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Objectives. This study explores the lived experiences of carers of people with Multiple
Sclerosis (MS), specifically in relation to their quality of life (QoL), through the use of
images and narratives, with the aim of gaining a nuanced insight into the complex nature of
Qol in the MS caregiving context.

Design. Real-time qualitative design using the photovoice method.

Methods. Twelve MS carers (aged 30-73 years) took photographs of objects/places/
events that represented enhancement or compromise to their QoL and composed
written narratives for each photograph based on their experiences of caregiving. In total,
126 photographs and their corresponding narratives were analysed using content
analysis.

Results. Seven inter-related themes were identified. MS caregiving-related challenges,
sense of loss (e.g., loss of activities), emotional impact (e.g., feeling lonely), urge to escape,
and sense of anxiety over the unpredictability of MS carer role were discussed in relation
to the negative experiences that compromised their QoL. The themes precious moments
(e.g., time spent with loved ones or hobbies) and helpful support (e.g., family and pets)
encompassed participants’ positive experiences that enhanced their Qol.

Conclusions. Findings demonstrated the multi-faceted and complex nature of MS
caregiver’s QoL and highlighted that although the experiences of MS carers were mostly
negative, there were also some positive aspects to caregiving, that helped enhance carers’
QoL by ameliorating these negative experiences. These findings can be used to inform
support programmes and enhance service provision for MS carers.
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Statement of contribution

What is already known on this subject?
e Caring for someone with MS can be stressful, affecting quality of life negatively.

e There is a lack of operationalization of quality of life in MS caregiving.
e The issues with operationalization hindered the progress of the current research and practice.

What does this study add?

® Qol in MS caregiving is a multidimensional concept encompassing both negative and positive
aspects.
e MS carers experience several unique obstacles, negative events, and emotions.

o Meaningful activities and support can buffer against negative impact of caregiving, enhancing QoL.

Background

Multiple sclerosis (MS) is a chronic neurodegenerative condition that affects approxi-
mately 2.5 million individuals worldwide (MS Trust, 2020). Around 69% of people with MS
receive some form of informal care, for which the amount changes considerably with
increasing levels of disease severity and disability (Maguire & Maguire, 2020; Thompson
et al., 2017). An informal carer is someone who provides voluntary, unpaid support to a
family member, friend or a neighbour suffering from an illness, disability, frailty, or mental
health problem in order to help them with their daily activities (Carers UK, 2019;
Department of Health, 2014). There are approximately 6.5 million carers in the United
Kingdom (Carers UK, 2019) and an estimated 34.3% of the population in Europe providing
informal care (Verbakel, Tamlagsrgnning, Winstone, Fjer, & Eikemo, 2017). Informal
caregiving is provided by spouses in up to 70% of people with MS, with remaining of care
provided by other family members and friends (Maguire & Maguire, 2020).

Informal caregiving provides many benefits to the health and well-being of people with
illness or disability (Alpass, Keeling, Allen, Stevenson, & Stephens, 2017; Jo, Brazil,
Lohfeld, & Willison, 2007). In addition, as carers can relieve pressure and financial burden
on health care services, there are also societal benefits of informal caregiving (National
Academies of Sciences Engineering & Medicine, 2016). In the United Kingdom, the
estimated worth of informal care is £132 billion per year, which is considerably more than
the total spending on the National Health Service in England (Carers UK, Buckner, &
Yeandle, 2015). However, caring for someone with MS can be emotionally and physically
demanding and can lead to considerable stress among carers, negatively affecting their
health and well-being (Topcu, Buchanan, Aubeeluck, & Garip, 2016). Indeed, there is
consistent evidence in the quantitative literature that MS carers’ quality of life (QoL) is
poor (Corry & While, 2009; Opara & Brola, 2017). Previous studies have demonstrated
that high levels of carer burden and anxiety are strongly associated with reduced QoL
(Giordano et al., 2016; Opara & Brola, 2017). Severity of MS symptoms (e.g., impaired
mobility, bladder problems, cognitive impairment, and depression), increased carer
demands, and longer hours of caregiving, are also strong predictors of poor QoL and
psychological well-being in MS carers (Buchanan & Huang, 2011; Giordano et al., 2016;
Gottbergetal., 2014; Katsavos et al., 2017; Labiano-Fontcuberta, Mitchell, Moreno-Garcia,
& Benito-Leon, 2014; Meca-Lallana et al., 2016; van der Hiele et al., 2019).

However, research into the QoL of MS carers has mostly been based on generic
definitions of QoL which have failed to consider disease-specific factors. Indeed, QoLis a
complex concept which is difficult to operationalize (Barcaccia et al., 2013; Rapley,
2003). The lack of adequate operationalization and conceptualization limits our ability to
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form a sound evidence base in explaining the impact of caregiving (Topcu et al., 2016),
obscuring the real effect of interventions. It also makes it difficult to measure MS carers’
QoL to identify those who struggle the most, so that resources can be streamlined
appropriately.

