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Abstract

Introduction: Neuromuscular diseases affect any part of the nerve and

muscle.

They may be genetically determined, congenital or acquired .These
disorders include motor neuron diseases such as spinal muscular
atrophy, peripheral neuropathy, neuromuscular junction diseases and
muscle affection. Unfortunately, most neuromuscular diseases
(NMDs) are incurable diseases. However, an effective rehabilitation
program can help maintain a patient’s quality of life (QOL), as well as
maximize the patient’s physical and psychosocial functions. An
effective rehabilitation program can aso minimize secondary medical
co morbidity, prevent or limit physical deformity, and allow the patient
to integrate into the society.

Objectives. Our study was done to improve the quality of life of

patients with neuromuscular diseases and their families.

Methods. This was a prospective, interventional and uncontrolled
study conducted at Abo Reesh teaching hospital between January 2015
- December 2015. The study was carried on infants, children and
adolescents suffering from neuromuscular diseases and they were
attending neurology clinic throughout one year. Sixty patients were
selected from outpatient clinic with well-known diagnosis of NMD
variant who were grouped according to their age (3-5) per group
mothers also grouped (6-10) per group. The study was achieved
through application of medical counseling program through 24
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sessions once per week lasting for 6 months. Pre-and post program an
individualized neuromuscular quality of life questionnaire was applied

to assess the effectiveness of the program.

Results: Patients reported significantly lower QOL across al QOL
domains, physical and psychosocial. With advancing age, patients
reported decreased physical functioning and daily activities. While
psychosocial functioning was impaired in, a significant number of
patients (60%), older patients did not tend to percelve lower

psychosocial QOL despite their increased physical limitations.

Recommendations. We recommend the following: al treatment
measures either medical or surgical should be directed to increase
quality of life better than treatment of the cause of alleviating the
symptoms, measurement of treatment success is beyond the primary
goa as modern directions in medicine targeting the whole individual
not only the system affected, Psychological dimension is an important
part of the disease process and treatment as well, physician should

not omit this option during treatment planning.

Key words:Quality of life—Neuromuscular dis.-Med .counselling
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The term of neuromuscular diseases, (NMD) encompasses wide
varieties of neuromuscular disease of different etiologies. The
impact of having any variety of NMD is great in genera. In the
past, scientists thought that presence of multiple methods to
diagnosis and new modalities of treatment was adequate in any
national health trust (Moyle et al., 2015).

Recently, progress of any disease or admission of any therapy
should belinked to Quality of Life (QOL) research to obtain their
impact on patients' life (van Dulmen et al., 2015).

Quality of liferesearch isapproached on either healthcare system
or patient-focused approach. Every classification has its own
advantages or drawbacks (van Dulmen et al., 2015).

Application of QOL research should be based on meticulous
design, involved large scale of individuals and disease-specific if
possible (Schipper & Levitt, 1985).

Several studies take the NMD to target their research of QOL
Knowing patients' satisfactionsand their feedback are small areas
in QOL research (Brack et al., 2005).

In Egypt, studying of NMD-QOL will be advantageous to health
care systems whatever approach used.
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Aim of the study

The aim of the study isto improve quality of life of patients with
neuromuscular diseases and their families



