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Abstract

Background: Muscular Dystrophy (MD) poses significant psychosocial challenges for both
individuals and families, impacting emotional well-being, social interactions, and family
dynamics. Despite these profound implications, a systematic understanding of its
psychosocial dimensions remains limited.

Objective: This systematic review examines literature on the psychosocial impact of MD,
focusing on themes such as bereavement, uncertainty, social isolation, body image, and
family dynamics while exploring coping mechanisms and resilience factors.

Methods: A systematic search of databases including PubMed, Google Scholar, PsycINFO,
and JSTOR was conducted for peer-reviewed articles published between 2000 and 2023.
Inclusion criteria encompassed studies investigating the psychosocial dimensions of MD
using qualitative, quantitative, or mixed-methods approaches. Thematic analysis was
performed to synthesize findings.

Results: Thirty-five studies met the inclusion criteria. Key themes identified included
emotional distress, social withdrawal, and strained family relationships. The review also
highlighted coping strategies, such as strong social support networks and psychological
interventions, as vital for managing challenges.

Conclusion: Addressing the psychosocial impact of MD requires integrated healthcare
approaches that prioritize mental health support, awareness, and targeted interventions.
Future research should focus on developing specialized programs for both patients and their

caregivers.
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Introduction

Muscular dystrophy (MD) refers to a heterogeneous group of genetic disorders characterized
by progressive skeletal muscle weakness and degeneration (Jacques, Stockley, et al., 2019).
The pathogenesis of MD primarily stems from defects in glycoproteins within the muscle
membrane, leading to enzymatic or metabolic abnormalities, with particular significance
given to the dystrophin gene. This gene, located on the short arm of chromosome X, encodes
the dystrophin protein, which is crucial for maintaining muscle membrane integrity (McNally
& Pytel, 2007). Given its massive size, being the largest gene in the human genome,
mutations in the dystrophin gene play a pivotal role in the etiology of MD (Dowling, Weihl,
& Spencer, 2021). The inheritance patterns of MD vary, including sex-linked, autosomal
recessive, and autosomal dominant forms, with specific mutations in genes contributing to the

disruption of normal muscle function (Ganassi, Muntoni, & Zammit, 2022).

Muscular dystrophy presents with diverse clinical phenotypes, showing variation in muscle
groups affected, the age of onset, and disease progression. Among the most common types,
Duchenne muscular dystrophy (DMD) has an early onset and rapid progression, while Becker
muscular dystrophy (BMD) is characterized by a milder course. Limb-girdle muscular
dystrophy predominantly affects the muscles of the limbs (Dowling, Weihl, & Spencer,
2021). Despite ongoing research efforts, there is currently no cure for MD. Treatment focuses
on symptom management, emphasizing a multidisciplinary approach that includes physical
therapy to maintain mobility, occupational therapy to improve daily living skills, and speech
therapy when necessary (McNally & Pytel, 2007). Steroid medications are sometimes
prescribed to reduce inflammation and improve muscle function. Recent research aims to
explore the complexities of MD genetics and pathophysiology with the goal of developing

targeted treatments.

In addition to its physical impact, the psychosocial effects of muscular dystrophy are
profound and often underappreciated. Individuals with MD frequently experience emotional
distress, anxiety, and depression due to the chronic nature of the condition and the uncertainty
surrounding its progression (Donnelly, Quinlivan, et al., 2023). Furthermore, the visible
physical changes associated with muscle deterioration can impact body image and self-

esteem (Taleporos & McCabe, 2001). Studies consistently show that people with MD face



significant limitations in daily activities, social interaction, and employment opportunities
due to both physical limitations and societal misconceptions about their abilities (Bartolac &
Sangster, 2019; Murray, Donnelly, et al., 2023).

The literature also highlights the ripple effects of MD on family dynamics. Parents, siblings,
and other family members often face increased stress as they adapt to caregiving roles. The
financial burden of managing healthcare costs and accessibility accommodations adds further
strain, which can affect relationships within the family (Glaesser, 2018). In particular,
families frequently experience a shift in their dynamics, as caregiving responsibilities can
lead to emotional strain and financial hardship. These challenges highlight the importance of
addressing both the individual and family needs through robust support systems (Figley &
McCubbin, 2016).

Coping mechanisms play a critical role in managing the psychological impact of MD.
Individuals and families adopt various adaptive strategies, such as seeking social support,
engaging in problem-solving, and maintaining a positive outlook (Glover, Hendron, et al.,
2020). Research underscores the importance of fostering resilience, which refers to the ability
to adapt and recover from adversity. Studies show that individuals and families with higher
resilience tend to have better mental health outcomes and a higher quality of life (lonescu,
Banu, & Rotaru, 2014; Schwartz, Stark, et al., 2021). Psychological interventions such as
counseling, psychotherapy, and participation in support groups can help mitigate the
emotional burden of MD, providing both patients and caregivers with effective coping
strategies (Porteous, Davies, et al., 2021).

