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ADSG Behind the Scenes 

Lee Pagan, who was living with Dystonia, created the Australian

Dystonia Support Group (ADSG) and described it as ‘A place where

we come together to support each other, while sharing the good,

the bad and the ugly’.  Lee wanted it to be a place where people felt

comfortable to share their experiences, to ask questions and to

help each other.  You can view the following posts for more details.

We will continue to strive and advocate for needed

research, better treatment and more awareness, so

that others won’t spend 15 years+ looking for a

diagnosis of this Neurological Movement Disorder!

Lisa  - ADSG Admin

Data relating to the number

of Australians who have

Dystonia is needed and

Research into other forms of

Dystonia

Hariklia - ADSG Admin

Our History  

www.australiandystoniasupportgroup.wordpress.com

Our memorable
Video - What do
Admins really get
up to?

Our imaginative image

designers (Admins) – A

funny snippet of how it

all happens! 

Link: Secret Office Admin
Video

Our thoughts for the future 

→ Lee Pagan's Story - Trapped

Dystonia research is crucial

to  lead to a faster diagnosis

and more beneficial

treatment

Lee - ADSG Admin

We need a multidisciplinary

team approach to Dystonia

Sue  - ADSG Admin

→ Interview with Dystonia sufferer, Lee Pagan, ADSG Founder!

The group now has 3 other Admins (Hariklia Nguyen, Lisa McInnes,
and Sue Kennedy) who help run the group, including composing
great images!

https://australiandystoniasupportgroup.wordpress.com/
https://bit.ly/3w4wCvH
https://australiandystoniasupportgroup.wordpress.com/stories/trapped/
https://australiandystoniasupportgroup.wordpress.com/2015/04/17/interview-with-dystonia-sufferer-lee-pagan-adsg-founder/


    2011   
Support Group was
formed

First set of cards made.

New designs over the

years.
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Four people from overseas groups and

forums initially joined.

10 Years later we have around

1.2k Members

Other publications
were composed such as
flyers.

More here → ADSG Publications

https://australiandystoniasupportgroup.wordpress.com/
https://australiandystoniasupportgroup.wordpress.com/publications/adsg-flyer/


    2012   

In 2014, we had our

first national Patient

Event (Executive

Director of Dystonia

Europe was present). 

Support Meetings
Started

First one was in
Brisbane (QLD)

www.australiandystoniasupportgroup.wordpress.com

More followed across Australia

QLD End of year

Gathering

Melbourne Gathering

First National Patient Event
Visit our website for
more → Events

https://australiandystoniasupportgroup.wordpress.com/
https://australiandystoniasupportgroup.wordpress.com/events/


    2014   

A Dystonia awareness website and a Facebook

page was set up. Group members joined in and

helped spread the word and raise awareness. The

awareness website had info on Dystonia, updates

and events, Dystonia stories, an awareness video

and links to further information. Following this an

ADSG website was formed. More here → Finally

ADSG website is online!

Dystonia Awareness
Month

In 2014 we had a very first Australian Dystonia

Awareness Month (September).
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More here → Dystonia Awareness Month

The Dystonia Awareness
month runs yearly. Have a
look at our webpage!

https://australiandystoniasupportgroup.wordpress.com/2014/10/04/welcome-3/
https://australiandystoniasupportgroup.wordpress.com/
https://australiandystoniasupportgroup.wordpress.com/events/dystonia-awareness-month/


Dystonia Awareness Month
Runs every year - More Memories!

www.australiandystoniasupportgroup.wordpress.com

https://australiandystoniasupportgroup.wordpress.com/


    2015  

In 2015 we launched a Community Facebook

and Twitter Page. The ADSG website was also

updated and revised over the years.

Social Media Pages
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1.1 Million
Reaches
Not bad for a support

Group!

2.5K
Likes 
Find us on
Facebook 

Visit us on
Twitter 

ADSG Facebook 

@AusDystoniaSG 

Join Our 

Free Support

Group

https://www.facebook.com/AustralianDystoniaSupportGroup
https://twitter.com/AusDystoniaSG
https://australiandystoniasupportgroup.wordpress.com/
https://www.facebook.com/AustralianDystoniaSupportGroup
https://www.facebook.com/AustralianDystoniaSupportGroup
https://twitter.com/AusDystoniaSG
https://twitter.com/AusDystoniaSG
https://www.facebook.com/groups/AustralianDystoniaSupportGroup
https://www.facebook.com/groups/AustralianDystoniaSupportGroup
https://www.facebook.com/groups/AustralianDystoniaSupportGroup
https://www.facebook.com/groups/AustralianDystoniaSupportGroup
https://www.facebook.com/groups/AustralianDystoniaSupportGroup
https://www.facebook.com/groups/AustralianDystoniaSupportGroup


Our Facebook Community

Page - Many posts!

www.australiandystoniasupportgroup.wordpress.com

https://australiandystoniasupportgroup.wordpress.com/


     2014
Present  

Yearly and Quarterly
Reviews

In 2014 we published our first yearly review. In

2018 we expanded to quarterly reviews.
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View more here!

