
  

 

 

 

October 2023 Newsletter 

 

Association News 
 

Our second weekend for adults living with PWS is happening soon! The programme is a mix of leadership 

and social activities, with a record number of 22 adults living with PWS registered to attend. One of the 

leadership activities the group will be working on involves learning to work together as an advisory group. 

 
 

The group will work on how best to answer some important 

questions gathered from the community, and this session will 

be recorded by our videographer. 

We will then try 'going live' via Zoom so the group can answer 

further questions. This will take place Sunday @11.00am.  

The zoom link and further details will follow later in the week. 

 

The advisory group might be able to answer questions from 

parents, siblings, teachers, or support service providers. 

 

Can we please also gently remind those attending about 

returning the consent and release forms for the videography. 

 

 

  

 

 

   

 

 

 

 

We also have a new resource available - a medical alerts 

poster. This has been produced with the intention that it is 

displayed in residential support services in a prominent 

place, where it will be seen by new or relief staff who may 

not have received PWS training. 

With frequent staffing changes in the disability support 

sector, it is essential that any new staff are made aware of 

the health risks associated with PWS. 

Posters can be found on our website on the Medical Alerts  

page and from the Publications and Resources page.  

You can also contact us to post some to you. 

https://www.pws.org.nz/resources/our-publications-and-resources
mailto:jo.davies@pws.org.nz?subject=Medical%20Alerts%20Posters&body=Please%20send%20me%20some%20posters.%20We%20would%20like%20.....%20copies.%0APlease%20send%20them%20to%20the%20address%20below%3A%0A


 

PWS Training 
 

Cindy has been very busy lately running PWS training workshops around the country. We would like to take 

this opportunity to remind you of the training services we offer, either in-person, or via Zoom. Full details and a 

booking form can be found on the training page of our website. 

 

Halloween - tips and ideas 

  

If you are planning to celebrate Halloween this 

year, our Halloween blog post contains some 

suggestions that can help with making 

Halloween a safe and healthy celebration for 

individuals living with PWS. 

 

Click here for tips & ideas > 

 

 

Rare Disorders NZ Survey - closes Oct 31st 
 

Last chance to complete the RDNZ biennial survey! This survey is important because no comprehensive data 

is collected on rare disorders in New Zealand. Let's have the voice of the NZ PWS community included! The 

survey is open to anyone living with a rare disorder in Aotearoa New Zealand, as well as their carers and 

whānau. Access the survey here > 

 

 

RDNZ collect essential data on what it means to live 

with a rare disorder, and the barriers people continue 

to face within the health and social systems to access 

the care they need. 

 

This data is used to inform and educate stakeholders 

and policy makers, and to continue to push for 

meaningful change, such as the development of a 

health strategy for rare disorders and the establishment 

of centres of expertise. 

 

 

Private age-based Facebook groups 
 

Have you signed up to the new age-based Facebook groups launched in July? 

We are still maintaining our all-ages group which is useful for general or local discussion. 

          0-5 years -   NZ PWS Whānau Support: 0-5 years 

          6-12 years - NZ PWS Whānau Support: 6-12 years 

          13+ years -  NZ PWS Whānau Support: 13+ years 

          All ages -     NZ Prader-Willi Support Community (Parents) 

          And we also have our group specifically for adults diagnosed with PWS: 

          My PWS Online Network (For New Zealanders living with PWS) 

