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Today’s Objectives

• Consider how the “health disparities” designation should be 
implement in our care delivery systems

• Recognize that “standard operating procedures” for the non-
disabled population may not support goal achievement for people 
with I/DD

• Understand some of the unique patterns of conditions, functional 
limitations, and risk factors for quality of health

• Explore some best practices for “healthcare” caring for people with 
I/DD



• More likely to report being inactive and in poor health 
• Shorter average life expectancy than the general population.
• Most common causes of death differ from the general population and 

show higher rates of mortality due to illnesses/conditions less likely 
to lead to death in the general population.

• Less likely to receive preventative screenings and vaccinations.
• More likely to have poorly managed chronic health conditions.
• Higher rates of diabetes, arthritis and cardiovascular diseases, 

including high blood pressure and asthma 
• Higher rates of undiagnosed hearing and vision impairments.
• Higher rates of obesity.
• Higher rates of poor dental health.
• Higher risk of getting and dying from cancer
• Higher rates of prescribed psychotropic medication.
• People needing behavior support show higher rates of many 

disparities than others in the DD population

Health 
Disparities 

Experienced 
by People 
with IDD 



Chronic 
Condition/Disease 

NY State IDD 
Prevalence 

(% of population)

NY State Non-IDD 
Prevalence 

(% of population)

Currently have asthma 16.5% 7.8%
Ever had cancer 6.8% 4.8%
Ever had COPD 10.1% 3.0%
Ever had diabetes 17.0% 7.3%
Ever had a stroke 4.6% 1.0%

Source: Centers for Disease Control and Prevention, National Center on Birth Defects and Developmental Disabilities, Division of Human Development and Disability. Disability and Health 
Data System (DHDS) Data [online]. [accessed Jun 13, 2023]. URL: https://dhds.cdc.gov

https://dhds.cdc.gov/


Barriers to Health Equity for IDD

• People with developmental disabilities lack access to quality health 
care, with “health” broadly defined.

• Quality health care has a variety of components, so there are a 
multitude of individual barriers that contribute to a lack of access to 
quality health care for people with DD.

• Barriers to quality health care fall into several categories:
• Systemic barriers
• Societal/attitudinal barriers
• Barriers due to a person’s functional limitations related to his/her disability
• Intersectional barriers influenced by factors other than a person’s 

developmental disability 



Systemic Barriers
• The US health care system was not designed to 

accommodate the specific needs of people with 
developmental disabilities, especially as the life 
expectancy for people with IDD increases.

• There is a lack of research into health disparities 
experienced by people with disabilities, including 
developmental disabilities.

• Public campaigns for health promotion are typically 
not inclusive of people with IDD. 

• There are no curriculum requirements for 
undergraduate pre-med programs or medical 
schools to provide education that prepares medical 
professionals to understand and accommodate the 
specific needs of people with developmental 
disabilities. 



Societal/Attitudinal Barriers
• Societally, there are many stereotypes, misconceptions and 

prejudices towards people with DD. 
• Medical professionals who have had little exposure to 

people with DD and little education specific to 
developmental disabilities often carry these attitudes.

• Societal lack of understanding related to the human and 
civil rights of people with DD continues to be a barrier to 
progress in many areas.

• Societal stigmas surrounding receiving psychiatric care or 
having psychiatric diagnoses may cause people with DD to 
avoid seeking specialty health care when they need it. 

• People with DD and their families/advocates report that 
negative experiences with health care providers have made 
them less likely to seek medical care when they need it.



Barriers Related to Disability
People with developmental disabilities 
• Often have functional limitations to their 

communication skills which create difficulty in 
communicating their needs to medical providers 
and understanding recommendations or 
instructions from their medical providers. 

• Are three to five times more likely to 
demonstrate challenging behavior. 

• May have physical disabilities, sensory 
processing issues and other needs. For example, 
medical centers, exam rooms and other physical 
environments where health care is provided are 
often not fully accessible to people who use 
wheelchairs or need to avoid bright lighting.



Intersectional Challenges
• When people with IDD also fall into racial 

and other minority groups that experience 
health disparities, the disparities they 
experience are compounded.

• There are numerous social determinants of 
health that contribute to health disparities 
that are very common in the IDD 
population, including:

• Low income/socioeconomic status 
• Inadequate or inaccessible housing 
• Unemployment 
• Lack of reliable transportation 
• Lack of social connectedness 

• Issues in these areas compound the already 
significant disparities experienced by 
people with IDD related to their disability.



Strategies to Address Disparities
• In the same way that there are a multitude of barriers 

to people with IDD receiving quality health care, there 
are also many recommendations and strategies to 
improve access to health care for people with IDD, in 
order to reduce the disparities in their lived experience.

