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Developmental Behaviorist’s Corner: Caretaking
of Self and Family

By Dr. Geeta Grover, M.D.

We now understand that exposure to stressful or traumatic experiences may
alter the amount of stress hormones that your/your child’s body makes, and

this can increase the risk for health and developmental problems.

The good news is that we also have strategies that have been shown to

help children and adults calm the stress response. These include things like

good nutrition, healthy sleep, spending time in nature, regular exercise,
mental health support, mindfulness, and healthy relationships.

As parents and caregivers, you play an important role in helping your
children deal with stress. We know that safe, stable, and nurturing
environments can prevent the development of poor health outcomes and
help children thrive. As your PWS team at CHOC, WE SEE YOU .. . and

we see the love and support you give your children as well as the sacrifices

that you make every day in order to provide them with the nurturing and
support they need. WE APPRECIATE EACH OF YOU, OUR DEVOTED
PARENTS AND CAREGIVERS!

Through your love, actions, and support, you can make your children
stronger and resilient based on the positive and supportive things that you
do at home. You being here and helping your child feel safe is the key to
calming how their bodies react to stress.

We are including a handout here with strategies to help improve the health
and well-being of everyone in your home.

Be well!

CHOC Family Recipe Corner
With every issue of our PWS newsletter,
we want to share a recipe suggested by
one of our Prader-Willi families. Consider
sending healthy, low calorie and delicious
ideas to Laura Clapper, RD

at Lclapper@choc.org.

Cauliflower Fried Rice

Cook Time: 10 min | Total Time: 20 min
Calories: 128kcal | Carbohydrates: 10g |
Protein: 4g | Fat: 8g | Saturated Fat: 1g |
Cholesterol: 40mg | Sodium: 795mg | Fiber:
2g | Sugar: 1g

CHOC Family Recipe Corner (cont.)

Cauliflower Fried Rice

Looks and tastes exactly like fried rice, but so

much healthier for you! Recipe from the Prader-

Willi Recipe page on Pinterest. Added by

Princess Pinky.

Ingredients (for 4 Servings)

1 bag of frozen Trader Joe’s Riced Cauliflower,
or a head (1 ¥z cups) of cauliflower chopped up
or “riced” in a food processor. For frozen bag of
riced cauliflower, let it thaw for a few minutes
and break up the chunks.

2 tbsp sesame oil (or canola)

1 small onion chopped

1 cup of frozen peas and carrots, thawed

Y4 cup broccoli chopped

3 thsp soy sauce

Salt and pepper, to taste. Garlic salt is

optional.
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Directions

1. Heat oil in large skillet on medium-high heat.

2. Sauté onions until tender. Add peas, carrots
and broccoli. Cook until tender.

3. Add frozen or fresh cauliflower. Mix with
veggies and sauté until no longer frozen.

4. Add soy sauce and mix well.
Slide rice to one side of the pan and scramble
the egg on the other side.

6. Once egg is cooked, mix in the with the rice
and additional soy sauce to tase.

7. Add salt, pepper, and garlic salt to taste.

Serve immediately and enjoy!
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WAYS TO TAKE CARE OF YOUR

HEALTH

THINGS YOU CAN DO TO IMPROVE YOUR HEALTH & WELL-BEING

SLEEP

« Try to get 8 hours of sleep every day.

« Cut down on your use of caffeine, especially in the afternoon.
« Create a “bedtime routine” for yourself and your children.

« Don’'t take your phone to bed with you!

V’ ® NUTRITION
vl

‘ « Try to eat fresh whole foods from the farmers market or your local grocery store.
b . « Avoid foods that are very processed or contain a lot of sugar.
« Make sure you drink at least 8 glasses of water a day.

EXERCISE

« Get at least 30 minutes of gentle exercise every day, including walking, swimming, biking.
Walking your pet counts!

« Include weight-bearing exercise in your routine. Both strength and cardiovascular training
are important.

RELATIONSHIPS

#

<
=
y

LR X

- \'u

8

« To support your relationships, practice good, honest and open communication.

‘ « Spend quality time focused on those you love. It doesn’t need to be expensive; dinners can
be made special with a candle, playtime with a paper airplane.

« Do or say something daily to show appreciation to those you care about.

MENTAL HEALTH

« Life experiences, biological factors, and family history can affect mental health.
« Early warning signs of mental health issues can include trouble sleeping, pulling away
from usual activities, feeling helpless, and unexplained aches and pains.

