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Abstract

Background: Little is known about how patients with low socioeconomic status (SES) experience their chronic dis-
ease, and how it impacts health-related quality of life (HRQoL). Compared to their more affluent counterparts, worse
outcomes have been reported. A better understanding of the domains of HRQolL that are relevant to these specific
populations is therefore needed. We explored the experiences of living with a chronic disease in low SES persons.

Methods: A qualitative interview study was performed in Flanders, Belgium. Semi-structured interviews were con-
ducted in chronically ill patients, selected through purposive sampling. Interviews were audio-recorded and tran-
scribed verbatim. Analysis followed an inductive and iterative approach.

Results: Fifteen patients were interviewed. Six major themes were identified: a heavy bag to carry, loss of autono-
mous life, inner and outer loneliness, emotional imbalance, unmet need for support, and coping strategies. Patients
experienced their illness as an additional problem on top of all other problems (i.e. financial/social problems, trau-
matic life events). In general, the disease burden and non-disease burden were mutually reinforcing, resulting in
greater dependency, greater risk of social isolation, greater psychological distress, and greater risk of impaired HRQoL.

Conclusions: This study is the first to provide detailed insight into the experiences of living with a chronic disease in
low SES persons. A conceptual model is proposed that can be used in daily clinical practice to raise awareness among
clinicians and health care providers that the patient’s needs go beyond the disease itself. Future research is needed to

validate and test the model.
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Introduction

Living with a chronic disease is challenging, as it inter-
feres with physical, mental, and social functions and thus
greatly affects a person’s quality of life. Indeed, chroni-
cally ill patients are facing major struggles such as higher
expenditures, social isolation and loneliness, disabilities,
fatigue, pain/discomfort, feelings of distress, anger, hope-
lessness, frustration, anxiety, and depression [1-5]. In
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addition to morbidity and mortality data, investigating
the patient’s perspective provides a complete overview of
the impact of chronic diseases [6]. As a result, the inter-
est into health-related quality of life (HRQoL) in chronic
diseases is growing due to a lack of adequate cure and
hence the shift from cure to care [7]. HRQoL captures
individuals’ self-perceived impact of a medical condition,
its symptoms and treatment referring to physical, mental,
and social well-being, compared to what they believe to
be ideal [7, 8].

While numerous quantitative studies have assessed the
impact of chronic diseases on HRQoL in terms of ‘scores’
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and ‘values’ [9], a thorough qualitative understanding of
how patients experience and cope with their illness is
limited and often reflected in vague themes, e.g. ‘emo-
tions of the patient’ [10—13]. Especially, little is known
about the experiences of individuals with low socioeco-
nomic status (SES). This particular risk group has been
reporting worse outcomes than their more affluent coun-
terparts in terms of morbidity [14], mortality [15, 16],
and HRQoL [11]. In addition, coping (defined as cogni-
tive and behavioral efforts to deal with stressful events
[17]) resources have also been found to be unequally dis-
tributed [18]. Hence, in-depth explorations incorporating
individuals’ experiences and viewpoints are needed to
better understand HRQoL domains that are relevant to
these specific populations.

The aim of this study is to provide a detailed under-
standing of how individuals with low SES experience
their illness and how the illness affects their lives. Face-
to-face interviews are used to gain a holistic view on the
disease burden in this target group. The results may help
us to understand what it is like to live with a chronic
disease and its impact on daily life among vulnerable
patients, in order to optimize person-centred care and
overall HRQoL.

Methods

Study design

A qualitative study based on face-to-face semi-structured
interviews was performed, following the Consolidated
Criteria for Reporting Qualitative Research (COREQ)
checklist (Additional file 1) [19].

Study participants
The study participants were adults (> 18years) who
were clinically diagnosed (> 6 months) with at least one
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chronic disease. Educational level, employment status,
income and/or financial hardship were used as proxies
for low SES [20]. In general, patients who were entitled
to supplemented refunds because their income was less
than the ceiling amount were considered low SES. Study
participants were not eligible if they had major cognitive
impairment, insufficient understanding of Dutch, and
were unable to give informed consent.

Recruitment of participants

Purposive sampling was used to obtain a wide variety
in patients’ characteristics and hence to ensure a broad
range of experiences and thoughts. This technique is
widely used in qualitative research in order to identify
information-rich cases [21]. Patient recruitment was
organized through five general practitioners (GPs) with a
practice within five community health centers in Ghent,
Belgium (convenience sample [22]), which mainly host
patients with lower SES. A community health center
is a multidisciplinary practice that offers primary care
and aims to reduce the social gradient in health care by
removing as many barriers as possible, financially, but
also culturally and physically. Each center receives a
fixed capita payment for each registered patient, result-
ing in no co-payment for patients [23]. GPs identified eli-
gible patients during consultation and transferred their
contact details to the researcher, with patients’ consent.
Recruitment continued until data saturation (i.e. when no
new information or additional perspectives are observed
in the data when adding more participants [24]) was
achieved, which was checked after each interview.

Data collection
Data were collected through face-to-face semi-structured
interviews. After review of the literature, an interview

Table 1 Interview guide used for semi-structured interviews with chronically ill patients

Topics

Main questions

Living with chronic disease

Can you tell me something about your chronic condition?

How do you experience your chronic condition?
What does your condition mean to you?

How does your condition affect your life?

What has changed in your life since your diagnosis?

Physical and mental health

Do you experience physical limitations because of your condition?

How does your condition affect how you feel mentally?

Social life

Has your condition affected your social life? How?

Has your relationship with others changed because of your condition?

Coping

How do you deal with your illness?

How do you deal with the limitations as a result of your condition?