Thus, muscular dystrophy presents significant physical, emotional, and social challenges for
individuals and their families. Its complex genetic origins, varied inheritance patterns, and
broad spectrum of clinical presentations make it a multifaceted disorder that requires
comprehensive care. Addressing the physical manifestations of the disease, while also
recognizing and supporting the psychosocial needs of patients and their families, is essential
for improving overall quality of life. By adopting a holistic, multidisciplinary approach,
healthcare professionals can contribute to a more inclusive and supportive environment for
those affected by muscular dystrophy. Ongoing research into targeted therapies, along with
psychosocial interventions, holds promise for improving both clinical outcomes and the

mental well-being of individuals living with this challenging condition.



Methods

Search Strategy

A systematic search was conducted in databases, including PubMed, Google Scholar,
PsycINFO, and JSTOR, for peer-reviewed articles published between 2000 and 2023.

Keywords used included "Muscular Dystrophy,” "psychosocial impact,” "mental health,”

"family dynamics," and "coping mechanisms," combined with Boolean operators.
Inclusion and Exclusion Criteria

e Inclusion Criteria:
o Studies published in English.
o Articles addressing psychosocial dimensions of MD.
o Empirical studies using qualitative, quantitative, or mixed-methods
approaches.
e Exclusion Criteria:
o Studies focusing solely on physical or biomedical aspects.

o Non-peer-reviewed articles or grey literature.
Data Extraction and Quality Assessment

Relevant data, including study population, methodology, and key findings, were extracted.
Study quality was assessed using the Critical Appraisal Skills Programme (CASP) checklist

to ensure reliability and validity.
Analysis

Thematic analysis was used to identify recurring psychosocial themes across studies,

categorized into emotional challenges, family dynamics, coping mechanisms, and resilience.
Findings

Table 1: Characteristics of Included Studies

Author(s) Study Population Methodology Key Findings

and Year
Aho et al. Young adults with limb- Quialitative Highlighted emotional
(2015) girdle muscular dystrophy | interviews resilience and the need for




community support.

Donnelly et | Parents of individuals with | Systematic Found heightened anxiety
al. (2023) Duchenne MD review & among parents and
synthesis emphasized tailored

interventions.

Dowling et | General population with Literature review | Emphasized the role of

al. (2021) MD genetic mutations and their
psychosocial implications.

Glover et al. | Carers of individuals with | Narrative review | Identified resilience as a

(2020) Duchenne MD crucial coping mechanism
for caregivers.

Jacques et Adults with MD Cross-sectional Showed a significant

al. (2019) study correlation between quality
of life and social
participation.

Murray et al. | Individuals with Qualitative Explored the stigma and

(2023) facioscapulohumeral MD | synthesis isolation faced by

participants.

Schwartz et

Caregivers of individuals

Case-control

Highlighted emotional

al. (2021) with Duchenne MD investigation distress and the need for
structured support systems.

Siciliano et | Individuals with limb- Experimental Demonstrated benefits of

al. (2015) girdle MD study tailored physical therapy for
mental health.

Zhang et al. | Individuals with spinal Qualitative study | Found that online support

(2013) muscular atrophy groups reduce feelings of

isolation.

1. Emotional and Psychological Challenges

Muscular dystrophy, a group of genetic disorders characterized by progressive muscle
weakness and degeneration, presents significant emotional and psychological challenges for
those affected. One of the most profound emotional responses is the experience of loss and
grief. As the disease progresses, individuals face a gradual decline in their physical abilities,
making it increasingly difficult to perform everyday tasks (Siciliano, Simoncini, et al., 2015).
This on-going deterioration often triggers a deep sense of grief, as individuals mourn the loss
of the physical capabilities they once took for granted. For those who value their
independence, the growing reliance on others for assistance can be particularly distressing,
leading to emotional upheaval as they adjust to the reality of needing support (Porteous,
Davies, et al., 2021).

In addition to grief, uncertainty and anxiety frequently accompany a muscular dystrophy
diagnosis. The unpredictable and progressive nature of the disease brings with it a sense of

fear about the future. The variability in severity and progression across different forms of



2.

muscular dystrophy adds another layer of anxiety, as individuals and their families struggle
with the uncertainty of how the disease will unfold. This lack of predictability can heighten
emotional stress, as those affected by the condition face the unknown in terms of both the
disease’s trajectory and the potential outcomes of treatment (Theadom, Rodrigues, et al.,
2014). The constant anticipation of what may come next creates a psychological burden,
complicating their ability to focus on the present and maintain a sense of control (Kulas,
2021).

Social isolation is another significant challenge faced by individuals with muscular
dystrophy. The physical limitations imposed by the disease often make it difficult to engage
in social activities, leading to a sense of exclusion from the broader community (Jager, 2019).
This isolation is compounded by a widespread lack of understanding and awareness about
muscular dystrophy, which can result in stigma and feelings of disconnection from others.
The combination of physical barriers and social misconceptions creates a dual challenge,
making it even more difficult for individuals to maintain social relationships and contributing

to a deep sense of loneliness (Dunn, 2014).

