 

and stresses of living with Type 2 diabetes, to feel less overwhelmed by 

diabetes, and importantly to improve your confidence in managing Type 2 

diabetes. We intend to use the findings from the study to inform how we 

change and improve the programme for future groups of people living with 

Type 2 diabetes. 
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What do I do next if I want to register my interest in attending the 

programme? 

After signing the consent forms provided, we would like you and your partner 

(if applicable) to each complete the questionnaire provided. The 

questionnaire with ‘PERSON WITH DIABETES’ on the front is for you to 

complete and the questionnaire with ‘PARTNER’ on the front is for your 

partner to complete). The questionnaires should take around 10-15 minutes 

to complete.  

We will contact you within the next two weeks by post to let you know if you 

received a place on the intervention, and with information on what to do 

next. In the meantime please contact a member of the research team with 

any questions, or if you are unsure of whether or not you are eligible to take 

part in the programme. As there is a maximum of 24 places for the 

intervention, we will use a random selection method to ensure that 

allocation to the intervention is prioritised. All other participants will be 

Who CANNOT Take Part in the Programme? 

- Because this intervention is designed to address the common, day to day stresses 

of Type 2 diabetes, we unfortunately would not be able to help individuals who 

are experiencing serious mental health issues which are not related to their 

diabetes. 

- We would also recommend that persons with Type 2 diabetes and partners who 

are experiencing serious relationship issues do not take part, as participation in the 

programme may elicit some feelings and thoughts that may increase relationship 

tension. 

Who CAN Take Part in the Programme? 

- Individuals who have a diagnosis of Type 2 diabetes who have completed the 

DESMOND programme, along with their partners (if living with someone). 

- Individuals who are struggling to cope with their diabetes self-care, and with the 

stresses of living with Type 2 diabetes 
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allocated to a waiting-list/ control group (please see section: ‘What if I don’t 

receive a place on the programme?’) 

What will I be asked to do and how long will it take? 

+NOW:  As part of your participation in our research, we would also ask you 

and your partner (if living with someone) to complete a questionnaire now 

(before the programme); 1-2 months from now (after the programme); and 

around 4-5 months from now (a period of time after the programme). This is 

so that we can understand what it is like for you and your partner to live with 

diabetes before and after attending the programme. 

In the questionnaires we will ask you about things like your worries about 

diabetes, how you cope with diabetes on a day to day basis, and whether you 

feel supported with diabetes self-care. The reason we are asking you to 

complete 

+DURING THE PROGRAMME: If you receive a place on the programme we 

will send you a letter providing you with more detailed information about the 

programme in relation to time and location.  

The programme will be delivered to groups of people with Type 2 diabetes 

(and partners if they are attending) in one day, it will be 6 hours in total, and 

it will be facilitated by a clinical psychologist (who specialises in diabetes) and 

another diabetes healthcare professional. The location of the programme will 

be somewhere which has good car parking or bus access, disability access, 

and we will provide a light lunch and refreshments. There will be three 

breaks during the programme to facilitate this.  

During the programme you will explore which aspects of living with Type 2 

diabetes are most challenging for you; hear from others’ living with Type 2 

diabetes and partners who share similar struggles; learn about how others 

can support you with diabetes; and learn about how to create personal 

action plans to help you overcome the biggest challenges in diabetes self-

management.  
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What do I do if I don’t want to take part? 

Nothing. Put this letter to one side and we will not contact you again after 

this. 

How long do I have to register my interest in attending the programme and 

how can I post the forms provided? 

If you are interested in taking part we would ask you to try to sign and return 

the consent form(s) and questionnaire(s) within a week of this letter being 

sent to you.  Enclosed in the research information pack is a freepost envelope 

which you can return your consent forms and questionnaires in. No stamps 

are required. 

What if I don’t receive a place on the programme? 

