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Background: Multiple Sclerosis (MS) is a neurological disease that is most commonly observed among young people. Drug and non-drug 
treatments are used to prevent the progression of the disease and to control illness-related disorders. Patients with MS often have multiple 
and complicated needs that require a broad spectrum of health services.
Objectives: This study was conducted to identify the expectations of individuals with MS and their families for healthcare services.
Patients and Methods: This article is part of a qualitative case study. The participants were selected by a purposive sampling method. In 
this study, semi-structured interviews of 20 individuals with MS and 8 family members were conducted to identify the expectations of MS 
patients and their families. In addition to the interviews, the documents related to the aim of the study, including weblogs, MS magazines, 
special websites of individuals with MS, and news agencies were gathered. Analysis of data was performed by a conventional content 
analysis method.
Results: The age of the participants ranged from 22–63 years. The data obtained from this study was classified into 5 main categories as 
follows: being cured, need for comfort, promoting knowledge, economic welfare, and social security.
Conclusions: Individuals with MS and their families had different expectations pertaining to all dimensions of life, such that not meeting 
the needs related to any dimension could have affect the other dimensions. Therefore, it is necessary for healthcare providers to have a 
holistic assessment as well as try to meet all needs and expectations.
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1. Background
Multiple sclerosis (MS), a chronic disorder, is the most 

common neurological disease among young people (1). 
The estimated average global prevalence rate of this dis-
ease is 30 per 100,000 individuals with an even higher 
average rate in Europe (80 per 100,000 individuals) (2). 
The prevalence of MS has been estimated to be 51.9 from 
2002–2008 in Tehran (3), 43.8 during 2003–2006 (4), and 
73.3 per 100,000 individuals during 2003–2010 in Isfahan 
(5). MS is often diagnosed between the ages 20 and 40. The 
common symptoms of the disease include fatigue, intes-
tinal and urinary disorders, visual problems, spasticity, 
swallowing, sexual, cognitive, and motor problems, de-
pression, and pain (6). The quality of life of afflicted indi-
viduals is often reduced following the appearance of the 
above symptoms (7-9). Drug and non-drug treatments 
are used for the management and prevention of disease 
progression and for controlling illness-related disorders 
(10). In MS, managing the disease requires the help of dif-
ferent personnel with varying healthcare expertise to 
meet the needs of patients during their lifetime (1, 11). 
Since MS often occurs at a young age, the patients need 
long-term care. With the progression of the disease, pa-

tient capacity to take care of themselves is reduced (12). 
Therefore, the burden of responsibility for patient care is 
transferred to the family (13). The economic effects of the 
disease arise from a loss of patient ability to work, hospi-
talization, the requirements to be helped to perform rou-
tine daily activities, and the direct costs resulting from 
the consumption of expensive drugs (14, 15). Considering 
the multiple effects of MS on the patients, their families, 
and society, it is necessary that the healthcare services of-
fered to patients and families be effective and based on 
need (16). However, there is evidence that the needs of 
patients have not been met and that they are not satis-
fied with the services provided (17, 18). Studies employ-
ing quantitative methods were performed to assess the 
needs and available services for patients with neurologi-
cal disorders, through the use of questionnaires (16, 19-21) 
or qualitative methods of interviewing patients (22, 23).

2. Objectives
The present study was conducted with the aim of iden-

tifying the expectations of MS patients and their families 
for healthcare services, with a qualitative method. This 
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information would, in turn, assist in providing better ser-
vices. This study is of importance, given the expectations 
of MS patients regarding social, psychological, and cul-
tural factors, of identifying the needs and expectations of 
these service users to provide proper healthcare services 
and the lack of previous research on the needs of MS pa-
tients in Iran.

