
1 
 

A Plan for Incorporating Long-term Care 

into the New York Health Act 

Prepared by the PNHP NY Metro Working Group on Long-Term Care 

The New York Health Act (NY Health) would create a universal single-payer program providing 
access to comprehensive health care for all New Yorkers. The Act currently provides that, 
within two years of enactment, the board of trustees governing the new plan will develop a 
program, consistent with the principles of the Act, that covers long-term care.1 This provides 
such a plan, designed to supplement the health care provisions of the Act and to be 
incorporated into the Act now.   

The key features of the new plan for long-term care include: (1) every New York resident would 
be eligible for the service; (2) the plan would be publicly funded; (3) there would be no 
deductibles, co-pays, or other cost sharing required from the recipient of the service; the plan 
would pay providers in full; and (4) every enrollee in the program would have a care 
coordinator who would help secure the health care and, when necessary, the long-term care 
services that the enrollee requires.  

This plan is consistent with the “service at home” approach favored today by older adults, 
people with disabilities, government agencies, and the general public: all appropriate and 
necessary home and community-based services would be available to any resident determined 
by objective criteria to be unable to safely carry out the basic activities of daily living, and who 
can be safely managed in a non-institutional setting. It is an extension of the programs now 
being offered by New York State but only to residents who meet very restrictive income and 
disability guidelines.  

The program would be funded by the same revenue sources as the New York Health Act. 
Existing federal and state outlays for long-term care, primarily Medicaid, would be included. A 
study conducted by Prof. Gerald Friedman estimated that NY Health, without including long-
term care, would produce net savings of $45 billion a year for New Yorkers.2 It is estimated here 
that adding the cost of long-term care reduces those savings by about 45 percent. Families will 
save about $11 billion through the elimination of out-of-pocket costs (except room and board) 
and spending by other private sources, including long-term care insurance. The rest would pay 
for care now being provided by unpaid family members who disrupt their lives and careers – 
and lose income – to care for a family member.  

The new program would use a comprehensive needs assessment approach along with extensive 
care coordination to develop and carry out individualized care plans for clients deemed in need 
of long-term care. Individualized long-term care plans will become part of the current care 
coordination feature of the New York Health Act. 
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What is long-term care? 
 
Long-term care deals with personal care of the kind we need when poor health, physical 
disability, cognitive impairment, mental illness, or frailty make us unable to carry out our 
normal activities of daily living (ADLs). Basic ADLs include activities like toileting, grooming, 
dressing, bathing, feeding, transfer (e.g., into and out of bed), and moving about. Instrumental 
activities of daily living (IADLs) include activities like shopping, banking/personal finances, 
cooking, travel, and general housekeeping. 

 
Such care is provided in nursing homes, mental health institutions, and intermediate care 
facilities serving the intellectually disabled (ICF-IID), but is increasingly provided by personal 
care aides in private homes and in community settings such as assisted living facilities, senior 
residences, group homes, and adult day care centers. Long-term care may also include the 
provision of assistive technology and adaptive equipment; minor home modifications; 
transportation; occupational training; employment and education support services; and general 
social services.    
 

Why is This Plan Needed? 
 
At some time in our lives, more than half of us will need some form of long-term care services, 
for from one to five years or even longer. Younger adults with physical, developmental, and 
intellectual disabilities may need personal care for a lifetime. We are also living longer, often 
with chronic illness, creating new needs for long-term care. With the aging of the huge baby 
boom generation, the prevalence of need will grow substantially.   
 
Yet, few of us can afford to pay out of pocket for long-term care services. The median cost for a 
year in a semiprivate room in a nursing home is $132,000 in New York on a private-pay basis.3 
Having an in-home aide for 6 hours per day could cost $45,000 per year; a round-the-clock aide 
can cost $100,000 or more.4  
 
The federal-state Medicaid program, while remarkable for the breadth and comprehensiveness 
of its services, pays for long-term care only for those who are poor or have become 
impoverished. In addition, home and community-based programs often have eligibility 
restrictions or caps on the number of care hours that can be offered. Growing shortages of 
personal care aides, especially in rural New York counties, are already leading to wait lists or 
forcing individuals into institutions. This plan builds upon New York’s already extensive long-
term care program to assure the full availability of the kinds of services and supports that most 
of us will need at some point in our lives.  
 
