
Clinical and psychopathological approach of neuromuscular disease on gender identity  

Apparition of a rare neuromuscular disease generates restrictions of body’s performances 

but also repercussions on gender identity. This later, as a feeling of recognizing oneself and 

being recognized by the others belonging to a gender, implies the body in its performative 

and relational dimensions.  Because sexuality of disabled persons is a major subject of 

contemporary researches, the purpose of this study is to analyze the gender identity in its 

intersubjective dimensions. Most of researches on gender identity focus on the dependence 

on others and events that affect subject’s life, particularly the apparition of a disease. 

The aim of this study is to explore by means of qualitative and quantitative methodologies 

repercussions of neuromuscular disease on gender identity. What are the impacts of the 

progression of neuromuscular disease on gender identity, on couple dynamics and love life? 

What are the effects of the disease on gender roles in family dynamics and parenting 

functions? These question all concern incidences of rare disease on body and gender 

identity. That’s why impacts on family economy, occupational integration and relationships 

with medical staff will be specifically analyzed, in order to reveal the specific dimensions of 

those modifications of gender identity in neuromuscular diseases. 

The main objective of this research is to appreciate modifications of patients gender identity 

and to constitute data of references for gender variable. Results of this descriptive study 

may concern concrete actions that could be developed for psychological care of patients and 

especially the identification of: 

- psychopathological risks, as notably depression  

- patients needs for psychological treatment  

- family dynamics and given support by parents and brothers and sisters  

- education of participants involved in professional integration of patients  

The production of additional knowledge about the psychological effects of neuromuscular 

disorders may serve reflection on:  

- The role of patients care,  

- The transformations in the conditions of patients care (transfer of medical skills to 

paramedics and community associations) and their possible effects on patients 

- How to maintain or develop vocational rehabilitation of patients with rare neuromuscular 

diseases.  

Descriptions about psychological repercussions of rare neuromuscular diseases, as well as 

methods of action identified about the conditions of professional life, and organization of 

medical care, could be utilized in the case of other rare diseases.    


