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ABSTRACT

Objective: Social support is key in improving the care and
self-management of people living with Type 2 Diabetes (T2DM).
Despite the benefits of social support, limited research has explored
the experiences of family members acting as caregivers for those
living with T2DM.

Design: This qualitative study explored the pressures, attitudes,
and views of immediate family caregivers supporting a relative’s
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self-management of T2DM.

Methods: Five online semi-structured interviews were conducted
with caregivers and analyzed using Interpretative Phenomenological
Analysis. Results: This analysis presents two superordinate themes:
Values within caregivers and Support for the Supporters.
Participants shared stories of coping and resilience in adopting a
duty of care to support their family members. However, they also
highlighted a lack of support from healthcare professionals, increas-
ing feelings of personal responsibility and loneliness when caring
for their family, including further pressures during the UK COVID-
19 lockdown periods. Although caregivers do not have T2DM
themselves, the burdens of supporting can have detrimental
effects on the psychological health of these individuals.
Conclusion: Healthcare professionals should consider the needs of
caregivers, specifically improving psychological health and increas-
ing understanding of T2DM, which may also improve health-re-
lated outcomes for the person living with T2DM.

Introduction

Social support is defined as a psychological sense of belonging and acceptance, which
increases people’s ability to cope better with stressful situations, and often refers to a
person’s social network, including family and friends (van Dam et al., 2005). The World
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Health Organization (WHO) states that for adequate care provision for chronic health
conditions, the individual with type-2 diabetes (T2DM) and their family must play an
active role (World Health Organisation, 2002). Therefore, interventions incorporating
families into healthcare activities have positively impacted patients’ self-management,
such as those living with T2DM (Baig et al.,, 2015; Felix et al., 2019; Withidpanyawong
et al, 2019). Overall, evidence suggests that engaging family caregivers in the treatment
of patients with T2DM improves self-management effectiveness and the patient’s health
(Chan et al.,, 2020; Rajkumar, 2020). Social support has been associated with reduced
psychosocial symptomatology, better adaption of beneficial lifestyle activities (Strom &
Egede, 2012) and greater glycaemic control (Stopford et al., 2013). However, the type
of family member providing support could depict the type of care the person with
T2DM receives, specifically married partners often share the same habits and lifestyle
and view illness-related distress collectively as ‘ours’ instead of ‘yours’ or ‘mine, and
therefore family members often join together in T2DM management efforts (Seidel
et al,, 2012). In addition, the quality of care can also be affected by the gender of the
supporter; for example, female spouse caregivers, compared to male caregivers, imple-
ment specific care in dietary-related support, a key aspect of diabetes management
(Sandberg et al., 2006). Observational studies (Albanese et al., 2019) have further shown
that women patients with male spouses have reported receiving little overall support.
All family memberscan play a key part in supporting patients to take medicines on
time, supervise healthy diets, and encourage physical activity (Gu et al., 2017), and
social supporters can buffer the impact of negative psychological consequences related
to the disease (Onu et al., 2022; Ramkisson et al., 2017).

Although social support in long-term conditions is increasingly perceived to be a
cornerstone to care, these individuals are largely unrecognized members of the
healthcare team (Griffin et al., 2012; Nucera, 2016). Furthermore, providing care for
extended periods can negatively impact a caregiver’s health (Conde-Sala et al.,, 2010;
Figueiredo, 2017; Pearlin et al., 1990). In relation to T2DM, the limited evidence
examining the psychological burden of support on caregivers suggests that the effects
of caregiving can result in higher rates of depression, poorer quality of life (Anaforoglu
et al,, 2012), and increases in stress over time (Costa et al., 2018). Moreover, caregiver
stress can be further intensified by factors such as the type of family relationship
between the caregiver and person with T2DM, the amount of care the person requires,
and the individual’s cognitive processes evaluating the condition and coping (Schulz
& Eden, 2016). In addition, it is noteworthy that although interventions examining
family functioning show promising results, many interventions lack information about
how family members support self-management behaviours (Pamungkas et al.,, 2017).
More knowledge is needed to enhance the potential of the social network to improve
diabetes-related care (Thirsk & Schick-Makaroff, 2021). To our knowledge, although
much qualitative research focuses on the patient’s perspective (Fink et al.,, 2019;
Hernandez et al., 2020; van Smoorenburg et al., 2019), there is limited evidence
examining in-depth accounts of how those offering social support are supported to
assist patients with T2DM and how they are affected by it (Luciani et al., 2021). Thus,
to understand these experiences better is to seek an ‘insider perspective’(Conrad,
1987) and explore the lived experiences of these individuals. During this project, it
was recognized how the current COVID-19 pandemic had affected day-to-day life
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(Haleem et al., 2020), and the impact of the UK lockdown and ongoing COVID mea-
sures have been widespread, impacting both clinical and psychosocial aspects of
those with long-term conditions (Extance, 2020). Further, the social isolation measures
used to combat the spread of COVID-19 have reduced many patients’ access to social
support, with shielding increasing in individuals experiencing general and
diabetes-related distress and loneliness. This, in turn, saw a negative effect on disease
management (Fisher et al., 2020). Thus, investigating the effects of COVID-19 on social
support is imperative for improving the self-management of T2DM as we approach
the end of the pandemic and can also provide all-important knowledge on the
additional pressure caregivers have experienced during this time.

