Archives of

Rehabilitation

Research Paper a ‘ ‘i‘
Identifying Barriers to Self-advocacy in Women With Multiple Sclerosis in ok
Iran: A Qualitative Study

Sara Bachari' (», "Ghazaleh Mandani?, Roya Ghasemzadeh? », Shadab Shahali®

1. Department of Rehabilitation Administration, School of Rehabilitation, Ahvaz Jundishapur University of Medical Sciences, Ahvaz, Iran.
2. Department of Occupational Therapy, Musculoskeletal Rehabilitation Research Center, School of Rehabilitation, Ahvaz Jundishapur University of Medical Science, Ahvaz, Iran.
3. Department of Reproductive Health and Midwifery, School of Medical Sciences, Tarbiat Modares University, Tehran, Iran.

Use your device to scan
and read the article online

(S TETILT7] Bachari S, Mandani Gh, Ghasemzadeh R, Shahali Sh. [Identifying Barriers to Self-advocacy in Women With Mul-
tiple Sclerosis in Iran: A Qualitative Study (Persian)]. Archives of Rehabilitation. 2021; 22(3):378-393. https://doi.org/10.32598/
RJ.22.3.3277.1

https://dei.org/10.32598/RJ.22.3.3277.1

ABSTRACT

9T Chronic Multiple Sclerosis (MS) often occurs in middle-aged people, who are supposed to take

Received: 04 Jan 2021 their most important roles in the family and community and thus affect their self-advocacy. This study

Accepted: 15 May 2021 aimed to identify the barriers to self-advocacy in women with MS.
Available Online:010ct2021 :  [UEIEREISEANEGTLE This study was conducted using a qualitative content analysis method. The partici-

pants were 10 female members of the MS Association of Khuzestan Province of Iran aged 30-40 years
with different educational levels, marital status, and occupations. They were selected using a purposive
sampling method. The study data were collected through semi-structured interviews and continued un-
til data saturation from June to November 2019. The content analysis was performed using Lundman
and Graneheim’s qualitative content analysis method with an inductive approach conducted continu-
ously and simultaneously with data collection. To evaluate the validity and reliability of qualitative data,
we used Lincoln and Guba criteria (credibility, dependability, conformability, and transferability).

(B8 The data analysis revealed 900 codes, 21 subcategories, and 6 themes of family barriers, medical

Keywords: barriers, job-related barriers, environmental barriers, sociocultural barriers, and psychological barriers.
Multiple Sclero- [T Women with MS face a variety of barriers to self-advocacy; most of them are related to fam-
sis, Self-advocacy, ily, environment, and society, in addition to personal barriers. Social support and the availability of suf-
Women, Qualitative ¢ ficient and appropriate information about MS can play an important role in confronting these women
content analysis : with mentioned barriers and realizing their self-advocacy.
English Version ment is to manage symptoms, maintain function, and slow
the progression of the disease [1-3]. About 75% of people
Introduction with MS are women, and the disease is mainly seen in mid-
dle-aged women (around 30 years old) [1]. Women with
ultiple Sclerosis (MS) is an autoimmune, disabilities in Iran face discrimination due to their physical
debilitating, and chronic disease whose disabilities and gender and are ignored in many sections of
etiology is unknown. MS has neither a society [1, 4]. Although people may sometimes need sup-
preventive measure nor a definitive cure. The goal of treat- port, they are entitled to take control of the existing condi-
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tions and resources [5, 6]. This state is called self-advocacy,
which means that people with disabilities can speak reck-
lessly, express their desires, and be their own voice [5, 6].
Identifying barriers to self-advocacy and overcoming them
in women with MS requires knowing those barriers in
women'’s context and culture. People’s self-advocacy expe-
rience is an entirely subjective phenomenon, and qualitative
research can study it. Studies conducted in Iran on MS have
mostly examined the epidemiological and quantitative as-
pects of the disease in patients and caregivers, and qualita-
tive studies on MS are a few [7-9]. We found no investiga-
tion in Iran on the self-advocacy of MS patients. In studies
conducted in other countries, the concept of self-advocacy
has been studied in relation to other concepts or focused on
teaching self-advocacy skills. In this regard, this study aims
to investigate the barriers to self-advocacy in women with
MS in Iran using a qualitative approach.