• To fully address the identified barriers to quality health 
care for people with DD, change is needed on multiple 
levels of our healthcare system, including: 

• Systemic changes at a federal or nationwide organizational 
level

• Systemic changes at a state or local level
• Local changes that can be made by medical providers, 

healthcare systems and payers



Systemic Changes to Reduce Disparities

• At a national level: 
• %educe funding complexity and fragmentation of health care systems.
• Recognition of people with IDD as a demographic group that experiences health disparities Efforts to 

make public health initiatives more inclusive and accessible to people with disabilities.
• Creation and standardization of curriculum requirements for undergraduate medical programs and 

medical schools to ensure medical professionals receive education on the specific needs and human 
rights of people with disabilities.

• At a state or local level: 
• Continued efforts to address issues of poverty, inadequate housing and accessible transportation.
• Efforts to make statewide or local public health initiatives more inclusive and accessible to people with 

disabilities.
• Improve data collection on demographic information related to disabilities 



But the IDD community requires distinctive 
competencies that are often missed.



It’s Time to Take Triple Aim at IDD

Community 
Quality of 

Health

Appropriate 
Resource- 
Allocation

Individual 
Quality of 

Health



Historically, the medical model has been dominant. 

It defines disability as an impairment or 
problem existing within the body or mind that 
can be identified by objective scientific or 
expert observations and ameliorated with the 
guidance or treatment of experts to help the 
person adapt and conform to the “normal” 
environment. 



The social model challenges the medical model’s definition identifying 
disabled people as ‘defective’ and disabled lives as inherently inferior to 
nondisabled lives.

• From a social-model perspective, disability 
occurs when a person with an impairment 
interacts with physical or social environments 
that do not take the full range of human body 
variation into consideration and are 
unaccommodating or hostile as a result. 

• In the social model, disability is a social 
construct, and disabled people are an oppressed 
minority group with unique histories and 
perspectives.



For this discussion….
• We are going to consider IDD through the lens of JG Miller’s 

Living Systems Theory, and its descendent, Dr. George Engel’s 
biopsychosocial model 

• These models define health and well-being as harmony within 
the hierarchy of living systems.  

• BIO =  Body structures/Body functions
• PSYCHO = Activities and participation (experience and 

behavior)
• SOCIAL = Environmental factors (barriers and facilitators)

• Illness, disease or disability are therefor the result of a force or 
perturbation at one of the levels that reverberates among and 
perturbs the functions of the whole.

PSYCHO
SOCIAL

BIO



Environment 
(Physical, Attitudinal, 
Social, Barriers and 

Facilitators)

Personal Factors
(Sex, Age, Gender, 

Behavior)

Functional Capacity = Outcomes

Condition

Body Structures and 
Function

(Motor, Cognition, 
Affective)

Activities
(Self-care, Mobility, ADL)

Participation
(Social Roles, Education, 

Employment)



Which Means Diagnosis Doesn’t Matter



Strategies for Medical and DD Providers

An “IDD-Tailored” Model of Health Care 
focus on functional capacity, risk reduction; 

recognizes individuality and personal factors, 
shares decision making and involves a diverse 
portfolio of approaches to meet their needs



Changes at the Provider/System Level
• See each patient as a whole person, not just their disability.
• Embrace the WHO definition of health as a "a state of complete physical, mental, and social well-being and 

not merely the absence of disease or infirmity.”
• Life –course outcomes vs “Response to therapy”

• Adopt an IDD-tailored model of care
• Baseline IDD-focused assessments of function and risk
• Preventive/proactive interventions based on known IDD issues/challenges
• Intensive primary care
• Care coordination/care management
• Surveillance for known patterns of risk/challenges
• Orchestrate across all programs and resources available to support people with developmental disabilities in various aspects 

of daily
• Ensure that the physical environment in which health care is provided is accessible to people with all types 

of disabilities and that specialized medical equipment needed to treat people with disabilities is available. 
• Encourage self-advocacy and self-determination for patients with DD



Medical 
Complexity

Family Service 
Needs

Functional 
Limitations

Healthcare 
Resource 

Requirements

Chronic 
Conditions

Individuals with IDD 
deserve best practices for 
“Medically Complexity””



The Foundation of IDD-Tailored Care
• Consider “whole life” needs beyond medical care and the influence of health status on 

participation in family and community.
• Work closely with your patient’s Care Manager to coordinate care, information sharing and support 

access to resources.
• Recognize challenges to communication and decision making.

o Adapt communication to meet the needs of people with IDD. 
o Check for understanding;  expressive and receptive communication skills may differ in the same person

• Factor in family/caregiver stresses and available resources/ capacity to actively participate in 
holistic care.

• Factor in communication and language diversity (sign language, hearing deficiencies, English as a 
Second Language/ESL, grade-school reading level materials) as well as ethnic and cultural 
considerations.

