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ABSTRACT

Background: Multiple sclerosis (MS) is a chronic disease prevalent in young and middle-aged
people. Patients with MS often have numerous complicated needs and, consequently, require
a broad range of health services. Results of a number of studies indicate that patients’ needs
are only partially met. Aims: This study was conducted to explore the challenges of healthcare
delivery to patients with MS in Iran. Materials and Methods: In this qualitative case study,
43 participants selected through purposeful sampling were interviewed using semi-structured
method in the cities of Isfahan and Tehran in 2012-2013. Besides the interview, documentations
relevant to healthcare delivery were collected from different sources, including websites of
all Iranian universities of medical sciences, insurance organizations, patients’ weblogs, news
agencies, the MS Center forum for MS patients, and MS Payam bimonthly. The data were
analyzed through the constant comparative analysis. Results: The data were categorized
into four main categories, including functional challenges (diagnosis problems, failure to
pay attention to patient needs, failure to follow-up, and miscommunication), administrative
challenges (resource allocation and supervision), policy-making challenges (lack of
comprehensive services, bureaucracy, and problems in provision of medications), and structural
challenges (difficult access to services, lack of comprehensive centers, space limit, and long
wait). Conclusion: Despite all attempts of governmental and nongovernmental organizations
for healthcare delivery to MS patients, these services cannot satisfy all needs of the patients.
In this regard, service providers and administrators should pay more attention to the needs
and expectations of patients and their families.
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INTRODUCTION

Health is a prerequisite of life and important for all human
beings.!!! The increasing incidence of chronic diseases in the
world is a burden on patients and the healthcare system.?!
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The health system administrators all over the world face
with the frightening task of health service management
for chronic diseases.”! According to the World Health
Organization’s (WHQO?'s) definition, chronic diseases need
constant care for years or decades and cover a vast area of
health problems.™ Multiple sclerosis (MS) is a chronic,
non-traumatic neurological disease that is common in
young and middle-aged people.[) Over the past decades,
the prevalence and incidence of this disease have increased
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all over the world. Based on the survey of the International
Federation of Multiple Sclerosis in 2013, the number of MS
patients increased from 2.1 million in 2008 to 2.3 million
in 2013, and the global mean prevalence of MS increased
from 30 per 100,000 people in 2008 to 33 per 100,000 people
in 2013. Although MS exists in all parts of the world, its
prevalence rate differs from place to place. Maximum
prevalence rates of 140 and 108 per 100,000 people are
related to the North America and Europe, respectively, and
the minimum prevalence rate is found in Black Africa and
East Asia.l”

InIran, various studies examined the prevalence and incidence
of the disease in different cities. A study on MS patients
registered in Tehran’s MS Center estimated the prevalence
of the disease in Tehran, Iran, as 51.9 per 100,000 people.®
The age- and sex-adjusted incidence of the disease in Tehran
increased from 0.68 per 100,000 people in 1989 to 2.93 per
100,000 people in 2008, as the peak incidence was 4.58 per
100,000 people in 2005.P Isfahan’s MS association conducted
numerous studies on the prevalence of MS in Isfahan and
estimated the periodical prevalence of MS as 35.5 per
100,000 people in 2004-2005 and 43.8 per 100,000 people in
2003-2006, and the MS incidence as 9.22 per 100,000 people
in 2010-2011.11

MS involves various neurological disorders with relapse and
progression periods,!'"?! which reduce the quality of life and
increase the incidence of mental disorders in patients.*1¢
It is also accompanied with social consequences such as
unemployment and divorce.'” Lack or reduction of income
results in increased financial burden on patients and their
families and, ultimately, reduces the quality of their life.['®
The financial consequences of the disease arise from loss
of working capacity, the effects of physical and mental
disabilities on young people and the subsequent reduced
workforce, hospitalization during relapse, and the need for
help to do daily activities and for direct costs of the expensive
medications.!*%

MS patients often have numerous complicated needs and,
consequently, require a broad range of health services.!?!!
The health services provided to patients and their families
should be effective and corresponding to the patients’
needs.?” The mission of the healthcare system is to improve
the health status and resolve people’s needs in the area of
health and sickness.”””! There is much evidence that the
control of the disease by patients is affected by healthcare
delivery.”! Moreover, the relationship between patients and
health service providers is of special importance.?* Patients
must be the focus of healthcare process and health services
must be provided for them, not on them; but unfortunately,
most often patients are ignored.?>?9

Results of a number of studies conducted in Iran?*! and other
countries indicate that patients’ needs are only partially met,
and that they need to receive comprehensive services. This
involved patients with MS; and given the nature of the disease,

they needed comprehensive health services and information
by service providers about the disease and treatment
process, 22331 rehabilitation services,'*?! social support, access
to medical treatment, and home-care services.?"! Despite all
the findings made about the effects of MS on patients, their
families, community, and patient needs, full and accurate
information about the status of services available to MS
patients in Iran does not exist. The researcher’s experiences
in dealing with patients with MS indicate healthcare system’s
failure to attend to patients’ needs. Patients have to deal with
several problems in disease management, receiving services,
self-care information, and heavy treatment costs. This study
was conducted to explore the challenges of healthcare system
to patients with MS in Iran.