There will be a maximum number of places available on the programme; 

however if you do not receive a place, we will be put your name on a 

waiting-list. This means that if anyone drops out of the programme before it 

begins, we can contact you to invite you to take the available place. If you do 

not receive a place on the programme we would still like you to help with our 

study by completing some questions when we contact you about a place on 

programme and completing a questionnaire at two future points in time over 

the next 5-6 months (in around 1-2 months from now, and again in around 4-

5 months from now). We would only ever contact you again on these two 

future occasions.   

Alternatively if you do not wish to attend the programme but wish to 

complete the questionnaires, please respond to use stating this. 

Are there any risks of taking part in any aspect of this research? 

Some of the questions included in the questionnaires are about sensitive 

topics and ask about personal feelings, which might make you feel a little 

uncomfortable. Also during the programme we will ask you about what is 

most challenging about living with Type 2 diabetes, and will be talking about 

difficult thoughts and feelings that make managing diabetes tough. Whilst we 
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do not envisage that such questions or conversations will cause undue 

distress we have provided some contact numbers and website links, and the 

facilitators will be available during and after the programme, just in case you 

feel you would like to speak to someone. 

It is important you know that taking part in this study will have no impact at 

all on the treatment and diabetes care you currently receive. 

Are there any benefits of taking part in the programme? 

We hope that from taking part in the programme that we are able to help 

individuals with Type 2 diabetes and their partners feel better able to cope 

with the worries and stresses of living with Type 2 diabetes; to feel less 

overwhelmed by diabetes; and to feel more confident and satisfied with how 

they are managing diabetes. 

How will we keep your details private and confidential? 

All of the information you provide us during the programme and in the 

questionnaires, will remain completely confidential and strictly within the 

control of research team. We will give you an anonymous code in the place of 

your name when entering any information provided into our computer 

database, and the consent forms with your name shown will be stored in a 

locked cabinet (accessible only by the research team).  

After the research study is complete, these consent forms will be destroyed. 

All information you provide in the questionnaires will be anonymous and will 

be stored on a secure computer data programme in a locked office. 

What if I have any questions or complaints? 

If you would like to ask any member of the research team anything at all 

about the project, for example if you wish to be informed of the results, or if 

you need any support with completing the questions, we have included our 

contact numbers and an email address at the bottom of this page. You can 

also contact us should you wish to withdraw from the programme before 

attending it, or to have any information provided in the questionnaires 



298 

 

removed from our database even after attending the programme - this is no 

problem.  

Please note however that we cannot remove any questionnaire data after 

1/08/2017 because by then all the data will have been analysed. Please hold 

on to this information sheet for future reference. 

If you have a concern about any aspect of this study, you can speak with the 

Chief Investigator, Dr Martin Dempster (email and landline listed below).  If 

you remain unhappy and wish to make a formal complaint you may do so by 

contacting the Belfast Heath and Social Care Trust’s Complaints Department. 

You can contact them at Complaints Department, Musgrave Park Hospital, 

McKinney House, 6th Floor, Stockman's Lane, Belfast BT9 7JB. Telephone: 

(028) 9504 8000, Email: complaints@belfasttrust.hscni.net. 

We would like to thank you for taking the time to read this. 

Support Links: 

 Diabetes UK Northern Ireland: 02890 666646 

 careline@diabetes.org.uk 

 www.diabetessupport.co.uk 

Research team contacts: 

 Emma Berry: eberry05@qub.ac.uk  

 Dr Mark Davies: Mark.Davies@belfasttrust.hscni.net 

 Dr Martin Dempster: m.dempster@qub.ac.uk,  
 

Research Team Landline: +44 (0)28 9097 5547 

Research Team Postal Address: 
School of Psychology, Queen's University Belfast 
18-30 Malone Road 
David Keir Building 
Belfast 
BT9 5BN 
 

mailto:careline@diabetes.org.uk
http://www.diabetessupport.co.uk/
mailto:eberry05@qub.ac.uk
mailto:Mark.Davies@belfasttrust.hscni.net
mailto:m.dempster@qub.ac.uk
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Appendix 7.3: Participant consent form (page 155) 

 

Participant Consent Form     

 

Tangled-Up in Type 2 Diabetes: A programme for people with Type 2 diabetes and 

their partners 
 

Name: ................................................................................................. 

