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Abstract
Purpose: It is aimed to reveal the problems experienced by patients with Muscular Dystrophy (MD) in
accessing health services during the COVID-19 process and solutions for these problems.

Methods: The research is a qualitative study. The participants were reached with the snowball sampling
method, and since they were in the pandemic process, the problems they experienced were tried to be
revealed by providing access via online methods.

Results: Participants are mostly male. Half of the participants are married, and half are single.
Participants mostly have a primary education level. Most of the participants do not work. Participants
primarily reside in the city center. In addition, nearly half of the participants declared that their income is
below 2000TL.

Conclusion: In this study, some signi�cant �ndings of the pandemic regarding MD patients' feelings and
thoughts about their life practices, treatments, and access to health services they need for the disease
were revealed. Patients with MD stated that they could not easily access the health services they wanted
and needed due to muscle weakness. In their opinion, one of the most important reasons for this
situation is that the treatments they need are not available in every hospital, or they cannot access them
due to their �nancial and social problems. Another reason pointed out is that the health workers in the
family physicians and primary health care institutions they are closest to do not have information about
their diseases.

Introduction
Neuromuscular dystrophy (NMD) is a group of diseases that cause disorder in the central or peripheral,
congenital or acquired functions in the muscle and nervous system. The most common symptom is
muscle weakness. Motor and sensory neurons are affected [1]. Muscular dystrophies (MD) group is one
of the important diseases in the group of neuromuscular diseases, which causes chronic progressive
dystrophic changes in the muscle with a gene mutation, and the patient may lose the walking ability and
become dependent on a second person for daily life activities over time. Blood tests, nerve conduction
studies, and/or nerve and muscle biopsies, and genetic examination have great diagnostic importance on
diagnosing suspected neuromuscular disease [1-2]. Heart disease occurs because of muscle weakness
and wasting (atrophy) of the skeletal system, respiratory failure causing mortality over time, and heart
muscle involvement, which may involve other systems. Although therapeutic treatments have been
developed for genetic-dependent muscle diseases, there is no de�nite treatment. Correct nutrition and
medical rehabilitation for symptoms caused positive changes in the course of the disease, and life
quality may increase and lifetime gets longer [3].

Access to second and third-degree health services has become challenging in our country as all over the
world due to the Covid-19 pandemic, and MD patients who have become dependent on a second or even
third (usually a parent or sibling) person for their lives have often cardiomyopathies, respiratory problems,
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gastrointestinal problems, endocrinological disorders, and psychiatric problems. Although therapeutic
treatments are developed, a correct nutrition and rehabilitation program should be prepared, especially
rehabilitation programs should be offered as rehabilitation services in the hospitals as rehabilitation
programs may be effective at every stage of the patient's physical and psychological effects. These
patients should start exercises early regardless of progressive or static condition; rehabilitation affects
every stage and symptom of physical and psychological exposure [3-4].

The research aims to reveal the problems experienced by patients with MD in access to health services
during the COVID-19 process and solution recommendations for these problems.

Method
The research is a qualitative study. In the research, questions were �rst prepared to reveal the socio-
demographic characteristics of the patients, and then focus group discussions were made via the zoom
program (https://zoom.us/download). Seven questions measure the descriptive knowledge of the
patients. On the other hand, six questions were prepared qualitatively. The discussion method was
performed via video call due to the pandemic. The questions were asked to the patients one by one
online. It is a prerequisite for the participants to have been diagnosed with MD. A physical therapist
diagnosed patients with MD from the training and research hospital of X province, and they are patients
under ongoing follow-up.

Moreover, the data used in the research were collected by online survey method between 20-30 October
2021. Ethical approval for this study was obtained from the Social and Human Sciences Ethics
Committee of X University with the meeting decision dated 17.09.2021 and numbered 2021/137 before
applying the scale. Informed consent was obtained from everyone who participated in the survey. The
answers were noted in the determined surveys as the participants did not allow audio or video recordings.
It took an average of 10-15 minutes to interview each participant.