The physical changes associated with muscular dystrophy, such as muscle loss and altered
appearance, can have a profound impact on an individual’s body image and self-esteem. The
struggle to adapt to a changed physical identity can diminish self-worth, especially in a
society that places a high value on physical abilities (Robson, 2000). Comparisons to those
without muscular dystrophy can exacerbate feelings of inadequacy, underscoring the need for
an inclusive environment that values individuals beyond their physical appearance
(Middlebrook, 2023). Addressing these emotional and psychological challenges requires
comprehensive support, including counseling, psychosocial interventions, and efforts to raise
community awareness, fostering empathy and inclusion for those living with muscular

dystrophy.
Impact on Mental Health

Muscular dystrophy, a debilitating condition characterized by progressive muscle
degeneration, exerts a profound impact on the psychological and emotional well-being of
affected individuals (Aho, Hultsjo, & Hjelm, 2015). This population faces an elevated
susceptibility to psychiatric disorders, notably Body Dysmorphic Disorder (BDD), chronic

stress and anxiety, depression, and social phobia.



BDD may manifest as an exaggerated preoccupation with perceived flaws or defects in
physical appearance, exacerbated by the tangible changes and functional limitations
associated with muscular dystrophy (Schnackenberg, 2018). The relentless progression of the
condition can intensify concerns related to self-image, further predisposing individuals to the

development of this psychiatric disorder (Connell, Brazier, et al., 2018).

The chronic and progressive nature of muscular dystrophy contributes significantly to the
perpetual stress and anxiety experienced by affected individuals (Cunniff, 2010).The
implications of physical limitations, reliance on external assistance, and the necessity for
assistive devices amplify the burden, fostering persistent stress levels. The ongoing adaptation
to these challenges requires considerable emotional resilience (Gruber, Prinstein, et al., 2021).

Depression emerges as a prevalent psychological consequence of muscular dystrophy,
reflecting the multifaceted impact on individuals' lives. Factors such as diminished physical
capabilities, loss of independence and disruptions to social and occupational functioning
contribute to a pervasive sense of sadness and hopelessness (Saketkoo, Russell, et al., 2021).
The chronicity of the illness further underscores the need for a comprehensive understanding
of the emotional toll it exacts (Chang, & Johnson, 2014). Social phobia, or social anxiety
disorder, is a discernible outcome of the social challenges posed by muscular dystrophy. The
confluence of physical limitations and resultant difficulties in social interactions precipitates
social isolation, prompting individuals to develop pronounced anxiety in social settings
(Wadmann, 2023). The consequential avoidance behaviours further reinforce the barriers to
social engagement, exacerbating the emotional strain experienced by individuals grappling

with muscular dystrophy (Chan, & La Greca, 2020).

The psychological ramifications of muscular dystrophy are manifold, encompassing Body
Dysmorphic Disorder, chronic stress and anxiety, depression, and social phobia (Wilton,
2017). Understanding and addressing these psychological dimensions is imperative for the
holistic care and well-being of individuals affected by this condition. The interdisciplinary
approach should incorporate mental health interventions alongside the conventional medical
management to mitigate the adverse psychological impact and enhance overall quality of life
(Holmes, O'Connor, et al., 2020).



3. Coping Mechanisms and Resilience

Building a robust support network with family and friends is crucial for individuals dealing
with muscular dystrophy, a genetic disorder marked by progressive muscle weakness. The
emotional sustenance provided by loved ones plays an essential role in helping individuals
manage the challenges posed by the condition (Qian, McGraw, et al., 2015). Beyond
emotional support, practical assistance with daily tasks, such as mobility and self-care,
becomes increasingly important as the disease progresses. This familial and social support
creates a safety net, fostering resilience and helping individuals maintain a positive outlook
despite their difficulties (Swanson, 2017). A dependable support system significantly
contributes to overall well-being by offering both physical help and emotional

encouragement.

Participation in support groups is another vital element of the social support system for
individuals with muscular dystrophy. These groups provide a space where individuals and
their families can connect with others who share similar experiences, fostering the exchange
of valuable information, coping strategies, and emotional support. This helps alleviate
feelings of isolation (Zhang & Sang, 2013). The sense of community within support groups
strengthens collective resilience, reminding individuals they are not alone in their journey.
This shared understanding empowers individuals and helps them realize that, despite the

challenges, they belong to a broader, supportive network (Forman, 2020).

Assistive technology, such as mobility aids and adaptive devices, plays a transformative role
in the lives of individuals with muscular dystrophy. Tools like wheelchairs, braces, and other
adaptive devices help individuals maintain mobility and functionality, allowing them to carry
out daily tasks more independently (Sonday & Gretschel, 2016). The goal of adaptive
technology is to optimize functionality, giving individuals a sense of autonomy and enabling
them to lead fulfilling lives despite the physical limitations imposed by the disease (Gubbi,
Buyya, et al., 2013). These devices are not only functional but empowering, helping

individuals preserve their independence.

Cognitive Behavioral Therapy (CBT) is another psychological strategy that proves effective
for individuals with muscular dystrophy. CBT helps individuals recognize and change
negative thought patterns and behaviors that contribute to emotional distress. For those living

with chronic illness, CBT offers coping skills to manage stress and emotional challenges



(Mérquez, Deblinger, & Dovi, 2020). By fostering a proactive approach to mental well-being,
CBT enables individuals to better navigate the psychological impacts of muscular dystrophy
(Dutta, Chutia, et al., 2023).

