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SXECUTIVE

Death comes to all men and all women, The end of life
is one of the grear universal experiences, along with
birth and life itself. So why develop a report specific to
women and their care at the end of life! Women, like
men after all, die just once. But because of greater sur-
vival into very old age by more women, the face of the
worldwide longeviry revolution is predominantly a
fernale face, The LS. and most of the world are wir-
nessing rapid growrh in the numbers and proportion of
the very old in cheir populations. Wichin the oldest age
groups (over age 95), Amercan women outnumber
men by a ratio of nearly four e one. Wise social plan-
ning requires better understanding of the medical and
social support needs of the longest lived, ulomately
making way for a humane and life-affirming death at
the end of a long life; an end that we would all wish for
ourselves and for our loved ones.

Women and men in our culture tend oward different
experiences when death comes. The reality of life’s
end varies widely in terms of age, location, and attend-
ing conditions, all of which are determined in large
measure by gender. Many older women in the United
States face the end of their lives in ways that are fun-
damentally different from men. Thev do so in a med-
ical culture that intrinsically is not designed o meet
their spectal and often overwhelming needs. Within
the context of this lack of knowledge and infrascruc-
ture, familics and community-based social service
agencies struggle to provide safe and comfortable living
arrangements; social, emotional and spiritual support;
and help with finances, transportation, meals and daily
personal care,

A significant number of gaps in the knowledge base
define the research agenda concemning women ar the
end of life. The underrepresentation of women as
research subjects, which persisted over many years,
leaves uvs today with limited information and under-
standing of many disease processes in older women
and of how women fare in the medical care system. Still
less information and knowledge exist about the pas-
sage of older women through the last vears of their life
until death. Among the questions: Whar should be the
goals of care for an older woman near the end of her
lifer When should there be a transition from life-pro-
longing care to comfort care? Who addresses her non-
medical needs? How should a woman and her family
be brought inte discussions and decision making on
these critical issues? How can quality care be delivered
and evaluated using the combined resources of family,
community, and medical and social service systems?

These questions arise in the context of a medical care
system poorly aligned with the needs associated with
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the chronic health problems of older people. lois a sys-
tem thar soll trains its professionals, provides care and
pavs for services based on the needs of patients with
acure medical conditions and serious injuries, It is a sys-
tem primarily orented to the young and middle-aged
with health insurance designed to cover acure medical
problems, and largely unfamiliar with communiry-
based aging and social services.  Community-hased
service agencies and volunteers rypically work wich
limited resources. They may have onlv fleeting inter-
actions with the medical care system or with other
social service agencies. These questions also confront
millions of families that are coping with the conse-
quences of a longer life span for women that did not
eXISt jUst a generation ago.

Unril quite recently, women’s health was considered to
be synonymous with reproductive healch, Historically,
very little research attention has been directed to the

complex healrh issues thar affect women in all stages of
their lives. This is now beginning to change.
Improving care at the end of life for older women will
reqjuire changes in the way medicine is practiced, how
care is reimbursed, how community-based health and
social services operate together, how professionals in
many disciplines are trained, how information about
long-term care and end-of-life ssues 15 mansmicted
the public, and, underlving all this, how Americans
view the end of life itself.

The Alliance for Aging Research has prepared this
report o organize the complicated and interrwined
issues of women and their care ar the end of life. It is
intended o stimulate discussion and action by grant-
makers, policymakers, and women and men of good
will who can effect changes for the better in how our
tellow human beings receive care and support in the
final phase of life. A panel of seven prominent authori-
ties from some of the nation’s twp centers of learning
reviewed the material. They included experts in peron-
tology and gerniatrics, hospice and palliative care, care-
giving issues, bioethics and healeh policy. The advisory
panel drew upon scores of recent studies, surveys,
research findings und published repores,

At the core of this report are Seven Essential Truths about
the realiey of women and the care they receive and give
at the end of human life, Within each of these areas, the
advisory panel has identfied missing information to
guide the research agenda. These missing pieces are
listed in sections titled Where are the Gaps? The panel
has also developed recommendations for policymakers,
listed under headings Whar Showld dbe Done? These rec-
ommendations have the full endorsement of the
Alliance for Aging Research,



Seven Fssential Truths ~ Women and Care at the Fnd of Life

Truth No. I Women live longer than men, but they are more likely to suffer from the effects of chronic
disease, including declining functional and cognitive status,

Truth No. 2 The majority of older women in the ULS, die ourside of the home, in nursing homes or hospitals,

Truth No. 3 Fragmentation and limited financing for long-rerm care services, especiallv toward the end of life,
result in unmet care needs for older women.

Truth No. 4 Diespite increasing reliance on care at home, there is lictle support for family caregivers.

Truth No. 5 Most married older women outlive their spouses; consequently many often suffer a steep decline

in {..‘I:Tll'lﬂm'i{_" ALArus.

Truth No. 6 Older women are more likely to live alone, with an ensuing complexity of health care and other
I :
necds near the end of hife.

Truth No.

™)

Society can provide and afford much better care ar the end of life thar respects women's prefer-
ences, provides emaotional and physical comfort, fosters family peace and meets spiritoal needs.

Key Recommendations

= The Department of Health and Human Services muose support increased research and training into beteer care
and treatment options tor chronically il older women at the end of life.