MATERIALS AND METHODS

In this study, the researcher chose a qualitative case study
approach in order to explore the healthcare system and
understand it from different perspectives. The reason was that
a case study is used to deeply understand a complex matter
in real situations from different aspects;*! obtain holistic,
meaningful, and contextual knowledge; and realize life
events.? Using various data sources, a case study facilitates
the examination of a phenomenon in a real situation.
Therefore, the phenomenon is examined not only by a lens
but by multiple lenses that yield understanding of its different
aspects.”! The researcher chose the above approach to
obtain a holistic perspective of the healthcare system because
this system was limited to temporal, spatial, and economic
conditions of the society and could not be isolated from its
context. Furthermore, the researcher could not control the
variables influencing the phenomenon and, consequently,
found the case study suitable for examining that system.

In this study, the researcher selected 43 people from Isfahan
and Tehran cities in 2012-2013. The participants consisted
of three main groups, namely, health service policy makers
(4 academic and ministerial senior managers), recipients of
health services (20 MS patients and 10 family members),
health service providers, including personnel of treatment
centers offering healthcare delivery to MS patients
(3 doctors and 3 nurses), and personnel of the Welfare
Organization and the MS Society (managing director,
employees, and consultants).

The inclusion criteria were as follows: The willingness and
ability for participating in the study, diagnosis of the patients’
MS by a physician, and health service providers’ active role in
providing services to patients and families. Participants who
met the study inclusion criteria were selected with maximum
variation in terms of age, gender, education, and marital
status, using purposive sampling method. After explaining
about the study and obtaining participants’ consents, location
and timing of interviews were decided according to patient’s
preference. In this study, the interview locations included MS
clinics in Isfahan, neurology wards of hospitals affiliated to
Isfahan University of Medical Sciences, Isfahan MS Society,
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Isfahan Welfare Organization, Isfahan city parks, and the
Ministry of Health and Medical Education. The researcher
conducted the first interview with an MS patient, and based
on the analysis, subsequent interviews were conducted
with maximum variation. The data were collected using a
semi-structured interview. Based on the participants’ position,
the following questions were asked: What services have been
provided to you? What services do you need? What is the
status of the services provided to you? What services do you
provide to the patients and their families? What services do
the patients and their families need? What is the status of
the services you provide? What are the policies of healthcare
delivery to the patients and their families? How are the
policies implemented? What organizations are involved in
implementation of the policies?

Participants were selected once approval of the Ethics
Committee of Isfahan University of Medical Sciences was
obtained. After introductions, explanations about study
objectives, and obtaining written informed consents, interviews
with participants were conducted by the researcher. Before the
interview, the researcher informed the participants that their
talks would be recorded, their recorded voice along with their
personal information would be confidential, and they could
stop the interview whenever they disliked continuing. The
interview was held for 29—120 min in a quiet and comfortable
place. Collection of data continued until data saturation was
reached and new codes were not obtained.

In addition to the interview, the researcher collected
documentations  relevant  to  healthcare  delivery
(forms, instructions for diagnosis and treatment of MS, and
instructions for service provision), news, contents of patients’
weblogs, discussions among patients in the MS Center
website, and contents of MS Payam bimonthly. Moreover,
websites of all Iranian universities of medical sciences,
insurance organizations, and MS societies were explored in
terms of their services.

In this study, data collection and data analysis were
performed simultaneously. The data were analyzed using the
constant comparative analysis, which is a general method
used in different qualitative studies.*®*” The researcher
first transcribed the recorded interviews verbatim, then
reviewed the transcripts several times, examined the data
sentence by sentence and word by word, and encoded the
key concepts and sentences in each paragraph or line. The
collected documents were analyzed in the same way as the
transcribed interviews. In this study, the researcher reviewed
the data collected from the interviews and documents
several times and compared them with each other in terms
of their similarities and differences in order to form main
categories and subcategories. For instance, the main category
of functional challenges was formed as follows. Initial codes
including inadequate training about pulse therapy, no
training about chemotherapy medication, no training about
diet, no information about the trend of the disease, lack of
attention to patient’s psychological needs, lack of attention
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to family’s psychological needs, and stereotypical advice were
extracted from interviews after documenting and reviewing
the interview texts several times. In the second stage, the
second level codes were created by comparison among initial
codes which included: Lack of attention to education needs
about the nature of the disease, lack of attention to education
needs about management of the disease, lack of attention to
patient’s psychological needs, and lack of attention to family’s
psychological needs. The subcategory of “lack of attention
to needs” emerged from comparison of the second level
codes in terms of similarities and differences, and together
with the subcategories of diagnosis, lack of follow-up, and
inappropriate communication, it formed the main category of
functional challenges.