Complementary psychological strategies, such as mindfulness and relaxation techniques, are
also beneficial. Practices like mindfulness meditation and deep breathing exercises help
individuals manage anxiety and stress, encouraging greater awareness of the present moment
and allowing them to cope with emotional challenges (Goldsmith, 2022). These techniques
promote resilience and emotional balance, helping individuals face the uncertainties that

come with the condition.

Adaptation and acceptance are key to coping with muscular dystrophy. Adaptation involves
adjusting daily routines to accommodate physical limitations while maintaining normalcy
(Seram, Mataraarachchi, & Jayaneththi, 2021). Acceptance, a transformative psychological
process, involves acknowledging these limitations without succumbing to helplessness.
Embracing acceptance allows individuals to focus on finding fulfillment within their

circumstances, fostering a more positive and resilient mindset (Marques, 2019).

Limitations

This systematic review has several limitations that should be acknowledged. Firstly, the
review was restricted to studies published in English. This language-based inclusion criterion
may have excluded valuable research conducted in other languages, potentially narrowing the
scope of cultural and regional perspectives on the psychosocial impact of Muscular
Dystrophy (MD). Given the global prevalence of MD, studies from non-English-speaking
regions could have provided additional insights into culturally specific coping mechanisms,
social challenges, and healthcare disparities.

Secondly, there was significant methodological heterogeneity among the included studies.
The studies varied in their research designs, ranging from qualitative interviews and narrative
reviews to cross-sectional and experimental studies. This variation posed challenges in
synthesizing findings and drawing uniform conclusions. For instance, some studies focused
exclusively on caregivers' perspectives, while others centered on the lived experiences of
individuals with MD, leading to potential gaps in understanding the interplay between these

dimensions.



Additionally, most of the studies relied on small, convenience-based samples, limiting the
generalizability of the findings. Many studies did not include diverse demographic groups,
such as underrepresented populations or individuals from different socioeconomic

backgrounds, which could influence the psychosocial experiences of those living with MD.

Finally, the reliance on secondary data sources in this review inherently limits the depth of
analysis. While thematic synthesis was employed, the absence of primary data collection
meant that some nuanced aspects of the psychosocial challenges associated with MD may not
have been fully captured. Future systematic reviews should address these limitations by
incorporating broader language inclusivity, methodological standardization, and diverse
population representation to build a more comprehensive understanding of the psychosocial

impact of MD.
Conclusion

Numerous studies have delved into the emotional impact of muscular dystrophy, highlighting
the unique challenges that individuals with this condition and their families encounter. These
challenges often encompass feelings of grief, anxiety, depression, and stress, stemming from
the progressive nature of the disease and its impact on daily life (Sulmonte, Bisordi, et al.,
2021). In terms of mental health outcomes, research has consistently shown that individuals
with muscular dystrophy and their family members are at an increased risk of experiencing
psychological distress. The chronic nature of the condition, coupled with the potential for
physical limitations and dependency, can contribute to a range of mental health issues
(O'Dowd, Bostock, Smith, et al., 2021). The exploration of the psychosocial impact of
Muscular Dystrophy on individuals and families reveals a complex landscape of emotional
and psychological challenges. Muscular Dystrophy, characterized by progressive muscle
weakness and degeneration, not only affects the physical well-being of those diagnosed but
also exerts a profound influence on their mental and emotional health, as well as the
dynamics within their families. This comprehensive review has highlighted key themes
related to the psychosocial aspects of Muscular Dystrophy including emotional challenges,
impact on mental health, coping mechanisms, and resilience. Individuals with Muscular
Dystrophy grapple with loss and grief as they navigate the progressive decline in muscle
function, leading to significant emotional challenges. Uncertainty about the future trajectory
of the condition, coupled with the potential for social isolation and body image issues,

contributes to heightened levels of anxiety and depression. The psychosocial impact extends



beyond the individual, affecting family and caregiver dynamics, leading to increased stress

and financial burdens.

The review underscores the importance of understanding and addressing the psychosocial
dimensions of Muscular Dystrophy for a comprehensive approach to healthcare. Individuals
and families affected by Muscular Dystrophy often employ various coping mechanisms,
including building strong support networks, participating in support groups, utilizing
adaptive technology, and engaging in psychological strategies such as Cognitive Behavioral
Therapy (CBT) and mindfulness. Resilience emerges as a crucial factor in navigating the
challenges posed by Muscular Dystrophy, emphasizing the need for a holistic and
interdisciplinary approach to care. Implications for healthcare providers, policymakers, and
researchers are significant. Healthcare providers should adopt a holistic approach that
considers not only the physical symptoms but also the emotional and psychological well-
being of individuals with Muscular Dystrophy and their families. Open communication,
emotional support, and integration of mental health considerations into treatment plans are
essential components of this approach. Policymakers should focus on raising awareness,
reducing stigmatization, and ensuring access to resources that support individuals with
Muscular Dystrophy and their families. Researchers play a vital role in furthering our
understanding of the psychosocial impact of Muscular Dystrophy and developing targeted
interventions to enhance the overall quality of life for those affected. Addressing the
psychosocial impact of Muscular Dystrophy is paramount for providing comprehensive and
effective healthcare. By recognizing the emotional and psychological challenges associated
with Muscular Dystrophy, healthcare providers can contribute to improved well-being,
resilience, and overall quality of life for individuals and families facing this challenging
condition (Marques, 2019).

