
May is hypermobility spectrum disorder (HSD) and Ehlers-

Danlos syndromes Awareness (EDS) Month—and what a

month it was for CTDNA.

CTDNA is the peak Australian body advocating for the

healthcare needs of individuals living with, or impacted by

heritable connective tissue disorders (HCTD). As we know

EDS is just one type of HCTD, but there are dozens more.

This month the spotlight was on HSD/EDS. Other Awareness

Months and Days will see CTDNA give particular focus to

Marfan syndrome, Stickler syndrome and Loeys-Dietz

syndrome for example. 

The events and advocacy projects which have occurred  

throughout May took much planning, as well as the time and

energy for our Founding Board of Directors, sub-committee

members and our small team of volunteers.
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L-R: CTDNA Directors, Janna & Michelle, MP Paul Mercurio, SMAC members Dr. Jason
Lam and Dr. Kunal Verma, CTDNA Chair Sue, SMAC members Dr. Rosie Dawkins &
Leanne Scown 

L-R: Minister for Health,  Hon. Mary-Anne Thomas,
Sue & Michelle (CTDNA), Kat Theophanous MP &
Jordan Crugnale MP

Click image  above to follow CTDNA on instagram

All donations over $2 are tax deductible Thank you to all involved, Sue Hutley

https://ctdna.org.au/#donate-now
https://www.instagram.com/ctdnetworkaust/


The Rare Portal EDS Page

CTDNA are delighted to have been involved in

Rare Voices Australia development of a

condition entry for Ehlers-Danlos syndrome on

The Rare Portal, a deliverable of the National

Strategic Action Plan for Rare Diseases.

 

This resource was launched at the start of May

and is the first local Australian evidence based

resource available to all stakeholders; including

healthcare professionals, patients, carers, and

academic researchers.

Victorian Parliamentary Event

May 15 saw the mid point of Ehlers-Danlos

Syndrome Awareness Month, and with it the first

formal CTDNA event was held in Victorian

Parliament, in The South Library. The morning

was filled with deep, thought provoking

conversations and insights shared between

healthcare professionals currently working

significantly with the HCTD community,

community members with lived experience and

many carers, academic researchers and

Members of Parliament. 

Light-up and #RunforRhianna 

A colourful campaign of light projections lit up

the small QLD town of Goondiwindi for three

nights in mid-May. The town’s Water Tower was

beautifully lit-up in honour of #REDs4vEDS day

2025. The global awareness movement

specifically shone a light on vascular EDS

(vEDS), a subtype of #EDS affecting around 1 in

100-200,000 Australians. 

We thank the Cunningham Family for continuing

to raise awareness about vEDS in memory of

their sister Rhianna via their fundraiser  

#RunforRhianna and illuminart for their

thoughtful design and exquisite execution of this

fabulous light show. This is the second year that

CTDNA has been selected to receive donations

from the Cunningham family fundraiser. Thank

you to all involved. 

A relatable moment: CTDNA Directors Sue and Janna
trying to get that ‘selfie’ in Parliament.

The month that was.

Artist impression of the installation. See our social media for 
live videos and photos.

https://rareportal.org.au/rare-disease/ehlers-danlos-syndromes-eds-group-of-conditions/
https://rareportal.org.au/rare-disease/ehlers-danlos-syndromes-eds-group-of-conditions/
https://illuminart.com.au/


Volunteers

We have had several new volunteers join us

through May to help in key areas of marketing,

communications, public relations, social media

content creation, graphic design and fundraising! 

Governance

We have had a new member join our Scientific

and Medical Advisory Committee (SMAC), Dr

Jason Lam—visit the website to read Dr Lam’s

bio, or give him a follow on Instagram

@_thedancedr. Thank you Dr Lam, and

welcome aboard. We are excited and grateful

to have you working with us in this critical

space.  