Statistical Analysis

The participants were reached with the snowball sampling method, and their problems experienced were
tried to be revealed by providing access via online methods since they were in the pandemic process. In
qualitative studies, the sample size is not determined before the study, and the sample size increases
until similar answers are received from the interviewees [5]. Twenty-two patients were interviewed in this
regard. The answers were repeated, so a further interview was not done with more participants. Content
analysis was made from the data obtained within the scope of the study. No statistical program was
used for this purpose. However, IBM Statistical Package for the Social Sciences (SPSS) 22 (IBM Corp.,
Armonk, NY, USA) package program [6] was used for the analysis of descriptive statistics. 

Results
Table 1 insert here
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The participants' mean age and standard deviation are (34.50±7.83; Min: 17; Max: 53), the mean and
standard deviation of the subjects are 2.23±2.36; min; 0, max; 7. The participants are mostly men. Half of
the participants are married, and half are single. Participants mostly have a primary education level. Most
of the participants do not work. Participants primarily reside in the city centre. In addition, nearly half of
the participants declared that their income is below TL 2000. This study investigated the answers to the
following six basic questions. 

1. What do you know about your disease? 

2. What do your family and society think about you? Can you tell me about your experiences?

3. What kind of problems do you have in health services? Do healthcare professionals know about your
disease?  

4. How were your diseases affected during the Covid-19 process? What are the problems you have
experienced due to Covid-19?

5. How does the rehabilitation program affect your disease? What kind of problems did you experience in
getting rehabilitation during the Covid-19 period?

6. What are other opinions, thoughts, and suggestions you want to share in general?

1. What do you know about your disease? 

Considering their answers to this question, it is found that patients are generally aware of their disease
and its effects. Although there is no de�nitive diagnosis of the disease, it is seen that some treatments
and rehabilitation methods try to slow down the course of the disease.

According to one participant, 

I know that there is no de�nite treatment for my disease. I try to control symptoms with medications
and rehabilitation. They also help to slow the course of the disease. The effect of muscular dystrophy
on people depends on the type of disease. Many patients get worse over time, and some patients may
lose the ability to walk, talk, or look after themselves. This is not a case experienced by everyone. Some
people with muscle disease may live with mild symptoms for years. I have heard that there are more
than 30 types of muscle disease.  

According to another participant; 

I have been carrying this disease all my life. I have great di�culties walking, sitting, standing, climbing
stairs, and lifting things, especially muscle weakness. My disease continues in the same way. It is
always the same, neither progressing nor regressing, and it affects more in cold weather. I can also feel
it in every part of my body. It is slightly better with    Tegretolcr 200. It can make a change, not a
noticeable recovery. When I leave using Tegretolcr, it becomes the same as it used to be. My older
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sister has the same disease. However, her children have had no noticeable symptoms so far. My other
older sister does not have the disease, but her three children do. I think children have this disease at a
higher level than us. I have a 1-year-old daughter, I have not had her tested yet, but as far as I have
observed, she seems to have this disease as well because she sits and walks slowly and loses her
balance very quickly.

According to another participant; 

We have muscle disease. I know that our muscles are not strong enough, so this causes negative
effects such as heart, blood pressure, and joint pains and does not allow a quality life.

2. What do your family and society think about you? Can you tell me about your experiences?

Almost all of the participants gave similar answers to this question. Participants stated that society
humiliates, curses, and considers them disabled. They stated that they could not go out in public because
of social humiliation and contempt and face tragic situations. Some participants stated that they could
not get married due to this disease, while others stated their spouses abandoned them.

According to one participant, 

I am sometimes mocked and jeered in public. I have trouble walking. I often hear people saying that
God has damned him.

According to another participant,

They see us as disabled. They always see us as if we need someone or something and our disease is
the plague. Due to this disease, families with the same surname have changed their surnames as they
are ashamed of us.

