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b Happy February, everyone! While the new Covid-19 vaccines offer hope for our worid,
’ we know that we are not out of this pandemic yet. Here are some thoughts from PWSA
about the continued support needed for the population we serve:
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The pandemic has been a mixed bag for the PWS community. For some individuals,
mental health has suffered, isolation has increased, and opportunities for engagement
and inclusion have been limited. For others, former anxieties and struggles have been
alleviated, and new hobbies and interests have developed. There are fewer opportuni-
ties to access food, but also fewer opportunities for activity and movement. Day pro-
grams are not currently an option for many, but many did not like their day program and
now know it is not necessary to attend. Change of routine can be upsetting for many
with PWS, but this population is also accustomed to structured restrictions and is there-
fore primed for resilience.

Both physical and mental health conditions are prevaient for individuals with PWS, so a
great challenge for support persons has been delicately balancing health department re-
strictions with what is important to and for the supported individual. Perhaps it is physi-
cally safer to avoid going to visit relatives, but at what cost to mental and emotional well
-being? The limitation on time with family and friends and the lack of being out in the
community have certainly been the most detrimental aspects of the pandemic. COVID
has disrupted many traditions and events that foiks with PWS look forward to every
year. Itis hard to create a sense of joy and excitement when every day is spent stuck at
home. Having staff that are really invested in supporting our individuals remains more
than important than ever now that staff are doing far more than ever and for many the
only source of outside interaction. Phone calls, cards, letters and packages help remind
people that even though there are limits on our movement and gathering, they are still
loved and appreciated.

Contributed by Lynn Garrick RN, BSN, Program Director, QDDP

Michelle Harmon Giovanna Bourguet Loretta Sesbeau
Project Director Project Coordinator Project Nutritionist
505-332-6843 505-550-1550 505-243-3850
mharmon@arcaspirit.org gbourguet@arcaspiritorg Isesheau@arcaspirit.org

Please flip over for information about PWSA’s First Virtual Conference!!!
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Association Announces ¢«

First Virtual Convention b
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Sarasota, Florida: P{ader Willi Syndrome Asscciation | USA (PWSA | USA) is pleased to an- "

nounce its upcoming 36" National Convention is moving to an all-new virtual format. @ue to the
ongoing health concerns brought forth by the COVID-18 pandemic, the organization will provide "
members of the Prader-Willi syndrome community with a variety of iearning, educational, and sup-

port activities online.

The 2021 PWSA | USA Virtual Convention. Hope’s on the Horizon, will take place June 22,
23, 24, 25, and 26. The Virtual Convention will include three conferences: Professional Pro- ’{
viders, Medical-Scientific, and General. Each conference will feature breakout sessions, «
workshops, and virtual networking opportunities, "

“The National Convention has been one of the most anticipaled evenis in the Prader-Willi syn- ’{
drome (PWS) communities since its 1979 debut in Minnesotfa,” said PWSA | USA CEQ, Paige

Rivard. “Since then, thousands of professionals and families have attended the biennial event to 0(
connect and to learn from experts who provide attendees with the most up-to-date information and
resotirces for addressing the very complex needs of supporting and caring for an individual diag-

nosed with PWS. While we will all miss being in-person this year, we look forward fo bringing this “
invaluable resource to more participants than ever before in a way that ensures the highest level
of safety and well-being for our community.” ’ 4

Held June 22" the Professional Provider Conference provides an opportunity for educational, So- ’{

cial Services, and Residential professional providers to come %@gether to discuss identified and “i
supported best practice and standard of care approaches. Costis $25.00 and includes regi istra- «
tion for the General Conference. The Medical-Scientific Conference will be held June 23 —
24™ and will bring together scientists, researchers, and medical professionals from different disci- 04

plines so they can share ideas and report on progress, helping to meet the ever-present goal to
support research that will identify effective treatments for PWS. Cost for that Conference is $150 ’{
and includes registration for the General Conference. Parents, grandparents, caregivers, and
professionals who attend the General Conference will have their choice of multiple learning ’4
tracks covering an array of topics that can be tailored to their individual preferences. Reg-
istration to the General Conference is free to the PWS community. “

More information about conference schedules and registration information will be “
shared as it becomes available on the organization’'s websiie: www.pwsausa.org :4

4
Any questions regarding the 2021 PWSA | USA Virtual Convention may be directed 04

to Jackie Mallow at convention@pwsausa.org or (800) 926-4797. 04
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