Address: .......................................................................................................................                                                                                                                                         
                                                                                                                                                                    Initial 

1. I agree to participate in this research.               ..... 
 

2. This agreement is of my own free will.                                                            ….    
 

3. I have been given information regarding the aims of the   

 research and have been given the researcher‘s name and contact                   ….. 

 details if I require further information. 
 

4. I have the opportunity to ask any questions about the study.                           …. 
                                       

5. I realise that I may withdraw from the study at any time, without  

 having to give a reason and without suffering any adverse            

 consequences.                                                                                                   …. 
 

6. I am aware that even after participating, I can decide to withdraw 

 my data up until the time specified on the Participant                …. 

 Information Sheet. 
 

7. I understand that all personal information provided by myself   

will remain confidential and no information that identifies me will be                 …. 

made publically available.                                                                                

 

8. I understand the study is being conducted by researchers from  

Queen‘s University Belfast and that my personal information will be  

held securely on University premises and handled in accordance              

with the provisions of the Data Protection Act 1998.‘                                          …. 
  

Signed: ............................................... Date: ....................... (by participant) 

 

Print name: ............................................................................................ 

 

Signed: .............................................. Date: ........................ (on behalf of researchers) 

 

Print Name: ........................................................................................... 
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Appendix 7.4: Person with Type 2 diabetes questionnaire (page 157) 

 

                                                                                                                                                                                  

 

 

 

Tangled-Up in Type 2 Diabetes: A programme for 
people with Type 2 diabetes and their partners 

 

 
Questionnaire Scales for ‘PERSON WITH 

DIABETES’ 
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1) About YOU: Part One (demographic information) published  
Please answer each of the following questions by filling in the blanks 
with the correct answers or by choosing the single best answer. 
 
Q1. Age: __ __ years old 
 
 
Q2. Birth date: __ __ /__ __ /__ __ 
        (Month / Day  /  Year) 
 
 
Q3. Sex:   Male   Female     Other 
 
 
Q4.  What is your ethnic origin/race? (check one box) 
 

 1 White 

 2 Irish Traveller 

 3 Mixed/Multiple ethnic groups 

 4 Asian/Asian British 

 5 Black/African/Caribbean/Black British 

 6 Arabic 

 7 Other _______________ 
 

 
Q5. Do you currently live with someone? (e.g. partner/ spouse, friend, 
family member) 
 
           No   Yes 
 
 
Q6. How would you describe your relationship with the person you live 
with? 
          
          1    Partner/ Spouse 
          2      Friend 
          3      Relative/ Family member 
          4     Carer 
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Q7. What year or age were you first told you had diabetes?  (Please 
enter the year or age)  __ __ __ __ 
 
Q8. Are you currently taking part in another research project/ study? If 
yes what type of study? (if you are comfortable answering this) 
 

No   Yes ________________________________________ 
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2) About YOU: Part Two (medical information) 
 
Q1.  Do you take any medication for your diabetes? 
           
          No   Yes 
 
Q2. Do you use Insulin?  
           
          No   Yes 
 
Q3. Have you experienced any diabetes related complications 

involving hospital admission/ treatment? 

          No   Yes 

Q4. What was your most recent HbA1c result? (The measure of long-

term blood glucose which you would normally receive from your GP/ 

Doctor):_____________________________  

 

**Note: If do not have your latest HbA1c result and do not wish to 

contact your doctor to retrieve this result; a member of the research 

team (Emma Berry) can retrieve this on your behalf. If you would like 

us to retrieve this result on your behalf please sign and fill in the below: 

I _______________________/_____________________(printed name 

& signature) consent for Emma Berry to contact my GP, 

______________________(name of GP) at 

_________________________(name of practice) to access my most 

recent HbA1c result for the purpose of the study: ―Tangled-Up in Type 

2 Diabetes: A programme for people with Type 2 diabetes and their 

partners”. 

 

Q5. Do you have a diagnosis of any other type of chronic illness(es)? 

(Please state   what this is/ these are if you feel comfortable to do so). 

