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ABSTRACT

TS Multiple sclerosis (MS) is one of the most common chronic progressive neurological diseases.
It is the non-traumatic cause of neurological disability in adults. This disease increases the patient’s need
for care due to the progressive course of disease that intensifies the symptoms over time. Family care-
givers of these patients have different challenges and needs for caregiving. The present study aims to
investigate the supportive needs of family caregivers of patients with MS in Iran.

This is a qualitative study conducted in MS Association of Isfahan, Iran in 2018-2019
for 8 months. Participants were selected by a purposive sampling method who included 8 patients, 13 fam-
ily caregivers, and 4 treatment staff. Semi-structured interviews were used to survey the supportive needs
of caregivers. Interviews took about 30-60 minutes. Sampling and data collection were saturated after 25
interviews. We used Guba and Lincoln’s criteria (credibility, dependability, transferability, and conformability)
to evaluate and validate the data. The contract content analysis technique was used to analyze the data.
ST The results of analysis yielded 795 initial codes. After merging these codes based on common
features, 562 codes were remained. The supportive needs of family caregivers of MS patients were pre-
sented in three main categories (creating interaction opportunities to reduce isolation, empathetic inter-
action with peers and treatment staff, and financial support) and nine sub-categories.

[@TEITERT Most of the family caregivers of MS patients in Iran do not receive adequate social and sys-
temic supports from health care providers and do not have access to support resources. Policymakers
and health caregivers should provide the required supporting programs for these caregivers so that they

Received: 10 May 2021 © can optimally play their role in caregiving MS patients, especially at home, while receiving appropriate
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Extended Abstract

Introduction

ultiple sclerosis (MS) as a chronic pro-

gressive disease is the most common non-

traumatic cause of neurological disability

in young adults [1, 2]. Statistics estimate

that more than 2.5 million people around
the world live with this disease [3]. In Iran, its prevalence
has been reported in about 60000 people [4]. Iran is among
the top 10 countries in the world with the highest incidence
of MS [5]. The patients with progressive MS may gradually
experience a wide range of functional limitations [6, 7]. In
the long run, the patients are not able to perform the daily
living activities alone and need help from others; therefore,
a family member (such as a spouse, parents or children) usu-
ally becomes their caregiver [8, 9]. Caregiving of a person
with a chronic disease creates a lot of stress in the caregiver
and families; the patient’s biological, social, and psychologi-
cal needs take precedence, and caregivers become exhausted
due to excessive pressures and demands [10]. The caregiv-
ing of MS patients is different from the caregiving of people
with other chronic diseases, because the course of the disease
is not clear and the caregiver cannot predict the occurrence,
recurrence or functional ability of the patient during the day
[11, 12]. Caregivers need support from family and society to
be able to optimally perform their caregiving role; the lack
of support has a negative impact on their physical, psycho-
logical and social health [3, 7, 13, 14]. The caregivers and
families of MS patients believe that the medical team and
therapists are sometimes unable to fully understand their de-
mands and needs [15].

Studies in Iran have indicated the lack of social support
resources for the families of MS patients. Most studies in
the field of MS have focused on the patients; a few stud-
ies have been conducted on family caregivers of these
patients and their needs. Most of the studies conducted on
family caregivers of MS patients in other countries have
demonstrated the different needs and challenges of these
caregivers. It is essential to pay attention to the needs and
problems of this group of caregivers in Iran with different
cultural contexts. Recognizing these needs and challeng-
es can be useful for proper planning to solve the problems
of family caregivers in Iran. Therefore, this study aims to
investigate the supportive needs of family caregivers of
patients with MS in Iran (Table 2).
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Materials and Methods

This is a qualitative study using the contract content analy-
sis conducted in MS Association of Isfahan, Iran. Partici-
pants were selected by a purposive sampling method. Semi-
structured interviews were conducted with 8 patients, 13
family caregivers and 4 treatment staff (neurologist, nurse
and psychologist). Inclusion criteria were willingness to par-
ticipate in the study, age >18 years, ability to describe care
experiences, family caregivers with a work experience of at
least one year for a patient with MS, treatment staff with at
least one year of work experience in departments related to
MS patients, and patients having diagnosed MS for at least
one year. The exclusion criteria were any physical or mental
disorders in caregivers, inability to communicate, and lack
of willingness or ability to continue participation. Maximum
diversity in demographic information and caregiving experi-
ences was considered in the selection of participants.

