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Abstract

2

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

Health Related 
Quality of Life

4

Psychological 
Well-Being

Financial 
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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DMD caregivers reported worse physical 
health, mental health, positive affect, 

environmental mastery, stressful life events, 
and difficulty paying bills than comparison 

caregivers.7

Caregivers presented with comorbid health 
conditions, with the most prevalent being 

back pain, depression, insomnia, and 
arthritis.10
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Results: Psychological Well-being
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Approximately half of the caregivers 
reported being moderately or extremely 
anxious or depressed (p<0.001 when 

compared to general population).4

Several caregivers experienced 
grief/sadness upon their child’s diagnosis 

and watching them deteriorate.  Caregivers 
were diagnosed with depression, 

experienced anxiety, and a high load of 
stress.12
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Results: Financial Burden
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Nearly 30% of caregivers estimated the 
annual household cost burden at over 

$5,000 (p 0.006).4

Stress variables from high impact group, 
revealed that difficulty paying bills and hours 
missed from work was most prominent and 
worsened compared to low-impact group.9



Click to edit Master title style

10

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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• 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

15

• 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.



Click to edit Master title style

17

References

17

1. Andreozzi V, Labisa P, Mota M, et al. Quality of life and informal care burden associated with duchenne muscular dystrophy in Portugal: the COIDUCH study. Health Qual Life 
Outcomes. 2022;20(1):36. Published 2022 Mar 3. doi:10.1186/s12955-022-01941-x

2. Carlton J, Powell PA. Measuring carer quality of life in Duchenne muscular dystrophy: a systematic review of the reliability and validity of self-report instruments using COSMIN. 
Health and Quality of Life Outcomes. 2022;20(1). doi:10.1186/s12955-022-01964-4

3. Landfeldt E, Lindgren P, Bell CF, et al. Health‐related quality of life in patients with Duchenne muscular dystrophy: a multinational, cross‐sectional study. Developmental Medicine and 
Child Neurology. 2016;58(5):508-515. doi:10.1111/dmcn.12938

4. Landfeldt E, Lindgren P, Bell CF, et al. Quantifying the burden of caregiving in Duchenne muscular dystrophy. J Neurol. 2016;263(5):906-915. doi:10.1007/s00415-016-8080-9

5. Landfeldt E, Lindgren P, Bell CF, et al. The burden of Duchenne muscular dystrophy: an international, cross-sectional study. Neurology. 2014;83(6):529-536. 
doi:10.1212/WNL.0000000000000669

6. Ryder S, Leadley RM, Armstrong N, et al. The burden, epidemiology, costs and treatment for Duchenne muscular dystrophy: an evidence review. Orphanet Journal of Rare Diseases. 
2017;12(1). doi:10.1186/s13023-017-0631-3

7. Schwartz CE, Stark RB, Audhya IF, Gooch KL. Characterizing the quality-of-life impact of Duchenne muscular dystrophy on caregivers: a case-control investigation. Journal of 
Patient-Reported Outcomes. 2021;5(1). doi:10.1186/s41687-021-00386-y

8. Schwartz CE, Stark RB, Borowiec K, Audhya IF, Gooch KL. Interplay of disability, caregiver impact, and out-of-pocket expenditures in Duchenne muscular dystrophy: a cohort study. J 
Patient Rep Outcomes. 2022;6(1):21. Published 2022 Mar 10. doi:10.1186/s41687-022-00425-2

9. Schwartz CE, Stark RB, Borowiec K, Rapkin BD. Drivers of caregiver impact in Duchenne muscular dystrophy: a cohort study. J Patient Rep Outcomes. 2022;6(1):22. Published 2022 
Mar 10. doi:10.1186/s41687-022-00421-6

10. Schwartz CE, Stark RB, Cella D, Borowiec K, Gooch KL, Audhya IF. Measuring Duchenne muscular dystrophy impact: development of a proxy-reported measure derived from 
PROMIS item banks. Orphanet J Rare Dis. 2021;16(1):487. Published 2021 Nov 22. doi:10.1186/s13023-021-02114-7

11. Uttley L, Carlton J, Woods HB, Brazier J. A review of quality of life themes in Duchenne muscular dystrophy for patients and carers. Health and Quality of Life Outcomes. 2018;16(1). 
doi:10.1186/s12955-018-1062-0

12. Williams K, Davidson I, Rance M, Buesch K, Acaster S. A qualitative study on the impact of caring for an ambulatory individual with nonsense mutation Duchenne muscular dystrophy.
J Patient Rep Outcomes. 2021;5(1):71. Published 2021 Aug 10. doi:10.1186/s41687-021-00344-8 2021;5(1). doi:10.1186/s41687-021-00344-8

13. Porteous D, Davies B, English C, Atkinson J. An Integrative Review Exploring Psycho-Social Impacts and Therapeutic Interventions for Parent Caregivers of Young People Living with 
Duchenne's Muscular Dystrophy. Children (Basel). 2021;8(3):212. Published 2021 Mar 11. doi:10.3390/children8030212



Click to edit Master title style

18

Ascertaining the Complex Nature of Dealing with a Terminal Illness of a Child with 
DMD and its Effects on Those Who Are Involved in Caregiving

Researchers: Adelina Balidemaj, Parmis Parsamanesh; Mentor: Dr. Mykhailo Vysochyn
Department of Basic Sciences, Saint James School of Medicine, Anguilla AL-2640

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.


	Ascertaining the Complex Nature of Dealing with a Terminal Illness of a Child with DMD and its Effects on Those Who Are Involved in Caregiving
	Abstract
	Introduction: Why is this research important?
	Introduction: Caregiver Burden
	Methods
	Keywords
	Results: Health Related Quality of Life
	Results: Psychological Well-being
	Results: Financial Burden
	Discussion: Health Related Quality of Life
	Discussion: Psychological Well-Being
	Discussion: Financial Burden
	Recommendations
	Limitations
	Future Research
	The Importance of Caregiver Burden
	References
	Slide Number 18

