What are Developmental
Disabilities?

Developmental disabilities are physical or
mental impairments that begin before age 22,
are likely to continue indefinitely, and result
in substantial functional limitations in at least
three of the following:

P Self-care (dressing, bathing, eating, and
other daily tasks)

Speaking and being understood clearly
Learning

Walking/mobility

Self-direction

Independent living
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Economic self-sufficiency

Developmental disabilities may also result

in a need for a combination and sequence

of specialized, interdisciplinary, or generic
services, individualized supports, or other
forms of assistance that are lifelong and
require individual planning and coordination.

Some common types of developmental
disabilities are cerebral palsy, intellectual
disability, autism spectrum disorders, Down
syndrome, Fetal Alcohol Spectrum Disorder,
Fragile X, and epilepsy.
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What is Intellectual Disability?

Intellectual disability is a disability
characterized by significant limitations both
in intellectual functioning and in adaptive
behavior originating before the age of 18.
The term intellectual disability covers the
same population of individuals who were
diagnosed previously with “mental
retardation” in number, kind, level, type,
and duration of the disability and the need of
people with this disability for individualized
supports and services.

The old term has fallen out of favor and has
been replaced in a number of federal and state
statutes, regulations, and court decisions. In
2010, Rosa’s Law was enacted which directed
the use of the term “intellectual disability”

in federal education, health, and labor laws.

In 2013, the Social Security Administration
replaced the old term. In addition, the Centers
for Medicare and Medicaid Services issued
regulations to substitute the term for long
term supports and services in the Medicaid
program. In its 2014 decision in Hall v. Florida,
the U.S. Supreme Court announced that it
will use the term intellectual disability. It is
expected that other courts will follow suit.




Key Federal Policy Issues for People with Intellectual and/or Developmental Disabilities (I/DD)

ederal public policy is critical to ensuring that
F people with I/DD can live fully inclusive and
productive lives in the community.
These policies include:

Budget and Tax

Sufficient tax revenue must be

raised in order to appropriately

fund social insurance (Social

Security, Medicare), safety net
(Medicaid, Supplemental Security Income (SSI)),
and discretionary programs (such as housing,
education, employment, and transportation) that
people with I/DD rely on for their health, safety,
and wellbeing.

Civil Rights

Civil rights must be preserved
through vigilant enforcement of
laws and regulations as well as
strong opposition to efforts that
limit the rights of people with I/DD.

Community-Based Long
Term Supports & Services

These must be widely accessible,
consumer controlled, and provided
in the community without the
requirement that people impoverish themselves
in order to obtain assistance with activities of
daily living, such as getting dressed, taking
medication, and preparing meals.

Direct Support Professionals
These professionals must be well trained
and fairly compensated to provide the
necessary supports and services for people

with I/DD where they work and live.

Education

The education system must help people
with 1/DD to achieve their full potential
and independence by having high
expectations, integrated instruction by
certified and effective teachers, inclusive classrooms,
appropriate assessments, and only using positive
behavioral supports.

° 9 Employment

Employment programs must be expanded
to provide more job development,
placement, and coaching, skills training,
and other services necessary to help find
and maintain competitive, integrated employment for
people with I/DD.

Family Support

Counseling, support groups, respite,
training, cash assistance, and information
and referral must be made widely available
to family caregivers, especially those who
are aging, and who provide supports in the community.
This will help avoid costly and unwanted institutional
placements of individuals with I/DD.

Health Care

People with I/DD must have timely

.‘ access to high quality, comprehensive,
accessible, affordable, and individualized

health care services to improve and

maintain health and functioning.

Housing

&\ An adequate supply of safe, accessible,

integrated, and affordable supportive
housing in the community for people with
I/DD must be available.

Medicaid

This program is the single largest funding
source of both acute health care and long
term supports and services for people with
I/DD. It must be preserved and rebalanced
to make home and community based services the norm
and institutional services the exception.

Social Security & SSI

This system provides the primary income
sources for many people with significant
disabilities to meet their basic needs for
food, shelter, and clothing. Benefits and
eligibility must be maintained and the long-term financial
future of these programs must be considered outside of
deficit reduction efforts.

Technology

Technology must be accessible
and made widely available to
make communication, education,
independent living, and
employment opportunities available for people
with I/DD.

Transportation

E Q Accessible transportation programs
must be expanded and anti-

discrimination policies must be

enforced to help people with

I/DD access employment, health care,

recreational activities, and other aspects of
community living.

Many additional federal policy issues greatly
affect people with I/DD. See the full policy
agenda on the websites of the partnering
organizations.

The Arc, AAIDD, ANCOR, NACDD, and UCP are
national organizations that serve and advocate
for people with intellectual, developmental, and
other disabilities. We work together to shape,
expand, and protect a strong federal role that
provides vital benefits, services and supports and
assures civil rights for our constituency.