To maintain a good standard of QoL while providing care and to sustain informal care as
an important resource of our health care systems, effective interventions and services are
needed to support carers, as well as tools to identify individuals who may require these
services. However, much still remains to be done to alleviate negative impact of caregiving
on QoL (Topcu et al., 2016). This may partially be related to the lack of a sound evidence
base explaining the key factors related to MS carers’ QoL and the lack of a comprehensive
theoretical framework explaining QoL in MS caregiving. The objective of this exploratory
study, therefore, was to derive a more comprehensive understanding of carers’
experiences, specifically in relation to their QoL, and to identify factors perceived by
informal carers of people with MS as relevant to their QoL. A recent meta-synthesis of
qualitative studies in MS caregiving (Topcu et al., 2016) supported the utility of Lazarus
and Folkman’s (1984) Stress and Coping Model as well as generic caregiving models (e.g.,
Haley, Levine, Brown, & Bartolucci, 1987; Pearlin, Mullan, Semple, & Skaff, 1990) in
explaining caregiving in MS, as these models comprised similar constructs (e.g., stressors
and coping resources). However, these generic models fail to consider some of the
disease-specific factors (e.g., MS-related challenges and unpredictability of MS) which may
be important in explaining MS caregiving experiences.

Qualitative studies are increasingly recognized as an important source of evidence for
person-centred health care research and practice (Hayre & Muller, 2019; Yardley,
Morrison, Bradbury, & Muller, 2015) and are considered important in operationalizing
complex concepts and enhancing theoretical understanding of processes (Craig et al.,
2013). Although there are many qualitative studies examining the experiences of MS
carers (e.g., Gafari, Khoshknab, Nourozi, & Mohamadi, 2017; Golla, Mammeas, Galushko,
Pfaff, & Voltz, 2015; McCurry, 2013; Rollero, 2016), yet none of these have looked
specifically at QoL (Topcu et al., 2016). In particular, there is a lack of research
undertaking participatory approaches that empowers and engages MS carers (Bergold &
Thomas, 2012). Therefore, the aim of our study was to explore the lived experiences of
informal carers of people with MS, specifically in relation to their QoL, through the use of
images and narratives. This may give us a more nuanced insight into the complex nature of
their QoL and help operationalize the definition of QoL in the MS caregiving context. This,
in turn, can provide a better understanding of the factors that can be targeted while
designing interventions to support MS carers. It may also facilitate the development of
reliable and valid disease-specific QoL questionnaires to quantify MS carers’ experiences
of caregiving related to their QoL to identify those who need support.

Methods

Epistemology

We adopted a critical realist stance, which assumes the existence of objective realities
independently of our perceptions, theories, and constructions and recognizes that the
ability to access this in reality is tentative (Harper, 2012; Maxwell, 2012). In line with this,
we assumed that carers’ sense making of their QoL in relation to their caregiving role was
subjective and constructed; however, there is a physical and objective reality to these
caregiving experiences. We also adopted a person-centred approach (Yardley et al., 2015)
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to gain vital insights into MS caregiving from the perspective and psychosocial context of
the MS carers.

Design

In order to provide an in-depth exploration of factors salient to the QoL of informal carers
of people with MS, the photovoice method was employed due to its potential for offering
new insights into the complex nature of QoL issues in caregiving (Aubeeluck & Buchanan,
2000). Participants had the opportunity to explore the concept of QoL by photographing
and giving written reflections on specific QoL issues surrounding their MS caregiving
experiences in a real-time manner (i.e., capturing experiences as they happen as
participants go through their daily lives, rather than asking them retrospectively).
Photovoice is a participatory visual research method in which participants are asked to
create their own visuals (e.g., photographs, videos) to capture their individual
perspectives on health and illness; they are then given the opportunity to reflect on the
content of these visuals (Lorenz & Kolb, 2009; Wang & Burris, 1997). It is often used in
health care research to identify and explore community or individual perspectives on
health-related concepts/behaviours, assess health needs, and examine person-environ-
ment interactions (Topcu, 2015). Photovoice enables individuals to focus on their
experiences, concerns, and needs and provides a powerful means of communication of
these issues to health care providers and policymakers (Wang, 1999; Wang & Burris,
1997). Photovoice can be used within a critical realist framework, as the photographs can
help capture participant’s experiences (i.e., realities) in a way that is richer than words
alone and enables interpreting this reality in a subjective and collaborative way. It also fits
well with our person-centred approach as it allows participants to share their own realities
from their own perspective by empowering them to focus on what is of value to them.

Participants

Individuals aged over 18 years, who were providing unpaid and voluntary care for a
relative or a friend with MS, and who were able and willing to give informed consent were
eligible to participate. In total, 20 carers volunteered to participate; however, eight of
these withdrew (the main reason was time constraints) leaving 12 participants (aged 30—
73 years; seven females) with which critical mass of data was achieved ensuring rigour in
analysis (Wang, 1999). Participants were recruited through the MS Society United
Kingdom (n = 2), North Cyprus MS Association (z = 2), online support groups for people
with MS and their carers (e.g., MS Trust, Carers UK Facebook pages) (# = 3) and by word-
of-mouth (z = 5).

