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FROM DOWN SYNDROME WORLD 

MARK YOUR CALENDAR 
 

March 18– June 24: Online Cooking 
Challenges Details and Recipes 

April 10-June 4: RelationShapes 
virtual activites 

May 30—New Parent Breakfast 

June 6—TLP Pre K, Level 1 & 2 

June 17—BINGO in Google Hangout 

June 20 and July 18—Ronald 
McDonald House Cooking 

June 21—Launch Trampoline . 

Oct 4—Buddy Walk® 

 

 

May 2020 - Newsletter 

 
Scientists at the Crnic Institute publish first cases of immunotherapy for alopecia ar-
eata in people with Down syndrome.  RESEARCHERS AND DOCTORS at the Linda 
Crnic Institute for Down Syndrome, the University of Colorado Department of 
Dermatology, and the Palo Alto Medical Foundation in California have just published 
the first report of safe and efficacious use of an immune modulatory strategy to treat 
alopecia areata in individuals with Down syndrome.The drug featured in the publica-
tion is tofacitinib, sold under the brand name Xeljanz, which belongs to a class of 
drugs known as JAK inhibitors. Continue to read the full article here. 

PROGRAMS AND ACTIVITIES UPDATE 

COMMUNITY RESOURCES  

* Inclusive Services in the DD Waiver—Webinar June 1 6:30-8:00 Register here 

* Virginia Board for People with Disabilities Holding Four Online Meetings in June 

* Down Syndrome Association of Delaware Invites You to Join their Virtual Programming 

* Washington Nationals offers these links that will take you to fun, short activities and 

baseball themed tutorials 

Bi-Weekly cooking challenges are being posted on 
our facebook page, our web site and Insta-
gram.  We hosted our first live Cooking Chat and 
learned how to make cucumber sandwiches! Read 

more about the DSANV Virtual Cooking Challenge.   
 

Relationshapes -  A program for developing healthy 
relationships, good boundaries and awesome social 

skills. Relationshape Virtual Activities are being 
posted and look for conversations with our self-
advocates on various topics. Click on the smiley 
face to read about Relationshape concepts.  
 

Virtual BINGO was a great success, 
and we are offering it again on June 
17 at 6:00PM.  You must register in 
advance to get your electronic card 
and meeting details. Click here register. 

Christine Hoffner Barthold, an ABA Therapist from 
George Mason University led three well-attended 
webinars for DSANV parents. View recordings 
here and look for additional topics to be an-
nounced soon.  

If you are an expectant parent or have 
been parenting your child with Down 
Syndrome for 3 years or less, please 
register for a virtual meeting from 9:00 
am - 10:00 am May 30th. Meet other new 

families, as well as DSANV members who may be able to an-
swer some of your questions.   

The Learning Program—Plans for the 
2020-2021 program are underway. Details 
with dates and applications for the pro-

gram will be available on our website soon. 

 

As we pass the two-month mark of the Stay-at-Home order, we can all enumerate things we’ve missed 

and hopefully identify a few silver linings as well. At DSANV, one of the things we miss is seeing your 

faces as we’ve been forced to cancel all spring gatherings and convert the remaining spring programs to 

allow for virtual delivery. With summer around the corner, staff and volunteers are busy restructuring all 

remaining 2020 programming for the option of virtual delivery in case restrictions are not yet lifted, or are 

imposed for a second time, and to support cases where individual families are ready to participate but not 

yet ready to resume face-to-face contact. We developed a Family Resource Guide that includes links to 

COVID-19 relief information and financial resources. Board members are in the process of reaching out 

to families directly to hear first-hand what challenges they may be facing and to put them in touch with 

resources. All of these activities are designed to ensure DSANV can continue to support you, our members, during the uncertain-

ty caused by the pandemic. 

