
We are a national group
that provides support and
information to Australians
who have Dystonia, their
family members, carers
and the parents of children
with Dystonia.
 
It is free to join our group.

During 2019 individuals with Dystonia and
their family members connected with our
group. We received daily requests to join our
group and numbers increased by 15%.
 
We communicated with networks and
researchers as well as shared global
information or updates relating to Dystonia.
 
Admins of our group or members have also
helped to raise awareness! 
 
We thank those we have collaborated with
for their support.

Australian Dystonia
Support Group

Yearly Review 2019
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Who are we?
Another Productive Year!

Join Our Group
Please read our recap of 2019 for more!

http://www.australiandystoniasupportgroup.wordpress.com/
https://www.facebook.com/groups/AustralianDystoniaSupportGroup/
https://www.facebook.com/groups/AustralianDystoniaSupportGroup/
https://www.facebook.com/groups/AustralianDystoniaSupportGroup/


SVist our Sup
Group Page port .

Meetings

Events

Support Meetings
and information
sessions
 
Support meetings were
arranged by ADSG or
group members. Our
founder of group, Lee
Pagan, visited Melbourne
and it was great to catch
up with her and some of
our Melbourne members!

There were info sessions
by other networks, which
included information
about Dystonia,
treatments or therapies
and updates on research.

It takes time and effort to organise these valuable
gatherings or info sessions so a BIG thanks to those
who organised them.

Gatherings and Events
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Visit our
pages for

more!

https://australiandystoniasupportgroup.wordpress.com/welcome/support-meetings-2/
https://australiandystoniasupportgroup.wordpress.com/events/
http://www.australiandystoniasupportgroup.wordpress.com/


Make it your
mission to

raise awareness
in 2020!

It was another great Dystonia Awareness
Month in September. 
 

We reached 26,701 people!
(via Facebook)

 
 
 
 
 
 
 
 
Thank you to Lisa McInnes one of our admins for
providing her amazing awareness images. One
of her images reached 5,352 people!
 
 
 
 
 
 
 
 
 
 

Quick Tips
 

Share our Dystonia
Awareness Slide

 
Have a Dystonia awareness

display at a pharmacy or
chemist

 
Leave Dystonia flyers or

posters at 
a clinic or Hospital

 
 

 
 

Visit our Dystonia
Awareness Month

Page

To all who participated! 

Dystonia Awareness Month 2019
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This popular
image reached
6,217 people!

https://www.facebook.com/AustralianDystoniaSupportGroup/photos/a.448321028670219/1343629452472701/
https://www.facebook.com/AustralianDystoniaSupportGroup/photos/a.446950392140616/1346233995545580/
https://australiandystoniasupportgroup.wordpress.com/events/dystonia-awareness-month/
https://australiandystoniasupportgroup.wordpress.com/events/dystonia-awareness-month/
https://australiandystoniasupportgroup.wordpress.com/events/dystonia-awareness-month/
http://www.australiandystoniasupportgroup.wordpress.com/


Connecting and Sharing

Our Website
 

Popular Pages/Posts
 

Movement Disorder Specialists

Popular Referrers
Google Search

Facebook
Brain Foundation

Australian Dysphonia Network
 

Our Community
Facebook Page

 2,210 Likes
 

Our Twitter Page
Followers

13% increase 
@AusDystoniaSG

ADSG A5 Flyer

We have updated our
flyer. Visit the ADSG
Information Page to
view or share the flyer. 

Popular Posts
Did you know - Dystonia

How did they find us?
 

Views to page steady
 

Online Review
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Page Reached

13%
 

151,475 People

9,264 Visitors

Trust It or Trash It?
Use this tool to judge the

quality of information online 

How is Dystonia diagnosed?
Types of Dystonia 

'Can't hold my head up!' Story
Physical activity in people with

Dystonia Survey
 

 

Dystonia Awareness Month
Image

Dystonia - Movement Disorder
 What causes Dystonia

https://australiandystoniasupportgroup.wordpress.com/movement-disorder-specialists/
https://www.facebook.com/AustralianDystoniaSupportGroup/
https://twitter.com/AusDystoniaSG
https://twitter.com/AusDystoniaSG
https://australiandystoniasupportgroup.wordpress.com/publications/adsg-flyer/
https://australiandystoniasupportgroup.wordpress.com/publications/adsg-flyer/
https://australiandystoniasupportgroup.wordpress.com/publications/adsg-flyer/
https://www.facebook.com/AustralianDystoniaSupportGroup/photos/a.446950392140616/1346233995545580/
http://www.australiandystoniasupportgroup.wordpress.com/
http://www.trustortrash.org/
https://australiandystoniasupportgroup.wordpress.com/what-is-dystonia-2/how-is-dystonia-diagnosed/
https://australiandystoniasupportgroup.wordpress.com/what-is-dystonia-2/types-of-dystonia-2/
https://australiandystoniasupportgroup.wordpress.com/stories/squills-story-i-couldnt-hold-my-head-up/
https://australiandystoniasupportgroup.wordpress.com/2019/01/16/physical-activity-in-people-with-dystonia-survey/
https://www.facebook.com/AustralianDystoniaSupportGroup/photos/a.448321028670219/1343629452472701/
https://www.facebook.com/AustralianDystoniaSupportGroup/photos/a.446950392140616/1362333473935632/
https://www.facebook.com/AustralianDystoniaSupportGroup/photos/a.446950392140616/1354922201343426/


Information and Links

Lee Pagan, our
admin received
an award for
her community
achievements,

Connecting and Sharing

Webinars, Videos and
Podcasts
 

 

Have you missed updates or
information during 2019?