The mean number of years of informal caregiving was 10.25 years (SD = 5.75).
Majority of carers were married (n = 8), two were single, and two were divorced. Eight
were spouses/partners; three had a parent with MS; and one was a friend. Five carers
reported having a medical condition themselves (e.g., heart problems, diabetes, back
problem, and migraine).

Materials and procedures

All participants were provided with written information concerning the purpose of the
study, confidentiality, and their rights as a participant in the research process. After
obtaining participants’ written consent and explaining the photovoice procedure,
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participants were also provided with an instruction sheet which gave a detailed
description of the steps to follow during the study. In order to provide some context to the
participants, the instruction sheet included a written description of three definitions of
QoL (The WHOQOL Group, 1995; Cummins, 1997; Ferrans, Zerwic, Wilbur, & Larson,
2005). These definitions were chosen because they are considered to be the most
accepted definitions of QoL including both objective and subjective elements (Bakas etal.,
2012). However, participants were also advised that QoL was whatever they felt it meant
to them as an individual and that they might have their own definition. They were also
given examples of photographs with corresponding narratives (of an unrelated topic) in
order to put the photovoice process in context.

Participants were given the option of using their own digital cameras or smartphones
to take photographs (z = 10), or a disposable 27-exposure, colour-film cameras provided
to them (n = 2). They were asked to take 10-15 photographs of things/places that
represent a compromise or enhancement of their QoL and of things/places that best
reflect their experiences as carers of people with MS. Carers were told that it did not
matter if they took more pictures of enhancing rather than compromising things or vice
versa.

Participants were asked to label each photograph and write a corresponding narrative
straight after taking it or as soon as possible. A corresponding dialogue sheet was provided
for participants to write their reflections on why they took the photograph and what it
meant to them at the time of taking it. They were also asked to write briefly about its
impact on their QoL. Participants had 2 weeks to take the photographs, write the
corresponding narratives, and return to us.

Ethical considerations

Ethical approval was obtained from the first author’s institution. Although carers were
asked not to photograph people, some did take photographs of family members and
friends. Those photographs were destroyed after the analysis, but their corresponding
narratives were kept for the dissemination. Written consent was also obtained from
participants for publication of pictures and their associated narratives. Participants were
debriefed after completion of the study, and contact information on appropriate
resources was provided in case they needed further information/support with respect to
MS caregiving. All participants are referred to by pseudonyms.

Data analysis

One hundred and twenty-six descriptively labelled photographs and their corresponding
narratives were analysed using Content Analysis (Weber, 1990), which is considered to be
an appropriate approach to analyse this type of data (Aubeeluck & Buchanan, 2006; Budig
et al., 2018) from a critical realist stance (Fletcher, 2017; Leung & Chung, 2019). Content
analysis of photovoice data elucidates nuances and enhances elaboration of themes and
categories to create valid inferences generating knowledge that can be utilized in practice
(Faucher & Garner, 2015). Analysis was initially undertaken, using an inductive approach,
by the first author who is an experienced qualitative researcher with expertise in MS.
Photographs and narratives were analysed together to identify manifest content, a process
directed at identifying obvious and meaningful components (i.e., coding) within the
photographs or narratives that expressed a compromise or an enhancement to QoL.
Identified components that described reoccurring commonality were then categorized,
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and the researchers met to discuss and clarify categories which lead into the identification
of themes. In order to make the coding process transparent and reproducible, a coding
manual was developed including the emerging codes and categories, their descriptors,
and example narratives and photographs (see Appendix S1). The final coding manual was
reviewed and discussed by the wider research team alongside narratives and photographs
to enhance the credibility and rigour of research findings and also to ensure the accuracy
and relevancy of themes. Analysing photographs and narratives together enhanced the
credibility of our findings and enabled tentative latent inferences in relation to the
photographs, as some of the photographs were symbolic representations of experiences
(i.e., without the narrative, it would be difficult to depict the meaning behind the symbolic
form). To ensure intersubjectivity of the coding process and enhance the credibility of the
findings (Burla et al., 2008; O’Connor & Joffe, 2020), a second coder also coded each
photograph and narrative independently, using the final coding manual. Inter-coder
reliability was calculated by Cohen’s Kappa. In addition, we applied Yardley’s (2000)
evaluative characteristics for good qualitative research. To ensure transparency and
quality of reporting, we have followed the APA Journal Standards of reporting for
qualitative and mixed-methods research (Levitt et al., 2018), as recommended by Shaw
and colleagues (Shaw, Bishop, Horwood, Chilcot, & Arden, 2019).

Results

Participants took 126 photographs in total, with a median of 11 per person (M = 10.50,
range 2—15). These were categorized into seven inter-related themes relating to QoL issues
for MS carers. Table 1 presents the frequencies of the seven themes extracted from the
data; multiple themes were often extracted from each photograph and their narratives,
and thus, the frequency refers to the occurrence of the themes rather than per
photograph. The kappa coefficient was .86 (95% CI,0.810t00.912, p < .001), indicatinga
high level of agreement between coders (Landis & Koch, 1977).