• Change in behavior is type of communication.
o In persons with IDD think first of common conditions (e.g., GERD, arthritis, pain, constipation,, wax in 

ears, social or environmental change) as a source of behavior change



The Basics
• IDD-Tailored Annual Wellness/Well-Child Visit

• Schedule this visit in the first quarter of every year
• Maintain a comprehensive list of chronic conditions, even if stable (supports accurate CMS acuity assessment)
• Know patient-level risks
• Plan risk-reduction for ambulatory care sensitive conditions (ACSC’s
• Develop annual preventive services and risk/screening assessment 

• Follow-up Health Maintenance Encounters
• Preferably at least two additional visits a year
• Additional visits based on needs, complexity, risk level.
• Track and monitor chronic and ACSC’s.

• Transitions-of Care Encounters (ED/Hospital Discharge)
• Facilitate receipt of discharge summary from Care Manager within 3 days of discharge
• Engage Care Manager to facilitate scheduling of follow-up encounter.
• Post hospitalization or emergency room follow-up should take place within 7 days of discharge; best practices to 

prevent readmissions is 3 days.
• Dental Care

• Encourage patients and work with their Care Manager to ensure dental care; dental disease is among the most 
common health problems in adults with IDD owing to their difficulties in maintaining oral hygiene routines and 
accessing dental care. 

• Consider desensitization visits/ pre-visits for familiarization and comfort ahead of treatment appointment.
• Immunization Maintenance

• Annual flu shots
• Adequate pneumonia, RSV and Covid-19 protection
• As appropriate HPV vaccine



Focus on function and risk, not just diagnosis
Conduct routine assessments beyond physical exam (falls, choking, ADLs, iADLs)

Screenings & Assessments
• Annual

• Cancer Screenings (Colorectal, Breast, Cervical)
• Falls Risk
• Functional Status
• Hearing/Vision
• Mental Health Screening (anxiety, depression, loneliness)
• Nutrition
• Social Needs

• As indicated.
• Apnea
• Choking/Aspiration Risk
• Cognitive/Dementia Screen
• Osteoporosis Screening (age >66 + for any patient with limited ambulation)
• Pain
• Sensory Screening
• Skin Risk
• Substance Use/Abuse



Condition Management
Condition Management
• Hypertension
• Diabetes
• Cancer Screening
• Cardiovascular disease
• COPD/Asthma
• Epilepsy
• Psychotropic Medications 
Preventive Services
• Dehydration
• Constipation
• Foot care
• Cerumen
Medication Management 
• Manage polypharmacy; long-term use of certain medications are prevalent among people with IDD, known to 

cause largely preventable adverse drug events.
• Medication Review

• Conduct with each HCM encounter.
• Comprehensive Medication Therapy Reconciliation (CMTR)

• Review and return acknowledgement of CMTR from PHP Clinical Pharmacist



Advance Care Planning
• With their growing life expectancy, the numbers of older adults with IDD 

continues to expand, and community agencies and families now face the 
challenge of providing supports as these adults experience age-related changes. 

• Adults with IDD are more likely to experience earlier age-related health changes, 
limited access to quality health care, and fewer financial resources. 

• In addition, they are more likely to be living with parents into adulthood and have 
more limited social supports and friendships outside the family.

• This all speaks to the need for Advance Care Planning (ACP) in early adulthood for 
individuals with IDD.  

• Getting started early sets the foundation for the individuals future, especially 
because the ACP is not a singular act, but an ongoing process that best practices 
say should be reviewed at least annually and/or with any significant change in 
status.  



Lifestyle Considerations 1 
Eating, Nutrition
• Monitor hydration status;  even 95% of needed oral intake can result in a chronic “hypohyration” status with clinical consequences 

including infection risk (e.g..UTI), reduced wound healing, 
• Monitor weight trends regularly and assess risk status using body mass index, waist circumference or waist-hip ratio measurement 

standards.
• Counsel patients and their caregivers annually regarding targets for an optimal diet and level of physical activity using general 

population guidelines by age. Advise patients regarding possible changes to their daily routines to meet these targets.
• Address modifiable risk factors for obesity such as medications and environmental or social barriers to optimal diet.
• For anyone who is not meeting nutrition targets, refer to interprofessional health promotion resources (eg, dietitians, support 

workers).
Physical Activity
• Physical inactivity is prevalent in patients with IDD.
• Address modifiable risk factors such as environmental or social barriers to optimal physical activity.
• Confirm participation or refer to community programs adapted for people with IDD
• Consider bone health risks associated with limited ambulation. 
Smoking, Alcohol, Drugs
• Screen for tobacco use; provide or refer for appropriate medical or behavioral supports
• Screen for substance use; high risk of abuse is associated with mild IDD, persons who live independently, males, those with 

psychiatric disorders, and those with legal issues.  Most common substances include alcohol, cannabis, prescription medications