          No   Yes     __________________________ 
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Q6. Do you have a diagnosis of a mental health condition(s)? (Please 

state what this is/ these are if you feel comfortable to do so). 

          No   Yes _____________________________ 
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3) Diabetes-related Distress Scale- 17. In this section we want to 

know how much diabetes is a problem for you. 

Instructions: Listed opposite are 17 potential problems that people with 
diabetes may experience. Consider the degree to which each of the items 
may have distressed or bothered you DURING THE PAST MONTH and 
circle the appropriate number. If you feel that a particular item is not a 
bother or a problem for you, you would circle ―1.‖ If it is very bothersome to 
you, you might circle ―6.‖ 

 Not a 
Problem 

Slight 
Problem 

Moderate 
Problem 

Somewhat 
Serious 
Problem 

A serious 
Problem 

A Very 
Serious 
Problem 

1) Feeling that my 
doctor doesn't know 
enough about 
diabetes and 
diabetes care. 

1 2 3 4 5 6 

2) Feeling that 
diabetes is taking up 
too much of my 
mental and physical 
energy every day. 

1 2 3 4 5 6 

3) Not feeling 
confident in my day-
to-day ability to 
manage diabetes. 

1 2 3 4 5 6 

4) Feeling angry, 
scared &/ or 
depressed when I 
think about living 
with diabetes. 

1 2 3 4 5 6 

5) Feeling that my 
doctor doesn't give 
me clear enough 
directions on how to 
manage my 
diabetes. 

1 2 3 4 5 6 

6) Feeling that I am 
not testing my blood 
sugars frequently 
enough. 

1 2 3 4 5 6 

7) Feeling that I will 
end up with serious 
long-term 
complications, no 
matter what I do. 

1 2 3 4 5 6 
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8) Feeling that I am 
often failing with my 
diabetes routine. 

1 2 3 4 5 6 

9) Feeling that 
friends or family are 
not supportive 
enough of self-care 
efforts  

1 2 3 4 5 6 

10) Feeling that 
diabetes controls my 
life. 

1 2 3 4 5 6 

11) Feeling that my 
doctor doesn't take 
my concerns 
seriously enough. 

1 2 3 4 5 6 

12) Feeling that I am 
not sticking closely 
enough to a good 
meal plan. 

1 2 3 4 5 6 

13) Feeling that 
friends or family 
don't appreciate 
how difficult living 
with diabetes can 
be. 

1 2 3 4 5 6 

14) Feeling 
overwhelmed by the 
demands of living 
with diabetes. 

1 2 3 4 5 6 

15) Feeling that I 
don't have a doctor 
who I can see 
regularly enough 
about my diabetes. 

1 2 3 4 5 6 

16) Not feeling 
motivated to keep 
up my diabetes self-
management. 

1 2 3 4 5 6 

17) Feeling that 
friends or family 
don't give me the 
emotional support 
that I would like. 

1 2 3 4 5 6 
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4) About Your RELATIONSHIP (Revised Dyadic Adjustment 

Scale) 

In many relationships there are disagreements over certain things. This section 

is about how much you and your partner/ family member agree or disagree 

on certain matters. Circle the most appropriate response. If you live alone 

you do not have to complete this section.  

      

  Almost Occa- Fre- Almost 
  

  

                                        Always  Always sionally quently Always Always 

  

                                     Agree Agree Agree Disagree Disagree Disagree 

1. Religious matters 5 4 3 2 1 0 

2. Demonstrations of 5 4 3 2 1 0 

  

affection 
            

3. 
 
Making major decisions 5 4 3 2 1 0 

4. Sex relations 5 4 3 2 1 0 

5. Conventionality (correct             5 4 3 2 1 0 

  

or proper behaviour) 
            

6. Career decisions     5 4 3 2 1 0 

  

 

    

 
 

      

    

   
 Most of 

More 
often Occa- 

    

  

                               All The Time 
     the 
time than not sionally Rarely Never 

7. How often do you discuss 
          

  

or have you considered 0 1 2 3 4 5 

  

divorce, separation, or 
            

  

terminating your 
            

  

relationship 
            

8. How often do you and 0 1 2 3 4 5 

  

your partner quarrel? 
            