Various data collection methods, including the interview
and collection of documents related to healthcare delivery
to patients, were used to increase credibility of the data. The
researcher held the interviews for a long duration in order
to obtain a deep perception of each participant. Prolonged
engagement with participants in the field of study helped the
researcher to gain their trust and obtain a better understanding
of the subject. For the sake of feedback, interpretations from
interview texts and initial codes were returned to participants
to compare and confirm concurrence of ideas that emerged
from data with their own experiences, and if needed, codes
were modified.

The interviews and documents were examined and discussed
by co-researchers for peer check. The researcher had
his collaborators examine confirmability of the data. For
transferability of results, the researcher described the process
of the study and the activities performed in this regard
accurately and purposefully.

RESULTS

The study participants included 20 MS patients, 10 family
members, 9 service providers, and 4 service policy-makers,
with age ranging from 22 to 63 years. 67.44% of participants
were male. 50% of patients had university education, 25%
had high school diplomas, and 15% had primary school
education. Health service providers’ education level ranged
from bachelor’s degree to PhD. 70% of family members were
the patients’ spouses, 20% were their mothers, and 10%
were their children. In this study, patients and their families
were faced with difficulties in receiving health services.

The challenges were categorized into four main categories:
Functional, administrative, policy-making, and structural
challenges. The categories and subcategories are shown in

Table 1.

Functional challenges

The services provided to MS patients in public hospital
clinics for MS or special diseases included free outpatient
injection (pulse therapy and interferons), teaching how
to inject interferon, and patients’ appointments for
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Table 1: Categories and subcategories

Category Subcategory

Functional challenges  Diagnosis problems

Failure to pay attention to patient needs
Failure to follow-up

Miscommunication

Resource allocation

Administrative

challenges Supervision
Policy-making Lack of comprehensive services
challenges Bureaucracy

Problems in provision of medications
Structural challenges Difficult access to services

Lack of comprehensive centers

Space limit

Long wait
neurologists. Besides neurologists, clinical nurses and
nurses of pharmaceutical companies provided health

services to patients in MS clinics. Moreover, physiotherapy,
plasmapheresis, and magnetic resonance imaging (MRI) were
provided to the patients free of charge in hospitals affiliated
to the university.

One of the challenges faced by the patients and their
families was the performance of service providers. This
was divided into subcategories of diagnosis, failure to pay
enough attention to patient needs, failure to follow-up, and
miscommunication.

A challenge experienced by the patients was the misdiagnosis
or delayed diagnosis of the disease. The patients had
experienced symptoms of the disease for a long time and
visited various doctors following misdiagnosis and failed
treatments, or doctors might have referred them to other
doctors by mistake. In this respect, the patient was diagnosed
with MS after a long time.

“I visited a general physician, an orthopedist, and an internist, but
none of them diagnosed my MS. [ mean, they didn’t guide me. My
cousin told me to visit a neurologist. She guided me; doctors didn’t
help me at all.” (A 38-year-old woman suffering from MS for
15 years).

Besides misdiagnoses and improper referrals, some participants
were not satisfied with the manner of expressing the diagnosis
at the beginning of the disease. The diagnosis had not been
disclosed to them or only a brief description of the diagnosis
was revealed for them. Those patients experienced much
stress at such a situation because they did not have any
information or experiences about MS or they might have had
some incorrect information.

“The doctor looked at images, encephalogram, eye, and MRI,
then looked at the nurse and said, ‘I guessed it right. It's MS.” 1
asked the doctor, ‘What do you mean? What's MS?’ She said, ‘T'll
explain it to you later.” Then she left. I didn’t how they injected me
cortisone.” (A patient’s weblog).

Another challenge was the service providers’ failure to pay
enough attention to needs of the patients and their families.
In this regard, some patients had changed their doctor due
to the service providers’ inattention. Some participants
were dissatisfied with doctors who were in hurry or accepted
several patients at the same time during visits.

“I had just started to talk when the doctor had written the
prescription and given it to me. When he was writing the
prescription, I wondered if it was useful to talk anymore because
he wrote everything he wanted to say. He didn’t pay attention at
all.” (A 38-year-old woman suffering from MS for 12 years).

The service providers’ failure to pay enough attention to
patients’ mental needs was also a problem for the patients
and their families.

“One thing, I think, very important, especially for newly
diagnosed patients, is consultation that I didn’t see. 1 wish
someone had given me such a service at the beginning of my
disease, I mean, someone had talked to me about the disease.
Such a service couldn’t be just done physically, mental
consultation is much more important.” (A 29-year-old woman
suffering from MS for 7 years).

Another challenge was the service providers’ failure to pay
enough attention to instructional needs of the patients and
their families when the disease was diagnosed. In this regard,
patients’ lack of enough information made them concerned
mentally and visit the doctor frequently.

“Maybe the doctor can clarify it a bit more because it's some time
my leg hurts. So, I visited the doctor and was examined twice, but
the doctor said it’s nothing special. Maybe I need to be briefed
more to know it doesn’t really matter.” (A 25-year-old woman
suffering from MS for 6 months).