Challenges and troubles

The most frequent theme, highlighted by 11 participants, was ‘challenges and troubles’,
that encompassed both the MS-related and caring-related challenges the carers faced. In
particular, difficulties faced due to MS symptoms were mentioned in the narratives by six
participants. They took several photographs of syringes, medicines, and wheelchairs to
demonstrate how MS and the associated caring issues impacted on their QoL. For instance,
one participant described how it was difficult to have a conversation with his wife while

Table I. Frequencies of the themes extracted from the photovoice data

Themes Number (%)
Challenges and troubles 39 (19.8)
Sense of loss 38(19.3)
Emotional impact of caregiving 34 (17.3)
Escape 17 (8.6)
Unpredictability of MS 14 (7.1)
Precious moments 34 (17.3)

Helpful support 21 (10.7)
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pushing the wheelchair. He sees the wheelchair as ‘a symbol of dependency’ that
confirms his carer role. He accompanied the quote below with a photograph of his wife’s
wheelchair (Figure 1).

It is difficult to have a conversation when propelling a wheelchair you cannot see the sitter’s
face and you do have to be aware of the pavement or flooring conditions. A wheelchair is a
common sight, but few people need to think about the pusher or the passenger. In a sense a
wheelchair is liberty for the passenger that can be a problem for others. To me it confirms the
position of carer. No wheelchair, no means of getting from A to B. It is also a symbol of
dependency. (Peter, aged 73, caring for his spouse)

Daily hassles and other responsibilities (e.g., housekeeping) and the physical barriers
(e.g., limited access for wheelchairs, stairs, difficulty in manoeuvring around the inside of
shops) were also commonly described by many participants (z = 10) as a major
compromise to their QoL.

Sense of loss

The next most common theme which was highlighted by eleven participants was ‘sense
of loss’ in carer’s lives. Majority of the participants (nz = 9) referred to losses of personal
activities or shared activities caused by the MS symptoms (e.g., loss of motor skills, fatigue,
pains) or by the lack of time due to additional caregiving duties, which constrained their
engagement in activities or attendance at social occasions.

Environmental barriers for people with disabilities also caused some carers to stay at
home instead of attending social occasions together with their care recipients. For
instance, one participant took a photograph of a local pub to represent the loss of a social
activity he used to engage in due to the environmental barriers and practical constraints.

I like real ale and old pubs. Unfortunately can’t go to many with my partner as they usually
have toilets that are difficult to get into with a wheelchair as they don’t have disabled toilets
which means I miss out on something I like to do. (Patrick, aged 52, caring for his partner)

Four participants described not having enough time to do the things they like or to
relax. Three of them took pictures of clocks and sandglass while another participant took a

Figure 1. The Wheelchair of participant’s wife denoting the challenges and barriers.
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picture of a hair salon to demonstrate that she did not have enough time to care for herself
(Figure 2). The quotes below explain the negative impact of lack of time on their QoL.

[.. .1 no time to enjoy life and do the things that I actually like, no time to relax. . . It’s all about
having the time! If you don’t have enough time then there is no quality of life. . . (Emma, aged
37, caring for her spouse)

The time is simply not enough. Working full-time, caregiving and other responsibilities at
home don’t leave me much time to do the things that I like, which can be a little frustrating at
times (Matt, aged 35, caring for his spouse)

Loss of health and well-being were also reported by three carers due to the increased
responsibilities and burden. One carer took a picture of her painkillers to demonstrate her
physical aches and pains. She took another picture of a broken branch of a tree as a
symbolic representation for her feelings of being ‘broken’ due to losing her job and
breaking up with her husband after becoming a carer for her mother with MS.

Five participants reported loss of identity as they had to stop working to become the
carer or change their lifestyle, for example not being as socially active as before.
Participants also reported feelings of frustration due to the loss of spontaneity in their lives
and postponing future plans (e.g., having a baby).

Another interesting finding was that male participants took more photographs that
represented the loss of activities they experienced than female participants, suggesting
that men’s diminished QoL may be more likely to be related to the changes and losses in
their social lives due to MS and their caring role. On the contrary, women reported more

Figure 2. A photograph of a hair dresser denoting the lack of time for taking care of own needs.
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health- and well-being-related and identity-related losses than men, suggesting that

women may be more perceptive to their internal changes rather than the external and
social changes.

Emotional impact of caregiving

This theme encompassed a wide range of negative emotions highlighted by ten
participants as compromising their QoL. Five participants reported feelings of hopeless-
ness as there is no cure for MS. They reported feeling helpless, useless, and powerless as
they have no control over the disease. One carer expressed his feelings of helplessness,
despair, and anger towards medical science by referring to a news report about war
(Figure 3).

