Advocacy
Opportunities for All
Virginia Families!
The National Down Syndrome
Society is the leading human
rights organization for all
individuals with Down syndrome.

Introductions
Our team!

Ashley Helsing, Director of
Government Relations

Charlotte Woodward, Community
Outreach Associate

Nicole Patton, Manager of
Grassroots Advocacy

NDSS Mission and Vision
NDSS Mission: The National Down Syndrome Society (NDSS) is
the leading human rights organization for all individuals with
Down syndrome.
NDSS Vision: The National Down Syndrome Society envisions a
world in which all people with Down syndrome have the
opportunity to enhance their quality of life, realize their life
aspirations and become valued members of welcoming
communities.

NDSS Core Programs
NDSS supports and advocates for the Down syndrome
community by focusing on three key areas of programming:
• Resources & Support
• Policy & Advocacy
• Community Engagement

NDSS Core Programs
Resources & Support
• 1-800 helpline and info email
• Resources and information from birth to end of life
• Education, employment, health and wellness, aging, caregiving
and more

NDSS Core Programs
Advocacy & Policy
• National Advocacy & Public
Policy Center (NAPPC)
• Federal, state and local
advocacy
• Develop and improve laws
and policies for individuals
with Down syndrome, their
families and caregivers

NDSS Core Programs
Community Engagement
• National Buddy Walk®
Program
• Times Square Video
presentation
• Athlete Ambassador Program
• Run for 3.21 – 260+ mile relay
• Virtual Racing for 3.21 for
World Down Syndrome Day
• Gala, golf, and more!

What is Advocacy?

Advocating Virtually
•

During a time when in person meetings
may not be available, utilizing platforms
like Zoom, Skype Business, Microsoft
Teams, or conference call lines are still
an effective way to advocate.

•

Check with offices about protocols about
in person meetings.

•

Making phone calls and sending emails
are effective at building relationships.

•

Sometimes, you have a better chance of
meeting the Member because of the
flexibility of virtual meetings!

Legislative Agenda
We advocate across the lifespan
of individuals with Down
syndrome in the areas of:
•
•
•
•
•

Education
Economic Self-Sufficiency
Community Integration
Employment
Health Care & Research

The Charlotte Woodward Organ Transplantation
Discrimination Prevention Act (H.R. 1235)
This issue must be addressed because people with disabilities face
discrimination on organ transplant lists
•

Despite federal protection, people
with disabilities still do not receive
equal consideration for organ
transplants.

•

The Charlotte Woodward Organ
Transplant Discrimination Prevention
Act was introduced in the 116th
Congress and was reintroduced in
the 117th Congress by
Representatives Jamie Herrera
Beutler and Katie Porter.

•

This legislation would prohibit health
care providers from determining that
an individual is ineligible to receive an
organ donation solely on the basis of
disability.

Transformation to Competitive Integrated
Employment Act (H.R. 2373)
People with disabilities are legally allowed to be paid less
than minimum wage.
•

Passed in 1938, Section 14(c) of the Fair Labor Standards Act
authorizes employers to pay workers with disabilities
subminimum wages.
•
Employers obtain certificates from the Department of
Labor, called Special Wage Certificates (SWC) to pay
their employees subminimum wage.
•
They are trained to perform mundane tasks that do not
build capacity or transfer into skills necessary to
transition into other employment options.
•
After entering these programs, people with disabilities
remain in subsidized employment..
•
This practice reinforces the misconception that people
with disabilities are less productive and creates an
artificial barrier to future employment opportunities.
•

The goal of this legislation is to increase disability
employment through expanding the infrastructure for
providing services for competitive integrated employment and
integrated services, while simultaneously phasing out Special
Wage Certificates (SWCs) under Section 14(c) of the Fair
Labor Standards Act.

Marriage Access for People with Special
Abilities (MAPSA) Act (H.R. 731)

•

•

The Marriage Access for People with
Special Abilities (MAPSA) Act (H.R.
731) clarifies that SSI benefits for an
individual with an intellectual or
developmental disability (IDD) will not
be affected by marital status.
• When determining SSI
benefits for an individual with
IDD, only their income and
resources will be reviewed,
and will not include those of
their spouse.
Living with an IDD is incredibly
expensive, and there are few
economies of scale that can come
about when two individuals with IDD
wish to join and create one household.

Additional Legislative Priorities

•

Congressional Task Force on Down Syndrome

•

ABLE Age Adjustment Act (H.R. 1219/S. 331)

•

Disability Employment Incentive Act (S. 630)

•

Disability Integration Act

•

Access to Inclusive Postsecondary Education Opportunities

•
•

Inclusion, Equity and Disability Justice in School Safety
Initiatives
Educator Preparation, Support and Professional
Development

State Legislative Priorities: Virginia
Below are the policy priorities that NDSS seeks to
advance in Virginia

• Subminimum Wage & Phase
Out of Section 14(c) of the Fair
Labor Standards Act
• Law Enforcement Training
Regarding People with
Intellectual and Developmental
Disabilities

Law Enforcement Training Regarding People
with Intellectual and Developmental
Disabilities
This issue must be addressed in order to prevent violence against individuals
with intellectual or developmental disabilities at the hands of law enforcement.

