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Executive Summary 
 
COVID-19 has been disruptive worldwide, but for people with disabilities and seniors who rely on               
long-term care, the impact has had devastating effects. Because of the highly contagious nature of               
COVID-19, state government officials have heeded the advice of medical professionals and issued             
“shelter in place” directives in order to slow the spread and reduce the strain on our healthcare system                  
while researching potential treatments and vaccines. However, the disease has ravaged nursing            
homes, with those in these institutions accounting for over 40% of the fatalities from COVID-19.               
Meanwhile, community-based options provide demonstrably better services for people; however, this           
does not mean that those who use community-based options such as Medicaid’s Consumer Directed              
Personal Assistance (CDPA) program have not experienced problems.  

 
In an effort to determine the impact of the COVID-19 crisis on Medicaid recipients using CDPA, the                 
Consumer Directed Personal Assistance Association of New York State (CDPAANYS) surveyed           
consumers. The survey sought information about how the COVID-19 pandemic is affecting their             
services, including an assessment of their own risk of infection, the availability of PAs to staff their                 
hours, their level of concern about institutionalization, and the level of difficulty acquiring PPE. The               
survey was open for responses for three weeks and we received responses from 174 CDPA               
consumers and designated representatives. Responses from those who did not identify as a consumer              
or designated representative were ignored. The survey was distributed via email, social media, and              
broader disability listservs.  
 
Respondents were broken down by the following regions to identify areas that may be faring better or                 
worse in these departments: Capital District (including the North Country), Central New York, Hudson              
Valley, Long Island & Westchester, New York City, and Western New York. While we promoted this                
survey to our members statewide, regional representation was a bit skewed. Western and Central New               
York, and to a lesser extent, the Capital District, were oversampled, while the Hudson Valley and Long                 
Island & Westchester were undersampled. The survey slightly undersampled New York City and the              
Hudson Valley and Long Island/Westchester was dramatically undersampled. Western New York and            
Central New York were oversampled. Despite the sampling, results appear consistent and we are              
confident that the findings represent an adequate picture of the experience of those relying on CDPA. 
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Region Map 
 

 
 
 
 
 

In which region do you live? 
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Personal health assessment and safety concerns. 
 

Respondents were asked to assess their risk of complications if they were to contract COVID-19, as                
well as their level of concern on a scale of 1 through 5 (1 being the least concern and 5 being the most)                       
that they and their personal assistant(s) would contract COVID-19. The results clearly demonstrate that              
those who rely on CDPA recognize that they are at high risk of catching the disease and are concerned                   
about contracting it.  
 
More than two-thirds of participants from all regions feel that they are at high risk for complications or                  
death if they were to contract COVID-19, including 88% of those living in Central New York.  

An overwhelming majority of consumers recognize  
that they are at higher risk of contracting COVID-19.  

 
Even in New York City and Long Island/Westchester, where affirmative responses were lowest, seven              
out of ten respondents indicated they felt that they were at greater risk of contracting the disease. In                  
every other region, the number was over 80%, with Central New York the highest at 88% of                 
respondents thought they had a higher chance of contracting the disease. 
 
When asked if consumers were concerned with contracting COVID-19 themselves, the response was             
still quite high, with a majority of individuals in each region except Central New York indicating that they                  
were concerned (a “4”) or very concerned (a “5”).  
 
Interestingly, for those regions where over 50% of people were concerned or very concerned about               
contracting the virus, New York City, the center of the COVID-19 pandemic in New York, was tied with                  
Western New York for the lowest level of concern about contracting, at 51% indicating a “4” or “5”. The                   
Capital Region had the highest level of concern, with 79% of consumers reporting concern that they                
would be infected. Approximately two-thirds of those in the Hudson Valley and Long Island/Westchester              
reported concern.  
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Do you consider yourself at high risk of complications  
or death if you were to contract COVID-19? 
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I am concerned that I may become infected with COVID-19. 
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Concern regarding the impact of COVID-19  
on workforce and availability of PAs. 