They make all kinds of weapons for wars. They’ve developed the technology to destroy a
whole territory by only pressing a button. Mankind can even travel to the space now. Why is
there still no cure for this disease? Why can’t we do anything? Why has the medical science
failed to invent a cure for this disease? (George, aged 54, caring for his spouse)

Some participants felt loneliness due to isolation and lack of support from other family
members or friends. Furthermore, seeing the care-recipient suffer made carers upset and
sad. One participant expressed her feelings by taking a picture of flowers in the garden
(gardening, an activity her care-recipient friend used to do pre-MS):

BTN HABER) N

ABD Baskar
geldiginde col
habersiz olan
{invanin il
ziyaretlerde}
veiilkesine ¢
&ibi geldi, ko
mizsirada, P

Kisa bashkl:
styledi veyz
Tﬂxk\ye il

| feteik Cannabionid ( I : 3 P
G ‘%ng;tME kilo Sen T o i eleer g ; ( agirhginda ham®

Figure 3. A news report about war as a symbolic representation for emotional impact of caregiving.
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It makes me sad to think that she lost her spirit and is less interested in her environment now.
It’s heart breaking to witness her silence and low mood. (Cathy, aged 64, caring for her friend)

Majority of carers (n = 8) were worried about the possibility of losing their care
recipients, the possible future progression and deterioration of the illness, and the impact
of this on their own QoL.

I'm always concerned about my mother. What if she gets worse or never gets well? (Susan,
aged 33, caring for her parent)

I get worried about the possibility of her getting worse (George, aged 54, caring for his
spouse)

Participants reported feeling worried about the future and their families. One carer
expressed her worries with the following quote and image (Figure 4).

I'worry sick every time one of my kids complain of pins and needles or tingling and numbness
in their bodies. I can’t handle if they have MS too. (Jennifer, aged 46, caring for her parent)

Escape

Thoughts of escaping the caregiving role and the difficult situations due to MS was another
common theme highlighted by majority of participants (z = 8). However, it was clear
from their narratives that such escape was not an option for them. Two participants also

10t defined as a geﬁétic é;:ndl
that causes it. It's not directly in|

people who are related to someone wi

Figure 4. Anarticle on an NHS webpage on carer’s computer screen denoting the worry she felt about
the possibility of her children becoming MS.
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felt trapped in their homes with no escape. One participant took a photograph of a plane
to demonstrate the urge she felt to escape (Figure 5).

Sometimes, I want to get away from all these problems. To go to a place far away where there
is no suffering or pain, only happiness. I wish I could just get on this plane and fly away to
places unheard. (Jennifer, aged 46, caring for her parent)

Six participants also reported engaging in several different activities (e.g., reading,
gambling, walking the dog, listening to music) as a way of escaping the reality of
caregiving even if it was for a short time.

My books. My way of escaping the reality. . . (Jennifer, aged 46, caring for her parent)

Unpredictability of MS

Frustration with the unpredictability of MS and the future was brought up by several
participants (z = 8). They found it difficult to deal with which often provoked anxious
thoughts.

MS is a mystery disease. Everything about it is unpredictable and it’s terrifying. (Emma, aged
37, caring for her spouse)

To express their feelings about unpredictability, participants either used images of sky
or sea which symbolized the uncertainty and the unknown beyond the clouds or the
horizon. One carer took a photograph of a grey sky with heavy dark clouds (Figure 6) and
compared the unpredictability of MS with that of the weather, concluding that the
unpredictability of MS is more difficult to deal.

They say nothing is as unpredictable as the weather. They have never been so wrong! (Matt,
aged 35, caring for his spouse)

Two participants took pictures of question marks to demonstrate the future
possibilities or the unanswered questions about the MS.

Figure 5. A plane denoting the need to escape.
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Figure 6. A grey cloudy sky representing the unpredictability of MS.

A question mark in a large square — is to me a mixture of both positive and negative
possibilities. The former reflecting many more happy years, the latter a more troubled future.
(Peter, aged 73, caring for his spouse)

Precious moments

Although the carers took more photographs of things or places that represented
compromise to their QoL (72%), majority also touched on things that enhanced their QoL
with images capturing these positive experiences in their lives. There were only two
carers (a 52-year-old male carer and a 37-year-old female carer) with no positively themed
photographs.

Ten participants took pictures of moments spent with loved ones, as well as places or
things representing the time spent on hobbies and meaningful and positive activities.
Carers expressed such moments as ‘precious’ as these moments were rare but highly
cherished. They also took photographs of things that helped them manage the caring role
thus enhancing their QoL. Carers relished moments of peace and happiness as these
enriched their lives. For instance, one carer took a photograph of her yoga spot (Figure 7)
where she practiced yoga for 3 hrs a week which was a very important activity for her. She
expressed feeling ‘rusty, breathless and weak’ when she couldn’t do her yoga and added:

The only spot, where I feel peaceful, strong, in balance and entirely alive. (Rachel, aged 30,
caring for her parent)

Gardening and taking care of flowers were frequently mentioned positive activities
that participants found very relaxing and fulfilling:

I love growing plants from cuttings and seeds. I find it very relaxing and fulfilling. [...] It is
quite time consuming, but my wife often sits near the greenhouse (weather permitting) and
we talk with plants. I do like the sense of renewal, seeds are sown and plants set to produce a
new scene each year, some are not always successful, but overall life goes on. Looking out of
the window I can enjoy the fruits of my labour. (Peter, aged 73, caring for his spouse) (See
Figure 8).
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Figure 7. A yoga spot denoting a precious moment in carer’s life.

