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Introduction:  The Risk We All Face

Frank took great pride in his independence.  He had been a widower 
for nearly 3 years, but had maintained his home and continued to par-
ticipate in the activities that kept him busy before Sally had died.  His 
greatest fear was becoming dependent on his children. Unfortunately, 
his fear was realized when at age 79 he had a stroke.  He had shown 
signs of confusion prior to the stroke, but these problems would become 
more significant thereafter.  Frank was amazing however.  He recovered 
most of his function after rehabilitation and was able to walk (with a 
cane), talk, and perform most activities of daily living on his own.  Given 
his level of functioning it seemed to his kids that he was well-suited to 
moving into an assisted living facility.

Zoë was a great swimmer and really excelled at the 100 meter IM.  In 
high school she was captain of the swim team.  By the time she reached 
college, however, she had lost interest in competitive swimming, but she 
still swam laps almost every other day.  All of that came to a dramatic 
end when at age 22, she dove headfirst into the lake.  Normally a favorite 
watering hole the lake was considerably lower due to a drought over the 
past two years and a recent dam release.  Now a quadriplegic, she could 
no longer do very much for herself.  

Jean was always in charge; she was also the family worrier.  As the 
second oldest of four children, she was the one who seemed to worry 
the most about what she would do if her parents needed help.  After 
all, they lived on the other side of the country.  Although her concern 
remained, it was no longer her dominant concern.  At age 46, Jean had 
been diagnosed with MS.  By the time she was 51, she was forced to give 
up her teaching career and now at age 53, she did not know how her fam-
ily was going to cope with her declining abilities.  She can still get by on 
her own using a walker, but increasingly she was spending more of the 
day in a wheel chair.  Eating was getting even harder to do, as was ev-
erything else. Looking back she could differentiate the dramatic decline 
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in her strength, function and of course the acceleration of her tremors.  
She thought the medication was helping, but now, in retrospect she has 
come to realize that that had been wishful thinking. 

Finding Common Ground

Frank, Zoë, and Jean have relatively little in common.  They are not 
the same age, nor do they have the same needs.  They are, however, three 
people who need health care and a wide array of ancillary services.  Some 
might call these ancillary services supportive care; others call it long-
term care.  Regardless of what it is called, this assistance is necessary 
for these individuals to function on a day-to-day basis to avoid being 
hospitalized.

Arranging for this type of assistance becomes the responsibility of 
the people surrounding Frank, Zoë, and Jean.  For most family this is an 
emotional and physical struggle.  Help and information are not always 
available, consistent, or effective, leaving families in the position of fig-
uring out what to do, and unable to be sure that what they are doing is 
right.  It is families who are responsible for arranging, organizing and 
providing most of the care while at the same time dealing with the anxi-
ety and guilt associated with trying to figure it all out.  

The Risks We Face

From opinion surveys most people seem to equate long-term care 
with old age and nursing home care.  This general sense is not quite 
right.  About 60 percent of persons who need long-term care are age 65 
or older and nearly 40 percent are younger.  Further, while a substantial 
share of long-term care dollars are expended in nursing facilities, most 
people who need long-term care do not live in a nursing facility.  While 
there is no doubt that the risk of needing long-term care increases with 
age, even most persons age 85 and older who need significant levels of 
long-term care do not live in a nursing facility.

At younger ages, congenital defects and accidents are dominant 
sources of risk.  At middle age, or between ages 45-55, degenerative dis-
eases contribute to our risk.  In older ages, particularly after age 70, we 
are subject to the risk of many of the same degenerative diseases that 
can afflict us at younger ages, plus a few more.  Multiple chronic health 
conditions and frailty can “gang-up” and further diminish our capacity 
and increase the likelihood of needing long-term care, particularly after 
age 85.
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Nationally, about three percent of babies are born with birth defects.1  
The impact of these birth defects varies.  At one extreme, Rett Syndrome 
is a rare form of autism and a birth defect that affects about 1 in 10,000 
females.  Sufferers often live into their 40s and 50s, but with very limited 
functioning all of their lives:  it is unlikely that they are able to walk or 
talk, and may be unable to feed themselves.2

In 2005, about one out of twelve Americans, or over 21 million people, 
sustained a non-fatal but disabling injury.3   While this figure includes 
many injuries leading to temporary disabilities, it also describes the per-
manent disabilities that would lead to long-term care needs. About 13 
percent of non-fatal injuries are serious and can lead to among other 
things spinal cord damage and brain injuries.4  Car accidents, for exam-
ple, contribute to about 10 percent of non-fatal injuries.

In addition to accidents, younger people can also have a stroke, de-
velop cancer, or acquire many rare degenerative diseases such as Mul-
tiple Sclerosis or Parkinson’s disease.  While strokes are a leading cause 
of adult disability, with the highest risk for those above age 55, strokes 
can occur in teenagers and children.  Although such strokes are uncom-
mon, the effects are devastating and, unlike strokes in adults, can result 
in additional conditions such as cerebral palsy, mental retardation and 
epilepsy.5  Cancer can and does happen at any age.  About one in two 
men and one in three women will develop cancer during their lifetimes, 
and 23 percent of those individuals will be under age 55 when they are 
diagnosed.6 

Multiple Sclerosis (MS) affects about 300,000 Americans, and can ei-
ther be mild or lead to permanent disability requiring long term care.  
Although the severity of this disability tends to increase with age, the 
onset of MS usually takes place between ages 20 and 40.7  Parkinson’s 
disease causes deterioration that eventually leads to disability.  While 
most people with Parkinson’s disease develop it after age 65, 15 percent 
of patients are diagnosed when they are younger than 50.8 

