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Introduction

On October 12-14, 2002, nearly 700 caregiving advocates and policy makers from 22 nations
met near Washington, D.C., to share their progress and concerns in empowering and supporting
caregivers, and, most of all, to learn from each ot her. One-quarter of participants were from
countries other than the United States —among them were delegates from the United King dom,
the Netherlands, Sweden, Australia, Israel, France, Ireland, India, and Japan. A significant nu m-
ber came from developing countries such as Albania, Peru, and Bangladesh, countries that

were not represented at the first two i nternational conferences.

The shared concerns of conference participants set the context for discussions of the impo r-
tance of focusing on the needs of caregivers. With the rapid graying of the global population and
the increasing life spans of p eople with disabilities, family caregiving is a crucial, yet under -
appreciated safety net supporting the health care systems of many nations. Family caregivers
provide unpaid, or at best underpaid, services that keep the majority of the world's elderly and
disabled out of institutional care. In the United States alone, family caregivers provide an est i-
mated $257 billion in free care annually. This compares with only $32 billion per year spent for
paid home care and $92 billion per year for nursing home care. In the United Kingdom, carers '
provide the equivalent of about US$86 billion in free care, which is the same amount that U.K.
taxpayers contribute annually for their universal health care system.

Family caregiving is an ac cepted responsibility among cultures across the world. But the rapid
growth in the elderly population has come at a time when fa milies in most industrialized nations
are less equipped than before to provide such care. Families today are smaller, more geograph i-
cally dispersed, and far more women —traditionally the family caregivers —are juggling work and
childrearing along with their care giving duties. Increasing life spans also means that families
spend more years caring for their elders.

A few countries are more advanced than the rest in terms of providing money and other forms of
support to caregivers, but it was clear that no country was adequately meeting the growing
needs of this population. Several themes emerged from the conference that were common to
most nations, no matter how evolved their policies:

» Caregivers the world over feel isolated and consistently fail to self -identify;

» Caregivers need to become more politically active; and

» More work is needed to better understand the roles of young peop le (under age 18) as
caregivers, and their unique needs.

This report offers an overview of the conference discussion of the differences in caregiving pol i-
cies between countries, in particular the seven countries that dominated the conference policy
discussion: Australia, Canada, | srael, Japan, Sweden, the United Kingdom, and the United
States. The report also offers highlights from various workshops that i llustrate the common
themes mentioned above.

"The term “carer” is used in several countries, including the UK, and is equal to the term “caregiver.” The terms are used
interchangeably in this report.
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A Cross-National Comparison of Caregiving Policies

United Kingdom

Government Profile: The United Kingdom is a parliamentary democracy with devolved admin i-
strations in Scotland, Wales, and Northern Ireland. The extent of devolution ? varies between the
countries, but in essence health and social care are devolved responsibilities, while taxation,
employment and social security are not. The population of the UK is 58 million. Of these, an est i-
mated 7 million are carers. Carers UK has calculated that carers contributions to society are
worth US$86 billion a year. This is equivalent to the cost that UK taxpayers paid in 2000 to su p-
port their National Health Service. About 16 percent of the population is aged 65 and over. This

is expected to increase to over 18 percent by 2020.

All medical services under the National Health Service, including hospital treatment, are free to
all citizens. There are, however, charges for eye tests, dental care and prescription drugs.

These fees are means-tested and older people and children are exempt. Charges for social se r-
vices, including nursing homes, vary depending on the local authority, but are generally means
tested. Nursing care in nursing homes is free throughout the U.K. Long -term care is adminis-
tered by local government, which controls access to state -supported community care services
that can only be provided after a fo rmal assessment is completed. Scotland has introduced free
personal care for all elderly people whether in residential care or | iving at home.

Caregiver Income Support: Across the UK, the Invalid Care Allowance (ICA) is a means -
tested cash benefit available for carers who provide at least 35 hours a week of support to
someone who receives a disability benefit. ICA is provided to carers with weekly earnings that
do not exceed US$123—the equivalent of the lower earnings limit for National Insurance contr i-
butions. ICA is currently about US$69 a week. Carers earn pension rights while receiving the
ICA. Once carers reach age 65 they cannot receive both ICA and the state retirement pension.

Caregiver Services: Grant programs in all nations in the UK have be en established to provide
respite care for carers, no matter their income. Some local authorities means test and charge for
respite, others do not. In England, US$159 million will be distributed to local authorities in
2003/4 in the final year of the Carers Special Grant. Local authorities have been providing flex i-
ble breaks for carers after consulting with them about their needs.

Each country within the UK has now passed legislation, th e Carers Recognition and Services
Act, that requires local authorities to assess the abilities of individual carers at the carer's r e-
quest, and to use that information when determining what services are to be provided to the di s-
abled or older person. However, the local authority is not obligated to provide services to the
carer, the government authorized no new money to develop these services, and local authorities
can charge for them. The legislation in England (The Carers and D isabled Children Act 2000)
also provides for cash payments for carers, so that they can purchase their own services.

United States

Government Profile: The United States is a representative democracy with a population of
about 285 million. 22.4 million US households contain at least one caregiver. National health i n-
surance (Medicare) is available to those ages 65 and older, but does not include coverage for
long-term care, personal care, or outpatient prescription drugs. Nursing home care is available

2Devolution shifts responsibility for certain services such as health and social services from the UK governmenttor e-
gional governing bodies. The Scottish Parliament, National Assembly for Wales and the Northern Ireland Assembly were
created as part of the process of devolution developed by the current government.
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to low-income residents through the Medicaid program, which is administered jointly by the
states and the federal government. I n the United States, 12.5 percent of the population is age
65 and over; this rate is expected to increase to 16.5 percent by 202 0.

Caregiver Income Support: Currently, the US has no national policy for providing income su p-
port to family caregivers. However, a small number of states are experimenting with using Med i-
caid to pay caregivers, including spouses and parents, for providing personal care to low -income
beneficiaries who are functionally impaired. In Arkansas, for example, the average caregiver's
allowance under this experimental program is about $400 per month. Caregiver payment de m-
onstration programs are underway in California, Pennsylvania, New Jersey, Arkansas, Florida,
Michigan, Oregon and Washington. In a ddition, through the Family and Medical Leave Act, the
federal government has mandated that employers (with 50 employees or more ) offer workers up
to 12 weeks of unpaid leave each year to care for a seriously ill parent, spouse, or child.

Caregiver Services: Established in 2000 under the Older Americans Act, the National Family
Caregiver Support Program is a modestly funded progra m that gives grants to state and local
Area Agencies on Aging (AAAs) to provide caregivers of individuals age 60 or older with se r-
vices including counseling and training, support groups, respite care and help in accessing other
support services. States can also elect to allow local AAAs to use program funds to make direct
payments to family caregivers, and twelve states have elected to do so. The program was
funded at $141.5 million in fiscal 2002 and $155.2 million in fiscal 2003. The law calls for priority
to be given to clients with economic and social need, although no formal means test exists.

In the mid-1980s, some US corporations began to invest in employer -sponsored work-life pro-
grams, including corporate eldercare programs for caregivers of older people. These programs
run the gamut from flextime and te lecommuting, to information and referral, to worksite support
groups, to geriatric care management. About half of larger compan ies now have these types of
programs. Few companies have comparable programs for caregivers of children or adults with
a disability. In addition, like the UK and Australia, the US has several national caregiver adv o-
cacy groups that do research, develop programs for caregivers, and advocate on their behalf.

Sweden

Government Profile: With a population of about nine million, Sweden has a publicly funded
system for health care and long-term care and services, provided to all residents according to
need. Currently, about 17 percent of the Swedish population is age 65 and older; this rate is e x-
pected to increase to about 21 percent by 2020. Today, Sweden and Japan have the proportio n-
ately largest elderly populations in the world.

Caregiver Income Support: Sweden's 290 municipalities have the option of provid ing two
types of cash payments for carers. An attendance allowance is an untaxed cash payment that
goes to the dependent, to be used to pay the carer. Each municipality determines their own el i-
gibility criteria and payment allowances. The monthly payment can go up to about US$550. In
2001, 4,980 individuals received the allowance.

The other option is the carers allowance —a salary provided to carers under age 65 by the m u-
nicipality that is fully taxable and offers both pension and vacation benefits. The salary is the
equivalent of what a personal care aide employed by the municipality would receive. Municipal i-
ties often resist offering the carer allowance as a first response to service needs, but the carers
allowance works well for eld erly persons living in remote areas. 2,140 individuals received the
carer's allowance in 2001.

Sweden also has an employee leave program that covers workers' salaries for up to 60 days (at
80 percent of their income) if they must leave to care for a term inally ill family member.
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Caregiver Services: In 1998 the Swedish government established a three -year plan, with
US$10 million annual funding, to develop a local infrastructure of services to support family
caregivers. The plan funds local municipalities to set up caregiver resource centers that offer
training, counseling, support groups , respite care, and other information and resources for family
caregivers, including day programs for their disabled family memb ers.

Israel

Government Profile: Israel is a parliamentary democracy with over six million residents. About
10 percent of the population is age 65 and older; this rate is expected to increase to nearly 14
percent by 2020. Israel's national health insur ance law provides universal coverage for medical
services and hospitalization (with co -payments required). Institutional and in -home long-term
care insurance is available only to those citizens with incomes at or below 150 percent of the
nation's average wage as part of Israel's National Social Insurance legislation. Government su p-
port for institutional long-term care is means tested.

Caregiver Income Support: Israel provides no direct payments to family c aregivers; support is
offered through a number of tax and worker compensation programs. Under the Worker's Di s-
missal Compensation Act, workers who must leave their jobs to care for a sick family member
are entitled to full dismissal compe nsation (roughly equivalent to unemployment insurance in the
US). In addition, under the country's sick leave law, workers are e ntitled to six paid leave days to
care for a disabled family member. Finally, Israel offers a tax credit of up to US$400 to care for
an elderly dependent parent.

Caregiver Services: Services such as home nursing, personal care, day care centers, respite
care and laundry services are needs -tested entitlements provided under the community long -
term care insurance law that is part of Israel's National Social Insurance Act. The program pr o-
vides 11 to 16 hours of weekly in-home help. Services are usually provided by nonprofit and for -
profit organizations in the comm unity.

Australia

Government Profile: Australia is a democratic federation with a recent history of commo n-
wealth government support for family caregivers. Of its nearly 20 million residents, 12 percent
are over age 65; this rate is expected to increase to over 18 percent by 2020. The country's n a-
tional health insurance program offers free medical care and hospitalization to all. Federal subs i-
dies for nursing home care are available to all on a sliding scale based on income; fees range
from about US$5,000 to US$15,000 per year.