You will be hearing shortly from our new Board President, Samantha Fredieu, 

Esq., about the In it Together fundraising campaign we’re initiating to help DSANV 

address the business operations challenges posed by the pandemic. While Board 

and staff are leveraging their connections to identify COVID-19 relief resources for 

nonprofits, seeking corporate donations and sponsorships and are reimagining the 

2020 Buddy Walk®, there are things you can do as well. I hope you will listen to 

Samantha’s message when it is released, sign up for our virtual programming and 

participate in the fundraising campaign as you are able. Together we can ensure 

the Down syndrome community in Northern Virginia will continue to be supported 

for years to come.  

Sincerely, 

Mary C. Ford 

DSANV would like to recognize all graduating students who missed out on a proper grad-

uation ceremony.  To that end, please submit a photo of your student, from what school 

or program they graduated, and future plans or other details you would like to share to 

anitap@dsanv.org and look for a special section in our June newsletter hi-lighting our 

graduating members. 

https://www.dsanv.org/dsanv-virtual-cooking-club/
https://www.dsanv.org/wp-content/uploads/2020/04/Relationshape-Challenges.pdf
https://dsanv.salsalabs.org/newparentvirtualbreakfast
https://dsanv.salsalabs.org/DSANVVirtualBINGO
https://tinyurl.com/lthdsanv
https://www.dsanv.org/wp-content/uploads/2020/05/19-Down-Syndrome-World-2019-Issue-2-Alopecia-Article.pdf
https://tinyurl.com/ybuqb5uf
Virginia%20Board%20for%20People%20with%20Disabilities%20(VBPD)
https://www.dsadelaware.org/events/virtual-programming/
https://www.mlb.com/nationals/community
https://www.mlb.com/nationals/community
https://www.facebook.com/DownSyndromeAssociationOfNorthernVirginiaDSANV
http://www.dsanv.org
https://www.instagram.com/dsanv_
https://www.instagram.com/dsanv_
https://default.salsalabs.org/T0a8a3d7f-cdbc-415f-b1ce-c0963645cbf1/e6e18153-c001-4cf7-8830-9dd589a69f7b
https://default.salsalabs.org/Ta98ac3ee-4ee4-42da-a383-b40b17cbe603/e6e18153-c001-4cf7-8830-9dd589a69f7b
https://default.salsalabs.org/T892f6825-6eea-466f-a077-b67b97e5c5c6/e6e18153-c001-4cf7-8830-9dd589a69f7b
https://default.salsalabs.org/T05bbe68d-06f3-49e1-9415-83a0df28708f/e6e18153-c001-4cf7-8830-9dd589a69f7b
https://dsanv.salsalabs.org/DSANVVirtualBINGO
https://www.dsanv.org/cooking-club/
https://dsanv.salsalabs.org/relationshapes/index.html
https://www.dsanv.org/webinar-little-changes-ideas-to-help-promote-peace-and-calm-while-your-kids-are-at-home/
https://www.dsanv.org/webinar-little-changes-ideas-to-help-promote-peace-and-calm-while-your-kids-are-at-home/
https://dsanv.salsalabs.org/newparentvirtualbreakfast
https://www.dsanv.org/the-learning-program/
https://www.dsanv.org/the-learning-program/
https://www.dsanv.org/the-learning-program/
https://www.dsanv.org/wp-content/uploads/2020/05/Online-Family-Resources-for-Down-Syndrome-5.28.pdf
mailto:anitap@dsanv.org?subject=Graduating%20DSANV%20member
https://default.salsalabs.org/T05bbe68d-06f3-49e1-9415-83a0df28708f/e6e18153-c001-4cf7-8830-9dd589a69f7b


 

 

 

 

 

 

 

 

DSANV member Ana met the Virtual 
Cooking Challenge for May and 
cooked multiple meals. Read about 
this talented chef-of-the-month here. 

 
Throughout the year, DSANV 
collects used orthotics and 
distributes them to the VHC medical 
Brigade. Drop orthotics at a DSANV 
member event or arrange via an 
appointment to drop them at the 
office in Oakton.  