The current long-term care system falls short in many ways: In addition to shortfalls in needed 
caregiving hours, paid caregivers labor under difficult conditions. Inadequate pay and benefits, 
and difficult working conditions has led to high levels of burnout and turnover. Aides in nursing 



3 
 

homes have excessive caseloads and aides in all settings suffer from among the highest levels of 
workplace injuries.5  
 
Since the current public programs pay only for those who are poor or who have become 
impoverished, other New Yorkers in need must rely on unpaid informal caregivers who bear 
heavy economic, physical, and emotional burdens. Many are forced to limit work hours or quit 
jobs to care for their loved ones. The burden on family finances and stability can be devastating.  
In addition, younger adults with disabilities who are able to work are often forced to limit 
earned income or abandon careers so they might qualify for Medicaid personal care services.  
This plan reflects the need to shift from our current welfare-based, means-tested approach to 
an approach that guarantees that everyone, regardless of income, will have their needs for 
long-term care met in a humane, sustainable, and affordable way.  
  

The Plan 
 
The fundamental features of our long-term care plan, consistent with the principles of the New 
York Health Act, are that the program is universal – applying to and available to every New York 
resident -- and is funded through the state tax system, with everyone contributing according to 
their ability to pay. All appropriate and necessary services would be covered. (Those who wish 
to have special services or settings not available under the program could purchase extra wrap-
around insurance or pay for these with their own private funds.)  
 
Eligibility for services under the plan would be universal, based only on need as determined by 
an established assessment protocol, and without an income restriction as exists at present 
under the Medicaid program.  
 
The plan builds upon New York’s already extensive Medicaid long-term care program. New York 
offers a wider range of home and community-based services than most other states offer. New 
York City, for example, has one of the most extensive Medicaid home care programs in the 
country, qualifying some for round-the-clock care at home.   
 
Long-term care under NY Health would use a comprehensive needs assessment approach, 
developing an individualized care plan for clients deemed in need of long-term care. It would 
combine a functional assessment tool such as the current Uniform Assessment System (UAS-
NY) used to determine eligibility for New York Medicaid long-term care services, with 
evaluations by physicians, social workers, and other experts who can further assess physical 
and mental health, cognitive status, daily activity limitations, cultural needs, and client 
preferences in order to develop the care plan. Individualized long-term care plans will thus be 
added to the current care coordination feature of the New York Health Act.  
 
Depending on the results of the evaluation, clients wishing to remain at home or in a 
community setting would typically be offered the services of a personal care aide and/or home 
health aide, along with ancillary services that could include home modification, adult day care, 
and assistive technology. Under New York Medicaid’s Consumer-Directed Personal Assistance 
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Program (CDPAP), if the client or a family member is deemed capable of directing the home 
care process, Medicaid will pay for an aide hired by the client, which can be a family member 
(other than the spouse) or friend. Under this plan, NY Health will continue this practice.  
 
The long-term care plan in NY Health will also work to eliminate the artificial separation of 
personal care from health care in general.  This compartmentalization of care is reflected in the 
separation of public funding sources. Medicare covers only medical/health services while 
Medicaid covers personal care services as well. It is also expressed in the hierarchy of 
occupations.  In New York, personal care aides can remind a client to take her meds, but cannot 
place them into pill boxes. They cannot monitor blood pressure, change oxygen tanks, or 
change dressings. These must be done by home health aides or nurses. 
 
Yet, it is generally recognized that psycho-social well-being is affected by medical conditions 
and can, in turn, affect such conditions. Chronic illness can lead to or worsen depression and 
anxiety, which can lead to or worsen medical conditions in a downward spiral. Providing a 
dignified and comfortable living environment, through effective personal care in all care 
settings, can reduce such spirals. 
 