 
One critical aspect of community-based long term care is the availability of a workforce. New York is                 
already experiencing a shortage in home care workers and PAs, which has been worsened by               
COVID-19. Aside from caring about their workers’ well being in general, the risk of a PA passing an                  
infection on to a consumer is high, as PAs are in close proximity and perform intimate tasks for                  
consumers.  
 
If a PA does fall ill, they cannot work their shift. In that case, a consumer must make a decision whether                     
to rely more heavily on informal and unpaid supports and services from family and friends, schedule                
other PAs to cover the ill PA (which may not be possible due to a lack of overtime reimbursement for                    
overtime), or potentially enter a nursing home against their wishes if none of these options are viable.  
 
Because of the host of potential impacts on consumers, we asked them if they were concerned that                 
their PAs could become infected with COVID-19 as well. Again, outside of Central New York, over 50%                 
of respondents indicated a high level of concern (a “5”) or concern (a “4”) in every region.  
 
The Capital District again reported the largest proportion of a concern at 64.3%. Interestingly, a higher                
percentage of respondents indicated concern about their PAs contracting COVID-19 than themselves in             
New York City (53%/51%), Long Island/Westchester (65%/62%), Western New York (53%/51%), and            
Central New York, where the discrepancy was most pronounced (43%/35%).  
 

This finding merits increased examination, given the       
high likelihood that an asymptomatic PA would be likely         
to pass on the virus to a consumer.  

 
The reported concern regarding exposure and infection of PAs likely indicates that consumers, who              
must plan ahead for emergencies in all cases, worry about PAs they are not currently using during the                  
crisis. 
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I am concerned my PA(s) may become infected with COVID-19. 
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Fear of institutionalization in nursing homes  
due to loss of control. 

 
Nursing homes have been widely covered during the pandemic as dangerous settings: of the 24,400               
confirmed deaths from COVID-19 in the state, at least 6,200 have occurred in nursing homes.  
 
For people of color, who are already disproportionately impacted by COVID-19, the prospects are even               
more grim: 7 of 11 the nursing homes that reported the most deaths of patients from COVID-19 identify                  
at least 46% of their residents as “non-white”.   1

 

While the majority of nursing home deaths occurred in         
New York City and the larger New York Metro area, the           
pattern of racial discrepancies in health outcomes at        
long term care facilities is consistent statewide.  

 
 
Given the fact that COVID-19 could impact a consumer’s ability to staff a case, respondents were                
asked to rate their level of concern, using the same scale as before, about whether they would be                  
placed in a nursing home if their community-based care options became limited. Despite some areas of                
the state not being concerned about infection themselves, over two-thirds of respondents were             
concerned or very concerned they would be placed in a nursing home.  
 
This trend was consistent across all regions of New York State, with the Capital District and Hudson                 
Valley reporting the highest percentages at 86% and 83% respectively. New York City, where              
institutionalization typically occurs at a lower rate than the rest of the state, reported concern at a 71%                  
rate. The lowest regions, Western New York (63% concern), Long Island/Westchester (65%) and             
Central New York (65%), still reported concern at a rate of nearly two to one. 
 
Concern over being placed in a nursing home has been a pervasive issue since before this coverage,                 
which is one of the reasons CDPA has enjoyed increasing popularity and growth. As consumers and                
designated representatives are forced to make choices about the number of people entering a              
consumer’s home, and many PAs declining shifts due to illness and lack of childcare, this fear has                 
taken on a renewed urgency. 
 
 
 

 

1 Shapiro, Joseph, et al. “In New York Nursing Homes, Death Comes To Facilities With More People Of 
Color.” NPR, NPR, 22 Apr. 2020, 
www.npr.org/2020/04/22/841463120/in-new-york-nursing-homes-death-comes-to-facilities-with-more-people-
of-color. 
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I am concerned about being placed in an institution if my options  

for receiving community care are limited. 
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