*  Health care and social service providers need to berrer understand and adopr the principles of palliative care
in settings where older women live and die,

New collaborarive channels must be established among various agencies which provide community and social
services, and medical care mstitutions. This will improve the quality, continuity and appropriateness of end-
of-life care for older women,

¢ As complex and burdensome caregiving responsibilities are increasingly shifred from medical settings o the
home, family caregivers must be given better preparation, information, and support in order oo fulfill this mle,

= [Palicymakers should reexamine long-term care (Medicaid) policies thar currently force married people o
spend down to poverty levels. Governmental policies should also reform the means of financing home and
community-based long term care o support a continuum of care o the end of lite,

= A nanonal dialogue on humane care at the end of life, one thar reflects the preferences, values and beliets of
Families and communities, must be encouraged and facilicared by leaders from the private sector, businesses,
foundarions, the media, religion and medicine,

One Final Gift

Omne risk of a report such as this is that the deep human feelings surrounding the emotionally-laden issues of care
for the dying can be blunted in the process of assimilating dara, and the reader of the report can thus become desen-
sitized, Therefore, the reader 15 urged to keep in mind the human face of the subject at the heart of this studv. It
is a female face; it could be vour mother, vour grandmother, vour wite, your sister, vour aunt, your neighbor or your
best friend. In time, she could be you.

The older woman of todav lived through the deprivations of the Grear Depression. She witnessed the rise of high
speed rravel and communication, the spectacular groweh of medical technology, and the emergence of a mass com-
munity. She saw her children grow up in a world completely different from the one she knew as a child and expe-
rienced the difficulry of adjusting o a dispersed familv. And through it all, she gave us the gift of her knowledge,
wisdom and love. Now she 1s an older woman ac the end of her life. Can we help her claim her own innate power
over life’s end and, in doing so, give her one final gift — humane and compassionate care ar the end of life? And
by aking leave of her life, may she be the teacher once again, showing us how to achieve a good death — giving
us one more final gift,

Clne Fimal Gife 3



JRUTH

Women live longer than men, but they are
more likely to suffer from the effects of
chronic disease, including declining
Sfunctional and cognitive status.

Americans are getting older in larger numbers than

cver before and the increased life expectancy of

women has resulted in a dramartic growth in the older
female population. From birth on through the oldest
ages, women's life expectancy outpaces that of men
(see Figure [). Women in the LS. outlive men by an
average of six vears and therefore tend to die at later
ages than men. In 1995, 73 percent of all deaths
occurred among people age 65 and older and 24 per-
cent occurred among people age 85 and older,
Particularly striking is the relatively high percentage
of dearhs — 16,4 percent — that oceur among women
over age 85. (National Center for Health Statistics,
1997

As a result of their longer life expectancy, alder
women greatly outnumber men of the same age, The
ratio of men to women in the population is illustrated
in Figure 2. While at hirch, males outnumber females,
this changes drastically in later ages, o the point

Figure 1
Life Expectancy at Birth and Older Ages
for Men and Women: 1U.S., 1995

Life Expectancy
in Years

]

Birth f3 vears

Source: Marional Cenver for Health Statisties, 1997
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Figure 2
Number of Men per 100 Women
by Age: 11.S,, 1994

165

Rirth 6i5-74 7384 H5-54

Source: 118 Burean of the Censos, 1996

where women outnumber men by a ratio of almost
four to one after the age of 95, In 1994, women made
up nearly two-thirds of all people over age 85, almost
2.5 million people, compared to 982,000 men. (LS.
Bureau of the Census, 1996).

The shift this century from quick deaths due tw
acute, infectious diseases and accidents to prolonged
ones from long-term, chronic disorders has had a pro-
found effect on women. Women, especially as they

age, are more likely than men

to suffer from chronic condi-

onons such as arthritis, osteo-
porosis and related fractures,
Alzheimer's discase and incon-
nnence.

Disability 1s one major conse-
quence of living with a long-
term chronic  condition.  In
EVEFY dge Sroup mare women
than men are functonally or

cognitively disabled. In 1991,

Women
24 percent of women aged 65-
74 vears and 41 percent of
hlen women 75 yvears of age or older

who lived in the community
reported suffering from some
rvpe of disabilicy. Disabilicy is
measured by having difficulties
with instrumental activities of
dailv living (IADLs), such as
managing money, doing house-
work, preparing meals, shop-
ping for groceries and clothes,
and pgetting to places our of
walking distance; and activities
of daily living {ADLs), which

mclude  dressing,  bathing,



grooming, toileting and cating. At each age, the pro-
portions were higher among women than among men
as shown in Figare 3.

Women are also more likely to live with comorbidi-
ties — that is, more than one chronic health condition
ar a time (see Figure 4). People with more than one
condition have more physician contacts und are more
likely to be hospitalized cach year than people with
one conditon. As chronic conditions increase in
number so do the chances of having ditfficulties witch
persondl care and basic daily living tasks. (Instituee
for Health and Aging, 1996)

Figure 3
Disability Status of Noninstitutionalized Men
and Women ar Selected Ages: U.S., 1991

S0 |—
1AL only
i — - AL without help
10 - - AL with help
20 —

il _-- .. .