4y MINDFULNESS

« Daily take a few minutes to sit quietly, notice your breath, and feel your feet on the floor.
« When you are angry or upset count to 10 or take 3 deep breaths before you do anything

?
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FINANCIAL STABILITY
« If you can, put money from your paycheck into savings or an emergency fund
9. automatically, before you start spending.

« Set up autopay for bills or pay immediately to avoid late payment and interest fees.

g
/O O\ PARENTING KNOWLEDGE

« Parents are their children’s most important people. Showing love includes having empathy,
setting boundaries, and buffering children from toxic stress.
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Social Worker’s Corner: Taking Care of the Caretaker
By Bobbi McGann, LCSW

Raising a child with special needs requires a tremendous juggling act. Your days are filled with school activities, as well
as attending countless doctor and therapy appointments, as well as dealing with medications and authorizations from
insurance companies. What you need is help, but many of you don’t ask for it. Or somehow feel you are the only one who
can manage all of it.

| am often amazed how well you manage all the needs of your children with PWS. Between work and the multitude of
cares required, | am in awe every time | meet with you.

However, | also want to make sure that you take time to care for yourselves. Self-care cannot be considered selfish, yet
we all make excuses to not take time for ourselves.

This list is a simple reminder to take a moment for yourself, you need it an deserve it!

Accept help from family and friends. | know many of you believe no one else can get the job done like you can.
And | believe this is probably true. And sometimes it is difficult for all of us to ask for help as we see it as a sign of
weakness. However, we need to get to a place when asking for help is the norm to those around us. Allowing
yourself to be recharged can make you a better parent and a better person. So, if someone is asking to help, say
yes!

Make a list of what you need and be honest with those around you. How many times has someone said to
you, “let me know if you need anything?” And our response is always, “l will.” There might be some people in your
lives that are just saying this to be nice, but | bet there are some people who really want to help but don’t know
how. | encourage you to be specific with what you need. Is it help going to appointments? Maybe helping with
drop off at school or sometimes helping with cooking a meal. Giving family and friends specific tasks makes them
feel helpful and when you surrender to this help, you realize how wonderful people can be around you.

Take time for yourself. Take breaks daily, even just a few minutes every day. Make time to have time with your
spouse for a date night once a month. When you are tired, the last thing you feel like doing is exercise, however
sometimes just getting active helps. Take time to go outside and explore nature.

Seek support from other parents who have a child with PWS. Other parents are the true experts of what you
are going through. There is nothing more supportive than speaking with another mom or dad who are having the

same experiences. We are more than happy to link you to other parents in our clinic.

Remember, Self-care is not selfish!
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Dietician’s Corner
By Laura Clapper, RD, CDCES

For this newsletter I've compiled a list of food related tips and tricks from a few of our CHOC families. If you have any

creative ideas or recipes, please share with Laura at Iclapper@choc.org.

Tips from Allison’s mom:

Always be prepared with snacks and meals when on the go. Avoid stopping for fast food. Once you go to a drive
thru, they will ask to go again and again, every time they see one.

To help your child swallow or chew their meds/supplements, add them to a small paper bow! with fruit (peaches)
plain yogurt and a dollop of cool whip and call it dessert

Or try giving meds with a 70 Kcal strawberry yogurt from Trader Joes

A yummy breakfast idea is Bakery on Main brand Hot Breakfast quinoa multigrain flakes packets with a little
maple syrup. Microwave with water according to directions. (150 kcals)

Ground turkey with tomato sauce over sweet potatoes instead of pasta. It is okay to serve different food than the
family.

Avoid bread

Roll ups with turkey

Don’t start offering any new food that you will have to take away later

Pizza on low carb tortillas with sauce. cheese and veggies (50 kcal per tortilla)

Eating out tips from Nicholas’ mom:

Talk openly with your child about food security. Having mom close by provides security and the power to resist
temptation
Ask waiter not to serve bread on table, nor chips, nor refills of calorie containing beverages

Ask for doggy bag when ordering or before the food is delivered to your table
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Something to consider if your child has issues with elopement.

Disclaimer: All information posted is merely for educational and informational purposes. CHOC Hospital is not endorsing the below products or websites,
should you decide to proceed to act upon any information on this website, you do so at your own risk. While the information on this website has been
verified to the best of our abilities

| ocation
Monitor

Stay connected to
what matters most

Qjiobil.  F w ‘

Jiobit Next is the smallest, longest-lasting real-time location monitor. Keep track of what matters
most, no matter the distance. Tiny, durable, and designed for everyday use.