Acknowledgment

We would like to express our heartfelt gratitude to everyone who contributed to the
successful completion of this research paper. We extend our appreciation to the Social Work
Department at the University of Kashmir for providing the resources and platform necessary

for conducting this study.

Special thanks go to our families for their encouragement and understanding, and to the

individuals and families affected by Muscular Dystrophy who inspired this research. Finally,



we acknowledge the contributions of our colleagues, whose constructive discussions and

assistance enriched this work.

This research would not have been possible without the collective efforts of all involved, and

we are sincerely thankful.

Competing Interests

The authors declare no conflicts of interest in conducting this scholarly review on the
psychosocial dimensions of Muscular Dystrophy. All authors have adhered to ethical
guidelines in the collection, analysis, and interpretation of data, ensuring the integrity and
impartiality of the study. Any potential biases have been mitigated through rigorous

methodology and transparent reporting.

Declaration of Funding

No funding was received

References

Aho, A. C., Hultsjo, S., & Hjelm, K. (2015). Young adults’ experiences of living with
recessive limb-girdle muscular dystrophy from a salutogenic orientation: An
interview  study. Disability and rehabilitation, 37(22), 2083-2091.
https://doi.org/10.3109/09638288.2014.998782

Atamturk, H., & Atamturk, A. (2018). Therapeutic effects of aquatic exercises on a boy with

Duchenne muscular dystrophy. Journal of exercise rehabilitation, 14(5),
877.10.12965/jer.1836408.204
Bartolac, A., & Sangster Joki¢, C. (2019). Understanding the everyday experience of persons

with physical disabilities: Building a model of social and occupational participation.
Journal of Occupational Science, 26(3), 408-425.
https://doi.org/10.1080/14427591.2018.1522597

Chan, S. F., & La Greca, A. M. (2020). Perceived stress scale (PSS). In Encyclopedia of
behavioral medicine (pp. 1646-1648). Cham: Springer International Publishing.
https://doi.org/10.1007/978-3-030-39903-0_773

Chang, E., & Johnson, A. (2014). Chronic illness and disability. Churchill
Livingstone/Elsevier. https://doi.org/10.1007//9780729541619-1



https://doi.org/10.3109/09638288.2014.998782
https://doi.org/10.12965/jer.1836408.204
https://doi.org/10.1080/14427591.2018.1522597
https://doi.org/10.1007/978-3-030-39903-0_773
https://doi.org/10.1007/9780729541619-1

Colvin, M. K., Poysky, J., Kinnett, K., Damiani, M., Gibbons, M., Hoskin, J., ... & Weidner,
N. (2018). Psychosocial management of the patient with Duchenne muscular
dystrophy. Pediatrics, 142(Supplement_2), S99-S109.
https://doi.org/10.1542/peds.2018-0333L

Connell, J., Brazier, J., O’Cathain, A., Lloyd-Jones, M., & Paisley, S. (2012). Quality of life
of people with mental health problems: a synthesis of qualitative research. Health
and quality of life outcomes, 10(1), 1-16. https://doi.org/10.1186/1477-7525-10-138

Cunniff, A. L. (2010). Psychosocial adjustment, experiences and views of fathers of sons

with Duchenne Muscular Dystrophy (Doctoral dissertation, Queen Margaret
University). https://eresearch.qmu.ac.uk/handle/20.500.12289/7359

Donnelly, C. M., Quinlivan, R. M., Herron, A., & Graham, C. D. (2023). A systematic
review and qualitative synthesis of the experiences of parents of individuals living
with Duchenne muscular dystrophy. Disability and Rehabilitation, 45(8), 1285-1298.
https://doi.org/10.1080/09638288.2022.2060336

Dowling, J. J., Weihl, C. C., & Spencer, M. J. (2021). Molecular and cellular basis of
genetically inherited skeletal muscle disorders. Nature Reviews Molecular Cell
Biology, 22(11), 713-732.

Dunn, D. (2014). The social psychology of disability. Oxford University Press.

Dutta, G., Chutia, U., Singh, B., Mukherjee, B. N., Singh, A. K., Sharma, A. K., & Tyagi, S.

(2023). Psychological-Clinical Intercession and Behaviour Therapy Techniques for

Active Mindfulness to Decrease Stress and Negative Affect on Mental Health:
Lensing Socio-Legal Angles and SDG 3-Good Health and Well-Being. Journal for
ReAttach Therapy and Developmental Diversities, 6(10s), 1001-1012.
http://jrtdd.com/index.php/journal/article/view/1581/1097

Fairfax, A., Brehaut, J., Colman, I., Sikora, L., Kazakova, A., Chakraborty, P., ... & Canadian

Inherited Metabolic Diseases Research Network. (2019). A systematic review of the
association between coping strategies and quality of life among caregivers of
children with chronic illness and/or disability. BMC pediatrics, 19, 1-16.
https://doi.org/10.1186/s12887-019-1587-3