Men Women Men Women Men

45 - 64 vears a5 - T4 vears 75 +

Women

Svnrve: Natkeial Center Tor Health Soaristics, 1996

With their long lives and cumulanve disabilicy from
chrome disease many women need supporr and assis-
tance roward the end of their lives, Physical or cogni-
tive limitations can result in a wide range of needs,
from help with housekeeping, o assistance with
daily personal care, to round-the-clock support.
Many chronic conditions, such as incontinence,
Alzheimer’s disease and hip fracture from osteoporo-
sis significantly increase the odds of being placed in
4 nursing home or hospital during the last days of life.
The very nature of chronic diseases means thar one
cun live with the condition for a long ome. It is diffi-
cult to accurarely predicr life expectancy for such
chronic illnesses as Alzhcimer's or Parkinson's dis-
ease, which have a long, slow decline, as well as for
such prevalent conditions as congestive heart fallure,
from which patients mav suffer for vears, yet tend to
die unexpecredly. It may not be possible o do any
better than we can today in terms of predicting how
long one will live with these kinds of conditions, As a
result, the boundary 1s increasingly blurred berween
living with a chronic illness and dving from ir, mak-
ing it difficult o know when to shift from life-pro-
longing treatment o palliative care,

Where are the Gaps?

How can epidemiological and other survey dara rell
us more about gender differences for such areas as
chronic discase occurrence, disability, treatment and
preferences for care?

How do chronic illnesses derermine where and how
older women live and die?

Whar effect do certain life-prolonging interventions
have on quality of life?

When intervenrtions can no longer improve both
length and quality of life, when should the focus shift
from prolonging life to palliating symptoms?

Giiven difficulnies in prognosticanion for chronic ill-
nesses, how should decisions be made about balane-
ing interventions designed to lengthen life versus
those designed to give comfort?

What Should be Done?

Compile, review and analyze exisong data sers for
eender differences.

Conducr additional research on the impacr of chronic
disease and disabilicy on older women at the very end
of life.

Betrer train physicians and other health
providers to care for chronie illnesses and o more
openly discuss preferences for life-prolonging versus
palliative care at the end of life with their patients.

canc

Support research o develop inexpensive and non-
invasive prognostication screening rools for use by
phvsicians in their offices.

Figure 4

Percent of Women and Men with Comorbidities

. Woinmen Men

05

B1%
53

T
i 47%

169 years TU-74 yeary Bl-HY years

Sornree: Instibnce for Health and Aging, %6
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IRUTH No.

The mayority of older women in the U.S.
dite outside of the home, in nursing homes
or hospitals.

Throughour this century, the location of death has
moved gradually from the home to the hospital or
nursing home. In 1939, 3% percent of the total popu-
lation died in institutions; by 1992, this number had
increased o 81 percent (National Center for Health
Sranstics, 19968). Based on information from the
MNational Mortality Followback Survey, there appears
to be a trend awav [rom deaths in institutions for the
overall population, as this number decreased to 73
percent in 1994, In the over-65 age group, 75 percent
of men and 78 percent died in nursing homes or hos-
pitals. Among people over age 85, 80 percent of men
and 84 percent of women died in nursing homes or
hospitals, while 13 percent of women and 17 percent
of men died at home. (National Center for Health
Sratistics, 199600 Fawre 5 shows the locations of
death for men and women in different age groups.

Figure 5

2

Many factors may compete with patient preference
in determining the location of death. A recent
Darcmouth study found significant regional varia-
tions. People in the South and Northeast were almaost
wice as likely o die in the hospiral as those in the
Western United States. There were fivefold differ-
ences across regions in the percentage of patients
who spent time in intensive care in their last six
months, even in communities with similar popula-
tions. Study authors believe thar this variation in rate
does not likely reflect informed patient preferences,
bur reflects the availability of facilities and physician
rrearment patterns. {Dartmouch Atlas of Healch Care,
1098)

Another compelling study provided several insights
into the lives of men and women at the end of life,
including the numbers of davs they spent in different
settings. The Survey of the Last Days of Life examined
the last 90 days of life of people age 65 and older who
died in Fairfield, Connecticur in 1984 and 1985, On
average, men age 65 and older and women age 65-84
spent more than half of their final %0 davs in the com-
munity. The exception was among women ape 83
and older who spent more than half their final days in
an institutional seccing, either a nursing home or hos-
pital (see Figwre 6) (Brock, Holmes, Foley and
Holmes, 1992),

Percent of Men’s Deaths and Women’s Deaths

that Occur in Different Setrings: U.S., 1994

%
1=
S

441

Women

Men

i B =

75-54d B3+

h5-74 7554 H5-

H5-74

45

7h-84 + 574 15-84 B+

Hospital/ MNursing Home

Medical Center

Sournce: Marional Cenver for Health Stanistices, 1960
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The principles of pallative care—aggressive treat-
ment of pain and orher symproms, and conscious
attention to improving or enhancing qualicy of care-
have not vet been well-integrated into many end-of-
life serrings. Palliative care is particularly impaortant
for older women, as this group has been found to be
at heighrtened risk for the undertrearment of pain
{Ahronheim, 1997), Between 25-50 percent of older
adules living in the communiry and 43-80 percent of
nursing home residents experiecnce chronic pain
(Roberto, 1997). Yer studies have shown thar 40 per-
cent of paticnt with needs for pain management
received mneffective pain care, including infrequent
dosages, ineffective medication or no medication ar
all (Wagner, 19%0). Other distressing symptoms,
including shortness of breath, depression, loss of
appetite and nausea affect many patients at the very
end of life. While in many cases, effective strategies
exist o relieve rhese symproms, they are poorly
implemented, due primanly to inadequate physician
knowledge (Institure of Medicine, 1997),

Another important concern related o where older
women spend their final davs is the practice of trans-
ferring nursing home residents into the hospital just
prior to death. Among nursing home residents age 65
and older, 28 percent had ar least one hospital seay
during the vear, and of all the hospital stays, 12 per-
cent ended with death in the hospieal iMurtaugh and
Freiman, 1995), 'These transfers are not only disrup-
tive for patients and their families, bur carry with

Figure 6

Number of Days per Person Spent in Different Settings
in the Last Days of Life: Fairficld, CT, 1984-85

Days

707

Women

3071 Men
11
L=
20

1

them a high nisk of complications as well. As such,
this practice may not represent optimal care for dving
nursing home patients.