Materials and Methods

This research is a qualitative study using conventional
content analysis. This method is usually appropriate when
existing theories or literature on the research topic are limit-
ed. In this method, codes are extracted directly or indirectly
from the data [10]. The study population was the members
of the MS Association of Khuzestan Province, Iran. The
samples were 10 women with MS for at least 1 year. The
selection of samples was made using a purposive sampling
method by taking into account the maximum diversity in
terms of age, educational level, marital status, family, social
conditions, and so on. The sampling was continued until the
data saturation. The inclusion criteria were being diagnosed
with MS or exposure to this disease. The exclusion criteria
were the inability to participate in the study, unwillingness
to talk about personal and family issues, reluctance to con-
tinue participation, and inability to perceive the questions.

Data were collected during in-depth semi-structured in-
terviews with the patients for 60-90 minutes. The interview
began with open-ended questions, followed by exploratory
questions. All interviews were recorded with the partici-
pants’ permission, and field notes were taken to supplement
the findings. The interviews continued until data saturation
that was obtained after seven interviews, and the further
three interviews were performed to ensure saturation. In
this regard, the interview was conducted in two sessions for
one of the participants. The research environment was de-
termined according to their conditions and comfort.

To analyze the data, we used the qualitative content analy-
sis using the Lundman and Graneheim method [11]. In this
regard, the interviews were transcribed, and the investigation
began after reading them. Then, the key concepts (themes)
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were highlighted, and the important parts were extracted and
sorted into the smallest units (codes). A table of three col-
umns was then designed, and a list of themes was prepared,;
after reviewing and finding similarities in meaning and con-
cept, the subcategories were placed in each related column.

To evaluate the validity and reliability of qualitative data,
we used the Lincoln and Guba criteria (credibility, depend-
ability, conformability, and transferability) [8]. The cred-
ibility of the data was achieved through the researcher’s
constant engagement with the data and their comparison,
as well as the opinions of two experts (not a part of the re-
search team). Dependability of the data was achieved using
the opinions of participants and some colleagues about the
accuracy of data analysis. By submitting reports to 4 profes-
sors and their approval, the conformability of the data was
confirmed. The samples were selected, taking into account
the maximum diversity. To achieve transferability, the re-
searcher took notes and recorded all ideas and activities on
collecting data and analyzing them over time so that other
people could follow up on the issue by reading these notes
or continuing this research.

Results

The participants were employed women or homemakers
with MS in the third or fourth decades of their lives, with
different marital statuses and educational levels. As a result
of analyzing, 900 codes, 21 subcategories, and 6 themes
were obtained.

Family-related barriers

This theme had four subcategories of “not supported by
the husband”, “parents’ fear of their child’s future”, “non-
acceptance by the family”, and “family and husband inter-
ference in the pursuit of rights”. Findings showed that the
occurrence of chronic diseases such as MS puts the patients
in a situation where they feel the need to be supported by the
family and others. Some participants believed that the fam-
ily’s neglect and inattention to them and their wishes had
worsened their illnesses. Some women, on the other hand,
faced challenges such as distancing from their husbands,
husbands’ absence in urgent circumstances and leaving
them: ... My husband was in shock after my illness. After a
while, he formally asked for a divorce” (participant No. 2).

Job-Related barriers

This theme had three subcategories of “lack of job se-
curity”, “ineffective objections”, and “pressures from the
workplace”. Employees often spend considerable time at

the workplace, and their current situation can play a sig-
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nificant role in their experiences of MS. Lack of job secu-
rity was one of the most frequently mentioned barriers. For
this reason, some of them refused to express their disease
and consequently could not defend their own rights as they
should according to their physical and psychological condi-
tions. Others argued that expressing their disease and self-
advocacy would lead to job losses because most employers
might refuse to hire them. Some believed that even if they
were trying to advocate their position, their efforts would
still be ignored.