Caregiver Income Support: Australia offers two allowances for caregivers. The Carer Allo w-
ance offers a small cash benefit (about US$6 a day) to all carers, regardless of income, who
provide full-time care to family members who would otherwise require nursing home placement.
The allowance is a recognition of cari ng responsibilities and is not intended to compensate for
the costs of caring.

The Carer Payment is a means -tested support designed to help people who must forfeit paid
work in order to care for a highly dependent person. The rate is the same as the feder al Aged
(retiree) Pension, which amounts to slightly more than the unemployment benefit.

Caregiver Services: Established in 1985, the Home and Community Care (HACC) Programme
was created to maintain disabled people in their homes and shift care costs fro m institutions to
communities. The program acknowledges the roles of caregivers, providing them respite care,
information, counseling, and other services at home. Through this program, there are eight car e-
giving resource centers (in each of the eight states and territories) and 64 centers that arrange
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and organize respite care for caregivers. HACC is a US$1.1 billion joint commonwealth/state
cost-shared program, with the feder al Commonwealth providing 60 percent of funds.

Canada

Government Profile: Canada is a parliamentary democracy with a population of about 32 mi |-
lion. About 13 percent of its population is age 65 and older; this rate is expected to increase to
18 percent by 2020. National health insurance offers medical services and hospitalization for all
citizens. In regard to nursing home care, while medical ser vices provided in such facilities are
covered by national health insurance, residents are charged for accommodations.

Caregiver Income Support: At the federal level, most support for personal care for the frail
elderly comes through the tax system, either through tax credits or deductions. Disabled pe r-
sons, or their caregivers, can get a partial subsidy for medical expenses under the Medical E x-
penses Tax Credit, or expenses for daily living under the Disability Tax Credit and Attendant A I-
lowance. In 1998, a tax credit for low -income caregivers was instituted; it reduces federal i n-
come tax by up to US$400 a year, and is available to caregivers with net incomes under
US$14,000 a year.

Caregiver Services: The availability of services such as meal preparation, home adaptations,
and respite care differ by province. At the provincial level, New Brunswick pays disabled res i-
dents to hire an independent care provider, although family members cannot be hired. Quebec
provides up to US$600 a year for car egivers to purchase respite care, with no limitations on
whom they hire.

Japan

Government Profile: Japan, a constitutional monarchy with a parliamentary government, has
one of the largest elderly populations in the world. With over 126 million residents, about 17 pe r-
cent of the population is age 65 or older. The portion is expected to rise to 26 percent by 2020.
Japanese life expectancy is al so the longest in the world (77 yrs. for men; 84 yrs. for women),
which will put even more pressure on the nation's long -term care system. About half of elderly
people in Japan live with their children, the highest rate of all industrialized nations.

Caregiver Income Support: Japan does not provide direct payments to family caregivers, but
recently has undertaken relatively expansive initiatives to offer universal long -term care cover-
age (including home care benefits) and to build up its nursing home and home care services i n-
frastructure.

In 2000, Japan established the Public Long -Term Care Insurance Law, a mandatory insurance
plan for all citizens over age 40 that offers residential and in -home care, including personal care.
The law is funded half by premiums and half by ta xes. Monthly premiums, which average
US$20, are set on a sliding scale according to income. Beneficiaries are charged a 10 perc ent
co-pay for services. The government pays for the premiums and co -pays of impoverished resi-
dents.

Caregiver Services: In 1989, the national government established the Gold Plan —a ten-year
plan with numerical targets —to expand the numbers of nursing homes and bolster the long -term
care work force in Japan. Due to Japan's nursing home and personal home care shortage, ho s-
pitals are still the main facilities offering long -term care. Along with the Gold Plan, health officials
expect the supply of nursing homes and home care will expand rapidly because the availability
of long-term care insurance will spark demand.
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Family Caregiving: Shared Experiences Across Cultures

Feelings of Isolation

Conference participants acknowledged that even in countries with more advanced social pol i-
cies for caregivers, the universal core experiences of caregivers still appear to be those of fee |-
ing isolated and unsupported. Without intervention, these experiences are inherent to the nature
of caregiving, where the caregiver is usually confined to home and relied upon for the most b a-
sic functions of living such as dressing, feeding and toileting. Getting necessary support requires
that the person providing care identify as a caregiver, and this process has its own inherent ba r-
riers. To identify as a caregiver is to consider one's own needs, which is often a difficult task for
those submerged in a selfless role. And, as explained at the conference by a leading gero n-
tological researcher, there are strong psychological reasons that often keep caregivers from a c-
knowledging the role they have assumed. A new study by US caregiving organizations the N a-
tional Family Caregivers Association and the National Alliance for Caregiving provides some
clues for those trying to reach caregivers who do not self -identify and what terms to use in par-
ticular.

In examining a seven-year time frame for caregivers of older people, Professor Rhonda Mon t-
gomery, director of the Gerontology Center at the University of Kansas, explained that in the first
few years, the caregiver does not want to identify their changed role, because they are not pr e-
pared to lose their identity with the patient as a spouse or adult child. In many cases, to do so
would be to acknowledge a loss of a significant relationship.

According to Montgomery, the best time to help a caregiver identify their new role is "when the re
is a significant change in the caregiver context," which can be brought about by a decline in the
patient's functioning or a critical lack of resources at home.

Self-identification is often an emotionally difficult process, but all agreed that itis a crucial step
toward organizing a political voice for caregiver support services.

The Need for Political Action

As mentioned before, of the 22 countries represented at the conference, a number were more
advanced in terms of providing either income support for caregivers, or having a local infrastru c-
ture of support services in place for them. But no country was found to be adequately meeting
the needs of this growing population. Conference participants universally called for greater polit i-
cal advocacy to ease the financial and emotional burden of caregivers. Interestingly, advocacy
goals differed across the countries, influenced by government type and cultural views regarding
the nature of family responsibility.

For instance, as Haifa Univ ersity law professor Israel Doron described, Israel is conflicted over
the option of providing direct payments to caregivers. Cu rrent support for caregivers comes in
the form of a modest tax credit and wage compensation for job leave, but these policies ar e not
enough to financially support full -time caregivers. The culture is caught between the ancient
Jewish code of law, which defines caring for elders as a moral obligation, and modern pressures
of employment and longer lifespan. One cultural argument against paying caregivers is that
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such a government policy would demean, and in effect, decrease, any feelings of family respo n-
sibility for elders.

Doron said that caregiver advocates in Israel should forward their cause by pursuing the arg u-

If we truly want to protect the legal rights of the elderly,
then we have to protect the legal rights of their caregivers.

ment that helping caregivers is an indirect way of ensuring that the elderly are properly cared
for. "If we truly want to prote ct the legal rights of the elderly, then we have to protect the legal
rights of their caregivers. It's a tool to preserve the ri ghts of the elderly themselves," he said.

In Australia, caregiver advocates have already secured the right to direct government payments,
although many argue that payment levels, especially for the middle class, are too low. One of
the newer areas of reform interest, especially in the state of Victoria, is in requiring hospitals to
better meet the needs of caregivers when dischargi ng patients into their care. Carers Victoria
has been advocating that upon patient discharge, hospitals inform caregivers of pat ients' future
needs and assess caregivers' ability to provide them. According to advocate Julie Nankervis,
Carers Victoria lobbied the state government to include assessing caregivers' needs in setting
performance measures for hospital discharge systems; V ictorian hospitals discharge about 1.5
million patients annually, she said. "We have not been particularly successful, but due to our
efforts the government got to know about the needs of carers," she said. Carers Victoria deve I-
oped an information kit on caregivers' needs during hospital discharge that it distributed to all
hospitals in Victoria, Nankervis added.

Caregiver advocates in Western Europe were advised to beef up their advocacy efforts towards
the European Union (an economic and social policymaking board comprised of 15 western
European nations). The Union, which has set higher targets for labor market participation for
European nations, has also begun to br oach the issue of reconciling work and family needs, "but

Carer advocates need to lobby their cause better.

they have focused more on child care issues," said Marja Pijl, board member of the Dutch Ca r-
ers' Association. "Carer advocates will need to lobby their cause better," she said.

In the United Kingdom, due to the tenacity of Carers UK, caregiver policies have improved, a I-
beit incrementally. Reforms have occurred "due to member effort, energy, passion and anger
that carers feel when they find themselves in their circumstances," said Carers UK Chief Exec u-
tive Diana Whitworth. In the early 1990s advocates secured a modest payment for low -income
full-time caregivers. In 1996, caregivers won the right to a government needs assessment when
evaluating the home care needs of care recipients, but were unable to secure the right to se r-
vices. In 2000, they won the right to receive services, but the government issued no money for
services. "Legislation is always a compromise," noted Baroness Jill Pitkeathley, a Member of
Parliament and former leader of Carers U.K. Commenting on these legislative battles, Pitkeat h-
ley said, "We didn't get everything we wanted . . . But carers now have legal rights, which gives
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them infinitely more political power and visibility" than before. In fact, caregivers are now i n-
cluded on many government task forces that shape long -term care policies.

In her keynote speech to the conference, Pitkeathley offered the following five lessons caregiver
advocates should apply in their work: be united; be prepared to compromise; be politically ne u-
tral; be patient; and know that there is always more to do.

Looking to the future, both Pitkeathley and Whitworth said that Car ers U.K. is campaigning for
higher caregiver payment levels (with the goal of setting payments at the level of the gover n-
ment's retirement pension), and for government quality standards for respite care.

Finally, caregivers were cautioned that the m arginalization of women in nations around the world
could be hindering the political progress of caregivers. As National Alliance for Caregiving E x-
ecutive Director Gail Hunt noted, caregiving has suffered from the same political sluggishness
that other family issues—such as childcare and maternity leave—have faced. "Many say that
until caregiving is no longer viewed as a women's issue, it won't get the attention it deserves,"
she said. Studies reveal that in the US, men represent a significant portion of family caregivers.
By some estimates, nearly 30 percent of informal caregivers in the United States are male.

Young Caregivers

A sobering reality in many of the countries represented at the conference is the significant pre s-
ence of young people (in Australia, for example, defined as ages 6 to 18) who are primary car e-
givers for their parents who have a disability, chronic condition or mental iliness. In Australia, for
instance, while family caregivers can be found in about one in five of all households, about 10

Many countries that offer some type of support to caregivers
do not make these benefits available to young caregivers.

percent of all 15-25 year-olds have been identified as caregivers, according to the 1998 national
Disability, Ageing and Carers survey of the Australian Bureau of Statistics (ABS). Acco rding to
this survey, young caregivers were most often from low -income families and lived with only one
parent. Parental mental illness was a significant reason for care, but most young people cared
for someone with a physical iliness or disability.