Network and context

Can you tell me something about the social support you may or may not

receive?
Does the support meet your expectations?
How do you experience the professional care you receive?
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guide (Table 1) with open and semi-open questions was
developed in advance and its content was evaluated by
highly experienced qualitative researchers. The inter-
views lasted between 58 and 100 min and were conducted
by the principal researcher (LVW) who received train-
ing in interview techniques. The interviews took place
at the participant’s preferred location, i.e. at the commu-
nity health center, at the patient’s home, or online (due
to COVID-19 pandemic). The interviews were audio-
recorded and transcribed verbatim. All interviews were
conducted in Dutch and took place between July 2020
and March 2021.

Data analysis

Data were analyzed using the software package NVivo
version 12 [25]. A constant comparative method was
used within and between interviews with the emphasis
on identifying, analyzing, and interpreting patterns by
inductively coding the data [26]. The transcripts were
open-coded by one researcher (LVW). After analyz-
ing each interview, all codes were compared in order
to construct categories and subcategories. The analysis
process followed an inductive and iterative approach.
The results were higher level themes that form the basis
for making statements about patients’ experiences with
chronic disease. At regular time intervals, the principal
researcher (LVW) and four experts with different back-
grounds (DDS, PP, EM, ER) engaged in discussion on the
codes, concepts, relationships between concepts, and
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preliminary results to ensure investigator triangulation
(i.e. the participation of two or more researchers in the
same study to provide multiple observations and conclu-
sions [27]).

Results

Out of 15 participants, 8 were male. The mean age was
57.7years (range 38-83years). Table 2 summarizes
patients’ characteristics. The analysis revealed six major
themes: a heavy bag to carry, loss of autonomous life,
inner and outer loneliness, emotional imbalance, unmet
need for support, and coping strategies (Table 3). The
results are presented with illustrative quotes.

A heavy bag to carry

Personal life history

Patients were marked by their life history and living
conditions, often related to their lower SES: (childhood)
trauma, living in a youth institution, death of loved ones,
criminal activity, addictions, harmful relationships, sex-
ual extortion, debts etc. These events strongly impacted
their well-being and quality of life, making it extra dif-
ficult to deal with challenges such as having a chronic
disease. The chronic illness only increased patients’
vulnerability.

“I may not keep sweets at home, otherwise I'll eat
them immediately. I don’t know why, it’s stronger
than myself. Is that a flight? Because of what hap-
pened to me in the past? I think if all these things

Table 2 Sociodemographic and disease-related characteristics of the participants

Participant Sex Age Livingsituation Education® Employmentstatus Chronic conditions

number

P1 M 45 Partner Medium Unemployed Low back pain + recurrent depression

P2 M 45 Single Medium Employed (PT) Cerebral palsy

P3 F 39 Single Low Unemployed Borderline personality disorder + diabetes + knee replacement
P4 M 57 Single Low Unemployed Cardiovascular disease + psychological vulnerability

P5 M 55 Single Medium Unemployed Personality disorder 4+ mild cognitive disorder

P6 M 59 Partner Low Unemployed Chronic pain due to post-polio syndrome

p7 F 83 Single Low Retired Hypertension + arthrosis

P8 M 75 Single Medium Retired Type 2 diabetes 4+ mild cognitive impairment

P9 F 63 Single Low Unemployed Type 2 diabetes + osteoporosis + cataract + incontinence
P10 F 52 Partner Low Employed (FT) Type 2 diabetes

P11 F 38 Single Medium Unemployed Fibromyalgia

P12 F 58 Partner High Unemployed Chronic bronchitis + bipolar personality disorder

P13 M 71 Single Low Retired Hypertension + low back pain + chronic nerve pain

P14 M 72 Partner Medium Retired Parkinson'’s disease

P15 F 54 Single High Employed (FT) Recurrent depression

PT: part-time, FT: full-time

2 Classified into low (lower secondary education or less), medium (higher secondary education), and high (higher education)
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Table 3 Overview of the different themes and subthemes
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Theme 1: A heavy bag to carry
Subtheme 1a: Personal life history
Subtheme 1b: Chronic disease: extra weight and burden
Theme 2: Loss of autonomous life
Subtheme 2a: lliness dependency
Subtheme 2b: Dependency on others
Theme 3: Inner and outer loneliness
Subtheme 3a: Loneliness and social isolation
Subtheme 3b: Lack of understanding
Subtheme 3c: Goal lacking
Theme 4: Emotional imbalance
Subtheme 4a: Negative emotions
Subtheme 4b: Positive emotions
Theme 5: Unmet need for support
Theme 6: Coping strategies
Subtheme 6a: lliness acceptance
Subtheme 6b: Keep on fighting
Subtheme 6¢: Other coping strategies

hadn’t happened I would have been a slim woman
without diabetes. (...) After all these years I still can’t
handle the past, it’s there every day. Sometimes I can
ignore it, I feel optimistic and start a diet. But that
can change the same day. Why am I starving myself?
What a stupid cow am 1?” (P10, female, 52 years)

Chronic disease: extra weight and burden

The illness was perceived as an additional burden and
was experienced differently among patients, e.g. chal-
lenging, not easy, burdensome, terrible, hellish, wretched,
and disgusting.

“We see it this way: the backpack is your past that
you permanently carry with you and from which
you never completely get rid of it. The disease is an
extra weight in the bag” (P15, female, 54 years)

Patients were constantly reminded of their disease, which
they experienced as very confronting, however for some
patients the disease became a habit. Patients said it was
painful to accept not being able to do things the way they
used to, or worse, that they simply cannot do certain
things. Some were tortured by unsolvable questions and
sometimes had feelings of injustice.

“You see other people doing things that you can’t
do (patient is wheelchair-dependent). During cof-
fee breaks, my colleagues are busy talking about
the weekend: what they’ve done with the kids, going
out... It’s their right, but it hurts. Then you ask your-
self the question: why can’t I do that?” (P2, male, 45

years)
“If I no longer felt pain, I would find that strange”
(P7, female, 83 years)

Loss of autonomous life

lliness dependency

Symptoms (e.g. fatigue, pain, breathlessness, muscle
spasms, vertigo) being unpredictable and uncontrollable
determined patients’ lives, which gave them feelings of
dependency and uncertainty. Activities that felt perfectly
fine 1 day can be unmanageable another, forcing patients
to live from day-to-day. For some patients, the illness
affected the feasibility of future plans and wishes such
as family planning, which further provoke the feeling of
being controlled by the disease.

