
iven limited resources and a commitment by the Obama Administration to reform 
our health care system, how high a priority ought a just and caring society accord 
long-term care? 

‘JUST’ CARE: Who Decides?

G
What I call the “just, caring problem” is central 

to health reform: What does it mean to be a “just” 
and “caring” society when we have only limited 
resources to meet virtually unlimited health 
care needs?1 If we cannot adequately meet all the 
health needs of patients in our health care system, 
how do we selectively meet needs in ways that are 
congruent with our sense of what a just and caring 
society ought to be? This is a problem of health 
rationing.

THE HEALTH CARE COST PROBLEM
The Patient Protection and Affordable Care Act 
has two main objectives: (1) improve access to 
needed health care for the 50 million uninsured 
Americans and roughly 25 million underinsured 
Americans, and (2) more effectively control health 
care costs so that access to needed health care is 
more affordable for all Americans. Over the past 
40 years the average annual increase in health ex-
penditures in the United States has been about 7 
percent. That has resulted in health expenditures 
increasing from 5.2 percent of our GDP in 1960 to 
17.6 percent of GDP in 2010. In 2010, total health 
spending was about $2.6 trillion. Projections to 
2019, assuming the same growth trajectory, put to-
tal expenditures at about $4.5 trillion, 20 percent 
of expected GDP.2 

In 2009, Medicare expenditures were at $507 
billion with projections to 2019 of $978 billion.3 

Federal Medicaid expenditures were at $248 bil-
lion in 2009 with projections to 2019 of $446 bil-
lion.4 State Medicaid expenditures were at $131 
billion in 2009 with projections to 2019 of $349 

billion.5 Home health care in 2009 stood at $72 bil-
lion with projections to 2019 of $154 billion.6 Nurs-
ing home care in 2009 was at $144 billion with pro-
jections to 2019 of $246 billion.7 

Many factors have contributed to the overall 
problem of escalating health care costs. The two 
most significant are expensive, emerging medi-
cal technologies and the growth of our elderly 
population. In 2010, the United States had about 
40 million individuals over age 65, roughly 13 per-
cent of the population. Projections to 2030 put our 
population over age 65 at about 80 million, or 20 
percent of the population. The fastest-growing 
segment of the elderly population encompasses 
those over age 85, roughly five million people in 
2005, expected to grow to almost 20 million by 
2050.8 

In 2010 about 1.6 million Americans over age 
85 have moderate to severe memory impairment, 
with projections that number will increase to 6.2 
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million in the year 2050.9

This last statistic is very directly related to 
the torrent of new and expensive medical tech-
nologies, especially life-prolonging technologies, 
such as the array of heart medications, coronary 
angioplasties, implantable cardioverter defibrilla-
tors, left ventricular assist devices (for patients in 
end-stage heart failure) and, now in clinical test-
ing, totally implantable artificial hearts. Further, 
complex life-prolonging surgery is now routinely 
done on patients in their 80s and 90s.10, 11, 12, 13, 14 But, 
as one writer has put it, we are “doing better and 
feeling worse.”15 Patients are living longer but 
with a greater burden of chronic illness — more 
cancer, more (non-fatal) strokes, more arthritis, 
more sensory deficits and more cases of demen-
tia. Roughly 23 percent of Americans over age 65 
are now living with five or more chronic illnesses, 
and 62 percent have two or more chronic illness-
es.16 “Feeling worse” is also about the increasing 
burden of costs associated with multiple chronic 
illnesses, both for taxpayers and the chronically 
ill.

THE LONG-TERM CARE PROBLEM
Most patients who are chronically ill are able to 
function with only occasional assistance from 
others. But many others need long-term care. That 
is, they have difficulty caring for themselves for at 
least 90 continuous days. About 12 million Ameri-
cans needed long-term care in 2009, roughly 10 
million in community settings and 1.8 million as 

nursing home residents.17 Of those nursing home 
residents, 1.6 million were over age 65. In the com-
munity setting, patients needing long-term care 
were roughly evenly divided between those above 
and below age 65.18 

From an ethical perspective, what is notewor-
thy is that long-term care patients are generally 
among the medically and financially least well off. 
This would suggest that they ought to be among 
those deserving serious, high priority, moral at-
tention for reasons of justice and compassion. But 
long-term care needs have been largely relegated 
to moral backwaters. 

