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THE ARC CONNECTICUT
FAMILIES FOR FAMILIES

The Arc Connecticut is a 64-year-old advocacy 

organization. We are committed to protecting the 

rights of people with intellectual and developmental 

disabilities and to promoting opportunities for their 

full inclusion in the life of their communities.

Families for Families is our grassroots group of 

parents, family members and caregivers dedicated to 

making sure that all people with I/DD in Connecticut 

have access to the vital services and supports they 

need to  live and participate in their communities. 



This workshop is for families who have teen or young 

adult children with intellectual and developmental 

disabilities (I/DD) who will be eligible for either DDS 

services (meaning IQ’s of 69 or lower) or qualified for the 

Autism Waiver program.

This presentation is designed to give you a snapshot of the 

state of funding for services for people with I/DD and how 

that will impact your child or loved one when they 

graduate.
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Purpose



o School Years: Most of you are here with school-aged 

children, who are currently protected by federal 

education laws.

o DDS Years: After age 21, your children (if eligible) will 

receive services from the Department of Developmental 

Services (DDS), a CT agency.  These services are not 

guaranteed, but depend on budget availability.

o Furthermore, because of state budget problems, 

funding for DDS has been dramatically cut over the 

years, leaving the agency unable to provide much for 

our children.

o The Future: There are things you can and should do, 

both to help your own family and to support better 

funding for all CT families. 4

Overview



o Educational services for people with disabilities from 

age 3 to 21 are covered under the Individuals with 

Disabilities Education Act (IDEA). This is a federally-

mandated law, so services covered by IDEA are 

entitlements.

o The purpose of the IDEA to provide special education 

and related services designed to meet their unique 

needs and prepare them for further education, 

employment, and independent living …

o IDEA services end after the school year when the 

child turns 21.
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School Years: Services Up To Age 21 Are 

Guaranteed



o Set your child up for post-21 success by advocating for 

good transition services while in school

o By age 16, your child must have comprehensive 

transition planning done – this should be reflected in 

IEP goals and objectives, and services provided

o Get (and read) a copy of the Transition Bill of Rights 

(provided by the CT State Department of Education)

o Pay attention to the areas of your child’s IEP that are 

about transition
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While Your Child Is Still In School, There 

Are Things You Should Do
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o DDS or Autism Waiver (Department of Developmental 

Services/Department of Social Services)

o Social Security (SSI or SSDI) (Social Security 

Administration)

o Title 19/Medicaid (DSS)

o Community First Choice (DSS)

o Financial/estate planning – consider special needs 

trust and/or ABLE account (private financial advisor)
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Research and Apply for Appropriate 

Agency Services

We are not going to cover these in detail, 

but are happy to talk further after the 

presentation
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Graduation Comes – Then What?



Transitioning from School to Adult 

Services
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To qualify for DDS services your child must have an IQ of 69 
or below, or qualify under the DSS Autism Waiver 
guidelines.  However, even if he/she is found eligible, 
currently there are waiting lists for all DDS services:

¢ DDS services are not guaranteed by law, and supports for 
your adult child with I/DD are not an entitlement 

¢ Individuals who need and are eligible for DDS services 
can be, and routinely are, denied funding for services

¢ Services and supports for people with I/DD are funded 
solely at the discretion of the Governor and the 
Connecticut General Assembly, and implemented by DDS 
and DSS
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DDS Services Are Not Guaranteed



o DDS services are funded through the state budget

o There have been tens of millions in cuts to the DDS 

budget every year for the past several years, due to 

challenging state budgets

For the State of CT, legislative analysts are 

projecting deficits in the billions for the next three 

budget cycles. 
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DDS Budget Facts



Residential

o There are over 2,000 people on the “waiting list” for 

DDS residential services

² Some on the list have waited years, or even decades

o DDS currently awards residential placements only in 

cases of emergency – abuse, neglect, homelessness, or 

usually the death or disability of both parents or 

caregivers

o In 2012, former DDS Commissioner Terry Macy admitted 

to families, “There is no waiting list because there is 

nothing to wait for.”
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Budget Challenges Lead To Waiting Lists