9. 
                               o Do you  
Do you ever regret that 0 1 2 3 4 5 

  

you married/ or lived 
            

  

together)? 
            

10. How often do you and 0 1 2 3 4 5 

  

your partner ―get on each 
            

  

other‘s nerves‖? 
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All Most of More often Occa- 
  

  

the 
time the time than not 

sionall
y    Never 

 
 
11. Do you and your partner 

          

engage in outside interests 4 3 2 1 0 

together? 
          

  

 

 

 

 

 

 

 

 

 

 

 

 

 
 
 
How often would you say the following events occur between you 
and your partner? 

    

      

 
Less than Once or Once or 

    

      

once a twice a twice a 
Once 

a More 

    

Never month month week day often 

12. Have a stimulating 0 1 2 3 4 5 

  

exchange of ideas 
            

13. Work together on a 0 1 2 3 4 5 

  

project 
            

14. Calmly discuss 0 1 2 3 4 5 

  

something 
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5) Thoughts and beliefs about diabetes self-care 

 (Diabetes Empowerment Scale-Short Form (DES-SF)) 
 

Check the box that gives the best answer for you.  
 

In general, I believe that I: 

 

     

1. ...know what part(s) of 

taking care of my diabetes 

that I am dissatisfied with. 

 

1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 
4 

Somewhat 

Agree 

5 

Strongly 

Agree 

 

 2. …am able to turn my diabetes 

goals into a workable plan. 
1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 

4 

Somewhat 

Agree 

5 

Strongly 

Agree 

 

 3.  ...can try out different ways 

of overcoming barriers to my 

diabetes goals. 

 

1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 

4 

Somewhat 

Agree 

5 

Strongly 

Agree 

 

4.  ...can find ways to feel better 

about having diabetes. 
1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 

4 

Somewhat 

Agree 

5 

Strongly 

Agree 

 

5.  ...know the positive ways I 

cope with diabetes-related 

stress. 

1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 

4 

Somewhat 

Agree 

5 

Strongly 

Agree 

 

 6.  ...can ask for support for 

having and caring for my 

diabetes when I need it. 

1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 

4 

Somewhat 

Agree 

5 

Strongly 

Agree 

 

7.  ...know what helps me stay 

motivated to care for my 

diabetes. 

1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 

4 

Somewhat 

Agree 

5 

Strongly 

Agree 

 

8.  ...know enough about myself 

as a person to make diabetes 

care choices that are right for 

me. 

1 

Strongly 

Disagree 

2 

Somewhat 

Disagree 

3 

Neutral 

4 

Somewhat 

Agree 

5 

Strongly 

Agree 
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6) Thoughts and beliefs about your diabetes 
 

For the following questions, please circle the number that best describes 

your views about diabetes: 
 

   How much does diabetes affect your life?      

 0 1 2 3 4 5 6 7 8 9 10 
 no affect          severely 

 at all          affects my life 
            

  How long do you think diabetes will continue?     

 0 1 2 3 4 5 6 7 8 9 10 
 a very          forever 

 short time           
     

 

How much control do you feel you have over 
diabetes?    

 0 1 2 3 4 5 6 7 8 9 10 

 absolutely          
extreme 
amount 

 no control          of control 
            

 How much do you think your treatment helps your diabetes?   

 0 1 2 3 4 5 6 7 8 9 10 
 not at all          extremely 

           helpful 
    

 How much do you experience symptoms from your diabetes?   

 0 1 2 3 4 5 6 7 8 9 10 
 no symptoms         many severe 

 at all          symptoms 
            

 How concerned are you about diabetes?      

 0 1 2 3 4 5 6 7 8 9 10 
 not at all          extremely 

 concerned          concerned 
      

 How well do you feel you understand diabetes?     

