PWSA | USA Bi-Weekly Pulse: June 7, 2024

Enhancing the Quality of Life and Empowering those Affected by PWS

PWSA | USA

ULSE Vol. 100

June 7, 2024

www.pwsausa.org | 941.312.0400

( il i H € PE

2025 PWS CONFERENCE
PI'C]CI l||| Idp‘ﬁlsdo %FRADERW\LL\

I RESEARCH

INTERNATIONAL PWS CONFERENCE
JUNE 24-28, 2025 | PHOENIX, AZ

Arizona Grand Resort & Spa

Registration for the United in Hope 2025 International PWS Conference is
NOW OPEN! As the first joint conference between PWSA | USA, FPWR, and
IPWSO, it symbolizes a historic milestone in the PWS community. The power of
working together and promoting our shared interests to benefit all those affected
by PWS cannot be underestimated. Our theme “United in Hope” is a call to
clinicians, scientists, parents, professional providers and caregivers, allied
professionals and trainees, families, and most importantly, individuals with PWS.
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Our aim is to bring your vision, your knowledge, your experience and your
hopes, and to share and learn at this transformative gathering.

The conference will be held in Phoenix, AZ, June 24-28, 2025, and consists of
thematic programs designed for the various roles of individuals in the PWS
community. The Family Program and PWS and Sibling Camps will take place
June 27th and 28th. PWSA | USA will also host a 50th birthday party to
celebrate the five decades our organization has been supporting the PWS
community!

Though this conference is a year away, there are limited spots in the camps so
be sure to register soon! Learn more about the conference and the conference
location, The Arizona Grand Resort and Spa, by clicking the button below. We
look forward to spending an enriching and eventful time together, with people
coming from around the world to gather in Phoenix, AZ!

VISIT THE CONFERENCE WEBSITE

PWS Adult, Youth, and Sibling Camps are Filling Up!

Little Tikes Camp (0 - 24 months) - 43% full
Junior Adventure Camp (2 - 6 years old) - 43% full
Sibling Camp (6 - 14 years old) - 52% full
Adventure Camp (7+) - 26% full

% PWSA | USAS

SPOTLIGHT ON HOPE

Sarah Kasaby, PWSA | USA's Information and Referral Specialist, was
introduced to the world of PWS when her now 4-year-old son, Khaled, was
diagnosed. In this video spotlight, she speaks about her experience as the mom
to a child with PWS, and how the diagnosis does not define her son. She also
talks about the impact of having a PWSA mentor in the beginning, why she
enjoys working for PWSA, and how the organization helps families around the
world. You can watch this video spotlight, flmed and edited by our Marketing
Independent Contractor Nate Van Haute, by clicking below.
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SPOTLIGHT ON HOPE VIDEO

EVENTS & FUNDRAISERS

Thank You for Helping Us Reach Our Goal!

HELP&HCOPE

TOGETHER WE'VE GOT THIS
% Prader-willi syndrome Association | USA

Thank you to all of the generous donors and dedicated fundraisers of the Help &
Hope Family Support campaign for helping us reach our fundraising goal!

The funds raised in this campaign directly support our work in family support.
We offer personal family support through our Package of Hope and mentoring
program, assistance with the individualized education program (IEP) process,
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as well as Supplemental Security Income (SSI) and Social Security Disability
Insurance (SSDI) claims, training for schools and residential providers,
connections and information on PWS specific providers, informative webinars,
community-engaging conferences, a blog that focuses on the variety of PWS
experiences, and a 24-hour crisis hotline.

We are truly grateful for your dedication and support!

“PWS is hard on everyone, and I'm grateful there are
people like those on the Family Support team who pick us
up and let us know we're not alone.”

- Anonymous

Registration for Residential Providers Conference

RESIDENTIAL
PROVIDERS &”f" ve

Empowerment Heroes: Reveal Your

Superpowers | IN-PERSON & VIRTUAL August 18-20, 2024

Savannah, Georgia
Kimpton Brice Hotel

Thank you to our sponsors
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Residential providers and caregivers are integral to the health and well-being of
those living with PWS and it is critical that they have access to the latest
information. PWSA | USA’s 2024 Residential Providers

Conference, Empowerment Heroes: Reveal Your Superpowers, will offer a
variety of lectures and workshops in a collaborative space where professionals
can exchange practice-driven knowledge and actively contribute their
experiences. The Conference will take place August 18-20, 2024, both virtually
via ZOOM and in-person at the Kimpton Brice Hotel in Savannah, GA. The goal
of this event is to enhance the care provided to individuals and develop new
methods of support on a range of topics like research, relationships, technology,
the role of therapies, diagnostic instruments in behavior management,
autonomy, aging, and more. Whether you have daily or occasional involvement
as a professional caregiver of people with PWS, we invite you to join!
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REGISTER HERE

Upcoming Fundraisers

The Dance Silly for Prader-Willi
event, a fundraiser for PWSA | USA
hosted by PWS mom Michele
Hampton, will be a FUN, FAMILY,
DANCE party for any family

W|LL| interested! The event will take place
close to Halloween to help raise
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A FAMILY BANGE PARTY 70 RENEFIT PWEA | UGA awareness on ways to include all
SATURDAY, GCTOBER 12TH individuals and show that holidays
5:00PM (DOORS OPEN AT 4:30PM) don’t need to be focused on food or
TRUMBULL CAREER & TECHNICAL GENTER candy, but instead fun experiences

and time together! This event will
include a DJ, dancing, costumes,
— games, crafts, a kid's basket for all
families registered, kid and adult
raffles, dinner/snacks for all, and a

+ A COSTUME CONTEST oo . .
- AND MORE! memorable time with some of your
% favorite people! Event registration, T-
1007 0F TUE PROCEEDS WILL BIECTLY BENEFIT PHSA | shirt information, and more will be
AN GRGAMZATION THAT PROVIOES AOFIGACY, FAMLY prqder-Wﬂh
et o Lecsavms esacn wvewols oocccsenvs Shared at a later date. If you, or
someone you know, would be

interested in being a sponsor, donating a raffle basket, or being a volunteer,
please feel free to reach out to Michele at mhampton0933@gmail.com.