Arguably among the cruelest of diseases, particularly for caregivers, 
Alzheimer’s disease reflects one of many different types of progressive 
brain disorders that gradually destroy a person’s memory and ability to 
learn, reason, make judgments, communicate and carry out daily activi-
ties. As Alzheimer’s disease progresses, individuals may also experience 
changes in personality and behavior, such as anxiety, suspiciousness or 
agitation, as well as delusions or hallucinations.  These changes can be 
terrifying to the caregiver and quite sad when the person with the dis-
ease no longer recognizes their spouse or adult child. It is estimated that 
more than 5 million people in the United States have Alzheimer’s dis-
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ease. Most are over the age of 65; however, between 200,000 and 500,000 
people are under age 65 with early-onset Alzheimer’s disease and other 
dementias.9 

Diabetes is now among the fastest growing chronic conditions.  About 
800,000 people are diagnosed every year and more than 16 million peo-
ple were estimated to have diabetes in 1999.10  With obesity on the rise, 
diabetes rates are expected to increase dramatically, perhaps reaching 
epidemic levels.11  While diabetes per se does not lead to the need for 
long-term care, its role in affecting other health conditions and the diffi-
culty in treating it particular for people with long-term care needs makes 
diabetes a major complicating factor.  Diabetes can lead to death (it is 
the seventh leading cause) but it is more likely to lead to heart disease, 
stroke, blindness, high blood pressure, kidney disease, and amputations.  
These complicating factors can result in the need for long-term care; and 
just as insidious, a substantial percentage of long-term care patients suf-
fer from Diabetes.

All told about 10 million people, or nearly 5 percent of the popula-
tion, need long-term care.  Most (81 percent) live in the community and 
about 19 percent live in nursing facilities.12  Collectively, then, Frank, 
Zoë, and Jean represent tiny proportions of the population.  At ages 79, 
22 and 53, respectively, many more people who need long-term care are 
Frank’s age, but many are also Jean’s age.  Fortunately far fewer are Zoë’s 
age, but unfortunately Zoë is not alone.  

This suggests that parents, spouses, siblings and children are involved 
with the worry, disruptions and effort necessary to arrange and provide 
needed care.  While 10 million people need long-term care assistance, the 
lives of perhaps another 20 to 25 million people are affected.  

Over a lifetime, each and every one of us faces the profound risk of 
worrying about, providing, or needing long-term care.  The risk seems 
imperceptible, perhaps until much older ages -- particularly after age 75.  
By the time we are 85 or older, more than five out of eight of us, or 64 
percent, need long-term care. 13  About 14 percent of us will be living in a 
nursing facility and another 51 percent will be living in the community.  
Among the population age 85 or older, living in the community, about 
12 percent have limitations of three or more Activities of Daily Living 
(ADLS).  Limitations in ADLs reflect the inability to undertake daily tasks 
that are essential such as the ability to eat, dress, bathe, get out of bed, 
or use the toilet.  

The following table compares people age 85 or older living in the com-
munity with limitations in three or more ADLs with persons the same 
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age without any limitations.  This population is less likely to be married 
but more likely to have been to an emergency room and to have home 
health care visits.  Although persons age 85 or older with limitations in 
three or more ADLS were more likely to have had a physician visit, those 
without limitations were more likely to have had 11 or more physician 
visits per year.  

Limitations in 3 or more ADLS No Limitations

Percent Percent

Marital Status

Married 4.83 28.57

Not Married 95.17 71.43

ER Visits

None 64.89 81.05

1 or more 35.11 18.95

Home Health Visits

None 46.89 83.68

1-100 18.6 14.48

101 or more 34.52 1.84

Physician Visits

None 7.71 14.5

1-10 79.85 67.7

11 or more 12.44 17.8

Dental Visits

None 82.77 72.07

1 or more 17.23 27.93

Income

Mean $26,892 $19,436

Median $12,838 $13,491

Table 1.

Population age 85 and older

SOURCE: Tabulations from the Medical Expenditures Panel Survey, 2000.
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Given the difficulties of getting someone with limitations in three or 
more ADLS out of the house, it is not hard to imagine that getting to the 
physician is a significant undertaking.  Perhaps, not surprising, those 
with limitations were less likely to visit the dentist.  

Although the median incomes of the two groups were similar, aver-
age income among those with limitations in the community was slightly 
higher than those without limitations.

Figuring Out What to Do

It is hard to convey just how terrifying and difficult long-term care is 
to address.  Perhaps the experience of experts can help put this in con-
text.  Rosalie and Robert Kane along with Robert’s sister Joan founded a 
group of health and long-term care professionals outraged over the in-
adequacies they experienced from their own experiences as a patient or 
caregiver.  The Kane’s are well known among academics and researchers.  
Robert Kane, MD and his wife Rosalie Kane, Ph.D., through their research 
at The Rand Corporation and the University of Minnesota, have contrib-
uted volumes to the academic research literature and as Professors they 
have helped to train a cadre of researchers, academics, and profession-
als.  And yet, when it came to their own mother they were frustrated at 
how difficult it was to make the system work for her.  As an outlet for 
their frustration and concern for others they founded Professionals with 
Personal Experience in Chronic Care (PPECC).  As stated on their website: 
“Our message to policymakers and health system leaders—If profession-
als working within the health care system are having serious problems 
getting care for themselves and their families, then the system is failing 
in a major way.”14  