The present study examined the experiences of family who support people diag-
nosed with T2DM. The specific aims were to (a) explore the experiences, attitudes,
and views of caregivers, (b) examine how families are encouraged to support people
with T2DM, and (c) understand any additional pressures or experiences that the
COVID-19 pandemic has had on the support they offer.

Methods
Design

Interpretative phenomenology analysis (IPA) is a qualitative approach allowing par-
ticularly rigorous explorations of subjective experiences and social conditions (Smith,
1996). IPA views individuals as experts on their own experiences who can offer
researchers an understanding of their thoughts, commitments, and feelings, particularly
when every day becomes significant (Reid et al., 2005). Moreover, the method has
been used to explore the experiences of patients living with T2DM (McKenzie et al,,
2016). Thus, IPA was considered the most valuable approach to more deeply under-
standing the experiences of those supporting individuals with T2DM.

Sampling and recruitment

Following ethical approval (Liverpool John Moores University; granted 9t Feb 2021),
participants were recruited through the general population via social media adverts.
Participants were eligible if they were over 18years old and did not have a diagnosis
of diabetes (any type) and were supporting or living with someone else diagnosed
with T2DM. Participants made direct contact with the researcher via email; nine
participants initially engaged in online correspondence, and five agreed to follow up
and participated in an online interview. We conducted this study on a small homo-
geneous sample, suitable for Interpretative Phenomenological Analysis (IPA), focusing
on the role of caregiving in the immediate family, which included three women and
two men. This small sample size aligned with the IPA approach, which aimed to
examine these particular participants’ experiences in-depth (Pietkiewicz & Smith, 2014).

Table 1 shows the participant’s details and relationships with whom they support.
Three participants were spouses, and two cared for a parent of those living with
T2DM. The years of providing support varied between participants, ranging from two
years up to twenty years.
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Table 1. Details of participants and relatives for whom they support.

Participant Gender Relationship to patient Years since T2DM diagnosis
Participant 1 (P1) Female Wife 20years
Participant 2 (P2) Female Daughter 12years

Participant 3 (P3) Male Son 8years

Participant 4 (P4) Female Wife 2years

Participant 5 (P5) Male Husband 10years

Materials and data collection

The study employed semi-structured interviews, conducted between March-May 2021
(Smith et al., 2009). The interview questions were inductive and flexible, allowing
participants to give detailed recognition of their experiences without the researcher
making assumptions. Before the interview, the researcher and participant discussed
their participation and the consent process, followed by a general chat about the
research aims. This discussion was used to settle the interviewee, normalize the pro-
cess of participating in an online research interview and build rapport. The interview
was structured in three parts: Part one asked participants for general information to
understand their position as a caregiver and the person with T2DM whom they sup-
ported. Part two explored their attitudes and experiences. For example: ‘How does
living/supporting someone with T2DM influence daily living at home?’; ‘Please tell me
about your experiences’ Part three asked questions about their role in offering sup-
port, what advice they had received, and if COVID-19 had affected the social support
they offered. For example: ‘What type of support should be offered to the person
with T2DM and for you? Why?, ‘Do you feel any additional pressures when supporting
the individual due to the ongoing COVID-19 pandemic? What has happened?’ Prompts
such as ‘How did this make you feel’ and ‘How did you cope’ were used to enhance
the richness of the responses throughout. Questions were worded following the
participant’s language used, and the flow of the interviews varied, depending on the
individual participant’s responses (Alase, 2017). All interviews were conducted online
and lasted between 30-40min. The digital recordings of the interviews were tran-
scribed verbatim, and original names were replaced with pseudonyms.