According to another participant, 

They see me as if I am cursed, and they do not even give me the right to speak because of my disease.
I do not talk to anyone, and I have locked myself in the house as I am mentally depressed. I am
scolded by society as if I do not have a mind or intelligence, as well as my arm and leg weakness, and
they make fun of my walking style. I am grieved.

3. What kind of problems do you have in health services? Do healthcare professionals have knowledge
about your disease?  

The participants stated that they have problems accessing health services, and health care professionals
have insu�cient knowledge about rare diseases. They also stated that there is a lack of specialist
personnel. 

According to one participant,
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It is very di�cult for us to access treatment in terms of health services. It is also very di�cult for us to
be transferred to hospitals �nancially and morally as we usually have limited mobility. When we arrive
at the hospital, we cannot get most of the treatments or controls we desire because it is very di�cult to
�nd doctors, nurses, and health care professionals trained in this �eld. Many doctors, nurses, and
health care professionals are not even aware of our disease. In other words, they have very poor
knowledge. Especially our family physicians, home care services doctors, and nurses have very
insu�cient information about our disease.

According to another participant, 

Doctors' knowledge is insu�cient in some cases as my disease is one of the rare diseases. I have
di�culties in the hospitals because the number of wheelchairs is low. No one knows anything about
my disease except my doctor. My doctor follows up on my disease through regular checkups.  

4. How were your diseases affected during the Covid-19 process? What are the problems you have
experienced due to Covid-19?

The participants stated that the lockdown due to the Covid-19 pandemic caused progression in their
diseases. They stated that the limitation was already existing in their ability to move increased as they
had a problem accessing rehabilitation and regular medical examinations due to lockdown. They
experienced not only physical but also mental problems.

According to one participant, 

I have not contracted Covid-19 yet, but the restrictions caused unexpected progress in my disease. I am
no longer afraid of contracting covid-19 as death will be a pro�table outcome for me rather than living
this life with this suffering.

According to another participant,

I cannot work due to disease, so I have no job opportunities, and there is no one to work with at home. I
have to work at home even in this state, but I still cannot work. I am afraid of leaving my children
behind if something happens to me because of Covid-19.

5. How does the rehabilitation program affect your disease? What kind of problems did you experience in
getting rehabilitation during the Covid-19 period?

The participants stated that rehabilitation has a severe effect on reducing the effects of their diseases,
but they are limited due to the epidemic. 

According to one participant,

There is no medicine for this disease; rehabilitation increases our motivation and makes it easier to
ful�ll our needs in daily life. Even if it does not entirely cure my disease, it stops progression slightly.
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However, we could not get treatment due to Covid-19; we always had to stay at home, our situation got
worse.

According to another participant,

During the Covid-19 process, my disease was affected so much that I became unhappy mentally. My
treatment was delayed. I did not receive physical therapy. I could not go to my muscle diseases
specialist, and my tests were delayed.

According to another participant,

Rehabilitation is essential for us. It is so good for me. However, it became impossible for us to go to
rehabilitation centers during the pandemic. This process was much more di�cult for me as I did not
have the opportunity to receive physical therapy at home where I live.

6. What are other opinions, thoughts, and suggestions you want to share in general?

Patients generally stated that they want increased physical therapy opportunities and more social relief
because they need to eat healthy foods, but they have �nancial impossibilities. Participants want to live
in dormitories designed for them, with rehabilitation and nutrition facilities and offered by the public.
They want to bene�t from social reliefs and care services for the disadvantaged ones as they are in the
disadvantaged group. 

Discussion
This study revealed feelings and thoughts of patients with MD about their life practices, treatment,
access to health services they need for their diseases during coronavirus (Covid-19) epidemic disease,
and some crucial results thereof. 

Patients with MD stated that they know about their disease, the course of the disease, and know that
there is no de�nitive treatment, but the disease progression may be slowed down with the physical
therapy and rehabilitation (FTR) program. According to the information given in an article written by
Turhan[7], most patients with muscle disease are willing to research their diseases and have information
about their diseases. However, it is stated that even these requests are not enough to solve the problems
with accessing the information due to the lack of a su�cient number of experts trained on the subject
and bio-psycho-social problems [8]. It may be considered that the results obtained from this study and the
results obtained from the mentioned studies are inconsistent. However, this conclusion is expected as the
study participants are already under the doctor's control in terms of their diseases. 