Where are the Gaps?

What is the quality of terminal care delivered in the
various sertings of the end of life for older women?
How much does patient preference versus other con-
siderations (familv needs, costs, medical care servic-
es) determine the site of death?

Why do rransfers from nursing homes o hospitals at
the verv end of life take place, and how can nursing
homes take care of the full range of needs of the
dying patient?

How can the hospice care model, including the prin-
ciples of palliative care, be better urilized and
brought into setrings where older women tend to die,
including hospitals and nursing homes?

What Showld be Done?

Utilize the existing National Followback Morealivy
survey o ask important unanswered questions about
end-of-life experiences for older women and men
and to determine unmet needs of dying people.

Clonduct studies on the qualicy of care delivered ar dif-
ferent sites of death and the determinants of receiving
care at different sites of death, especially the relation-
ship berween preterences and other factors.

IFund palhative care models for a
variery of medical conditions
atfecting older women in a range
of end-of-life settings and dis-
seminate the findings.

Examine and reevaluate the role
that nursing homes should play
in end of life care, and supporn
the development of better care
in all locations where older
women die.

AFe w54 75-64  H54 65-74 75-84 K5

fi5-74

75K HAs

Huospatal Mursing Home

Source: Brock, Holmes, Foley and Holmes, 1962
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JRUTH

Fragmentation and limited financing for
long-term care services, especially toward
the end of life, result in unmet care needs

Jfor alder women.

The unmert health and long-term care needs for older
people are great, The 1987 Nartional Medical
Expenditure Survey indicated 29.2 percent of people
over age 65 with funcrional difficulties received no
formal or informal assistance of any kind, Even
among severely disabled persons with difficulties
performing three or more activities of daily living,
more than one-half did not receive any formal servie-
es (Short and Leon, 1990). A studv in Springfield,
Massachuserts found chat 56 percent of people with
difficulties performing many activities of daily living
had unmet needs for care. This resulted in such con-
sequences as not getting o the bathroom, falling
while moving from a bed or a chair, or not bathing or
showering, (Institure for Health and Aging, 1996)
When assistance 15 needed by older people, most
often families play a major role in providing care. As
shown in Figwre 7, the 1987 Natoonal Medical
Expenditure Survev indicated that 3.6 percent of
older persons with functional difficulcies relied sole-
ly on family and friends for help.

Figure 7

L/‘/’O . L‘))

There are several reasons why there 15 relatively low
use of formal, paid services and reliance on families
for care. First, Medicare covers part-time home
health services for a limirted time period only when
very specific guidelines are mer. This does not cover
the majority of needs for older, frail people who wish
to remain living at home independently. Also, low
pay and limited benefits for home health aides make
this profession an unattractive one for many workers.,

Ccommunity-based aging,
social service and volunteer
agencies operate with little
coordination with the

medical care system.”

Percent of Disabled Older Persons Receiving Formal and Informal
Home and Community Services: U.5., 1987

Both Formal
and Informal —™

——

Formal |

Only

—

Sounce: MNational Medical Expendinire Survey. 1987

Che Fina! Coift &

Informal
- (nlv

-—— No Services



When remaining in the home is no longer a viable
oprion, Medicaid funding for nursing home coverage
is limired o the poor, Families may be forced 1o
“spend down”™ to obrain Medicaid assistance, a
process that reduces the spouse to only about 34000
in assets along with the house and one car. Until
torced into poverry, family assets must be used to pay
out-of-pocket for nursing home care, which averaged
337000 per vear in 1995 {Lewis, 1997). Less than two
percent of Americans have any tvpe of long-term care
insurance (Giorgianni, 1997).

Finally, care services are fragmented. Thar is, many
communities have multple but uncoordinarted serv-
ice providers, some non-profic and some for-profie,
that offer a multitude of services, from transportation
and friendlv visiting to skilled nursing care. In these
communities, problems with fragmentation are made
worse by varving eligibility requirements for specific
services. Others lack any alternative services to care
in the home, such as adulr dav care. The resule is that
communities are not able o provide comprehensive
home and community care services, For families, lack
of familiaricy with available assistance and limited
access make it difficult o navigare existing systems
and coordinate formal help with family care. To fur-
ther complicate matters, the community-based aging,
social service and velunteer agencies operate with lic-
tle coordination with the medical care svstem.

Where are the Gaps?

How can needs for long-term care, especially for
chronic illnesses thar resule in death, be berter met
bv the existing health care financing sources, includ-
ing Medicaid, Medicare and private insurers?

What kinds of qualified health professionals are
needed to provide the best and most efficient care for
all older people at the end of life and how should
they be trained?

How should an individual older woman’s care needs
and her existing strengrhs and weaknesses be
assessed? Who can conduct these assessmenrs? How
frequently should assessments be conducted?

How can existing community-based aging and social
services be brought rogether o reduce duplication
and to address unmet needs?

How can the medical care and social service systems
collaborate to support the functioning of older
women?

What Should be Done?

Conduct research to berrer define and assess end-of-
life care needs.

Create community focal points for information about
aging, long term and chronic care services and assure
that any information and referral services are widely
and consistently marketed so the public is aware of
them.

Provide guidance to older women or to family mem-
bers to help them assess needs and to understand
services and eligibilicy.