528 EDUGATIONAL HIGHWAY NW WARREN, GH %‘Hai I l

« DJ FOR THE KiDS <
- CRAFT TABLE

« DINNER FOR ALL
= RAFFLES

When: Saturday, October 12, 2024 at 4:30 p.m.
Where: Trumbull Career & Technical Center (528 Educational Hwy NW,
Warren, OH 44483)

LEARN MORE & REGISTER TO ATTEND

PWSA | USA'S UPCOMING EVENTS

% ADVOCACY.
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Rare Aware Art Share Continues

Theme #1 of our Rare Aware Art
Share was "What is your
superpower?" It introduced us to
many talented and thoughtful artists
in the PWS community. We greatly

appreciated seeing the artistic voice New Prompt

and reading the insightful comments Submissions Open July 1 | ...

by the artists. “What is something |- ﬁ?{gﬁ;&&
special about where -

We are excited to prepare for a new
round of submissions coming July 1!
Theme #2, "What is something
special about where you live?"
intends to highlight the many places
we will gather from at our 2025
International PWS Conference next ) ;

June. Anyone with PWS, anywhere in the worId is welcome to submlt |nclud|ng
those who submitted for theme #1. We are excited to see what is special and
unique about where our PWS families live! Stay tuned for details on how to
participate once we open our submissions for theme #2 on July 1st. Until then,
check out the art gallery from theme #1 below.

VISIT ART SHARE GALLERY

youlive?"

Everylife Foundation Submits Letter to Congress

Advocating for Rare Diseases
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The EveryLife Foundation has
submitted its letter to Congress
advocating for the inclusion of a Rare
Disease Center of Excellence in the
2025 appropriations bill. PWSA | USA
ey by is proud to have been one of more

......... : , than 100 organizations to sign on to
e LT this letter!

e
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Click the button below to read more.

READ MORE HERE

{% FAMILY SUPPORT

PWS in Adulthood Blog Series

— 41 Are you prepared for your loved one
with Prader-Willi syndrome's
transition into adulthood? Most
parents are not and many don't know
where to begin. Thankfully, we can
learn from the experiences of those
who have already helped their loved
ones through that transition. Jamie
Prentice, mom to 31-year-old Logan,
shares her advice and much-needed
information on the steps toward

. adulthood and how early parents
should start thinking about those

Connectlions, Education,
and Supervision

e g"r‘oderw.u. : 2 decisions. She encourages

connections and education and

T : touches on the cautions of social
media. With Jamie's insight and guidance, parents of loved ones with PWS
transitioning into adulthood now have a clearer picture of their first or next steps.
Read Jamie's blog below.

If you are the parent of an adult loved one with PWS and would like to share
your advice, please email africke@pwsausa.org.
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Post a Message for Father's Day

Let PWSA | USA Post a Message H —{
to Dad for Father's Day =

R T e s e i~ it _; L

— =
— - ] S e o -

BN SUBMIT HERE g e X
§ ; : : ] = : Proder-wulh

e = -

_—— = T e - - e

Ask Nurse Lynn

Question (Male, 16, UPD):

$
My son has had issues with bowel oo
movements and constipation his
entire life. He spends long amounts of
time in the bathroom and tells me that
he feels like there was more that
needed to come out, but he can't get
it out. A few times lately there has

been blood on the stool. He has " .
accidents sometimes when he passes Lonq Standi ng

gas and gets some tiny stool on his Constipation”
O ' :— e

Ask Nurse Lynn

underwear. Should | take him to a
doctor to be examined? What kind of
doctor would | take him to and how do
| help them to understand that this h e

may be more serious than the usual answer to give him more Miralax. (Which
seems to increase the frequency of the accidents).

Visit our blog to read Nurse Lynn's response about long-standing constipation.

READ NURSE LYNN'S RESPONSE



https://eml-pusa01.app.blackbaud.net/intv2/j/930107B1-670E-4C9C-8BCD-B830056A1D70/r/930107B1-670E-4C9C-8BCD-B830056A1D70_d3fa644d-e87e-4953-8791-1bb377af7f12/l/4CEF6600-0DF4-4859-B8D0-DD568663E769/c
https://eml-pusa01.app.blackbaud.net/intv2/j/930107B1-670E-4C9C-8BCD-B830056A1D70/r/930107B1-670E-4C9C-8BCD-B830056A1D70_d3fa644d-e87e-4953-8791-1bb377af7f12/l/4CEF6600-0DF4-4859-B8D0-DD568663E769/c
https://eml-pusa01.app.blackbaud.net/intv2/j/930107B1-670E-4C9C-8BCD-B830056A1D70/r/930107B1-670E-4C9C-8BCD-B830056A1D70_d3fa644d-e87e-4953-8791-1bb377af7f12/l/6E8A504D-E4FE-43AC-A7B0-95D1828A9AD1/c
https://eml-pusa01.app.blackbaud.net/intv2/j/930107B1-670E-4C9C-8BCD-B830056A1D70/r/930107B1-670E-4C9C-8BCD-B830056A1D70_d3fa644d-e87e-4953-8791-1bb377af7f12/l/CE472C8C-9CD3-412A-BD9C-11CBA3A4815E/c
https://eml-pusa01.app.blackbaud.net/intv2/j/930107B1-670E-4C9C-8BCD-B830056A1D70/r/930107B1-670E-4C9C-8BCD-B830056A1D70_d3fa644d-e87e-4953-8791-1bb377af7f12/l/CE472C8C-9CD3-412A-BD9C-11CBA3A4815E/c
https://eml-pusa01.app.blackbaud.net/intv2/j/930107B1-670E-4C9C-8BCD-B830056A1D70/r/930107B1-670E-4C9C-8BCD-B830056A1D70_d3fa644d-e87e-4953-8791-1bb377af7f12/l/AD58F815-E2FF-4906-82CE-9C9D695B6322/c

Do you have a non-emergency
medical question about Prader-Willi
syndrome? Do you have a non-urgent
medical question that keeps coming
up, but you forget to ask every time
you’re at the doctor? Perhaps your
question applies to numerous families
who will benefit from hearing the
answer.