NY Health will integrate health care and personal care into a unified financing system reflecting 
what has been called a “continuum of care”. Among other things, this will facilitate the 
transitions that impact older adults and their caregivers: in and out of acute care institutions, 
rehabilitation facilities, palliative care programs, and hospice. It will also allow effective 
management of the unique medical needs of younger adults with disabilities who may 
experience flare-ups requiring hospitalization for conditions such as multiple sclerosis. 
 
New York has recently recognized the need for integration of services and has brought 
Medicaid long-term care into a managed care system, placing service providers under the 
financial control of for-profit and non-profit managed care organizations. Consumers, home 
care providers and advocates complain, however, that these managed care organizations fail to 
authorize adequate levels of service in order to stretch their capitated payments from the state. 
Care hours have been reduced for some, full-time care workers have been shifted to part-time 
employment to generate savings, and efforts have been made to exclude higher-need clients 
from caseloads.  
 
NY Health will eliminate the managed care middlemen and work directly with providers or 
provider organizations. All care decisions and plans will be based on the assessment of need 
carried out by professionals who have no financial stake in the outcome. 
  

Financing the Plan 
 
The New York Health Act bases the financing of the health care system on progressive state 
taxes, with no payment at the time of service; that is, there are no financial barriers to the 
receipt of care. Instead of the current complex, wasteful, and intrusive system of means testing 



5 
 

and cost sharing, this plan utilizes the same principle for long-term care, full financing through 
progressive state taxes.  
 
Before adding long-term care, NY Health has been projected by Prof. Friedman to generate 
enough savings through reduced administrative expenses and profit, lower drug and medical 
equipment prices, and reduced fraud, to cover the additional cost of providing coverage to the 
uninsured, eliminating deductibles and co-pays, and increasing provider payments for clinical 
services under Medicaid and Medicare. It will also cover Part B premiums for Medicare 
recipients and county contributions to Medicaid.     
 
While the New York Health Act will yield major savings related to medical care, the inclusion of 
long-term care will increase overall spending. There will be some savings through simplification 
(see below), but these will be much smaller than those projected for medical care. Further, a 
substantial amount of unpaid care will be replaced with paid care under the plan. This will be a 
major relief to many families, but it will involve new spending.  
 
The plan will replace what is now paid out-of-pocket by care recipients and their families, and 
by private insurance and other private sources. It will also allow unpaid personal care to be 
replaced with paid care, for those who choose that route, and it will provide services for those 
not now receiving needed care. (This would be for direct personal care and would not include 
room and board, or services and amenities not offered by the plan.)   
 
Replacing private sources and out-of-pocket spending 
 
The National Health Policy Forum estimates out-of-pocket expenditures nationally by 
individuals and families to be about 22% of all long-term care expenditures.6 They estimate 
expenditures paid by other private sources, including long-term care insurance, to be about 
12% of the total.7 Assuming a comparable situation in New York, this would mean that about 
$11 billion each year is paid by non-government sources. To preserve universality and eliminate 
all financial barriers to care, the full $11 billion would be covered by NY Health.  
 
Covering a shift from unpaid to paid care, or “woodwork effects” 
 
The largest new cost to be covered by NY Health relates to the anticipated shift from unpaid to 
paid care when formal care services are offered, cost-free, to all New York residents, young and 
old, who meet the standards of need.  This will include individuals who are currently being 
cared for by family and friends.  Some refer to this expense as a “woodwork effect” to reflect 
the hidden nature of the delivery of care by unpaid informal caregivers. 
 
The AARP Public Policy Institute estimates that 2.4 billion hours of unpaid care were provided 
by family and friends to disabled New York State residents over the age of 18 in 2014.8 If each 
hour were paid at the prevailing wage of an agency personal care aide, about $13 per hour on 
average, the value of this care would be $31 billion per year.9 The AARP estimate is based 
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primarily on surveys of caregivers. For the reasons explained below, we expect that only about 
two-thirds of this sum will actually be needed. 
 
