
A Message of HoPE from
the Executive Director

HPE Awareness Week
Share your HoPE

HoPE Downloads

Newsletter
Highlights

Research Study
Opportunity

Just as the faintest light at the end of the pandemic tunnel began to 
glimmer, many of us were catapulted back into isolation by winter weather 
extremes. If you’ve felt a bit more overwhelmed as a result of weather- 
related woes lately, you’re not alone. Take heart. Spring is just around the 
corner! As the crocus and daffodil begin to appear, let's quietly assess and 
take stock of what’s going on within us. In that quietude, we may find 
enlightenment, encouragement, and relaxation. My wish is that this edition 
of HoPE News brings you all three.

While a majority of this edition focuses on the upcoming 
Holoprosencephaly Awareness Week (March 20-26) and how you can 
participate in raising awareness of HPE, we are also excited about a new 
research study being conducted by Seth Berger, MD, PhD, of Children's 
National Hospital who is scheduled to speak at our June 2022 Family 
Conference on Holoprosencephaly.  Registration for the conference is 
open through May 1!

Wishing you all a great HPE Awareness Week,
   Susan

Susan Millender
Executive Director
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It is said that knowledge is power. Harnessing that power to 
share knowledge of holoprosencephaly is one of the most 
important things we can do. Knowledge of holoprosencephaly 
could spur the continuance of groundbreaking research, lead 
a mother-to-be to ask her ob/gyn questions she might have 
not thought to ask otherwise, give much needed 
encouragement to parents of an infant with HPE, and share 
the HoPE with other families the world over. 

Share your HoPE by sharing your story
Look for opportunities where you can share your story or talk 
about your child. Share your story on social media. You can 
write your story and send it to Families for HoPE to share on 
our HoPE blog to inspire other HPE families.  Sit down with a 
friend or loved one for a recorded conversation to preserve 
and share your story for StoryCorps.org.

Share your HoPE by wearing your hope
Wear your HoPE apparel to celebrate the week. Need some 
new apparel? Order our new HPE t-shirt now to receive it in 
time for HPE Awareness Week. https://wp.me/p1423x-2K4

Share your HoPE with the #I'llBeThereForYou HoPE Challenge
In the spirit of F•R•I•E•N•D•S, find a fountain in your 
hometown, invite some friends to join you at the fountain with 
umbrellas, and capture the moment in a photo or take a video 
you can share on social media using #I'llBeThereForYou.

HOLOPROSENCEPHALY AWARENESS WEEK

SHARE YOUR HOPE
March 20 - March 26, 2022
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A RIBBON FOR YOU
The royal blue ribbon included in this 

newsletter can be pinned to the lapel of a 

blazer, on a blouse, shirt, sweater, jacket, 

or coat. You’ll then have opportunities to 

share the significance of the ribbon and 

educate anyone who asks you about HPE.

TRIBUTE GIFTS

Share your hope and show your 

admiration with a charitable gift to 

Families for HoPE in honor or in memory 

of a loved one. Visit FamiliesforHoPE.org 

to make a secure, online donation.



Want to share your HoPE on social media during Holoprosencephaly Awareness Week but don't know where to start? 
 Families for HoPE has files you can download.  Visit our website at FamiliesforHoPE.org where you can find these
graphics and more.

 

DOWNLOADS ARE AVAILABLE

Costume Contest Cuties
Thank you to all who participated in 
our 2021 Halloween Costume Contest. 
Receiving the most votes was Miss 
Sofia Peralta, as an adorable avocado!  
2nd place was Superman Elias 
Fredette, and 3rd place went to Miss 
Walayla Roberson as a pretty pumpkin.
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RESEARCH STUDY OPPORTUNITY FOR HPE FAMILIES IN THE US

FIRST-EVER PEDIATRIC MENDELIAN GENOMICS RESEARCH CENTER (PMGRC) FORMED

The Center for Genetic Medicine Research at Children’s National Hospital (an acute and specialty care pediatric 
hospital in Washington, D.C.) and Invitae Corporation (a CLIA-certified clinical genetic testing laboratory in San 
Francisco, CA) have formed an innovative partnership to create the first-ever Pediatric Mendelian Genomics Research 
Center (PMGRC).

The PMGRC is one of 5 genomics research centers participating in the Genomics Research to Elucidate the Genetics of 
Rare Disease (GREGoR) Consortium, under the National Institutes of Health (NIH).

The purpose of this research study is to better understand how differences in genetic material affect human health 
and to increase the number of genetic disorders where a cause can be identified. The PMGRC will use new genome 
analysis technologies to uncover causes of genetic conditions by improving gene discovery and clarifying variants of 
uncertain significance. The PMGRC will disseminate its discoveries to the clinical and research genetics communities 
at large.

For more information about the research study, contact PMGRC@childrensnational
To be contacted for possible enrollment in this research study, provide your information at http://is.gd/PMGRCstudy

We are truly grateful to you for contributing to Families for HoPE’s 2021 year-end 
giving campaign. You helped us raise over $7,000. Thanks to your generosity, 
HoPE can be shared with new families every day. Because of you, we can continue 
to provide the information, education, encouragement and support needed to 
ensure children with HPE and the families who love them have hope.

 

WEEK OFWEEK OF
MAR 20MAR 20

I 'mustache' you to raise 
awareness of HPE

Buy someone a taco on Tuesday!

Silly Socks Day

Be a HoPE Superhero

Pets for HoPE

Wear your HoPE. Share your HoPE.

My hope is bright!

Join us in a week of fun 
activities and share your 

photos and experiences on 
social media.  


