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1. About  

The Tunisian Association of Spinal Muscular Atrophy (SMA Tunisia), is an association founded in 
January 2022 by a group of parents of patients who decided to join forces for the benefit of people 
with spinal muscular atrophy in Tunisia and their families to build a network of information, support 
and management. 

This association brings together many patients and their families in collaboration with health 
professionals. It is open to the entire SMA community in Tunisia and around the world. Our motto: 

”Bien vivre avec la SMA en Tunisie” - “Living well with SMA in Tunisia” 

 

2. Mission 

• Be an interlocutor and representative of patients and their families in Tunisia. 
• Create partnerships and cooperation with scientific and social associations at the national 

and international level. 
• Creation of a national registry for people with spinal muscular atrophy. 
• Implementation of a multidisciplinary management program and complaint of introduction 

of available SMA treatments to health authorities in Tunisia. 
• Creation of reference and competence centres for neuromuscular diseases in Tunisia and 

participation in therapeutic trials. 
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• Intervene at school, cultural and social level and with local communities to facilitate the 
integration of patients and offer them appropriate conditions 

3. Your focus. 

The Association's work in the first three years focuses on awareness-raising and mentoring efforts, 
so we sought to inform the patient of the disease and its seriousness in the first and second 
societies, through publications distributed in a series of disturbances organized or participated in by 
the Association, through programmes in audio and visual media and via social media, as well as by 
organizing conferences and sensitization days in hospitals and beyond. 

The Association also initiated the establishment of a database to record patients' cases in Tunisia 
until the census, identify the most prevalent areas and identify the needs of patients 

The Association also requests the provision of medicines to the competent ministries of the Tunisian 
Government through correspondence and interviews to communicate patients' voices in claiming 
their right to medication.  

4. Coming up 

The Association requests the provision of medicines to the competent ministries of the Tunisian 
Government through correspondence and interviews to communicate patients' voices in claiming 
their right to medication.  

 

Photos of the Association's activities during 2022 and 2023 
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