“I need to plan when I want to do something and
after that I need to schedule enough rest. But I can’t
plan too far in advance because I don’t know if my
body will allow it. So, I need to plan, but I can’t
make many plans at the same time. That's very frus-
trating. If I go somewhere, I need to know: can I sit
there?” (P11, female, 38 years)

Dependency on others

Patients said the hardest part of their life is the loss of
autonomy and freedom. In general, they already were
dependent on others in their lives (e.g. some were super-
vised by a judicial administrator to manage their depts),
resulting in feelings of hopelessness, powerlessness, and
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being a burden. Becoming ill only increased these feel-
ings as they needed more assistance to manage daily life
(e.g. home help, nurse visits, mobility aid, medications or
medical devices).

“I can’t reconcile myself with the fact that I'm immo-
bile and people have to push me around in a wheel-
chair. Sidewalk up, sidewalk down. I don’t like to do
that. Maybe because I prefer being independent”
(P14, male, 72 years)

Inner and outer loneliness

Loneliness and social isolation

Most patients experienced deep feelings of loneliness
which was mainly related to early life events (e.g. being
abandoned as child), and aggravated by becoming ill.
Physical restrictions (e.g. pain) hindered patients from
participating in social activities. Besides, socializing might
even trigger (psychological) fatigue, causing patients to
stay home. Hence, they end up in a vicious circle. Patients
also felt that others were dropping them because they had
to keep saying ‘no’ to social gatherings. Eventually, their
limited social network narrowed, resulting in feelings of
being left alone, abandoned, and forgotten.

“People organize things, but you can’t participate.
That's lonely. People also need to come to my house:
they do that once or twice, but they also want to do
an activity with you and... then they drop out and
you end up with no visitors. That hurts. That hurts a
lot” (P3, female, 39 years)

Lack of understanding

Loneliness was also related to a lack of support from
social interactions, characterized by feelings of being
misunderstood and unheard. Patients felt that others
were not listening or interested and that they did not
understand what the patient was going through.

“I used to have more friends, but they all dumped
me because I couldn’t go to town and stuff. First, they
said ‘we understand, but eventually they stopped
coming. ‘But you never do anything’ That hurts. Espe-
cially because I mention it in advance, they know it,
but they let you down anyway.” (P3, female, 39 years)
“When you talk about it with other people, they
don’t listen. They say: that’s not my problem. People
only think of themselves, your story doesn’t interest
them? (P4, male, 57 years)

Goal lacking
Loneliness was linked to the feeling of boredom because
of the loss of activities (e.g. football, drawing, professional
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activity) due to disease symptoms. Patients felt that they
were lacking goals, content, and meaning. The abundance
of time to think triggered negative/depressed thoughts
and bad mood.

“I watch a lot of television because I've nothing else
to do. During the week, I follow several TV series, but
there’s nothing on the television during the weekend.
And then the days last long” (P9, female, 63 years)

“I no longer had daytime activities, nothing (because
of pain). I actually spend a lot of time in bed dur-
ing the day. In fact, I always lie in my bed when I'm
home. I know that’s unhealthy” (P3, female, 39 years)

Emotional imbalance

Negative emotions

Patients’ emotional state was dominated by negative
emotions resulting from past life events (e.g. childhood
trauma), current life situations (e.g. being single), and
intrapersonal factors (e.g. low self-esteem). The illness
only reinforced these negative feelings. Feelings of stress,
overthinking, and inner turmoil caused unpredictable/
unstable mood and even a depressed mood. The latter
was accompanied by feelings of sadness, apathy, and
unhappiness. Several patients felt suicidal in the past.

“I've already had suicide attempts. Somehow, I
always get through it. However, the dark thoughts
will remain. I'm convinced that there will always be

something on my path that will pull me down again’
(P15, female, 54 years)

Some patients felt guilty for having the illness (although
they knew it was out of their control), for cancelling
plans, calling out of work, being a ‘burden’ to others etc.

“I feel like a weakling because I've ended up in a
depression again. Then I'm not satisfied with myself.
It harms my self-confidence. I'm still wondering: is
it my own fault?. I don’t know, I don’t know where
depression comes from. (...) I'll probably continue
to feel guilty about being absent from work in the
future” (P15, female, 54 years)

Patients experienced illness-induced shame which arose
with an unexpected loss of control over bodily functions.
As a result, they often receive compassion and patron-
izing, which reinforced feelings of being burdensome
and miserable. One patient was ashamed of her depres-
sion and kept it a secret because having mental illness is
taboo.

“Wherever I am, I'm always the only one who
coughs. 1 find that very annoying because people are
watching, especially now with COVID-19. I'm actu-
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ally ashamed. That’s not a nice feeling. I feel uncom-
fortable, I would rather not be there” (P12, female,
58 years)

Patients were concerned about how their situation would
evolve, knowing that the disease is progressing, that they
are getting older, and that they will need even more help.
Their limited financial and social resources reinforced
these future-oriented anxieties. Other patients feared
losing autonomy, losing others, being rejected, misunder-
standing from others, and death.

“I'm only 39 years old and I already have so many
problems, what when I turn 60? I don’t have money
for additional care. And who will help me? I have
nobody. I do worry about that” (P3, female, 39 years)

Positive emotions

In case patients had a partner/family/children/col-
leagues, they were thankful for their help and support.
Patients appreciated that they could always count on
their GP to discuss confidential issues. Some patients
visited an organization for people with psychological
vulnerability who have difficulty connecting with society
and were grateful for it as it is their only source of social
contact and because it gave them a sense of belonging
and companionship. Talking to someone, even small talk,
is experienced as a relief. Patients also expressed being
satisfied and thankful for the (sometimes) little they can
and have. Few patients were satisfied with almost every-
thing in their life. One patient felt the illness expanded
his world and made him grow as a person. Some patients
felt proud of what they have already overcome in life.