 0 1 2 3 4 5 6 7 8 9 10 
 don't understand         understand 

 at all          very clearly 
            

How much does diabetes affect you emotionally? (e.g. does it make you angry, 

scared, upset or depressed? 
 

0 1 2 3 4 5 6 7 8 9 10 
not at all          extremely 
affected          affected 

emotionally         emotionally 
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Please list in rank-order the three most important factors that you believe 

caused your illness. The most important causes for me:- 
 

1. __________________________________ 
 

2. __________________________________ 
 

3.  __________________________________ 
 
 
 
 
 

 

      END OF PERSON WITH TYPE 2 DIABETES QUESTION SCALES 
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Appendix 7.5: Partner questionnaire (page 157) 

 

                                                                         

 

 
 
 

Tangled-Up in Type 2 Diabetes: A programme for 
people with Type 2 diabetes and their partners 

 

 
 
     Questionnaire Scales for ‘PARTNERS’ 
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1) About YOU: Part One (demographic information) 
 
Please answer each of the following questions by filling in the blanks 
with the correct answers or by choosing the single best answer. 
 
Q1. Age: __ __ years old 
 
 
Q2. Birth date: __ __ /__ __ /__ __ 
        (Month / Day  /  Year) 
 
 
Q3. Sex:   Male   Female     Other 
 
 
Q4.  What is your ethnic origin/race? (check one box) 
 

 1 White 

 2 Irish Traveller 

 3 Mixed/Multiple ethnic groups 

 4 Asian/Asian British 

 5 Black/African/Caribbean/Black British 

 6 Arabic 

 7 Other _______________ 
 

 
Q5. Are you currently taking part in another research project/ study? If 
yes what type of study? (if you are comfortable answering this) 
 

No   Yes 
____________________________________________ 
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2) About YOU: Part Two (medical information) 
 
Q1. Do you have a diagnosis of Type 1 or Type 2 diabetes?                        
   
          No        Yes 
 

Q2. Do you have a diagnosis of any other type of chronic illness(es)? 

(Please state   what this is/ these are if you feel comfortable to do so). 

          No                Yes ___________________________ 

Q3. Do you have a diagnosis of a mental health condition(s)? (Please 

state   what this is/ these are if you feel comfortable to do so). 

          No        Yes ___________________________ 
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3) Diabetes Distress Scale for Partners: The following questions ask 

about how you have been feeling as a partner of someone with diabetes (by 

partner we mean a spouse, living partner, or family member).  For each item, 

circle the number that gives the best answer for you.  Please provide an 

answer for each question. 

 

During the past month, I have been: 
 

 
Not 

at all 

A 

little 
Somewhat 

A 

lot 

A great 

deal 

1.   Worrying about my partner‘s 

       low blood sugars.   
0 1 2 3 4 

2.   Feeling unclear about exactly    how much I 

should be involved in managing my partner‘s 

diabetes.   

0 1 2 3 4 

3.    Frustrated that my partner shuts me out of 

his/her diabetes.  
0  1  2 3 4 

4.   Feeling that my partner doesn‘t try hard 

enough to manage his/her diabetes. 
0 1 2 3 4 

5.   Feeling overwhelmed by the constant demands 

of my partner‘s diabetes.  
0 1 2 3 4 

6.   Worrying that don‘t know how to best help my 

partner manage diabetes.   
0 1 2 3 4 

7.   Feeling that I stay silent about my partner's 

diabetes more than I really should.   
0 1 2 3 4 

8.   Feeling that diabetes is taking up too much of 

my mental and physical energy every day. 
0 1 2 3 4 

9.   Feeling that no one notices that diabetes is hard 

on me, not just on my partner.   
0 1 2 3 4 
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10. Frustrated that the more I try to help my 

partner manage his/her diabetes, the worse 

things get between us. 