→ ADSG Reviews

https://australiandystoniasupportgroup.wordpress.com/
https://australiandystoniasupportgroup.wordpress.com/publications/adsg-reviews/


→ Physical activity in people with Dystonia 

→ Tele-yoga Study for CD

  → Impact of COVID-19 on people with dystonia 

ADSG has made connections with researchers. We were

selected for preservation by the National Library of Australia

and listed under Pandora Australia’s Web Archive. They select

those they consider are of significance and have long-term

research value. 

Visit our 
Research

page

Research Involvement
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Research Topics

→ Movement and postural control in dystonia patients

→ Dystonia Coalition Project

→ Cervical Dystonia Non-invasive Brain Stimulation

→ QBI Longitudinal Study of Movement Disorders

→ Functional screening tests in cervical dystonia 

→ UTS Dystonia and Pain

→ Exploring the interaction between the brain & the mind in dystonia

→ Investigating vision in relation to Dystonia

→ Physical Activity Motivators and Benefits in People with CD

→ Sequencing the genomes of people with Cervical Dystonia

→ Frequency of medication use in patients with dystonia.

→ Investigating attention and decision-making in motor disorders

→ How Do Individuals with Chronic Dysphonia Cope?

We have listed some of the research
topics we shared or were connected with.

https://australiandystoniasupportgroup.wordpress.com/2019/01/16/physical-activity-in-people-with-dystonia-survey/
https://australiandystoniasupportgroup.wordpress.com/2019/01/16/physical-activity-in-people-with-dystonia-survey/
https://australiandystoniasupportgroup.wordpress.com/2020/04/27/participate-in-a-tele-yoga-study-for-adults-with-cervical-dystonia/
https://australiandystoniasupportgroup.wordpress.com/2020/07/09/complete-the-impact-of-covid-19-on-people-with-dystonia-survey/
https://australiandystoniasupportgroup.wordpress.com/2020/07/09/complete-the-impact-of-covid-19-on-people-with-dystonia-survey/
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/
https://australiandystoniasupportgroup.wordpress.com/movement-and-postural-control-in-dystonia-patients/
https://australiandystoniasupportgroup.wordpress.com/dystonia-coalition-project/
https://australiandystoniasupportgroup.wordpress.com/2016/06/02/cervical-dystonia-non-invasive-brain-stimulation-study/
https://australiandystoniasupportgroup.wordpress.com/queensland-brain-institute-movement-disorder-research-flyer/
https://australiandystoniasupportgroup.wordpress.com/2017/06/19/be-involved-in-a-dystonia-study-functional-screening-tests-in-cervical-dystonia/
https://australiandystoniasupportgroup.wordpress.com/2017/06/19/be-involved-in-a-dystonia-study-functional-screening-tests-in-cervical-dystonia/
https://australiandystoniasupportgroup.wordpress.com/2020/06/16/dystonia-and-pain-research-complete-a-survey/
https://australiandystoniasupportgroup.wordpress.com/2016/02/16/volunteers-needed-for-monash-health-research-study-exploring-the-interaction-between-the-brain-and-the-mind-in-dystonia/
https://australiandystoniasupportgroup.wordpress.com/2015/01/23/dystonia-research-project-investigating-vision-in-relation-to-dystonia/
https://australiandystoniasupportgroup.wordpress.com/2019/11/20/take-part-in-this-global-survey-physical-activity-motivators-and-benefits-in-people-with-cervical-dystonia-cd/
https://australiandystoniasupportgroup.wordpress.com/2016/01/31/cervical-dystonia-study-volunteers-needed/
https://australiandystoniasupportgroup.wordpress.com/2017/01/31/movement-toward-a-cure-unm-health-sciences-center/
https://australiandystoniasupportgroup.wordpress.com/2017/03/28/be-involved-in-a-dystonia-study-investigating-attention-and-decision-making-in-motor-disorders/
https://australiandystoniasupportgroup.wordpress.com/2019/05/23/complete-survey-how-do-individuals-with-chronic-dysphonia-cope/


Visit our 

Recent News

Page 

We communicated with other networks and advocated as well

as supported people with Dystonia and their families. We have

shared information or events and our details were listed with

directories. 

Community Connections  
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Lovely Memories and Events

Nolan & Juls - Dystonia Fundraiser Rickshaw Run 

QLD - Associate Prof Bradnam spoke

about Dystonia research 

Dystonia Program – Parkinson’s

Australia National Conference  Dystonia Awareness  - South Australia

Dystonia Awareness - Melbourne

https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/blog/
https://australiandystoniasupportgroup.wordpress.com/blog/
https://australiandystoniasupportgroup.wordpress.com/blog/
https://australiandystoniasupportgroup.wordpress.com/blog/
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://australiandystoniasupportgroup.wordpress.com/