“I'm satisfied. With my television, my bed, my wash-
ing machine. That’s it for me. I don’t care about the
rest. It’s that simple. Having no worries, just the little
things” (P4, male, 57 years)

“I'm happy with who I am. I am who I am and that’s
quite okay.” (P11, female, 38 years)

Unmet need for support

Patients wanted more persons in their life to get support
from, especially for emotional support, although they
do not want to bother other people. Some felt they had
nobody to count on — they could not call anyone if they
need help or if they just want to have a chat.

“I sometimes call the outreach worker or my finan-
cial administrator. Then I make up an excuse or I
say: I'm just calling to say hello. Well, I do that just
to hear someone, to hear a voice” (P3, female, 39
years)
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Most patients experienced a lack of financial comfort and
support as a result of antecedents (e.g. debts) or SES. The
diagnosis of disease made them even more economically
vulnerable (e.g. disabilities caused job loss), with some-
times not enough money left for additional care. Some
had to choose between living necessities and essential
medical care or they had to postpone it, as the allowance
could not afford both.

“l actually need a lot more help. But I just don’t have
the money for it” (P3, female, 39 years)

“My teeth have deteriorated a lot since I became ill.
I actually postpone the care for as long as possible
because that will really cost a lot” (P11, female, 38
years)

“The price of tobacco has increased again, but my
spending money remains the same. If you then
receive the weekly allowance, you sometimes have to
make choices” (P3, female, 39 years)

One patient talked about the need for additional disease-
related support such as stronger medications or the abil-
ity to consult health professionals outside the health
community center.

“I used to have a good physiotherapist. I can go to
the physiotherapist outside the community health
centre, but then I have to pay for it all by myself’
(P2, male, 45 years)

Coping strategies

Iliness acceptance

Patients believed that they first had to accept the disease
in order to cope and to continue their lives. One patient
said she will never accept her depression — she keeps
fighting to conquer it.

“All I can say is: try to accept. Only then you can do
something about it” (P6, male, 59 years)

“I don’t see myself as the disease. I am X with fibro-
myalgia. And that’s bad luck. But that’s okay” (P11,
female, 38 years)

Keep on fighting

No matter how difficult patients experienced their dis-
ease and life in general, they stressed the importance of
perseverance — “keep fighting and never lose the spirit”.

“I don’t give up, I don’t give up. I will never give up.
No. I've been through all those things in my life and
yet, I keep on fighting” (P1, male, 45 years)

In difficult moments, it was important to pull themselves
together as quickly as possible and to stay strong, espe-
cially for the (few) people around them. Some patients
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were stubborn — they did everything they could to not
be inferior to others. Asking for help was seen as a final
solution. In case patients got desperate (e.g. when in
pain), they searched for opportunities (e.g. pain clinic) in
order to give themselves hope and perspective.

Other coping strategies

Patients had to learn to live with the disease requiring
major adjustments. A subset developed resilience and
successfully integrated it into their lives. Patients had
to balance every activity against their physical/mental
capacities by listening to their body. One patient consid-
ered this as an advantage — the illness forced her to live
more slowly and consciously. Patients needed to sched-
ule sufficient days of rest, for both their physical and
mental health. However, patients found these activities
worthwhile, even if they knew they would suffer from it
afterwards.

“Listening too much to the body can lead to fear of
movement and keeps you from doing things, even
if they are feasible. I just have to adapt to what is
achievable for myself and take that into account.
And sometimes I just ignore the pain. Or when I
catch up with a friend, I'm like: I'm not sick today.
Then I put the disease aside and know I'll be flat the
day after. So I think carefully: for what purpose do
I want to have extra pain and lie down for a day?
(P11, female, 38 years)

Positive distraction, by planning simple activities (e.g.
photography, walking, listening to music, domes-
tic tasks), was perceived as very useful to clear their
mind away from the disease/pain or negative emotions.
Other patients resorted to substance (a)buse, something
they already did before the illness, which offered them
consolation.

“If you keep yourself busy, you will feel the pain less.
It pushes the pain to the background. I think it’s bet-
ter than taking a painkiller. (P6, male, 59 years)
“Alcohol was my escape’” (PS5, male, 55 years)

Patients engaged in social avoidance behaviours such
as not talking to others about their problems or isolat-
ing themselves from the outer-world. However, another
patient recommended talking openly to others, especially
in case of mental illness.

“The best remedy for me is not to talk about it. Talk-
ing about it only brings it back to my mind. (P3,
female, 39 years)

“What do I have to say? I have enough problems
myself, I'm not going to project my problems onto
other people” (P14, male, 72 years)
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Complaining and cursing brought relief in the moment
itself, however, in retrospect, patients admitted that it did
not help them move forward.

If I talk and whine about it every day, it won’t go
away, will it? So why would you complain about it?
(P7, female, 83 years)

Patients emphasized the importance of putting things
in perspective: comparing themselves to others who are
worse off (hence realizing they can still do many things),
using humour, pulling themselves up to the small things
in life.

“Sometimes I laugh that I'm fat. I believe that helps,
to laugh off the problem.” (P3, female, 39 years)

Some patients said it was important to prioritize yourself
and to allow help, however, sometimes patients are too
proud.

“If it doesn’t go well, so be it. That's something I've
learned. That stubbornness has disappeared a bit”
(P6, male, 59 years)

The following coping strategies were also perceived as
helpful: religious faith (praying does not take the pain
away, it only gives strength/courage/hope to endure
pain), talking to fellow-sufferers, and having a pet (pro-
vides companionship and friendship).