Long-term care patients are among the medi-
cally least well off because they generally have 
global permanent disabilities that require sub-
stantial assistance from others. They are a het-
erogeneous lot that includes individuals born 
with serious and varied developmental disorders, 
spinal-cord injuries, early adult disorders (such as 
multiple sclerosis), traumatic brain injuries, Par-
kinson’s, stroke, and various sorts of dementias. 

The medical needs of these long-term care 
patients may be reasonably well managed due to 
financing support from Medicare, Medicaid and 
some state and local funding. But long-term care 
needs are generally poorly funded and largely 
dependent upon being satisfied by the voluntary 
efforts of friends and family. Medicare funds very 
few long-term care needs. 

In 2009, 44 million Americans assumed re-
sponsibility for attending to the long-term care 
needs of a friend or family member.19 That unpaid 
care has been valued at $350 billion. The quality 
of that care will vary enormously, largely because 
few of these caregivers have any formal training. 
In the case of the elderly, that informal caregiver 
is often a spouse with his or her own significant 
infirmities. 

The Medicaid program spent about $220 bil-
lion (2009) for long-term care, most of that for 
nursing home care of impoverished individuals.20 
In 2009, the average cost for a year in a nursing 
home was $78,000.21 Only a very small percent-
age of Americans have savings sufficient to pay 

for two years in a nursing home. 
Likewise, only 10 percent of 

Americans over age 50 have some 
form of long-term care insurance, 
and most of those policies are of 
only marginal value.22 Most of 
those policies are very expensive 
for the middle class and quite 
complicated with regard to vari-

ous policy limitations. In addition, the perceived 
need for such policies is very low, especially 
among middle-aged adults in very good health. 
Concerns also exist that the companies offering 
these policies might fail financially during the 30 
or 40 years that intervene between the purchase 
of such a policy and the need to use it. 

Finally, the cost of health insurance, includ-
ing employer-sponsored health insurance, is di-
minishing any capacity the middle class might 
otherwise have to invest in long-term care insur-
ance. The average cost for a family policy in 2011 
is over $15,000.23 Most employers are expecting 
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employees to pay a larger portion of 
that cost. The net result is that long-
term care needs are poorly funded 
and poorly addressed.

LONG-TERM CARE PROPOSALS
The Obama Administration has 
been attentive to the inadequacies 
associated with long-term care. The 
Affordable Care Act originally included support 
for the CLASS program (Community Living As-
sistance Services and Supports), a voluntary, pub-
licly administered insurance program. Given the 
need to control health care costs, especially gov-
ernmental health care costs, the law required that 
this program be entirely supported by the premi-
ums paid voluntarily (no federal tax dollars). 

 No one would be eligible to receive benefits 
from the program until they had paid into the pro-
gram for at least five years. During at least three 
of those five years, individuals would have to have 
been actively employed (no set number of hours 
per week). The practical implication of this last 
point is that individuals already dependent upon 
long-term care could not just pay a monthly pre-
mium for five years and enjoy lifetime benefits 
from the program. 

The monthly premium that individuals would 
have to pay would depend upon the age at which 
they joined the program. No other factor relat-
ed to that individual could raise the cost of the 
monthly premium, including anything related 
to their past, present or predicted future health. 
From an ethical point of view, this is something 
worthy of praise. From an economic point of view, 
this appears to have been the Achilles heel of the 
program. Individuals whose earnings were below 
the poverty level would only have to pay $5 per 
month.

The basic benefit of the program, once an indi-
vidual is judged as having trouble with at least two 
activities of daily living, would be $50 per day (ad-
justed for inflation). That money could be used 
for anything related to long-term care, including 
paying for home health aides, adapting a home for 
one’s disabilities, residing in an assisted-living fa-
cility, nursing home expenses and so on. 

That $50 per day might be largely sufficient for 
individuals whose long-term care needs could be 
met in a community setting with significant vol-
untary help, which is the setting much preferred 
by the vast majority of individuals needing long-
term care. However, if nursing home care is neces-
sary, that $50 would cover only a small fraction of 

daily expenses. Consequently, individuals would 
have to impoverish themselves to the degree re-
quired by Medicaid rules, at which point Medic-
aid would cover remaining expenses.