0 1 2 3 4 

11. Feeling guilty about not doing enough to help 

my partner with diabetes. 
0 1 2 3 4 

12. Frustrated that I can‘t get my partner to 
improve his/her attitude about diabetes.  

0 1 2 3 4 

13. Worrying that I am failing to help my partner 

manage diabetes more successfully. 
0 1 2 3 4 

14. Feeling that trying to help my partner with 

his/her diabetes is always a battle.  
0 1 2 3 4 

15. Frustrated because my partner ignores my 

suggestions about diabetes.   
0 1 2 3 4 

16. Frustrated that diabetes often interrupts our 

plans. 
0 1 2 3 4 

17. Worrying about my partner‘s low blood sugars 

when he/she is sleeping. 
0 1 2 3 4 

18. Worrying about my partner‘s driving because 

of possible low blood sugars. 
0 1 2 3 4 

19. Worrying about leaving my partner alone 

because of the possible danger of low blood 

sugars 

0 1 2 3 4 

20. Concerned that my partner and I are not 

working well together when it comes to 

diabetes. 

0 1 2 3 4 

21. Feeling that I never get a break from worrying 

about my partner‘s diabetes. 
0 1 2 3 4 
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4) Thoughts and beliefs about your partner’s diabetes. 

For the following questions, please circle the number that best describes your 

partner‟s views about diabetes (from your perspective): 
 

 

How much does diabetes affect your 
partners life?      

 0 1 2 3 4 5 6 7 8 9 10 
 no affect          severely 

 at all          
affects his/her 
life 

            

 

How long do you think your partner’s diabetes 
will continue?     

 0 1 2 3 4 5 6 7 8 9 10 
 a very          forever 

 short time           
     

 

How much control do you feel your partner has over 
his/her diabetes?    

 0 1 2 3 4 5 6 7 8 9 10 

 absolutely          
extreme 
amount 

 no control          of control 
            

 

How much do you think your partner’s treatment helps 
his/ her diabetes?   

 0 1 2 3 4 5 6 7 8 9 10 
 not at all          extremely 

           helpful 
    

 
How much does your partner experience symptoms from his/ 
her diabetes?   

 0 1 2 3 4 5 6 7 8 9 10 
 no symptoms         many severe 

 at all          symptoms 
            

 

How concerned is your partner about 
diabetes?      

 0 1 2 3 4 5 6 7 8 9 10 
 not at all          extremely 

 concerned          concerned 
      

 

How well do you feel your partner understands 
their diabetes?     

 0 1 2 3 4 5 6 7 8 9 10 
 Doesn‘t understand         understands 

 at all          very clearly 
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[Table continued] 

 

How much does diabetes affect your partner emotionally?  (e.g. does it 

make them angry, scared, worried, upset or depressed?) 
 

    0 1 2    3   4  5 6 7 8 9    10 
not at all          extremely 
affected          affected 

emotionally         emotionally 
 

 

 

Please list in rank-order the three most important factors that you believe 

caused your partners diabetes. The most important causes for me:- 
 

1. __________________________________ 
 

2. __________________________________ 
 

3.  __________________________________ 

 

 

 
                        END OF PARTNER QUESTION SCALES 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



319 

 

Appendix 7.6: Programme evaluation survey (page 159) 

 

 Person with Type 2 diabetes  (tick as appropriate) 

 Accompanying partner   

 

EVALUATION OF THE PROGRAMME. We would like you to answer some questions 

about what you thought of the programme, and if you have any thoughts on what we might 

improve or change. For the first 6 questions please rate on a scale of 1 to 5, answer yes or no 

for questions 7 and 8, and write in the comment box for questions 9 and 10:  

 

5= ‗completely satisfied‘; 4= ‗satisfied‘; 3= ‗neutral‘; 2= ‗unsatisfied‘; 1= ‗not at all 

satisfied‘. 

 

1. Programme Content                            

 
2. Facilitator Effectiveness 
 

3. Group Environment 

 

4. Length of the Programme 

 

5. Location of Programme 

 

 

6. Time of Day 

 

 

 

7. Was this programme what you expected?                        No                              Yes 

 

8. Would you recommend this programme to others?         No                               Yes 

 

9. What was most helpful and/or most unhelpful about the programme? 

 

 

 

 

 

 

 

 

10. Do you have any suggestions about how we might improve this programme? 

 
 

 

 

 

 

 

 

5 4 3 2 1 

5 4 3 2 1 

5 4 3 2 1 

5  4 3 2 1 

5 4 3 2 1 

5 4 3 2 1 
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Appendix 7.7: Follow-up telephone interview schedule (page 159) 

 

1. Did you find the group helpful/ useful? 

2. (If YES) what was the main thing that worked for you? (If NO) what did not work for 

you? 

