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ABSTRACT 

Muscular Dystrophy refers to a group of disorders of progressive muscular degeneration and 

weakness. It leads to loss of strength of the skeletal muscles that control movement. The 

impact of muscular dystrophy is not only limited to physical disability, but it also impairs 

cognitive functions. Aim: The current study aims to understand the impact of children with 

muscular dystrophy on family. The specific areas explored in the study include struggles in 

providing physical care, financial burden, caregiver’s health, career adjustments, 

psychological burden and limitations in social activities. Method: The study focused on the 

family of two boys with muscular dystrophy. A semi-structured interview schedule was used 

to gather data about how a family coped with muscular dystrophy in two children. Results: 

The findings of the study showed that physical disability and the consequent cognitive 

impairment has a significant negative impact on family. Conclusion: The impact of disability 

on family due to muscular dystrophy is significant. The primary concerns in terms of impact 

is found to be on caregiver’s health, financial and psychological burden. 

Keywords: Muscular Dystrophy, Disability, Impact, Family 

Muscular Dystrophy (MD) refers to a group of disorders of progressive muscular 

degeneration and weakness (Flanigan, 2012). It leads to loss of strength of the skeletal 

muscles that control movement. The lack or defect in muscle cell structural proteins is the 

causal factor for this muscle disease. The prevalence of MD is 0.029%. in India and is found 

to be more common in boys (Navaneetham, 2009). The clinical feature of MD is weakness 

and atrophy of voluntary muscles of the body including the limbs, axial, and facial muscles 

(Mercuri & Muntoni, 2013). The impairments of MD are not only limited to physical 

disability, it also leads to cognitive impairments. There is significant association of 

intellectual retardation in children with MD and an increased prevalence of mental retardation 

in persons with MD than in normal population has been found. (Nardes et al,2012).  
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The impact of disability on family has been widely studied and the parent perspective of the 

impact of having children with MD is slowly emerging. The consequences of family 

caregiving are commonly called as “family burden”, which is then further divided into 

“practical” and “psychological” burden. Practical burden includes problems such as 

constraints in work and leisure activities, disruption of family relationships, and financial 

difficulties. On the other hand, psychological burden refers to the reactions that family 

members experience. These would include feeling of sadness and tension and feeling unable 

to cope with the situation (Magliano et al, 2014). Parents with children with MD may also 

react with feelings of disbelief, denial, anger, anguish and guilt (as cited in Webb,2005).  

 

The present study aims to understand the impact of children with MD on family. The study 

focused on the family of two boys with MD. A semi-structured interview schedule was used 

to gather data about how a family coped with muscular dystrophy in two children. The 

specific areas explored include struggles of caregivers in providing physical care, financial 

burden, caregiver’s health, career adjustments, psychological burden and limitations in social 

activities.  

 

Case History 

Master. V and Master. S were referred to the Department of Clinical Psychology from the 

Department of Psychiatry at Institute of Mental Health, Kilpauk, Chennai. The two boys were 

referred for the purpose of IQ assessment with the father being the informant.  

 

Family Genogram 

 
 

Master. V is a 21-year-old-male, born out of a consanguineous marriage and is the first-born. 

He presented with complaints of delayed developmental milestones, physical disability and 

dependent for activities of daily living. He was diagnosed with muscular dystrophy. The birth 

history of Master. V is noted to be full-term, normal delivery at a hospital. Birth cry present 

and birthweight was underweight. He was kept in an incubator for 15 days due his 

underweight. There was delay in his developmental milestones and there was gradual 

stiffening of his muscles.  

 

Around the age of 7, there was decline in his physical activities and decrease in social 

activities, due to the stiffening of his muscles. He needed partial supervision for his activities 

of daily living, including assistance for toilet training. He was able to stand and walk with the 

support of a walker and do small activities with both his hands. School history showed that 

the patient was admitted to a mainstream school. He was unable to cope in academics due to 

poor performance and difficulty in remembering what was learnt, which lead to dropout in 5th 

std. Family history shows cordial relationship with parents and sibling.  
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Master. S, is a 13-year-old male, born out of a consanguineous marriage and is the second-

born. He presented with complaints of delayed developmental milestones, physical disability, 

dependent for activities of daily living and poor scholastic performance. He was diagnosed 

with muscular dystrophy. The birth history of Master. S is noted to be full-term, normal 

delivery at a hospital. Birth cry was present and birth weight was normal. Master. S also had 

gradual increase in the stiffening of his muscles. He needed partial supervision for his 

activities of daily living, including assistance for toilet training. He is currently in a private 

mainstream school, studying class 8 with the assistance of a shadow teacher. The patient was 

referred for IQ assessment for to join the NIOS curriculum.   