As Robert and his sister Joan writes:

Each step was harder for all of us. Despite our best efforts, noth-
ing about this experience reflected the way she wanted to end her 
life. All the way through this depressing experience we kept asking 
ourselves, “If this is happening to us, who know how the system 
works, what must it be like for those who enter it uninformed and 
ill prepared?” Looking back over this experience it was not the way 
any of us would have wished it. Mother lived the life she dreaded. 
Joan found herself never able to do enough and miserable watch-
ing her mother decline in front of her. Robert was frustrated with 
his inability to make the situation work. All of the theories about 
how different types of care were supposed to respond to changes 
in an older person’s life simply fell apart, despite his best efforts to 
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find the best providers of care and to help them develop effective 
approaches.15

Zoë, Jean and Frank, do not have within their families or friends any 
physicians or other professionals who can help them navigate the con-
fusing worlds of medicine, chronic care, or long-term care.  They and 
their families have, like most families, been thrust into this situation 
without preparation or assistance, forced to learn about options as well 
as the ways and means of long-term care by trial and error.  As we will 
explore in the next section, for Zoë’s parents and Frank’s children, the 
learning curve was very steep; for Jean and her family, it was a bit more 
gradual.  

Some of the Faces of Long-Term Care

Frank 

In many ways Frank lived a charmed life.  He fell into his career, 
made a relatively good living, had two easy to raise children, and played 
golf a lot.  Frank loved golf and fortunate-
ly golf had been good to him.  Much of 
his career was enhanced by it.  Frank was 
very active, very social, and in great physi-
cal shape.  He played golf almost every 
weekend and prior to retiring often once 
a week.  After retiring he played three or 
four times a week.  When it comes to golf 
few days were too cold, too wet, or too 
hot for Frank.

Frank’s first real experience with the 
health care system came when his wife 
died.  Even then, Frank’s experience was 
relatively easy.  Frank would never have to 
test his mettle against the rigors of care-
giving.  Sally passed away within three 
weeks of getting sick, and she spent more 
than her last two weeks in the hospital in 
the Cardiac Care Unit.  She had nurses, 
nurse’s aides, attending physicians, and 
resident physicians attending to her medical condition.  Frank stood by, 
a bit confused, very scared, but with little that he could do but to wait 
and worry.
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After the funeral, Frank’s kids were worried, but Frank really picked 
up where he had left off.  His kids were amazed by his resilience and 
soon their worry subsided.  It would be another six years before his kids 
would reflect back upon this time and wonder.  Frank just seemed too 
serene.

Frank did have a thyroid problem, hypertension, and arthritis.  He 
took 4 different medications; 3 pills in the morning, and 2 pills right af-
ter lunch.  But except for the stiffness of his arthritis and the occasional 
doctor visits, he had been in remarkably great health.  He still golfed, 
drove a car, and was completely independent up until the time he had 
the stroke.  After Sally died, he ate more of his meals at the senior center 
or at the golf club and rarely did more cooking than boiling water or set-
ting the timer on the microwave.  

When he had the stroke, he was very fortunate.  He was visiting with 
his doctor for a routine visit.  They were able to attend to him and call an 
ambulance minimizing the damage significantly.  He ended up staying in 
the hospital for 9 days.  By day 4, he was receiving speech, occupational 
and physical therapy.  He learned how to walk with a walker and worked 
hard to get his right arm functional again.  When he left the hospital his 
speech was still slurred, but he was comprehensible.  In addition, he had 
lost his ability to control his bladder.  

The Discharge Planner and the Doctor arranged for home health care 
visits to continue the therapy, but within a few months home health care 
coverage would end and his children would have to start taking him to 
therapy twice a week.   Concerned about his living arrangements, Frank 
went home with his son and daughter-in-law.  They took turns watching 
him and learned about his exercises from the therapists.  Frank needed 
to wear diapers and started taking a new medication to help him control 
his bladder.

Within 6 months, Frank, who had been at deaths door, was walking 
with a cane.  His speech was nearly as good as it had been, and although 
he regained much of the function in his right arm, he was never going to 
play golf or drive, again.  He was able to stop wearing diapers during the 
day, but did so at night, just in case.

His children found him an assisted living facility nearby and con-
vinced him to let them clean out his house and put it on the market.  
Frank moved into the assisted living facility where all seemed to be go-
ing well for another 11 months.  However, it was clear that Frank was 
just not the same anymore.  He had lost some of his zest for life and he 
seemed to repeat himself a bit more and at times he seemed confused.  
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The medication he was taking to help improve his neurological functions 
was affecting his blood pressure. 

In July he went into congestive heart failure and was rushed to the 
hospital when he complained he could not breathe.  This occurred 2 
more times over the course of the next year.  Each time he returned to 
the assisted living facility he seemed even more confused and more agi-
tated.  The nurse’s aides at the assisted living facility were nervous about 
him living there and felt he needed to be watched more closely then 
they were able.  After the third episode, the assisted living facility asked 
Frank’s son to find Frank a new home.  They told him that they were no 
longer the right place to take care of him.  Hiring a full-time nurse’s aide 
to stay with Frank in the assisted living facility might have been an op-
tion, but the assisted living facility did not suggest this and Frank’s son 
did not understand enough to even ask. 