Adult caregiver advocates, as well as young caregivers themselves, described the heavy toll
that caring takes on young people. They a re less emotionally and financially equipped than
adults to assume this responsibility, and in most of the nations represented, their circumstance
is perceived as significantly disadvantaged. "There is a societal expectation that people will b e-
come carers when they age," said Beatrice Hale of Carers New Zealand. "But we don't expect
this of our young," she added. Also, many of the countries that offer some type of support to
caregivers—either direct payments or social support—do not make these benefits available to
young caregivers.

Young caregivers discussed their experiences at several workshops. Julie Sengstock is a n 18-
year-old Australian girl who has cared for her mother, who suffers from schizo -affective disorder,
for five years. "She was in and out of the psych hospital every two months. | constantly had to
pick up the pieces of my mother's life," she said. Juli e and other young caregivers described
how their caregiving responsibilities have kept them from becoming involved in many school a c-
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tivities and interfered with their ability to make and keep friends. They said they often felt is o-
lated and poorly understood, especially by the school system and other students. "l always

wanted a life that was normal,” comm ented Anne, a 16-year-old caregiver from the Australian
state of New South Wales.

The ABS data shows that young primary caregiv ers (ages 15-25) were less likely than their
peers to stay in school or find employment. Four percent of young primary caregivers in this su r-
vey were still in school compared with 23 percent of other people their age. In addition, 60 pe r-
cent of young primary caregivers between 15 to 25 years old were unemployed or not in the | a-
bor force, compared with 38 percent of their peers in the general population.

A number of regions, including some in Australia and New Zealand, have developed programs
to address the needs of young caregivers. Sarah Henderson, a 17 -year-old caregiver from New
South Wales, described the caregiver's camp she has attended for the past two years as "the
best times of my life." The camp, organized by Carers New South Wales, offers a variety of a c-
tivities for young people including holiday camps, telegroup counseling programs, and advocacy
on their behalf. According to Sarah, camps allow her to develop a strong network of friends fa c-
ing similar circumstances. "Young carers see that they're not alone," she said.

Other than Australia, New Zealand, and the UK countries, no other countries appear to be co I-
lecting national data on young caregivers or developing large -scale programs, despite the ap-
parent need.

Next Steps

According to the National Alliance for Caregiving, a number of actions will be taken as a result of
the international conference. The international caregiving listserve has been expanded to i n-
clude all conference participants. In addition, NAC has developed a matrix on international car e-
giving government policies, which is available on its Web site (www.caregiving.org).

Most importantly, NAC hopes that conference participants will be able to use the valuable le s-
sons learned from other countries to forward caregiving improvements in their own. The Fourth
International Conference on Family Care will be held in 2005 at a location to be determined in
western Europe.
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Developing Successful Caregiver Support Programs:
Three Perspectives
At a dinner during the conference, the Alliance prese nted Caregiving Best Practice Awards to
three organizations for their exemplary work in developing and operating support program s for
family caregivers. Each award winner was invited to write a “how to” guide offering insight into
what it takes to create and operate a successful program.
What follows are the results of the award winners’ efforts. We hope that anyone who is think ing

of beginning a caregiver support program will find these guides useful. We believe you will find
these guides to be filled with pragmatic advice that can be applied in nearly every community.

2002 Caregiving Best Practice Award Winners

Carers NSW (Australia)
CLSC René-Cassin (Canada)

Family Caregiver Alliance (United States)

I — s 22 % EEAT
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How to Develop and Conduct Successful Support Programs
for Family Carers

Carers NSW, Australia

Page

12 Background

15 Elements of a Successful Program
18 Lessons Learned
Terminology

Carer: This term is used in Australia to describe relatives and friends who are caring for people
with a disability, mental illnes s, chronic condition or who are frail aged.

CALDB: Culturally and linguistically diverse backgrounds—people who come from a range of
different countries and cultures.

Koori: Aboriginal people in southeastern parts of Australia.
Yarning: Talking and listening to stories.

Young Carer: This term is used in Australia to describe children and adolescents under 18
years who have caring responsibilities for people as described in the definition for carer.

Background

Carers NSW is the peak body in the State of New South Wales (the most populated State of
Australia), which represents relatives and friends who are caring for peo ple with a disability,
mental iliness, chronic condition or who are frail aged. Our organisation began in 1976 by ar e-
markable woman, Clare Grant Stevenson. After the start of World War Il Clare was selected to
head the Women’s Auxiliary Australian Air Force. This position made her the most senior officer
of the four women's services within the Australian Defence Force.
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At war's end and upon completion of further studies, Clare collaborated on a report “Widows in
Australia” published in 1963. The result of this report was a complete change of policy by the

Federal Government toward civilian widows. Later she organised a s cheme to give scholarships
to the children of civilian widows.

During International Women's Year 1974, the Council on the Agein g was given a grant to find
out the extent of care given by family and friends to the frail aged and, as they were thenr e-
ferred to, the handicapped. As Research Officer with the Council, Clare was responsible for the
report on a survey of some 427 p eople who were caring at home in Sydney.

The report was published under the title “Dedication.” That title not only characterised the pe o-
ple of the study, but also Clare's approach to her work and her consequent activity in the cause
of carers. Clare established a sub-committee under The Council on the Ageing with a group of
dedicated volunteers working for the recognition of the needs of t hese people and the first step
was to give them an identity—she called them 'the Carers'.

The Carers Association of New South W ales (renamed Carers NSW Inc in 1997) became an
independent body in 1980 with Clare as Founder President, and with the same band of willing
volunteers. In 1981, Carers NSW became a registered charity.

1985 saw the culmination of Clare's many years of lobbying Governments when the Carers Pe n-
sion became available to some thousands who had devoted their lives to caring for friends and
loved ones in their own homes. This was also the year the State and Federal Governments' of
Australia jointly funded Home and Community Care Program.

Carers NSW is now in its strongest position ever to represent New South Wales carers and to
provide accurate and appropriate information and advice to carers. It carries out community d e-
velopment work, runs education programs about carers, researches carer issues and develops
and pilots support options or program s for carers. In particular, development work in indigenous
and culturally and linguistically diverse communities has increased during the last few years.

Funding

Carers NSW received its first grant of $A37,000 from the government in 1987. Currently, itr e-
ceives government grants from both State and Federal Governments, as well as income from
member fees, donations and services and resources provided by Carers NSW. The income for
2001/2002 is in excess of $A2,160,000.

Demographic Characteristics

The carers we represent are spread across a huge area. To give you an idea of the size of New
South Wales, it takes approximately 25 hours to drive along the coast from its southernmost
point to its northernmost point (the state is narrower on its inland side). It takes about 20 hours
to drive from Sydney, the capital city of New South Wales, on the coast, directly west to its most
inland point. New South Wales contains three relatively large metropolitan areas (Sydney, Ne w-
castle and Wollongong), hundreds of medium and small size towns and many tiny towns. There
are also vast tracts of open space. W hile most of the population is concentrated in the three
largest cities, there is a huge geographic spread of people in rural and remote areas. The carers
we represent have the characteristics described in Table 1.
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Number: 798,300, of which 162,200 are primary carers (1998)
Age: 75% of carers are of workforce age (i.e. between 18 and 65 years).
Employment: 48% of carers are employed, with a further 6% looking for paid work.
Income: Carers' Association of Australia research in 1997 -98 found that 69% of
. respondents had incomes of $A299 per week or less.
Indigenous: 12% of our indigenous population is believed to have caring respons i-
g : bilities. This equates to at least 14,500 carers.
Cultural: 25% of the total population is from CALDBs.
. o CALDB communities are thought to have a higher incidence of caring
Diversity: ; .
than Anglo-Australian communities.
. Approximately 80% of the NSW population lives in one of the three
Urban/Rural: ; ) : . )
major metropolitan areas, with the remainder in large or small towns.
Young Carers: There are at least 54,000 carers aged under 18 in NSW.

Table 1 Selected demographic characteristics of New South Wales’s population.

New South Wales has the largest population from non -English speaking backgrounds of any
state in Australia and also has a relati vely large indigenous population. Most of the carers from
culturally diverse backgrounds live in Sydney, whereas the majority of indigenous carers reside
in rural and remote areas.

Overview of Carers NSW Support Programs

Carers NSW runs a number of care r support programs, some of which are linked. Innovative programs
include:

*

»  Telegroup counselling (Talk -Link)

»  Koori Yarning Project )

«  Young Carer Project -

»  Connections Project—linking parents of children and adults with developmental disabilities

*  IT Support like E-support groups, chat rooms

* CIRC (Carers Inclusion in Residential Care) —a training program for staff and management in
aged care facilities.

"These projects were profiled for our Intemational Careg iving Award Nomination.

Characteristics

The unique characteristics of our programs include the following:
« Non face-to-face delivery

The use of technology, in particular information technology, permits us to overcome the ty r-
anny of distance, given that we have to service such a geographically spread clientele. Ca r-
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ers can be provided with service in the comfort of their own home, in the case of telegroup

counseling, internet support groups, and email groups. This also overcomes the problem of
accessing respite which, although available, is insufficient to meet all o f the demand.

* Regional service development
While the Carers NSW office is based in Sydney and we speak to carers from across NS W
on the telephone, we often take our service to local communities and assist to develop the
skills and knowledge to conduct the programs on an ongoing basis. This results in pilot pr o-
jects becoming sustainable and provides better equity of access across New South Wales.

* Programs targeted at specific groups of carers
The programs were developed with the needs of the target groups in mind, which may have
necessitated non-standard approaches. For example, respite services for adult carers are
not appropriate for young carers. Therefore a completely different appr oach is taken with
young carers. The Koori Yarning project takes into account the particular needs of the i n-
digenous community. Carers NSW has always developed different tools for addressing the
first stage of service delivery, i.e., assessment. Known as the Carer Profile, it provides se r-
vice providers with an understanding of carer needs and a tool for including those needs
and issues when during assessments. This has been adapted for specific groups of carers.

« Use of appropriate facilities
Given the special needs of particular groups of carers, as outlined in the previous point, our
programs had to be delivered in appropriate surroundings. We had to procure camp sites for
young carer camps and Aboriginal venues, where possible, for the Koori Yarning project.
This sometimes necessitates partnerships with other organisations. The Federal Gover n-
ment has recently funded Community Technology Centres, which helps address some of
the access issues for people who do not have their own computers for our IT programs.