Now you can Ask Nurse
Lynn, PWSA | USA’s very own PWS
Nurse.

ASK YOUR QUESTION HERE
T EEE———
Family Support Webinars
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To many, "exercise" seems to have
become a bad word, often followed by
sighs and groans of disgust at the
mention of it. As caregivers of
individuals with PWS, we know how
important exercise is for our loved
ones. We should also remember how
important exercise is for ourselves,
especially if we are hoping to avoid
burnout. In this family support
webinar, PWSA | USA Board Member
Kathryn Lucero will discuss the
benefits of exercise and the how and
why of incorporating exercise into our
' daily lives. By changing the language
we use around exercise, and what it
means to us, we can promote and increase the likelihood of staying on an
activity program that will benefit us. Join this webinar to learn, "What's the big
deal about exercise?" Register below.

REGISTER HERE

Watch the recording of our May Family Support
Webinar, Romancing the PWS Parent: Strategies to
Create a Strong and Healthy Marriage with Lisa
Graziano, MA, LMFT, at the button below.

CLICK HERE TO WATCH

Building Social Skills for Teens and Adults with PWS

Does your teen or adult want the opportunity to build their social skills? PWSA |
USA s thrilled to offer more sessions for the Building Our Social Skills
(BOSS) curriculum, a highly effective social skills intervention program created
at Vanderbilt University. The BOSS curriculum provides tailored social groups to
teens and adults with PWS, empowering them to enhance their social
interactions and build meaningful connections.
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The BOSS curriculum will begin in
July, and we will accept applications
through June. These sessions will be
held virtually via Zoom. All sessions
are mandatory, and participants must
be able to communicate vocally
without assistance in order to
participate in these virtual sessions.
Please click the button below to find
our application and send your
completed application to
inffo@pwsausa.org.

Thank you to The Foundation for
Prader-Willi Research for funding the
creation of the BOSS curriculum.

BOSS
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TREND Community is a “community-powered data analytics company,
unlocking people’s conversations about living with rare and chronic diseases,
delivering actionable, real-world insights, and driving progress in healthcare."

For 2.5 years PWSA | USA has been partnering with TREND Community to turn
our online support groups into a source of real-world evidence. The above word
cloud graphics represent the most frequently discussed terms in our Facebook
group discussions. These insights have fueled critical research for our
community by shedding light on under recognized symptoms and our
community’s unmet needs. Our privacy is always protected. Only non-identifying
data is used for research, with progress shared within the community.

Due to recent Facebook policy updates and limitations, TREND Community has
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shifted its research efforts to PWS Connect on Discord. Please check your
inbox in the coming weeks for information on how you can participate.

Harmony Biosciences Opens New Trial Site and

Launches Website

Harmony Biosciences has opened an
additional trail site in Cincinnati, OH
for their Pitolisant study. The Phase 3
Pitolisant clinical trial website for
TEMPO is now live! Visit the website
and learn more about this trial at the
button below.

TEMPO WEBSITE

R

o HB HARMONY
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Help Needed: Caregivers of Children with Prader-Willi

Syndrome and Repetitive Verbal Behavior

@TheChicagoSchool'

% ’ of Professional Psychology

\'

interested.

- Kasey Bedard, PhD, and her team at
The Chicago School are seeking
caregivers of children diagnosed with
Prader-Willi syndrome (PWS) who
exhibit repetitive verbal behavior to
participate in a research study. This
study, part of a dissertation project,
aims to test interventions that
caregivers can implement at home.

If interested, please contact Dr.
Bedard at Kbedard1@thechi
cagoschool.edu or Chante Dix, MA,
BCBA, LBA at Cnr4994@ego.the

I chicagoschool.edu. Please share this
information with anyone who might be
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Study Details:

e Duration: 2-3 weeks

* Frequency: 1-3 sessions per day

» All sessions will be recorded

« Caregivers will participate in training activities

Eligibility Criteria:

Caregiver is 18 years or older

Access to a computer or device with internet
Proficient in English

Child is 4-8 years old, diagnosed with PWS

Child uses vocal communication

No severe challenging behaviors in the child’s history

DOWNLOAD THE FLYER

Request for Prader-Willi Syndrome Research and Mini-
Fellowship Grant Applications

©  PWSA| USAis currently seeking
research project applications with
direct impacts on individuals and
families affected by PWS. We are
offering mini-fellowship grants to
support providers in enhancing their
understanding of PWS through
clinical proctorships. Research
priorities include expanding
knowledge about PWS, applying
therapies, and attracting new
providers and investigators to the
field. Funding opportunities include
grants of up to $100,000 for 12
months, with potential renewal,
smaller grants of up to $10,000, and
mini-fellowships of up to $25,000. Applications and inquiries can be directed to
Stacy Ward at sward@pwsausa.org or by calling (941) 312-0400. The deadline
to submit a Letter of Intent is September 1, 2024, 5:00pm EDT. Click the button
below to learn more and to read additional guidelines.
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LEARN MORE HERE

PWSA | USA ANNOUNCEMENTS

PWSA | USA Resource Spotlight

This newsletter marks the 100th
edition of PWSA | USA's Pulse! In
honor of this milestone, we wanted to
direct people to our catalogue of past
newsletters. Our organization has Gathered Vlew SY%@&M%&
been around almost 50 years and we el Newltr o he e Vil Sy e

have been communicating via The oy 2002
newsletter with the PWS community Youmest tmeer
since the beginning. For the majority Gﬂﬂl&l’ﬂd WGW
of our community-wide et
correspondence, our newsletter was

called "The Gathered View" to THE GATHERED VIEW
symbolize the coming together of P e

knowledge and support. While this
newsletter is still a gathering of
information and perspectives, the "o tad M il My

current name represents our organization's dedication, determlnatlon and
ability to stay on the pulse of what is happening in the world of PWS. Our staff
and volunteers are diligent in following through with our mission, "To enhance
the quality of life and empower those affected by Prader-Willi syndrome." If
you're interested in a catalogue of PWS-related information throughout the
decades, or simply want to check out any recent Pulse newsletters you may
have missed, check out our "library" using the button below.