Analysis

Data were analyzed using IPA (Smith et al., 2009). Initially, the author (JB) read the
transcripts multiple times, drawing on her thoughts to gain a reflective engagement
with the participant’s accounts. During this process, the researcher made notes relating
to anything within the text that seemed significant or interesting. Subsequently,
coding for meaning, similarities and differences was highlighted on each transcript,
and themes were noted once completed. As IPA follows an idiographic approach
(Smith, 2004), each case was considered singularly for themes before moving to
another. The themes generated at this stage reflected the researcher’s interpretation
and the participant’s original words, and the establishment and reliability of these
themes involved the analytical process of abstraction, polarisation, numeration, and
function (Smith et al,, 2009). Researcher triangulation (Heale & Forbes, 2013) occurred
between authors throughout the analysis and during the write-up of this article,



PSYCHOLOGY & HEALTH e 5

which promoted rigour in the quality of the analysis conducted (Reynolds et al., 2011).
This triangulation included critical reflexivity serving as a mini audit (Smith et al.,
2009) and enhanced transparency. The corresponding author (LN) was a female
Registered Health Psychologist with expertise in qualitative methodology, research
interests, and clinical expertise in diabetes. The second author (JB) was a female
Health Psychologist in Training with research interests in diabetes and cardiovascular
disease and employed as an NHS Well-being Practitioner. The third author (SD) was
a female Registered Health Psychologist with research interests and clinical expertise
in long-term health conditions.

Finally, themes were reviewed and checked for similarities, discrepancies, and pat-
terns before being reorganized to produce superordinate themes. Within the analytical
text, a range of participant quotations are selected to offer a detailed example of a
theme or because the extract portrayed the pattern of a recurrent theme across the
participants; brackets after quotes indicate the participant as referenced in Table 1.
Due to the nature of this qualitative research, in line with legal and ethical approval,
participants of this study did not agree for their full transcripts to be shared publicly,
so supporting data beyond the sample quotation extracts is not feasible.

Results

This analysis presents two superordinate themes:1. Values within caregivers, and 2.
Support for the Supporters, and five subthemes, bringing together the most crucial
data from the participants. Figure 1 depicts how the themes link and inform each other.

Values within caregivers

The overarching theme of ‘Values within caregivers’ consisted of two subthemes: 1.1
Positive-focused Coping, and 1.2 Duty of Care. These subthemes reflect the researcher’s
understanding of the participants’ inherent strengths and coping strategies, which
extend beyond supporting family members with T2DM. Additionally, they encompass
participants’ relationships with their loved ones and their individual challenges.

Positive-focused coping

A common coping mechanism from all participants was the ability to build resilience
through a positive mindset. For example, some participants showed adaptability to their
situation, and others avoided discussing negative emotions. Several participants high-
lighted how the situation could be worse: ‘There are worse diseases than diabetes’ (P2 F).

However, participants found comfort in comparing T2DM to arguably more
life-threatening diseases:

It's not like it was stage 4 cancer, so | thought, OK, this is the problem. How are we going
to fix it...| mean, it's not terminal cancer. (P3 M)

The words emphasize the participant’s bravery towards the situation and strong
eagerness to be a good caregiver, and a desire to normalize the condiion.
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Superordinate Themes Sub-themes

Values within
caregivers

Seeking information and
guidance.

Support for the e Vental Health Challenges

supporters

Feelings of Isolation

Figure 1. Representation of Thematic Analysis

Further, the participant’s view that diabetes can be fixed reinforces the idea that
diabetes is manageable, less severe, and therefore less troublesome than cancer.
Interestingly, participant 3 was the most relaxed when it came to discussing caregiving
and the challenges it causes, and therefore the repetitive downward comparison to
another long-term disease could be his way of justifying his casual attitude, making
him feel better about his father’s ill health, and in turn, feel comfortable with the
idea of providing support. Nonetheless, their positive attitude shows adaptability and
strength towards the situation and highlights the values of compassion and care they
have for their loved one.

Participants also mainted their interpretation of T2DM as an opportunity and
embraced lifestyle change as a positive experience.