3. Patients and Methods
This article is a part of a qualitative case study that served 

as a PhD dissertation. The study focused on the disease 
experience, expectations, and health services delivered to 
MS patients and their families. This study was conducted 
at the MS Association and two hospitals in Isfahan, Iran, 
which have MS clinics and neurology wards. The data were 
collected from January 2012 to April 2013. The participants 
in this study included individuals with MS and family care-
givers. The general eligibility criteria for the participants 
were as follows: a willingness to participate in the study, 
the ability to take part in the interview and communicate 
experiences, and a confirmed diagnosis of MS by the neu-
rologist. The participants meeting the eligibility criteria 
were selected using a purposive sampling method with 
maximum variation from MS clinics and neurology units 
of teaching hospitals of Isfahan University of Medical Sci-
ences and Isfahan MS Association. Participants who rep-
resent a maximum variation based on gender, age, mari-
tal, educational, employment, and income status were 
invited. Semi-structured, face-to-face interviews with the 
participants were conducted at the MS Clinic, participant 
homes, and Isfahan MS Association as per the participant’s 
choice. At the beginning of the interview, the participants 
were requested to explain their illness and then their ex-
pectations. To provide a sample of the questions, they were 
asked to explain their illness, what their opinion of avail-
able services was, and what their expectations from the 
services for them and their families were. The average du-
ration of the interviews was 58 min, with a range of 20–120 
min. The interviews were continued until no new data was 
obtained. Data was saturated after conducting interviews 
with 28 participants. The approval to conduct the study 
was granted by the Ethics Committee of the Isfahan Uni-
versity of Medical Sciences (Code of ethical approval was 
3904050). The research investigator introduced herself to 
the participants and explained the objectives of the study. 
The participants were assured that confidentiality, ano-
nymity will be maintained, and they were free to not par-
ticipate at any step of the study. Written informed consent 
was obtained from all the participants. The researcher also 
collected documents related to the objective of the study, 
including weblogs of MS patients, materials from news 
agencies, and special conservation issues of site members 
of the MS Center and bimonthly MS magazine. Weblogs 
did not belong to patients in this study. Criteria for choos-
ing weblogs were having experiences of patients and their 
expectations. The data obtained from these interviews 
and documents was analyzed by conventional qualita-

tive content analysis, which is a systematic approach for 
data coding and categorizing (24). This approach helps 
in avoiding the use of preconceived categories and allows 
the categories to emerge from the data (25). The interviews 
were transcribed word by word, read accurately several 
times, and open-coded. For open coding, the interviews 
were divided into semantic units that were summarized 
in the next step and converted into codes. Codes were 
compared based on their differences and similarities, and 
similar codes were grouped into subcategories. In the next 
step, subcategories were compared with each other, and 
similar categories were combined in a manner that the 
main categories finally emerged. Criteria such as credibil-
ity, transferability, confirmation, and dependability were 
used by the researcher to verify trustworthiness. Long-
term engagement, feedback from participants, and peer 
verification were employed to increase the credibility of 
the study. The researcher conducted interviews and repeti-
tive meetings with the participants for an in-depth under-
standing of each participant could be achieved. Moreover, 
feedback was obtained from each participant to verify the 
codes and interpretations made based on each interview. 
The codes resulting from the data were also verified by the 
researcher’s colleagues to survey peer understanding. The 
researcher’s colleagues were presented with the data to 
investigate the accuracy of its analysis process. All crude 
data such as recorded tapes and documentations were 
maintained by the researcher. To increase transferability, 
the researcher proceeded to describe the study process 
and conducted activities in a precise and objective-orient-
ed manner.

4. Results
Twenty-eight individuals participated in this study, in-

cluding 20 individuals with MS and 8 family members. 
The age of the participants ranged between 22 and 63 
years, 21% were male and 17% were single. Tables 1 and 2 
show the demographic characteristics of the partici-
pants. The data obtained from this study was categorized 
into 5 main categories as follows: being cured, need for 
comfort, promoting knowledge, economic welfare, and 
social security (Table 3).

4.1. Getting Cured
After experiencing different symptoms and several pe-

riods of relapse, some of the participants expected the ill-
ness symptoms to be eliminated. Some of the participants 
were tired of long-term treatments and wanted to be rid 
of them by any means to be able to resume a normal life. 
Due to tiredness because of treatments, some patients had 
interrupted their drug treatments in the hope of improve-
ment. Instead, they had followed treatments such as bee 
or herbal therapies with the expectation that a treatment 
intervention would result in a complete cure. “I think that 
if a very effective drug is presented, even if its price is high 
but it cures the patients, it is very good” (P5).
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Table 1.  Demographic Characteristics of Individuals with MS a

