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Links to join our special virtual screening of THE LIFE YOU'RE GIVEN will be sent out on Saturday, which 
means there is a final opportunity to register > 

We are delighted that Jan and Susan, parents and filmmakers, will be joining us afterwards from the USA  
for a live Q&A session. Read more / watch the trailer here > 

 

Awareness Month Updates 

We are now halfway through PWS Awareness Month! Thank you to everyone who has been helping us 
spread awareness by sharing information about PWS. Please keep on sharing! 

Orders already received for ribbons, wristbands and posters will be sent out next week. Please check your 
email replies regarding any Tshirt orders. If you would still like to order resources, it's not too late to get your 

orders in! 
 

 

https://track.infoodle.com/f/a/HEQLrgznkDOw8Q2wN380cw~~/AABEcgA~/RgRoKNy7P0Q0aHR0cHM6Ly9naXZlYWxpdHRsZS5jby5uei9jYXVzZS90aGUtbGlmZS15b3VyZS1naXZlblcDc3BjQgpmRrtXRmYYGH-4UhRqby5kYXZpZXNAcHdzLm9yZy5uelgEAAACyQ~~
https://track.infoodle.com/f/a/tFMMtNVCu33hJnjWPm8DUg~~/AABEcgA~/RgRoKNy7P0QiaHR0cHM6Ly93d3cudGhlbGlmZXlvdXJlZ2l2ZW4uY29tL1cDc3BjQgpmRrtXRmYYGH-4UhRqby5kYXZpZXNAcHdzLm9yZy5uelgEAAACyQ~~
https://track.infoodle.com/f/a/kGaGbzWpdx9dKUh-FfSmgQ~~/AABEcgA~/RgRoKNy7P0RAaHR0cHM6Ly93d3cucHdzLm9yZy5uei9yZXNvdXJjZXMvYXdhcmVuZXNzLWZ1bmRyYWlzaW5nLXJlc291cmNlc1cDc3BjQgpmRrtXRmYYGH-4UhRqby5kYXZpZXNAcHdzLm9yZy5uelgEAAACyQ~~


 

Thank you also to everyone who has sent a picture for our community spotlight on social media. If you 
haven't seen your picture yet, it will be posted soon! It would be lovely to have a few more pictures to share - 
please keep sending them with a little bit of information, i.e. something that makes you proud, a milestone, 

achievement, a goal being worked towards, or a challenge overcome. 

 

 

Awareness Tshirts and Hoodies 

We are also pleased to announce that our new merchandise store is now up and running, and we currently 
have Tshirts and Hoodies in various styles available. The idea behind this is that you are now able to shop 
when you want and get the sizes you want, with all purchases managed through Digitees. Please bear in 

mind that the creation of this store is a work in progress and we have limited designs uploaded at this stage - 
more coming soon! As this is very new, we are also waiting for the results of our first test run to check the 

print quality. This will be available later next week. In the meantime, please feel free to order if you wish, but 
be aware that although the print quality should technically be fine, it has not been tested yet. 

Website link: www.pwsanz.digitees.co.nz 

 

 

 

Petition for DCCR - potential hyperphagia treatment 

As mentioned in our previous newsletter, a petition to the FDA in the USA is advocating for the approval of a 
new drug application for DCCR, which will be submitted mid-2024. The petition closes on May 23rd and the 

international PWS community is being urged to share what the approval of DCCR would mean to 
them. Participate here > 

DCCR is a potential treatment for hyperphagia in a phase 3 clinical development programme by  
Soleno Therapeutics. It is thought to affect leptin pathways by opening KATP channels in the brain,  

 
pancreas and fat tissue. (Leptin usually helps to regulate energy balance by inhibiting hunger - a pathway 
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that is believed to be disrupted in PWS.) DCCR has the potential to regulate appetite, reduce body fat, and 
improve insulin resistance. 

Some good news for the speed in which this new drug application will be processed is the granting of 
Breakthrough Therapy Designation to DCCR, which the FDA granted based on assessment of preliminary 

data.  It is now possible that FDA approval for DCCR could be achieved by the end of the year, the first step 
in widening approval internationally. 
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