Frank’s kids just did not know what to do; nobody wanted Frank 
to move into a nursing home and so Frank moved back with his son.  
This time his son and daughter-in-law converted their dining room into 
Frank’s bedroom.  Since Frank’s kids work full-time, they supplemented 
their care with an aide from the local home care provider.  The aide 
would come about 9:00 am to watch Frank, make sure he eat lunch, took 
his afternoon pills, and work with him on his exercises.  Unfortunately, 
agency concerns about liability prohibited the aide from taking Frank to 
his physician or physical therapy visits.  On most days this arrangement 
seemed to be working out well; but occasionally the aide would not show 
up and someone would have to decide to either stay or come home from 
work.  Someone always had to take time off to take Frank to his cardiolo-
gist, his neurologist, or his internist or to see the physical therapists.

Frank’s son and daughter-in-law had no idea that Frank was in the 
early years of Alzheimer’s disease.  Frank’s children had come to under-
stand the consequences of the stroke and they thought this was contrib-
uting to his risk of congestive heart disease, but an underlying co-mor-
bidity that had yet to be diagnosed was going to turn their lives upside 
down.

One morning Frank left the house.  The aide had come around 9:45 
am but could not find Frank in the house.  She assumed he was out back 
in the garden, but she did not bother to look until after she had prepared 
lunch.  It was only then that she called Frank’s daughter-in-law.  Frank’s 
Daughter-in-law then called the police but while the dispatcher was sym-
pathetic he said there was not much he could do unless there were signs 
of foul play.  After all, he was, as far as everyone knew a competent 
adult. 
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Frank’s son and daughter-in-law left their respective offices right away 
and started searching the area in their cars.  Although it was already past 
5:00 pm, Frank’s son was relieved when he saw Frank walking down the 
street.  Frank could not explain where he was going or why he had left 
the house.  Frank’s son could not comprehend what was going on and 
was now beginning to get angry.  How could his father have scared him 
like this; especially after all he and his wife had done! 

Although Frank lived a good life, he was not wealthy.  The member-
ship in the golf club was always more important than saving for retire-
ment.  He had Social Security, a small pension, and a modest amount of 
savings.  His Social Security and his pension was about $1,500 a month.  
The sale of his home had nearly tripled his savings.  The Assisted Living 
Facility, however, not only consumed his monthly income but also drew 
his savings of $300,000 down to $186,0000.  Hiring an aide to be with 
Frank, Monday through Friday, from 9 am to 6 pm turned out to cost 
nearly $4,000 a month.  Even at this level of assistance, Frank’s children 
had to leave work to take him to the doctor.  At this rate, Frank who was 
now age 83, would be fine, as long as he did not need to move into a 
nursing facility or did not live more than 6 years.  

Zoë

Although she does not remember the accident, her friend Melissa will 
never forget.  Melissa was able to get Zoë out of the water.  Fortunately 

she had a cell phone, which she used to call for help.  
It would be another week before Zoë was conscious. 
Zoë’s family was devastated.

Zoë had been out of college for less than one year.  
She had been working as a waitress while looking for 
a job in her career and was living at home.  She was 
determined to pay off her student loans before mov-
ing out.  Too old to be on her parent’s health insur-
ance policy, she was not insured.  Zoë’s parents had 
money set aside for retirement, but they too had also 
borrowed to help pay for Zoë’s college.

Zoë’s parents were able to use their home equity 
line-of-credit to finance the refurbishing of the house.  
A ramp was added to the front door, three doors were 
widened, and a sunroom off of the living room was in-

sulated and refinished to accommodate a hospital bed, a commode, and 
the wheel chair.   They also bought a van and added a wheel chair lift.
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In the hospital Zoë was enrolled in Medicaid, which would cover most 
of the hospital bill, but Medicaid would only pay for a home health aide 
to come to the house for four hours a day.  Zoë’s mother stopped work-
ing, and stayed home to tend to her daughter.  

The aides from the agency were often late but nearly always showed 
up.  More problematic, however, was the parade of different aides.  For 
most weeks she would see the same 3 or 4 aides, but every six months 
or so, the 3 or 4 aides she had come to know would be different.  Zoë’s 
mother felt it was her responsibility to train each new aide.  She also felt 
it was critical that each aide know who her daughter was.  

Zoë’s mom, with the help of the aide, would bathe Zoë, clean her 
catheter, and provide her with her daily enema.  It would be years before 
Zoë’s mom would ever leave Zoë alone with an aide, but, when she found 
an aide she could trust and when she was sure that aide would show up, 
she would use some of the four hours to attend to her own needs.  

Zoë’s parents dedicated their lives to their daughter.  Zoë’s dad read 
to her every night and stayed with her while Zoë’s mom would finish 
housework, go shopping, and occasionally attend church events.  Every 
day, several times a day, Zoë’s parents took turns moving, turning, ex-
ercising, and massaging Zoë’s muscles.  Seven years after the accident, 
Zoë’s friends, including Melissa, stopped coming by.  Zoë’s dad did not 
know how they were going to keep up this routine.  He and his wife no 
longer had anything to talk about, except caring for Zoë.  He was about 
to turn 60 and he wondered who would take care of Zoë when he and his 
wife no longer could.

Jean

In college Jean really took to her early educa-
tion classes. Her first job would be teaching 4th 
grade, which she did for a number of years until 
she found an opening teaching kindergarten.  Her 
experience with 4th graders and now with kinder-
gartners had made it clear to her that the perfect 
age at which to share and imbue her passion for 
learning was 3rd grade.  The very next year she was 
able to obtain a 3rd grade class; where she had re-
mained until the combination of teaching, sched-
uling doctor visits, and the fatigue from the MS 
or the drugs she was taking for her MS were too 
much for her.
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Jean was now preoccupied by the very real concern of how her family 
was going to cope with the inevitable next phase of her disabling condi-
tion.  Intellectually she always knew this day would come, but emotion-
ally and psychologically she had been so preoccupied with meeting each 
physical challenge that she had not had the time to fully reflect on what 
this would mean.  It took more than a decade for her to begin to see her 
former self crumbling away and she was terrified.