 
Read our Quarterly Reviews!

EAN 2019 | The Clinical Evaluation of
Dystonia

Information and Articles 
Healthdirect - How to get the most out of
your doctor's appointment

MBS Review Taskforce
A new MBS item for Botulinum
toxin treatment of focal
dystonia was recommended.
An Implementation Liaison
Group (ILG) for Neurosurgery
and Neurology has been
established to support
the effective implementation of
the Government endorsed
recommendations. PBAC and
MSAC evaluations would likely
be required to support the
creation of these items, after a
suitable sponsor submits the
relevant applications.
Community members or
patients can submit their
feedback also. We will keep
you updated!
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Quarterly Review Nov 2019

For Noting

Quarterly Review August 2019
Quarterly Review May 2019

Dystonia Europe Newsletter (Winter) 2019
Research and news

DMRF - Eyes on Me: Dystonia & Social
Anxiety

DMRF - Dystonia Dialogue Newsletter
Winter 2019

BEBRF - Blepharospasm: Quick tips to
calm eyes spasms

MDS Podcast - The Treatment of Upper
Limb Tremor with Botulinum Toxin: An
Individualized Approach

MDS Podcast - Congress 2019 Special
Issue: Dystonia

Link to Final Report

including for
Dystonia support and awareness.
Congratulations!

https://www.facebook.com/groups/AustralianDystoniaSupportGroup/
https://youtu.be/75kWNWYqC18
https://www.healthdirect.gov.au/blog/how-to-get-the-most-out-of-your-doctors-appointment
https://www1.health.gov.au/internet/main/publishing.nsf/Content/9067C96996878178CA257F5E0003625E/$File/MBS-Review-Update-November-2019.pdf
http://www.australiandystoniasupportgroup.wordpress.com/
https://australiandystoniasupportgroup.wordpress.com/2019/11/01/adsg-quarterly-review-november-2019/
https://australiandystoniasupportgroup.wordpress.com/2019/08/01/adsg-quarterly-review-august-2019/
https://australiandystoniasupportgroup.wordpress.com/2019/05/01/adsg-quarterly-review-may-2019/
https://dystonia-europe.org/2019/12/dystonia-europe-news-winter-2019
https://dystonia-foundation.org/dystonia-social-anxiety
https://dystonia-foundation.org/wp-content/uploads/2019/11/DMRF_DDWinter19_Corrected11-11-19.pdf
https://www.facebook.com/AustralianDystoniaSupportGroup/posts/1426324160869896
https://www.facebook.com/AustralianDystoniaSupportGroup/posts/1421150358053943
https://www.movementdisorders.org/MDS-Files1/Podcasts/MDSCongress2019Dystonia.mp3
https://www1.health.gov.au/internet/main/publishing.nsf/Content/BEB6C6D36DE56438CA258397000F4898/$File/Final%20Report%20on%20the%20MBS%20Items%20for%20Neurosurgery%20and%20Neurology.pdf


Information and Links
Australian Charter of Healthcare Rights
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Poster by ACSQHC (Creative Commons Attribution-Non-Commercial-Share Alike (BY-NC-ND) 4.0 International
License)

Have you seen the updated Edition? Click to
 view

https://www.safetyandquality.gov.au/publications-and-resources/resource-library/australian-charter-healthcare-rights-second-edition-a4-accessible
http://www.australiandystoniasupportgroup.wordpress.com/
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/australian-charter-healthcare-rights-second-edition-a4-accessible


Information and LinksResearch Links

It was a 48 hour marathon challenge screening citations to identify randomized
controlled trials (RCTS). She undertook this challenge while coping with the
symptoms of Dystonia. She received a prize pack for her achievement which
included a Cochrane Crowd T-shirt, Test Treatments book signed by two of the
authors and badges. Click link to post about the Challenge and Hariklia's
thoughts! Link here:                                   2019 Chile Challenge Winners!

Research Papers
 Journal of Neurology, Neurosurgery
and Psychiatry - Risk of spread in
adult-onset isolated focal dystonia: a
prospective international cohort study

Movement Disorder Research
Project – Participants needed!

Cochrane Crowd Colloquium Challenge 2019
 

Trials Running
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Hariklia, our admin was one of the top three screeners!

As a Cochrane Citizen Scientist I help to identify
or classify quality research to support informed
decision-making about healthcare treatments.

Research helps to understand Dystonia
better and aim for new treatments or a cure

Donate

Elsevier - Whole genome sequencing for
the genetic diagnosis of heterogenous
dystonia phenotypes

Frontiers in Neurology - Physical
Activity, Sedentary Behavior, and
Barriers to Exercise in People Living
With Dystonia

 
Visit our Dystonia Research Page
to participate in other trials.
 
Have you seen this Survey?
Dystonia - Rare or not?
 
https://surveys.dystonia-
europe.org/survey/public/RAREO
RNOT

https://community.cochrane.org/news/2019-chile-challenge-winners
http://dx.doi.org/10.1136/jnnp-2019-321794
https://australiandystoniasupportgroup.wordpress.com/2019/09/11/movement-disorder-research-project-participants-needed/
http://www.australiandystoniasupportgroup.wordpress.com/
https://australiandystoniasupportgroup.wordpress.com/donate/
https://australiandystoniasupportgroup.wordpress.com/donate/
https://doi.org/10.1016/j.parkreldis.2019.11.004
https://doi.org/10.3389/fneur.2019.01121
https://australiandystoniasupportgroup.wordpress.com/welcome/dystonia-research/
https://surveys.dystonia-europe.org/survey/public/RAREORNOT