We have not changed anything greatly, just healthier. To be honest, | get him to now eat veg-
etables *laughs* you would never have heard of that before. We're just trying to see it as a
fresh start, learn from past mistakes, and trying to take it from a positive point of view (P4 F)

The participant has not always lived such a healthy lifestyle, and the apparent
‘fresh start’ indicated T2DM had a real impact and allowed the supporter to view the
diagnosis as an opportunity and motivation to change. Moreover, the words ‘get him
to now eat vegetables’ emphasize the key role and the participant’s passion for
self-management of her husband’s T2DM. Further, the laughter shows the researcher
that she feels self-satisfied and happy with the improvements she has made for herself
and her husband’s health.



PSYCHOLOGY & HEALTH e 7

Duty of care

This theme explores how participants perceive their role in supporting their family
members with the condition. While all participants showed passion and commitment
towards assisting T2DM self-management, it was evident that those participants who
supported their marital partner showed a greater sense of responsibility to care:

| don't know, erm almost like it was my responsibility to make him feel better, and if |
couldn't, then | failed. It was a hard time, and | feel like | need to be the fixer. He never
puts this pressure on me, by the way, | just don’t know. Perhaps it's in my nature to be
this way; it's what you sign up for in marriage, isn't it (P4 F)

The participant feels responsible for her husband’s health and seems to take a
natural and, what seems, necessary role. Her use of the words ‘failed’ and ‘fixer’
emphasizes her drive to adapt to the situation and suggests that she sometimes feels
concerned that she cannot ease her husband’s discomfort. Further, her idea of what
marriage means is highlighted in the passage; the words ‘sign up’ emphasize the idea
of commitment to being a caregiver and that it is their absolute responsibility to
support their spouse. In addition, there was a sense of uncertainty and frustration as
the words ‘hard time’ portray that the participant recognized the challenges encoun-
tered in her role as caregiver.

| didn't (laugh); no | mean | did, | had to. There are worst diseases than diabetes. | have
to be the strong one to help her through her bad days. It's tough, but | wouldn’t have it
any other way (P2 F)

The participant found it hard to discuss the negative experiences they experienced
and found it necessary to give a positive outlook. Furthermore, the passage gives a
real sense that she navigated herself alone by supporting her mother and had grown
from the challenge. The participant’s emphasis on ‘I had to’ suggests a personal
responsibility towards caring. Furthermore, the choice of language, ‘be the strong
one’ and ‘wouldn’t have it any other way, also suggests resilience which helps the
participant feel efficient and in control of the situation. Additionally, the laughter
implies that she needed to make light of the situation, which helps her feel more
comfortable speaking about her emotions and highlighting the difficulty.

Participants reported feelings of added pressure, not just with supporting the
management of T2DM but in seeing themselves as having to protect their loved one
from catching COVID-19:

It kept me awake at night at first, when we didn't understand entirely what COVID was. |
thought it was a death sentence (P4 F)

Although it was apparent, there was a strong supportive relationship between
caregiver and patient. It was evident that some found it challenging to discuss T2DM
as a family:

We don't necessarily sit there and discuss her condition anymore ...it ends in argu-
ments...l think she thinks that it's her condition and her problem, and sometimes |
don’t say the right thing ....and then it ends in a row, and things and then other
things get thrown in...just other problems...nothing major...so | just don't bring it up
(P5 M)
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A mismatch in understanding and communication has caused friction between the
family members. The use of ‘anymore’ suggests previous conversations about the
self-management of T2DM have not been resolved; it implies that the caregiver wants
to support their partner and provide care, but overall the role of having a shared
responsibility has not been addressed. Further, the long pauses within the passage
emphasize distress over the unwanted barriers between the individual and their spouse.

Support for the supporters

The superordinate theme of ‘Support for the supporters’ comprised three subthemes: 2.1
Seeking information and guidance, 2.2 Mental Health Challenges, and 2.3 Feelings of
Isolation. While participants shared insights into their effective ways of supporting their
family members and their inherent caregiving values, they also acknowledged experi-
encing personal isolation and recognized an amplified requirement for their own support.