ID Code Age, y Gender Marital 
Status

Job Education Disease Type Years of 
Disease

P1 38 Female Married Housekeeper diploma Secondary progressive 12 years

P2 22 Male Single Unemployed Diploma Relapsing remitting 4 years

P3 27 Female Married House keeper Junior high school Relapsing remitting 7 years

P4 37 Female Single Employee BS Secondary progressive 7 years

P5 35 Female Married Housekeeper primary Relapsing remitting 8 years

P6 39 Female Married Housekeeper primary Relapsing remitting 5 years

P7 27 Male Single Unemployed BS Relapsing remitting 5 years

P8 25 Female Married Housekeeper BS Relapsing remitting 6 month

P9 40 Female Married Housekeeper primary Relapsing remitting 6 years

P10 38 Female Married House keeper diploma Secondary progressive 15 years

P11 29 Female Married Advocacy trainee BS Relapsing remitting 7 years

P12 40 Male Married Manager BS Secondary progressive, 
wheelchair bound

17 years

P13 46 Male Married Teacher BS Relapsing remitting 3 years

P14 43 Female Married Housekeeper diploma Secondary progressive 20 years

P15 30 Female Single Employee BS Relapsing remitting 15 years

P16 27 Female Married Housekeeper Senior high school Relapsing remitting 1 years

P17 39 Female Married Housekeeper diploma Relapsing remitting 4 years

P18 23 Female Married Student BS student Relapsing remitting 4 years

P19 29 Female Married BS House keeper New case 2 weeks after 
diagnosis

P20 35 Female Married BS teacher New case One week af-
ter diagnosis

a Abbreviation: P, patient.

Table 2.  Demographic Characteristics of Family Members a

ID Code Age, y Gender Marital 
status

Job Educa-
tion

Relation With 
Individual 

With MS

Age of 
Individual 

With MS

Sex Of 
Individual 

With MS

Disease Type 
of Individual 

With MS

Years of 
Disease

F1 36 Female Married Employee BS Wife 40 Male Progressive, 
wheelchair 

bound

17 years

F2 41 Female Married Teacher BS Wife 46 Male Relapsing 
Remitting

3 years

F3 63 Female Married Housekeeper Primary Mother 36 Female Progressive, 
bed ridden

14 years

F4 52 Female Married Teacher BS Mother 30 Female Relapsing 
remitting

15 years

F5 23 Female single Student BS stu-
dent

Daughter 43 Female Progressive, 
bed ridden

18 years

F6 39 Male Married Seller Primary Husband 32 Female Relapsing 
remitting

1 years

F7 47 Male Married Seller Diploma Husband 39 Female Progressive 21 years

F8 42 Female married School ser-
vice driver

Diploma Wife 47 Male Progressive 6 years

a Abbreviation: F, family member.
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Table 3.  Categories and Subcategories of Data

Subcategory Participant Percent, %

Getting cured

Complete treatment 42.86

Fast removing 35.71

Need for Comfort

Comfort for patient 82.14

Comfort for family mem-
bers

35.71

Promoting knowledge

Education for individual 
with Multiple sclerosis 

57.14

Education for family 
members

39.28

Economic welfare

Reducing treatment costs 64.28

Support from organizations 53.57

Social security

Strategies for stigma 60.71

Career support 28.57

Urban optimization 21.42

Some of the participants expected swift elimination 
of the symptoms, which were of annoyance to them; 
otherwise, they referred back to their physician or even 
changed their physician to obtain the intended result.

 “He expects to be cured very soon, he expects a drug 
that, if taken tonight, will cure him by tomorrow” (F2).

4.2. Need for Comfort
Some of the participants of this study expected that the 

patient and family would receive comfort because of the 
psychological burden associated with illness. One of the 
expectations of MS patients was a need for attention and 
sympathy. They expected healthcare personnel to con-
sider their needs and sympathize with them. Some par-
ticipants even decided to change their physician due to 
the lack of attention to their needs, and instead, choose 
a physician who is sympathetic to their needs. “I still had 
not finished talking, when he/she gave me his/her pre-
scription. I expected the physician to listen to me and get 
to know my problems; when he/she wrote down the pre-
scription, I thought, what is its use?” (P1).

Individuals with MS expected healthcare personnel to 
consider their human spirit and not behave with them or 
their families in a way that made them feel weak. The par-
ticipants also expected consideration of the psychologi-
cal aspects of their illness from diagnosis to progression, 
and recognized that they needed psychological support 
not only during diagnosis but also throughout the course 
of their illness. In addition, the families of bedridden MS 
patients with advanced illness expected healthcare pro-

viders to appease the patient and not be left alone. They 
also expected personnel to follow-up on the condition of 
the patient and their families. “We expected them to call 
in, because that would make the patient happy; if the pa-
tient would like to go on vacation, they must know, as it is 
important to ask the patient to go with them” (F3).

The families of MS patients who were experiencing the 
psychological burden associated with the patients’ illness 
also expected psychological support. They expected that 
they would be offered an opportunity to relieve their emo-
tions, which could reduce their psychological pressure, 
helping them care better for the patients. “Now I am very 
comfortable, my morale has improved (by speaking with 
the researcher). You spoke with me because I was very un-
happy; such consultation is good for those of us” (F4).

