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Common types of disabilities seen

Spinal cord injury

Spina bifida

Multiple Sclerosis

Cerebral Palsy

Intellectual and developmental disabilities

Down syndrome

Visual impairment

Hearing impairment



Why more health issues in 
adults with intellectual 

disabilities?

Those with ID – received 4 times the number of 
prescriptions as those without ID

Physical disorders can be a side effect of psychotropic 
drugs



Medical Issues in Aging for people with 
disabilities

Decreased Mobility  (increased risk of stroke, diabetes, 
obesity)

Loss of ADLS from pain, loss of strength, flexibility, 
vision

Decreased cognitive function

Bowel and Bladder Dysfunction

Respiratory Complications



Common Conditions that 
send people with intellectual 

disabilities to the ER
Dehydration

UTI

Skin infections

(ENT, Respiratory issues, Epilepsy)

Hosking 2017 Preventable Emergency Hospital Admissions 

Among Adults with Disabilities in England.  Annals of Family Medicine
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Down Syndrome Center of WPA

 Educational Resources for:
 New parents
 Community primary care providers
 Obstetricians

 Lectures and clinic observation opportunities
 Medical students
 Residents
 Neurodevelopmental fellows
 Graduate students

 Genetic Counseling
 Physical therapy



A new patient presents to your clinic with her caregiver.  
She is 55 years old with Down Syndrome and appears 
older than her stated age.  She has been pretty healthy 
although the staff has noted some decline in her abilities 
to participate in the life of the group home where she 
resides.  She has co-morbidities of OSA, hypothyroidism, 
GERD & osteoporosis.  The staff wonders if this is 
unusual for her to have so many problems at her age.

CASE:



Hermans, H. & Evenhuis, HM. (2014).   

Multimorbidity in older adults with 

intellectual disabilities.  Research in 

Developmental Disabilities. 35. pp. 776-783.

Aim:  People with ID seem to have an increased risk of multi-
morbidity (MM).  So this study was designed to establish the 
prevalence & associated factors of chronic MM in a broad client 
population, aged 50 yrs or greater of Dutch ID service providers. 



Impact: It is not uncommon for anyone with a 
diagnosis of ID (but even more common in adults with 
DS) to have at least 2 or more chronic conditions.  In 
DS it will be common to have 4 or more chronic 
conditions)

Take Home Message:  In adults with DS it can be 
expected that they will, more than likely, need to be 
simultaneously treated for 4 or more chronic 
conditions.

Impact and Take Home 
Message





Italian Study of 16 people with 
Down Syndrome who died of 

Covid 19
Average age 52

30% with bacterial 
superinfection

37% with Dementia

100% died of Acute 
Respiratory distress 
syndrome

78 in general population

13% with superinfection

16% with Dementia

97% with ARDS



Are people with 
Disabilities at 
higher risk for 

developing 
COVID-19?

It does not appear that intellectual 
disabilities alone increase the risks of 
getting COVID-19



Are people with 
Intellectual 

Disabilities at 
higher risk for 

COVID-19 
complications?

For those with disabilities over 3 
times the risk of death if COVID 
positive

With Down syndrome 3 times the 
risk of hospitalization

3-10 x the risk of death

But…….

Ortega.  2020 Lessons from Individuals with Down syndrome 
during Covid 19.  Lancet 



Are people with 
Disabilities at 
higher risk for 

COVID-19 
complications?

Similarly to the general population, the 
highest risks appear to be:

Older than 65 years of age

Compromised immune systems (like 
due to chemotherapy or dialysis)

Chronic pre-existing conditions (like 
heart disease, kidney disease, diabetes, 
chronic lung disease)

People in group homes or long-term 
care facilities



Why higher risk?

In group homes, people with IDD in close proximity to one 
another and to support staff

Shared living environments may facilitate the introduction 
and spread of COVID.

Higher rates of chronic health issues and poorer health 
status

For many conditions:  higher rates of death from flu and 
pneumonia

Turk 2020, Landes, 2020



Data for Virginia

VDH department of health posts weekly data on covid 
outbreaks by selected exposure settings:



AADMD Support guidelines



AADMD Support guidelines



How can we help people with disabilities
stay healthy and prevent infection?

o Routine is key!
o Social distancing
o Wearing masks
o Washing hands



How much do masks help?

70% reduced risk of becoming infected compared with 
those who didn't wear masks during high risk exposures.

wearing a mask sometimes during contact did not lower 
infection risk

Maintaining >1 m distance from a person with COVID‐19, having 
close contact for <15 minutes, and frequent handwashing were 
independently associated with lower risk for infection

Case‐Control Study of Use of Personal Protective Measures and 
Risk for SARS‐CoV 2 Infection, Thailand  Nov 2020



Pitfalls of isolation



 People with Down syndrome can be very sensitive to sudden changes to 
their routine and environment, which may cause stress and anxiety. Here 
are some common behaviors families/caregivers may see that could 
indicate a child or adult with Down syndrome is experiencing stress 
during the pandemic:

o Behavioral changes or regression/loss of certain previous skills (e.g., 
incontinence when previously toilet trained or no longer wanting to or 
being able to complete activities of daily living that they previously were 
able to do). 

o Increase in self‐talk.
o Increased isolation or desire to be alone.
o Rapid shifts in mood or tearfulness.
o Disruptive behaviors or angry reactions that were not present prior to 

COVID.
o Specific fears, anxieties, or phobias that were not present prior to COVID



Here are a few things families and/or caregivers can do to support a person with 
Down syndrome during the challenges presented by COVID:

o Maintain routines/structure as much as possible with visual schedules and 
checklists.

o Find approved ways to help the person with Down syndrome stay connected. 
Video chat, texting, phone calls, letters, etc.

o Make a list of activities that are allowed, both indoors and outdoors, such as 
bike rides, or virtual dance parties where it is possible to stay physically 
distanced. Posting the list of activities around your home can also be a 
helpful reminder.

o Put together a memory photo book about the people or activities that are 
missed.

o Use a social story explaining the situation in simple, first‐person terms.
o Validate the person’s feelings, no matter what they are feeling.
o People with Down syndrome may be more easily influenced by the emotions 

of others, so be mindful of how your own emotions may be impacting the 
person with Down syndrome.

o Talk to a psychologist, therapist, or other professional familiar with your child 
or adult about how to help the individual with Down syndrome process the 
“new norm”.