The patients’ failure to follow-up was another problem
the patients and their families had experienced. In this
regard, patients had stopped their treatment arbitrarily
and exacerbated the disease that had caused more severe
symptoms because they did not have enough knowledge or
practiced unusual treatments.

“He didn’t continue, well, he was sure he was OK. Not this way,
they have to, no, they have to convince us that if we are OK,
we should follow up, we shouldn’t ignore. They should warn us.”
(An MS patient’s 41-year-old wife).

The participants also complained about the service providers’
miscommunication. They expected the service providers
to understand patients and their families, and reduce their
suffering.

“Some helpless people can't even come here, they can’t talk
to anyone, and they don’t know how to complete forms. For
example, some providers are offensive, they mistreat patients.”
(A 46-year-old man suffering from MS for 3 years).
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According to the participants’ experiences, problems of
diagnosis, failure to pay enough attention to patients’ needs,
failure to follow-up, and miscommunication influenced
receiving services.

Administrative challenges

The participants also faced with administrative challenges,
including resource allocation (such as human resources and
hospital resources) and supervision.

The shortage of human resources was a problem of the service
providers such as MS clinics and neurology wards. It resulted
in providing services hastily and failure to pay attention to
the needs of patients and their families on one hand, and
personnel burnout on the other hand.

“Well, the personnel can’t pay enough attention to patients. For
example, they can’t brief patients and familiarize them with the
condition, or support them. If there are enough nurses, for example,
each nurse has five patients, she can pay attention to all of them
and help them.” (A nurse working in a neurology ward).

Another problem related to human resources was the shortage
of nurses specialized and educated in MS. Moreover, there
were no training courses on MS for nurses, and the nurses
themselves were trying to acquire relevant information from
books and the internet.

“I think all nurses in this field should be specialized. It’s very good.
See, for example, we can’t expect nurses specialized in burns act like
nurses specialized in MS. This can help a lot.” (An MS patient’s
41-year-old wife).

Besides the shortage of specialized nurses in centers providing
health services, families of bedridden patients with various
physical problems faced with difficulty for care of those
patients and receiving nursing advice. The reason was that
there were no nurses specialized in MS in the society, and this
problem exposed the patients’ families with a great challenge,
especially when they could not care for the patients for some
reasons.

In all units providing services, human resources only consisted
of nurses and neurologists who could not satisfy all needs of
patient regarding the impact of the disease on all aspects of
human beings.

Problems related to the resource allocation, which was a
responsibility of the management and related to the structure
of healthcare delivery, included lack of suitable environment
for receiving services and inappropriate facilities in such
places. The unavailability of medications was another
problem for some patients where the services were provided,
as the patients or their families had to get those medications
from other centers.

“You don’t know how much we suffered when we wanted only to
move up on the bed. These beds aren’t suitable for patients. Well,
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for pulse therapy, the patient must lie higher on the bed, but an MS
patient can’t put his foot on the footstool.” (A 40-year-old man
suffering from MS for 17 years).

Another administrative challenge was lack of supervision on
personnel’s performance. In this regard, some participants
believed that lack of supervision on personnel’s performance
was the result of their failure to pay attention to patients and
their miscommunication. According to the administrators,
lack of supervision on personnel’s performance was due to the
failure to regulate the organizational chart for service providing
units, job description, and forms pertaining to the supervision.

“Hospital does not monitor MS patient care. They didn’t inspect
here at all. They didn't come to see how the patients are cared
for here. Of course, it's much better to have supervision.”
(A nurse working in the neurology ward).

“We have problems because there’s no supervision. Management
should have sympathy to really manage these problems, to realize
I don'’t just have a cold, I am dependent. The guy comes in,
and doesn’t really know what he should give to whom. Well it’s
incomplete, what is the poor guy supposed to do? They just come
in and sit over there; it has become so mundane for them. They
should insist that they do the work, and they should know their
duties, and if they don’t do their job, they ought to be warned
and monitored.” (A 46-year-old male patient with 3 years of
history of MS).

Therefore, it seemed that the administrative challenges
experienced by the participants, including the challenges
related to resource allocation and supervision, could affect
the performance of health service personnel and the manner
of receiving services.

Policy-making challenges

Problems related to policy-making included lack of
comprehensive services, bureaucracy, and problems in
provision of medications. The policies of healthcare delivery
to MS patients were made in Treatment Deputy and the
Food and Drug Administration of the Ministry of Health.
Measures taken by the Treatment Deputy of the Ministry
of Health included the formation of a National Committee
for MS; preparation of MS service package; development
of instructions for providing services related to paying the
franchise fee for diagnosis, treatment, and rehabilitation
services, and submitting it to all Iranian universities of medical
sciences; allocation of budget to the universities of medical
sciences to offset costs of free services provided to patients;
establishment of the patient record system; negotiating with
insurance organizations to reduce franchise fees of services;
and communicating with the Food and Drug Administration
to supply patient’s medications. The Food and Drug
Administration supplies patient’s medications and negotiates
with pharmaceutical companies for pricing medications.