Seeking information and guidance

Although participants shared resilience and caregiving abilities, all admitted that
they experienced a lack of understanding of the best support for their family
member with T2DM. The need for expert guidance was strongly apparent in all
interviews, with participants stating they had not received sufficient information
about T2DM as a disease, the self-management involved in this, and how to provide
support best:

The nurses make me feel that not much else can be done; you know, they seem to run
out of ideas (P1 F)

Participants reached out to healthcare providers and, in return, received inadequate
information. The words ‘not much else can be done’ give a sense that the supporter
is close to giving up on the healthcare system regarding her husband'’s health. Further,
the passage also suggests that practitioners lack engagement in caregivers’ needs
and feelings, as the phrase ‘run out of ideas’ emphasizes how isolated and alone the
individual felt in the caregiving process. The struggle for expert advice is also echoed
by Participant 2, who discussed new found practical self-management knowledge,
but this information did not come from a professional source:

That information about cutting out her carbs didn't come from her nurse or anything it
came from a friend, and she only has, | think....one appointment annually...annually it
makes me cross. It's a lifetime condition, and she’s only been seen by a professional once
a year. (P2 F)

The participant felt angry, and there is a sense that this anger stems from the
participant being upset about the apparent disinterest and insufficient information
from professional sources. The repetition of ‘annually’ emphasizes their frustration and
perhaps even desperation for practitioners to be more attentive. Most participants
described similar frustrations:

Yeah, of course...I don’t understand why | didn’t. It doesn't make sense. Surely the people
you live with who see the condition day in day out need just as much information (P3 M)
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Mental health challenges

The psychological stress that comes with managing T2DM was acknowledged, and
participants flagged how more support would be helpful for both the person with
T2DM and his/her supporter:

The importance of mental health has blown up recently, | am sure you know all about
that, but | am not sure if there’s a lot for people with diseases who suffer or people like
me who look after them and sometimes need some guidance, yeah (P5 M)

Participant 5 expresses uncertainty about whether sufficient support or resources
are available specifically for people living with T2DM who suffer from mental health
issues or for caregivers like themselves who require guidance and support.
Specifically the word ‘suffer’ implies that both the loved one with T2DM and the
caregiver have struggled with the psychological stress of T2DM, and both are at
a disadvantage due to insufficient guidance. This lack of support for the psycho-
logical stress of T2DM is further reiterated by Participant 1, who expressed that
the stress of caregiving resulted in her taking antidepressants periodically over the
last 20years:

We're very lucky that we do get on, but erm, | must admit I've ended up on erm ser-
traline (P1 F)

This extract also highlights that the caregivers may suffer from psychological comor-
bidities, suggesting that those in the presence of a patient endure similar negative
consequences for long periods.

Feelings of isolation

Although participants acknowledge that they were the ones supporting a family
member with T2DM, they were very much alone throughout this process:

The hardest part that affected me was finding the time to actually learn about diabetes on my
own. Looking after Mum doesn't affect me at all. She’s my mum, but feeling like you're on your
own when there is meant to be help out there ...that's where the problem lies. (P2 F)

Participant 2 was committed to offering her mother ongoing support but suggested
the extensive time and effort required to understand T2DM has been challenging.
The repetitiveness of similar words, such as ‘on my own’ and ‘feeling like you're on
your own, emphasizes how isolated the participant felt and suggests the little guid-
ance she received from professional sources.

The impact of COVID-19 on feelings of isolation and emotional distress was also
highlighted for participants and their family members:

Well, he keeps getting letters telling him to isolate, and yes, that is really starting to get him
down now, and he’s not seeing the family. It's difficult as it does affect me. He's been really
down because of it all, and of course, | am around it all the time, so seeing him down does
affect me. How could it not? It's just all about taking each day as it comes (P1 F)

The passage reinforces the idea that caregivers suffer significantly from the emo-
tional effects of living with and caring for a patient with a disease. The participant’s
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willingness to admit she has struggled, coupled with the repetition of the words
‘affect me, emphasizes that emotions were heightened due to COVID-19 lockdown
measures. However, it is interesting to note that the participant finished with the
phrase ‘taking each day; also reinforcing the idea that she needs to stay positive in
order to cope further and perhaps implying that COVID-19 is one of the many hurdles
she has faced in caregiving over the last 20years.