In addition to tolerating the psychological burden asso-
ciated with the illness, some of family members were con-
fused regarding the manner of dealing with the patient 
and expected guidance from a knowledgeable person.

4.3. Promoting Knowledge
The participants noted that they had to be instructed 

to obtain more information about the illness and com-
ply better with it. Additionally, enhancing the knowledge 
and awareness of people around the MS patient was also 
expected to improve familial relationships. One of the 
problems faced by some MS patients was that the diagno-
sis was concealed from them by the attending physician. 
For others, the diagnosis was raised in an ambiguous 
manner such that the patient experienced fear and worry 
because of the lack of proper knowledge. The participants 
expected their physicians to tell them the diagnosis and 
provide them with suitable information regarding the 
course of MS and treatment trends during all steps of the 
illness to prevent the patient from developing an errone-
ous expectation of rapid recovery. "Unfortunately, this ex-
planation is such that nobody understands it. We do not 
know anything; we are confused about what it is, what 
my situation is. If I know that it would last for 10 days, I 
will tolerate it for 10 days” (P13).

The participants also placed emphasis on the impor-
tance of educating their families about the illness and its 
effects on the patient. They felt that this resulted in better 
compliance of the family with the patients’ problems as 
well as proportional expectations based on the patients’ 
condition. “If the male and female family members are 
educated separately with regard to the method of deal-
ing with the patient, then they would understand the 
problems faced by individuals with MS” (P14).

4.4. Economic Welfare
Some of the participants expected financial support be-

cause of their need for continuous treatment, various ser-
vices, and certain expensive drugs, the financial effects 
of their illness on their job and income, and problems 
in meeting treatment costs. In addition, they expected 



Abolhassani S et al.

5Iran Red Crescent Med J. 2015;17(2):e18293

some of the services to be provided free of charge, and 
expressed satisfaction with some of these. However, they 
expected the other services also to be provided free of 
charge or at least with reduced costs. The participants ex-
pected that they would be supported financially, because 
they experienced the psychological burden following 
economic problems. “I need this money very much; it is 
very difficult for us to provide the money” (P3).

Financial support was expected by some participants 
from organizations, including charity organizations. The 
participants hated the compassionate attitudes of other 
people towards them. Moreover, they did not like being 
helped in a way that hurt their self-respect. The families of 
individuals with progressive illness who faced monetary 
issues expected help from indirect sources, including 
relevant organizations, so that they could be supported 
in a manner that maintained their self-respect. “We just 
expect that they ask what the patient needs. I expect the 
MS association and State Welfare Organization to help 
me, because the patient is under their supervision” (F3).

4.5. Social Security
Individuals with MS and their families expected social 

support because they experienced social burden. This 
support included strategies for coping with stigma, job 
support, and urban optimization. Individuals with MS 
wanted the establishment of cultural awareness of MS 
because they experienced social stigma resulting from 
improper awareness of this illness among people and 
from their misbehavior. MS patients expected that people 
should be educated about MS, so that they understood 
the patients’ condition instead of pitying them. The par-
ticipants believed that the problems they faced with mar-
ried life were also due to the misconceptions about MS 
in society. Thus, these problems could also be eliminated 
by disseminating correct information. They believed that 
mass media could be effective in this regard. “why are 
people still without any information about MS are very 
pessimistic, sufficient information about MS must be 
provided to the people" (a patient’s weblog). Individuals 
with MS expected that they would receive support for ac-
quiring jobs and that their employment would be priori-
tized because of their concerns about their careers. "We 
expect them to support us as MS patients. For example, a 
patient with mild MS, being currently unemployed. He/
she can work; if there is any job, they should give priority 
to MS patients" (P7).

Moreover, the employed participants were also afraid 
of losing their jobs. Thus, most of them had concealed 
their diagnosis in their working environment due to 
anxiety. The participants expected support in their work-
ing environments, understanding of their condition by 
the employers, and co-operation for receiving treatment 
during periods of illness relapse so that MS patients do 
not experience concern about losing their job. "I am al-
ways afraid of canceling the class and coming for treat-
ment. This is the main reason for my stress. If I want to 

be absent for three days, they should temporarily assign 
another person" (P13).

The individuals with progressive MS and motor prob-
lems expected such civic amenities and facilities, which 
would enable their presence in society in a comfortable 
manner, without confronting problems in performing 
their personal affairs. "I'm riding the bus or subway a lot, 
and when I ride if there is no place to sit, get in the mid-
dle, I do not have the strength to hold my hand tight , so 
now I am fall several times.” (MS center website).