Conceptual model

Based on our findings, a conceptual model (Fig. 1) was
proposed reflecting the six core concepts most relevant
to the HRQoL construct in chronically ill patients with
low SES. The model emphasizes the interaction between
concepts and their (in)direct influence on patients’
HRQoL. The hypothesized dynamics suggest that indi-
viduals are continuously confronted with stressors that
trigger psychosocial reactions that, in turn, negatively
affect coping behaviour and subsequently HRQoL. Expla-
nations for the relationships between the concepts are
discussed in detail below.

Discussion

To our knowledge, this is the first qualitative study
exploring how people with low SES experience their
chronic disease. The findings of the in-depth explora-
tion were translated into a generic conceptual model.
Although several conceptual models have already been
published [28-31], previous studies primarily focused on
middle- to upper-class patients while this study exten-
sively investigated the perspective of socioeconomically
disadvantaged groups. Our findings are particularly use-
ful for health care professionals who monitor chronically
ill patients. It can guide them in optimizing treatment,
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Fig. 1 Conceptual model of the impact of chronic disease in individuals with low socioeconomic status (SES)

recognizing unmet practical and emotional needs, ena-
bling patients to cope with their illness, and thus helping
them to live best possible life [13].

Low SES persons are typically faced with a complexity of
stressors: high levels of financial and social problems, job
insecurity, poor-quality housing, traumatic events etc. [32]
The illness was perceived as an additional problem on top
of all other problems, reinforcing the experienced burden
(e.g. greater care-dependency, greater risk of social isola-
tion and loss of work) - often referred to as ‘cumulative dis-
advantage’ [33]. These stressors are hypothesized to directly
influence the concepts of autonomy, loneliness, emotional
well-being, support, and coping. Most of these relation-
ships have been confirmed by the literature [34—43].

Literature also confirms that chronic diseases involve
loss of independence [38, 44]. Patients cannot live the
life they lived before or the life they imagined living
[38], often referred to as ‘chronic sorrow” which reflects
long-term periodic sadness in reaction to continuous
personal and social losses that are part of chronic illness
or disability [45, 46]. Previous research demonstrated
how dependency increases negative emotions as well
as reducing self-efficacy, which is important in order to
cope properly [47].

Our results furthermore emphasize that loneliness
and social isolation are distinct concepts: some patients
felt lonely despite having frequent social contacts, while
other patients with infrequent social contact did not feel
lonely [35]. As such, ‘loneliness’ can be defined as the
subjective feeling of being isolated and ‘social isolation’ as
the objective state of having few social relationships [35,
48]. More importantly, both concepts are found to have
a direct negative impact on one’s mental well-being and
thus on the overall quality of life [49, 50].

The above described factors (low SES, being chroni-
cally ill, loss of dependence, loneliness) are associated
with negative emotions [47, 51-53]. More specifically,

chronically ill patients are more susceptible to negative
psychological states as a result of changes associated
with the disease [54, 55]. In addition, emotional ine-
qualities exist: the lower one’s socioeconomic position,
the more likely negative emotions are experienced [56,
57]. Literature showed that SES affects coping strate-
gies by influencing psychological well-being [58, 59]. As
in our study, patients’ lower psychological well-being
is hypothesized to negatively affect coping behavior,
which in turn lowers HRQoL.

Patients experiencing a lack of social, financial, and
health-related support negatively influenced the rela-
tionship between emotional well-being and coping
strategies. Literature hypothesized the mediating role of
social support in the relationship between psychological
well-being and health-risk behaviors (e.g. smoking), but
not specifically in coping [60].

Finally, previous research confirmed coping resources
are socially patterned [61]: individuals with lower SES
have scant resources (e.g. small social network, little
money), resulting in lower sense of personal control or
mastery and a limited tendency to directly tackle prob-
lems during stressful encounters [18, 62]. The effect
of SES on coping behavior would be mediated by con-
trol beliefs: low SES individuals have lesser believe in
life’s controllability leading them to engage in less effi-
cacious coping strategies that may exacerbate their
problems even more [59]. It is therefore not surprising
that a maladaptive coping style (e.g. avoidance behav-
ior, self-blame, negation, social withdrawal) was often
reported. Previous findings indicate that high SES is
positively associated with adaptive coping (e.g. accept-
ance, positive reappraisal, seeking for social support)
which is associated with higher adaptation, well-being,
and quality of life while low SES is positively associated
with maladaptive coping, which is related to poorer
health outcomes [63, 64].
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Implications for research and/or practice

Findings suggest that patients’ needs should not be
reduced to disease-related needs only - focusing on the
bigger picture is more important. It is crucial for health
care professionals to acknowledge the role of social fac-
tors (e.g. by providing patients with a social prescription,
connecting them to other services [65]), to pay attention
to signs of, for instance loneliness, and to create a safe
environment where patients feel at ease to share con-
cerns, needs, and feelings. Furthermore, more cohesive
support within the health care system should be pro-
vided. For example, it is important to be fully informed
about the personal circumstances of the patient. In this
way, treatment, follow-up, and communication can be
tailored to the personal and social characteristics of
the individual patient, as reflected in person-centered
care [66]. Moreover, patients should be more assisted to
strengthen their resources in order to cope with the dis-
ease and other stressful life events — which is extra chal-
lenging in this target group. It is however important to
note that individual coping cannot overcome social dis-
advantage such as poverty. An important resource is
resilience, defined as the ability to cope with traumatic
and stressful events and to overcome them in an effec-
tive and positive way [64, 67]. Strengthening patients’
resilience would result in adaptive coping through bet-
ter control of the patient’s behavior and emotions and
mental flexibility, and appropriate interaction with the
social environment. At the same time, this relates to posi-
tive outcomes in terms of HRQoL. To further improve
HRQoL in patients with low SES, an individual approach
is recommended. Indeed, a “one size fits all” approach
might not work because low SES persons differ in many
aspects (i.e. heterogeneity in skills, life history, support)
and thus different needs and target for intervention. Only
by considering individual preferences and priorities,
HRQoL can be improved.