THE CLASS PROPOSAL
The obvious value of this program was that it ad-
dressed a very substantial unmet social need. Still, 
in October 2011, the Obama Administration was 
forced to abandon its commitment to long-term 
care, mostly for financial reasons. 

Justice requires that the program be financially 
stable. That stability is defined as adequate fund-
ing for 75 years into the future. Medicare and So-
cial Security can make and keep such promises 
because the programs are mandatory and fed-
eral funds can be used, if necessary, to cover any 
short-term funding deficiencies. But the CLASS 
program was intended to be entirely voluntary. 

Given the political climate and a strong reac-
tion against the individual mandate for personal 
health insurance, one would expect that the vol-
untary nature of the program would be a major ad-
vantage. That might be true, politically speaking, 
but it is likely false, practically speaking. Unless a 
major cultural change occurred in our society, the 
same factors that presently result in few healthy 
middle-class individuals being motivated to pur-
chase long-term care insurance would likely un-
dermine any actual commitment to the CLASS 
program as well. 

The individuals who would be most motivated 
to take advantage of the program would be the 
poor and those who had good reason to believe 
they would need the benefits of the program in 
the not-too-distant future. This creates an “ad-
verse selection” problem. If the vast majority of 
program participants have paid in very little but 
will withdraw a lot for many years, then premiums 
alone will not sustain the program. 

The projected average monthly premium for 
the program was in the range of $123-$240 (much 
depending upon uncertain assumptions).24 But 
if the dominant early participants were the poor 
and long-term needy, as suggested above, then 

Though health care rationing is 
the focus of considerable political 
obloquy and disingenuousness, it is 
not something that is intrinsically 
ethically objectionable.
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funds would be paid out more quickly than funds 
could come in. To rectify that imbalance, monthly 
premiums would have to be raised, perhaps sub-
stantially and unpredictably. Those higher costs 
would further erode the resolve of the healthy 
middle class to join the program.

A number of other adjustments could be made 
to the CLASS program as it had been envisioned 
to produce fiscal stability. The minimal vesting 
period could be raised to 10 or 20 years. Individu-
als could be required to work 20 or 30 hours per 

week during most of that period. Participation in 
the program could be mandated. Large financial 
penalties could be imposed on those who dropped 
out of the program and later sought to re-enroll. 
The benefit period could be restricted to a set 
number of years rather than the rest of one’s life. 
Individuals could be required to have a higher 
level of disability before they became eligible for 
benefits.25

All the adjustments proposed above might 
well result in a more financially stable program, 
but the political, practical and ethical costs would 
be substantial. Mandated participation in the po-
litical climate would be the proverbial deal break-
er. Lengthening the vesting period for 20 years 
would mean the Baby Boom generation would 
be effectively excluded as potential beneficiaries 
(and financers) of the program. Given the size of 
this generation (80 million), and given the likeli-
hood of various degrees of their long-term needs 
(70 percent will have some long-term need before 
death), failure to address those needs would be 
ethically problematic. 

Limiting the scope of benefits and penalizing 
individuals for dropping out for some period of 
time (perhaps as a result of a long period of unem-
ployment or other extraordinary family expenses, 

such as a health crisis) would create strong disin-
centives for not joining the program at all or wait-
ing until very late in one’s working life. 

THE PRIORITY-SETTING CHALLENGE
What should we, citizens in a society aspiring to 
be just and caring, do, especially when we have 
only limited resources to meet virtually unlimited 
health care needs? First, we need to answer this 
question as an ethical question; then we need to 
do considerable creative social thinking to design 
innovative approaches to meeting long-term care 
needs. Those designs would then determine the 
financing scheme needed to support that design.

The ethical challenge. As I have argued else-
where,26, 27 we have to be willing to accept limits on 
access to needed health care, and this in turn will 
require our making trade-offs and setting priori-
ties among a large and diverse range of health care 
needs. This is the challenge of health care ration-
ing. It is an ethical challenge because these dif-
ficult choices must be made in ways that respect 
our shared sense of what a just and caring society 
ought to be. 

Though health care rationing is the focus of 
considerable political obloquy and disingenu-
ousness, it is not something that is intrinsically 
ethically objectionable. Rationing is ethically 
objectionable when such decisions are imposed 
on the sick, the weak, the poor and the politically 
vulnerable by the wealthy, the healthy and the po-
litically powerful. This violates the equal concern 
and respect that we owe one another. 

