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Champlain Community Services (CCS) 
provides highly personalized support to 
Vermonters with Intellectual and 
Developmental Disabilities (IDD). The Larner
College of Medicine is partnering with CCS 
to explore the challenges faced by their 
consumers, particularly those who are non 
or minimally speaking in healthcare 
settings.

• Misconceptions that non-speaking 
people with IDD cannot feel or express 
pain3

• Unfamiliarity of healthcare professionals 
with ADA requirements4,5

• Disuse of adapted pain scales1,2

• Gather perspectives from healthcare 
providers (HCPs), CCS direct support 
personnel (DSPs), and CCS consumers on 
their experiences treating, supporting, 
and being patients with IDDs

• Create an evidence-based model for 
the patient, DSPs, and HCPs to bridge 
and ameliorate communication barriers
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Need for Personalized Care

Lack of Direct Communication 
“The doctor didn’t know I was hurt and wasn’t listening… this is my body…  they don’t listen to 
us.” (Individual with an IDD)

“It’s actually respectful to establish how they [individuals with IDD] respond or communicate their 
needs around health [and] pain. ” (DSP)

“Sometimes I don’t understand the medical language”(Individual with an IDD)

Incomplete Understanding of Unique Needs 
“It takes a little bit longer for us to register what is going on…give us time.” (Individual with an 
IDD)
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Recommendations

The proportion of HCPs with greater than 
five years of experience working with 
patients with IDD is significantly higher 
than the proportion of DSPs; yet DSPs 
report communication challenges 
between HCPs and patients. 

Communication challenges include:
• Lack of assistance with...

- Treatment plan coordination
- Patient portal and health insurance 

navigation
- Medical jargon

• Observed instances where 
HCPs showed a lack of…
- Patience for patient anxiety
- Knowledge of 

patient communication needs
- Inclusion of individual with IDD in 

medical decision making

• Personalized patient info sheets: 
general info about patient’s life, 
preferences, communication style and 
pain expression

• HCP upfront inquiry about pain 
expression and communication 
preferences of patients with IDD

• Conversion of paperwork to verbal 
interview format

• Increased HCP education regarding 
IDD

HCPs must adopt patient-centered 
communication approaches to mitigate 
communication challenges and provide 
efficient and compassionate care. 
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