Study data were collected from September 2018 to April
2019 for eight months. Interviews took about 30-60 min-
utes. Each interview began with open-ended questions. For
instance: “Please talk about your experience about needs
and problems of caregiving”, or “What factors are involved
in the needs and problems of caregiving?”. In cases of the
need for more specialized interviews, follow-up questions
were asked, such as: “Can you give an example”, or “What
do you think about this case?”. All interviews were con-
ducted in a quiet and private environment selected by the
participants (MS Association, participants’ home, or work-
place). They were simultaneously transcribed, and then
coded and analyzed several times. The research process
was based on an inductive reasoning approach, and sam-
pling and data collection were saturated after 25 interviews.

The data were analyzed by the contract content analysis
according to Graneheim and Lundman (2004). In this meth-
od, researchers immerse themselves in the data to emerge
a new insight [16]. We used four criteria of creditability,
dependability, transferability and conformability of Guba
and Lincoln to evaluate and validate the data [17]. To in-
crease credibility, prolonged exposure with data, codes, and
emerging classes (for 8 months) and peer review process
were used. Feedbacks were also received from each partici-
pant about the codes and their interpretations. To confirm
the dependability and conformability of the data, the peer
review process was used in which one-week meetings were
held between the second and third authors (one supervisor
and a PhD student in nursing) and all stages of the research
process including codes and classes were checked. The data
collection and analysis was comprehensively described to
ensure data transferability.
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Table 1. Demographic characteristics of the participants
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Number of Participants Role Age (y) Gender Education Occupation
P1 Patient 40 Female Bachelor’s degree Unemployment
P2 Caregiver (spouse) 38 Female Bachelor’s degree Housewife
P3 Treatment staff 30 Female Bachelor’s degree Nurse
P4 Caregiver (spouse) 58 Female Elementary school Housewife
P5 Caregiver (spouse) 46 Male Diploma Employed
P6 Treatment staff 52 Male Specialist Neurologist
P7 Caregiver (spouse) 38 Female Diploma Housewife
P8 Treatment staff 38 Female Bachelor’s degree Nurse
P9 Caregiver (father) 52 Male Diploma Retired

P10 Caregiver (spouse) 45 Female Bachelor’s degree Employed

P11 Caregiver (mother) 48 Female Bachelor’s degree Employed

P12 Caregiver (child) 33 Female Elementary school Housewife

P13 Caregiver (mother) 61 Female Bachelor’s degree Retired

P14 Caregiver (spouse) 50 Male Elementary school Self-employed

P15 Family caregiver 26 Female Bachelor’s degree Employed

P16 Caregiver (spouse) 38 Male Bachelor’s degree Employed

P17 Caregiver (mother ) 57 Female Elementary school Housewife

P18 Treatment staff 26 Female Bachelor’s degree Nurse

P19 Patient 44 Female Elementary school Housewife

P20 Patient 42 Male Diploma Employed

P21 Patient 22 Female Bachelor’s degree Student

P22 Patient 25 Female Bachelor’s degree Student

P23 Patient 33 Male Master’s degree Unemployed

P24 Patient 30 Female Bachelor’s degree Housewife

P25 Patient 40 Female Bachelor’s degree Housewife
Archives of
Rehabilitation

Results Creating interaction opportunities to reduce isolation

A total of 25 people participated in this study. The mean
age of the participants was 44 years (26 to 61 years old).
Most of the participants were female (87%), married
(73%), and the patient's mother or spouse (68.41%), and
most of the family caregivers held a diploma or lower de-
grees (63.15%) (Table 1).

This category indicates that caregivers and their patients
reduced or even cut off contact with others to get rid of it
due to misconceptions about MS. This social isolation or
loneliness seeking is the beginning for other problems.