Elements of a Successful Program
How the Projects Get Started

A key element of developing a new program is a sound knowledge of the sector you are wor k-
ing in. This includes not only the carers, but the service sector as well. If working in regional a r-
eas, differences between areas must be taken into account. Sound knowledge may be deve I-
oped through doing community development work in an area, through good relationships with
carers and services in a locality, or may arise from research that has been conducted. This, in
turn, may lead to the identification of unmet needs or even new needs. Having workers ded i-
cated to specific groups of carers means that workers can focus on the group’s particular needs.

Methodology for Developing a Successful Project

We have found that the following process helps us to develop a project that runs smoothly and
avoids most problems. This process involves:

» A thorough planning stage
As indicated in the previous point, our planning is based on a sound knowledge of the se c-
tor, of the needs of carers and usually on the efforts of workers dedicated to working with
particular groups of carers or in particular sectors. Planning involves determining who you
are targeting and why, how best to do it, what you hope to achieve, how you will promote
the project, how it will be evaluated, the resources required, possible funding sources,
strategies for sustainability and how you will publicise the results. Planning also allows co n-
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sideration of how the project will impact upon the organisation and inform its other work.

All planning is documented, draws on relevant research and is set in the context of other in i-
tiatives within the sector.

» Consultation with other organisations
Consultation is conducted for two main reasons. The first o f these is to assist with planning
the project. Consultation with both carers and service providers allows you to ascertain the
needs that exist, especially in different local communities and in different carer populations.

Second, consultation permits you to find out whether any other organisations are doing sim i-
lar work. If you do not research this first, you may end up replicating their efforts or wasting
time 'reinventing the wheel'.

Consultation also aids in building the relationships which are so important to the impleme n-
tation and sustainability of the project.

* Management of the Project
Generally speaking, one key worker will have overall responsi bility for the project. However,
there will also usually be other accountability mechanisms in place, such as reporting to a
Board of Management and/or to funding bodies. It is often useful to set up and Advisory
Committee to guide the Project Officer and to provide expert advice. This committee can be
made up of key organisations within the sector, a representative of the fund ing body, carers
and perhaps other staff within your organisation. Such a committee provides a forum for a
broader spectrum of ideas to be canvassed.

* Evaluation
Evaluation must be seen as an integral part of any program. Ideally there should be some
internal evaluation by your organisation, but also an independent evaluation, if resources
permit. By incorporating evaluation into the planning process, mechanisms can be put in
place to ensure that the data you require for meaningful evaluation can be obtained during
the course of the program.

Political/Financial Strategies

On the political front, good relationships with all levels of government, service providers and m e-
dia are essential. Not only does this result in the organisation being well respected and pe r-
ceived as capable of carrying out the project, it also means that funding is more easily procured.
Organisations that provide submissions based on respected and recent research will be better
placed to be successful.

When seeking funding it is important t o keep abreast of all the different financial opportunities
available and to sometimes be creative with how a project is funded. For example, our Koori
Yarning project was funded by a combination of grants from different government departments.
The downside of this, of course, is that adequate financial reporting mechanisms must be in
place and your financial system must enable you to keep on top of what money comes from
where and goes where.

Also make sure you factor in a management fee of 25% -35% to be used for administrative, fi-
nancial, IT and overall management of projects.
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Barriers Overcome

Through the use of IT and telecommunication, we have been able to overcome barriers assoc i-
ated with distance and isolation. One of our challenges is to be able to work with a diverse range
of organisations, both government and non -government. These include organisations and go v-
ernment departments representing the aged sector, disability sector, mental health sector, and
the health sector.

Even though the relationship develops through representation on a variety of committees and
working parties, the best result has been when th e sectors come together to work on a particular
project. This process allows for trust and partnerships to develop. In Australia , governments are
encouraging the formation of consortia that bring together a small or large number (3 -6) of or-
ganisations working together on a particular project. Often these will be pilot projects, which,
through evaluation, can often f orm evidence for ongoing services.

Keys to Success

First and foremost, we believe that we succeed because of our good knowled ge of carers'
needs. The programs you develop must be relevant to carers' situations. It is no use offering
something that no one wants. This we achieve by direct contact with carers through our support
and information telephone service, as well as our res earch and pilot programs.

Second, our reputation as a dynamic organisation means that we can procure funding where
others might not and that other organisations are willing to work with us. Our reputation has
been gained, we believe, partly through abilit y to work constructively with government and other
organisations, partly because our projects are based on sound knowledge and p artly through
our willingness to try new approaches (see also point below).

Third, our willingness to tackle the new and difficult has helped us succeed. Good planning pro c-
esses, as outlined above, should help minimise difficulties, even when testing new approaches

or working in areas that you have not worked in before. Linked with the previous point, a willin g-
ness to innovate also leads to a reputation as a dynamic organisation.

Fourth, the ability to realistically assess limitations and put in place strategies to overcome them
has assisted. For example, in many areas of NSW carers have limited access to respi te care.
Therefore it may be difficult for them to get out of the home. However this has not stopped us
from working with these carers. We have used technology to bring services into people's homes
and have developed programs to build the skills of carers so that they can advocate for i m-
proved services in their local area.

Measuring Success

As mentioned in the Methodology section, evaluation needs to be built into a project from the
planning stage. Evaluation, naturally, will incorporate an assessment of whether the project's
aims and objectives (i.e., outcomes) were achieved. However, to fully inform ongoing projects,
or other projects you might conduct, it should also include evaluation of the processes unde r-
taken in conducting the project. Therefore, evaluation should also include a number of other
measures. These might include:
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» the number of referrals received and whether this was adequate;

» sources of referrals—did this increase?;

* number of enquiries about the project—from both carers and service providers;
» an assessment of whether networks were built;

» the ability to identify local issues and report these to the appropriate places; and
» whether carers or workers learned skills.

This feedback can be obtained from carers, service providers, staff of the project, partner o r-
ganisations, volunteers, representatives of the local community or anyone else who could us e-
fully give input. Your evaluation will only be limited by resources and what can realistically be
achieved with them in the time frame available. The evidence helps to develop pilot programs
into ongoing carer support programs.

Outreach Strategies for Carers

In general terms, there are a few key ways in which we reach out to carers. These are:

» Legwork—if necessary many phone calls and large mailouts are conducted. We use our
existing databases—such as carers who call our information line and our membership dat a-
base.

e Through partnerships—we are well-linked with the network of 17 Carer Respite Centres
across the state and also have contacts with many other organis ations. They can assist us
in recruiting carers to participate in programs.

» Advertising—in our monthly newsletter, in other organisations' newsletters (if possible) and
by obtaining media coverage in local newspaper s or on local radio.

e Through community development work—by giving information/education sessions to
various key services, those services become an important source on ongoing referrals to
our programs. This necessitates follow -ups at regular intervals.

* Media strategies—we employ a media strategist to monitor press stories and develop rel e-
vant media releases.

Community Coalition Building

Carers NSW facilitates a statewide Carers Coalition group who identify a pr oject or issue that is
relevant for its members and their organisations. The outcome is an effective collaboration and
usually a joint campaign or position paper on a carer or related issue identified by the group. All
our innovative projects have advisory committees and usually operate using a consortium. We
also facilitate a Multicultural Carers Alliance and are in the process of developing an Indigenous
Advisory Group. These form an easily accessible model or framework for partnerships and co I-
laboration.

Lessons Learned

There are five main areas in which important lessons have been learned. These lessons have
informed the way that we will develop new programs in the future.

The first of these lessons is to be careful to cost the project properly. This means taking into a c-
count the true costs of all the development work within the organisation, the staff time that this
involves and allowing enough time within the project to get it up and running. With new projects,
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this can involve intensive work in the field in the initial stages as promotion is conducted and
time spent building relationships with organisations that can refer on to your program. Other
costs which need to be included are: travel, promotional materials, administrative and IT ove r-
heads, equipment, printing, publicity of the results (e.g., attendance at conferences and sem i-
nars) and respite for carers (if necessary). As mentioned previously, factor in a 25% -35% man-

agement fee. Needless to say, if the project is not costed properly, your organisation can end up
subsidising the project out of its own funds.

The second main lesson we learned was that when working with particular groups of carers, the
timing of stages of the project may vary. For example, some indigenous communities have a di f-
ferent culture around time. If you expect the project to proceed as it would with mainstream co m-
munities, you may experience frustration at the perceived 'delays'. In other words, be creative
and flexible and adjust timeframes to suit different groups of carers. It is important to have effe c-
tive planning and timeframes, but rigidity is not useful with carer support programs.

The third lesson, related to the first ab ove, was that where you are providing emotional support
or counselling to carers, you must factor in support/debriefing time for the staff providing the se r-
vice to carers. Retreats, in particular, can be emotionally very intense in a short space of time.
Have back-up staff available with their hours costed into the project so that adequate support is
available to project staff. This may also include clinical supervision when necessary.

The fourth lesson was around working in partnership with other organisations. While partne r-
ships can be immensely beneficial, they also involve quite an investment of time and energy to
make them work. Each organisation will have its own aims, goals and agendas. One organis a-
tion will probably need to take a lead or coordinating role in the project. Training for one or all of
the organisations may need to occur. Again, this should be factored in to the costing of the pr o-
ject so that the project costings reflect the true amount of effort involved. It is also important to
keep the funder involved throughout the project through reports and participation in advisory
committees or meetings.

The fifth, and final, main lesson w as about the sustainability of projects. When working with a
new initiative in an area that has substantial unmet need, certain expectations are created, as
well as excitement and enthusiasm. Hopefully your project will harness this energy and put it to
good use. However, it is important to consider what happens at the end of the project, when
funds have run out. It can sometimes be a source of grave disappointment to carers and partic i-
pants when the project team withdraws and the program stops. Therefore, we have learned the
importance of considering and buildi ng into our projects, where possible, strategies to make
them sustainable. The results of the evaluation of the project, as ment ioned earlier, will naturally
inform how the project continues in the future.

Carers NSW Phone: 9280 4744
Level 17 Fax: 92804755
323 Castlereagh Street contact@carersnsw.asn.au

Sydney, NSW, 2000, Australia
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The CAREGIVER SUPPORT CENTRE of the
CLSC René-Cassin/Institute of Social Gerontology of Quebec
(1ISGQ)

Page
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28 Lessons Learned

Overview
Context and Clientele Served

Within the province of Quebec, CLSCs (Local Community Service Centres) play a vital role in
the health and social service sector serving as the primary portal for individuals of all ages r e-
quiring health and social service assistance. Utilizing a global, multidisciplinary and community
approach, CLSCs have established a mandate intended to provide the optimal quality of care for
individuals within their communities. Equally important to their mission is the emphasis on ind i-
vidual responsibility with respect to the maintenance of personal well being. Through CLSCs,
individuals are given access to servic es and programs that offer curative treatment as well as
preventative strategies. There are 147 CLSCs throughout Quebec all fund ed by the provincial
government, each responsible for providing services to different sectors of the province.

