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IPWSO was established in 1991. Since then, we have supported and connected national 
PWS associations, as well as people with PWS, their families and the professionals who 
work with them.

Forty-seven national PWS associations make up our current membership and we support 
individuals in over seventy other countries. While we are proud of our heritage and 
recognise that some people with PWS now achieve far better outcomes than were 
believed possible in the past, we are acutely aware that people with PWS and their families 
continue to face serious challenges, particularly in countries where knowledge is limited 
and treatments, services and support are difficult to access.

About IPWSO

• Free diagnosis
• Information and advice
• Online meetings
• Small grants
• International advocacy
• Research
• Educational outreach

• CSAB
• Famcare
• PPCB

Presenter Notes
Presentation Notes
For those of you who are new to IPWSO, I’d like to take a moment to introduce who we are. IPWSO is the international organisation that brings together national PWS Associations, individuals with Prader-Willi syndrome, their families, and the professionals who support them.Our membership includes 47 National PWS Associations, and we have active connections with the PWS community in over 70 additional countries around the world.We offer a range of services, including free diagnostic testing for families in countries where local testing isn't available, as well as access to information, advice, and many other resources—some of which you can see listed here on the left.None of this would be possible without the dedication of the many volunteers who serve on our boards and committees. To reflect the different needs within our global community, we have three advisory boards:The Clinical and Scientific BoardThe Famcare Board, which focuses on supporting familiesAnd the Professional Providers and Caregivers Board, often referred to as the PPCB.You may have heard this acronym mentioned today—the PPCB not only supports the Caregivers’ Forum but also plays a key role in initiatives like organising this very conference.



Caregiver Delegates

Caregiver Delegates are the point of 
contact that IPWSO’s Professional 
Provider Caregiver Board (PPCB) 

uses to distribute information about 
residential support. Caregiver 

Delegates are appointed by their 
country’s PWS Association. 

At present, IPWSO has 12 
appointed Caregiver Delegates, in 

Australia, Austria, Denmark, Ireland, 
Japan, the Netherlands, New 

Zealand, Spain, Sweden, 
Switzerland, UK, and USA.

Presenter Notes
Presentation Notes
I mentioned earlier that IPWSO’s Membership includes 47 National PWS Associations. Where appropriate, these Associations appoint a Caregiver Delegate—someone who serves as the key point of contact between IPWSO, the National Association, and Residential Care Providers. So far, 12 countries have appointed Delegates, and some of them are with us here today.What happens when your National Association appoints you as their Caregiver Delegate? Some Delegates are fortunate—their Associations have strong networks with Residential Care Providers and can easily support communication. But others may work in just one care home, with little contact or access to other caregivers.Our aim with the Forum is to support Delegates in their communication—both within their countries and internationally.If your country hasn’t yet appointed a Delegate, we encourage you to connect with your local PWS community and use the Forum as a way to share valuable information and stay informed.



IPWSO supports this caregiver community 
by facilitating:

• 3 Caregivers’ Forum meetings annually

• 3 Forum newsletters following meetings

• A webpage for the Forum which includes 
latest news and shared resources

• Ad-hoc support for networking in your 
own country.

The Caregivers’ 
Forum

Presenter Notes
Presentation Notes
At each of our online meetings, we dedicate most of the time to open discussion around a chosen topic. The real value of these sessions comes from the shared experiences and practical advice you bring from your many collective years of working in PWS care.



Your Forum

The Forum is by PWS Caregivers, 
for PWS Caregivers.

We want you to:
• Tell us about residential care in 

your country
• Share your experiences
• Contribute articles/blogs
• Useful documents
• Presentations
• Videos
• Advice
• Opinions!

scordner@ipwso.org

Presenter Notes
Presentation Notes
We often say that the Forum is by PWS Caregivers, for PWS Caregivers.Whether you're a member of the PPCB, a Caregiver Delegate, or a Forum Member, everyone involved has an equal opportunity to contribute and participate.The original idea was for IPWSO to help launch the Forum—creating the space and getting things started—but over time, for Forum Members to take on a greater role in shaping its future and ensuring its long-term success.When you join the Forum, we ask you to share three key topics you’d like to see discussed in our meetings. A few weeks ago, we created this word cloud based on the topics submitted so far through registrations. These suggestions, along with feedback during meetings, help guide us in selecting relevant and meaningful discussion topics.At the end of every meeting, we also leave time for open sharing—where members can ask questions, raise issues they’ve been facing, or highlight topics that matter to them.