Jiobit requires a monthly subscription data plan to stay connected and includes national US cellular
data. No additional SIM card or cellular plan needed.

*You may cancel your month-to-month subscription anytime. Canceling will terminate the SIM and it
cannot be reactivated

Your purchase includes everything you need to connect, charge, and attach your Jiobit right away:
The Jiobit Next Location Monitor (with integrated attachment loop), charging dock, USB charger

The first-of-its-kind Jiobit TrustChip delivers unmatched security and encryption, meeting or
exceeding US-government standards.
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Foundation for Prader-Willi Research - 2021 Virtual Family Conference

The Foundation for Prader-Willi Research (FPWR) had their 2021 Virtual Family Conference from October 5-

8", If you weren't able to join, here are links to the YouTube videos.

We have some amazing resources for you! These videos, taken from FPWR's
2021 Family Conference contain valuable information on some of the most
pressing issues around PWS: standards of care, sensory integration, managing
anxiety, and more. You will definitely want to add these resources to your
parenting toolbox! Click on the links below to watch these informative videos on

our FPWR YouTube channel.

Standards of Care for Children and Adults
Dr. Jessica Duis provides an overview of general care for people with PWS
supplements, genetics, behavior management, therapy, and more about her

multidisciplinary approach. Watch the video for children and adults>>

Watch the video for infants and toddlers ages 0-2>>

Sensory Integration for Children with PWS
Every child with PWS has significantly decreased awareness. Learn the term AND

how you can change the outcomes so your child can thrive! Watch the video >>

Mental Health Challenges in People with PWS
What do mental health challenges look like in PWS? What are early signs and
how can we best intervene? Learn how we can effectively assess & manage

mental health issues if they arise in our loved ones with PWS. Watch the video

>>

Partnering With School for a Successful IEP
Dr. Katy Chambers is a former school principal, teacher of fifteen years, and mom
to Daniel (age 9)- who lives with PWS. In this session, she shares strategies that

have been helpful to her as a parent, tips that help school staff better understand


https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGVh3q3npV1-WJV7CgG_GW4n1nv82hzZmjW1bFLxv8481dBW4H6tSL8KlTVGW998DbN33ygS_W2Mv-zB5N2qktN4SgXJLHCyd4W2hMT4p51Dxk-W91z0Jh8G8yVhW7PfnRd89KhB5W4djLH44YVkTRW1wzmzB3S1CVDN7NpMnCJ25zyW5_lPnn3V-B7-N40q1jksR79DW4P0N6T4vfNF8W2_CpH-8XWS8KW6hDdD06GZtX4W787Njj10RGSXN7SGXLRdJknPW7G8ScW46rBMqW8BVlw-880PD2W1XKN2c1WblLx35PB1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLnq_TloeG$
https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGVh3q3npV1-WJV7CgH01W7XqYMJ3nlkj8Mh6MCzpQ9qsW5PrYJp6XHvStW3sshPk23898vW7GcV_Q7Zfj7jVB3q-v8FcH_jW8nRYM71b5JvnW5m5LSf2LQn-NW3Vfbz48G9zNLW7QmWwH72NlbQW5F9-cc52l73rW6CGYcf7pcQwSW73fLwM10xbVbW8HbJqx7yGYWkW6fP9yn3B1yv7W2GVbVm1R2tTfW4phVN38_36mzW6dp8PW5qdp72N3fP_stZ2-6QW5HS7QS9d3XQjW71X63L3lhbmwW3thbrB1wNrj3312-1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLnquKmeHe$
https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGT_3q3n5V1-WJV7CgCgvN3fhkYs4PCvMW8m1jVd3SXQ7JN38qxygLz885W6DMZNZ2S63ZGW6BfC8g3N1jxzV4knwH6rk2YbVMZNCx2T5NC0VZCGYr2466w8W433Chf57r9YYW7RHCVS1wQwd1W6GlnYc3Mt6zFW8b8xR26Mcq3kW1W-9VD221brCV6GJGc7SMVyWW6Fh_Z-29xdShW118nRb4ynh9gVV2QJq33bvF2W8QT8fb31bLPzW7H7Vwl2jZ_m2VstZkx7WWXrs2_k1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLnsUdJzg6$
https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGT_3q3n5V1-WJV7CgQYGW6gX8KR66kgHTW4_cJkK2QWQhFN2MX9wN3Z_NKV6FGt32khjJPW8f1MVk7Wg4mcW9lgr5x2XfWTcW1dBspg64BnTtW12fSzp7kkW-HW4S9nyy4s6HflW3PQx4c2__PCKW4Mqhw63YhdFtVszXTS1f_6rYW5b6fk070RT6WW7Y156B4jwxH3Vy8D5G1PB72YW1YQxnm4jDHWFW9k0j7j7tmL47W2DnVt34cFBJdW6vx-524lxs_wW10k1wv5q-mYS37Fp1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLno4knHcb$
https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGT_3q3n5V1-WJV7CgQYGW6gX8KR66kgHTW4_cJkK2QWQhFN2MX9wN3Z_NKV6FGt32khjJPW8f1MVk7Wg4mcW9lgr5x2XfWTcW1dBspg64BnTtW12fSzp7kkW-HW4S9nyy4s6HflW3PQx4c2__PCKW4Mqhw63YhdFtVszXTS1f_6rYW5b6fk070RT6WW7Y156B4jwxH3Vy8D5G1PB72YW1YQxnm4jDHWFW9k0j7j7tmL47W2DnVt34cFBJdW6vx-524lxs_wW10k1wv5q-mYS37Fp1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLno4knHcb$
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our children’s needs, and action plans that help ease the day-to-day stresses of

