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2024 Community Feedback Survey

What You Said

At the end of 2023, PKD Australia (“PKDA"”) sent our community an anonymous feedback
survey. Closing after a month, we received 92 responses which were largely patients and
carers from across NSW, VIC, QLD and WA.

What were the key takeaways?

We learned that the PKD community wants to hear more from us, with content that includes
resources across other PKD organisations, and that is more personal and accessible. The community

wants more of a focus on connections with many of you feeling like you are suffering alone.

Ultimately, the PKDA primary goal remains at the heart of your feedback: we all want to find
treatments and a cure.

How is PKD impacting our community?

There were four key areas highlighted when we asked about the impact of PKD including Physical,
Mental, Emotional & Financial. Across these four key areas, the below challenges and experiences
were the most common:

 Physical - pain, fatigue, nausea, high blood pressure, Polycystic Liver Disease, large belly or
crowding, difficulty finding clothes that fit, looking pregnant, discomfort.

* Mental - negative impacts on mental health, social life, ability to travel, quality of life, fear, anxiety
or stress, social isolation, depression, fear of passing on PKD to children, and fear for children’s
future.

« Emotional - the loss, difficulty, and trauma of watching family members go through dialysis,
transplants and passing away, lack of awareness/understanding from friends, family and
employers.

* Financial - facing unemployment or limits within a career, financial disadvantage, cost burden.
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What did you want to see more of in our communication?

PKD Australia communicates with our community across several digital channels, from newsletters to
social media, however feedback highlighted our community’s desire to hear more from others in
similar circumstances, to feel less alone. You've asked for greater focus on our community: pictures
and personal stories from patients and carers, researchers, and encouragement for in-person meeting

groups.

You shared many great ideas on how we can improve communication, which included:
* More information on PKD and opportunities to get involved
+ Updated, shareable content and regular updates on research findings
* Tips for day-to-day living (for example, diet and pain management)
* Less technical medical jargon

What research and advocacy topics were the most important?

Finding a cure for PKD remains the most important priority, and was the highest ranking response.
Medicines and therapies to treat PKD, and lifestyle interventions to slow its progression were also
ranked of high importance to you.

Other research and advocacy topics of importance included:
* GP, health team and family education
« Artificial organs
« Women and PKD
« Early diagnosis and family planning: genetic testing for families and more information about
genetics in general that isn't too difficult to understand

These results have been shared with our Scientific Advisory Board for consideration and feedback

regarding future research topics and grant support.
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What about funding?

We asked if you had ever tried to fundraise for PKD Australia, or had been involved in one of our
fundraising events - and most, about 75%, said no. PKD Australia’s existence is dependent upon
fundraising as we are a charity. Some respondents had confused fundraising for other kidney health
organisations with fundraising for PKDA. To clarify, PKD Australia is the only Australian charity
dedicated to funding research to find treatments and a cure for PKD.

We can see that this is an area where we can better work with our community! PKD Australia is a
volunteer-run organisation, that does not presently receive any government funding, and which relies
on donations. We want to support our community to feel empowered to raise funds and awareness
towards ending PKD. You'll see us increasingly reaching out to you with opportunities to get involved.

As a registered charity, PKD Australia is accountable to the Australian Charities and Not-for-Profits
Commission (ACNC). Each year, we submit an annual report on our activities and finances, which
includes a breakdown of how our funds are spent. This is available to the public on the ACNC website,
and will help you feel equipped to answer any questions regarding our funding.

What opportunities are there to get involved?

As stated previously, PKD Australia is a volunteer-run organisation, and as such, there are many
opportunities to get involved! We have reached out to the 21 respondents who provided their
contact information, and we are in the process of matching their time and skills to the needs of our
community. We are so grateful for our community and for the help you provide - big or small,
once-off or long term!

If you would like to have a conversation about ways you can get involved, please don't hesitate to

reach out to Jess, our Office Manager, at manager@pkdaustralia.org.
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What's next?

We will be working to prioritise your feedback and shift the way we work so that we can better
meet your needs. This will include:
 Reviewing our Strategic Plan against your feedback
» Engaging with the new volunteers
» Updating our communications content to better align with your feedback
 Sharing ways that you can get involved and easier ways for people to fundraise and donate
 Sharing community stories

Prepared by Jessica Irwin
PKD Australia
April 2024
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