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DS Advocacy: Buddy Walk on Washington

By age 40, a full 40 percent of people
with Down syndrome will develop

(Alzheimer’s Disease);
by age 50 that number increases to 50 percent

Continued from Page 1

children with disabilities to save for their children’s
future. Currently, people with disabilities cannot hold
more than $2,000 in assets and their monthly income
must be very low in order to qualify for federal benefits.
The ABLE Act would create a new subsection (f) ABLE
account within Section 529 of the Internal Revenue
Code to allow families to create tax-advantaged saving
accounts of up to $100,000 for qualified disability
expenses.

The ABLE Act has received unprecedented bi-partisan
support in the Congress: at the time of this year’s Buddy
Walk, 401 congressmen had cosponsored it. The ABLE
Act bill has also received significant media coverage
with articles recently appeared on national newspapers,
like the New York Times and theWashington Post:

http://tinyurl.com/pymlz23
http://tinyurl.com/n8h5kfa

Another priority on the legislative agenda was
requesting the House Energy & Commerce Committee
to convene a hearing on the intersections between
Down syndrome and Alzheimer’s disease. People with
Down syndrome are at increased risk of developing
Alzheimer’s disease. Also, they develop it at a much
younger age. By age 40, a full 40 percent of people with
Down syndrome will develop the disease, and by age 50
that rises to 50 percent. While not everyone with Down
syndrome develops the symptoms associated with

Alzheimer’s disease, all develop changes in their brains
(plaques and tangles) typical of the disease. Those
changes start at a very early age in people with Down
syndrome. One of the questions researchers are trying
to answer is why 50 percent of those with Down

syndrome do not ever develop dementia even though
they do develop plaques. Understanding the connection
between the two conditions might help untangle the
Alzheimer’s puzzle and, thus, lead to more effective
treatments for this dreaded disease. Thus, advocates at
the Buddy Walk requested a House Energy &
Commerce hearing on the intersections between Down
syndrome and Alzheimer’s disease in order to yield
attention to these important issues for people with
Down syndrome and ultimately ensure that the
Department of Health & Human Services, the National
Institutes of Health, industry, and other stakeholders
provide appropriate investments in these areas.

At this year’s Buddy Walk, I lead the Maryland
delegation, which was the most numerous delegation
we ever had: 47 people. I was very impressed with the
passion and determination showed by everyone,
especially by the self-advocates: ambitious, young
adults eager to let their representatives know about
their passions, their needs and their dreams. I was also
very pleased to see several siblings participating to the
event. They talked to the congressmen about the
positive impact the ABLE Act would have on their life as
siblings of a person with Down Syndrome. It was truly
inspiring. Siblings are a crucial part in the life of people
with Down Syndrome: their support, advocacy and
encouragement make all the difference in their life.
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Continued from Page 15

Being part of the Buddy Walk on Washington
sponsored by the National Down Syndrome Society
(NDSS) was also a wonderful experience. I enjoyed
meeting other parents and self-advocates from all
over the country and learning about the ABLE Act
and the impact it will have on my son’s future if it
passes as a law. The passing of this act will allow
individuals with Down syndrome to save money and
be active contributing members of the community
without jeopardizing their disability benefits.

As a member of the Maryland delegation I had the
opportunity to meet with our congressmen to ask
them to co-sponsor our bill or thank them if they had
already done so. I particularly enjoyed meeting with
Congressman Chris Van Hollen because he continues
to champion the Down syndrome cause.

Advocacy Updates: A First-Hand Account
I had the privilege to be present when he was given
an award on behalf of NDSS and our delegation for
his work and support serving the needs of the
disability community. The ABLE act has so much
bipartisan support in Congress and in the Senate that
I am very optimistic it will pass fairly soon.

Undoubtedly, advocacy requires time, effort, and
patience, but to see the hard work pay off when the
bill finally passes makes it all worth it. I urge you be
an active participant too. Trust me, there is nothing
more gratifying than helping to pass a law that will
impact the future of our children with DS.

To learn more about SB 564, the details of the vote
and what it means for the Down syndrome

community, visit:

openstates.org/md/bills/2014/SB654/
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DSNMC EVENTS DSNMC Summer Picnic

Saturday, June 29 from 11 a.m. - 2 p.m.

Location: Black Hill Regional Park, Picnic Site I

Contact: admin@dsnmc.org

Play Groups
The groups will meet from 11:00 a.m
– 1:00 p.m.

Play groups meet once a month and
details are posted on Facebook and
available via the listserv. For more
information, contact:

Vittoria Aiello
P: 301-272-0311

email: vittoria @dsnmc.org

Coffee and Conversation

Tuesday, June 10

Time: 10:30 a.m. – 12:00 a.m.
Location: Caribou Coffee, Westfield
Montgomery Mall
Bethesda, Maryland

Coordinator: Karen O’Connor
301-972-5138 or tkrbmo@verizon.net

SAVE THE DATE

Buddy Walk 2014
Saturday, Oct. 11

Falls Road (Hadley’s) Park, Potomac, Md.

Contact: Kathy@dsnmc.org

For the latest
information and details
on all DSNMC events

and news
dsnmc.org

Techniques for Success

TFS for Parents – Friday, October 24

TFS for Educators – Saturday, Oct. 25

Holiday Inn – Frederick, MD

Contact: heather@dsnmc.org

Children and Young Adults with Down Syndrome Have a Story to Tell!
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