The Final Chapter

Frank eventually died at his son’s home.  Frank was able to afford 
most of the care that was purchased and Medicare covered the hospice 
care that came in during the last few months of his life.  Frank passed 
away a few months before his savings were likely to expire.  

Jean’s husband was fortunate.  Although he was not able to work 
part time in his own practice, he sold his practice and then worked part-
time for the firm that bought his practice.  He sold the practice for es-
sentially twice the accounts receivable; not much given how successful 
he had been, but then again as a solo practioner his practice would be 
worthless if he was not able to continue to work.   The acquiring firm did 
not need his furniture or even his location; they really did not need him.  
They were doing him a favor.

He took a substantial cut in his salary, but he was able to spend a lot 
of time at home helping Jean.  His children started to borrow more for 
college, and his youngest child decided to only apply to the state school, 
even though she had her heart set on a small liberal arts college in anoth-
er state.  He used all of his salary and most of his savings to maintain the 
house, purchase the supplies and equipment not covered by his health 
plan, to pay for a nurse and an aide to help him take care of Jean when 
he needed to work, and the remainder went to supporting his children.  

Work was very hard; mostly because it was so hard to concentrate.  He 
needed the work to get him out of the house, but when he was at work 
all he could do was worry about Jean.  Everything was difficult, especially 
dealing with his health insurance company.  He had to fight with them 
about everything and they covered nothing related to her needs.  They 
covered her doctor bills, but it was a real battle to get them to cover the 
new electric wheel chair she needed.  They were always denying claims, 
even for her prescriptions, and refusing to pay for this or that.  It was 
becoming a full-time job fighting with them.  Everything became even 
harder when he sold his practice and had to change insurance carriers.  
He was outraged by their refusal to pay for her diapers and at how ex-
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pensive the diapers were compared to the Pampers in the local super-
market.   

Jean lived another 2 more years at home; and while her husband had 
been able to avoid going into debt to pay for her care, he no longer had 
very much in savings for his retirement.  He was able to liquidate part 
of his Simplified Employee Pension (SEP) without incurring a tax pen-
alty.  Earlier he had borrowed against the equity in his home to retrofit 
the house, but fortunately that loan had been repaid before he had stop 
working full-time.  

When Jean died her husband was 63 years of age.  He had $112,000 
in his SEP, and owed 4 more years on the mortgage, a $160 a month 
pension from Jean’s many years in the public school system and nearly 
$400,000 in home equity.  He had assumed he would need to have saved 
$800,000 in his SEP to be able to afford to retire and wondered when he 
should file for Social Security. 

Zoë had Medicaid coverage, but this turned out to not be enough.  
Her parents did the best they could for as long as they could, but eventu-
ally it all become too much physically and emotionally.

Reluctantly Zoë’s parents decided to move her into a nursing facility.  
Prior to when Zoë had the accident it had been relatively easy to main-
tain a middle-income lifestyle and to save for retirement.  They struggled 
with college costs, but if they had both continued to work, they would 
have recouped from that.  When Zoë’s mom stopped working, it was 
harder to pay off the college loans and even harder to save anything for 
retirement.

About a year after Zoë moved into the nursing facility, her parents 
filed for divorce.  The divorce would take what might have been a small 
but almost modest amount for two living as one and divided it into two.  
This meant neither of Zoë’s parents would be able to come anywhere 
close to supporting a middle-income lifestyle.

Although Zoë’s mom visited Zoë every day during the week and Zoë’s 
dad spent virtually the whole weekend with her, Zoë had given up.  About 
8 months later, just two weeks shy of her 45th birthday, Zoë died.  Medic-
aid had paid for much of Zoë’s care in the hospital, at her home, and at 
the nursing home; but the family had also paid a price as well.  
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What would have helped Zoë, Frank, Jean, and their 
Families?

Each and every person who needs or who provides long-term care 
has a unique story to tell. 16  Not unique are the difficulties involved with 
knowing what to do, knowing whom to turn to, and knowing how to or-
ganize, arrange for care and knowing how to provide care.  Not unique, 
even for people with considerable financial means, is the difficulty of 
finding help from people with the right qualifications and who easily 
integrate with family caregiving.

People who need long-term care and their families need all kinds of 
help.  They need advice and support.  They need counseling, training, 
and an array of services better integrated with the other facets of their 
lives.  They needed to know what to do, how to do it and they need help 
getting each of the different parts of the system to work together.  They 
needed a system that does not separate the medical part from the sup-
portive care part of their loved ones’ needs.  They need providers that 
are able to respond to the changing needs of each patient.  Caregivers 
need time off and they need to be assured that their financial security 
is not at risk because of the long-term care needs of their spouse, child, 
or parent.

In about 15 years, there will be a lot more people like Zoë, Jean and 
Frank.  Furthermore after 2015, the population age 75 or older will have 
had far fewer children than the current population age 75 and older.  
Consequently, there will be fewer adult children, like Frank’s children, 
and a shortage of workers relative to the number of persons in need of 
assistance.    

