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Thank you to Latham Centers!


Show Captions[CCIl¥ |

My Caption Language!

IPWSO Office

T A

Join Audio

wi -

Start Video

Arabic

Bengali

Chinese (Simplified)
Chinese (Traditional)

Czech

Danish
Durtch

S

English

Estonian
Finnish
French (France)
French (Canada)
German
Greek
Hebrew
Hindi

Hungarian

Indonesian
ltalian
lapanese

Kaorean

Malay
Morwegian
Persian
Polish
Portuguese
Romanian
Russian
Spanish
Swedish

Tagalog

Tamil

<y

. . G W ; - ; Telugu

4 ", y A i Thai
“ TR . Captions and Translation )

. L S Turkish

.i F ‘ [ Translation . .
a Ukrainian
My Speaking Language: English 2 .
= = 8 - Vietnamese
k. : My Caption Language:  English 2
| Welsh

View Full Transcript

-
e,

o
-A/i:‘

Caption Settings

B - M —- o 09 - 2 - 3 -

Show Captions olls Breakout Rooms Reactions Apps Whiteboards Motes

-~ @ - 8 <4 @

Share Screen Summary Al Companion Recor¥

& a’ -

Security Participants



Presenter Notes
Presentation Notes
We’re pleased to include Zoom translated captions for those of you who may wish to follow along in another language. To enable this feature, please find this option at the bottom of your screen. In English it should read “Show Captions”. 

Clicking the up arrow opens this small menu. Select “My Caption Language”
You’ll then see a list of languages available, and hopefully yours is there. Zoom is adding to this feature so more languages will be available soon. 

Because not everyone in the meeting has English as a first language, we would be grateful if when you speak you could do your best to speak slowly and clearly. 

As with any Zoom meeting we ask that you do remember to mute your microphone when you’re not speaking, to avoid interrupting. 

During the meeting we do encourage you to turn on your camera as it helps facilitate discussion. 

I’d also like to note at this time, that The Caregivers’ Forum is for professional PWS caregivers, meaning those working in a professional role as a provider of care for people with PWS, typically in a residential or all-day setting. Parents, especially those joining from countries that do not currently have residential care services, are very welcome, but please note we won’t be discussing specific issues of individual families here. If you would like to connect with other families, please join our Family Meetings – the next one will be held in November. 

https://ipwso.org/news-events/family-meetings/





About IPWSO

Free diagnosis
Information and advice
Online meetings

Small grants
International advocacy
Research

Educational outreach

CSAB
Famcare
PPCB

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 kngwledge is limited
and treatments, services and support are difficult to access.
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IPWSO is the international organisation that connects national PWS Associations, people with PWS, their families, and the professionals who work with them. Our membership is made up of 47 National PWS Associations, and we have contacts in the PWS community in over 70 additional countries. 

We provide services such as free diagnosis for free diagnostic testing for PWS to families in countries where this is not available locally, information and advice, and the many others listed on the left here.

None of this would be possible with the many, volunteers that make up our boards and committees. To support the different interests of our community, we have 3 advisory boards, the Clinical and Scientific Board, the Famcare Board which focuses on Supporting Families, and the Professional Providers and Caregivers Board. You may hear this referred to as “The PPCB” – this is the board supporting the Caregivers’ Forum.  


Caregiver Delegates

Caregiver Delegates are the point of
contact that IPWSQO’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 i‘ﬁ’ W
Zealand, Spain, Sweden, 52N
Switzerland, UK, and USA.
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I mentioned IPWSO’s Membership comprises 47 National PWS Associations. Where relevant, Associations appoint a Caregiver Delegate to be the person responsible for communications between IPWSO, the National Association, and Residential Providers. 12 countries have appointed Delegates, many of whom are here today. Our hope is that the Forum will support the Delegates in their communications within countries and worldwide. 

If you’re in a country without an appointed delegate, we hope you can work together with the PWS community where you live to share information from the Forum.

Whether PPCB, Caregiver Delegate or Forum Member, everyone participating in this forum has equal opportunity to participate. We want to this to be an open Forum, created by you, so thank you for being here – you are all very welcome. 


The Caregivers’ IPWSO supports this caregiver community
Forum by facilitating:
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3 Caregivers’ Forum meetings annually

v

* 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.
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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

rights&restrictions
residential options
crisis management HUt r 1 t]- O n

cognitive development
acute care transition

food management rigidity e l ath Il Shlp S

medical care o families <belal shills

physical health ag e 1 n g
health

self-determination ri ef il
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physical training S eXua 1 y
integrated medicine

daily care
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Open Forum
Discussion

ldeas on maximising
potential of the Forum

Tell us about residential
care in your country

What are some challenges
you face at work?

What about innovations
that others can learn from?
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United in Hope:
PWS
Professional
Providers
Conference

Abstract Guidelines

WWW.ipWs0.0rg/news-
events/conference-2025/

Desired topics include, but are not limited to:

1.Aging in PWS

2.Caregivers Working with the Family of the Person with PWS

3.Creative Therapy Options for People with PWS (ex: Art, Dance,
Music)

4.Decreasing Challenging Behaviours in PWS

5.Friends, Relationships and Sexuality

6.Understanding Nutrition for People with PWS

7.Overcoming Cultural Barriers and Stigma

8.Siblings of People with PWS who are in Residential Care

9.Supporting Families in Early Intervention

10.Specialist Support Services (ex: Respite Care)

11.Supports Available for People with PWS with Very Challenging
Behaviour


http://www.ipwso.org/news-events/conference-2025/
http://www.ipwso.org/news-events/conference-2025/

Questions?
Email IPWSO Project Manager, Shelly Cordner
scordner@ipwso.org

@ WWW.IpWso.org/news-events/caregivers-forum/
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