 

The assessments included for Master. V were Bender Visuo-Motor Gestalt Test (BGT), 

Binet-Kamat Test of General Mental Abilities (BKT) and Vineland Social Maturity Scale 

(VSMS). On BGT, the patient showed poor visuo-motor gestalt functions and the recall phase 

revealed below average memory functions. On BKT, his basal age is 6 years and his terminal 

age is 10 years. His mental age is 7 years 5 months and had IQ of 47, suggestive of moderate 

level of intellectual functioning. On VSMS, the patient’s social age is 7 years and SQ of 44, 

which is suggestive of moderate level of impairment in social and adaptive functions.  

 

On VSMS Pattern Analysis: 

Self-Help General – 6 years Occupation – 6 years 

Self-Help Eating – 10 years Communication – 8 years 

Self-Help Dressing – 8 years Self-Direction – 6 years 

Locomotion – 4 years Socialization – 6 years 

 

The assessments included for Master. S were Bender Visuo-Motor Gestalt Test (BGT), 

Bhatia’s Battery of Performance Test of Intelligence, Binet-Kamat Test of General Mental 

Abilities (BKT), Vineland Social Maturity Scale (VSMS). On BGT, the patient showed good 

visuo-motor gestalt functions and the recall phase revealed average memory functions. On 

Bhatia’s, the patient had a PQ 83 and an IQ of 76 suggestive of borderline level of intellectual 

functioning. On BKT, his basal age is 8 years and terminal age is 10 years. His mental age is 

8 years 2 months and has an IQ of 58, which is suggestive of mild level of intellectual 

functioning. The results on IQ assessments revealed inter-scatter present.  On VSMS, the 

patient’s social age is 7 years and 7 months and SQ of 54, suggestive of moderate level of 

impairment in social and adaptive functions. 

 

On VSMS Pattern Analysis 

Self-Help General – 6 years Occupation – 9 years 

Self-Help Eating – 9 years Communication – 9 years 

Self-Help Dressing – 9 years Self-Direction – 6 years 

Locomotion – 2 years Socialization – 8 years 

 

Interview Report 

The interview for this study included the parents of Master. V and Master. S. The primary 

informant was Mr. VR a 50-year-old male, father of the two boys. The interview took place 

over the course of the assessment sessions at the Department of Clinical Psychology, Institute 

of Mental Health, Chennai. The mother of the two boys, Mrs. SR  38-year-old female could 

not report for the assessment process due to her work constraints, hence a telephonic 

interview was conducted. The interview included semi-structured questions that explored the 
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areas of providing physical care for children, financial burden on family, caregiver’s health, 

career adjustments, psychological burden and limitations in family activities.  

 

Providing Physical Care 

The two boys must be helped right from waking up till the time they go to bed. The father 

said, their routine involves helping them with their activities of daily living (brushing, 

bathing and dressing) and taking them to school and physiotherapy which is strictly followed 

and is noted saying, “Our lives are running like it’s a machine”. The parents informed that if 

there are monotonous food habits it affects the mood of the children and hence, parents have 

to take an extra effort in giving a variety of organic food items which they felt is stressful. 

 

Financial Burden 

In terms of financial burden, the father had a huge business loss at the time of birth of the first 

child. Following this, in a few months the parents came to know about their child’s disorder, 

which added to the stress they experienced in terms of finances.  

 

On asking about the most significant impact on the family in terms of finances, the father 

reported it to be the expenses due to travelling to school and physiotherapy in a car. The 

parents said, “We don’t want to keep the boys like they are in a jail. So, we try to take them to 

the beach, park and theatre”. Trying to keep them engaged and providing them with organic 

and healthy food adds to the financial burden.  

 

The parents also spoke of not being able to provide a working wheelchair for the two boys. 

The boys did have a wheelchair; however, they could not restore the repairs it sustained a few 

years back.  The parents also expressed that first child can use a walking aid for his physical 

mobility. However, there are physical limitations of the second child, he is not in the position 

to use a walking aid and he needs to be carried wherever they take him. The father expressed 

that due to the lack of social support and preoccupation of taking care of the children, they 

are not able to look and reach out for resources in the environment. 

