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A Study Assessing Services and Supports for New Yorkers With Intellectual
and Developmental Disabilies, Their Caregivers, and Service Providers
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Provider Survey (n = 36)

• Create a comprehensive and rational system for people delivering mental health services to people with I/DDs.

• Allocate adequate and consistent funding to support service delivery, including services for
people with a high level of needs.

• Allow for programmatic and budgetary flexibility.

• Respond to the needs of direct service providers.

• Acknowledge the financial and emotional needs of family
caregivers.

• Reduce state-level barriers to engagement and ongoing care.

Caregiver Support COVID-19 Impact

Funding Constraints

Barriers to Care Access

NYC Service System
NYC has a comprehensive service delivery 
system supported by skilled providers and a 
legal framework that protects the rights of 
people with I/DDs. However, gaps remain, 
with housing and residential services being 
the most salient due to long waitlists.

Bureaucratic Hurdles
Bureaucratic hurdles to service access exist and cause significant 
delays. The complexity of the I/DD service system is challenging 
for people who have not received services before or who have limited 
literacy, English language or computer skills.

The COVID-19 pandemic 
demanded providers and 
caregivers treat their patients in 
unprecedented ways, such as by 
providing services remotely. 
Anxiety, depression, stress and 
trauma among service providers 
were often caused by a 
perceived lack of information 
from NYC and NYS regarding 
safety, personal protective 
equipment distribution, and 
technical skills and costs 
required for remote services. 
However, remote services 
allowed some people with I/DDs 
to engage with peers despite 
isolating due to the pandemic.

Many caregivers reported 
high levels of anxiety, along 
with profound effects on
their families. However, only 
a few caregivers reported 
receiving support such as 
therapy, support groups, 
training or financial aid to 
cover expenses.

Funding constraints are 
pervasive, with limited 
funding identified as the 
main barrier to optimal 
service delivery. This has 
lead to a reduction in 
program offerings and 
an inability to accept 
high-need and -cost clients. 
Increased constraint stems 
from reductions in payments, 
expanded needs and higher 
costs of care.

Access to primary and specialty health 
care, including mental health services 
and dentistry, are limited for people 
with I/DDs. Some providers were 
hesitant to treat people with I/DDs due 
to a lack of proper training and 
awareness of people with I/DDs.

This study sought to identify system strengths and ways to better 
support the I/DD community, caregivers and people providing 
I/DD services in NYC. 

Study Aims

Caregiver Interviews

Two Phases
Phase 1: October 2019 to June 2020 Phase 2: February to June 2021

• 37                who receive I/DD services
• 18 agencies (Phase 1)
• 3 agencies (Phase 2)
• 4 Community Service Board members 

(phases 1 and 2)

10 family members or direct
support professionals who care

for people with I/DDs.

41 providers responded. Those
who completed over 50% were 
included in the analysis (n = 36).

Examples of I/DDs: 

Autism
Spectrum 
Disorder

Down 
Syndrome 

Cerebral 
Palsy 

Attention 
Defecit 

Hyperactivity 
Disorder  

The NYC Department of Health and Mental Hygiene oversees a portfolio 
of more than 100 contracted programs and services for New Yorkers
with I/DDs. 

7.38 million
people in the U.S. have an 
intellectual or developmental 
disability (I/DD). 

2.5%
people in New York State 
(NYS) have an I/DD.

5.22

 people