Strengths and limitations
An important strength is the development of a generic
conceptual model that fit the realities in clinical prac-
tice of patients with complex health and social needs,
often neglected by disease-specific pathways [68]. After
12 interviews, no additional topics emerged from the
data indicating data saturation was reached. However,
we conducted three additional interviews to increase the
credibility of the results. In addition, Lincoln and Guba’s
criteria were used to check the trustworthiness and rig-
our of the qualitative data [69].

A number of limitations should be acknowledged. First,
the sample consisted of different ages and gender, how-
ever, diversity in cultural background was not achieved.
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Participants in this study were Caucasian who spoke the
language of interest. As a result, our results could not
be transferred to people of other ethnic backgrounds.
Second, we cannot conclude whether our findings are
unique to the population we studied. Hence, an interview
study with high SES patients is recommended to obtain
insights into the intersectionality of the different social
classes. Third, the causal sequence of findings visualized
in the conceptual framework is based on hypothesis.
Hence, quantitative research is needed to test the model.

Conclusion

In conclusion, this study is the first to provide detailed
insight into the experiences of living with a chronic dis-
ease in patients of lower SES. The results were incorpo-
rated into a newly proposed conceptual model and can
be used in clinical practice and during education to raise
awareness among clinicians and health care provid-
ers that the patient’s needs go beyond the disease itself.
Future research is needed to validate and test the model.

Abbreviations
HRQoL: Health-related quality of life; SES: Socioeconomic status; COREQ : Con-
solidated Criteria for Reporting Qualitative Research; GP: General Practitioner.

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/512875-021-01578-7.

Additional file 1. COREQ (COnsolidated criteria for REporting Qualitative
research) Checklist.

Acknowledgements
The authors would like to thank all the participants who participated in the
interview study and the general practitioners for recruiting the participants.

Authors’ contributions

Delphine De Smedt and Lisa Van Wilder conceived the idea of this research.
Lisa Van Wilder analysed the data. Delphine De Smedt, Fien Mertens, Elke
Rammant, and Peter Pype contributed to the interpretation of the data and
results. All of the authors contributed to the study design, revised the manu-
script critically for important intellectual content, approved the final version to
be published and agreed to be accountable for all aspects of the work.

Funding
This work was funded by BOF (Bijzonder Onderzoeksfonds; Special Research
Fund) grant number 01 N02618.

Availability of data and materials

To protect the anonymity of participants, the qualitative data used in this
research cannot be made publically available. Data may be made available
upon reasonable request from the corresponding author.

Declarations

Ethics approval and consent to participate

The study has been approved by the Ethical Committee of Ghent Univer-
sity Hospital, Ghent, Belgium (reference number: B670202042965). Ethical
principles were maintained throughout the research. All methods were


https://doi.org/10.1186/s12875-021-01578-7
https://doi.org/10.1186/s12875-021-01578-7

Van Wilder et al. BMC Family Practice (2021) 22:233

performed in accordance with the relevant guidelines and regulations of the
Helsinki declaration. Written informed consent has been obtained from each
participant prior to interviews. All participants consented to their interviews
being audio-recorded.

Consent for publication
Written informed consent for publication of the personal data was obtained
from all the participants.

Competing interests
The authors have declared no competing interests.

Author details

'Department of Public Health and Primary Care, Ghent University, Ghent, Bel-
gium. “Department of Human Structure and Repair, Ghent University, Ghent,
Belgium. *Department of Epidemiology and Public Health, Sciensano, Brussels,
Belgium. * Department of Translational Physiology, Infectiology and Public
Health, Ghent University, Merelbeke, Belgium.

Received: 26 May 2021 Accepted: 27 October 2021
Published online: 18 November 2021

References

1. Verbrugge LM, Lepkowski JM, Imanaka Y. Comorbidity and its impact on
disability. Milbank Q. 1989,67(3-4):450-84.

2. Swain MG. Fatigue in chronic disease. Clin Sci. 2000,99(1):1-8.

3. Cocksedge KA, Simon C, Shankar R. A difficult combination: chronic
physical illness, depression, and pain. Br J Gen Pract. 2014;64(626):440-1.

4. Theeke LA, Mallow J. Loneliness and quality of life in chronically ill rural
older adults: findings from a pilot study. Am J Nurs. 2013;113(9):28.

5. Gerontoukou E-I, Michaelidoy S, Rekleiti M, Saridi M, Souliotis K. Investiga-
tion of anxiety and depression in patients with chronic diseases. Health
Psychol Res. 2015;3(2):2123.

6. Cella D, Nowinski CJ. Measuring quality of life in chronic illness: the func-
tional assessment of chronic illness therapy measurement system. Arch
Phys Med Rehabil. 2002;83:510-7.

7. Megari K. Quality of life in chronic disease patients. Health Psychol Res.
2013;1(3):e27.

8. Schipper HCJ, Olweny C. Quality of life studies: definitions and concep-
tual issues. In: Spilker B, editor. Quality of life and pharmacoeconomics
in clinical trials. Philadelphia: Lippincott-Raven Publishers; 1996. p.
11-23.

9. Van Wilder L, Rammant E, Clays E, Devleesschauwer B, Pauwels N, De
Smedt D. A comprehensive catalogue of EQ-5D scores in chronic disease:
results of a systematic review. Qual Life Res. 2019,28(12):3153-61.

10. Ploeg J, Canesi M, Fraser KD, et al. Experiences of community-dwelling
older adults living with multiple chronic conditions: a qualitative study.
BMJ Open. 2019;9(3):e023345.

11. Mielck A, Vogelmann M, Leidl R. Health-related quality of life and
socioeconomic status: inequalities among adults with a chronic disease.
Health Qual Life Outcomes. 2014;12(1):1-10.