Medical barriers

The subcategories of this theme are “medical shortcom-
ings”, “poor performance of medical staff”, “lack of priva-
cy in medical centers”, “limitations related to medications”,
and “poor economic status”. In some participants, the phy-
sician’s inappropriate behavior when making the diagnosis
had shocked them and created an intense fear and distrust
of the physician. Moreover, according to some patients, not
providing details and descriptions of the disease conditions
can have a significant impact on the realization of their self-
advocacy and can be challenging: “Unfortunately, the doc-
tors have to be forced to get information!” (Participant No.
1). Lack of a private space can also be a barrier for the pa-
tient to express their expectations better and demands of the
physician and treatment staff: “I wanted to ask a question,
but the next patient [suddenly] came inside and then I felt
shy to ask anything [related to the disease]”. (Participant
No. 6). Any problem with the preparation, use, and even
effects of medications can lead to a variety of physical and
mental experiences for people with MS: “The days I take
cinnoVex injections, I feel a lot of pain in my body; the con-
dition of someone who has a cold: headache, body aches,
bruises” (Participant No. 8). The problems with medica-
tion supply, accessibility of medications, and receiving and
injecting specialty drugs were other issues that the partici-
pants reported, especially those who live far from the prov-
ince’s capital. Economic issues and problems were other
limitations that participants had experienced.

Environmental barriers

This theme included two subcategories of “environmental
barriers to education” and “access and geographical limi-
tations”. The place of education and training is one of the
important environments in which people attend and take on
various roles. Lack of proper cooperation and empathy in
these environments can lead to inadequate self-advocacy
in participants. One of the participants, who had difficulty
attending university and taking exams due to her medical
conditions, did not receive the necessary support to com-
pensate for this absence, despite the follow-up and persis-
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tence of her professor: “... I texted them every day for two
weeks to ask what is the alternative way, but they did not
answer me at all, until one day before the exam when they
told me to take the exam online with others” (Participant
No. 2). Several women had restrictions and lack of access
to appropriate medical facilities: “The Association is far
away [from my house], so I cannot communicate with them
very much ..”. (Participant No. 1). Some reported the con-
centration of medical facilities in the provincial and capital
centers: “None of the cities in Iran has the facilities that ex-
ist in Tehran” (Participant No. 4).

Sociocultural barriers

This theme includes two subcategories of “stigma and
judgment” and “social barriers”. Fear of being labeled,
judged, or seen as weak were the feelings reported by the
majority of women. In many cases, this caused the person
to be silent or isolated in situations that required her to
speak. Participants often believed that because of the nega-
tive view in society, judgments lead to pity in others and
inadvertently instill in them a sense of disability.

Psychological barriers

This theme included five subcategories of “distrust and
pessimism about the health care system, family, and soci-
ety”, “ignoring of the rights”, “feeling of inadequacy”, “fear
of the future”, and “psychological consequences of MS”.
Distrust and pessimism were the significant psychologi-
cal barriers that women experienced in different situations,
which usually led to the feeling of the incapability in them.
Family’s lack of support for the expression of needs and not
being optimistic about the outcome of their expression were
other barriers to the realization of self-advocacy in women
and caused them not to pursue and insist on their needs. The
feeling of inadequacy in personal life was another problem
for participants, which was experienced due to the diminu-
tion of their roles as a wife, mother, or child and following
the consequences of their disease. This condition reduced
their ability to advocate. The challenges posed by these is-
sues and the uncertainty about the process of MS can lead
to various fears for the patient. Fear of the uncertain future,
fear of facing peers, and even worries about the future and
health of children were other barriers in women.

Discussion and Conclusion

The present study tried to provide a ground for improving
the quality of life and realizing the rights of MS women by
strengthening and emphasizing their self-advocacy through
finding its barriers. The six obstacles encountered in this
study are very similar to the findings of Kaldi and Salah-
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shouri [12]. They believed that women’s empowerment and
strengthening of their self-advocacy depends on many in-
ternal and external factors, such as the physical and mental
statuses of women and their family income level. The six
identified barriers can be examined from other aspects in
two categories of environmental (external) and individual
(internal) because the nature of MS is such that it threatens
the independence and ability of self-care in patients to play
an effective role in the family and society and often creates
a sense of uncertainty in them [7].