Figure 8. A greenhouse denoting enhancement to carer’s QoL.

Helpful support

Support was another theme that encompassed participants’ positive experiences
enhancing their QoL. Five carers took photographs of the things that represented their
family members or friends (e.g., A Mother’s Day card, flowers from husband). The
following quote and Figure 9 demonstrates how much the support from a family member
meant to this carer.
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My daughter has become my greatest support over the last few years. It’s a blessing to have her
in my life. (Jennifer, aged 46, caring for her parent)

Half of carers took pictures of their dogs to demonstrate how the unconditional love
received from their pets impacted on their QoL in a positive way while caring for someone
with MS. They referred to their dogs as their friends and they saw them as part of the
family. It is apparent that their presence played an important part in their lives in a very
positive way. One carer who took a photograph of her dog (Figure 10) described how he
has become an important source of support for all the family members:

We adopted this dog from an animal shelter when my husband’s condition had gone worse,
hoping that it would boost our spirits. We thought we saved him, but it turned out that he is
the one who has saved us all:)) He is one of our true friends now! (Lisa, aged 32, caring for her
spouse)

Two carers also reported receiving help from support groups for people with MS and
their carers. Some carers described how they found reading books about MS and using the
information technologies as useful resources to understand MS. Some also described the
positive impact of the Internet in terms of socializing with their friends as they did not have
time for going out anymore.

It should be noted that some participants were dissatisfied with the support received
from formal resources. These photographs and their corresponding narratives were either
categorized into the ‘challenges and troubles’ or into the ‘emotional impact of caregiving’

Figure 9. A card from carer’s daughter denoting helpful support.
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Figure 10. A dog denoting a source of helpful support.

themes. Therefore, the theme ‘helpful support’ in this study only refers to the positive
experiences of MS carers.

Discussion

There were seven inter-linking themes identified that appeared to be intrinsically related
to MS carers’ QoL. Five of these reflected negative experiences that participants reported
as having a negative impact on their QoL. For instance, challenges related to caregiving
and MS were described as a compromise to carers’ QoL. This supports quantitative studies
showing that MS symptoms, caregiving demands, environmental and financial barriers are
significant predictors of carer burden and poor QoL (Akkus, 2011; Alshubaili, Ohaeri,
Awadalla, & Mabrouk, 2008; Buhse, Ratta, Galiczewski, & Eckardt, 2015; van der Hiele
etal., 2019; Katsavos et al., 2017; Rivera-Navarro et al., 2009). Participants also frequently
reported missing out on social activities and having poorer health due to MS caregiving
which appeared to play an important role in their QoL. Similarly, Borreani et al. (2014)
found that one of the most prominent unmet needs of MS carers were social activities and
leisure time. They also found that carers were more likely to pay less attention to their own
needs and health due to the lack of time.

It was evident that MS carers experienced negative emotions related to their caregiving
roles and responsibilities. Carers frequently expressed feelings of sadness, helplessness,
hopelessness, and loneliness. Such feelings are frequently reported in studies with MS
carers and have been consistently associated with decreased well-being and life
satisfaction and increased depressive symptoms (Corry & While, 2009; Petrikis,
Baldouma, Katsanos, Konitsiotis, & Giannopoulos, 2019). Worries about the care-
recipient, other family members, and themselves (e.g., fear of them developing MS), and
the future were also prominent in the current study. On a similar note, Alshubaili et al.
(2008) reported that fear of having MS among MS carers was associated with low QoL
scores.

The need for ‘escape’ from caregiving responsibilities and associated negative feelings
were also evident. Carers commented that they wanted to run away from the difficulties of
being a carer; however, they also felt that there was no way out from their caregiving role
which is consistent with the literature (Petrikis et al., 2019). Previous studies



16  Gogem Topcu et al.

demonstrated that caring for someone with MS imposes stress and intolerable burden on
the carer (Corry & While, 2009; Petrikis et al., 2019; Topcu et al., 2016), which may
explain carers’ urge to escape. One study highlighted that the need for ‘space’ was
associated with the demands of caregiving, and carers described the need to get away from
caregiving as a central feature of coping with the constant tension and stress (DesRosier,
Catanzaro, & Piller, 1992). Similarly, carers in our study took photographs of activities they
did to escape from the demands of their responsibilities which suggests that some carers
use escape as a coping mechanism to buffer the negative impact of MS caregiving on their
Qol.