Foster collaboration among the multitude of commu-
nity agencies that play a role in providing services to
older women by bringing them together to support a
common goal, such as public education or informa-
tion and referral.

Berrer train and compensate home health aides and
housechold help for the important work they do.

)
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JRUTH

Despite increasing reliance on care at
home, there is little support for family
CATESITETS.

As part of the drive to control health care spending, a
greater proportion of the care of the seriously ill 15
being shifted o the home. Today, complex medical
procedures such as infusion therapy, kidney dialysis,
surgical wound care, total parenteral nutrition and
respirator care are delivered at home by family mem-
bers. Even when the necessary care needs are eligi-
ble for Medicare home care services, skilled nurses or
home care aides can assist a only few hours a dav or
less. and the bulk of the care is placed on family
members or 15 paid for out-of-pocket, In other fami-
lies, required care mav not be medical in nacure, but
can be demanding in other wavs, The increased
prevalence of Alzheimer's disease is just one example
of the burden that is being placed on caregivers at
home.

Most caregivers are women, The 1997 Sty of Family
Caregiving in the (8. found that three-quarters of
caregivers are women, that most of the care recipients
are women, and that the average age of the care
recipients is 77 wears (National Alliance for
Caregiving, 1997). Earlier survevs indicare that adult
daughters made up the largest percentage of family
caregivers — 29 percent — with wives comprising 23
percent, and husbands 13 percent. The average age
of caregivers was 57 years, with 25 percent berween
the ages of 63-74 and 10 percent 75 years old or older,
{Stone, Cafferata and Sangl, 1987)

The 1997 Stwdy of Family Caregroing indicared family
carcgivers provided an average of 18 hours of care a
week, with the most intense situations demanding an
average of 56.5 hours of care a week. There are cur-
renely no published estimares of the cconomic value
of time devored o carcgiving.

While manv caregivers report thar there are positive
aspects to caregiving from emotional satisfaction,
new found inner strength, or feelings of comperence,
the demands involved can also ke a heavy toll.
Conflicts between work and caregiving, physical
injunies, emotional problems, isolation and exhaus-
ton are just some of the difficult effects that have
been reported. (Brown and Mulley, 1997; Schulrz,
Visintainer and Williamson, 1990)

(e Frnal Gift 1o
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Family caregivers need training, support and respite
when demands of caregiving are grear. When medical
procedures are delivered in the home, caregivers
need o be able w work in partnership wich health
care professionals; receive continuity of care between
hospital and home; and be provided wirh follow-up
from the physician or hospital to assure appropriate
medical care. Familv caregivers also need emotional
support and recognition of the imporoang, often
demanding role they are playing.

While there are some innovative programs to support
caregivers, these tend to be fragmented and scat-
tered. Some large employvers have recognized the
demands of caregiving and have responded by offer-
ing flexible work hours and information. California
established a network of 11 family caregiving
resource centers for brain-impaired adules that help
families assess needs, locate services, and develop a
comprehensive care plan for their loved one. Disease
specific suppore groups with local affiliates can pro-
vide a remendous amount of emortional, phvsical,
and sometimes even financial support for caregivers.

Where are the Gaps?

How can local and national programs be enhanced
and expanded to berter logistically, emotionally,
physically and financially support caregivers?

How can information about caregiving be made more
widelv available?

How can more flexible working conditions be
arranged for caregivers?

How can families engage in frank discussions on per-
sonal preferences and options for care ar the end of
life early in the process before a crisis occurs?

What Should be Done?

Develop new and expand existing national or local
programs for curegiver support and information,
Support caregiver resource centers and increase avail-
ability and affordabilicy of respite care and volunteer
CAregiving progrims,

Develop simple informational materials that  dis-
charge planners can use to refer families o local aging
SerVICe Organizarions.

Encourage physicians w work more effectively with
caregivers or offer “home nursing” training for care-
gZivers.



Most married older women outlive their
spouses; consequently many often suffer a
steep decline n econo mic status.

Nine out of ten married women will experience wid-
owhood at some rime during their lives (Alhance for
Aring Rescarch, 1992). The loss of a husband, with
the accompanving reduction in Social Securicy and
pension benefits, means that many women must
make fewer economic resources stretch to cover their
longer life span. Some women become impoverished
at a lare age as a direct result of spending family
resources to care for a husband or other family mem-
ber during an illness.

Nearlv three-fourths of the four million elderly poor
in the LS, are women. Economic status for older
women todav is influenced by long lives and often

limited or non-existent work history. The lack of

financing for long-term care in the U.S, also places a
significant burden on many older women., Women
who lived lives of relative comfort often first experi-
ence poverty of the threat of poverty as they enter old
age alone after expending family resources on care
for their hushands or with the loss of hushand’s pen
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sion benefits after his death. (Lewis, 1997} The exact
number of women who face this is unclear.

Social Security is the primary source of income for 63
percent of older men and women. For 14 percent,
most of them women, it was the only source of
income in 1992, The average monthly Social Securicy
pension benefit was 5601 for women. In 1992, about
22 percent of older women were eligible for private
pensions. Women's pensions averaged 35432 per
vear — abhour half the average amount for men,
{Lewis, 1997)

While the combined results of widowhood, low
wages and limited work history or years of poverty
cannot he changed, forced poverty brought on by
long-term care spending 1s a frightening problem fiac-
ing older women and their families. It is also an issue
that 1s poorly understood by the public and even by
many professionals, and poorly addressed by public

policies,

What does “spend down” really mean?