Day Programs (Day & Employment Services)

o DDS has historically offered day budgets to all young 

adults graduating from the school system. 

o That funding has been put on the chopping block year 

after year.

o Last year there was no funding in the budget at all until 

the last minute. 2017 grads did not start getting funding 

until November, some as late as January. 

o There is currently a waiting list for Day & 

Employment Services
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New Waiting Lists Are Forming



Respite

o Respite centers have been closed, and individual 
respite budgets have been decreased

Behavioral Support Program (BSP)

o This part of DDS, which serves individuals with severe 
behavior issues, has a waiting list

Family Grants

o One-time grants available to help families with in-
home supports or therapeutic items – this budget is also 
decreased

These services are often lifelines for families waiting 

for residential supports.
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New Waiting Lists Are Forming 



What Does This Mean for Your Family?

Given the state’s current budget 

projections, you should be very 

concerned that the services your loved 

one needs may not be available when he 

or she graduates
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1. The 2018 legislative session began Wednesday, 

February 7, 2018. 

2. Arc Legislation: An Act Establishing a Pilot to Serve 

People Seeking Residential Services from the 

Department of Developmental Services.

3. Arc Watchlist:

Ø Funding for 2018 Graduates

Ø Funding for Emergency Placements

Ø Community First Choice

Ø Bills that would created a segregated healthcare 

system for people with I/DD
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What’s Happening Right Now?
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What Should You Be Doing?

Work to secure 

what your child 

needs

Work for the 

greater good



o Make sure you have all of the school-based transition 
services your child needs. Get an independent transition 
evaluation if needed.

o If you haven’t yet applied to DDS, or for the Autism 
Waiver (for IQ above 69), do it now

o Learn about the other agency funding that you may 
need to apply for:

² SSI (Social Security Administration)

² Title 19/Medicaid (Department of Social Services)

² Home Health Aide supports (DSS)

² Community First Choice – some uncertainty here, 
but more applicants could help keep it (DSS)
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For Your Child – Make Sure You’ve 

Done These Things



o Go to every meeting you can find about Adult Services, 
Transitions, Housing, etc. 

o Consider a financial planner with special needs 
expertise, who can help you work through the various 
ways you can protect your child’s services (e.g., special 
needs trusts, ABLE accounts)

o Get to know your legislators – if you’re not on a first-
name basis with your state Senator and Representative, 
you’re making a mistake

² Invite them to your house, and let them meet your 
child and see your life.  Attend town meetings and 
raise questions about DDS funding.  Bring your 
friends. Bring your kids.

21

For Your Child – Make Sure You’ve 

Done These Things



o Legislators respond to pressure from many voices.  Help 
all families, including your own, by being part of this.

o Throughout history every service and advancement for 
people with I/DD came because families fought for 
more
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For The Greater Good – Get Involved
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Testify at Family Hearing Days
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Attend Lobby Days
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Testify In Front Of Committees 
(Appropriations, Public Health)



TAKE ACTION!
1. Email your legislator tomorrow.

§ Introduce yourself and your family.  Tell them what your 
child’s needs are now, and what they will need after 
graduation

§ Tell them you need them to fight for DDS funding and 
for your child

§ Host or attend face-to-face meetings in a family home 
or in the community with legislators and SPEAK UP!

2. Sign up for The Arc Connecticut’s Families for Families 

budget updates and action alerts 

3. Write a letter to the editor of your newspaper

4. Commit to going to the Capitol with other families at least 
once during the legislative session
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Crisis Creates Opportunity

This crisis has woken families up and it presents us with a 

real opportunity to create a better system for ALL people 

with I/DD.

The efforts of a small group of families have brought us a 

long way, but with huge projected deficits we can expect 

more cuts and longer waiting lists for DDS services.

There are currently 18 states that have little to no wait for 

community based services. There is no reason why 

Connecticut can’t be added to this list if families choose 

to make that happen.
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Families for Families

“The people who are crazy enough to think they can 

change the world are the ones who do.” ~ Steve Jobs
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