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Introduction

Below is a very brief overview of some of those areas most 
affected by the disease and the resulting changes or challenges to 
daily support and advocacy:

Diagnosis, healthcare support, and health care 
disparities 

For adults with ID and their caregivers, whether family, paid, 
or unpaid, providing informed and knowledgeable healthcare 
is always challenging especially when the older adult cannot 
communicate his/her symptoms. Health care providers are often 
unfamiliar or inexperienced with diagnosing dementia in adults 
with ID with pre-existing cognitive impairments and other pre-
existing conditions [3,4].

Myths and stereotypes held by health care providers, especially 
for adults with Down syndrome who are known to have a higher 
risk for Alzheimer’s disease compared to the general population, 
often assume decline from baseline functioning is normal to aging 
or should automatically be attributed to Alzheimer’s disease thus 
not conducting a thorough diagnostic process [5].

Diagnosis or diagnostic follow-up during a pandemic with 
unknown symptoms or causes and people already at high risk for 
secondary conditions adds to the lack of aggressive assessments  

 
and interventions [3]. Tools to measure cognitive losses in adults 
with intellectual disabilities are limited and not available to many 
health care providers. Tests to diagnosis COVID - 19 in the US 
are still not always accurate or easily available compounding the 
problems with providing health care during a pandemic [3-6].

The already existing lack of health care infrastructure in 
many areas of the US and health care disparities have added to 
limited potential for health care during the pandemic. Treatments 
for age-related conditions such as cataract removal, hearing 
aides’ adjustments, and pain management due to arthritis or 
osteoporosis were put on pause thus affecting the likelihood for 
increased discomfort and confusion for the adult with dementia 
[3-5].

For many communities and cities in the US, hospitals paused 
“elective health care” to be able to provide health care to those in 
serious or critical condition because of COVID-19. Very difficult 
discussions and decisions were and are still being made regarding 
how to prioritize who should receive care for the disease. Factors 
such as potential for future quality of life, likely longevity, 
chronological age, and degree of impairment from pre-existing 
conditions such as ID were all considered for availability of care. 
Pre-existing devaluing of persons with ID adds to the likelihood 
for less access to health care [3].
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Emotional stability and mental health concerns

Each of us relies on habits and routines to function daily 
regardless of pre-existing disabilities or conditions. This makes 
it possible to interact with others, learn, conduct usual activities, 
and to feel less stressed because every movement does not have 
to be thought out in detail. COVID – 19 has changed every aspect 
of most people’s lives including adults with ID and dementia when 
dementia had already added stress to feeling safe, emotionally 
stable, and comfortable [2].

In the US, most organizations supporting people with ID 
canceled daily programs or community activities, isolated small 
groups of people in group homes due to necessary state and local 
mandates, and limited social activity to family and residential 
peers. Even our language changed including phrases such as ‘stay 
safe and healthy’ becoming common goodbyes [2].

 These changes created confusion for all of us, increasingly so 
for people with ID already stressed by the disease of Alzheimer’s 
disease. For people in the general population the changes can be 
hard to understand, for people with significant cognitive decline 
it is even more challenging to understand with caregivers equally 
stressed or unable to explain [2].

Socialization and Social Isolation

COVID - 19 has created necessary social isolation. It is no 
longer safe to attend large group events or visit with family 
members or friends. Greetings such as shaking hands or hugging 
is now not safe, isolating people even more as the sense of touch 
is how we connect to our world and others around us. People with 
ID who have been taught the’ socially correct’ way to approach 
others now are told that this is unsafe. All of us struggle with this 
change but for people with ID and dementia at a time it is more 
difficult to learn new habits the fear and anxiety this causes is 
worse [2].

Summary

The global pandemic has stretched resources beyond their 
limit and reduced the capacity for advocacy for vulnerable 

populations, including adults with ID and dementia. But we all have 
the ability and most of us the desire to make a positive difference 
especially in times of health care crisis. By increasing awareness 
of the challenges and pre-existing health care disparities for older 
adults with ID and dementia we can make necessary changes for 
the future [2].

The changes and improvements we make for one group 
of vulnerable people can have a ripple effect, creating positive 
changes for many including adults in the general population. 
According to a Chinese proverb ‘When you throw a pebble into 
the sea you can never know where the resulting wave will land.’ 
Each of us can have a positive effect by considering the losses 
and throwing the first pebble into the sea to begin the process of 
positive change and healing.

The author hopes this very brief perspective will add to the 
readers awareness and the potential for future positive changes.
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