•

•

•
•
•

People with intellectual and developmental disabilities are much more likely to have encounters with law
enforcement and first responders, yet are also more likely to have communication difficulties that lead to
misunderstandings, sometimes with tragic consequences.
In 2013, an encounter with insufficiently-trained law enforcement resulted in the death of a 26-year-old
man with Down syndrome named Ethan Saylor. This spurred attention at the local and state levels to
review and develop training programs, community and relationship-building efforts, and include selfadvocate educators as essential components of these trainings.
In February 2015, a bill (SB853) was introduced in the Maryland State Senate to establish a training
program for Maryland law enforcement named for Ethan Saylor.
The bill passed and established the Ethan Saylor Alliance for Self-Advocates as Educators in the
Maryland Department of Disabilities with the goal of increasing training for members of law enforcement
regarding the needs of those with developmental and intellectual disabilities.
A key focus of the Saylor Alliance is having self-advocated take a central role in the delivery of the
training.

What NDSS Can Do
Resources that NDSS can provide to assist you in your advocacy
journey
• Draft Action Alerts to share on social media and

•
•

•
•
•

with your networks.
Provide one-pagers, resources and toolkits.
Draft talking points and templates for meeting
requests, press releases, and letters to the
editor.
Connect you with other local advocates and
affiliates within your State.
Provide education webinars.
Alert you on upcoming hearings, draft testimony,
and write letters of support.

Integrate Advocacy into Your Buddy Walk®
Tips on how to integrate advocacy into your
local Buddy Walk®.
Advocacy Table:
•
Provide informational materials, signup sheets.
•
NDSS can provide materials
on advocacy programs and
legislative issues.
•
Letter writing/ using platforms with
prewritten letters.
Invite:
•
State and local elected officials.
•
Members of Congress/Senators.
•
NDSS DS-AMBASSADORS®.

Self-Advocate Participation:
•
Set up table or tent for self-advocates.
•
Walk around and hand out flyers or
info on certain issues.

What can you do?
Become an advocate!

•
•
•
•
•
•
•
•

Sign up for and respond to action alerts
(subscribe here) to reach your legislators on
important issues and legislation and text NDSS
to 52886
Use the NDSS website
Develop personal relationships with elected
officials & their staff & tell your personal story!
Follow up with NDSS
Sustain momentum by sharing with fellow
advocates & getting others involved
Generate positive social media
Join NDSS Capitol Hill Advocacy Day
(previously the Buddy Walk® on Washington).
Be an NDSS DS-AMBASSADOR®!

About the NDSS DS-AMBASSADOR®
Program
• Participants in the NDSS DSAMBASSADOR® Program are
volunteer advocates of all abilities
committed to taking part in the
democratic process and serving as
liaisons between NDSS and their
congressional delegations.

•

The overarching goal of the NDSS
DS-AMBASSADOR® Program is to
build long-lasting relationships with
federal, state and local elected
officials to continually raise
awareness, educate and advocate
for public policy solutions that benefit
the Down syndrome community at
the federal level.

Objectives of the NDSS DS-AMBASSADOR®
Program
•

•

•
•

•

Strengthen and organize the Down syndrome
community’s grassroots advocacy network across the
U.S.
Be more effective on Capitol Hill by building
relationships in Washington, DC, with Members of
Congress and staff.
Engage more affiliates and advocates to provide valued
input and feedback to NDSS.
Encourage more advocates to become active in
supporting legislative efforts that are beneficial to the
Down syndrome community.
Grow the NDSS DS-AMBASSADOR® Program to 435
participants – one for each congressional district in the
U.S.

Participants in the program are crucial
to the success of NDSS.

Advocacy Resources
Resources you can use in your grassroots advocacy
NDSS Website
Track Legislation
State Legislative Directory
How a bill becomes a law flow chart

How a bill becomes a law
Find your Representative
NDSS Action Alerts

Questions?!

Contact Information
Ashley Helsing
Director of Government
Relations
ahelsing@ndss.org

Nicole Patton
Manager of Grassroots
Advocacy
npatton@ndss.org

Kayla McKeon
Manager of Grassroots
Advocacy
kmckeon@ndss.org

Charlotte Woodward
Community Outreach Associate
cwoodward@ndss.org

Thank You!
For questions or comments,
please call 1 800-222-4602,
email policy@ndss.org
or connect with us on social
media