3. Have you noticed any changes in how you feel about or manage diabetes since attending? 

What do you think facilitated this change(s)?  

4. Did you think there was anything missing from the programme or anything you would 

have preferred a bit more of? 

5. Was there anything off-putting about taking part? Or in the way we invited you to take 

part? 

6. What did you think about the structure or content of the group compared to DESMOND? 
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Appendix 7.8: Participant debrief sheet (page 157) 

 

Debrief Letter for Queen’s Study  

 

Tangled-Up in Type 2 Diabetes: A programme for people with Type 2 diabetes and their 

partners 

Dear Sir/ Madam, 

We would like to thank you for taking part in the programme today and 

providing useful feedback which will inform the future development of the 

programme. We hope that this will contribute to the improvement of support 

for people living with Type 2 diabetes and their partners. We also greatly 

appreciate your participation in completing the questionnaires. 

If anything discussed during the programme made you feel uncomfortable of 

distressed, we would strongly suggest speaking to a programme facilitator 

before leaving the site, or alternatively to use some of the support lines 

provided at the bottom of this page or to speak to your GP or diabetes health 

professional about any concerns raised. 

If you wish to contact a member of the research team with any questions, 

please feel free to do so using the contact details provided. 

Thank you very much for taking the time to read this. 

Yours sincerely, 

Emma Berry. 

Research team contacts: 

 Emma Berry: eberry05@qub.ac.uk  

 Dr Martin Dempster: m.dempster@qub.ac.uk,  

 Dr Mark Davies: Mark.Davies@belfasttrust.hscni.net 

Research Team Landline: +44 (0)28 9097 5547 
Research Team Postal Address: 
School of Psychology, Queen's University Belfast 
18-30 Malone Road, David Keir Building, Belfast, BT9 5BN 

mailto:eberry05@qub.ac.uk
mailto:m.dempster@qub.ac.uk
mailto:Mark.Davies@belfasttrust.hscni.net
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Appendix 7.9: Nonresponse follow-up survey (page 161) 

   
                                             
 
 

We recently invited you to take part in a study called “Tangled-Up in Type 2 
Diabetes: A programme for people with Type 2 diabetes and their partners‖. It 
would be very helpful for us to understand the reasons you did not want to or felt 
unable to take part.  
 
We would be grateful if you would complete and return this anonymous and 
confidential questionnaire. A FREEPOST (no stamp required) envelope is enclosed. 
Please be assured that we will not contact you again after this. If you have 
already contacted us by phone / post / email about not taking part please disregard 
this letter. 
 
Yours sincerely 
 
Emma Berry [Email: eberry05@qub.ac.uk or Landline: +44(0)28 90 975547]. 
 
Tick the statements below that best describe the main reasons for not taking part 
in the study. Return in the Freepost envelope enclosed.  
 

I chose not to take part because……  Tick 

I wasn‘t given enough information about the study  

I didn‘t understand what the study was about  

The name of the study “Tangled-up in Type 2 diabetes…” put 
me off 

 

It would have taken too long to fill in the questionnaires  

I felt uncomfortable with what I was being asked about in the 
questionnaires 

 

I didn‘t enjoy the diabetes education group (e.g. DESMOND) I 
attended previously  

 

I don‘t  feel I need to attend a group about emotional issues 
associated with living with diabetes 

 

I didn‘t want to attend a group that lasted all day  

The idea of inviting partners or other family members put me off  

The programme did not sound interesting or useful  

I meant to fill in the questionnaires but forgot or didn‘t get around 
to it 

 

Other reason (Please state if comfortable to do so): 
 

 

 

mailto:eberry05@qub.ac.uk