Rationing is also ethically objectionable when 
such decisions are effected in ways that are hid-
den from public scrutiny. Relying upon individual 
ability to pay for needed care to determine who 
actually receives health care is one such hidden 
form of rationing. What is hidden from public 
scrutiny is whether or not that instance of ration-
ing is just. As Rawls has put it, when policies and 
practices are just, nothing needs to be hidden.28

The need for democratic deliberation. Ra-
tioning decisions are more likely to be just when 
they are self-imposed through a public and inclu-
sive process of rational democratic deliberation. I 
can only sketch here what I have elaborated more 
fully in my book.29 First, the process must be pub-
lic and inclusive. It is a common pool of resources 
that must be accessed to meet our health care 
needs, whether a private insurance plan or Medi-
care. Individuals as individuals have no just claim 
to access anything and everything our health care 
system has to offer at someone else’s expense. 

Rationing is ethically 
objectionable when such 
decisions are imposed on 
the sick, the weak, the 
poor and the politically 
vulnerable by the wealthy, 
the healthy and the 
politically powerful.

Ethical Perspectives

JANUARY - FEBRUARY 2012             www.chausa.org             HEALTH PROGRESS 44



What will count as “just” will depend upon the 
agreements we freely reach through the delibera-
tive process. 

Second, the deliberative process must be ratio-
nal. We have to rely upon the best medical and 
scientific evidence available at a point in time, and 
we must be able to give reasons to one another 
for any particular rationing proposal that all can 
endorse as reasonable. This preserves equality of 
respect for all in similar medical circumstances. 
Thus, if I believe Mr. Smith, an 85-year-old indi-
vidual with end-stage Alzheimer’s and signs of a 
potentially fatal arrhythmia, does not deserve a 
$40,000 implantable cardioverter defibrillator to 
prevent that arrhythmia at social expense, then I 
must be willing to say in the same breath that if I 
were in those same circumstances in the future, 
I, too, would not deserve that implantable defi-
brillator. Likewise, if I believe that it would be a 
poor use of limited health care dollars (my insur-
ance dollars) to provide a $100,000 cancer drug to 
63-year-old Jane Doe with an end-stage cancer for 
six extra weeks of life, then I must be willing to say 
the same about a future possible version of myself 
in those same circumstances (and wanting to use 
your insurance dollars).

Third, the deliberative process must be impar-
tial. Critics of public deliberation believe such im-

partiality is impossible to achieve because self-in-
terest and interest-group politics commonly cor-
rupt legislative deliberation. But that is because 
individuals intimately know their own interests. 
This is rarely true in the health care context. The 
vast majority of us are quite healthy most of the 
time. We are largely ignorant regarding our fu-
ture possible health needs. We are literally behind 
what Rawls has dubbed a “veil of ignorance.”30 
Even if I know I am genetically vulnerable to heart 
disease, I do not know which of hundreds of other 

medical problems I might be vulnerable to as well. 
This is what allows all of us to judge more fairly 
what our collective health priorities ought to be 
when we have only limited funds for meeting the 
full range of our health care needs. In addition, 
each of us has a large circle of family members 
and friends, often spanning several generations, 
whose diverse health needs will be as important 
to us as meeting our own needs. Being reminded 
of that fact also reinforces our capacity for making 
impartial health care priority judgments.

CRITICAL QUESTIONS
Here are the kinds of questions we need to ask 
ourselves in the deliberative process: Is it more 
important (just and caring) to underwrite with 
Medicare dollars access to left ventricular assist 
devices or totally implantable artificial hearts for 
individuals over age 80 in end-stage heart failure, 
or should those tens of billions of dollars be used 
to underwrite a broad range of community-based, 
long-term care services?

 The same question needs to be raised with re-
gard to these $100,000 cancer drugs that promise 
no more than extra weeks or extra months of life.31, 32 
We fear cancer; we fear death. Should we not also 
fear long-term dependency and the demands this 
will make upon friends and family in the absence 

of a well-planned, long-term care 
program?