When Medicaid assesses need, it considers the availability of informal caregiving and will not 
approve the use of a paid personal care aide during hours when the family member would be 
present. This limits care hours generally, but especially in situations when the client is living 
with the caregiver. About 35% of clients have this arrangement.10 A paid aide would typically be 
used when a family member needs to be out of the home, at work, for example, or school. In 
addition, disabled adults living with healthy spouses would normally not receive any 
authorization for formal care, and the CDPAP program currently excludes spouses.11 Although 
spouses constitute only 1 of 10 caregivers, they provide the most extensive care, upwards of 40 
hours weekly.12 This represents about 20% of AARP’s estimated hours.13 
 
This will limit the extent of woodwork effects when NY Health implements the long-term care 
program. Other factors will further limit the effect: 
 
Caregivers will continue to provide unpaid care 
 
Family caregivers generally have a positive attitude about caring for a loved one. Their concern 
relates primarily to the need to be in the work force, or at school, or to the demands of highly 
intensive care such as would be needed, for example, by an advanced stage dementia patient. 
Otherwise, studies have shown that when public financing of home care is made available, 
family caregivers do not stop providing care. Instead they often reduce just a portion of the 
care devoted to managing basic ADLs and switch to lower-intensity care and care that helps 
care recipients engage in cultural activities and maintain social connections with their families 
and communities. 
 
A 1994 Brookings Institution review found that “most studies suggest that when disabled 
elderly receive paid home care, unpaid care does not change significantly.”14 A study of 52 
home and community care demonstration projects found that only four showed a reduction of 
family caregiving hours. Seven studies showed an increase, and 41 showed no statistically 
significant change.15 
 
Scotland introduced a universal, free long-term care program in 1998, covering institutional 
care and home care with no financial eligibility restrictions. By 2002, it was fully up and running.  
They set aside a pool of funds they thought might be needed to address increased utilization, 
but the fund was largely unused. According to a 2005 study by the Joseph Rowntree 
Foundation, initial woodwork effects were minimal: 

 
 …the fear that free home care would mean a dramatic reduction in informal care by 

family and friends has not materialized. Nor has there been an explosion in the numbers 
of people receiving free personal care at home. Informal carers are continuing to put in 
similar hours as before, but there has been a constructive switch in the way that care is 
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provided from the more mundane and intrusive tasks (such as washing and dressing) to 
social interactions such as outings.16  

 
Again, the use of formal caregiving was limited to relieving only part of the total caregiving 
hours needed. In some cases, care recipients and/or their families were simply reluctant to 
have a stranger join their household for any extended period of time. 
 
In addition, family members of Medicaid recipients have not been joining the CDPAP program 
at a significant rate. Most caregivers hired through the CDPAP program are not family members 
or friends, but are instead personally recruited aides.17 The CDPAP program is also very small, 
with about 17,000 clients in the program at the end of 2015. Though this is up from about 
10,000 in 2012, it represents only a small fraction of Medicaid clients.18 It is reasonable to 
assume that many family caregivers will continue to avoid the detailed bureaucratic 
documentation needed to get only minimum wage payment through the NY Health equivalent 
of CDPAP. This will be especially true for caregivers from higher income families. 
 
Limits to IADL care 
 
When Medicaid approves hours of daily care for ADLs by an agency aide, they expect that 
during these hours, the aide will provide some care involving instrumental activities of daily 
living (IADLs), including light housekeeping, cooking, and, where appropriate, assisting with 
shopping, banking, and necessary travel. If IADL care hours can be billed directly, as when an 
assisted living facility provides a weekly cleaning service, Medicaid limits reimbursement for 
such activities to 8 hours weekly.19   
 
In addition, the NY Health long-term care program will be based on expanding Medicaid long-
term care services to all residents. Yet, Medicaid does not necessarily recognize all hours 
devoted to IADL care as necessary for keeping a client out of a nursing home. 60% of the care 
hours reported in the AARP surveys were devoted to IADLs, including tasks like spending a day 
or part of a day with the client at a family, community, or church event.20 Such activities, while 
valuable in themselves, may not be considered essential and not be eligible for Medicaid 
consideration.  
 