VISIT OUR LIBRARY

Your gift to PWSA | USA ensures
individuals and families living with Donate
Prader-Willi syndrome have the

PWSA

Aer il 2020, Vol. 1

connection, guidance, and hope

they so desperately need. Thank f L 4 in
you!
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Prader-Willi Syndrome Association | USA
1032 E Brandon Blvd #4744 Brandon, FL 33511
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Do you want to be a part of imperative research for the
PWS community from the comfort of your own home?

TREND Community is a “community-powered data analytics company,
unlocking people’s conversations about living with rare and chronic diseases,
delivering actionable, real-world insights, and driving progress in healthcare."
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For 2.5 years PWSA | USA has been partnering with TREND Community to turn
our online support groups into a source of real-world evidence. By collecting the
most frequently discussed terms in the Facebook group discussions, TREND
was able to gather insights that shed light on under-recognized symptoms and
our community's unmet needs, fueling critical research for our community. Our
privacy is always protected. Only non-identifying data is used for research, with
progress shared within the community.

Due to recent Facebook policy updates and limitations, TREND Community has

shifted its research efforts to PWS Connect on Discord. We are inviting the
PWS community to join us there!

SIGN UP FOR PWS CONNECT ON DISCORD

O PWS Connect

v News & Updates

o & | announcements

W a—— What You'll Find in PWS Connect

¢ | general-cha i . L.
M t Everyone in the PWS community can join PWS

i) ezl ea Connect; parents, grandparents, siblings,

# Q| treatments caregivers, individuals with PWS, etc. There are
fa @ | journeys multiple thematic discussions and groups to
g2 & | birth-to-three-parents participate in. The age-specific groups are for

parents only. Once your survey is filled out and
processed, parents will automatically be added to
appropriate age groups.

Potty Training Help

#8 & | three-to-five-parents

#2 @& | kindergarten-to-sixth-gra...
& B | iensand-clier-parenis Once you join PWS Connect, please share your

story under the “Journeys” channel so that
everyone can get to know you.

Does your child experience slee...
#8 5% | family
v Support

# @& | feedback

Learn more about how TREND insights have helped further PWS research,
accelerate drug development, and more by reading our blog below.

LEARN MORE HERE
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https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/DC5E0567-29D3-407C-9BAD-96690B6AC838/c

% PWsA | USAS

SPOTLIGHT ON HOPE

Sarah Jane Clark is a 17-year-old

-8 Pwsa | usas living with PWS in Wheeler County,
SPOTLIGHT ON HOPE GA. This past April, she was honored
by her classmates during their school
prom. Sarah, along with a classmate
with Down Syndrome, was crowned
Prom Queen of her senior class. One
of Sarah's classmates said that the
two of them "let nothing limit them in
life." Individuals with PWS often
struggle socially in mainstream
society and may be overlooked by
their peers. Congratulations to Sarah

$ for breaking down those barriers and

pmder-wm' attaining the role of royalty. You can

"""""""""""""""""""""" watch the news story, "A happy

ending to a long battle: Wheeler County crowns beloved prom queen and king,"

below.
SPOTLIGHT ON HOPE VIDEO

EVENTS & FUNDRAISERS

2025 United in Hope International PWS Conference
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wifed in HEPE .
wccocnne Conference Details

Proerwn | 50 IPWSO | @i

June 24, 2025 June 25-26, 2025

PWS Clinical Workshop Clinical & Scientific Program
Invitation Only Professional Providers Program

June 26, 2025 June 27-28, 2025

Adults with PWS Program Family Program
1/2 Day PWS Camps

Registration for the 2025 International PWS Conference is well underway and
camps are filling up! The Sibling Camp is now FULL and you can find the
current capacities of the other Camps below.

The Conference will be held in Phoenix, AZ, June 24-28, 2025, and consists of
thematic programs designed for the various roles of individuals in the PWS
community. The Family Program and PWS and Sibling Camps will take place
June 27th and 28th. PWSA | USA will also host a 50th birthday party to
celebrate the five decades our organization has been supporting the PWS
community!

Though this Conference is a year away, there are limited spots, especially in the
Camps, so be sure to register soon! Learn more about the Conference and the
Arizona Grand Resort and Spa by clicking the button below. We look forward
to spending an incredibly enriching and eventful time together, with people
coming from around the world to gather in Phoenix, AZ!

VISIT CONFERENCE WEBSITE

2025 Conference Camps:

Little Tikes Camp (0-24 months) - 43% capacity
Junior Adventure Camp (2-6 years) - 75% capacity
Sibling Camp (6-14 years) - FULL
Adventure Camp (7+) - 51% capacity
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Registration for Residential Providers Conference

Empowerment Heroes: Reveal Your

Superpowers | IN-PERSON & VIRTUAL August 18-20, 2024

Savannah, Georgia
Kimpton Brice Hotel

Thank you to our sponsor

1
e oL END
';/}//]“’_ﬁ? THERAPEUTICS

Residential providers and caregivers are integral to the health and well-being of
those living with PWS and it is critical that they have access to the latest
information. PWSA | USA’s 2024 Residential Providers

Conference, Empowerment Heroes: Reveal Your Superpowers, will offer a
variety of lectures and workshops in a collaborative space where professionals
can exchange practice-driven knowledge and actively contribute their
experiences. The Conference will take place August 18-20, 2024, both virtually
via ZOOM and in-person at the Kimpton Brice Hotel in Savannah, GA. The goal
of this event is to enhance the care provided to individuals and develop new
methods of support on a range of topics like research, relationships, technology,
the role of therapies, diagnostic instruments in behavior management,
autonomy, aging, and more. Whether you have daily or occasional involvement
as a professional caregiver of people with PWS, we invite you to join!