12. Puteh SEW, Siwar C, Zaidi MAS, Kadir HA. Health related quality of life
(HRQOL) among low socioeconomic population in Malaysia. BMC Public
Health. 2019;19(4):551.

13. Benkell, Arnby M, Molander U. Living with a chronic disease: a
quantitative study of the views of patients with a chronic dis-
ease on the change in their life situation. SAGE Open Med.
2020;8:2050312120910350.

14. Scott A, Chambers D, Goyder E, O'Cathain A. Socioeconomic inequalities
in mortality, morbidity and diabetes management for adults with type 1
diabetes: a systematic review. PLoS One. 2017;12(5):e0177210.

15. Mair FS, Jani BD. Emerging trends and future research on the role of
socioeconomic status in chronic iliness and multimorbidity. Lancet Public
Health. 2020;5(3):e128-9.

16. Jani BD, Hanlon P, Nicholl BI, et al. Relationship between multimorbidity,
demographic factors and mortality: findings from the UK biobank cohort.
BMC Med. 2019;17(1):1-13.

17. Lazarus RS, Folkman S. Stress, appraisal, and coping. New York: Springer;
1984.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

33

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

Page 10 of 11

. Atal S, Cheng C. Socioeconomic health disparities revisited: coping

flexibility enhances health-related quality of life for individuals low in
socioeconomic status. Health Qual Life Outcomes. 2016;14(1):1-7.

. O'Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for report-

ing qualitative research: a synthesis of recommendations. Acad Med.
2014,89(9):1245-51.

Braveman PA, Cubbin C, Egerter S, et al. Socioeconomic status in health
research: one size does not fit all. Jama. 2005;294(22):2879-88.

Patton MQ. Qualitative research and evaluation methods. Thousand
Oakes: Sage; 2002.

Etikan I, Musa SA, Alkassim RS. Comparison of convenience sampling and
purposive sampling. Am J Theor Appl Stat. 2016;5(1):1-4.

Federal Public Service Belgium. Primary Care Centers. https://www.healt
hbelgiumbe/en/health/taking-care-yourself/patient-related-themes/
cross-border-health-care/healthcare-facility-5. Accessed 20 Mar 2021.
Guest G, Bunce A, Johnson L. How many interviews are enough?

An experiment with data saturation and variability. Field Methods.
2006;18(1):59-82.

Bazeley P, Jackson K. Qualitative data analysis with NVivo; 2013.

Glaser BG. The constant comparative method of qualitative analysis. Soc
Probl. 1965;12(4):436-45.

Triangulation DS. The use of triangulation in qualitative research. Paper
presented at: Oncol Nurs forum; 2014.

Silverberg JI, Kantor RW, Dalal P, et al. A comprehensive conceptual
model of the experience of chronic itch in adults. Am J Clin Dermatol.
2018;19(5):759-69.

Ogdie A, Michaud K, Nowak M, et al. Patient’s experience of psoriatic
arthritis: a conceptual model based on qualitative interviews. RMD Open.
2020;6(3):001321.

Leffler DA, Acaster S, Gallop K, Dennis M, Kelly CP, Adelman DC. A novel
patient-derived conceptual model of the impact of celiac disease in
adults: implications for patient-reported outcome and health-related
quality-of-life instrument development. Value Health. 2017;20(4):637-43.
Devlen J, Beusterien K, Yen L, Ahmed A, Cheifetz AS, Moss AC. The
burden of inflammatory bowel disease: a patient-reported qualitative
analysis and development of a conceptual model. Inflamm Bowel Dis.
2014;20(3):545-52.

Hardman R, Begg S, Spelten E. What impact do chronic disease self-
management support interventions have on health inequity gaps related
to socioeconomic status: a systematic review. BMC Health Serv Res.
2020;20(1):1-15.

Seabrook JA, Avison WR. Socioeconomic status and cumulative disadvan-
tage processes across the life course: implications for health outcomes.
Can Rev Sociol/Rev Can Sociol. 2012;49(1):50-68.

Domenech-Abella J, Mundé J, Lara E, Moneta MV, Haro JM, Olaya B. The
role of socio-economic status and neighborhood social capital on loneli-
ness among older adults: evidence from the Sant Boi Aging Study. Soc
Psychiatry Psychiatr Epidemiol. 2017;52(10):1237-46.

Coyle CE, Dugan E. Social isolation, loneliness and health among older
adults. J Aging Health. 2012,24(8):1346-63.

Marr J-AA. The experience of living with Parkinson'’s disease. J Neurosci
Nurs. 1991;23(5):325-9.

Schaefer KM. Women living in paradox: loss and discovery in chronic
illness. Holist Nurs Pract. 1995:9(3):63-74.

Ahlstrém G. Experiences of loss and chronic sorrow in persons with
severe chronic illness. J Clin Nurs. 2007;16(3a):76-83.

Penninx BW, Van Tilburg T, Kriegsman DM, Boeke AJP, Deeg DJ, Van Eijk
JTM. Social network, social support, and loneliness in older persons with
different chronic diseases. J Aging Health. 1999;11(2):151-68.

LorantV, Deliége D, Eaton W, Robert A, Philippot P, Ansseau M. Socio-
economic inequalities in depression: a meta-analysis. Am J Epidemiol.
2003;157(2):98-112.

Cohen BE, Edmondson D, Kronish IM. State of the art review: depres-
sion, stress, anxiety, and cardiovascular disease. Am J Hypertens.
2015;28(11):1295-302.

Kessler RC. A disaggregation of the relationship between socioeconomic
status and psychological distress. Am Sociol Rev. 1982;(6):752-64.
Krause N, Borawski-Clark E. Social class differences in social support
among older adults. The Gerontologist. 1995;35(4):498-508.