The CLSC René-Cassin/ISGQ is a public health and social service establishment and is an affil i-
ated University Centre, working jointly with three Montreal based Universities (McGill University,
University of Montreal, and U niversity of Quebec at Montreal). The CLSC René -Cassin/ISGQ
serves a population of 47,000 people in the greater Montreal area.

At 27.1%, the CLSC René-Cassin/ISGQ has the highest proportion of residents aged 65+, as
compared with Montreal (14.9%) and the rest of Canada (12.5%), and with the USA (12.4%).
This characteristic has prompted the development of innovative services and re search activities
in social gerontology in order to better serve the seniors in our territory. In the CLSC René -
Cassin/ISGQ territory, many elderly individuals in the area live alone (36.9%) in stark compar i-
son to the 16.3% of the general Canadian population who live alone (Statistics Canada, 1996).
The majority of the 65+ population within this territory are women. The CLSC René -Cassin/
ISGQ territory is predominantly Anglophone (68.8%). Nearly 41% of the residences are imm -
grants to Canada with countries of origin including Poland, Morocco, Romania and the former
Soviet Union.
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The Caregiver Support Centre Historical Review

The Caregiver Support Centre of the CLSC René -Cassin/ISGQ was initiated on February 16,
1993 and has evolved over the past nine years into a thriving multi -faceted program offering a
full range of services to caregivers. At the time, the only service available was a "Drop -In Cen-
tre", which provided occasional or emergency respite to caregivers by organizing stimulation a c-
tivities (social, motor and cognitive) for care -receivers.

Less than one year following the introduction of the "Drop -In Centre", the program was eval u-
ated by a consultation team composed of several CLSC professionals and external partners.
Through the experience gained over the course of the previous year, and through on -going in-
teractions with the caregivers themselves, it became evident that occasional respite was insuff i-
cient and that caregivers needed additional support. The outgrowth of that evaluation process is
the current Caregiver Support C entre that was officially inaugurated in January 1996.

In response to the growing and specific needs of caregivers, the CLSC René -Cassin/ISGQ de-
veloped the Caregiver Support Centre to address critical caregiving issues presently arising
within our health care system. The Caregiver Support Centre is an innovative, multi -faceted ser-
vice program for caregivers developed at the heart of the community. The Centre responds to
the growing and diverse needs of car egivers and multidisciplinary professionals working with
and on behalf of caregivers. The Centre is focused on maintaining and e nhancing the well-being
of caregivers through outreach and prevention, support, education, information, advocacy, and
empowerment. It serves to promote and identify research related to practice in partnership with
professionals and community organizations. The Centre provides training to professionals
through conferences, training packages and workshops while maintaining strong links to unive r-
sities and an ongoing internship program for undergraduate and graduate students. As well, the
Centre has an ongoing contact with the community and a vibrant group of volunteers who have
a fundamental role in the Centre and its programs.

An in-house study concluded that 95% of Caregiver Support Centre participants and caregivers
require more social service assistants than the Centr e can offer. In order to make room for this
demand, clients who have already been integrated into the service network of the Car egiver
Support Centre are often referred to another service attached to the 60+ department. The 60+
department includes Home Care, Mental Health, Elder Abuse and Well-Aging programs, as well
as the Caregiver Support Centre. Conversely, case managers in the various d epartments refer
their clients/caregivers, when appropriate, to the Caregiver Support Centre. Since the services
are all under one roof, this maximizes the concept of an integrated and inter -disciplinary service
model. Caregiving clients receive a full cas e management approach to their unique needs.

Description of the Centre's Programs

The Caregiver Support Centre serves to prom ote the autonomy, well-being and quality of life of
caregivers. Services provided for care -receivers are intended to combat isolation, enhance s o-
cialization and renew the caregiver/care -receiver dynamic. Direct services available to caregi v-
ers and their care-receivers include:

» The Drop-In Program: provides caregivers with respite by organizing activities for care -
receivers who have a physical and/or cognitive impairment o r mental health issue. Seniors
suffering from a loss of autonomy who would otherwise remain isolated in their homes ben e-
fit from group activities that are tailored to their individual needs. These activities are co n-
ducted by trained staff, students, and volunteers. Flexibility of Drop -In hours allows caregiv-
ers to bring their care-receivers when it is convenient for them (15 -25 participants/day).
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* The In-Home Stimulation Program: available to seniors or disabled adults who are is o-

lated, frail and confined to their homes. Volunteers and students, trained and supervised by

a professional, offer a variety of in-home stimulation activities on a one -to-one basis. Activi-

ties are tailor-made to individual interests and levels of functioning. During periods of e n-

gaged stimulation between students/volunteers and the care -receiver, caregivers are af-
forded respite each week for 2-3 hours (80-100 caregivers and participants/year).

Another aspect of the In-Home Stimulation program is the In-Home Stimulation Program
Building Project, a group stimulation program organized for residents in buildings that are
highly populated by seniors in the CLSC René -Cassin/ISGQ territory. The seniors in each
building are frail and especially isolated during the winter months. The groups focus on e n-
hancing individual socialization, promoting neighbourly contact (buddy systems) and e n-
couraging stimulating activities. These activities are organized by trained volunteers (3
buildings, 25 participants/building).

* The Foyer Program: offers caregivers information, education and support from professio n-
als and trained volunteers who are themselves caregivers. Caregivers can take part in daily
or weekly programs, such as support groups, workshops, and have access to a document a-
tion centre with information on disease, coping strategies and resources. Outreach to the
professional and public communities is conducted through foyer activities, which include
marketing and promotional strategies intended to broaden social awareness sur rounding
caregiver issues. Additional programs, such as conferences and advocacy activities are also
planned to promote the rights of caregivers (170 caregiver visits/year).

* The Short-Term Counseling Program: provides an 8-10 week counselling program for
caregivers with a focus on coping skills, stress mediation, limit setting and linkage with re s-
pite/support programs. The program is staffed by a professional social worker trained in
caregiving issues. In addition to the i mplementation of therapeutic models of intervention,
the social worker is responsible for evaluating caregivers, assessing indiv idual needs for
services and making appropriate referrals to other services (80 caregivers/year).

* The Caregiver Info Line: provides caregivers and community members with access to i n-
formation on services and programs offered by the Centre. In addition, the telephone line is
available to professionals, the gen eral population and other related organizations requiring
information on caregivers (40 calls/week). The number is (514) 485.737 4.

* The Caregiver Advisory Committee: a council made up of 15 volunteers, all of whom are
or have previously been caregivers. The Advisory Committee members are dedi cated to
promoting the rights of caregivers and pursuing their interests within the Caregiver Support
Centre. Many valuable and effective pr ograms have been developed within the Centre as a
result of ideas that were initiated by members of the Advisory Committee. In a ddition to the
work conducted within the Centre, the committee has gone on to develop its own auton o-
mous grassroots organization called Project O.A.S.I.S. (Outreach, Advocacy, Support, Info r-
mation and Sensitization). Project O.A.S.I.S. is a non - profit, local community group com-
prised of volunteer caregivers dedicated to enhancing the quality of life of caregivers. This
includes increasing individual and public awareness through ongoing education, information
and advocacy plans.

* Student Training Programs: conducted jointly with Montreal universities and colleges.
The Field Placement Program of the CLSC René -Cassin/ISGQ recruits students and pro-
vides them with a comprehensive internship program through which they gain invaluable
first hand experience in their field related to the elderly population. The training program f o-
cuses on caregiving issues, issues related to aging, cognitive and physical impairments,
special needs, etc. Special seminars are also organized to ensure that students receive i n-
formation on a wide array of topics related to caregivers. Evaluative tools are employed in
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order to determine student's attitudes towards the elderly prior to and following their field
placement. These qualitative measures provide the CLSC René -Cassin/ISGQ with inval u-

able feedback and reveal the impact of CLSC René -Cassin/ISGQ professional practice on
students' perceptions of the elderly.

* Volunteer Training Programs: Vvital to the inclusion of community partners within a profe s-
sional practice setting. Since its inception, the Caregiver Support Centre has relied heavily
on the talent and dedication of its many volunteers. These individuals are needed on a daily
basis to work within various programs in the Centre. Formal and infor mal training sessions
are offered to volunteers. Supervision is viewed as part of the entire training process and
the staff at the Caregiver Support Centre provide frequent feedback to the volunteers r e-
garding their interaction with the caregivers and care -receivers.

Innovation

The Caregiver Support Centre of the CLSC René -Cassin/ISGQ is unique to Québec. Over many
years, we have developed an integrated Centre that is constantly evolving to address the nee ds
of its caregivers. We have come to understand that our work on behalf of caregivers is a work in
progress, evolving and chall enging, much like the realities of caregiving. We strive for equality,
responsive services and we continue to apply for grants a nd funding for research projects that
can help to examine and better the lives of caregivers and care -receivers. The rights of caregiv-
ers in our society will remain the primary focus of our work in the Caregiver Support Centre. We
place a high value on the work conducted by volunteers within the Centre and make efforts to
outreach to the community wherever possible. The innovative tenets that guide our work include
the following:

» A service that relies heavily on caregiver feedback (through Advisory Committees and co m-
munity involvement) in order to develop services and programs. Community involvement
has been an essential component for address ing caregiver needs.

« A service that is flexible, non-bureaucratic, and provides facilitated access.

» Aservice that is cost-effective through the participation of volunteers and students who pr o-
vide most of the direct services in the Centre.

» A service that responds directly to caregivers' needs for respite, while providi ng the care-
receivers with stimulating activities.

» A service that offers support, information and education, while empowering ca regivers
through conferences, support and self-help groups.

» A service that responds to isolated seniors, bound to their homes.

* A service that has become reputable and sought out as a training ground for students of un i-
versities and colleges in the fields of social work, nursing, occupational therapy, physiothe r-
apy, medicine, special care counselling, etc.

* Aservice that is recognized by the health care community as a centre of expertise regarding
training on caregiving issues and needs.

* Aservice that is constantly involved in identifying the needs of caregivers through involv e-
ment in research projects in partnership with the community and other resources.