 
DSANV is a 501c3 organization 
representing individuals across 
Northern Virginia who have Down 
syndrome. We have become a 
trusted resource for these 
individuals, their families and friends, 
educators, employers, legislators, 
and the medical community. 
  
We engage a strong board of 
directors and a broad base of 
volunteer and financial support in 
achieving our mission to ensure that 
all individuals with Down syndrome 
and their families receive the support 
necessary to participate in, 
contribute to and achieve fulfillment 
of life in their community.   
  
DSANV has a history of success in: 

 Helping families adjust to the 
birth of a child with Down 
syndrome; 

 Providing individuals with Down 
syndrome and their families with 
educational and social support 
and resources; 

 Providing social and educational 
events for individuals with Down 
syndrome and their families to 
meet, interact and learn; 

 Increasing community 
awareness of the capabilities 
and contributions of individuals 
with Down syndrome; 

 Providing financial support to 
families in need with 
scholarships; 

 Partnering with local, national, 
and international organizations 
that provide services to 
individuals with Down syndrome. 

  

 

 

SUPPORTING DSANV 

ABOUT US 

 
10467 White Granite Drive, 

Suite 320 
Oakton, VA 22124 
wwww.dsanv.org  
 703-621-7129 

Amazon Smile - Choose DSANV when 

shopping with Amazon Smile and DSANV 

will benefit from your purchases, it’s an 

easy way to support DSANV!.  

CARS - DSANV has an agreement 

with CARS(Charitable Adult Rides & Ser-

vices) who will coordinate the pick up, auction 

and sale of your donated vehicle with a por-

tion of the proceeds donated back to DSANV. 

Shutterfly - DSANV has an account 

with Shutterfly and TinyPrints who offer high 

quality photo products and stationery and a 

portion of your online purchases benefit 

Facebook—DSANV as a registered 501(C)

3 organization is eligible for any post you 

create and add a button via Support Non-

profit - NO FEES are collected by Facebook 

   

   

   

   

   

   

   

   

   

CORPORATE SPONSORS 

8208 54529 

GIVING BACK 

https://www.dsanv.org/cooking-club/
http://dsanvbuddywalk.shutterflystorefront.com/
https://careasy.org/nonprofit/Down-Syndrome-Association-of-Northern-Virginia
http://www.dsanv.org
https://www.facebook.com/pg/DownSyndromeAssociationOfNorthernVirginiaDSANV/posts/?ref=page_internal
https://twitter.com/DSANV
https://www.instagram.com/dsanv_/
https://www.facebook.com/help/1819778644968808?helpref=uf_permalink
https://smile.amazon.com/ch/68-0605947
https://careasy.org/nonprofit/Down-Syndrome-Association-of-Northern-Virginia
http://dsanvbuddywalk.shutterflystorefront.com/
https://www.facebook.com/help/1819778644968808?helpref=uf_permalink
https://www.fnapc.com/
https://www.adair-pedo.com/
https://www.brambleton.com/town-center-ashburn-va/
https://www.aetnabetterhealth.com/virginia/
https://www.mstreetbank.com/
http://www.valawyers.com/
https://www.exceptionalchildrenscenter.com/
https://www.massmutual.com/planning/topics/specialcare
https://skillbuildersllc.com/
http://www.larrytweiss.com/
https://craigvanlines.com/
https://www.obxtek.com/
https://www.aveanna.com/
https://www.chirogroup.net/
https://www.washingtonspeech.com/
https://www.matchboxrestaurants.com/
https://buildingblockstherapy.com/
https://www.maullortho.com/
https://www.linkedin.com/in/michael-montante-a930b53/
http://www.saintlukemclean.org/knights-of-columbus-saint-luke-council.html
https://www.pedsalex.com/
https://signgypsies.com/
https://www.easterseals.com/de/our-programs/camping-recreation/
https://www.thecolorcodedchef.com/
https://www.bedewiduke.com/
http://pegasusagain.com/
https://tommanning.photoshelter.com/index
https://www.hazelwildfarm.com/
https://www.uhc.com/
http://firstcareortho.com/

