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Turning a dream into reality, the Eastern
Pennsylvania Down Syndrome Center is excited
to share that we began our Adult Clinic on
Monday, March 15th, 2021, exactly 22 years from
the day we first opened our doors!

It is our goal to provide continuous clinic care,
emotional, educational, and social supports
across the lifespan of individuals with Down
syndrome. 
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Left photo: Occupational Therapist, Kelly Nelson, evaluates Adam Cormack.

Top photo: Dr. Grant Greenberg talks with Lauren Coni.

Adult Clinic Begins!
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Happy Spring Friends!

The air is getting warm, the sun is shining, and trees are
almost budding. Spring is a lovely reminder of how
beautiful change can be. After the long winter and much
of last year without seeing you all, we couldn't be more
excited to begin face-to-face appointments and in-person
events! We miss you all so much!

I am happy to report that our staff has received their
COVID-19 vaccines; and though we continue to practice
social distancing and safety measures, we're ready to
start getting back to normal. 

We have overcome many challenges in the past 12
months! We are so grateful for the faith you've put into
our organization. Your support during our darkest days
has allowed us to keep our staff whole, continue offering
vital medical, educational, and emotional supports, and
to welcome more babies and families to our incredible
community! Thank you from all of us at the EPDSC! 

Now who's ready for MORE FUN IN '21?



Excit ing News!

Please join us in congratulating Caitlin Polek and Tess Eichman on
their new adventure! 

Watch us share the news with Bryan: 
https://youtu.be/dEu-hXTmWlI

Missed the announcement? Watch it here: https://fb.watch/3_gI4jh7Pd/

Congratulations Bryan on your
Celebration Award!

https://fb.watch/3_gI4jh7Pd/


Spotl ight on Health

Research underway to better understand eye condition
prevalent among adults with Down syndrome

Adults with Down syndrome have a higher risk of developing the eye disease, which can result in loss of vision

 

Drs. Dimitrios Karamichos and Melissa Petersen at The University of North Texas Health
Science Center at Fort Worth, are teaming with DownSyndrome Achieves (DSA) Biobank in
Ohio to find clues about Keratoconus Dystrophy. Their research will help better identify
individuals with Down syndrome who are at risk of the disease and whether this disease can be
prevented with medicine.

"Keratoconus is a complex, multifactorial, corneal disease that remains a mystery, in the context
of its onset, rate of progression, and underlying pathobiology," said Dr. Karamichos, Director of
Research at HSC's North Texas Eye Research Institute.

"Progressive ectasia (bulging), corneal thinning, and scarring are the hallmarks of Keratoconus,
known to affect both males and females," said Dr. Karamichos.

Dr. Petersen is an Assistant Professor in the Department of Family Medicine & Institute for
Translational Research at HSC, and currently serves as a co-principal investigator.

Keratoconus Dystrophy has been on the rise.

"Prevalence has been increasing steadily, going from 1:2000 in the 1980s to 1:350 in the 2000s
worldwide," said Dr. Karamichos. "The condition appears very prevalent in the Down syndrome
population, and that is why this study is so important."

If left untreated, Keratoconus can cause problems with vision and, in severe cases, require
corneal transplants, said Dr. Karamichos, a Professor of Pharmaceutical Sciences in the HSC
College of Pharmacy.

Keratoconus affects more than 30% of people with Down syndrome, compared with less than
1% of the general population.

Biospecimens collected by the DSA Biobank, which is located at Cincinnati Children's Hospital
Medical Center (CCHMC) in Ohio, are used by HSC experts to study the eye disease.



Spotl ight on Health (continued)

 

"DSA Biobank is a powerful resource for researchers to elevate the standard of care for health
conditions that co-occur with Down syndrome, including Keratoconus," said DownSyndrome
Achieves president and CEO, Lito Ramirez.

"The biospecimen we collect enable researchers to increase our scientific understanding of DS,
and hopefully yield improved diagnostics and therapies for people with Down syndrome in terms
of years rather than decades," Ramirez said.

DownSyndrome Achieves (DSA), an Ohio-based research advocacy group, launched the DSA
Biobank in 2015. The Biobank is a central repository for biospecimens donated by people with
Down syndrome and their families.

"Obtaining clinical samples for research from individuals with Down syndrome has been
extremely challenging," Dr. Karamichos said. "With DSA Biobank, we now have access to the
critical samples we need to continue our work."

Dr. Karamichos added: "We look forward to a long-term collaboration with DSA Biobank, and
more studies to come."

Last September, Dr. Karamichos was awarded a $275,000 grant from the National Eye Institute
(NEI)/National Institutes of Health (NIH) that allows for the two-year study of Keratoconus. The
study includes adult patients with Down syndrome between the ages of 19-50. Study samples are
collected longitudinally over two years, according to DSA.

"Data obtained from this study could help facilitate the development of a screening tool for
detecting individuals with Down syndrome who are at risk for development of keratoconus, with
the goal of defining potential enrollment into clinical trials," Dr. Karamichos said.
This critical work continues as the DSA Biobank expands its reach and as people across the
globe continue to bring attention to the needs of people with Down syndrome.

The latter is the focus of World Down Syndrome Day, which takes place March 21.

Article credit and original link: https://www.eurekalert.org/pub_releases/2021-03/uont-ru031021.php

https://www.eurekalert.org/pub_releases/2021-03/uont-ru031021.php


On December 5th, 2020 we hosted a safe but
festive drive-through holiday celebration. It was

so good to see all your smiling faces!