Supply constraints 
 
While nursing home beds are generally available (and hospital beds can be used to 
accommodate a short wait), there is a significant and growing shortage of home care workers in 
the U.S. The shortage is due, in part, to the 1999 Olmstead decision of the Supreme Court. The 
Court ruled that the Americans with Disabilities Act required that long-term care be offered in 
the least restrictive setting possible.21 It is also due to increasing demand, which will continue 
to grow as the population ages. In 2014, the Bureau of Labor Statistics estimated that over one 
million home health and personal care workers would need to be hired nationally by 2022.22 In 
New York, this situation is already expressing itself in severe shortages of home care workers in 
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upstate New York, particularly in rural counties where transportation and weather issues place 
additional burdens on care workers.23 
 
New York is currently addressing the upstate crisis with emergency funding. The longer-term 
problem is being addressed by increasing the state minimum wage and by enforcing new 
federal requirements concerning overtime pay for home care workers. This is an uphill battle, 
however, because home care agencies, whose major expense is care worker compensation, are 
seeing their financial situation as increasingly precarious. As a result, some are attempting to 
skirt the new rules by manipulating worker schedules to avoid overtime pay and benefits. 
 
Many clients currently authorized for home care upstate wait for months to be assigned an 
aide. The problem is expressing itself in New York City, as well, through a lowering of standards 
for hiring. Aides with significant language and literacy deficits, and limited cultural competency, 
are being deployed into homes. This is reflected in increasing consumer complaints, aide-client 
incompatibility, and turnover.24 
 
While this is not a good situation, it will limit the cost of extending home care services to all 
New York residents until the problem gets resolved. Informal caregivers, reluctant to place 
loved ones in nursing homes, will remain in place while clients wait to access acceptable 
services. This will further limit woodwork effects as the state legislature and NY Health work to 
increase the supply of care workers. 
 
Financial impact 
 
Taking the above factors into consideration, woodwork effects should be modest enough to 
allow NY Health to pay for the long-term care plan through the savings achieved by the overall 
program. It is reasonable to assume that woodwork effects would add about $20 billion to the 
cost of NY Health, including funding to support recruiting and training the many additional 
aides that will be needed to make home and community service a reality for all who prefer 
alternatives to institutionalization.   
 
While this would reduce the overall savings projected by the Friedman analysis, there would 
still be some net savings for individuals and businesses, and only a modest additional tax would 
be needed to cover the new spending. The additional spending would require an increase in the 
new taxes created under NY Health, with the tax paid by the median household in New York, 
earning $50,000 per year, rising from 4.5% to 6.0%, or 33%.  Since, according to the Act, this 
increase will be split 80-20 between employer and employee, the tax increase for this 
household will be from about .9% to 1.2%   
 
There will also likely be additional savings, not included in this analysis, as costly acute care 
hospitalizations are reduced and administrative expenses associated with managing the current 
complex array of state long-term care programs are reduced. An army of counselors and social 
workers is currently involved in helping disabled adults and their families navigate the complex 
landscape of long-term care options and eligibility requirements. The need for such services will 
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be substantially reduced. Many of the offices and agencies currently involved in managing and 
monitoring dozens of different federal and state long-term care programs can be consolidated 
and incorporated into fewer offices under NY Health. These savings are likely to be substantial.  

In addition, families will no longer need to hire attorneys to help them transfer assets in order 
to qualify for Medicaid. Special spend-down trusts to help those with incomes just above the 
Medicaid eligibility level will also no longer be needed. 
 

Conclusion 
 
Given the recent recession and continuing economic stagnation that have weakened the 
financial position of retiring baby boomers and the adult children who will be caring for them in 
future years, long-term care coverage would be well worth the additional tax assessment. With 
this plan, every New Yorker would receive assurance that, in addition to having their medical 
needs met, their long-term care needs and the needs of their friends and relatives would be 
met throughout their lives. Family members will not need to quit jobs, reduce work hours, or 
suffer the physical and emotional burden of caring for a seriously disabled loved one. Yet there 
would continue to be billions of dollars in savings achieved through the simplified financing of 
health care under the New York Health Act. 
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