Barriers Limiting Access To Health Care

Physical 

Sensory

Intellectual

Communication

Insurance

Transportation

Provider 
Knowledge 
and Attitude



Access to Health Care for Women 
and Girls with Disabilities



Communication is Key

An 18 year old woman (accompanied by her mother) 
presents because of unbearable pain in her left hip. 
Her mother makes a plea for intensive pain 
treatment, as her daughter screams and hits when 
being washed and dressed in the morning. The 
daughter has a spastic tetraplegia and epilepsy. She 
has a grand mal seizure about once a month. She 
does not speak but understands gestures and 
communicates by facial expressions and screaming. 



At age 14 she had surgery on her left hip. After some 
remission, two years later, the pain increased and she 
seemed to have osteoarthritis. Surgical revision did 
not result in improvement of her complaints. Her 
pain increased. By that time, she had moved from her 
parents’ house into a community living facility with 
five other people with intellectual disabilities. The 
house had been recently renovated, adapted to the 
needs of the residents and it was staffed by 10 part 
time workers, all trained in support for people with 
intellectual disabilities.



One member of staff, experienced in working with people 
with autistic spectrum disorders wondered if she might 
have an autistic spectrum disorder in addition to her 
physical problems. Consultation with a psychologist 
confirmed the presence of an autistic spectrum disorder. 
Videotapes of individual staff members performing their 
morning routines with her showed great differences in 
behavior—for example, in how they greeted her in the 
morning, moved her in the lifting device, or helped her to 
shower and to use a wheelchair. Subsequent training in 
total communication, including a consistent application of 
this approach, diminished the screaming and hitting 
greatly. In the following months, the dosage of analgesics 
was substantially reduced.



What are special considerations for individuals living in 
group homes, nursing homes, or with Dementia?

1.  Know the extent of  COVID-19 in your community 
and the group home’s community 

2.  Check how prepared the agency is who runs the 
group home

o 3.  In those with Dementia, or are non-verbal:  look 
for increased confusion or significant change in 
behavior



What are signs of 
COVID-19 illness and 
what do we do if they 
are present in a loved 
one with a disability?

Mild symptoms

Cough, congestion, runny nose, 
fever without difficulty breathing or 
keeping hydrated

 Stay Home and continue recovery

 No need to seek medical care or testing 

 Call your doctor’s office if questions

Severe symptoms

Significant trouble breathing, 
unable to keep hydrated

 Seek immediate medical care

 Notify your doctor’s office or hospital 
Emergency Department prior to your 
arrival so they can prepare



What to do if someone has 
covid?

1.  Pulse ox

2.  Monitor for cough, respiratory symptoms

3.  Monitor for oral intake

4.  Symptomatic care (Ibuprofen, Tylenol)

5.  Monitor for secondary conditions
Dehydration, UTI, skin infections, aspiration



What should be done if 
someone in the 

household tests positive 
or is presumed to be 

positive?

Notify your doctors that you have 
tested positive and follow local 
regulations on whether others in the 
household should be tested

Create a plan for alternative care in 
case the caregiver(s) of someone with 
a disability needs to be in home 
quarantine/isolation or need to be 
admitted to a hospital

Family member

Personal care worker

Respite worker
Discuss with local agency on aging or 
local/state disabilities agency



Strategy for Discontinuing COVID Isolation

38

Infection Prevention works with the 
nursing and physician teams to deem 

patients “COVID Recovered”
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COVID‐Recovered
After a patient is deemed COVID recovered, treat them like any other 

patient:

 No isolation precautions specifically for COVID‐19 are required
 Remember to continue transmission‐based precautions for other 

infectious organisms like VRE
 Re‐testing for SARs‐CoV‐2 is not clinically indicated within 90 days of past 

infection
 Patients who are “COVID Recovered” in the banner bar may be present on 

other non‐COVID units
 The banner bar and clinical notes are updated to reflect this and can be 

referenced



Do we need better access for 
people with disabilities?

Access to Subspecialty Care for Patients with Mobility 
Impairment: A Survey

Annals of Internal Medicine 19th March 2013



Background:  Three million Americans require a 
wheelchair.  The ADA states that by federal law, they 
must have equal access to health care.  Despite this, 
people in wheelchairs are at times denied care and 
receive less preventative services than those with 
normal needs.  The denials of care with justifications 
have not been characterized.

Methods: Survey using a deceptive technique with no 
explanations or informed consent at the onset.  256 
subspecialty practices were called to schedule a fictitious 
patient with special needs.



Results
575 practices identified.  Duplicated practices (138) were excluded for the 
second physician, 34 said the patient’s problem was out of their scope of 
practice.

56 (22%) reported they could not accommodate a patient in a wheelchair.
Reasons lack of staff, patient too heavy, concern about liability

42 (26%) of 160 practices that require transfer for adequate care could not 
accommodate the patient.

Of those who could accommodate, 88 (55%) were going to lift the 
patient without equipment onto the examining table.
(5%) would make do in the wheelchair  (14% could accommodate 
without any problem)

Despite not requiring transfer, 25% of Ophthalmology clinics were 
inaccessible





Thanks!!!