A True Story

Joan is a gifted elementary school teacher aged “0014.”
[l Feast vear; she and her hasband Harold were “on top aof
the wordd " fjli'a..'.rlg.n'r; he goes close o 7O, he worked pert-f P,
lienched regulardy with friends and plaved golf several tines
a weed. They lived in a well farnished, and comfortable con-

daminium, Then ke had a stroke. He recovered, wenr through

a rehadilitation progeam, and was vearly back fo his oid self

again. But several months later he had a second stroke and then a third. With each stroke, he lost more

ability to function. With his fourth stroke, the doctor said rehabilitation therapy would no longer help -

Harold now needed round-the-clock care, whick conled best be ﬁ.ll‘f.:'tlll.f?.:"d i nirsing hone,

cont. hoge 12
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Joan fook him home one more fime with a wheelchair, fospital bed, and other paraphernalia, She was wpset when
she found our Medicare did not cover any of these expenses since Harold no longer met the criteria for home care,
and she pravided complete care for him during the rest of the summer. Then the sehoal year started agarn, and with
it, Jaan’s fols. While Jaan went back to wark, their son and neighbors kelped with Harold at home, but Harold was
still often left alone, Joan often got calls ar work to solve such prodlems as falls and bowel accidents. After more
than 20 absences from work she realized the situation was no longer manageable and began looked for a kome bealth
aitde. She realized then that she couldn't afford daily belp at home, and so she was forved to begin investigating nurs-
ing homes for Harold.

Nfter much anguish she fownd a good facility close to home and Havold moved in. She delieved sinee they had both
warked all their lives and paid “all their taxes and Social Secariny” that financial belp would be there when they
weeeed it Soan spent every evening with Harold and applicd for Medicaid. Ta her borron, she found she wouled have
fo “spend down” virtually all of their savings and investments before any assistance wonld be available. The day
after the Medvcaid application was turned down the nursing home presensed her with ity firse dilfl—for $18,000 for

four months.

Now each manth, Joan s expenses for Harold's care by itself exceed her income by mare than $1000; and thar's before
their home morigage and basic bills are paid. Aecording ro carvent Medicaid rades, wo payments will be made for
Harold's nursing hane care wntid Joan is left only with hee condominium (with its mortzage), her car, her wedding
ring and abowt S4000 in cash, Untif then, it is an open guestion whether the family savings give out before Harold's
death comes, Whichever kappens first, Joan will face hee own future with a severely diminished finawcial pictire
and beak hopes for her own security.

Where are the Gaps?

Ciwe Finad (refr
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How many families are forced into poverry as a result
of current financing policies?

How can current financing policies which favor the
lifespan and illness patterns of men do a better job of
paying for the care that women are likely to need for
themselves or after outliving their husbands?

How can women and their families improve their
preparation for the financial issues that can come with
old age?

Whar Should be Done?

Review and amend national long-term care policies
that force poverty on older people and their surviving
spouses needing care ar the end of life.

Seck wavs to creare links berween medical and social
services and financing structures thar will berter serve
older women's health care needs at the end of life.



JRUTH

A large number of older women live
alone, with an ensuing complexity of
health care and other needs near

the end of life.

/2
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Older women are far more likely than older men to
live alone, according to a 1993 report by The
Commonwealth Fund. This is a reflection both of
women's longer life expectancy and cheir tendency o
marry men who are older. Men are also more likely
than women to remarry in the event of the death of a
spouse or divorce. In 1993, 9.4 million people aged 63
and older lived alone. Of this number, 7.4 million
were women and 2 million were men. In other words,
almost 80 percent of all people over 65 living alone
were women. (LS. Bureau of the Census, 1996)

As they age, women are more likely to live alone, As
shown in Figure &, in 1993, 31 percent of noninstitu-
tonalized women between the ages of 65 and 74
lived alone, compared with 12 percent of men. "This
continued to rise, until by age 85, 33 percent of
women lived alone,

Fiowre §
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Mder women live alone for many reasons, including
widowhood, divorce, distance from children and
other family members, and never having married. In
1995, nearly half of women over age 65 (47 percent)
were widowed compared o 14 percent of men in the
same age group. OF women in this age group, 6 per-
cent were divorced and 4 percent were single. The
generation of women in their 80's woday who were of
childbearing uge during the Great Depression also
had among the lowest birth rates in history.  This
means that about 23 percent of these women have no
living children to help wich cheir care.

Living alone does not necessarily mean that an older
woman is abandoned by her family in later life.
Many older women choose w live alone after a
spouse dies, bur may not have close-by family or
friends to relv on for assistance. Without regular sup-
port or access o formal home care, an older woman
living alone is at risk of losing her independent
lifestyle (The Commanwealth Fund, 1993), Even
with a family support system, the logistics of provid-
ing needed care for an older woman living alone with
a chronic illness or disability can be very difficulr,
due o lack of financial resources, phvsical distance
from family and constraines on ather family members,
such as work and children of their own,

Percent of Older Men and Women Living Alone: U.S., 1993

R

3%

1%
12%

Ape B5-T74 Ly

Soirce: 1750 Burcan of the Clensos, 1099

55%

- ".1“ .

Mlen

TR

Chme Final Gift 13



JRUTH No .

feont.)

Other implications of older women living alone can
be that symproms of illness or depression often go
unrecognized or steps to increase safety in the home
are not taken. When a primary caregiver is not readi-
Iy available for an older woman who needs help with
activities of daily living, admission to a nursing home
may be the only alternative. According to the
American Association of Retired Persons, women
make up three-quarters of all nursing home residents
63 years or older.