Discussion

This study explored how family caregivers played a role in providing social support
to patients with T2DM and focused on their lived experiences, attitudes, and views
in being that supporter. Overall, this research concurs with previous research on the
importance of social support in the self-management of T2DM. However, the findings
also suggest a deeper meaning, highlighting the impact of disease on family mem-
bers who act as social supporters. Specifically, although the participants do not suffer
from T2DM, they have taken on many of the responsibilities and emotions of the
illness. Further, there was a real sense that these individuals were so accustomed to
being supportive that they often felt guilty and reluctant to discuss the negative
impacts the disease has caused. Previous research on spillover effects found that
family members experience emotional and psychological effects from having an ill
relative (Wittenberg et al., 2013).

Moreover, whilst other qualitative research broadly focuses on the importance
of social support, to our knowledge, the present research is one of the first to use
IPA to explore the feelings of social supporters, and the current findings add a
closer analysis of the effects of inadequate knowledge. Lack of information and
professional guidance was highlighted when participants discussed their insight
into the basic requirements of T2DM self-management; they felt that there was a
lack of guidance and support regarding the emotional distress associated with living
with T2DM. The increase in emotional distress and emphasis on personal responsi-
bility is evidenced by the participants expressing loneliness, worry and stress relating
to living with someone with T2DM. The findings further support other long-term
conditions studies, which found that constant anxiety about a patient’s health can
be exhausting for the relatives and result in emotional problems (Garcia-Sanjuan
et al.,, 2019).

This research was conducted during the COVID-19 pandemic, and it was apparent
that participants’ emotions, perceptions and recognition of T2DM were heightened.
In addition to stress, many expressed added pressure, supporting the ongoing
self-management requirements and wanting to protect their family member with
T2DM from a severe infection linked to COVID-19. The present research is one of the
first to explore the feelings of social supporters during the COVID-19 pandemic and
builds upon present literature that found that people of risk groups report higher
levels of fear and worry due to the virus (Bauerle et al., 2020; Forte et al., 2020;
Rajkumar, 2020). Moreover, shielding throughout the COVID-19 pandemic reduced
social contact, and the constant fear of becoming infected psychologically impacted
the well-being of patients and, in turn, impacted the caregiver’s emotional state.
Although much research has focused on patients with T2DM (Mukhtar, 2020), there
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are few investigations on the effects COVID-19 on caregivers. Thus, the results suggest
that further research on the psychological spillover effects the COVID-19 pandemic
has had on caregivers is needed.

As one of the first studies to use an in-depth approach to understand the expe-
riences of T2DM social supporters, it was very apparent that the results indicated that
caregivers’ sense of resilience was an internal protective factor in coping with being
a social supporter. Resilience can be defined as the force that drives a person’s ability
to grow through adversity and upheaval and is also known as the ability to bounce
back and overcome challenges (Rutter, 1985). This ‘bounce back’ mentality was evi-
denced by participants’ need to react positively to the negative and stressful experi-
ences of living with someone with a T2DM diagnosis. Previous evidence on long-term
conditions suggests that recognizing positive aspects in the informal care of patients
can create a sense of meaning for supporters, allowing individuals to gain satisfaction
from it and better adjust to a patient’s illness (Semiatin & O’Connor, 2012). In the
current study, some participants commended how self-management strategies such
as improved diet and exercise positively impacted the patient and the family’s health.

Additionally, it was apparent that resilience helped justify the lack of engagement
from healthcare professionals, as some felt the need to downplay the severity of
diabetes, such as those who repetitively made downward comparisons to cancer.
These findings somewhat reflect Festinger’s Social Comparison Theory (Festinger,
1954), that individuals make social comparisons when there is unpredictability about
an aspect of their life or due to the inadequacy of objective information and thus
again reinforces the idea that caregivers need more guidance and instruction.
Nevertheless, resilience can be seen as a positive psychological process that reduces
the adverse effects of a stressor (Hornor, 2017), and the present study complements
the ever-growing body of evidence on resilience in the context of caregiving (Palacio
et al.,, 2020). The findings emphasized the strong relationships between the patient
and caregiver, and it was evident that those who offered spousal support showed a
stronger duty of care than others (Cash et al., 2019). Nevertheless, it should be noted
that those who shared a filial relationship also expressed great care. The present
research highlighted that all participants viewed being a caregiver as an obligation,
but many seemed to struggle to openly discuss the condition and its impacts as a
family. It was evident that disagreements came from confusion and uncertainty as
participants spoke about how divergent views on managing T2DM led to family
arguments. Previous literature suggests disruptive family behaviour, such as bickering
about diet and exercise regimes, are barriers to a patient’s effective self-management
(Mayberry et al., 2014) and can pose added difficulty for the caregiver (Bertschi
et al., 2021).