One challenge of policy-making was the policy makers’
attention devoted only to the physical aspect of the disease
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and supply of relevant services that could not satisfy all needs
of MS patients regarding the various symptoms of the disease
and the effects of the disease on the entire course of their
life. Moreover, bedridden patients could not easily satisfy
their needs, although they received some services from the
Welfare Organization. However, these services could not
resolve all their needs. The Rehabilitation Deputy of the
Welfare Organization covers bedridden MS patients upon their
registration in the organization and approval by the medical
commission. The Welfare Organization provides services
such as allowances for purchasing equipment (wheelchairs
and air mattresses), medication allowances, sending mobile
medical teams, and introducing patients to 24-h care centers.

“Nowhere in Iran, except a center in Tehran (Kahrizak), services
are provided to bedridden MS patients. [ mean MS patients don’t
receive rehabilitation services at all. There is one charitable MS
care center only in Tehran. Well, families can’t care for these
bedridden MS patients at home.” (A neurologist).

The MS patients also complained about the bureaucracy
of receiving services. They believed that the bureaucratic
process for receiving services should be managed in a way
that the patients and their families would not have to do
numerous procedures and go to different organizations for
receiving services.

“I went to the hospital ..., I waited from the morning to noon
only for a shot of interferon, I sat there from the morning to noon.
I thought they would treat us well, that they would inject the
interferon right away. Also, there was a special paper work; for
example, they told me to go to the insurance office, to go.... to take
my medication, or to have the doctor sign this....” (A 46-year-old
man suffering from MS for 3 years).

Another problem experienced by the patients was related to
the supply of medications. The patients were satisfied with
free Iranian interferons, while the patients using foreign
medications were concerned about the cost and unavailability
of the medications, which was stressful for them.

“Prices of our medications are so jumpy. We have to use them
permanently and sometimes we can’t find them.” (A 27-year-old
man, in an interview by IRNA news agency).

Lack of comprehensive services, bureaucracy, and problems in
provision of medications were the policy-making challenges
affecting the manner of receiving services.

Structural challenges

The difficult access to services, lack of centers providing
integrated comprehensive services, space limit, and long
wait were the structural challenges influencing the quality
of healthcare delivery. It was difficult for the patients living
in small towns and villages to access to services because
services were only provided in big cities, and the patients and
their families had problems such as commuting to treatment
centers for receiving the services. Furthermore, the patients

suffering some degrees of disability or acute symptoms of the
disease and living in big cities had difficulty due to the limited
number of service providing centers.

“It’s difficult for many patients, they can’t come alone. They can'’t
make somebody take a day off work to come here. We can’t have
just one or two centers, even neighboring cities must have such
centers.” (A neurologist).

The long wait for receiving service was among the challenges
of healthcare delivery due to the limited free services provided
in public hospitals. In this respect, patients had to spend costs
for services provided in private centers.

“Last year, [ wanted to take an MRI in the 10" month. They told
me it would be more than 200 USD (at a private center). I went to
a hospital. They told me I should be admitted or take a turn for the
next 2 months. So [ had to go to a private canter.” (A 39-year-old
woman suffering from MS for 5 years).

The patients also encountered dispersion of service providing
centers, as they had to go to various centers in order to buy
medications, take MRI scan, do tests, visit the doctor, inject
medications, and receive consultation and rehabilitation
services. This condition was annoying for MS patients,
especially those with motor problems.

Space limit was another structural challenge resulting in
poor-quality healthcare delivery and, consequently, patients
did not receive the necessary care.

“I mean we need a much larger space, we have patient overload
here. The day clinic can hold six beds, but we admit 10 to
15 patients on average.” (A neurologist).

Based on the participants’ experiences, the difficult access to
services, lack of centers providing integrated comprehensive
services, space limit, and long wait were the structural
challenges influencing the quality of healthcare delivery and
faced by the patients and their families.

DISCUSSION

The results of this study revealed the challenges for
healthcare delivery despite the efforts of governmental and
nongovernmental organizations. The Iranian governmental
and nongovernmental organizations have tried to provide
services to MS patients despite the high cost of their
treatment. These efforts included: Measures taken by the
Ministry of Health and universities of medical sciences
for uniforming healthcare delivery, such as development
of instructions for healthcare delivery through consulting
with the National Committee for MS, paying subsidies for
free services, providing free services in public hospitals,
including diagnosis, rehabilitation, outpatient services, and
providing Iranian interferons; measures taken by the Welfare
Organization related to healthcare delivery, such as providing
mobility aids and paying pension and nursing costs to
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bedridden patients; and measures taken by nongovernmental
organizations, such as MS societies, in order to cover the
socioeconomic aspect of the disease.

The functional challenges were among the healthcare delivery
challenges. One functional challenge was the misdiagnosis
and delayed diagnosis of the disease that made patients visit
various doctors and resulted in diagnosis of the disease after
a long time. Moreover, some participants were not satisfied
with the manner of being informed of the diagnosis. Results
of Ytterberg et al.’s study in 2008/*%! and Jassens et al.’s study”®
showed that MS patients preferred that their disease had
been diagnosed early.