REGISTER HERE
.- S |
Upcoming Fundraisers

Join us in remembrance of Jim Worthington. A portion of the proceeds will be
donated to the PWSA, in Jim’s name. This event is inclusive for golfers and non-
golfers alike — all skill levels are welcome. While he survived being directly
under Tower 1 on 9/11, Jim Worthington eventually lost his battle with leukemia
on October 16, 2021. He loved to play golf when he could get out — which was
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not often. He loved his family even
more, including his son with Prader-
Willi Syndrome.

A “gimme” in golf is usually a short
putt that is excused by one’s
opponent for playing because it is
considered too easy to miss. Jim was

*,'F"H as generous on the golf course as he
4 weere: was in life, and his wish was that any
r I-Willi |t o, “gimmes” go to helping those
p Ode HOW TO REGISTER: individuals and families with PWS.

SYNDROME ASSOCIATION | USA
SAVING AND TRANSFORMING LIVES

WHERE TO SPONSOR/DONATE:

When: Friday, October 11, 2024,
Check-in at 8am

No Gimmes for Jimmy Where: Rock Spring Gold Club (90
3" Annual Charity Golf Outing Rock Spring Rd, West Orange, NJ

In Loving Memary of Jim Worthington 07052)

A PWSA Event in support of Prader. willl Syndrome

S un fzra clay e the binks in reme mbraacs of Jim Workington. & porticn of the peecesds wil be
doanted b the Pracer- Wik Sprdscme Amccistion (PESAT, in Am's name.

PWEA | USA (Faderal Tas 1D 41-1306008) is a nonprafit corparation with federal
fa-ERE ML ST % a pubkc chary undar sectian ol

PWSA | USA'S UPCOMING EVENTS

Become a Hope United Champion and host an event in your community!
Learn more below.

Thank you, Hurdle Family

PWSA | USA would like to express our deep appreciation to Clint and Karla
Hurdle for hosting another successful Hot Stove Dinner. This year, they raised
$230,000 for PWSA | USA's family support programs and services. This
includes our parent mentoring program, 24-hour crisis line, school and
residential trainings, webinars, online support groups, downloadable and
printable information, and more. You can find a recap of this year's event at the
button below.
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Congratulations Dorothea, Fierce Advocate!

recording of the event's live stream below.

Congratulations to our own Dorothea
Lantz (PWSA | USA's Community
Engagement Director) for winning the
Patients Rising 2024 Fierce Advocate
award! As many in our community
know, this recognition is incredibly
well-deserved. Dorothea is such an
inspiration, constantly moving the
needle in PWS and rare disease
advocacy efforts. We are so proud of
her for this achievement! Dorothea
and other PWS advocates returned to
D.C. for the 2024 We the Patients
Week in D.C. You can watch a

WATCH HERE
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D.C. Fly-In Recap Video

D.C. FLY-
IN RECAP
VIDEO

Click the image to watch!

Thank you to everyone who made PWSA | USA's 2nd D.C. Fly-In event a
success. This year's event was extra special with nearly 150 parents, siblings,
and individuals living with PWS in attendance, sharing their stories in more than
130 Congressional meetings on National PWS Awareness Day (May 15th)! Find
more information about this event below. Thank you to our incredible sponsors
for all their support: Soleno Therapeutics, Harmony Biosciences, Aardvark
Therapeutics, and Acadia Pharmaceuticals.

2024 D.C. FLY-IN

Rare Aware Art Share Continues

Theme #1 of our Rare Aware Art Share was "What is your superpower?" It
introduced us to many talented and thoughtful artists in the PWS community.
We greatly appreciated seeing the artistic voice and reading the insightful
comments by the artists.

We are excited to prepare for a new round of submissions coming July 1!
Theme #2, "What is something special about where you live?" intends to
highlight the many places we will gather from at our 2025 International PWS
Conference next June. Anyone with PWS, anywhere in the world, is welcome to
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submit, including those who
submitted for theme #1. We are
excited to see what is special and
unique about where our PWS families
live! Stay tuned for details on how to
participate after we open our
submissions for theme #2 on July 1st.
Until then, check out the art gallery
from theme #1 below.

New Prompt
Submissions Open July 1

“What is something
special about where
youlive?*

Rare Aware &
Art ShareQ.,

VISIT ART SHARE GALLERY

{%) FAMILY SUPPORT

Blog on Staying Safe in the Heat

: Staying
Safe

' inthe Heat

Summer is well underway, and parts
of the U.S. are experiencing extreme
temperatures and high heat index
warnings. While these conditions can
pose a threat to anyone, they
especially put our loved ones with
PWS at risk for heat stroke and heat

- exhaustion. Due to the dysfunction of
| the hypothalamus, individuals with

PWS struggle to regulate their body
temperature. We must use serious
caution with our loved ones in the
heat, especially in the potentially
dangerous conditions that parts of the
country have been experiencing. To
find tips on how to keep your loved

one safe in the heat, please read our blog at the button below.
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READ BLOG HERE

Ask Nurse Lynn

Question (Male, 17, Deletion):

How can | address my son’s
behavior? Lately he gets mad and
starts throwing things around, the
more | ask him to stop the angrier he
gets. If | ground him, he does exactly
the opposite of what | ask him to do.
Also, at school, teachers have told
me should spank him very hard for
stealing food. | really don’t think that
is the right path to go. | really need
your advice as | feel like nothing | do
is working for him. Thank you in
advance.

Visit our blog to read Nurse Lynn's responseabout behavior management an

why spanking is never the answer.

