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Even people who are considered well
informed about the health care system
face difficult decision-making challeng-
es when a medical crisis occurs, but for
Carol Levine, the experience was life
changing. A health policy and medical
ethics specialist who suddenly found
herself in a caregiver role after a tragic
accident, Levine decided to use her per-
sonal experience to help others facing
similar circumstances.

“My husband and I were in an automo-
bile accident in January 1990,” Levine
explains. “I was not injured, but he suf-
fered a severe brain stem injury, was in
a coma for four months and in rehab
for months after that. He regained con-
sciousness, but was left quadriplegic
and with significant cognitive problems
and depression. I cared for him at home
for 17 years, until his death in 2007.”
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Levine says that she, like many people
in a new caregiver situation, was fre-
quently overwhelmed by the demands
of her transformed life.

“I learned how life can change so com-
pletely and suddenly,” she says. “Every-
thing about the experience was difficult—
the emotional upheaval, the financial
drain, the lack of support from profes-
sionals once the acute phase was over, the
isolation, the impact on my health.

“I thought I knew my way around the
health system, but when it came to my
husbands care, I couldn't cope,” Levine
continues. ‘I was told that what I was
going through was my problem, but
I finally came to the realization that
it was a system problem. Our health
care system has been so focused on
acute care—which was the reason my
husbands life was saved—that it hadn't

family caregivers

dealt with chronic illness and disability,
much less the caregivers role in provid-
ing and managing care.

“In 1996, 1 joined the United Hospi-
tal Fund (UHF), which is a nonprofit
health services research and philan-
thropy organization, to bring more at-
tention to both those issues.”
-

Since joining UHE Levine has been
active in research, advocacy and pro-
gram development that focuses on
family caregivers. She also works on
Next Step in Care, a program designed
to improve patient transitions from
one health care setting to another. The
program includes 16 guides for fam-
ily caregivers in English and Spanish,
and it covers issues like medication
management, discharge planning,
caregiver needs assessment and home
care and rehabilitation, all topics that
affected Levine personally during her
husband’s convalescence.

“One of our goals is to change provider
practice so that they routinely include
family caregivers in transition planning
and implementation and inform fam-
ily caregivers about how to navigate the
health care system,” Levine says. “People
who are suddenly placed in a caregiver
role have to make some quick decisions
about treatment, immediate needs, etc.
But I urge people to postpone major life
decisions until they have time to consider
all the options and their consequences.
For example, some people immediately
think they have to leave their jobs and
become full-time caregivers. That may
be the right choice, but it shouldn’ be
made hastily.”

For more information, go
to www.nextstepincare.org.
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FAMILY CAREGIVERS & HEALTH CARE PROFESSIONALS
WORKING TOGETHER

Next Step in Care, a proj-
ect of the United Hospital
Fund, seeks to improve
collaboration between fam-
ily caregivers and health
care professionals espe-
cially during times of care
transition, when a patient
moves from one health care

setting to another. These
are critical times in patient
care and family caregivers
often assume tremendous
responsibility for follow

up care, yet are seldom
integrated into the transition
process. The project’s web-
site www.nextstepincare.org

has 16 web-based guides
for family caregivers that
offer simple, and practi-
cal information about
transitions and follow up
care. Examples include
medication management,
assessing one’s needs as
a caregiver, and planning

for discharge. The guides
are available in English
and Spanish and will be
translated to Chinese and
Russian in the near future.
Additional guides are
under development. All
materials are download-
able for free.
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