Some participants reported that they were excluded, ignored, and seen as worthless by especially family
and every segment of society in all severity scales due to MD disease. Similar thoughts to this result were
also expressed by other muscle patients [8]. Some of the participants stated that they were seen as a
source of embarrassment by some of their relatives because of their MDs, and relatives even changed
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their surnames for this reason. Some MD patients reported that their bilateral relationships were also
affected due to the disease, and their spouses abandoned them. It is a fact that MD patients are also
psychologically affected as they are treated as if muscle weakness is a mental weakness. Similar results
have also been revealed in other studies [9-11].

Patients with MD stated that they could not easily access the health services they wanted and needed
because of muscle weakness. According to them, one of the most important reasons for this situation is
that the treatments they need are not available in every hospital or that they cannot access hospitals with
the treatments due to �nancial and social problems. Another reason is that the closest family physician
and the health care professionals in primary health care institutions do not have information about their
diseases. Moreover, insu�cient specialist physicians to care for patients with MD accelerates the
progression of the disease according to them. These results are similar to the problems related to
patients with MD expressed by Çoban (2020) [8] and the Turkish Muscle Diseases Association (2021)
[12].

The covid-19 epidemic continues to threaten the lives of many people. It is stated that Covid-19 primarily
affects patients with MD, who are considered one of the disadvantaged groups in terms of risk [13-14].
Participants with MD stated that they could not access or have limited access to FTR treatment they
needed due to the lockdown during Covid-19. It can be stated that this situation reduces the risk of
contracting Covid-19 in patients with MD but negatively affects the progression of their disease. It has
been revealed by many studies that muscle patients have bio-psycho-social problems as they cannot
properly access health services and do not go out during Covid-19 [7,12,14-17,18-19]. Utmost care should
be taken to prevent muscle patients from contracting Covid-19 disease. It was reported that the
musculoskeletal system was greatly affected after the Covid-19 disease [18-19,20]. Considering the
weakness of the muscles of patients with MD, it is thought that it is imperative to provide the necessary
health services on time and site and protect them against the risk of Covid-19 disease. The way to
achieve this is to provide the necessary information and implement some alternative policies and
practices to protect patients with MD against Covid-19 in Turkey, as in some world practices [7,17,20,22-
26].

It was determined that patients with MD cannot access FTR as they have to stay at home due to Covid-
19. This also affected the psychology of patients with MD negatively [7,9,11,19]. Patients with MD stated
that their disease would be adversely affected if they could not get the necessary FTR. 

As a result, it is stated that patients with MD have many problems [7,20]. It is also stated that these
problems increase with Covid-19 [7,9,12-16,19,21,27,28]. In order to solve these problems, it is suggested
to provide the necessary social support to patients with MD, provide access to health services, provide
and maintain psycho-social support, negotiate the necessary policies and practices with all stakeholders,
and put them into operation. Since they may become bedridden over time, their victimization can be
reduced if ways are found to provide more active health services, especially rehabilitation, at home.
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Table 1: Descriptive Results of the Participants
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Variables   Number  Percent
(%)

1. Gender Female
Male

  9
13

40.9
59.1

2. Marital Status Married
Single

11
11

50
50

3. Educational Status Primary education
High school
University

  9
  7
  6

40.9
31.8
27.3

4. Current working status Working
Not working

   Retired

  5
15

       2

22.7
68.2
9.1

5. Are you the person earning the
income?

Yes
No

11
11

50
50

6. Place of Residence Province 15 68.2
District  6 27.3
Village  1 4.5

7. Household income less than 2000TL 10 45.4
Between 2001-
4000TL

 7 31.9

4001TL and above   5 22.7
TOTAL    22 100