Family-related barriers as one of the identified barriers in-
dicate that the family’s refusal to accept the disease in wom-
en can create limitations. Although the results of Sadat et al.
showed the great effect of MS on family members, which is
consistent with our results, they stated that these effects in
some cases over time lead to family’s misbehavior, causing
discouragement of the patient from the treatment of MS and
or rejecting therapy [13]. This finding is inconsistent with
our results; women in our study not only did not face family
misbehavior and rejection over time but also their relation-
ships in some cases improved and received significant at-
tention from their family (due to fear and worry of parents
about the future of their children). In some cases, the exces-
sive attention of their husbands affected the independence
of women to advocate themselves.

Job-related barriers were another finding of this study.
Simmons et al. showed that many people with MS have
difficulty keeping their jobs, even during good economic
times [14]. Moore et al. also pointed to the job challenges
of MS patients [15]. Dyck and Jongbloed showed that non-
medical factors, such as modifying work conditions and
understanding employers with the possibility of delegating
household tasks, can improve MS women’s ability to work
[16]. These findings are consistent with our results. What
hindered the self-advocacy of working women was the lack
of job security, which sometimes caused them to retreat
from their rights and lose self-advocacy. Another identified
theme was medial barriers. Ghafari et al. reported that the
reasons for MS patients’ and their families’ dissatisfaction
with the rehabilitation staff are as follows: indifference to
the patients and their opinions, lack of emotional support
and empathy, lack of honesty, not being a good listener, lack
of respectful behavior, instilling fear and frustration, poor
education/information/correct and timely diagnosis, and
negligence in care [17]. Ghanati et al. pointed to the high
economic burden of MS and insurance problems with drug
costs [18]. This finding is consistent with our results. In our
study, most women reported physicians’ negligence, lack of
empathy, and limitations, and high costs of medications as
barriers to self-advocacy based on their experiences.
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Another issue was the environmental barriers, including
limited access to facilities, transportation problems, and
climatic conditions, which restricted women from pursu-
ing their rights and having self-advocacy. It is important to
identify and address the barriers that people with MS face
during the service delivery, as it helps to improve outcomes
continuously [19]. The physical barriers of the learning
environment, the lack of trust in teachers, and their inat-
tention to the special conditions of the patients were other
environmental barriers that led to anxiety and stress in them
and overlooking their voices and needs. Some researchers
believe that the institution of education, like the institution
of family, is associated with a lot of stress and can cause
problems [20]. Although support from the people around
can play a very important role in the health and quality of
life of MS patients, it can have a negative effect; for exam-
ple, high empathy can be considered by the patient as pity
[21] which can deprive the patient of receiving help in the
necessary circumstances and of psychological, emotional,
informational and interactive support [22]. This issue was
also reported in the present study. Women, in some cases,
due to fear of being pitied and judged, not only did not act
on their rights and self-advocacy but also preferred to be
silent and do nothing.

Another finding of this study was the psychological bar-
riers. Psychological effects of MS include excitement,
anxiety, isolation, seclusion, and secrecy [13]. According
to Hesseini, psychological consequences of MS arise in
response to the disease process, in response to the diagno-
sis, and due to drug side effects [23]. This classification can
also be seen in the present study. Jafari Jozani et al. reported
that people with MS tend to be pessimistic and negatively
oriented towards life due to psychological disorders [24].
These findings are consistent with our results. Kadkhodai
et al. reported the positive relationship of women’s self-
importance with their sense of happiness and quality of
life. However, self-importance is a new concept for Iranian
women, and there is a need for changes in their thought,
emotions, and lifestyle patterns to understand and accept
it. The women in our study often forgot to pay attention to
themselves, and their lifestyle was focused on MS, family,
children, and work. In this regard, these findings are consis-
tent with our results.

Considering the effects of family, society, workplace, and
learning environment as external factors and psychologi-
cal, physical, and behavioral issues of the individual as in-
ternal factors, the creation of any inhibitory effect by the
mentioned factors can lead to limitation of activity and par-
ticipation of women with MS or affect their performance
and physical conditions. Providing educational information
about the symptoms and course of MS and how to deal with
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it is particularly important in building trust. Providing accu-
rate information through online social media immediately
after diagnosis [26], having the proper social support and
appropriate information can play an important role in con-
fronting MS women with the mentioned barriers and real-
izing their self-advocacy.
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