 

Caregiver’s Health 

In taking care of the two disabled children, the father’s health deteriorated. The father 

neglects his own health and prioritises the needs of his children as they need his assistance 24 

hours. Although, the caregiver has health concerns he said, “My health is not important, the 

well-being of the boys is the priority”. 

 

Career Adjustments 

There was a role shift in the career of the parents of this family. As suggested by the doctors, 

the boys needed more physical assistance which the mother would not have been able to 

provide. Hence, the father took the primary role of caring for the children and the mother 

became the bread winner of the family.  

 

Psychological Burden 

On looking into the emotional reactions towards disability, the father reported that there have 

been times when he felt guilty of having a second child who was also born with a disability. 

Because, it limited he opportunities for the first child. The other reason for feeling guilty is 

because with their first child, they lacked knowledge about the disorder and how it would 

affect the child. Due to which there was a lack of providing environmental stimulation 

(intellectual stimulating activities) and special education programs during the development of 

the first child. The mother expressed that the mood fluctuations in the children affect the 
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emotionality of the parents. The father said, “When I see the boys being sad, I get emotional 

but there’s not enough tears in my eyes”.  

 

Both parents expressed being stressed about the future of the children due to their physical 

disability and their limited cognitive abilities. The constant question that comes to their mind 

is whether the children would at least get vocational training. The father spoke of being 

stressed about their academic performance and cognitive abilities. He said, not knowing 

enough about the consequence of the disease they made both the boys join a mainstream 

school and their poor performance makes them question the future of the two boys. The 

family decisions are also being affected as every decision is taken based on how it would 

impact the children.  

 

Limitations in Social activities 

Due to the nature of the disabilities of the children, there are limitations in engaging in social 

activities and restrictions in attending family functions. If the parents need to attend a family 

function, only one of them attend. The reason for this is mainly because someone has to 

always attend to the boys and taking them to the functions is a difficulty. The father also 

expressed, “We left our family ties many years ago. For me, my world is my two boys and my 

wife”. Hence, due to the disability of the children the parents slowly started to isolate 

themselves from their family ties.  

 

DISCUSSION 

Muscular Dystrophy (MD) refers to a group of disorders of progressive muscular 

degeneration and weakness (Flanigan, 2012). The nature of the disease being degenerative 

and progressive, leads to consequences (physical and cognitive impairments) on the persons 

suffering from the disorder and has an impact on the family. The present study attempted to 

understand the impact of children with MD on family.  

 

The interview data analysis revealed that physical disability and the consequent cognitive 

impairment of children with MD has a significant negative impact on family. The negative 

impact is in terms of both “practical” burden and “psychological” (Magliano et al, 2014). 

There is significant negative impact on the caregiver’s health due to the constant care 

provided to the children with MD. The most significant area of the impact is found to be 

financial burden specifically, increased costs of care in providing mobility for the children. 

  

The caregivers experienced repeated reactions of sadness, tension, and feeling of being 

unable to cope with the situation which has been categorised by Magliano et al. (2014) as 

“psychological burden”. They also experienced guilt feelings which is common among 

parents of children with MD (as cited in Webb, 2005). The guilt feeling was due to a feeling 

of not providing enough for the children with intellectually stimulating opportunities. They 

also expressed fears and confusions about the future of the children, which are related to the 

cognitive impairments that are result of MD. The difficulties in providing physical care and 

career adjustments of the parents was also noted in this study.  

 

In conclusion, the findings of the present study reveal the impact of disability family. There is 

significant impact on parents of children with MD, specifically in the areas of caregiver’s 

health, financial and psychological burden. 
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Implications and Recommendations 

The findings of the study urge increased involvement of mental health professionals along 

with caregivers of persons with disability in providing better psychosocial interventions. 

Further, it also urges a collaborative effort of mental health professionals and rehabilitation 

professionals to provide psychoeducation to family of persons with disability and supportive 

counselling to manage the emotional reactions due to disability.  

 

One of the recommendations suggested would be organizing self-group sessions for parents 

of children MD and for the family build healthy social networks. Another recommendation 

would be for the government to increase awareness programmes on accessibility on the 

schemes of assistance to disabled persons and increase mobile rehabilitation programmes.  

 

Limitations of The Study 

1. The current study focused on one family and therefore, there are limitations in the 

generalizability of the study findings.  

2. The study did not use quantitative techniques to measure specific areas to understand 

the impact of disability on a family. 
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