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Dystonia is a neurological movement disorder which affects adults and 

children. It can affect any part of the body and causes muscles to contract 

or spasm. This may result in pain, tremors, twisting and other 

uncontrollable movements 
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History of ADSG 
The Australian Dystonia Support Group (ADSG) was formed by Lee 

Pagan, a Dystonia sufferer, in 2011. During her search for 

information, support and understanding, it was discovered the 

devastation faced by many contributors of Dystonia websites and 

support groups. More support was needed in Australia so to fulfil this 

goal the group was formed. Four people from overseas groups and 

forums joined the group and then the group slowly expanded. One of 

the original members became an Admin and organised the first set of 

ADSG cards. 

 

About ADSG 
ADSG is a volunteer a national based group that provides support 

and information to Australians who have Dystonia their family 

members, carers and the parents of children with Dystonia. Their role 

is to also work together with organisations, networks and researchers 

to raise more awareness in the community. 

They have 4 admins who volunteer their time to run the group as well 

as their website, Community Facebook and Twitter page.  
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What support do they provide? 

► A closed online support group where members can share their 

experiences while offering a connection to others who live with 

similar challenges 

► Support gatherings as well as Dystonia information sessions or 

seminars 

► Information relating to Dystonia and updates by other networks 

and contacts 

► Communication with researchers in relation to Dystonia clinical 

trials which is then shared with Members 

► Flyers, posters and other publications to members, the 

community and clinics 

► Education about Dystonia and a yearly Dystonia Awareness 

Month 

► Necessary feedback to networks and contacts to help them 

understand what is important to people with Dystonia and their 

families 
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Is there a membership fee to join? 

There is no membership or joining fee. As at February 2019 ADSG 

has approximately 800 members, which includes members with 

Primary (idiopathic) or Secondary (acquired) Dystonia. 

 

They have no funding support so their website, social media pages, 

publications and other administration work is done on a volunteer 

basis. Publications are printed by the Admin Team or Members at 

their own expense. Members volunteer their time to organise support 

gatherings, information sessions or seminars.  

 

ADSG is thankful to members as they have contributed to create such 

a supportive and successful group.  
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Any Questions? 

Please email Admin at ADSG.live.com.au or contact them 

through their website with your questions and they will be 

happy to answer them. 

 

To join the group you can contact them by email, through their 

website or on Facebook. 

Email:  

ADSG@live.com.au 

Website: 

www.australiandystoniasupportgroup.wordpress.com 

Facebook: 

https://www.facebook.com/AustralianDystoniaSupportGroup 

Twitter:  

@AusDystoniaSG 
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