Annual Meeting

 We held our Annual Membership meeting via ZOOM this year
on January 10th. In case you missed it, here are some
highlights. You can also watch the recording HERE. 

https://www.youtube.com/watch?v=Wub-wUad8pA


World Down Syndrome Day (WDSD), March 21st, is a global awareness day which has been officially
observed by the United Nations since 2012. The date for WDSD being the 21st day of the 3rd month,

was selected to signify the uniqueness of the triplication (trisomy) of the 21st chromosome which
causes Down syndrome.

We invite you to join in our celebrations below and share your own celebrations with us on social
media using #WDSD and #EPDSC!

 #LotsOfSocks campaign was created to raise awareness about Down syndrome.
Choose some socks that are going to get noticed - mismatched socks, crazy,
colorful socks, whatever takes your fancy! If someone asks you about your socks
you can tell them, "I'm wearing them to raise awareness of Down syndrome".
Share your photo or a fun video with us on TikTok, Instagram or Facebook. 

World Down Syndrome Day

Look for the Lehigh Valley to light it up Blue & Yellow on 3/21. St. Luke's Anderson
Campus, St. Luke's Monroe Campus, Dorney Park and Steel Stacks at Wind Creek
and our newly decorated dining shed at Bolete will shine brightly tonight for #WDSD!
We'll be sharing photos on Facebook and Instagram.

THIS IS ME: A CELEBRATION OF DOWN SYNDROME is our first virtual panel
discussion where you'll hear from self-advocates on what it's like to have Down
syndrome and why they are just like you! To register see the flyer on the next
page.

Last day to get your t-shirt when you register for the 3.21 Run for Down
Syndrome taking place on April 3rd. TODAY ONLY use promo code WDSD321 to
get $3.21 off your registration! 

Registration opens TODAY for the much anticipated REVOLUTONS FOR
INCLUSION: A MEMORIAL BIKE RIDE. Sign up at
https://give.classy.org/revolutions to join us on the D&L trail, Saturday June 5th!

EPDSC was invited to talk about our organization on an upcoming episode of
RCN's Community Spotlight! Check out the interview with Dr. Levick, Bryan
Meltzer and Kerri DiDario on 3/21 at 10:30pm, 3/23 at 6:30pm or 3/25 at 8pm on
RCN. A recording will also be available on our website at a later date. 

https://www.boleterestaurant.com/
https://runsignup.com/Race/PA/Allentown/321RunforDownSyndrome
https://give.classy.org/revolutions


CLICK HERE TO REGISTER(required)

https://us02web.zoom.us/meeting/register/tZcsdu-qqTMoEtV4tNTptkqniN-X1G7c0b-8


A very big announcement...we missed it last year.....in recognition of WORLD DOWN SYNDROME
DAY, AND OUR DAVID’S 20th Birthday ...Carl’s Corner (Bethlehem, PA) will be open THIS SUNDAY,

March 21 for special hours from 11am-7pm!
 

“SPECIAL NEEDS SUNDAY”, but everyone is invited!!! 
 

We will have guests and coffee from Seth & Co. Special Brew and Duke's Delites dog treats too
(all local organizations helping those with learning disabilities.) 

Those with SPECIAL NEEDS  are encouraged to call in their order, or order at the counter (the
right people are waiting with patience and kindness to help you)...you are also encouraged to pay

for the order, but YOUR meals are FREE on Sunday...any meal deal- plus we will include the
option of 4 piece chicken fingers and French Fries as a choice.

 
There is still NO DINING IN...all food is to go and please wear masks, but more tables will be set up outside...we are

just such a small place!
 

COMPLIMENTARY CUPCAKES FOR ALL in to go boxes for David’s birthday! 
SEE YOU SUNDAY FOR THIS SPECIAL DAY!!!

 

World Down Syndrome Day
In Your Community

Are you or someone in your
community doing something

special for World Down
Syndrome Day? 

 
Email us at

theepdsc@gmail.com 
and we'll add the event to

our website and social
media pages to spread the

world!

https://carlscornersteaks.com/?fbclid=IwAR0bWfWUe23vgXPZ96F9PvSzQwHCMar5bQMBkHLJA7YEbd-9tUHIQK_4Ju4
https://www.sethandcocoffee.com/?fbclid=IwAR03SSCRAg0P86Sn1Skdfs7lhGHJrp1dVazPOUPrpagfdk8UM1yW1SYIuEk
https://dukesdelites.org/?fbclid=IwAR08zImJzeIu08f_Wf5vlh3kW00YNBPAkO6m-rdzXRKaZtE19lY4bLcMcKo
http://gmail.com/


HELP US HELP YOU

The EPDSC continues to work
on becoming a more diverse,

anti-racist organization by
amplifying the voices of

communities of color. We serve
many families who's primarily
language is Spanish. If you or
someone you know is bilingual
and has experience with Down

syndrome, we want to hear
from you! Read more at

epdsc.net/about/our-staff.

Our new Amazon Wishlist is a
great way to help EPDSC
update items we use for

therapy evaluations and to
provide supplies we use in the
office on a daily basis. If you
can help, please follow the

links to our lists. Don't forget
to use AmazonSmile to take

your gift even further!

Clinic Wish List
Office Supplies List 

http://epdsc.net/about/our-staff
https://a.co/hDFiGaO
https://smile.amazon.com/hz/charitylist/ls/1OHE0HNRTUL7W/ref=smi_ext_lnk_lcl_cl


March 21st
World Down Syndrome Day

 
April 3rd 

3.21 Run for Down Syndrome
 

May 18th
Special Needs Planning - 
A Life Care Plan Webinar

 
June 5th

Revolutions for Inclusion: A Memorial Bike Ride
 
 

Stay up to date on all our events and find information
on how to register at: 

https://www.epdsc.net/about/events

https://www.epdsc.net/about/events