& O
Prader-Willi ., =

SYNDROME ASSOCIATION |

Ask Nurse Lynn

"Behavior
‘Manageme
e and IEP”

READ NURSE LYNN'S RESPONSE



https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/8C88DE20-59A7-4119-8249-CF9D02FB8394/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/8C88DE20-59A7-4119-8249-CF9D02FB8394/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/5748800B-FCBA-44AC-B967-4B7CA86CD7BD/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/E5AA1898-7BF3-4797-A356-BD11CF8E53BE/c

Do you have a non-emergency
medical question about Prader-Willi
syndrome? Do you have a non-urgent
medical question that keeps coming
up, but you forget to ask every time
you’re at the doctor? Perhaps your
question applies to numerous families
who will benefit from hearing the
answer.

Now you can Ask Nurse
Lynn, PWSA | USA’s very own PWS
Nurse.

ASK YOUR QUESTION HERE
T EEE———
Family Support Webinars
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To many, "exercise" seems to have
become a bad word, often followed by
sighs and groans of disgust at the
mention of it. As caregivers of
individuals with PWS, we know how
important exercise is for our loved
ones. We should also remember how
important exercise is for ourselves,
especially if we are hoping to avoid
burnout. In this family support
webinar, PWSA | USA Board Member
Kathryn Lucero will discuss the
benefits of exercise and the how and
why of incorporating exercise into our
' daily lives. By changing the language
we use around exercise, and what it
means to us, we can promote and increase the likelihood of staying on an
activity program that will benefit us. Join this webinar to learn, "What's the big
deal about exercise?" Register below.

REGISTER HERE

Watch the recording of our May Family Support
Webinar, Romancing the PWS Parent: Strategies to
Create a Strong and Healthy Marriage with Lisa
Graziano, MA, LMFT, at the button below.

CLICK HERE TO WATCH

Building Social Skills for Teens and Adults with PWS

Does your teen or adult want the opportunity to build their social skills? PWSA |
USA s thrilled to offer more sessions for the Building Our Social Skills
(BOSS) curriculum, a highly effective social skills intervention program created
at Vanderbilt University. The BOSS curriculum provides tailored social groups to
teens and adults with PWS, empowering them to enhance their social
interactions and build meaningful connections.
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The BOSS curriculum will begin in

July, and we will accept applications
through June. These sessions will be B@
held virtually via Zoom. All sessions

are mandatory, and participants must Buil(jing oOur Social SKills
be able to communicate vocally : .
without assistance in order to

participate in these virtual sessions.
Please click the button below to find
our application and send your
completed application to
inffo@pwsausa.org.

Thank you to The Foundation for $ i
Prader-Willi Research for funding the Prader-Willi ﬁPRADER'VWL“

SYNDROME ASSOCIATION | USA RESEARCH
ndent Future

creation of the BOSS curriculum.  soesemweomens

LEARN MORE HERE
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FOUNDATION FOR

Help Needed: Caregivers of Children with Prader-Willi
Syndrome and Repetitive Verbal Behavior

- Kasey Bedard, PhD, and her team at
The Chicago School are seeking
caregivers of children diagnosed with
Prader-Willi syndrome (PWS) who
exhibit repetitive verbal behavior to
participate in a research study. This
study, part of a dissertation project,
aims to test interventions that
caregivers can implement at home.

@TthﬂicagoSchool'

‘essional Psychology

If interested, please contact Dr.
Bedard at Kbedard1@thechi
cagoschool.edu or Chante Dix, MA,
BCBA, LBA at Cnr4994@ego.the

| chicagoschool.edu. Please share this
information with anyone who might be

interested.

Study Details:


https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/7C35FA71-776A-4961-901D-A5E24C1CF5A8/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/7C35FA71-776A-4961-901D-A5E24C1CF5A8/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/CE020D52-B44A-41E7-BDED-42ED715DF9A9/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/CE020D52-B44A-41E7-BDED-42ED715DF9A9/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/E896A786-6271-4D69-8D77-C549DE797FA3/c
https://eml-pusa01.app.blackbaud.net/intv2/j/6574C8B9-9E95-4519-8140-789F5349221C/r/6574C8B9-9E95-4519-8140-789F5349221C_92247e5f-0671-48e2-a3da-8db38bdd7d67/l/1CCC6C93-84AB-4DF7-A0D3-8917CB672DD2/c
mailto:Kbedard1@thechicagoschool.edu
mailto:Kbedard1@thechicagoschool.edu
mailto:Cnr4994@ego.thechicagoschool.edu
mailto:Cnr4994@ego.thechicagoschool.edu

¢ Duration: 2-3 weeks

e Frequency: 1-3 sessions per day

« All sessions will be recorded

o Caregivers will participate in training activities

Eligibility Criteria:

o Caregiver is 18 years or older

Access to a computer or device with internet
Proficient in English

Child is 4-8 years old, diagnosed with PWS

Child uses vocal communication

No severe challenging behaviors in the child’s history

DOWNLOAD THE FLYER

Request for Prader-Willi Syndrome Research and Mini-
Fellowship Grant Applications

©  PWSA| USAis currently seeking
research project applications with
direct impacts on individuals and
families affected by PWS. We are
offering mini-fellowship grants to
support providers in enhancing their
understanding of PWS through
clinical proctorships. Research
priorities include expanding
knowledge about PWS, applying
therapies, and attracting new
providers and investigators to the
field. Funding opportunities include
grants of up to $100,000 for 12
months, with potential renewal,
smaller grants of up to $10,000, and
mini-fellowships of up to $25,000. Applications and inquiries can be directed to
Stacy Ward at sward@pwsausa.org or by calling (941) 312-0400. The deadline
to submit a Letter of Intent is September 1, 2024, 5:00pm EDT. Click the button
below to learn more and to read additional guidelines.
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Empowering Diversity and Inclusion for the PWS
Community

1:15,000 children are born with PWS.
How many children of color are diagnosed?
How are they and their families affected?