Critics might charge that what 
is being proposed here represents 
age-based rationing, ageism, a form 
of discrimination that should be as 
morally obnoxious as racism. How-
ever, the charge of ageism can go 
two ways. As things are now, the 
Medicare program permits the el-
derly to demand as a matter of right 
virtually anything the health care 
system has to offer, no matter how 
high the cost, no matter how minor 
the benefit. This is what will drive 

the Medicare program to the trillion-dollar level 
by 2019. Unlimited costly demands such as that 
will undermine the capacity of the Obama Admin-
istration to secure access to needed and effective 
basic health care for the younger uninsured in our 
society. Surely this should be regarded as a form 
of unjust discrimination as well.

We (the near-elderly) also need to ask our-
selves whether we are willing to take more re-
sponsibility for our own health. Specifically, are 
we willing to undertake a serious exercise pro-
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gram and pay closer attention to a healthy diet 
in order to reduce the future health costs asso-
ciated with diabetes and heart disease and some 
cancers? Again, do we believe it would be either 
just or responsible to pass the costs of our casual 
unhealthiness to the generation behind us in the 
form of higher Medicare taxes? Likewise, do we 
also believe that we would have a just claim to 
long-term care services paid for by the generation 
behind us when we ourselves are unwilling to sac-
rifice any very costly, marginally beneficial health 
care services?

If individuals truly dread spending their last 
months and years of life in a nursing home in end-
stage dementia,33 and if individuals 
strongly prefer getting good qual-
ity care in a community setting by 
trained caregivers (as opposed to 
making extraordinary demands 
upon friends and family who are ill-
prepared to offer the level of care 
needed),34 then perhaps we ought 
to come to a collective social under-
standing that we will refuse in ad-
vance social funding for any sort of life-sustaining 
care at all for our future possible selves in the end 
stages of dementia, including artificially provided 
food and fluids.35 

The proposals suggested in the prior para-
graphs would literally save tens of billions of 
dollars per year, if we would collectively agree 
to them. We should not kid ourselves. Those are 
the kinds of resources that would be necessary to 
have high quality long-term care resources pro-
vided in the community. 

INNOVATIVE RESPONSES
A number of creative experiments in such com-
munity care have been tried and have demon-
strated substantial success. Gleckman describes 
a number of NORCs (Naturally Occurring Retire-
ment Communities) in various parts of the coun-
try that have been successful.36 He also describes 
the “Village” experiments tried in Beacon Hill in 
Boston and around Capitol Hill in Washington, 
D.C.37 There are also the PACE experiments (Pro-
gram of All-inclusive Care for the Elderly), one 
of which was attached to Johns Hopkins Bayview 
Medical Center in Baltimore.38 All these programs 
provide high quality, comprehensive long-term 
care to mostly elderly individuals in a community 
setting. They substantially reduce demands on 
friends and family, but they are costly. Given the 
demise of the CLASS program, these alternatives 
take on even more importance.

If such programs are to become widely avail-
able in the United States, then they would need 
stable funding. Such funding is unlikely to be 
achieved through the voluntary purchase of in-
surance products. The backing of the federal gov-
ernment would be essential. That in turn means 
enrollment in the program would be mandatory, 
as with Medicare. This might be more readily ac-
complished, politically speaking, if such a com-
prehensive community-based care benefit were 
integrated into Medicare. 

Taxpayers would (presumably) not want to see 
the Medicare portion of the Social Security tax 
rate increased. This is not unreasonable. But then 

taxpayers would have to endorse for their future 
possible selves the trade-offs and rationing pro-
tocols proposed above. If the near-elderly truly 
do not wish to be a burden to friends and family, 
either economically or socially, then the trade-offs 
suggested above ought to be endorsed. 

Ethically speaking, a just and caring society 
ought to be responsive to the health care needs of 
those who are “least well off” health-wise. But it 
is far from ethically obvious that the correct im-
plementation of that directive requires artificial 
hearts, left ventricular assist devices and extraor-
dinarily expensive, marginally beneficial cancer 
drugs. Not a lot of care is built into an artificial 
heart. But a lot of care can be built into a prop-
erly designed, comprehensive, community-based 
long-term care program. At the very least this op-
tion deserves a thoughtful and respectful public 
conversation.
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nologies themselves or through insurance products (if 
offered). As long as such purchases are not publicly sub-
sidized in any way, there is no injustice. Such purchases 
make no one else in the health care system less well off, 
nor do they violate any rights. 
36. Gleckman, 119-22. 
37. Gleckman, 122-24. 
38. Gleckman, 164-70. 
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