Description of the Caregiver Support Centre

Background and Methodology
Within the CLSC René-Cassin/ISGQ, the Caregiver Support Centre is designated a 'cutting -

edge' service. A 'cutting-edge' service is a program in which a model of intervention is deve I-
oped based on a demonstrated need. The determination of need is identified based on external
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and internal determinants and include issues raised from clients, practitioners, from orientations
of the Quebec Ministry of He alth and the Regional Health Board, and from findings in research.
The innovative model of practice developed to respond to this need, by definition, must be
global in vision, multidisciplinary, innovative, must improve practice and service delivery, provi de
expertise in a specific domain, and this expertise must be transferable. Specifically, in order to
be considered a 'cutting-edge’ service, the model of practice must consist of four inter -related
components: 1) Direct Services; 2) Partnership; 3) Research; and 4) Transference of know |-
edge. Other 'cutting-edge' services within the CLSC René -Cassin/ISGQ include the Community
Mental Health Program for Older Adult s, the Elder Abuse Consultation Centre as well as the
Well-Aging Program. There are three complementary stages when developing a 'cutting-edge'
service:

1. Identification of Need

A gap in services for the community is identified but there have not been any specific activ i-
ties developed in order to respond to this need. Professionals within the CLSC begin the i n-
quiry process (meetings, committees, focus groups, etc.) in order to lay the groundwork for
a potential service model. Existing models of practice are identified and data collection b e-
gins on the proposed area of interest (literature review, brainstorming, attending confe r-
ences, feedback from external service providers, etc.).

Example: Case managers report a high incidence of psychosocial distress and an absence
of resources and support services for their clients. The CLSC René -Cassin/ISGQ gathers
together a group of profe ssionals from different disciplines to discuss the issue of caregiver
needs within the territory.

2. Review of Need and Research

At this second stage, there are several indicators that the identified area seems to respond
to a specific community need. Work done in the previous stage is refined. The decision is
taken in order to better identify the need which includes the development of a hypothetical
practice model through pilot projects, the training and sensitisation of staff, the integration of
information collected from research activities and ongoing input from the health care ne t-
work. Researchers and service providers are more deeply implicated in the development of
a refined practice model through the co mbination of theory and practice.

Example: The broad outlines for the Caregiver Support Centre are developed based on r e-
search activities and feedback from professional partners and clients. Preliminary respite
services are developed as a pilot project (i.e. Drop-In Centre). CLSC René-Cassin/ISGQ
staff are provided with training modules on caregiver issues.

3. Development of a Practice Model

A service becomes a 'cutting -edge' service when certain internal and external components
are combined. Practitioners within the CLSC René-Cassin are trained and encouraged to
develop an expertise on the issues relating to the program model. Concerns by stak e-
holders (older adults, practitioners, researchers and policy makers) are identified and int e-
grated into the practice model. The program model is executed and continually evaluated.
Findings are presented at conferences a nd submitted as articles in journals and relevant
publications. Ongoing adaptations are executed through re -evaluations and input from
health care partners.

Example: The Caregiver Support Centre is established to address caregiver needs. Profe s-
sional committees centred on caregiving issues are founded to serve as a hub for new ideas
and potential adaptations to existing models and standards. The Centre conducts research
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to evaluate its services and publishes those results for professionals and the public.
Political/Financial Strategies that Wo rked

Political

» The CLSC René-Cassin/ISGQ is mandated by the Québec government to address comm u-
nity health and social service needs, and as such was driven by its own social agenda.

* Inter-departmental recognition within the CLSC René -Cassin/ISGQ of the necessity of creat-
ing services for caregivers within the community, and the innovative solutions proposed by
the program model of the Caregiver Support Centre, was a sufficient impetus for the deve I-
opment of the Centre.

Financial

*  The partnership between the CLSC René -Cassin/ISGQ and Montreal-based universities
has facilitated the creation of an internship program for students who are being educated in
the disciplines of social work, nursing, gerontology and other health related fields of study.
Under professional supervision, they assume a central responsibility in the delivery of se r-
vices and adaptive programming, thus reducing program costs.

* Volunteers (many of whom are or have been caregivers) play a vita | role in the Caregiver
Support Centre, offering their commitment and expertise through hands -on work with care-
givers and program development.

e Drop-In participants provide a small financial contribution (Can$7 -$12) on a sliding scale (no
one is refused for financial reasons) in order to supplement transportation and supplies.

Barriers Overcome

» Creating an accessible, safe and stimulating environment was a challenge at the outset of
the project given that the Centre was created within a professional office setting. The Drop -
In Centre and the Foyer for caregivers required a great deal of physical space in ordert o
accommodate the number of caregivers participating in group activities. Integrating an amb -
ent, interactive and relaxed space within the existing professional framework required sp e-
cial care and consideration both for our clients and our colleagues.

*  Numerous seniors within the territory lacked sufficient m eans of transportation due to losses
of autonomy and debilitating physical and cognitive illnesses. Developing a transportation
system that enabled care-receivers to be delivered to the Caregiver Support Centre ove r-
came this frequently encountered problem. The In -Home Stimulation program, created in
part to address the needs of isolated and frail seniors, also responds to this barrier by e n-
gaging clients in activity programs through home visits.

» The diversity of client needs (spectrum of physical and cognitive disabil ities) meant that the
activities of the Centre would need to be very flexible as well as adaptable to individual inte r-
ests and levels of functioning.

* Atthe outset, many caregivers arriving at the Caregiver Support Centre were already in the
throes of crisis, experiencing progressed emotional and physical symptoms. The Centre has
devoted considerable efforts, through sensitization and marketing devices, to effectuating
preventative care strategies. Assisting caregivers before the onset of deb ilitating stress and
burden is a central concern in the Caregiver Support Centre.

RSN Y PSR AN



26

fwll L S oV Foo P

Many individuals providing care do not identify themselves as 'caregivers'. Others have diff i-
culty accepting help and support. Defining their role, discussing their rights and liberties and
the availability of resources h ave assisted caregivers in reducing feelings of isolation and
excessive burden, helped them to examine their responsibilities as care -providers and en-
couraged them to engage appropriate measures of support.

Keys to Success

» The creation of an Advisory Committee made up entire ly of caregivers provides the Centre
with a direct link to the population it seeks to assist. The committee serves an integral r ole in
the process of decision-making and program development and has assisted greatly in the
creation of effective and focused services.

» Developing links to professional consultative committees has provided the Caregiver Su p-
port Centre with an invaluable network of support, information sharing and innovative orie n-
tations for future projects. An example of a group initiated by the Caregiver Support Centre
is the Professionals Networking for Caregivers (PNC). The PNC is a local group with repr e-
sentation from over 22 health care facilities throughout the Montreal area. The mandate for
this committee includes looking at the continuum of care, the needs of caregivers, and se n-
sitization to professionals in the community. Other professional partnerships include Project
0.A.S.1.S. as well as the Canadian Caregiver Coalition (CCC). The CCC is a bilingual all i-
ance composed of organizations, groups and individuals. The mission of the Canadian Co a-
lition for Caregivers is to come together with a unified voice, to influence policy, and to pr o-
mote awareness and action to address the needs of informal caregivers of all ages across
Canada (www.ccc-ccan.ca).

» The utilization of media services helped to promote the Caregiver Support Centre during its
inception and provided a marketing platform to caregivers in the community.

» Given the degree of burden and stress experienced by caregivers in difficult circumstances,
the Caregiver Support Centre insisted on developing a non -bureaucratic approach to facil i-
tate an easy entry process for caregivers requiring immediate assistance and support.

* The idea for the Caregiver Support Centre was inspired by feedback from front-line workers
and clients. Direct feedback was pivotal in creating a Centre that addressed ex pressed
needs rather than hypothetical ones.

» Partnership with professional organizations as well as university affiliations h as promoted
the creation of a health service network whose ongoing input and collaborative work has a |-
lowed for the creation of an effective service delivery program that is rooted in professional
practice as well as research.

» Marketing campaigns to caregivers in the community has assisted the Centre in exposing
the issues affecting caregivers' lives, as well as promoting the rights of caregivers, and the
availability of resources (services, conferences, programs, workshops, etc. ).

Evaluation

* In May 1998, a research team composed of health care professionals conducted research
on the Utilization of Services in the Caregiver Support Centre ( Lessard, Diane; Barylak,
Lucy; Coté, Dominique; Bérubé, Louise, May 1998 to October 1999). Information gathered
from this research provided the Centre with qualitative feedback in order to measure the e f-
fectiveness of services as well as the need for adaptations.
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Questionnaires given to our caregiving clients provide us with ongoing feedback as to the
impact of Caregiver Support Centre services and activities on caregivers lives (reductions in
stress, enhanced knowledge, impro vement in care-receiver/caregiver dynamic, etc.). This
needs assessment campaign is an ongoing strategy employed by the Centre t o create
adaptive, flexible and responsive services.

Feedback from Case Managers provides Caregiver Support Centre social workers with an
immediate assessment of the status of clients and the impact of specific services on their
overall functioning. Case Managers p rovide the Centre's workers with a broad vision that
includes the how and why, and under which circumstances particular services provide
greater assistance than others.

Professional consultative committees and the Caregiver Advisory Committee assume a ce n-
tral evaluative function. Their expertise provides an environment in which services and pr o-
grams can be evaluated, jointly discussed and comparatively measured.

Outreach

The Caregiver Support Centre encourages caregivers to utilize available services and to max i-
mize community resources. All outreach services within the Centre are organized to meet the
education and support needs of the community. In order connect with and respond to the needs
of caregivers in our community, the Centre is engaged in the following outreach activities:

The Caregiver Support Centre Annual Conference —This conference is developed and or-
ganized in conjunction with the Caregiver Advisory Committee. The conference is open to
the general public as well as to all health care professionals. The 2002 conference will a d-
dress the issue of "Wills and Mandates". The 2001 conference focused on how to access
services in the health care system.

Bi-Annual Caregiver Celebrations —Every year the Caregiver Support Centre hosts a "Day
in the Park" during the summer as well as a Ho liday Party in December. The gatherings are
open to caregivers and their care -receivers and are intended to create a festive atm osphere
in which caregivers can socialize with peers and health care professionals in an informal
context. It is also an opportu nity for caregivers and seniors new to the Centre to meet others
and discuss some of the available programs.

Information Kiosks—A portable marketing kiosk has been developed in order to promote the
Centre's services. These booths are staffed by health car e workers, students and volunteers
who distribute pamphlets and information in public areas that are frequented largely by se n-
iors and families.

Flyers and Newspaper Articles—A marketing strategy has been established that allows for
an ongoing flyer distribution campaign as well as the publication of articles in Montreal
based newspapers and community calendars regarding the Caregiver Support Centre's se r-
vices and programs.

Outreach to Diverse Community Groups —Outreach materials have been developed specif i-
cally for presentations made to different communities in order to discuss issues related to
well-aging and caregiving.