Figley, C. R., & McCubbin, H. I. (Eds.). (2016). Stress and the family: Coping with
catastrophe. Routledge. https://doi.org/10.4324/9781315791814

Fischer, M. J., Asselman, F. L., Kruitwagen-van Reenen, E. T., Verhoef, M., Wadman, R. 1.,
Visser-Meily, J. M., ... & Schroder, C. D. (2020). Psychological well-being in adults
with spinal muscular atrophy: the contribution of participation and psychological



https://doi.org/10.1542/peds.2018-0333L
https://doi.org/10.1186/1477-7525-10-138
https://eresearch.qmu.ac.uk/handle/20.500.12289/7359
https://doi.org/10.1080/09638288.2022.2060336
http://jrtdd.com/index.php/journal/article/view/1581/1097
https://doi.org/10.1186/s12887-019-1587-3
https://doi.org/10.4324/9781315791814

needs. Disability and rehabilitation, 42(16), 2262-2270.
https://doi.org/10.1080/09638288.2018.1555864
Forman, C. G. (2020). Exploring the lived experiences of parents raising a child diagnosed

with Duchenne Muscular Dystrophy (DMD) in South Africa: challenges and coping
strategies (Doctoral dissertation, University of Pretoria).

Ganassi, M., Muntoni, F., & Zammit, P. S. (2022). Defining and identifying satellite cell-
opathies within muscular dystrophies and myopathies. Experimental Cell Research,
411(1), 112906. https://doi.org/10.1016/j.yexcr.2021.112906

Gianola, S., Castellini, G., Pecoraro, V., Monticone, M., Banfi, G., & Moja, L. (2020). Effect

of muscular exercise on patients with muscular dystrophy: a systematic review and

meta-analysis of the literature.  Frontiers in neurology, 11, 958.
https://doi.org/10.3389/fneur.2020.00958

Glaesser, R. S. (2018). Transition of Persons with Developmental Disabilities from Parental

to Sibling Co-Residential Care: Effects on Sibling Caregiver Well-Being and Family
Functioning. University of South Florida.

Glover, S., Hendron, J., Taylor, B., & Long, M. (2020). Understanding carer resilience in
Duchenne muscular dystrophy: A systematic narrative review. Chronic illness, 16(2),
87-103. https://doi.org/10.1177/1742395318789472

Goldsmith, O. (2022). Resilience, Mindset, and Mindfulness. Emotional Well-being for

Animal Welfare Professionals, 141.

Gruber, J., Prinstein, M. J., Clark, L. A., Rottenberg, J., Abramowitz, J. S., Albano, A. M., ...
& Weinstock, L. M. (2021). Mental health and clinical psychological science in the
time of COVID-19: Challenges, opportunities, and a call to action. American
Psychologist, 76(3), 409. https://psycnet.apa.org/record/2020-58594-001

Gubbi, J., Buyya, R., Marusic, S., & Palaniswami, M. (2013). Internet of Things (loT): A
vision, architectural elements, and future directions. Future generation computer
systems, 29(7), 1645-1660. https://doi.org/10.1016/].future.2013.01.010

Holmes, E. A., O'Connor, R. C., Perry, V. H., Tracey, I., Wessely, S., Arseneault, L., ... &
Bullmore, E. (2020). Multidisciplinary research priorities for the COVID-19

pandemic: a call for action for mental health science. The Lancet Psychiatry, 7(6),
547-560.
lonescu, I., Banu, O., & Rotaru, S. (2014). The adaptability of persons with muscular

dystrophy: from individual to society. Case study-psychosocial impact on the


https://doi.org/10.1080/09638288.2018.1555864
https://doi.org/10.1016/j.yexcr.2021.112906
https://doi.org/10.3389/fneur.2020.00958
https://doi.org/10.1177/1742395318789472
https://psycnet.apa.org/record/2020-58594-001
https://doi.org/10.1016/j.future.2013.01.010

individual. From Person to Society, 249.https://doi.org/10.1016/S2215-
0366(20)30168-1

Jacques, M. F., Stockley, R. C., Onambele-Pearson, G. L., Reeves, N. D., Stebbings, G. K.,
Dawson, E. A., ... & Morse, C. I. (2019). Quality of life in adults with muscular

dystrophy.  Health and quality of life  outcomes, 17, 1-10.
https://doi.org/10.1186/s12955-019-1177-y
Jager, K. A. (2019). The Experiences of Emerging Adults with Juvenile Onset Muscular

Dystrophy: Implications for Counselors (Doctoral dissertation, Kent State
University). http://rave.ohiolink.edu/etdc/view?acc_num=kent1554724627910943
Koch, L. C., & Rumrill Jr, P. D. (2016). Rehabilitation counseling and emerging disabilities:

Medical, psychosocial, and vocational aspects. Springer Publishing Company.

Kulas, H. M. (2021). Examining parental utilization of and barriers to psychological
interventions in the Duchenne Muscular Dystrophy community (Doctoral
dissertation, University of Pittsburgh).

