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Abstract
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Background

• DMD is a genetic 
disorder that leads to 
progressive muscle 
degeneration and 
muscle weakness due 
to alteration of the 
Dystrophin protein. 
Studies reveal that 
there are minimal 
support systems in 
place for the families 
and caregivers of 
patients with DMD, 
which further amplifies 
their responsibilities. 

Objective

• To understand the 
direct and indirect 
impacts of the 
caregivers of patients 
diagnosed with DMD.

Methods

• Using the PubMed 
database and a 
specific combination 
of MeSH terms, 93 
articles were 
reviewed, 8 of which 
met the inclusion 
criteria. The articles 
were coordinated into 
a table and further 
analyzed for their 
significance to this 
literature review.

Conclusion

• A review of the 
literature revealed that 
the burden on 
caregivers of patients 
with DMD is 
significant with a 
reduced HRQoL, 
leading to decreased 
psychological well-
being as well as an 
increased financial 
burden on the family.
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Introduction: Why is this research important?
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• Genetic disorder

• No cure, early diagnosis can help slow the 
progression of muscle weakness. 

• Mental well-being of families and 
caregivers of patients
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Introduction: Caregiver Burden
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• The search was conducted using the PubMed (Medline) database. To retrieve articles, the following MeSH

combination of terms was used: Duchenne muscular dystrophy [ti] AND caregivers [tw] AND impact [tw]. Papers 

were retrieved in English only. Each author reviewed the articles independently to determine if all inclusion 

criteria was met. The articles that met the inclusion criteria, were organized into the observation data tables 1-3. 
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Results: Health Related Quality of Life
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Discussion: Health Related Quality of Life
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• Caregivers must learn to cope with a DMD 
diagnosis, its progressive and 
pervasiveness, and the knowledge of the 
terminal aspect of this illness, meaning they 
will be losing their loved ones. 

• This, in turn, reduces their physical, 
emotional, mental, and social functioning 
over time.
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Discussion: Psychological Well-Being
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• Studies have shown the psychological 
burden increased significantly as the child 
being cared for became non-ambulatory. 
Specifically, depression was recorded in 
approximately 70% of caregivers.1

• As a result, caregivers have a challenging 
time providing consistently as they are not 
getting the proper mental care they 
require.
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Discussion: Financial Burden
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• The mean annual household burden of 
DMD was calculated using factors such as 
income loss, the monetary value of lost 
leisure time, and reduced quality of life, 
estimated at between $58,440 and $71,900. 

• This terminal illness has many costs to 
consider and is associated with a significant 
economic burden.5
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Recommendations
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• Better establish different social interactions, 
support groups for the caregivers, and 
making sure we are assessing their 
psychological well-being and their different 
needs. In addition, when the child is in a 
therapy session, making sure the caregiver 
knows how to properly lift the child, and 
provide other physical assistance that can 
take a toll on the caregiver’s health. Ensure 
there are policy changes and put pressure on 
insurance companies to help with the 
financial burden.
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Limitations
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• There is not enough research done on the 
caregiver burden as it pertains directly to a child 
living with a terminal illness. 

• There is a lot of research on caregiver burden 
and the profound impact of caring for a loved one 
can have but most of it is tied to caring for an 
elderly parent or someone with dementia. 

• While the caregiver burden for such patients 
must not be minimized in any way, the few 
articles that compared the two really pointed out 
that the caregiver burden when someone is 
caring for a child is significantly increased 
specifically in the psychological well being quality 
of life factor, likely because a parent would not 
expect their child to have to suffer through that 
much pain.
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Future Research
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• Future research should be conducted in 
evaluating the success of support groups 
geared toward reducing caregiver burden 
and comparing Duchenne Muscular 
Dystrophy to other muscular dystrophy 
disorders pre- and post-diagnosis. 

• It is also important to make sure we 
include patients of all ages and evaluate 
caregivers of all ages. 

• We can also make sure to evaluate 
patients within the United States so that 
they all share the same health care 
system and benefits that are provided, 
rather than including other countries into 
the research.
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The Importance of Caregiver Burden
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• From our study, we conclude that researching 
and raising awareness regarding caregiver 
burden is just as significant as the health of the 
patient. Unfortunately, although the negative 
impacts of being a caregiver may seem obvious, 
not much action has been taken to improve the 
situation. 

• It is vital for the government and health care 
system to take action to implement sufficient 
support systems to better assist in reducing the 
burden caregivers experience.
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Abstract

Objective: To understand the direct and indirect impacts of caregivers of 

patients diagnosed with Duchenne’s Muscular Dystrophy (DMD). 

Methods: Using the PubMed database and specific combination of 

MeSH terms, 93 articles were reviewed, 8 of which met the inclusion 

criteria. 

Introduction
DMD is a genetic mutation of the gene located on the short arm of the X 

chromosome (Xp21.2).1,2,5,6 It is one of the most frequent forms of 

muscular dystrophy that causes progressive muscle weakness due to 

the production of dystrophin, and currently there is no cure.1 The 

physical, mental, and social well-being impacts on the caregivers, remain 

unrecognized and unknown. It has been shown that providing informal 

care is associated with serious adverse health effects for the caregiver, 

such as anxiety, depression, social isolation, and financial deprivation.4

Conclusion
The studies presented in this literature review elaborate on the effect of 

HRQoL, psychological well-being, and financial burden on the caregivers 

of patients with DMD. They all indicate that this illness has had a 

significant impact on the different aspects of their lives. There is 

evidence of a reduced HRQoL, which causes decreased psychological 

well-being due to the accompanying anxiety and depression and a 

financial burden that intensifies with the progression of this disease.
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Results

Methods
The search was conducted using the PubMed (Medline) database. To 

retrieve articles, the following MeSH combination of terms was used: 

Duchenne muscular dystrophy [ti] AND caregivers [tw] AND impact [tw]. 

Each author reviewed the articles independently to determine if all 

inclusion criteria were met. 

Discussion
Health Related Quality of Life: Caregivers must learn to cope 

with a DMD diagnosis, its progressive and pervasiveness, and 

the knowledge of the terminal aspect of this illness, meaning 

they will be losing their loved ones. This, in turn, reduces their 

physical, emotional, mental, and social functioning over time.

Psychological well-being: Studies have shown the 

psychological burden increased significantly as the child being 

cared for became non-ambulatory. Specifically, depression was 

recorded in approximately 70% of caregivers.1 As a result, 

caregivers have a challenging time providing consistently as 

they themselves are not getting the proper mental care they 

require.

Financial burden: The mean annual household burden of 

DMD was calculated using factors such as, income loss, the 

monetary value of lost leisure time, and reduced quality of life, 

estimating at between $58,440 and $71,900. Therefore, this 

terminal illness has many costs to consider and is associated 

with a significant economic burden.5

Conclusion: A review of the literature revealed 

that the burden on caregivers of patients with 

DMD is significant with a reduced HRQoL, 

leading to decreased psychological well-being as 

well as an increased financial burden.

Future Considerations and Limitations
Further exploration of the function and availability of support programs such 

as therapy will allow careers to focus on their mental health and reduce the 

negative impacts of taking responsibility for a patient with a terminal illness 

may cause (i.e. anxiety, depression) is warranted, as there is a lack of 

research currently dedicated to the effectiveness of these interventions at 

addressing caregiver burden.