‘Unpredictability’ was another theme which encompassed feelings of uncertainties
about the progress of MS and the future which negatively affected their QoL. Uncertainty
is a prominent part of living with MS (Wilkinson & das Nair, 2013). Thus, it was not
surprising that carers felt that their responsibilities, routines, and capacity for engaging in
everyday activities were affected by the unpredictable course of MS. Previous studies with
people with MS showed that the unpredictable disease course and consequences of MS
were a great source of distress which might lead to anxious thoughts and depressive
symptoms (Bruce & Arnett, 2009; McCabe, Ebacioni, Simmons, McDonald, & Melton,
2015; du Plooy & Pretorius, 2014; Topcu et al., 2016; Wilkinson & das Nair, 2013).
However, the possible link between unpredictability and MS carer QoL was unique to this
study and warrants further investigation to understand the direction and strength of this
relationship.

The use of photovoice methodology enabled participants to record the positive
aspects in their lives and reflect on factors that enhanced their QoL. The theme ‘precious
moments’ encompassed positive activities and features, such as time spent on their
hobbies or with their loved ones. Carers greatly valued such times as they were rare due to
their busy and stressful lives. This theme is similar to the concept of ‘daily uplifts’
introduced by Kanner, Coyne, Schaefer, and Lazarus (1981) which refers to the small
positive experiences that evoke pleasure, affirmation, and joy in the person (e.g.,
manifestations of love, engaging in a favourite activity). They suggested that these uplifts
may buffer individuals against the negative impact of daily hassles. Dementia caregiving
literature demonstrated uplifts as being highly relevant to the well-being of dementia
carers (Kinney & Stephens, 1989; Lawton, Kleban, Moss, Rovine, & Glicksman, 1989).
However, the theme ‘precious moments’ was not readily identifiable in the MS caregiving
literature. This could be related to the instructions that were given to our participants (i.e.,
taking photographs of things that enhance or compromise their QoL). As such,
photovoice provided a unique opportunity for carers to record and reflect upon, not
only the negative aspects of their lives, but also their positive experiences that influence
their QoL. This was useful in terms of gaining a more holistic picture of MS caregiving.

A further theme that reflected carers’ positive experiences was ‘helpful support’. Most
participants expressed their satisfaction with the support they were receiving from their
family or friends. However, a recent meta-synthesis showed that the level of satisfaction
with the informal support varied among the carers, drifting towards the negative side
(Topcu et al., 2016). Interestingly, photovoice participants did not express any
dissatisfaction with the informal support resources. These inconsistent findings could
be explained by the social desirability effect (Kaminska & Foulsham, 2013). It is possible
that carers underreported their feelings of dissatisfaction towards the support provided by
their relatives/friends and did not want to admit that they felt unhappy or frustrated with
their loved ones for not providing any/enough support. The self-selection sampling
method may also produce bias in the sample. As such, it is possible that those who
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consented to take part might be better adjusted to their caregiving roles than those who
did not participate, as adjustment problems might be related to lower levels of perceived
social support (Dayapoglu & Tan, 2017; Pakenham, 2001). Alternatively, the inconsistent
findings with regard to the informal support could result from the presence of visual
element in the study. Neuropsychological studies showed that seeing a loved one can
elicit positive emotions by activating reward-related regions in the brain and can lead to
feelings of elation (e.g., Bartels & Zeki, 2004; Esch & Stefano, 2005; Matsunaga, Yamauchi,
Nogimori, Konagaya, & Ohira, 2008). Additionally, Master et al. (2009) found that simple
reminders of loved ones (e.g., photographs) may prime mental representations of being
loved and supported, reducing experiences of pain. Thus, carers’ feelings of love and
commitment might intensify upon seeing reminders of loved ones while reflecting on the
photographs they took, leading to focus more on positive aspects of their relationships
and ignore the negative thoughts about the support received. Future research needs to
explore the effects of photovoice to understand whether seeing representations of
experiences might intensify certain feelings or not.

This study also highlighted how pet ownership can act as a support system for MS
carers. This was not previously reported in MS caregiving literature. However, it should be
noted that some participants might be biased by the example photograph provided in the
instruction sheets (i.e., one example photograph was an image of a dog, although its
corresponding narrative was not related to MS caregiving). However, each participant
who took photographs of their pets explained their own unique experiences and
expressed their own feelings about their pets in their own words. Moreover, the positive
impact of pet ownership on QoL has also been reported in another photovoice study with
women affected by polycystic ovary syndrome which has shown that having a pet may
enhance women'’s quality of life (Williams, Sheffield, & Knibb, 2014). Similarly, previous
research demonstrated the supportive roles of pets showing that pet owners perceive
their pets as their companions who provide a broad range of beneficial effects on their
health and well-being, such as improved emotional state, reduced sense of loneliness and
depressive symptoms, and improved cardiovascular functioning (Allen, Blascovich, &
Mendes, 2002; Antonacopoulos & Pychyl, 2010; Bonas, McNicholas, & Collis, 2000;
McConnell, Brown, Shoda, Stayton, & Martin, 2011; Stanley, Conwell, Bowen, & van
Orden, 2014). However, a recent review also showed that ‘pet-effect’ research is
inconclusive as empirical studies have produced conflicting results with regards to the
impact of pet ownership on human health and well-being (Herzog, 2011). Antona-
copoulos and Pychyl (2010) argued that the relationship between pet ownership and
well-being is complex in nature and more high-quality research is needed to be able to fully
understand this relationship (Herzog, 2011; Peacock, Chur-Hansen, & Winefield, 2012).