The service providers’ failure to pay enough attention to
patient needs was also a functional challenge that made the
patients and their families dissatisfied and visit various doctors
in order to make a better communication with them. The
patients were content with those personnel who understood
their needs and empathized with them. The results of
Egger et al’s study on MS patient needs in Switzerland
revealed that the most important needs of the patients and
their families comprised their need to have more information
about their disease and its treatment, mental support, and
consultation.P? Matti et al.’s study also indicated that the
doctors provided little information to the patients who were
willing to receive more information from the doctors.*! The
results of the studies by Somerst,*!! Forbes,?!! and Sweet*
showed that the patients needed more information and
psychological support.

The patients’ lack of information about the disease process and
receiving unofficial information about a definite treatment
for the disease resulted in patients’ failure to continue being
treated by service providers and, consequently, exacerbating
the disease after a while.

The administrative challenges involved the shortage of
human resources in service providing places and the need for
nurses specialized in MS in treatment centers and the society.
Based on a survey by WHO, the number of MS nurses in the
world ranged from O to 0.07 per 100,000, with the maximum
number of nurses in European countries.'?! However,
according to Somerst™!! and Forbes,P!! patients preferred to
be in contact with nurses specialized in MS.

The unfavorable equipment and space limit of the service
providers were the other administrative challenges. The
patients with motor and sensory problems had difficulty when
they wanted to lie on bed due to the inappropriate equipment.
Brandon also examined hospital equipment.!*!

Another administrative challenge that was mentioned by
the participants and administrators was lack of supervision
on personnel’s performance. This challenge resulted from
the failure to regulate the organizational chart for the
related units and, consequently, lack of job description and
supervision forms. The service providers’ physical- and
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treatment-oriented approach and failure to pay enough
attention to rehabilitation and mental needs of the patients,
especially bedridden patients, and their families were among
the administrative challenges. According to a WHO survey
on the services provided to MS patients in the world, 21%
of countries do not have home visits. In 30% of countries,
life support equipment or technical support was not provided,
and 11% of countries did not provide information necessary
for patients’ families and care givers.™ The results of
Hampton’s study also showed that 64% of the patients needed
psychosocial services."! Ytterberg et al.’s study revealed that
about half of the patients required psychosocial support and
consultation and rehabilitation courses. A high percentage
of patients needed physiotherapy and occupational and
rehabilitation therapy. One-third of patients complained
about their rehabilitation needs not being met.!??! Forbes also
revealed that the patients required rehabilitation therapy and
home care.?!

Other challenges of service providing were the concerns
about supplying medications due to the high cost of foreign
medications, lack of insurance coverage, their scarcity, and
changes in their prices. International sanctions and their
associated problems were influential in scarcity and raised
price of the medications that troubled patients and the Food
and Drug Administration.

The difficult access to the services was another challenge of
healthcare delivery, as it limited the patients, especially those
with motor problems, in using services. Results of Hampton
et al’s study on the health service needs of women with
neurological disorders also indicated that the patients did not
receive adequate service due to lack of easy access to service
providing centers. According to these patients, inaccessible
service providing centers and difficulties in going to these
places were the most significant environmental barriers.*!
A study conducted by Finlayson et al. also showed that 36%
of the patients had never used physical treatment services,
and that an influential factor in using these services was their
accessibility, as the patients living in urban areas had used
services more than others."*! Results of Pohat’s study also
showed the inaccessibility of services as the reason for not
meeting patient needs.!”

The long wait for receiving free service in public centers was
another challenge of service providing, as the patients had to
spend costs of services provided in private centers. Results
of Pohar’s study on health service in Canada also revealed
that the long wait was the main reason for not meeting MS
patients’ needs.” Moreover, results of Markwick et al.’s study
on the physiotherapy services provided by the British National
Health System showed that the patients complained about
the long wait.!*¥! In Brandon’s study, patients were dissatisfied
with the long waiting list.*¥

The factors affecting performance of personnel, receiving
services by the patients, and control of the disease included
lack of a defined structure for service providing centers, the
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failure to regulate job description in these centers, lack of
holistic centers for healthcare delivery, the shortage of human
resources, failure to instruct human resources for providing
services, lack of supervision and one-dimensional approach
in service policy-making, and paying attention only to the
physical aspect of the disease. In this regard, the patients and
their families had experienced difficulties in the course of
diagnosis, the attention paid to their needs, follow-ups, and
supplying medications.

The strong points in this study include collection of data
from several sources to gain deeper insight on the subject and
emergence of possible recommendations to reform the status
of services provided for patients with MS. In this study, only
a few patients, family members, and health service providers
were investigated, which can limit generalizability of the
results.

CONCLUSION

Despite service providers’ every effort at different levels of
health system, patients and their families were faced with
challenges in receiving services, which involved every
dimension associated with providing services, including
policy-making, structure, performance, and management.
It is therefore necessary that policy and provision of health
services be based on the needs of patients and their families;
they should be the focal point of the process of providing
services and should have an active role. Additionally, an
opinion survey of patients and service providers should be
conducted on the quality and quantity of services, and results
should be used in designing services.

