
Childbirth and parenthood in women with motor disability related to rare diseases 

Background 

Parenthood is part of the family and social process for disabled people affected by rare 

diseases. About 10% of women of childbearing age are living with a disability. Although their 

hopes of becoming parent are legitimate they may face negative reactions from their 

relatives or from healthcare professionals.  

Little is known about women affected by rare diseases causing a motor impairment, hence 

their stigmatization. These diseases are diverse, and are difficult to list comprehensively. Yet, 

they share some features: early onset, often in childhood, progression throughout life, 

multiple disabilities including involvement of the 4 limbs or respiratory conditions, genetic 

origin raising the question of transmission to the offspring. Besides, a majority of healthcare 

professionals tend to ignore these diseases and their implications.  

We lack data on parenthood among women suffering from rare diseases causing motor 

impairment. 

Goal 

To understand the specific issues of pregnancy and parenthood in women suffering from 

rare diseases with a motor impairment and to compare them to women with a frequent 

motor impairment (e.g. post traumatic paraplegia) and to the general population. 

Methods:  

1) Epidemiology: Systematic search of the health insurance database in order to:-Estimate 

the frequency of three types of motor impairment (paraplegia, tetraplegia, hemiplegia) in 

women of childbearing age. -Determine the share of rare diseases causing these handicaps. 

This would be done through the analysis of coding by experts from centers for rare diseases.-

Assess the utilization of obstetrics and gynecology healthcare among women with a motor 

disability, stratified by etiology, in comparison to the general population. 

2) Sociology: Survey of women’s expectations concerning parenthood, and their perception 

of the healthcare system, performed via the web (social networks, patient associations, 

database of centers for rare diseases). 

3) Psychology: Observational study of the interactive and attachment patterns on a group of 

women affected by a rare disease with motor impairment, who gave birth within the past 4 

years. Retrospective study of the perception these women had of their personal history as 

parents 

Expected results 

To estimate the amount of women of childbearing age with paraplegia, tetraplegia, 

orhemiplegia related to a rare disease, and their access to contraception, gynecologic 

screening, and motherhood in comparison to other disabled women and to the general 

population. To determine if the healthcare system meets women’s expectations. To describe 

mother-infant interactive patterns and infant attachment among women living with a motor 

impairment due to a rare disease in comparison to other disabled women and to the general 

population. 

Potential impact  



-To increase our knowledge on women’s expectations, healthcare system provision, and on 

the impact of maternal disability on mother-infant interactions 

-To promote strategies of healthcare, social and psychological support  

-To promote the autonomy of women living with a motor impairment due to a rare disease, 

regarding childbirth and parenthood 