Want to meet more PWS
families of color?

<»Every person with PWS is different. We
share our experiences and lessons learned.
As caregivers, it’s natural to seek out success
stories that reflect our children.

< The purpose of this BIPOC Affinity group is
to connect people of color, living with or
affected by Prader-Willi Syndrome (PWS) to
be empowered and live their best lives.

Let’s encourage a conversation that
brings about a standard of care
that considers all shades/cultures of
people living with PWS.

< If you are a person of color diagnosed with
PWS or raise children of color, email
BIPOCPWS@gmail.com to sign up for our
email list and group chat on Signal.

In a significant step towards fostering
equity and inclusion within our
Prader-Willi syndrome (PWS)
community, we are pleased to
announce a collaborative initiative
aimed at improving the standard of
care and support for marginalized
individuals living with PWS and their
families. This initiative, undertaken
with the active involvement of several
community members, seeks to
ensure that every person living with

PWS, regardless of their background, can access better care and harbor hope
for the future. As an initial measure, the community members established a
BIPOC (Black, Indigenous, and People of Color) affinity group. This group is
dedicated to people of color living with PWS and their caregivers, providing a
platform to share experiences, offer mutual support, and develop necessary
resources. We urge all PWS service providers to assist in spreading the word
about this vital initiative to families of color within the PWS community. Your
support is crucial in reaching those who will benefit most from these efforts. For
any questions or further information, please contact the BIPOC organizer group
- Charles Conway, Karine Kabundi, and Dini Rao - at bipocpws@gmail.com.

PWSA | USA Resource Spotlight

We have added a new webpage to the PWSA | USA website. Welcome to Tech
for Independence! This is your go-to place for discovering innovative
technology that helps support and enhance independence. Whether you're
looking for tools to assist with daily tasks, mobility aids, or smart home devices,
you’ll find a range of ideas here. Many of these solutions may be covered under
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waivered services, making them more
accessible. Please keep checking this
webpage as we will continue to
update it with more resources and

tools. Personal Care/

Hygiene

.g; 4 Cooking and

‘-ﬂ" Meal Preparation

Safety/
Physical Access

Environmental
@ Access/
Smart Home

Health and
Wellness

ADLs (Activities
of Daily Living)

PWS Community Tips for Summertime

Next week's Special Edition Pulse will focus on staying safe and enjoying
summer. We will be covering various topics important to the PWS community
and are looking for input from families and caregivers. Please check out the
prompts and topics below. If you have something to share with the community,
please email your responses to africke@pwsausa.org.

How do you keep your

loved one cool in the heat?

S
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"5 How do you get your loved
| one moving?

ot

.

What is your favorite =~ .
summertimerecipe? =
' o g

Your gift to PWSA | USA ensures

individuals and families living with Donate
Prader-Willi syndrome have the
connection, guidance, and hope You

they so desperately need. Thank f ’ in

you!

I
Prader-Willi Syndrome Association | USA

1032 E Brandon Blvd #4744 Brandon, FL 33511
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Enjoying Summer with
Prader-Willi Syndrome

For many families, summertime is an enjoyable break from the tediousness of
scheduled living. There are backyard BBQs, ball games, kid camps, music
festivals, vacations, campouts, swim parties, ice cream outings, and more. For
families of individuals with PWS, summertime can be an incredibly challenging
time of year. From the dangers of intense heat and sun exposure, to difficulties
in finding safe summer camps, to creating a routine for your anxious loved one
and getting them to drink enough water! As with most things on the PWS path,
families must learn to adapt - their plans, their expectations, their lives.
Thankfully, we are a resourceful community and have learned many ways to
adapt to the challenges of PWS so that we may also have an enjoyable and
pleasant summer. This issue is devoted to helping your family find ways to stay
cool in the heat, create a routine, keep your loved one hydrated and active,
along with some yummy recipes to bring a taste of summer to your home.
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Staying Cool in the Heat

*Plan activities for cooler times of day
(early morning or evening)

ol *Use umbrellas, hats, and portable
: o PR fans

*Always wear sunscreen
*Keep frozen water bottles handy
*Stay hydrated

*Let the car cool down before getting
in

*Wear light, loose-fitting clothing
*Take frequent breaks
*Find cool places to rest

*Use cooling vests, towels, and gel

pads
READ MORE HERE

Keep Your Loved One Hydrated

It is well-known and documented that individuals with PWS typically do not like
to drink plain water. While the mechanism behind this may not be completely
understood, it should be thought of as another symptom of PWS that needs to
be managed, especially during the hot days of summer. We asked some
parents and staff members how they encourage individuals with PWS to drink
water:

*Establish a schedule of water drinking throughout the day (e.g., drink a glass of
water before each meal).
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*Add lemon or lime, cucumber slices,
fresh berries, mint leaves, or tea bags
to the water to add a simple

flavoring.

*Cirkul water bottles add flavor
without sugar or calories.

*As dehydration can cause significant
medical issues, it is sometimes more
important to hydrate than to avoid
sweet tastes. Electrolyte drinks like
Liquid IV or Gatorade (they make a 0-
calorie version) can be very helpful in
these situations.

While water intoxication may not be something to fear, it is something to be
aware of, especially if your loved one is on psychiatric medicine. Please click on
the resources below to learn more.

WATER INTOXICATION ALERT

HYPONATRAEMIA ARTICLE

Gel Moving

With most kids at home for the summer, and, in many places, the outside
temperature is too hot for individuals with PWS, it can be more challenging to
get our loved ones moving. We've asked volunteers, community members, and
staff for ideas on getting your loved one moving during these summer months:

*Make use of indoor courts and pools.
*Create a mall scavenger hunt.