Lifestyle Considerations 2 
Safety
• Consider risks for the individual and adapt counseling accordingly (eg, adult with DD who has a propensity for pica, risk of 

elopement, or who uses a bicycle). Include caregiver stress.
• Monitor for signs of abuse, which may manifest themselves indirectly
Sleep
• Sleep problems (eg, difficulties settling, night walking, or early awakening) are common among adults with IDD and often 

result in increased caregiver stress
• If a problem has been identified, consider physical health issues (eg, GERD, pain, OSA), sleep environment, medications 

(eg, psychotropics, anti-epileptics), life experiences/stressors, psychiatric conditions.
• Assess for OSA in high risk patients with obesity, craniofacial abnormalities, certain genetic disorders (eg, Down syndrome) 

and neuromuscular disorders (eg, cerebral palsy).
Pain
• Assess for pain and its intensity with caregiver input and adapted tools.
• Pain and distress can manifest atypically in patients with limited communication and can be difficult to recognize. 
• Common sources of pain include injury, dental caries, GERD, arthritis, constipation and urinary tract infections.



Sexual Health 
• Discussions about sexuality may vary depending on the patient’s level of IDD. In patients with mild IDD, provide consistent 

messages repeatedly. In patients with moderate or more severe IDD, the discussion may be more with the caregiver, 
decision-making supporter or substitute decision maker.

• Ask male and female patients, their family, or other caregivers about the patient’s relationships, intimacy, and sexuality 
(eg, sexual behavior, gender identity, sexual orientation, genetic risks).

• Ask about self-stimulation and masturbation, in part to indicate to patients and caregivers these can be important topics.
• Explore family plans to address unintended pregnancy. In females and males at risk, ask if the patient and/or substitute 

decision maker wish to discuss the pros and cons of birth control.
• Perform breast and testicular examination in adults with IDD.
• For patients who have been sexually active, inspect the perineum for venereal warts and obtain cultures for STIs from the 

pharynx, rectum, and vagina as per guidelines for the general population (eg, every 3 months for patients having 
unprotected sex).

• To minimize or avoid the need for vaginal speculum examinations of women for whom this would be difficult, all at-risk 
patients should be given the HPV-9 vaccine.

• These examinations should follow a trauma- informed approach. Consider providing easy-to-read patient information 
leaflets, such as for cervical screening, or prostate screening, 



Review of Systems
• Eyes:  Vision
• Ears:  Hearing, Cerumen
• Mouth/Teeth:  Dental health (caries, gingiva), Swallowing, Aspiration Risk; GERD
• Neck:  Thyroid
• Skin: Dermatitis, Eczema, Ulceration
• Abdomen:  GERD
• Cardiovascular:  CV risk, genetic associations, CHF
• Respiratory:  Asthma, COPD, OSA
• Gastrointestinal:  GERD, constipation, peptic ulcer disease, celiac disease, pica.
• Genitourinary: Urinary retention; peri-menstrual/menstrual issues
• Musculoskeletal: Foot care; Osteoarthritis, Scoliosis, Contractures, Spasticity, and Ligamentous laxity; 

Osteoporosis risk
• Neurological: Seizure management; change in gait, balance issues, parkinsonism, generalized weakness, 

somnolence; emerging/localizing neurological findings; dementia
• Endocrine:  Thyroid, Diabetes
• Mental health: Differentiate behaviors that challenge (e.g., aggression, self-injury or irritability) from 

psychiatric disorders. Consider, especially before mental health diagnosis or drug treatment: physical causes 
(e.g., rule out infection, constipation, dental pain); environmental changes (e.g., changed residence, reduced 
supports, usual worker on holidays); and lived experiences (e.g., stress, trauma, grief).



Bottom Line: The “standards of care” may not be 
standard for people with IDD

FROM THIS WEEKS NEW ENGLAND JOURNAL OF MEDICINE

”A staff member at my sister’s group home noticed the swelling in 
Deborah’s breast. She was giving her a bath. She phoned Deborah’s 
doctor, who came to the house.” 

“The breast exam was not easy. Deborah, then in her early 40s, was 
intellectually disabled, non- verbal, and autistic.” 

“Then came the day we sat in a basement office with Deborah’s 
oncologist and breast surgeon to review the options. Everyone, the 
doctors included, seemed flummoxed. It was becoming distressingly 
clear that the standard of care — if it were to be responsive to 
Deborah’s needs — was simply out of reach.”

“I don’t know whether Deborah would still be alive had there been 
more information and guidance available. I am pretty sure that the 
family meeting would have been different if (someone) with 
expertise in working with intellectually disabled adults, had joined us 
in that basement office.”



Questions/ Comments
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