Previous 
Meetings

Introductory Meeting 
 26 September 2024

The Experience of Grief for Residents and Staff in a PWS 
Residential Setting 
 23 January 2025

Embracing Cultural Diversity in PWS Residential Care 
 22 May 2025

www.ipwso.org/news-
events/caregivers-
forum/caregivers-forum-
newsletters/

Presenter Notes
Presentation Notes
After each meeting, we share a summary for anyone who wasn’t able to attend, along with a newsletter that includes any resources, links, or key insights related to the topic discussed. This way, everyone can stay informed and benefit from the conversation—whether or not they were there in real time.



Challenges

Language barriers

Time zones

Funding

Busy caregivers

New voices

Presenter Notes
Presentation Notes
Running an international forum like this one comes with unique challenges. One of the biggest is language. With participants from across the world, language barriers can make open discussion difficult. To help with this, we use Zoom’s auto-translate feature, which allows people to follow along in their own language. It’s not perfect, but it helps. We also know that some of us can speak too quickly for non-native speakers to follow – and we do try to slow down. We also know that people can be reluctant to speak up when they’re not using their native language. This can sometimes make meetings a little quiet, especially in open discussions. We’re always looking for ways to make people feel more comfortable.Time zones are another challenge. With members across six continents, there is no “perfect” time that works for everyone. That’s why we rotate meeting times, so that no one group is always stuck with the middle of the night. It’s not ideal, but it helps to share the inconvenience more fairly.And finally, a quick note on sustainability: IPWSO has no core funding. Everything we do depends on support from partners and donors. We’re incredibly grateful to Latham Centers, who are generously supporting the pilot phase of this Forum—our first four meetings. The last of those 4 is already upcoming on the 25th of September. Nothing we do is possible without that kind of support.Another important reality: many of you work in demanding, full-time caregiving roles, often with long shifts and unpredictable schedules. It can be hard to find the time—or the energy—to attend meetings or contribute regularly. That’s why we try to keep things flexible, and why we don’t expect everyone to be at every meeting. In my role at IPWSO I’m able to support, coordinate, and help keep things moving—but I’m not a caregiver myself. That means I can’t—and shouldn’t—be the one leading everything long-term. For the Forum to truly thrive, it needs to be shaped and guided by the people at the heart of it: caregivers like you. Your voices, experiences, and leadership are what will make this space meaningful and sustainable.We often say this Forum is about sharing experiences and advice. But for that to really work, we need to be hearing from all types of caregivers—not just those with decades of experience, but also those who are just starting out.We need more “newbies.” Why? Because they’re the ones who benefit the most from the wisdom in this room. They bring fresh perspectives, and they ask questions that often lead to the most valuable conversations. If you’re newer to PWS care, please know: this space is for you, too.



Mini-Forum

Live!

Supporting individuals with PWS in care 
settings that use less restrictive 
approaches.

Presenter Notes
Presentation Notes
Today’s topic was actually suggested by one of our Forum Members, and we felt it was especially relevant for our international audience.In many countries, there are no residential services specifically designed for people with PWS. A fully restricted PWS-specific residence simply isn’t an option in those places.This creates significant challenges—particularly when individuals with PWS live in homes that also support others without PWS. Implementing necessary restrictions can raise important questions around the rights and needs of everyone in the home.



Types of 
Restrictive 
Approaches

Environmental Controls

Routine Based Approaches

Behavioural Contracts

Physical Interventions

Presenter Notes
Presentation Notes
Environmental – Locked cupboards, kitchens, secure groundsRoutine based – scheduling, social stories, Contracts – Agreed rules and consequencesPhysical – rare, last resort



Alternatives to 
PWS Specific 
Environment

Structured Routines and Predictability

Positive Behaviour Support

Education and Visual Supports

Environmental Design (Smart Restriction)

Shared Decision Making

Therapeutic Interventions

Promote Healthy Lifestyle Habits

Presenter Notes
Presentation Notes
Structured routines – Consistan Daily Routines, Scheduled meal and snack timesPositive Behaviour Support – Identify Triggers (vehicle access), Positive reinforcement (rewards), Emphasise what they can do noth just what they can’tEducation – Visual Schedules (first/then), timers, Social StoriesEnvironmental Design – no food items in common spaces, smart fridges or cupboards with coded access.Therapeutic interventions – clinical services teamHealthy Lifestyle – Daily physical exercise, Access to structured, rewarding non food based activities



Alternatives to 
PWS Specific 
Environment 
cont.

Staff Training and Culture Shift

Use of Assistive Technology

Presenter Notes
Presentation Notes
Staff Training - All carers and staff should understand PWS and alternatives to restriction. compassionate support, not control. de-escalation and emotional regulation techniques.Use of Assistive Technology - Meal timers and apps, Digital prompts or wearable tech for routines or movement reminders.
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Questions? 
Email IPWSO Project Manager, Shelly Cordner

scordner@ipwso.org

www.ipwso.org/news-events/caregivers-forum/
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