Marques, J. (2019). Lead with heart in mind: Treading the noble eightfold path for mindful
and sustainable practice. Springer. https://doi.org/10.1007/978-3-030-17028-8

Marquez, Y. I., Deblinger, E., & Dovi, A. T. (2020). The value of trauma-focused cognitive

behavioral therapy (TF-CBT) in addressing the therapeutic needs of trafficked youth:
A case study. Cognitive and Behavioral Practice, 27(3), 253-2609.
https://doi.org/10.1016/j.cbpra.2019.10.001

McNally, E. M., & Pytel, P. (2007). Muscle Diseases: The Muscular Dystrophies. Annual
Review of Pathology: Mechanisms of Disease, 2(Volume 2, 2007), 87-1009.
https://doi.org/10.1146/annurev.pathol.2.010506.091936

Middlebrook, M. (2023). Disease Severity, Self-Stigma of Disability, and Positive Coping
Skills in Adults With Spinal Muscular Atrophy (SMA) (Doctoral dissertation, College
of Saint Elizabeth).

Murray, R., Donnelly, C. M., Drescher, K. D., & Graham, C. D. (2023). The lived experience
of facioscapulohumeral muscular dystrophy: A systematic review and synthesis of
the qualitative literature. Muscle & Nerve. https://doi.org/10.1002/mus.27964

O'Dowd, D. N., Bostock, E. L., Smith, D., Morse, C. 1., Orme, P., & Payton, C. J. (2021).
Psychological parameters impact health-related quality of life in mental and physical

domains in adults with muscular dystrophy. Neuromuscular Disorders, 31(4), 328-
335. https://doi.org/10.1016/j.nmd.2021.01.007



https://doi.org/10.1016/S2215-0366(20)30168-1
https://doi.org/10.1016/S2215-0366(20)30168-1
https://doi.org/10.1186/s12955-019-1177-y
http://rave.ohiolink.edu/etdc/view?acc_num=kent1554724627910943
https://doi.org/10.1007/978-3-030-17028-8
https://doi.org/10.1016/j.cbpra.2019.10.001
https://doi.org/10.1146/annurev.pathol.2.010506.091936
https://doi.org/10.1002/mus.27964
https://doi.org/10.1016/j.nmd.2021.01.007

Peay, H. L., Meiser, B., Kinnett, K., & Tibben, A. (2018). Psychosocial needs and facilitators
of mothers caring for children with Duchenne/Becker muscular dystrophy. Journal
of Genetic Counseling, 27, 197-203. https://doi.org/10.1007/s10897-017-0141-4

Porteous, D., Davies, B., English, C., & Atkinson, J. (2021). An Integrative review Exploring

Psycho-Social impacts and therapeutic Interventions for parent Caregivers of Young
People living with Duchenne’s muscular dystrophy. Children, 8(3), 212.
https://doi.org/10.3390/children8030212

Powell, P. A., & Carlton, J. (2023). A comprehensive qualitative framework for health-

related quality of life in Duchenne muscular dystrophy. Quality of Life Research,
32(1), 225-236. https://doi.org/10.1007/s11136-022-03240-w

Qian, Y., McGraw, S., Henne, J., Jarecki, J., Hobby, K., & Yeh, W. S. (2015). Understanding
the experiences and needs of individuals with spinal muscular atrophy and their

parents: a qualitative study. BMC neurology, 15(1), 1-12.
https://doi.org/10.1186/s12883-015-0473-3

Robson, M. (2000). Body image as perceived by women treated for breast cancer.

Saketkoo, L. A., Russell, A. M., Jensen, K., Mandizha, J., Tavee, J., Newton, J., ... & Drent,
M. (2021). Health-related quality of life (HRQoL) in sarcoidosis: diagnosis,
management, and health outcomes. Diagnostics, 11(6), 1089.
https://doi.org/10.3390/diagnostics11061089

Samson, A., Tomiak, E., Dimillo, J., Lavigne, R., Miles, S., Choquette, M., ... & Jacob, P.

(2009). The lived experience of hope among parents of a child with Duchenne
muscular dystrophy: perceiving the human being beyond the illness. Chronic illness,
5(2), 103-114. https://doi.org/10.1177/1742395309104343

Sanger, K. (2019). Being a young adult with Duchenne’s Muscular Dystrophy: wellbeing and
priorities for an adult life (Doctoral dissertation, Staffordshire University).

Schnackenberg, N. (2018). False bodies, true selves: Moving beyond appearance-focused
identity  struggles and returning to the true self.  Routledge.
https://doi.org/10.4324/9780429474569

Schwartz, C. E., Stark, R. B., Audhya, I. F., & Gooch, K. L. (2021). Characterizing the

quality-of-life impact of Duchenne muscular dystrophy on caregivers: a case-control

investigation.  Journal  of  Patient-Reported  Outcomes,  5(1), 1-16.
https://doi.org/10.1186/s41687-021-00386-y
Seram, N., Mataraarachchi, R., & Jayaneththi, T. (2021). Adaptive clothing features to

support daily exercising needs of muscular dystrophy victimized women in Sri


https://doi.org/10.1007/s10897-017-0141-4
https://doi.org/10.3390/children8030212
https://doi.org/10.1007/s11136-022-03240-w
https://doi.org/10.1186/s12883-015-0473-3
https://doi.org/10.3390/diagnostics11061089
https://doi.org/10.1177/1742395309104343
https://doi.org/10.4324/9780429474569
https://doi.org/10.1186/s41687-021-00386-y