Sadeghi B. et al. Caregivers of Patients With MS. RJ. 2022; 23(1):68-87 70
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Table 2. The needs of family caregivers of patients with MS in Iran
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Main Category

Sub-category

Avoiding getting pity and compassion from others

Creating interaction opportunities to reduce isolation

Rejection of the disease

Reluctance to social interactions

Attention of the treatment group is only to the patient
Empathetic interaction with peers and treatment staff  Insufficient professional support
Increasing the tolerance by using the experiences of peers

Losing job
Costly treatment

Financial support

Inadequate organizational support and limited access to medical resources

Avoiding getting pity and compassion from others

Participants believed that when extreme attention was paid to
the patient, a bad feeling such as sense of pity was induced to
the patient and the patient tended to reduce the relationship or
even cut off it with others. In this way, the patient was accompa-
nied by the caregiver voluntarily or involuntarily. «My daughter
hates the extreme attention of others to her because of her ill-
ness. when someone asks me a question about her physical or
mental condition, she asks me not to talk to them. I have to stay
home because of her» (Participant no. P13).

Rejection of the disease

According to the participants, one of the main reasons for
avoiding social interactions by the patient and the caregiver
was non-acceptance of the disease, which was due to in-
sufficient knowledge and awareness about the disease and
fear of the patient>s unknown future and care needs. «When
my wife heard that she had MS, she completely lost her
self-confidence. At that moment, she could not stand on
her feet. We were very careful not let others to know about
her disease. We spent our time at home for a long time and
didn’t go anywhere. We are §till in the same condition.»
(Participant no. P5).

Reluctance to social interactions

Sometimes the patient>s reluctance to have leisure ac-
tivities such as travel and communication with others for
psychological and physical reasons prevented the caregiver
from participating in social activities; even the caregiver
became reluctant to perform leisure activities for reasons
such as psychological burden of caregiving. «I can’t leave
my son alone at home! even if I can and go to my sister
or brothens house, I always think of him. I don’t have the
patience to talk to people.» (Participant no. P4)
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Empathetic interaction with peers and treatment staff

An open conversation between the treatment staff and
caregivers about conditions and related needs can lead to a
better sense of satisfaction in the family. One of the needs
they mentioned was the friendship with other patients and
caregivers, which leads to a better understanding of the dis-
ease and gaining hope.

Attention of the treatment group is only to the patient

Only attention of the treatment group to the patient and
insufficient attention to family caregivers caused caregivers
to feel lonely and unsupported against the challenges and
problems of caregiving, and be less prepared for their roles.
“If there is a program or counseling, it is because of our
illness, but not if you mean me. They do not counsel me"
(Participant no. P15).

Insufficient professional support

Other factor that caused the lack of empathetic commu-
nication with the treatment group was the lack of adequate
professional support for patients and family caregivers. The
high workload in medical centers make health care provid-
ers unable to pay attention to caregivers. “I expect more
aids. We come a long distance even without receiving any
financial aid for commuting. We have been referring to this
center for several years; however, the relationships and sup-
ports should be better” (Participant no. P13).

Increasing the tolerance using the experiences of peers

Forming a group of peers to use their useful experiences
has a great effect on creating hope for MS patients and
their caregivers. Introducing the patients who continue
their jobs and social life, despite of suffering from MS,
is another effective step for improving people’s attitude
towards the MS. “Caregivers and patients with different

Sadeghi B. et al. Caregivers of Patients With MS. RJ. 2022; 23(1):68-87
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conditions of the disease should talk to each other in a
group about their stress and how to reduce it. They can be
in contact with each other and know about the course of
the disease.” (Participant no. P5)

Financial support

Financial problems and treatment costs were some of the
concerns that many caregivers implicitly or explicitly spoke
about it in the present study.

Losing the job

Most participants believed that caregiving roles for family
caregivers of patients with MS had high burden and were
time-consuming, leading to absenteeism in the workplace
or leaving jobs. “I had to leave my job to be with my wife
more. | found that I really could not be with my wife during
working hours” (Participant no. P14)

Costly treatment

The financial burden of the disease can be one of the
causes for intensification of the disease complications.
In many cases, patients have to tolerate financial diffi-
culties to cover the costs of treatment. “The high cost
of his treatment has put a high pressure on me! It has
affected the whole family and caused a financial crisis
in the family.” (Participant no. P11)

Inadequate organizational support and limited access
to medical resources

One of the most important barriers to the use of medi-
cal centers is their high distance from the place of resi-
dence causing limited access to health facilities in addi-
tion to insufficient organizational support. “We do not
have such facilities in our village, not even a specialist
physician; we have to travel to Isfahan. It’s diffluent for
my mother. When we visit the clinic, they give her just
a painkiller” (Participant no. P12).

