GET INVOLVED – Now, what can you do????
1. Share our posts and communiqués with your networks … # politicians so they know we are
serious.
2. Send CFA the name, photo, location and age of a child who needs access to CFTR modulator
drugs like ORKAMBI to nickim@cfa.org.au.
1. Put a comment on the PBAC portal before 12 June
http://www.health.gov.au/internet/main/publishing.nsf/Content/PBAC_online_submission_
form
3. Always know that information to support you can be found at
www.cysticfibrosis.org.au/advocacy/campaigns .
4. Write to your local MPs and Senators and get their support. A sample letter can be found at
www.cysticfibrosis.org.au/advocacy/campaigns .
5. Contact your local media and share your story. CFA has produced a media release and this
too can be found on our website.
6. Write to the new Health Minister and Prime Minister.
7. Write to Vertex (Rob Woodliffe, Country Manager, Vertex Pharmaceuticals (Australia) Pty
Ltd, Suite 3, Level 3, 601 Pacific Highway, St Leonards, NSW 2065).
8. Write to Jo Watson (Consumer Representative) and Prof Andrew Wilson (Chair) at the PBAC.
Simply email nickim@cfa.org.au and we will collate the correspondence and send it on.
9. Like and share CFA’s emails and social media posts.
10. Get friends, family and colleagues to support our campaign. Every comment collectively
makes a big difference and our united voice is a powerful tool. If you would like further
information, please contact me directly at any time Nettieb@cfa.org.au / 0404 034 294.
11. “Cystic fibrosis is a chronic, progressive disease and it is important to treat early to ensure
the best possible outcomes for patients,” Nettie Burke, CEO CFA said today.
12. “ORKAMBI for 2-5 year olds brings us closer to providing more people with CF a treatment
that addresses the underlying cause of their disease and moves us closer to finding a
treatment for everyone with cystic fibrosis” she said.