*Swimming is great but make it more active by playing pool games like
basketball and diving for rings.


https://eml-pusa01.app.blackbaud.net/intv2/j/793A98B3-1351-41FD-8F2F-504AF9807C7C/r/793A98B3-1351-41FD-8F2F-504AF9807C7C_11298ecf-4869-440f-ae35-52bb8336045b/l/5476C975-86ED-4A38-95E5-AB34C24B74CD/c
https://eml-pusa01.app.blackbaud.net/intv2/j/793A98B3-1351-41FD-8F2F-504AF9807C7C/r/793A98B3-1351-41FD-8F2F-504AF9807C7C_11298ecf-4869-440f-ae35-52bb8336045b/l/6D24EF27-3E82-4F2C-9E30-A9CEFB2F4235/c
https://eml-pusa01.app.blackbaud.net/intv2/j/793A98B3-1351-41FD-8F2F-504AF9807C7C/r/793A98B3-1351-41FD-8F2F-504AF9807C7C_11298ecf-4869-440f-ae35-52bb8336045b/l/8822412C-1836-417D-8B1D-AF298FA33EF9/c

*Go to wooded areas and use the
shady woods as your gym. Hike,
climb over downed trees, or do a
scavenger hunt to keep moving.

*Visit playgrounds in the morning.

*Use YouTube to find fun workout
videos or learn a TikTok dance.

*Create a workout sticker chart to
help motivate your loved one.

*Walk a dog (in the cooler parts of the
day).

Watch our June Family Support Webinar, "What's the BIG Deal about Exercise"
with speaker Kat Lucero, to learn more about the importance of exercise for the

entire family.
WATCH WEBINAR HERE

Aclivilies

Whether you're a parent working from
home or have numerous free hours to
spend with your loved one, it can be
challenging to find entertaining and
enriching activities for a full day.
Hopefully, this list of ideas can help
inspire activities your family will enjoy:

*Board games and puzzles.

*Age and skill-level-appropriate
workbooks (these have the added
bonus of keeping your loved one's
academic skills active).
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*Create scavenger hunts around the house.

*Curate a box of accessible, age-appropriate art supplies ("Dollar" stores often
have fun, affordable art supplies).

*Visit the local bookstore and gather a stash of appropriate books for quiet
afternoons.

"Hop in your local town's mom Facebook group to find out what
activities are happening reqularly during the summer that may fit
your kid's age and interests. | put all potential activities and
events in a separate google calendar list so | can see what our
options are but easily toggle it off as well."

- @raisinglazarusPWS on Instagram

*Grab a stack of magazines from a local thrift store or recycling center and use
those to create collages.

*Set up indoor obstacle courses or play "the floor is lava" with couch cushions.
*Get a backyard splashpad for fun, cooling play.

*YouTube has an assortment of videos teaching children how to draw various
things.

*Set an amount of time your loved one "works" on the computer practicing
academic skills. There are various websites that host age-related curricula.
Khan Academy is a great option for multiple ages and skill levels.

*Visit local museums and discovery centers.

*Create submissions for PWSA | USA's Rare Aware Art Share, "What is
something unique about where you live?"

RARE AWARE ART SHARE

Creating Routine
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A change in routine can be very challenging for our loved ones. Not knowing
what to expect can cause anxiety and ultimately lead to behavior problems.
Creating a routine, or crafting a visual schedule, can ease anxiety and help your
loved one feel more secure and sure of what the day will bring.

Routines are little points in the day your loved one can rely on. Perhaps you
start each day with a walk, or yoga exercises and spend 30 minutes reading or
watching TV before bed. These are simple ways to include routine whether you
are home or on vacation.

Schedules can be as simple as listing in order the events of the day (e.g.,
Breakfast, make bed, walk, play, lunch, computer time, snack, play, dinner, bed)
or a more detailed schedule involving times and specific activities. A visual
schedule can help lessen perseveration and "when are we...?" questions. We
have created two printable schedules, a daily and a monthly resource
document, as tools to help your family. Click the images to download and
print.
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Summertime Recipes

Summertime offers a wide array of fresh fruit and vegetables. Some families
grow their own food which can be a bountiful blessing (and potentially another
obstacle to navigate with PWS). Farmer's markets adorn many cities and towns
through these months, and many grocery stores expand with the abundance of
fresh fruit and vegetables. Summer can be a fun time to try new recipes. Below
is a variety of recipes from the community and staff for delicious ways to enjoy
that summer abundance. Please remember that these recipes are suggestions
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and possible ideas. They may not be a good option for your family. If you'd like
to read more about nutrition choices and differences amongst families, please
read our blog "Nutrition Discourse in the PWS Community".

READ BLOG HERE

Cabbage Steak Burgers (from
@eisarosas on Instagram)

*Slice 1-inch thick cabbage

*season with olive oil, salt, pepper,
onion powder, and garlic

*Roast in the oven

*Cook turkey burgers and place on
top of cabbage steak

*Add onions, pickles, sugar-free
ketchup, or barbecue sauce

Chicken Tzatziki Salad

"Chicken Tzatziki salad is an easy
cold dish to use up leftover chicken.
It's great served on a bed of
shredded spinach, but works just as
well in a wrap the next day." - Amy
Voelker Watson

Recipe from Nourished by Nic.

GO TO RECIPE
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"This is my favorite summer salad
with veggies that we grow. It's great
as a side dish for almost any meal
and even tastes good in scrambled
eggs." - Anne Fricke

Recipe from The Forked Spoon.

GO TO RECIPE

Almond Butter Popsicles

*1/2 Cup Almond Butter

*3/4-1 Cup Greek Yogurt (It's
important to do the full fat because it
has less sugar.)

*1 Tablespoon of maple syrup or
honey

*Blend until smooth
*Pour into popsicle mold or lay on
parchment with a stick and sprinkle

nuts

*Freeze and enjoy!
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Frozen Fruit Sorbet
*100% frozen fruit with nothing added

*You may want to add frozen Greek
yogurt for protein

Click the button to view Yonanas
Frozen Fruit soft serve maker on
Amazon.

YONANAS MACHINE

4 DONATE HERE
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