Teel CS. Chronic sorrow: analysis of the concept. J Adv Nurs.
1991;16(11):1311-9.


https://www.healthbelgiumbe/en/health/taking-care-yourself/patient-related-themes/cross-border-health-care/healthcare-facility-5
https://www.healthbelgiumbe/en/health/taking-care-yourself/patient-related-themes/cross-border-health-care/healthcare-facility-5
https://www.healthbelgiumbe/en/health/taking-care-yourself/patient-related-themes/cross-border-health-care/healthcare-facility-5

Van Wilder et al. BMC Family Practice

45.
46.

47.

48.

49.

50.
51
52.
53.
54.
55.
56.

57.

58.

59.

(2021) 22:233

Lindgren CL, Burke ML, Hainsworth MA, Eakes GG. Chronic sorrow: a
lifespan concept. Sch Ing Nurs Pract. 1992;6(1):27-40.

Hainsworth MA, Eakes GG, Burke ML. Coping with chronic sorrow. Issues
Ment Health Nurs. 1994;15(1):59-66.

Williams AM, Christopher G, Jenkinson E. The psychological impact of
dependency in adults with chronic fatigue syndrome/myalgic encepha-
lomyelitis: a qualitative exploration. J Health Psychol. 2019;24(2):264-75.
National Academies of Sciences E, Medicine. Social isolation and loneli-
ness in older adults: opportunities for the health care system. Washing-
ton, D.C.: National Academies Press; 2020.

Heinrich LM, Gullone E. The clinical significance of loneliness: a literature
review. Clin Psychol Rev. 2006;26(6):695-718.

Mullins LC, Dugan E. The influence of depression, and family and
friendship relations, on residents’loneliness in congregate housing. The
Gerontologist. 1990;30(3):377-84.

Cacioppo JT, Hughes ME, Waite LJ, Hawkley LC, Thisted RA. Loneliness
as a specific risk factor for depressive symptoms: cross-sectional and
longitudinal analyses. Psychol Aging. 2006;21(1):140.

Hance M, Carney RM, Freedland KE, Skala J. Depression in patients with
coronary heart disease: a 12-month follow-up. Gen Hosp Psychiatry.
1996;18(1):61-5.

Freeman A, Tyrovolas S, Koyanagi A, et al. The role of socio-economic

status in depression: results from the COURAGE (aging survey in Europe).

BMC Public Health. 2016;16(1):1-8.

Taylor SE, Aspinwall LG. Psychosocial aspects of chronic illness; 1996.
Falvo D, Holland BE. Medical and psychosocial aspects of chronic iliness
and disability. Burlington: Jones & Bartlett Learning; 2017.

Mirowsky J, Ross CE. Social causes of psychological distress. Hawthorne:
Transaction Publishers; 2003.

Jakoby N. Socioeconomic status differences in negative emotions. Sociol
Res Online. 2016;21(2):93-102.

Roohafza H, Sadeghi M, Shirani S, Bahonar A, Mackie M, Sarafzadegan
N. Association of socioeconomic status and life-style factors with
coping strategies in Isfahan Healthy Heart Program, Iran. Croat Med J.
2009;50(4):380-6.

Caplan LJ, Schooler C. Socioeconomic status and financial coping
strategies: the mediating role of perceived control. Soc Psychol Q.
2007;70(1):43-58.

61.

62.

63.

64.

65.

66.

67.

68.

69.

Page 11 of 11

. Lai CC, Ma CM. The mediating role of social support in the relation-

ship between psychological well-being and health-risk behav-

jors among Chinese university students. Health Psychol Open.
2016;3(2):2055102916678106.

Meyer IH, Schwartz S, Frost DM. Social patterning of stress and coping:
does disadvantaged social statuses confer more stress and fewer coping
resources? Soc Sci Med. 2008;67(3):368-79.

Lachman ME, Weaver SL. The sense of control as a moderator of

social class differences in health and well-being. J Pers Soc Psychol.
1998;74(3):763.

Poetz A, Eyles JD, Elliott S, Wilson K, Keller-Olaman S. Path analysis of
income, coping and health at the local level in a Canadian context.
Health Soc Care Community. 2007;15(6):542-52.

Macia P, Barranco M, Gorbena S, Iraurgi I. Expression of resilience, coping
and quality of life in people with cancer. PLoS One. 2020;15(7):e0236572.
Kiely B, Clyne B, Boland F, et al. Link workers providing social prescribing
and health and social care coordination for people with multimorbidity
in socially deprived areas (the LinkMM trial): protocol for a pragmatic
randomised controlled trial. BMJ Open. 2021;11(2):e041809.

Oates J, Weston WW, Jordan J. The impact of patient-centered care on
outcomes. Fam Pract. 2000;49(9):796-804.

Masten AS. Ordinary magic: resilience processes in development. Am
Psychol. 2001;56(3):227.

Grimsmo A, Lehre A, Rasstad T, Gjerde |, Heiberg |, Steinsbekk A. Disease-
specific clinical pathways-are they feasible in primary care? A mixed-
methods study. Scand J Prim Health Care. 2018;36(2):152-60.

LincolnYS, Guba EG. Establishing trustworthiness. Naturalistic Ing.
1985;289(331):289-327.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions




	Living with a chronic disease: insights from patients with a low socioeconomic status
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Introduction
	Methods
	Study design
	Study participants
	Recruitment of participants
	Data collection
	Data analysis

	Results
	A heavy bag to carry
	Personal life history
	Chronic disease: extra weight and burden

	Loss of autonomous life
	Illness dependency
	Dependency on others

	Inner and outer loneliness
	Loneliness and social isolation
	Lack of understanding
	Goal lacking

	Emotional imbalance
	Negative emotions
	Positive emotions

	Unmet need for support
	Coping strategies
	Illness acceptance
	Keep on fighting
	Other coping strategies

	Conceptual model

	Discussion
	Implications for research andor practice
	Strengths and limitations

	Conclusion
	Acknowledgements
	References