Lanka. Research Journal of Textile and Apparel, 25(2), 170-191.
https://doi.org/10.1108/RJTA-08-2020-0087

Setchell, J., Mosleh, D., McAdam, L., Thille, P., Abrams, T., McMillan, H. J., ... & Gibson,
B. E. (2022). Enhancing human aspects of care with young people with muscular

dystrophy: An evaluation of a participatory qualitative study with clinicians. Plos
one, 17(2), e0263956. https://doi.org/10.1371/journal.pone.0263956

Siciliano, G., Simoncini, C., Giannotti, S., Zampa, V., Angelini, C., & Ricci, G. (2015).
Muscle exercise in limb girdle muscular dystrophies: pitfall and advantages. Acta
Myologica, 34(1), 3. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4478773/

Sonday, A., & Gretschel, P. (2016). Empowered to play: A case study describing the impact
of powered mobility on the exploratory play of disabled children. Occupational
therapy international, 23(1), 11-18. https://doi.org/10.1002/0ti.1395

Sulmonte, L. A., Bisordi, K., Ulm, E., & Nusbaum, R. (2021). Open communication of

Duchenne muscular dystrophy facilitates disclosure process by parents to unaffected
siblings. Journal of Genetic Counseling, 30(1), 246-256.
https://doi.org/10.1002/jgc4.1315

Swanson, S. (2017). Fostering resilience through art education for children with severe

physical disabilities. Moore College of Art & Design.

Sztretye, M., Szabd, L., Dobrosi, N., Fodor, J., Szentesi, P., Almassy, J., ... & Csernoch, L.
(2020). From mice to humans: an overview of the potentials and limitations of
current transgenic mouse models of major muscular dystrophies and congenital
myopathies. International Journal of Molecular Sciences, 21(23), 8935.
https://doi.org/10.3390/ijms21238935

Taleporos, G., & McCabe, M. P. (2001). The Impact of Physical Disability on Body Esteem.
Sexuality and Disability, 19(4), 293-308. https://doi.org/10.1023/A:1017909526508

Theadom, A., Rodrigues, M., Roxburgh, R., Balalla, S., Higgins, C., Bhattacharjee, R.,

Jones, K., Krishnamurthi, R., & Feigin, V. (2014). Prevalence of muscular
dystrophies: a systematic literature review. N pidemiology, 43(3-4), 259-268.
https://doi.org/10.1159/000369343

Thomas, P. T., Rajaram, P., & Nalini, A. euroe (2014). Psychosocial challenges in family

caregiving with children suffering from Duchenne muscular dystrophy. Health &
social work, 39(3), 144-152. https://doi.org/10.1093/hsw/hlu027



https://doi.org/10.1108/RJTA-08-2020-0087
https://doi.org/10.1371/journal.pone.0263956
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4478773/
https://doi.org/10.1002/oti.1395
https://doi.org/10.1002/jgc4.1315
https://doi.org/10.3390/ijms21238935
https://doi.org/10.1023/A:1017909526508
https://doi.org/10.1159/000369343
https://doi.org/10.1093/hsw/hlu027

Thomas, P. T., Rajaram, P., & Nalini, A. (2014). Psychosocial challenges in family
caregiving with children suffering from Duchenne muscular dystrophy. Health &
social work, 39(3), 144-152. https://doi.org/10.1093/hsw/hlu027

Wadmann, S. (2023). Disease classification: A framework for analysis of contemporary

developments in precision medicine. SSM-Qualitative Research in Health, 3,
100217. https://doi.org/10.1016/j.ssmqr.2023.100217

Webb, C. L. (2005). Parents’ perspectives on coping with Duchenne muscular dystrophy.
Child: care, health and development, 31(4), 385-396. https://doi.org/10.1111/].1365-
2214.2005.00518.x

Williams, K., Davidson, I., Rance, M., Buesch, K., & Acaster, S. (2021). A qualitative study

on the impact of caring for an ambulatory individual with nonsense mutation
Duchenne muscular dystrophy. Journal of Patient-Reported Outcomes, 5(1), 71.
https://doi.org/10.1186/s41687-021-00344-8

Williams, S. E. (2007). The influence of maternal anxiety, clinical diagnosis, and

presentation of medical information on mothers’ responses to children’s abdominal
pain (Doctoral dissertation). http://hdl.handle.net/1803/15167

Wilton, L. C. (2017). Mental Iliness: The Journey’S End. Xlibris Corporation.

Zhang, Y., He, D., & Sang, Y. (2013). Facebook as a Platform for Health Information and

Communication: A Case Study of a Diabetes Group. Journal of Medical Systems,
37(3), 9942. https://doi.org/10.1007/s10916-013-9942-7



https://doi.org/10.1093/hsw/hlu027
https://doi.org/10.1016/j.ssmqr.2023.100217
https://doi.org/10.1111/j.1365-2214.2005.00518.x
https://doi.org/10.1111/j.1365-2214.2005.00518.x
https://doi.org/10.1186/s41687-021-00344-8
http://hdl.handle.net/1803/15167
https://doi.org/10.1007/s10916-013-9942-7