https://www.pws.org.nz/news-events/training-courses
https://www.pws.org.nz/2022/10/tips-for-managing-halloween-in-prader-willi-syndrome
https://docs.google.com/forms/d/e/1FAIpQLSewnyvXm1JCE21SyyP7wWlIN7or-ksdDDCjsdU_DMpZuuG5XQ/viewform
https://www.raredisorders.org.nz/about-rare-disorders/voice-of-rare-disorders-survey-2023
https://www.facebook.com/groups/nzpwswhanausupport05years/?__cft__%5b0%5d=AZU8fKEr7Heteo6rX-QXs_1cpQ81yIEkBl1tUvN0HGXo-hV8xvKB0Nlp-BI9xA_y-_NwLy2pEetPa9drm-EZV2qIypwdxZxqTGuQOqC7kztgnppXELhLPfVE1HO3SL6coDajEVi4JbFj5vp-06ZKbgzhZkrGIcdpfBRbYk9_iKq1U8WoyaIUmxSWCVNRP1jtFWA&__tn__=-UK-R
https://www.facebook.com/groups/nzpwswhanausupport6to12years/?__cft__%5b0%5d=AZU8fKEr7Heteo6rX-QXs_1cpQ81yIEkBl1tUvN0HGXo-hV8xvKB0Nlp-BI9xA_y-_NwLy2pEetPa9drm-EZV2qIypwdxZxqTGuQOqC7kztgnppXELhLPfVE1HO3SL6coDajEVi4JbFj5vp-06ZKbgzhZkrGIcdpfBRbYk9_iKq1U8WoyaIUmxSWCVNRP1jtFWA&__tn__=-UK-R
https://www.facebook.com/groups/nzpwswhanausupport13plusyears/?__cft__%5b0%5d=AZU8fKEr7Heteo6rX-QXs_1cpQ81yIEkBl1tUvN0HGXo-hV8xvKB0Nlp-BI9xA_y-_NwLy2pEetPa9drm-EZV2qIypwdxZxqTGuQOqC7kztgnppXELhLPfVE1HO3SL6coDajEVi4JbFj5vp-06ZKbgzhZkrGIcdpfBRbYk9_iKq1U8WoyaIUmxSWCVNRP1jtFWA&__tn__=-UK-R
https://www.facebook.com/groups/PraderWilliSupportNZ/?__cft__%5b0%5d=AZU8fKEr7Heteo6rX-QXs_1cpQ81yIEkBl1tUvN0HGXo-hV8xvKB0Nlp-BI9xA_y-_NwLy2pEetPa9drm-EZV2qIypwdxZxqTGuQOqC7kztgnppXELhLPfVE1HO3SL6coDajEVi4JbFj5vp-06ZKbgzhZkrGIcdpfBRbYk9_iKq1U8WoyaIUmxSWCVNRP1jtFWA&__tn__=-UK-R
https://www.facebook.com/groups/MyPWSonlineNetworkNZ/?__cft__%5b0%5d=AZU8fKEr7Heteo6rX-QXs_1cpQ81yIEkBl1tUvN0HGXo-hV8xvKB0Nlp-BI9xA_y-_NwLy2pEetPa9drm-EZV2qIypwdxZxqTGuQOqC7kztgnppXELhLPfVE1HO3SL6coDajEVi4JbFj5vp-06ZKbgzhZkrGIcdpfBRbYk9_iKq1U8WoyaIUmxSWCVNRP1jtFWA&__tn__=-UK-R


 

IPWSO Family Meetings - Siblings 
 

 

IPWSO's next family meeting is focusing on 

the siblings of people with PWS and is 

directed at parents and families. 

 

Date and times in Aotearoa New Zealand: 

Sat 25th Novermber 10pm 

Sun 26th November 6am 

 

Registration is required. Click here for more 

details and registration > 

 

 

We Care Campaign - Carers Alliance Petition 
 

The Carer's Alliance are calling for the Government to establish a Minister or Commissioner for family carers, 

and to develop protective legislation, programmes, and services to sustain carers physically, mentally, and 

financially. This is a large campaign with almost 5000 petition signatures already. It closes on Jan 31st. 

Click here to read about the We Care campaign. 

Click here for information and resources from Carers NZ. 

Click here to sign the petition to Parliament. 

 

Research Update - DCCR 
 

In September, Soleno Therapeutics announced exciting results from their withdrawal phase of study C602 for 

PWS with DCCR (Diazoxide Choline), and they hope to submit a New Drug Application (NDA) to the USA’s 

Food and Drug Administration next year. 

DCCR is thought to affect leptin pathways and a key result was that hyperphagia-related behaviours improved 

significantly with no new safety concerns. 

You can read more about the history of the DCCR studies here > 

 

 

Notices / Events 

 

Dates for your Diary 

ALPWS Leadership & Social Weekend - Fri 3rd - Sun 5th November 

ALPWS Advisory Panel via Zoom - Sunday 5th November 11.15am 

IPWSO Meeting for Siblings - 25th and 26th November 

Next Asia Pacific PWS Conference, Sydney - 30th-31st August, 2024 

Next IPWSO Conference - USA, 2025! 

 

  

 

https://ipwso.org/news-events/family-meetings/
https://wecare.nz/
https://carers.net.nz/information/
https://petitions.parliament.nz/390fec4e-437c-45cd-a182-08db3f91e80e
https://soleno.life/programs/
https://soleno.life/our-science/
https://www.pws.org.nz/2021/09/dccr-development-update-destiny-pws-and-extension-studies