Regarding the centralized decision-making in the healthcare
system in Iran, it seems that the health service policy makers
should modify some service delivery policies. Moreover,
policies should be made on the basis of epidemiological
field research and patient needs, secondary and tertiary
prevention, all physical and psychosocial aspects, and the
sociocultural and economical context. An appropriate
structure for service providing centers must also be embedded
in the policies. In medical universities, the administrators
should supervise the performance of personnel working in
health service centers and promote personnel’s performance
through holding short-term training courses besides
implementing policies.

Acknowledgments

The authors would like to thank the individuals with MS and
their family members, service providers, and policy makers
who participated in this study.

Financial support and sponsorship
Isfahan University of Medical Sciences.

Conflicts of interest
There are no conflicts of interest.

10.

1 il

{25

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

REFERENCES

Harkreader HC, Hogan MA. Fundamentals of nursing: Caring and
clinical judgement. 3 ed., St. Louis: Saunders; 2007.

Gately C, Rogers A, Sanders C. Re-thinking the relationship between
long-term condition self-management education and the utilisation
of health services. Soc Sci Med 2007;65:934-45.

Barr VJ, Robinson S, Marin-Link B, Underhill L, Dotts A, Ravensdale D,
et al. The expanded Chronic Care Model: An integration of concepts
and strategies from population health promotion and the Chronic
Care Model. Hosp Q 2003;7:73-82.

Epping-Jordan JE, Pruitt SD, Bengoa R, Wagner EH. Improving the
quality of health care for chronic conditions. Qual Saf Health Care
2004;13:299-305.

Zwibel H. Health and quality of life in patients with relapsing
multiple sclerosis: Making the intangible tangible. J Neurol Sci
2009;287:5S11-6.

Motl RW, McAuley E. Symptom cluster and quality of life: Preliminary
evidence in multiple sclerosis. J Neurosci Nurs 2010;42:212-6.
MSIF, Atlas of MS 2013, mapping multiple sclerosis around the
world. London. Multiple sclerosis international federation 2013.
Sahraian MA, Khorramnia S, Ebrahim MM, Moinfar Z, Lotfi J,
Pakdaman H. Multiple sclerosis in Iran: A demographic study of
8,000 patients and changes over time. Eur Neurol 2010;64:331-6.
Elhami SR, Mohammad K, Sahraian MA, Eftekhar H. A 20-year
incidence trend (1989-2008) and point prevalence (march 20, 2009)
of multiple sclerosis in tehran, iran: A population-based study.
Neuroepidemiology 2011;36:141-7.

Etemadifar M, Abtahi SH. Multiple Sclerosis in Isfahan: Past, present
and future. Int J Prev Med 2012;3:301-2.

Dunn J. Impact of mobility impairment on the burden of caregiving
in individuals with multiple sclerosis. Expert Rev Pharmacoecon
Outcomes Res 2010;10:433-40.

Halper J. The psychosocial effect of multiple sclerosis: The impact
of relapses. J Neurol Sci 2007;256(Suppl 1):S34-8.

Pakpour AH, Yekaninejad MS, Mohammadi NK, Molsted S, Zarei F,
Patti F, et al. Health-related quality of life in Iranian patients with
multiple sclerosis: A cross-cultural study. Neurol Neurochir Pol
2009;43:517-26.

Aymerich M, Guillamén |, Jovell AJ. Health-related quality of life
assessment in people with multiple sclerosis and their family
caregivers. A multicenter study in Catalonia (Southern Europe).
Patient Prefer Adherence 2009;3:311-21.

Ghaem H, Borhani Haghighi A. The impact of disability, fatigue and
sleep quality on the quality of life in multiple sclerosis. Ann Indian
Acad Neurol 2008;11:236-41.

José Sa M. Psychological aspects of multiple sclerosis. Clin Neurol
Neurosurg 2008;110:868-77.

Créange A, Labauge P. Social handicap at the onset of the multiple
sclerosis. Rev Neurol 2009;165:S167-72.

De Judicibus MA, McCabe MP. The impact of the financial costs of
multiple sclerosis on quality of life. Int J Behav Med 2007;14:3-11.
Jennum P, Wanscher B, Frederiksen J, Kjellberg J. The
socioeconomic consequences of multiple sclerosis: A controlled
national study. Eur Neuropsychopharmacol 2012;22:36-43.
Rotstein Z, Hazan R, Barak Y, Achiron A. Perspectives in multiple
sclerosis health care: Special focus on the costs of multiple
sclerosis. Autoimmun Rev 2006;5:511-6.

Freeman JA, Thompson AJ. Community services in multiple
sclerosis: Still a matter of chance. J Neurol Neurosurg Psychiatry
2000;69:728-32.

Ytterberg C, Johansson S, Gottberg K, Holmqvist LW, von Koch L.
Perceived needs and satisfaction with care in people with multiple
sclerosis: A two-year prospective study. BMC Neurol 2008;8:36.
Shadpour K. health sector reform in islamic reoublic of iran.The
journal of Qazvin univ of med sci. 2006;10:7-20.