Our findings present novel conceptual insights to MS carers’ QoL which can be used to
generate new theoretical models or adapt existing ones to explain QoL in the MS
caregiving context, and suggest that a more holistic conceptualization of QoL is needed to
guide empirical research and practical efforts to better support MS carers. The impact of
caregiving on QoL may be considered within the conceptual definitions of lifeworld-led
care (Todres, Galvin, & Dahlberg, 2006), a model previously used in the context of
caregiving (Ashworth, 2006) and understanding QoL (Aston, Shaw, & Knibb, 2019). The
lifeworld is a holistic outlook in which individuals make sense of the world in relation to
time, space, body, others, and mood (Todres et al., 2006). In our study, participants’
accounts seem imbued with dimensions of the lifeworld: temporality (i.e., sense of loss
and unpredictability of MS), spatiality (i.e., escape), intersubjectivity (i.e., precious
moments and belpful support), embodiment (i.e., challenges and troubles), and mood
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(.e., emotional impact of caregiving). Future research should examine the utility of
lifeworld framework in more detail in explaining the impact of MS caregiving on QoL.

Limitations and strengths

Attrition was high as in previous photovoice studies (e.g., Williams et al., 2014). One
possible explanation may be the number of steps participants had to complete (e.g., the
process of writing narratives to express the meaning behind the photographs, choosing
which photographs to take) which included complex and burdensome procedures for
some (Baker & Wang, 20006) considering carers’ busy and stressful schedules (Topcu,
2015). To make the process less challenging, we requested participants to take 10-15
photographs, rather than taking 27 pictures (i.e., number of exposure in a disposable
camera).

Participants were given a definition of QoL at the beginning of the study to provide
some context for the research; this may have limited the participants’ conceptualization of
their own definition of QoL. However, we also advised participants that QoL was
whatever they felt it meant to them as an individual and that they might have their
definition. It was hoped that this would minimize the risk of biasing the findings. This
study is also limited by its small convenience sample. However, our sample size (N = 12)
exceeds the recommended sample size for this type of methodology which is usually
around 7-10 participants (Wang, 1999). In addition, the study recruited participants from
social support groups, and therefore, these individuals may have unique characteristics to
these social communities which could limit the generalizability.

The use of photovoice methodology created a unique opportunity for carers to capture
events over a 2-week period and reflect on issues related to their QoL as they arose. This
represents more than a ‘snapshot’ in time and enabled us to explore carers’ experiences in
areal-time fashion (Topcu, 2015). In addition, photovoice is a ‘concrete way for people to
communicate their vision and voice’ (Wang & Burris, 1994, p.173). Therefore, the
objective photographs taken by the participants, combined with their subjective
accounts of the meaning behind the photographs, provided an insight into their realities
and private lives. Photovoice also fits in well with the person-centred approach which is
increasingly being used in research and intervention development (Yardley et al., 2015),
as the use of visual images and the messages behind the photographs offer ‘the possibility
of perceiving the world from the viewpoint of the people’ (Ruby 1991, p. 50, as cited in
Wang & Burris, 1997).

Moreover, photovoice provided access to experiences that might otherwise be
overlooked or missed for being too difficult to articulate or too abstract (Frith & Harcourt,
2007). Participants may sometimes have difficulty in expressing certain feelings or
experiences during an interview (Topcu, 2015), whereas the use of photographs can help
capture such complex emotions and experiences (Frith & Harcourt, 2007). However, it is
also not always possible to capture experiences in a visual image (Topcu, 2015); thus, the
corresponding narratives were equally important and informative (Frith & Harcourt,
2007; Topcu, 2015). Overall, the combination of photographs and their corresponding
narratives allowed participants to express their feelings, thoughts, and experiences
through a variety of symbolic, abstract, or more concrete forms, corroborating the
credibility of our findings (Frith & Harcourt, 2007).

Photovoice also produced several types of data (e.g., photographs and narratives),
enabling data triangulation (Catalani & Minkler, 2010). Analysing both photographs and
corresponding narratives enhanced the credibility and trustworthiness of our findings, as
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the photographs provided both evidence and validation for shared concerns of
participants which were conveyed through the narratives (Wang & Burris, 1994).

Conclusion

The use of the photovoice method provided a unique opportunity for carers to capture
and reflect on factors that impacted on their QoL as they arose. Our findings shed new light
into the complex and multidimensional nature of QoL and highlight that although the
impact of MS on carers’ QoL was mostly negative, there were also positive aspects to
caregiving such as uplifting positive experiences and the supporting role of loved ones
that helped buffer against these negative factors and enhance QoL. Further exploration of
these themes is essential for corroboration of the potentially important issues in MS carer
QoL, so that appropriate assessment tools and support services can be developed. Our
findings demonstrate the importance of providing emotional and practical support
services for carers focusing on reducing the impact of stressors by focusing on helpful
coping and support resources.
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