5. Discussion
Being cured was one of the expectations of the partici-

pants. Given the progression of the illness despite ther-
apy and occurrence of periods of relapse, they expected 
that a complete treatment would be found. They were 
tired of continuing therapy that lacked any benefits. Sim-
ilarly, Daugherty indicated the reasons for interrupting 
interferon therapy included progression of the illness 
and the patients’ understanding of the ineffectiveness 
of the drug (26). Some of the participants in the current 
study expected very rapid elimination of the annoying 
symptoms of the illness and changed their physician 
because of the ineffectiveness of the therapy. In another 
study, Forbes showed that patients expected treatment 
of the illness and control of its symptoms and progres-
sion (21). Another expectation of the participants per-
tained to the comfort of individuals with MS and their 
families. The participants expected others to sympathize 
with them and continuously offer psychological sup-
port throughout the course of their illness. Vazirinejad 
showed that the psychological dimension was the most 
important one governing the quality of life for patients 
with mild to severe MS (27). Moreover, the MS patients ex-
amined by Gottberg expected that they would be offered 
consultation services (19). The participants in the cur-
rent study also experienced psychological problems and 
expected healthcare providers to pay attention to their 
psychological needs. In addition to the individuals with 
MS, their families also expected psychological support to 
reduce their psychological burden and help them care 
better for the patients. The family members expected 
that they would be consulted regarding the manner of 
dealing with the patient. Egger indicated that 30% of fam-
ily caregivers noted the need for receiving consultation 
to help them manage their feelings related to illness bur-
den better (28). Moreover, Koopman indicated that the 
psychological needs of caregivers were considered their 
most important needs and they needed to be heard and 
have access to appropriate support (29). Similarly, partici-
pants of the current study also needed psychological sup-
port from healthcare providers. Another expectation of 
the participants was that the patients and their families 
should be instructed about the illness, treatment trends, 
and illness-related problems. In Forbes (21) and Courts 
(30), the participants raised the need for providing infor-
mation about MS to the family members for amending 
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the family members’ understanding of MS and the influ-
ence of the illness on the patient. Economic support was 
another of the expectations of the participants in the cur-
rent study. Because they experienced financial burden 
due to illness, they expected a reduction in the cost of 
treatment or the provision of services free of charge. This 
is similar to Forbes, where the issues of funding the in-
terferon treatment and financial help were raised by the 
patients (20). Koopman revealed that financial security 
was raised as an important requirement by the patients 
(29). Along these lines, the participants in the current 
study expected charity organizations to help them, so 
that their self-respect was maintained. Social support was 
yet another expectation of the participants of the current 
study. The experience of stigma by the participants led to 
their expectation that the strategies to cope with stigma 
would also be offered by society. They expected that the 
attitudes of people in society regarding MS would be 
changed by providing proper information. The partici-
pants believed that the mass media must portray differ-
ent layers of the lives of MS patients and that the produc-
ers of programs should consult with experts to provide 
suitable information about MS. In Zoller, the individu-
als with MS expected a true picture of MS is conveyed to 
the people (31). Because the participants faced problems 
related to occupation, they requested that hiring of MS 
patients should be prioritized. Sweetland indicated that 
patients required support in their working environment, 
and accordingly, had expectations from their employers 
(20). Moreover, Dyck showed that although the disease 
symptoms influence the career situation of patients, 
non-medical factors such as understanding of the pa-
tients’ condition by the employer and change in work 
conditions could prove effective (32). The participants 
of the current study also expected that suitable facilities 
for their transportation and other necessities should be 
provided. This is consistent with studies by Gottberg (19), 
Forbes (21), and McCabe where individuals with MS and 
progressive neurologic disorders expected that suitable 
transportation services would be provided for them, en-
abling their presence in society. The strength of the cur-
rent study is the collection of data from different sources 
to obtain deeper insight about the study subject. Another 
strength of the study is the emergence of potential sug-
gests how to intervene to promote a more positive out-
come for people with MS. This study examined a small 
sample of patients with MS and their families living in 
Iran. This issue might limit the generalizability of our re-
sults. Individuals with MS and their families have differ-
ent needs and expect the healthcare providers to attend 
to their needs. Therefore, healthcare providers are re-
quired to make holistic assessment of all the needs of the 
patients and their family members as well as try to meet 
them. The absence of such holistic assessment while of-
fering healthcare to MS patients and their families could 
possibly enhance the psychological burden of the patient 
or his/her family. Therefore, it is the responsibility of the 

healthcare service providers, policy makers, and social in-
stitutions to try to meet the needs of individuals with MS 
and their families.
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