These demographic facets suggest that there is an urgent need to ad-
dress current and future long-term care issues.  Nevertheless, both the 
public and private discourse on this subject remains inexplicably muted.  
Lawmakers rarely, if ever, debate public financing mechanisms, and in-
dividuals themselves often avoid thinking about long term care.  And 
of those that had become experts:  people like those taking care of Zoë, 
Frank, and Jean, are just too busy being caregivers, too burnt out, and 
depressed to be of much help in helping the rest of us understand how 
devastating and inefficient the long-term care system can be.

Denial, Confusion, but Few Options for Pooling Risk

Frank, Zoë, and their families had never thought about or addressed 
the question of financing long-term care.  Only Jean had even thought 
about it; but of course her concern was that of her parents not of her.  It 
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seems that most people do not envision themselves growing old, getting 
sick, losing independence, and needing care.  This seems quite natural 
give our predilections towards independence from the day we are born.

In a series of focus groups, for example, conducted with workers age 
40 and older, participants imagined themselves aging vibrantly and dy-
ing quickly.17  In another study, focus group facilitators asked why pre-
retirees and retirees were not buying long-term care insurance.  From the 
discussions, the facilitators summarized that participants had “…deeply 
ingrained denial that supersedes recognizing a need for long-term care 
insurance.”  The written summary of the sessions suggested that people 
were quite realistic in their assessment of the financial risks they face 
without insurance, yet readily admitted that by ignoring the issue it just 
might go away.18 

Not surprising then, few people have really considered the possibil-
ity of needing long-term care.  For example adults were asked in a 2004 
survey sponsored by the National Academy of Social Insurance (NASI), 
“Which of the following statements best describes your planning for 
long-term care,” 37 percent responded, “I have developed a plan to pay 
for long-term care if I need it.”19  The remaining 63 percent of respon-
dents fell into three other categories: “I do not have a plan to pay for 
long-term care because I don’t expect that I will need it” (23 percent); “I 
really haven’t given any thought to how I would pay for long-term care 
(31 percent); and “Not sure” (9 percent). 

Other opinion surveys reveal that there is confusion and miscalcu-
lation about long-term care.  The EBRI Retirement Confidence Survey 
regularly asks people about whether they had factored the possibility 
of needing long-term care into their retirement planning or considered 
purchasing long-term care insurance.  Again, the answers were mostly 
negative.  Almost two-thirds of respondents (63 percent) age 45 or older 
had not tried to calculate how much money they would need to have 
saved to finance their living expenses during their retirement years by 
the time they retired.  Paradoxically, two-thirds of the respondents (67 
percent) expressed confidence that they would have enough money to 
live comfortably in retirement.  Moreover, about half (54 percent) said 
they were confident that they could finance long-term care expenses.  Is 
this denial, hubris, or a lack of understanding?

Unfortunately, more than half of the respondents (66 percent) believe 
that the average annual cost of a nursing home was $25,000 when, in 
fact, the national average was more than $40,000 at the time.20  Today 
the average annual cost for a private room is about $76,000 a year.21  The 
fact that the majority of respondents were confident that they could 
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cover long term care expenses is just not consistent with the notion that 
most had not calculated their savings needed nor had a firm idea what 
the costs might be.  

Denial or lack of inquiry might help to explain why there is confu-
sion about how long-term care is financed.  Only 38 percent of adults 
in a June 2005 Kaiser study were able to correctly identify Medicaid as 
the primary source of health coverage for low-income people who need 
nursing home care or home care over a long period of time.  About 32 
percent thought that Medicare was the main source, 17 percent said they 
didn’t know, and 14 percent named some other program. 22 

Survey respondents sometimes report that they had long term care 
coverage when this did not seem likely.  About 31 percent of respondents 
age 45 and older said they had purchased a long-term care insurance 
policy.  If that were true, the long-term care insurance market would be 
more than six times larger than it was at the time.23   

Long-term care insurance, however, is among the few options avail-
able to pool some of the financial risks of long-term care.  Long-term 
care insurance, however, does not really pool the financial risks of need-
ing long-term care; it pools a pre-determined portion of the financial 
risk.  The amount of risk pooled depends on the choices made at the 
time the policy is purchased.  Policy choices include the specific amount 
of coverage in dollar terms, whether the benefit amount increases over 
time, the duration of the upfront elimination or deductible period, and 
the specific way in which claims for benefits can be filed.  While there are 
many product choices, the products and the tradeoffs between products 
(even within the same company) are very complex, making it difficult, if 
not impossible, for most consumers to make an informed choice.24  More 
importantly, unlike other forms of insurance this is the type of product 
you buy once.  That is, this is in effect a lifetime decision.  

After choosing a long-term care insurance policy it is likely going to 
be too expensive to shop around and change policies.  This is because 
the premium being paid is based on both the amount of coverage cho-
sen and the initial age at which this policy was purchased.  Some of the 
premium covers current risk, but most of the premium is prefunding the 
premium for future risk.  If you purchase a policy at age 50 but change 
your mind about the scope and depth of coverage at age 60, the cost of 
changing will be to forgo all of the prefunding that occurred from age 50 
to 60 and the premium price for the new policy will be based on an ini-
tial purchase at age 60 not age 50.  Since the purchaser is now 10 years 
closer to being at risk of needing long-term care the prefunding period 
is shorter and hence the premium is larger.
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Family Anguish

Not surprisingly, parents do not want to be a burden on their chil-
dren.  Jean and her husband did not want their kids to either delay, sus-
pend or even come home after graduating college to help out; yet prior 
to her diagnosis Jean had assumed she would be the one to take care of 
her parents if they needed more assistance.  Zoë’s parents never flinched 
at the notion of become her full-time caregivers.  Frank was caught in a 
difficult situation and his son and daughter-in-law were always there for 
him.