Alchough widowhood is the primary reason for living
alone, society no longer adheres w long, formal peri-
ods of mourning, Widow-to-widow outreach  pro-
grams are operated in some communities, but these
serve onlv a fraction of widows, Lirtle is known abour
the desire on the part of widows to participare in
these or other outreach programs or what widows
would consider most helpful. Bereavement coun-
selors are more often being called upon in the wake
of a sudden, violent death, such as the death of a
child, but bereavement counseling is not widely used
by older persons and their families outside some hos-
pice programs.

Flue Finad Crife i

A

Where are the Gaps?

Whar characterizes the situations and preferences of
women living alone, and whar are the approaches
needed to identify and serve the care needs of this
group?

How does living alone aftfect the overall health and
well-being of older women?

Is living alone a risk facror for mulriple health conse-
quences? If so, can patients be screened and supports
put in place that might help sustain physical and
mental function?

Are there berter living options for women alone? Can
older women who are alone establish group living sit-
uations and provide care for one another or pool
resources to hire paid caregivers? How can financial,
housing, and legal barriers to these arrangements be
overcome!?

Are there programs and services that would benefit
bereaved older women and their families? Who can
develop and operate these services? How should they
be assessed?

What Showld be Done?

Develop primary care sereening and assessment tools
to identify and better serve older women living alone
at risk of declining funcrion,

Create and expand economical living options for
older women.

Maobilize existing communicy resources to betrer
identify, determine preferences and serve the needs
of older women living alone.

Expand the availability and access o bereavement
Programs.
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Society can provide and afford much
better care at the end of life that respects
womens preferences, provides emotional
and physical comfort, fosters family peace
and meets spiritual needs.

Two qualitative studies of consumers’ views provide
a picture of what Americans say they value abour care
at the end of life. Most Americans feel thar death
should not be the sole provinece of the medical care
system, and many value a natural death, in familiar
surroundings, in the presence of family and friends.
The importance of spiritual and personal groweh near
the time of death for the dving person and for his or
her family is important as well, The surveys also find
thar peaple want the time near death to be free from
pain and unpleasant and frightening symproms, and
that patients and families should be provided wich
continuing information about whar to expect and
how o make informed decisions so thar the parient’s
preferences are fully understood and honored.
{Supportive Care of the Dying, 1997 and American
Healch Decisions, 1997)

These values, however, stand in stark contrase to how
many deaths for older people rake place today. In
1997, the Awwals of fnternmal Medicine reported the
findings from a survey of family members about the
dving experience of more than 4,000 older (over age
80) and seriously ill people who died between 1989
and 1994, More than half the patients who died did
50 in hospitals and one-third of the elderly died in
nursing homes. Nearly half of all patients were fed by
tube or venrilated on a machine, and 40 percent of
patients had severe pain most or all of the time in the
last three davs of life. (Lynn, 1997)

One answer for many people for a pain-free and com-
fortable death is hospice. Hospice, which usually
takes place in the home, provides palliativegare, as
opposed o curative care, to dying persons, ice
services also include supportive social, emaotion;
spiritual services to the terminally 1l and cheir fami-
lies. A mulri-disciplinary team of professionals and
volunteers coordinate an individualized plan of care
for each patient and family, with the majority of act

/

al care being given by a family member or other per-
son living in the home. In some locales, a hospice
program also operates a facilicy to supplement or
serve as an alternative to care at home.

In 1995, hospice programs cared for abour 400,000
people — about 17 percent of people who died. Of
the patients, 33 percent were male and 47 percent
female. (Hospice Association of America, 1996),
Hospice services became reimbursable under
Medicare in 1983, and that program has done a great
deal to increase the use, availability, and public
awareness of hospice. However, while hospice care
can enhance and support the dying and their families,
access 15 limited for several reasons,

First, as most hospice care takes place in the home, a
primary caregiver living in the home needs to present
to care for the dying person. This requirement is sim-
plv not feasible for the large number of older women
who live alone. Second, hospice eligibility under
Medicare is limited to persons certified by phvsicians
to have 6 months or less to live and who will forego
aggressive medical care in exchange for palliative
care that might not otherwise be covered, In addirion
to the emotional hurdle of admitting to oneself that
remaining life is shorr, physicians are not able o
accurately predicr life expectancy for many complex
chronic conditions, so this condition can be hard o
meet,

One atempt at improving planning for care ac the
end of life has been the promulgation of advance
directives — wrirten, signed documents in which an
individual specifies what medical treatment he or she
would want or not want in the future, based on per-
sonal beliefs and preferences. A health care proxy
also can be named — char is, someone who can make
these kinds of decigiipns if the individual is incapaci-
tatgd. To increagl® use of these documents, the
ination Act (PSDA) of 1990 man-
are institutions ask patients about
their knowledge of advance directives. The legisla-
tion also_calls on hospitals and other institutions o
ton and document the existence of
v the timie of hospital or nursing
e admission,

""'k /):‘
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The major impact of the PSIIA has been tw enhance
the documentation of existing advance direcrives in
health care institutions, bur there is little evidence
that it has resulted in greater completion of advance
directives after admission (Bradley, 1998). In addi-
tion, nursing home staff tend to exclude many resi-
dents, the vast majority of whom are women, from
discussions about advance directives because thev
believe them to be cognitively impaired (Bradley,
Walker, Blechner and Werle, 1997),