monitoring the safety of our kids in the school setting. Watch the video >>

Strategies for Managing Behavior and Anxiety

People with PWS struggle with impaired cognition and social development which
often lead to challenging behavior. In this session, Dr. Tony Holland discusses
strategies for effective management and touches on recent research that shows

promise in improving the behavior profile of PWS. Watch the video >>

Feeding Techniques for Children with PWS ages 0-2
Learn how to develop and advance your child’s oral motor feeding skills using
video swallow studies, oral motor development, feeding development, and special

dietary needs. Watch the video >>

We hope you enjoy these videos!


https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGT_3q3n5V1-WJV7CgJC0W9d536J5nZT2ZW3WzSCj5MgS_xVTYX4y45JPVnW78gY9J3cjfP_W3C8WHp7DvKvJW3WRwt-8q0vPSF58_CbvKF4hW3L6D5D5NB-RDW5rzY3s348ZPjW5mS0_R1_SSGhW76YMlL129htCV9mbRp48qgH6VQSyfJ47bT3YW6-CnqM7QRzNdN5B4M2dk-jwjW6QM8Kl6qYD9qW2ZGWVv2znVsZW1yGJkL5pGMvyW2ly5Rx7jVzYxW6bBhnF7d-m833ftW1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLngX1Mytq$
https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGT_3q3n5V1-WJV7CgXrGW49Z5fC6Sr9C-W4dWQjg6ps6sPW69c9xP8nX8RyW52yrVx8Sgf-xW7nNN5n7dqjwdN1S2Q_cjNpqxW3KyLZw7lh0kgN2X6LNZ40XWdW5B6Fvs77FD8HW2B4hby8f5mjbW1-RNLc2WxqtfW4-Mnt34nwBckW8D_2JK4h-m0nW82X2yS40YWr8W1YPqhx13-LfrW6pqV8J16m8JwW2TbGQH7XK24-VzBTgt4lG723W67M-107dR3WmW3nK2xB1G8mMR3k8m1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLngmqR9jC$
https://urldefense.com/v3/__https:/www.fpwr.org/e3t/Btc/GA*113/cfm-B04/MVYX2WzFs3ZW25Jb9L3dfV0qW31NlPp4zrMj9N65wGVh3q3npV1-WJV7CgRwzV4t2128vT77cVyBSsK3dwbvrW2RX3Js7-z53hW657T6_7P-_QYW3jHB3M1SX7qXN5bX3HmRVR7pW2LSX2j999RpdW4L90-d69kdszW6d2RVv65c5m9W3C79Gg6-2swqW5HKzkd7d-RSSW2P6lj04_j27HW5xB3mv3-d_8NW2Rwj4s1M84xdW92PjR64qF8HxW8B4G_T5HJSSQW40h67s6Q9gBZVJ57_d3s2yX4V6SSpk55_GbGW4W_HV-2z1QN6W31nJyh30fMx9W1Yy7M94-4X3631pv1__;Kw!!Hig9073Q!kBfCaio0PqgeBWr8QhwfUU0xYHiD4XWTakiE9fWrNLeDL7TVKhtLnr797aRu$