Alongside these feelings of responsibility in caregiving for family members, many
felt let down by the support offered by healthcare staff, potentially enhancing this
personal expectation to provide care. Recommendations from the National Institute
for Health and Care Excellence (NICE, 2015) state that structured education to adults
with T2DM and their family members should be offered at the time of diagnosis and
followed by reinforcements and review. However, at no point did these social sup-
porters acknowledge any help to understand their role of being a supporter. All
participants illustrated a desperate need for expert guidance. There were frustrations
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with the lack of knowledge and guidance provided; despite expressing willingness
to attend and engage with the patient’s T2DM appointments or social support guid-
ance, most had never been invited or included. These results are somewhat discour-
aging as it suggests that best practice advice (Felix et al, 2019; Withidpanyawong
et al, 2019) highlighting the importance of interventions that encourage family
involvement in self-management is not being implemented.

Implications for practice and Future research

Future research needs to understand and consider the impact that T2DM has on
families and how adopting a supporter role may impact an individual’s health. This
research suggests that limited knowledge and skills hinder the quality of social sup-
port available and may contribute to increased psychological stress for both the
caregiver and the person living with T2DM. The present findings suggest that the
spillover of disease can cause those providing support to suffer alone, psychologically.
The thoughts, feelings and behaviours of these individuals should be considered by
healthcare and support providers not necessarily just as caregivers but also in their
well-being and day-to-day life. Clinicians offering support to families should also be
aware of caregivers’ reluctance to discuss the psychological burden T2DM has on
themselves and be reassured that the stress and spillover effects they feel should be
accounted for. Diabetes services and health professionals need to review how they
include family members within their education, guidance and review appointments,
and assess how they align to best practice recommendations regarding family inclu-
sion and facilitating social support (NICE, 2015).

Strengths and limitations

IPA is unique to other qualitative methodologies in that it is concerned with the
particular rather than the universal in an experience. Adopting an idiographic approach
facilitated insight into the attitudes and values of T2DM social supporters. In addition,
the nature of IPA allowed rich, in-depth explorations of the lived experiences, and
uniquely, the present study was one of the first to offer an important understanding
of participant perceptions as reflected on during the COVID-19 pandemic. Moreover,
the study demonstrated the need to broaden T2DM health management to include
the caregiver’s needs and further provided valuable results that highlighted the call
for interventions to improve education for healthcare professionals and caregivers.
The recruitment approach for this research utilized an open call to recruit all caregivers
to this study. However, the number of people who came forward to participate was
limited only to family members and may indicate the limited acknowledgement that
caregivers receive in this role (Griffin et al., 2012; Nucera, 2016). As such, following
IPA methodology, this research explored the experiences of a specific homogenous
family sample, and this sample only included people of white ethnicity from Northwest
England. Hence, the findings may not reflect all caregivers’ cultural and demographic
diversity. Further, the rapidly changing situation regarding the COVID-19 pandemic
may not have been fully captured within a single interview with each participant, so
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the fluidity of a carer role may benefit from further longitudinal data. Finally, it is
noteworthy that IPA research applies a double hermeneutic perspective and reflects
the researcher’s understanding and interpretations of the participant’s experiences
(Smith et al., 2009). The researchers acknowledged their personal and professional
experiences offering clinical support, research expertise and their social and cultural
context of the role of caregivers for T2DM. For example, one of the authors reported
a caregiving role to a family member with T2DM; another author acknowledged her
caregiving role to her spouse but not for T2DM. Hence throughout this research
methodology and analysis, the researchers engaged in reflective practice and super-
visory discussions to acknowledge possible (mis)interpretations of data.

Conclusions

The findings contribute to evidence of the experiences of T2DM social supporters.
The detailed and idiographic analysis has provided insight, illuminating some of the
challenges supporters face and demonstrating that limited guidance from healthcare
professionals can negatively affect the quality of life in both caregiver and patient.
The present study found evidence to suggest that more support for caregivers is
imperative for the health and well-being of these individuals, and implementing
interventions that focus on the needs of caregivers will benefit both the patient and
supporter. Moreover, it is recommended that interventions focus on educating and
improving communication between practitioner and caregiver. Additionally, the find-
ings support the use of this qualitative methodology in further understanding the
needs of family members of patients living with T2DM.
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