CTDNA Ambassador
Anu Francis 

All donations over $2 are tax deductible 

Clinical focus: A GP guide to hypermobile

Ehlers-Danlos syndrome 

HealthED CE podcast episode

Dr Kunal Verma, Geneticist and Cardiologist and

member of the CTDNA Scientific and Medical

Advisory Committee this month recorded a

podcast episode on behalf 

of CTDNA to raise

awareness amongst

healthcare professionals

of EDS. It focused on  

discussing the subtypes,

genetics and the

diagnostic journey of

EDS, and is accredited

clinical education for

registered healthcare

professionals. Ambassador News

CTDNA Ambassador Anu Francis has just

returned to Australia after winning in the para

event of the World Triathlon Championship

Series in Yokohama. Congratulations Anu

from the entire HCTD community.

Dr Megan Thomas Specialist GP, and Director

Janna Linke, both members of CTDNA's SMAC co-

wrote this educational piece which was published

on May 31, the last day of EDS awareness month.

It is hoped that this piece will introduce many

more GPs to the idea that  HSD/hEDS are not rare

conditions, just rarely diagnosed. 

As we look forward to building momentum on

the back of a big May, we will harness the

energy and lighter work that many more hands

(and minds) will bring to CTDNA. 

A spotlight this month was shone on volunteer

Kerry Hannah, who came onboard in May and

hit the ground running on the incredible Light

Up campaign.

https://www.healthed.com.au/podcasts/ehlers-danlos-syndrome-eds-understanding-subtypes-genetics-and-the-diagnostic-journey/
https://www.ausdoc.com.au/therapy-update/a-gp-guide-to-hypermobile-ehlers-danlos-syndrome/
https://ctdna.org.au/ctdna-governance-committees/
https://www.instagram.com/_thedancedr/
https://www.healthed.com.au/podcasts/ehlers-danlos-syndrome-eds-understanding-subtypes-genetics-and-the-diagnostic-journey/
https://www.ausdoc.com.au/therapy-update/a-gp-guide-to-hypermobile-ehlers-danlos-syndrome/


Wider Community News

Chronic Pain Australia’s ‘National Chronic Pain Survey’ is

open until 06 June, 2025

Check out the open surveys currently being run by the

Australian POTS Foundation here to see if you can get

involved

The EDS Society Community Experience Survey Road to 2026

is now open until  10 June, 2025
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2025 Community Engagement Update 

You can still request a bundle of flyers to be sent out to you

for distribution in your network to raise the profile of CTDNA

and HCTDs by emailing hello@ctdna.org.au

We hit our May follow target for Instagram

Share your story, email hello@ctdna.org.au

Learn how you might be able to volunteer with CTDNA here

Until next time, signing off - The CTDNA Founding Directors
Sue Hutley, Janna Linke & Michelle Hamer

All donations over $2 are tax deductible 

A new condition page has also been added for EDS to the CTDNA

website.

New Resources

A newly published EDS flyer can be printed from the website, or

you can request copies be posted out to you. Similar flyers will

be developed for Marfan, Stickler and Loeys-Dietz syndromes

next. 

EOFY Giving

This end of financial year (EOFY) donate to give hope to Australians impacted by HCTD not receiving

the quality or timely  access to care that they should. Your contribution will assist CTDNA in meeting it's

key advocacy aims and missions. 

Donations can be made via any of the donate buttons in this newsletter which will take you to the

CTDNA website, or should you wish to make a direct deposit via bank transfer use the details below: 

Name: CTDNA

BSB: 062-124

Number: 1185 5737

"The Costs of HCTD are heavy".

Every Story Matters. Every Dollar Helps.

https://forms.gle/3p3i6c8v8B9uoJF27
https://ctdna.org.au/#donate-now
https://ctdna.org.au/wp-content/uploads/2025/05/A5-EDS-Double-Sided-Flyer-A5-20-2.pdf
http://www.ctdna.org.au/
https://redcap.hmri.org.au/surveys/?s=AEM7AWMMN4KE7RTY
https://potsfoundation.org.au/community-surveys/
https://www.ehlers-danlos.com/2025-eds-hsd-community-experience-survey/
https://www.instagram.com/ctdnetworkaust/
https://ctdna.org.au/about-us/#ctdna-get-involved
https://ctdna.org.au/ehlers-danlos-syndrome-2/
https://ctdna.org.au/wp-content/uploads/2025/05/A5-EDS-Double-Sided-Flyer-A5-20-2.pdf