Support, Information and Psychosocial Groups —Caregiver support groups comprise the
therapeutic dimension of the Centre's outreach practice. Caregivers benefit from a safe, i n-
clusive and open environment. These groups offer a place where caregivers can meet with
others in similar situations to exchange , problem-solve and provide mutual support.
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Lessons Learned

Program Evaluation

The Caregiver Support Centre evolved out of the need for services and programs for caregiv ers,
dimensions of elder care that had been noted by Case Managers within the CLSC René -Cassin/
ISGQ. Ongoing research, rigorous methodological systems and the centrality of our dissemin a-
tion mandate have assisted us in recently developing an evaluative framework that provides f o-
cused feedback. Vital to the Centre's overall success has been the determination of the impact
of its programs and services on our caregiving community. This includes evaluating whether o b-
jectives have been met, whether the target population is being serviced and if that population is
benefiting from the Centre's services.

Cultural Sensitivity

Services and programs for caregivers should be administered based on rigorous research into
demographics, environmental variables and cultural sensitivities. The Caregiver Support Ce n-
tre's initial development was the result of an expressed need for caregiver assistance. The Ce n-
tre, thus, was ultimately guided by the validated needs of the community. Of late, however, we
have noted the gap in research re lated to socio-economic, ethno-cultural and religious values
guiding our community and have recently transformed the generalized need for services into an
ethnoculturally sensitive service delivery program. Although the worth of caregiver programs is
immeasurable, their value is largely determined by the needs of the population they serve. Met h-
odological surveys need to be conducted on a regular basis in order to adequately prepare a
program to meet the demands of the c aregiver population it is intending to serve.

The Centrality of Volunteers and their Community Impact

The earliest phases of the Centre's development evolved without a true awareness as to the
critical role to be played by volunteers in the Centre's overall success. With time, it became a p-
parent that community involvement would redefine the depth of care and support afforded to our
clients. Volunteers are needed on a daily basis to work in the Drop -in, the Foyer for caregivers,
the In-Home Stimulation Program, The Caregiver Info -Line and in outreach activities. They are
truly indispensable at the Caregiver Support Centre where the high level of dependency among
participants often requires one-to-one care. The Caregiver Support Centre is fortunate to have a
large number of volunteers working in its various programs. Some of these volunteers were
originally caregivers using the Centre for their own respite needs. They volunteer at the Centre
in order to give something back to the community and to the program that helped them through

difficult times.
Caregiver Support Centre Phone: (514) 488-9163
CLSC Reneé-Cassin/ISGQ rcassin@ssss.gouv.qc.ca

5800 Cavendish, Suite 500
Céte St-Luc (Québec) H4W 2T5
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Establishing a Community-Based Resource

Center for Caregivers

Based on the model developed by

Family Caregiver Alliance
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Overview

Now nationally recognized for pioneering programs and services to support family caregivers,
Family Caregiver Alliance was founded 25 years ago in San Francisco as the first voluntary,
community-based organization to respond to the challenges of caring for loved ones with ser i-
ous cognitive disorders striking after age 18. The organization recognized that the patient's fa m-
ily caregiver needed assistance and support, and developed a comprehensive range of services
responsive to caregiver needs, regardless of patient diagnosis.

This community-based program is now replicated throughout California and is a model, in part,
for the National Family Caregiver Support Program. The organization's structure allows us to
provide innovative, comprehensive services directly to caregiving families with little red tape
and, in most cases, little delay. Although originally FCA focused on cognitive disorders, recent
Administration on Aging funding has allowed us to offer our services to caregivers caring for
older loved ones affected by other chronic health conditions.

Our research has revealed that the three most common needs identified by caregivers are info r-
mation, emotional support, and respite. These expressed needs have guided —and continue to
guide—the development of all FCA services.

Current Structure, Funding & Client Base

Family Caregiver Alliance's core mission is "to support and assist caregivers th rough education,
services, research and advocacy.” In the FCA model, these elements are inextricably inte r-
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twined. Through a unique partnership between the private and public sectors, FCA assists a
population previously excluded from aid through other sources. Services are especially d e-
signed for families who are above the eligibility limit for public benefit programs. There is no
means test; services are provid ed to families based on the need for services.

FCA funding comes from foundation grants, individual donations, from California S tate General
Funds through the Department of Mental Health, from the National Family Caregiver Support
Program, from the Adminis tration on Aging, and from minimal fees for service.

FCA is a freestanding nonprofit organization governed by a 21 -member Board of Directors
drawn broadly across the business, health, academic and policy fields. Many Board members
are currently—or have been—caregivers, providing the consumer perspective. Staff (some mu I-
tilingual) include family consultants, resource specialists, program associates and administr a-
tion. In the diverse San Francisco Bay Area, we proactively reach out to ethnically and culturally
diverse communities, including LGBT (lesbian, gay, bisexual and transgender) caregivers and
other underserved populations.

Our clients are the caregivers. Seventy -six percent of caregivers are female —spouses, daugh-
ters or daughters-in-law of the care recipient. The average age is 60, with 24% between the
ages of 36 and 50 years. More than h alf of the caregivers (52%) under the age of 65 also work
outside the home, either full-time (41%) or part-time (16%). Nearly six in ten show clinical sym p-
toms of depression. Our caregivers report they provide an average of 87 hours of care a week.
(Source: California Caregiver Res ource Centers 1999 Uniform Assessment Database.)

Program Description

Background

"During the course of my husband's iliness, | found that |
needed an awful lot of help. It was all so sudden, the problems
so devastating, the legal affairs so overwhelming, that | needed
help from every direction."
Suzanne Harris
Cofounder, Family Caregiver Alliance

In 1977, volunteers at a meeting of the San Francisco Mental Health Association were inspired
to action and advocacy by the experiences of two women , Anne Bashkiroff and Suzanne Harris.
Both women had become caregivers for their husbands who suffered serious cognitive diso r-
ders, and both were devastated by the overwhelming problems and the lack of services.

In 1978 the group received a special gra nt through the state Department of Mental Health as a
result of task force meetings with officials in the state capitol and Wash ington, DC. The grant
provided for:

e Conducting a needs assessment in the San Francisco community to determine the number
of individuals with serious cognitive impairment, and the services available to them;

» Establishing a support network of familie s;

e Conducting a public awareness campaign; and

» Publishing a handbook of legal and financial information.

The volunteer task force found that the need for services was widespread and urgent. The group
continued to pursue its cause with the California legis lature. In 1979 landmark legislation passed
which enabled FCA to develop a pilot project and to test service approaches for indi viduals and
their caregivers.
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The organization, originally called Family Survival Project, created support services for those
struggling to care for loved one s who did not "fit" into traditional mental health systems: adults
with Alzheimer's disease, Parkinson's disease, stroke, Huntin gton's disease, ALS, traumatic
brain injuries or other cognitive disorders. The program grew as media coverage attracted the
attention of families throughout the Bay Area.

In 1984, legislators—impressed with the successful program and in order to ensure that all Cal i-
fornians had access to these innovative services —passed The Comprehensive Act for Family
Caregivers of Brain Impaired Adults, which established 1 California Caregiver Resource Ce n-
ters (CRCs) throughout the state, replicating the FCA model. Each CRC serves as a single point
of entry for information about care resources in its region.

In addition to its role as the San Francisco Bay Area Caregiver Resource Center, Family Car e-
giver Alliance was designated the Statewide Resource Consultant (SRC), to coordinate the sy s-
tem under the Department of Mental Health, to develop publications for consumers, to operate
an information clearinghouse, design education programs, and to conduct research and doc u-
ment needs and services throughout the state. Today California remains one of the few areas
with a statewide program which recog nizes family caregivers across diagnostic lines and with
broad definitions of disabilities and support services.

Methodology for Developing a Successful Project

Four principles guide the FCA model. These have stayed consistent throughout the 25 years th e
organization has been in operation:

*  The family caregiver is the client.

* There is a broad focus across diagnoses.

* Thereis a fluid system of care, rather than a traditional caseload model.
» Family caregivers are the care managers for their impaired relati ves.

FCA services enable caregivers to make knowledgeable, effective decisions and to learn skills
that will help them become their own "case managers.” FCA staff are not client or case mana g-
ers. Staff offer emotional support, advice, information, and services such as respite care, which
is brokered.

Our support program includes:

» Direct Services: A specialized FCA assessment tool allows family consultants to evaluate
clients' situations, develop a package of services tailored to caregiver needs, and develop a
database of invaluable information to enhance the growing body of knowledge about car e-

giving.

» The service package includes some or all of the following: telephone and e -mail consulta-
tions that provide families with specialized information and referrals; in -home psychosocial
assessment; development of short- and long-term plans for the caregiving family; legal and
financial counseling; access to regional databases of supportive service s; individual, group
and family counseling; support groups; Internet services; and respite services based on co n-
sumer direction and selection of service options. For some services, copayments (not to e x-
ceed the actual cost of services) are assessed from those able to contribute to the cost of
care.

» Education: through publications, psychoeducational groups and classes, workshops, confe r-
ences, the Internet and other means, FCA educates families, policy makers, the media and
health and service providers about the needs of caregivers and resources available to them.
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* Research into caregiver needs informs the development of all new services that FCA unde r-
takes. Longitudinal studies of caregiving over time, research into work and eldercare, co n-
sumer directed care, pre- and post-placement family caregiving and other studies have
been completed. The studies fill gaps in t he existing literature and offer us the opportunity to
be on the cutting edge of new service systems.

» Advocacy: FCA provides information to legislative staff about long -term caregiving and su p-
ports legislative efforts to improve the quality of caregivers' lives. The National Family Car e-
giver Support Program was based in part on the FCA model.

» FCA utilizes technology as part of its service package. We use the In ternet both to provide
information and to deliver services. We operate two websites:

e www.caregiver.org, which includes our enti re library of consumer Fact Sheets (many in
three languages), our newsletter and other publications, as well as three online sup port
groups and the means to contact our resource specialists for information and referral natio n-
wide; and

» Link2Care, a secure, password -protected California-based website shared by clients stat e-
wide through our sister Caregiver Resource Centers offers online moderated discussions as
well as "Ask the Expert" sections, jou rnaling and other support and decision -making help.

Political/Financial Strategies

From the beginning, FCA's founders and staff recognized the close association between the d e-
velopment of effective caregiver services and the need for secure, substantial public funding
through legislative action. As des cribed above, the group actively advocated for their cause in
the state capitol and made personal visits to legislators. Ultimately, they were successful in ge t-
ting the support of then-Assemblyman Art Agnos, who introduced the bill (AB 1043) to secure
the original funding and the subsequ ent funding for the statewide Caregiver Resource Center
system (AB 2913). Some of our staunchest supporters now are legislators and past legislators
who have personally experienced the challenges of long -term care within their own families.