Even when patients do have advance directives, they
often have lictle impact on or relevance to end-of-life
decision making. Barriers to greater use of advance
directives imclude their lack of specificity in treat-
ment objectives, the difficulty of predicting when a
given patient is near the end of life, and the fact that
patients’ preferences are simply not translared into
practice, even when specified (Alliance for Aging
Research, 1997), The concept of advance directives
needs to be expanded to a greater vision of advance
care planning which is both patient-focused and fam-
ily-centered. Advance care planning focuses not only
on communication and negotiation about the
patient’s values and goals for end-of-life care, but also
on the development of contingency plans to honor
these values and goals (Teno, 1996),

Much of the comfort in the dving process comes from
spirit-filled experiences thar defy everyday logic and
the capacity for emotional healing and forgiveness
within relationships (Byock, 1997). Dyving persons
and their loved ones are berter able to concentrate on
these essential aspects of the end of life when the
dying person is free from pain and distressing physi-
cal symproms, and in close proximiry to loved ones.
America's culoure of death “defiance,” embodied in
the medical establishment, has far to go i providing
spiritual comfore to those who are dving, A recent
Gallup poll found that while more than half of
Americans long for spiricual support at the end of life,
only 36 pereent would choose the clergy to provide i,
and even fewer (30 percent) said that they would
look to a physician or nurse for comfort (George
Gallup International Institute, 1997.) Given the vast
disparities in end-of-life experiences, greater efforts
must be made to establish accountability for quality
care in rhis arena at the individual, oreanizatonal and
community levels, Work to measure and determine
accountability for qualicy medical care of the dying
within health care svstems is now beginning, The
purposes of quality assessment include improving

Cae Finard Gift 16

clinical services, assuring organizational accountabili-
tv and conducting svstemaric outcomes research
{Institute of Medicine, 1997),

Where are the Gaps?

How can care for the dving be brought more into line
with patients’ wishes and humane concerns?

Within the current financing structure, how well are
hospices reaching persons eligible for their services?
Should referrals to hospice be increased? If so, how
can this best be accomplished?

How can the health care system move toward a more
dynamic process of negortiation and communication
about desired outcomes ar the end of life? How can
advanced care planning for the end of life be better
integrated into medical care svstems?

How can physicians best use opportunities to discuss
end-of-life issucs, including treatment and palliative
care oprions, with older women and their families?

How can opportunities for spiritual groweh and emo-
tonal healing be made a part of dying in America?

Wheat Should Be Done?

Support programs that provide greater aceess to hos-
pice for older women,

Promote opportunities for families to understand and
discuss end-of-life issues to both increase awareness
and provide a knowledge base they can draw on
when faced with personal decisions.

Create ways thar advance care planning tools can be
used to better stimulate discussions berween physi-
cians and their patients and improve patient autono-
my and decision making,

Continue to support assessment and measurement of
the quality of end-of-life care and the experience of
the dying person,

Support continued professional training and develop-
ment needed to assure accountability and high qual-
ity end-of-life care.

Make information on the current qualicy of care for
dying patients available for older people and their
families in the selection of health care plans,



GONCLUSION

As a new millennium approaches, health care is in a
prafound state of transition in United States, Painful
but necessary changes move us from an emphasis on
voung and middle-aged people with acute health
care needs to a focus on an ever larger population of
older people with mulriple chronic conditions with
attendant needs for long-term support and care at
life’s close. Among the plate tectonics of today’s
health care scene is the transition from unlimited fee-
for-service financing, and health care environments
defined by technology, 1o organized systems of pre-
paid health care shaped by demands for new cost effi-
viencies. Perhaps the greatest transicion of all is the
dimming of a “doctor knows best” artirude among
the general public and the rise of a patient empower-
ment movement which insists thar healch care
providers respect the unique needs and preferences
of patients. It is to be hoped thar chis movement will
have a significant impact on care at the end of life.
Whar could possibly be a berter time and place w
humanize health care, and to respect an individual's
wishes, than at the end of life? The twin goals of
achieving continuity and coordination of care over
the life span and attaining the conditions for o pood
death call our for a vigorous national discussion on
ways and means. If ever there were a worthy object
for informed and determined advocacy on behalf of
older women and men, this is ir,

This report is intended to sharpen a perspective on
the experience and needs of older women ar the end
of life, In that context, it is apparent that no one pro-
fession or svstem of care now fully addresses the mul-
titude of healch, social, emotional and spiricual con-
cerns that may confront women as thev near the end
of their lives. Nor is there, at present, sufficient
understanding of the enormous strengths and wis-
dom that many women bring to thar time of their
lives, These perspectives are vitally impartant for
shaping berter systems of care and support, cfitical in

Many professions and social service organizarions
alrcady are doing poneering work in this arena.
Good end-of-life care requires collaboration, mult-
disciplinary approaches, coordination among medical
and social service providers and inclusion of person-
al, family and religious values,

Further dissemination of informarion and public edu-
cation must he developed und sustained, Some
important beginnings have been achieved. Many
organizations have begun to work together within the
framework of the Robert Wood Johnson Foundation's
Last Aets campaign. Numerous states have developed
programs o address issues related o quality care at
the end of life. The Institute for Healtheare
Improvement has launched an extraordinary new
Bevaktlhrough Series Collabaratice on Improving Care ar
the End of Life to help organizations make improve-
ments in pain management, palliative care, advance
plunning and octher vital arcas. But as sound as these
programs are, thev are simply a beginning. A clear
and humane vision of end-of-life care for older
women is needed and it must be consistently com-
municated to policy makers and o the public. This
will be the legacy we leave w our mothers, daughrers,
sisters and friends, and eventually ourselves.

make an even larger claim on the atentions of the
nacion. /
—
-~
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