In a 1999 survey, 77 percent of respondents said they were not likely 
to ask their children if they can move in with them.25  More than half (56 
percent) said they were not likely to ask their children for help with ev-
eryday needs such as dressing and bathing.  About 91 percent of respon-
dents were not willing to ask their children to sacrifice job advancement 
to care for them.  And yet, adult children are vital sources of caregiving 
and as caregivers have sacrificed job advancement.

Adult children, however, do say they are more than willing to take 
care of their parents.  One survey found that 74 percent of children said 
they were willing to have their parents move in with them and 77 per-
cent were willing to help with everyday personal needs such as dressing 
and bathing.26  More than half (69 percent) said they were even likely to 
sacrifice a job advancement to care for their parents.  

Perhaps this disconnect reflects a lack of communication.  Frank had 
never talked to his kids about his wishes – not when his wife was sick, 
not after she died, nor really after he had his stroke.  Their conversations 
were focused on the problem confronting them at the moment.  That 
was what led them to put him up at home initially, find him an assisted 
living facility, and then move him home when the assisted living facility 
no longer could care for him.  While Jean worried about her own parents, 
she and her husband had never thought about the possibility that she 
might need long-term care before they did.  Even while confronting her 
disease, long-term care was not Jean’s dominate concern.

A Pew Research Center survey revealed that while 59 percent of adults 
had discussed their health with their children in the past year, only 41 
percent had discussed their financial situation, and only 34 percent had 
discussed their preferred living arrangements.27  
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Preferences for Staying Home 

Respondents to surveys about long-term care are overwhelmingly 
negative towards institutions.  The 2004 NASI survey showed that 53 
percent of respondents had a “very negative” or “somewhat negative” at-
titude toward nursing homes, versus 36 percent who had a positive view.  
In a June 2005 survey by the Kaiser Family Foundation 41 percent of 
respondents thought that being in a nursing home makes people “worse 
off” than they were before, while 29 percent of respondents to a Kane 
and Kane survey of seriously ill persons age 70 or older said they would 
rather die than enter a nursing home.28 

Seventy percent of respondents to the NASI survey said it was “fairly” 
or “very” difficult to find quality nursing home care, and the Kaiser/Leh-
rer survey reported that 35 percent of people age 18 and older thought 
nursing homes were doing a bad job in serving residents.  In reality, stud-
ies of nursing home residents reveal generally high levels of satisfaction.29  
Perhaps, this dissatisfaction is far more prominent in the anticipation of 
care than in the receipt of care.  

Nursing homes are associated with a lack of independence, lack of 
control, financial instability, loneliness, and institutional living.  There-
fore, it is not surprising that respondents strongly preferred the notion 
of assisted living facilities to nursing homes.  In the NASI survey, 65 
percent said they had “very positive” or “somewhat positive” attitudes 
toward assisted living facilities, and in the Kaiser/Lehrer survey, when 
respondents were asked to choose between an assisted living facility or 
a nursing home, 78 percent choose the assisted living facility and only 12 
percent said the nursing home.  

Frank’s kids did what they could to keep Frank out of the nursing 
home, even though they did move him into an Assisted Living facility.  
He was fortunate that his children were able to care for him, since by the 
time he left the Assisted Living Facility, he no longer had enough money 
to live the rest of his life in a nursing home.  Jean too was fortunate.  
However, her husband is now at risk financially in his older age.  Zoë did, 
eventually, move into a nursing home, perhaps because she was already 
on Medicaid.  

Government Financing

Government programs currently finance about 66 percent of all long-
term care services.  In light of this fact and due to the confusion about 
the role of Medicare and Medicaid in financing long-term care, it is not 
completely clear if opinions about the role of government reflect an in-
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formed or uninformed understanding of the current structure.  Never-
theless, most people polled have an opinion about the relative role of 
government.

The 2004 NASI survey, for example, asked respondents to rate their 
attitudes along a scale form one to seven, where one was that long-term 
care expenses were “strictly a personal and family responsibility” and 
seven was “strictly a government responsibility.”  Along that scale, about 
28 percent of respondents picked 3 or lower (i.e., more inclined to say 
that it was an individual responsibility) and 50 percent of respondents 
picked 5 or higher (i.e. more inclined to say it was a government respon-
sibility); and 19 percent picked 4 which is just slightly above the mid-
point between 1 and 7.  

Other surveys, even those going back a decade, are remarkably simi-
lar to this.  In the 1998 American Health Care Association survey, two-
thirds (66 percent) of people age 34-52 agreed with the statement “As 
long as you play by the rules and pay your taxes, government health 
policy should ensure that families don’t go bankrupt from the cost of 
nursing home care.”  Similarly, a 1993 Employee Benefit Research In-
stitute Survey showed that a comparable percentage (69 percent of the 
population age 18 and older) indicated that it would support government 
funded long-term care assistance for older persons, even if that meant 
an increase in income taxes.  

In the 2001 Kaiser Family Foundation/NewsHour with Jim Lehrer sur-
vey, three-quarters of adults (76 percent) said that it was very or extreme-
ly important for the government to pass a law soon to provide funding 
for long-term care services aimed at helping frail people to continue to 
live in their homes. 