Discussion

According to the participants, most family caregivers of
MS patients do not receive adequate family, social and sys-
temic support and do not have access to reliable sources of
support. It is evident that the comprehensive and effective
support is necessary due to the prevalence of chronic dis-
eases and the fact that they have affected a wide range of
people. This support should provide conditions for patients
and caregivers so that they have no concern except to fight
against the disease.

April 2022. Vol 23. Num 1

Creating interaction opportunities to reduce the iso-
lation of MS patients was among the needs perceived
by the participants in the present study. Rejecting and
hiding the disease seems to be a Strategy used by pa-
tients to reduce their psychological burden. Patients
reported perceived sense of pity and excessive atten-
tion. Hiding the disease has been discussed in the re-
sults of other studies related to patients with MS and
their caregivers [17-20]. The feeling of pity for patient
is one of the reasons for disease hiding by them [17,
21]. Health care providers need to create interaction
opportunities for patients so that they feel socially
active and leave isolation. Returning to work and in-
creased social interactions lead to the satisfaction in
the patients and their families [22].

The findings of the current study in relation to empa-
thetic interaction with peers and treatment staff, which
was another need for social support of caregivers of MS
patients, indicated that the social support from peers has
a protective role for the patient and creates an atmosphere
for easy expression of concerns. The experiences of peers
can increase the tolerance in caregivers and patients.
Sometimes effective interaction and communication
between the treatment staff and family caregivers is not
enough and their need for information and preparation
may not met. Therefore, therapists should be taught how
to communicate sincerely with them and better identify
the problems that cause caregiving burden [23].

The findings of Hughes et al. indicated that friends and
peers can help MS patients to return to the normal life more
quickly; they can sympathize with them and better under-
stand their feelings and perceptions [24]. The results of Bain
et al. showed that communication is the core of effective
care for MS patients. Communication of the team staff with
the MS patients and their families plays an effective role
in many aspects of caregiving; their poor communication
can negatively affect the psychosocial and decision-making
statuses and quality of life in MS patients and their care-
givers [13]. Therefore, in patients that need caregiving for
controlling diseases problems, talking with their caregivers
about their conditions and related needs and problems can
provide better care for the patients and cause better sense of
satisfaction in the families.

Another need of the caregivers of MS patients was fi-
nancial supports. One of the destructive effects of MS is
that it imposes a heavy financial burden on patients and
their families, which can even collapse the foundation of
families. Job-related problems were another reason for
caregivers’ financial challenges, which were mostly due to
time-consuming nature of caregiving and the caregivers’
mental preoccupation. The participants believed that more
financial support was required for the costs of treatment and

Sadeghi B. et al. Caregivers of Patients With MS. RJ. 2022; 23(1):68-87
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follow-up and the government’s support was insufficient.
There are many studies on MS patients that have shown
that the financial status of caregivers is not favorable ease
[21, 25-29]. One of the factors that make MS a costly neu-
rological disease is that it occurs at a young age which is the
age of employment and affects the patient for the rest of life.

The MS disease affects the family income of individu-
als, and it is possible that the patients terminate treatment
if not receive sufficient socio-economic support [9, 30-33].
There were major similarities between the results of previ-
ous studies and present study reported that the MS is costly
disease and the patients and families alone cannot afford its
costs and need financial support. It should be considered by
officials and health care providers. Participants emphasized
that the patients’ families should be introduced to volun-
teering charity groups in order to remove their financial
burden. The health care system should also pay attention to
the availability of drugs and the insurance support for these
patients to increase their tolerance.

Conclusion

Family caregivers of patients with MS have different needs
in all aspects of life; not meeting these needs can affect other
aspects. Caregivers of these patients in Iran do not receive
adequate family, social and systemic supports and do not
have access to reliable sources of support. Accordingly, pol-
icy makers and health care providers can develop a plan to
support these caregivers so that they can optimally play their
caregiving roles for MS patients, especially at home.
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