Long-term caregiving is, of course, not a localized issue, but a societal one. The need for co n-
tinuing advocacy work is clear, particularly in lean economic times. As Baby Boomers age, the
numbers of families requiring assi stance will dramatically increase; if funding is cut, more and
more families will experience the isolation, exhaustion and depression that is common in car e-
giving families who are without support resources. More care recipients will be forced into early
institutionalization and its conc omitant high costs to the state. Our consistent message is that
the state—any state—ultimately saves money by funding community -based caregiver services.

Barriers Overcome

» Initial lack of awareness of the problem. When FCA first began, "Alzheimer's" was not a
household word. There were no daycare programs or respite programs, no support groups
for caregivers. Nor was there quanti tative evidence of the magnitude of the population that
needed help. Media attention and formal public awareness programs have h elped increase
recognition of the challenges of caregiving and the size of the caregiving population.

* Shame and embarrassment among families, who were reluctant to make their private pro b-
lems into public crusades. "Senility" was something to be hidden, and families assumed
they should be able to cope with an ill family member on their own.
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» Difficulty asking for help. For a generation raised in the Depression, asking for help or
"charity" was considered a disgrace. Despite the enormous financial and emotional burdens
of long-term care, supportive services had never been offered.

» Caregivers do not identify themselves in those terms. They consider themselves simply
daughters, wives, husbands, partners, parents, siblings, or friends of someone who is ill,
rather than an identifiable segment of society and providers of healthcare services. So se r-
vices that address "caregivers" may not resonate —the connection may not be clear, and
caregivers may not recognize that support services are meant for them. This has been
somewhat ameliorated as media coverage of the issues continues.

» Two decades ago, professionals in the field needed training to understand the whole -family
dynamic of caregiving issues. The breadth and all -encompassing nature of the challenges
was perhaps not immediately apparent, nor was the need for support and services.

» The concept of consumer direction in the choice of services requested was an unfamiliar
concept, although it has always been a part of the FCA program.

» Funding. Securing adequate funding for the vast array of services needed to assist families
providing long-term care at home is an ongoing difficulty. For example, because of budget
limitations, in the San Francisco Bay Area alone more than 600 families are on our wait list
for respite services.

Keys to Success

All FCA service innovations are based on proven need: we ask our clients. Programs such as
caregiver retreats, post-placement support groups, work and eldercare information, weekend
camps for individuals with Alzheimer's, services for nontraditional families, multicultural and mu I-
tilingual programs and others have resulted from discussions with our clients.

Respite is an essential feature in the FCA program, and indeed, limited funding for ongoing re s-
pite care—which includes a choice of adult day care, in -home care and registry or private pay
arrangements—was secured in our initial state legislation in 1979. Innovative respite options,
from caregiver retreats to weekend camps for care recipients (see ¢ hart on page 9) help us tailor
a service package to each family's needs.

We hire knowledgeable staff and provide thorough train ing. The organizational culture welcomes
innovation, creative solutions and new approaches to problems.

FCA's Caregiver Resource Center is recognized as a model program at state and national le v-
els. A comprehensive operational manual developed by FCA assists new CRC staff and esta b-
lishes consistent assessment methods throughout the state. Agencies and groups in many other
states and countries have contacted FCA regarding replicating the CRC model.

Measuring Success

The efforts of FCA's earliest task force had three lasting results :

*  The formation of Family Caregiver Alliance;

* The genesis of a first-in-the-nation statewide network of Caregiver Resource Cent ers; and

* The beginnings of a movement to recognize the immense contribution of family caregivers
to the long-term health care of the ill and elderly in our country.
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FCA has maintained its position in the forefront of long -term care programs. We currently serve
caregivers at local, state and national levels:

» Our Bay Area Caregiver Resource Center (CRC), the focus of this guide, offers direct se r-
vices to caregiving families in six counties in the San Francisco Bay Area. The ability to d e-
velop and deliver direct services at the community level remains of intrinsic importance to
the agency, and offers us the opport unity to get feedback on the efficacy of new programs
and to anticipate needs.

* FCA serves under contract as Statewide Resources Consultant for California's system of
Caregiver Resource Centers—11 organizations which replicate FCA's model program.

» Building on FCA's formidable portfolio of national conferences, surveys, applied research,
consumer publications and program development and replication, FCA established the N a-
tional Center on Caregiving (NCC) in July 2001 with a grant from the Archstone Foundation.
The Center serves as a public voice f or caregivers and works to advance the development
of cost-effective, high quality caregiver program in every state in the count ry.

» We have been granted funding from additional sources, in particular NFCSP funds through
local Area Agencies on Aging, which have strengthened our services and broadened our
client base.

* In acknowledgement of our professional credentials and the quality of our program, we r e-
ceive numerous requests to present at conferences, provide technical assistance to other
agencies and legislative staff, serve on advisory committees, and serve as media spoke s-
persons. We have received a number of awards recognizing innovation in caregiving se r-
vices.

» The number of requests for information and assistance continues to increase year by year
as public awareness of caregiving issues grows.

Outreach Strategies

Although budgets are limited, we have utilized professio nal networking, technology, and public
relations skills to reach caregivers. Our intake form tracks referral sources, which incl ude other
service organizations, rehabilitation facilities, discharge planners, media, families and friends.
Our publications reach a large audience: the FCA newsletter, Update, is circulated to 20,000
readers and posted on our website each quarter. Materials are translated into Spanish and Ch i-
nese to serve multi-lingual communities. FCA's comprehensive, award -winning website is visited
by nearly half a million people a year. We partner with organizations locally and nationally to d e-
velop and participate in caregiving -related programs. As our reputation grows, the requests for
information have increased dramatically.

Community Coalition Building

Since no one organization can meet all the needs of long -term caregivers, it is essential—and
mandated by law-that FCA and the other CRCs throughout the state coordinate activities with
other organizations and services. We work closely with other programs to ensure that the grea t-
est number of persons are served and the optimal number of organizations participate. We join
with other groups to develop and s ponsor educational programs, to advocate for critical policy
developments (such as the recent move to pass legislation for paid family leave in California),
and to nurture relationships to encourage referrals of caregivers to FCA for services.
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As we continue to offer direct services for caregivers in the San Francisco Bay Area, we also
offer technical assistance to our sister Caregiver Resource Centers in California, and currently,

through our National Center on Caregiving and via the Internet, we provide information and a s-
sistance to caregivers, program developers, policy -makers and media throughout the country.

Lessons Learned

» Caregivers are the historians and managers of medical, social, legal and financial inform a-
tion, and choices for services should be in accordance with the values and preferences of
the family and disabled adult. Familie s are seen as equal partners in the long-term care
equation.

« FCAis committed to a standardized and comprehensive needs assessm ent which informs
family consultants about the individual needs of caregivers, which in turn facilitates the craf t-
ing of specialized interventions. The assessment process also provides the opportunity to
measure the effectiveness of FCA inter ventions over time through the baseline and follow -
up assessment process.

» There are excellent programs for caregivers now in op eration, and consultation is readily
available as new programs are being developed. Rather than "reinvent the wheel," providers
are encouraged to seek advice from established programs to reduce the incidence of pro b-
lems and to build on one another's success.

» Caregiving is a public health issue of massive proportions. Not only the mental he alth but
the physical health of caregivers is impacted; only now are physicians being encouraged to
follow not only their patient's health status, but the caregiver's as well. The enormous costs
of institutional long-term care dictate that family caregiver s must be supported on every
front, with a wide array of services and programs.

*  We work within a public policy framework. States currently are major financers and regul a-
tors of long-term care services. Policy issues such as paying family members for care, and
caregiving's impact on the workplace affect the quality of caregivers' lives and their ability to
continue to care for their loved ones. While progress is slow, an i ncreasing number of states
are replicating caregiver programs or initiating their own, and with the passage of the N a-
tional Family Caregiver Support Program, federal agencies are taking note of this critical
public health issue. FCA is pleased to be an advocate for the development of caregiver -
friendly programs, both within our community and throughout the country.

For additional assistance, please contact Kathleen Kelly, Executive Director, or Lynn
Friss Feinberg, Deputy Director, National Cent er on Caregiving.

Family Caregiver Alliance Phone: (800) 445-8106
690 Market Street, Ste. 600 info@caregiver.org
San Francisco, CA 94104 www.caregiver.org
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Appendix

The following experts reviewed the sections of the International Comparison listed b e-
low:

U.K. — Diana Whitworth, chief executive, Carers UK, London

Australia — Warwick Bruen, Assistant Secretary, Community Care , Department of Health and
Ageing, Canberra

Sweden — Lennarth Johansson Ph.D., Research Leader, National Board of Health and We Ifare,
Stockholm

United States — Rick Greene, Program Specialist, The National Family Caregiver Support Pr o-
gram, Administration on Aging, DHHS, Washington, D.C.

Israel — Israel Doron, Faculty of Health and Social Welfare, Haifa Univer sity, Haifa

Canada — Bonnie Schroeder, Canadian Caregiver Coalition, Secretariat

Supporting Documents Used for International Comparison of Caregiver Policies

Ihara, Kazuhito "Japan's Policies on Long -Term Care for the Aged: The Gold Plan and the
Long-Term Care Insurance Program," written for the International Longevity Center, New York,
NY and available at http://www.ilc usa.org/_lib/pdf/ihara.pdf

Jensen, J. and Jacobzone, S. "Care Allowances for the Frail Elderly and their Impact on Women
Care-Givers," Organisation for Economic Cooperation and Development, 2000 and available at
http://www.cprn.com/docs/family/caf_e.pdf

Anderson, G.; Hussey, P. "Health and Population Aging: A Multinational Comparison," 1999,
written for the Commonwealth Fund and available at http://www.cmwf.org/programs/
international/Aging_chartbook2.asp

Brodsky, J., Habib, J., Mizrahi, I., "A Review of Long -Term Care Laws in Five Developed Cou n-
tries," June 2000, JDC-Brookdale Institute of Gerontology and Human Development and avai I-
able at http://www.wu -wien.ac.at/wwwu/institute/Sozialpolitik/LTC.pdf

Swedish Health Care Structure Paper by Kevin C.L. (studen t) available at http://hadm.sph.sc.
edu/Students/KCLNet/swedpapr.htm

Centrelink, Income and Assets Tests for Carer Payment, Aust ralian Government and available
at http://www.centrelink.gov.au/internet/internet.nsf/payments/carer_iat.htm

International Currency Exchange Calculator at http://www.x -rates.com/calculator.html
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