In the 2004 NASI survey, respondents were eventually told that the 
only government program that covers a substantial amount of long-term 
care costs is Medicaid.30  Moreover they were told that to qualify for Med-
icaid individuals could not have personal assets of more than about two 
thousand dollars.  Unless someone has private long-term care insurance, 
they must pay the costs themselves until they qualify for Medicaid cover-
age.  Upon hearing this, respondents were asked for their opinion about 
this system.  Nearly three-quarters (71 percent) said this system needs 
major improvements or a complete overhaul.  About one-quarter (23 per-
cent) said the system could use only minor improvements or worked well 
as it is.

In a follow-up question, 70 percent said that they thought the federal 
government should do more to help people meet the costs of long-term 
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care.  Moreover, of those who felt this way, 60 percent sided with a state-
ment that viewed this role as tax incentives to encourage people to save 
more and buy long-term care insurance, but the government should pay 
for the care for low-income people.

State level surveys consistently support more government funding 
for home and community-based long-term care services.  In a January 
2002 survey of AARP members in Iowa, 73 percent of respondents either 
“strongly supported” or “somewhat supported” increasing funding for 
home and community-based long-term care services through the Iowa 
Department of Elder Affairs. 31  Only 19 percent “strongly opposed” or 
“somewhat opposed” an increase.  In a separate survey of Iowa adults 18 
or older, 59 percent thought that there was not enough money in Iowa’s 
health and long-term care budget, and 80 percent would “strongly op-
pose” or “somewhat oppose” cutting funding for such services.32  

Similarly in Michigan, 77 percent of registered voters polled said 
there was “not enough” funding to meet the need for service and ensure 
quality of health and long-term care in Michigan.33  The vast majority 
(95 percent) of respondents said it was “somewhat important” or “very 
important” to maintain current funding levels for Michigan health and 
long-term care services, and 78 percent of respondents “somewhat sup-
ported” or “strongly supported” increased funding in Michigan for home 
and community-based care services.  About half (54 percent) of respon-
dents said they found it “very difficult” or “fairly difficult” to find infor-
mation about government long-term care programs and services.34  

Survey respondents indicate that voting patterns might be influenced 
by a candidate’s stated position on long term care funding.  More than 
half (61 percent) of Iowa survey respondents said that a political candi-
date’s position on expansion of home and community-based long term 
care funding would influence their voting choice.  Only 3 percent said 
that support for expansion of funding would make them less likely to 
vote for a given candidate.  A survey of AARP members in Oklahoma re-
vealed that about half (53 percent) of respondents would be more likely 
to vote for a candidate who supported maintaining or expanding the de-
livery of home and community-based health and long-term care services, 
even if it means raising state taxes.35  Only 10 percent said they would be 
less likely to vote for such a candidate.  

Changing Long-Term Care:  A Growing Awareness

The need for long-term care can be a life-changing event for everyone 
involved.  How many of us know of a Frank or a Jean?  How many of us 
have heard of someone in Zoë’s situation?  And yet the silence is almost 
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deafening.  Frank, Jean, and Zoë, as well as Frank’s son and daughter-in-
law, Zoë’s parents, and Jean’s husband and children are nearly invisible.  
But their lives, and the lives of about another 30 million Americans have 
forever been changed by the need for long-term care.

The risk, at most points in our lives, is relatively low; but the conse-
quences in both financial and non-financial terms, are variable but usu-
ally devastating.  Yet pooling the risks of long-term care has not been a 
part of the political discourse.  If some say they would rather die or be 
in a hospital bed than in a nursing home, and if others cannot speak to 
their children about their future health care needs, how can the public 
discourse on long-term care proceed?  

Fortunately, about 67 percent of survey respondents do think it is 
likely that they will develop a chronic medical condition.36  Two-thirds 
(67 percent) agreed with the statement “long-term care poses the great-
est threat to their standard of living during retirement.”37  And among 
people age 45 and older, 60 percent said they were familiar with long-
term care; although less than a quarter (21 percent) said they were very 
familiar.38  

Awareness is growing in younger populations as well.  In a survey 
of people with a living parent age 65 or older, many revealed that they 
were worried about their own old age.  Almost three-quarters (73 per-
cent) reported being concerned about their ability to care for themselves 
without being a burden on their families.  And nearly as many (72 per-
cent) were concerned about their ability to pay for their own medical and 
other basic living expenses.39  A survey of registered voters in Michigan 
aged 45 or older revealed that 55 percent of respondents thought that 
the state should make affordable long term care options a ‘top” or “high” 
priority.40

These survey findings suggests that at least half the population is 
aware and perhaps ready for a public discussion about the policy op-
tions for confronting long-term care.  What is clear is that awareness of 
the issues is not sufficient.  Awareness raises the question of what to do 
but unfortunately the options for pooling risk are limited.41  

Life care communities, which pool the risk among community resi-
dents, require both a substantial upfront fee and the necessity of mov-
ing into the community.  Most of these communities require being above 
a specific age, such as 60, before you move in and that you move-in in 
good health.  Long-term care insurance policies pool some of the risk, 
but such insurance is not available to everyone and does not make sense 
for anyone who cannot finance the gaps in the insurance coverage.  The 
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amount of risk pooled through long-term care insurance is dependent 
on the individual making those choices decades before the risk is preva-
lent.

Awareness about the risks of long-term care is certainly necessary, but 
until public policies better enable everyone to pool the risk in a mean-
ingful way, being aware will not be sufficient for families to effectively 
organize, arrange, and provide needed care.
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