Thorne SE, Harris SR, Mahoney K, Con A, McGuinness L. The

Journal of Education and Health Promotion | Vol. 4 | December 2015



[Downloaded free from http://www.jehp.net on Wednesday, July 26, 2017, IP: 78.39.35.67]

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

Journal of Education and Health Promotion | Vol. 4 | December 2015

Yazdannik, et al.: Challenges of health care delivery

context of health care communication in chronic illness. Patient
Educ Couns 2004;54:299-306.

Simi S, Patoia L. The importance of being patient. J Ambul Care
Manage 2010;33:257-64.

Nodder D, Chappell B, Bates D, Freeman J, Hatch J, Keen J, et al.
Multiple sclerosis: Care needs for 2000 and beyond. J R Soc Med
2000;93:219-24.

Ghafari S, Fallahi Khoshknab M, Norozi K, Mohamadi E. Exploring
barriers of rehabilitaion care in patients with multiple sclerosis:
A qualitative study. J Urmia Nurs Midwifery Fac 2014;11:863-84
Masoudi R, Abedi HA, Abedi P, Mohammadiannejad SE. experiences
of iranian multiple sclerosis patients’ and their caregivers’ regarding
care and treatment outcomes. Jundishapour J Chronic Dis Care
2014;3:21-31.

Mazaheri M, Fanian N, Zargham-Boroujeni A. Experiences of patients
with multiple sclerosis from group counseling. Iran J Nurs Midwifery
Res 2011;16:181-90.

Edwards RG, Barlow JH, Turner AP. Experiences of diagnosis and
treatment among people with multiple sclerosis. J Eval Clin Pract
2008;14:460-4.

Forbes A, While A, Taylor M. What people with multiple sclerosis
perceive to be important to meeting their needs. J Adv Nurs
2007;58:11-22.

Gottberg K, Einarsson U, Ytterberg C, Fredrikson S, von Koch L,
Holmqvist LW. Use of health care services and satisfaction with care
in people with multiple sclerosis in stokholm county: A population
based study. Mult Scler 2008;14:962-71.

Crowe S, Cresswell K, Robertson A, Huby G, Avery A, Sheikh A.
The case study approach. BMC Med Res Methodol 2011;11:100.
Luck L, Jackson D, Usher K. Case study: A bridge across the
paradigms. Nurs Inq 2006;13:103-9.

Baxter P, Jack S. Qualitative case study methodology: Study
design and implementation for novice researchers. Qual Rep
2008;13:544-59.

Speziale HS, Carpenter DR. Qualitative research in nursing:
Advancing the humanistic imperative. 5" ed. Philadelphia: Wolters

37.

38.

39.

40.

41,

42.

43.

44,

45,

46.

47.

48.

Kluwer Health/Lippincott Williams and Wilkins. 2011. p. 470.
Munhall PL. Nursing research: A qualitative perspective. 4" ed.
Sudbury, Mass.: Jones and Bartlett; 2007. p. 628.

Janssens AC, de Boer JB, Kalkers NF, Passchier J, van Doorn PA,
Hintzen RQ. Patients with multiple sclerosis prefer early diagnosis.
Eur J Neurol 2004;11:335-7.

Egger B, Miller M, Bigler S, Spirig R. Understanding needs of people
with Multiple Sclerosis. Perspective of patients and significant others
in the German-speaking part of Switzerland. Pflege 2012;25:329-41.
Matti Al, McCarl H, Klaer P, Keane MC, Chen CS. Multiple sclerosis:
Patients’ information sources and needs on disease symptoms and
management. Patient Prefer Adherence 2010;4:157-61.

Somerset M, Campbell R, Sharp DJ, Peters TJ. What do people
with MS want and expect from health-care services? Health Expect
2001;4:29-37.

Sweet SN, Perrier MJ, Podzyhun C, Latimer-Cheung AE. Identifying
physical activity information needs and preferred methods
of delivery of people with multiple sclerosis. Disabil Rehabil
2013;35:2056-63.

Organization WH. Atlas multiple sclerosis resources in the World.
Geneva, Switzerland: World Health Organization Press; 2008.
Brandon T. Needs assessment of people affected by multiple
sclerosis living in Gateshead.Newcastle upon tyne: Northumbria
university. 2007.

Hampton NZ, Ordway A, Zhu Y. Access to health services:
Experiences of women with neurological disabilities. J Rehabil
2011;77:3-11.

Finlayson M, Garcia JD, Cho C. Occupational therapy service use
among people aging with multiple sclerosis. Am J Occup Ther
2008;62:320-8.

Pohar SL, Jones CA, Warren S, Turpin KV, Warren K. Health status
and health care utilization of multiple sclerosis in Canada. Can J
Neurol Sci 2007;34:167-74.

Markwick R, Singleton C, Conduit J. The perceptions of people
with multiple sclerosis about the NHS provision of physiotherapy
services. Disabil Rehabil 2014;36:131-5.




