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“You matter because you are you. You mat-
ter to the last moment of your life, and we uill
do all we can not only to help you die peace-

Sully, but also to live until you die.” Cicely
Saunders, founder in England of the modern
hospice movement that spread to this coun-
try.

By Kathleen Schwar
Freelance writer

Ten years ago Mt. Carmel House
opened. Then Isaiah House. Then Sun-
set House, Advent House, Elisha House,
and September House. And soon, per-
haps, Benincasa. Clifton Springs has
House of John; Geneseo, Teresa House.

All are homes for the terminally il
and provide hospice care. However,
legally they may not be called "hospices."
Only Medicare-certified agencies such
as Genesee Region Home Care, Visit-
ing Nurse Service, and Ontario-Yates
Hospice (of the Finger Lakes VNS and
Health Care) can call their programs
for the terminally ill hospices under of-
ficial regulations.

The care at the certified agencies is
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primarily home-centered (and some: -

times at hospitals and often now in nurs-
ing homes). But often the patient has
no family or friends who can be the re-
quired primary care givers.

“This is where the little ‘hospice hous-
es’ have come into play,” said Kathie
Quinlan, RN, director of Isaiah House,
71 Prince St., Rochester. “We always say
it is a collaboration between a certified
health agency, the hospice house, and
the attending physician.”

These “little hospice houses” here are
an unusua} development. Maggie Dun-
can of the National Hospice Organiza-
tion estimates that 25 to 50 hospice
houses exist in the United States, with
the majority being larger residences.
“This is a new trend. I'm not even sure
you can call it a trend yet,” she said.

Indeed, Rochester-area hospice hous-
es have had requests for start-up advice
from Alaska to Florida.

Rose and Raoul Grossi opened Mount
Carmel House, 4 Planet St., Rochester,
July 16, 1984, at the urging of Dr. Fer-
nando Ona. It was apparently the first
hospice house in the state.

Because of the modern hospice move-
ment’s growing acceptance in the Unit-
ed States since the first program opened
in 1974, about 250,000 people and their
families are estimated to be served an-
nually by more than 2,000 hospice pro-
grams in this country. Most insurance
plans cover hospice care, as do Medicare
and, in New York, Medicaid. Providers
expect any health care reform legisla-
tion to include hospice care; as it has
proven so cost-effective.

“We've all grown and understand
what hospice is about. It’s really a phi-

losophy,” said Pam: Brady hespice-man- -
ager for Visiting Nurse'Service. “We've-

increased our catchhold of who we can
serve, and figure out a way to do it.”
Three criteria for official hospice pro-
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illness and the’ attendmg physician be-
lieves the: patxent has six months or less
to live, 2) the patient agrees to treatment
that is comfort-giving rather than ag-
gressive, and 3) the patient has some-
one to be designated primary care giver
who at least will oversee the care plan.

“The biggest mlsconceptlon is that
youl have to go to bed and just start dy-
ing,” Brady said. “The whole purpose
is to keep the person functioning as well
as possxble and maintaining a quality of
life.”

Hospice care (from hospes, Latin for
host, guest) centers on serving physical,
social, emotional, and spiritual needs.
A hospice house requires as many as 90
volunteers a week to care for two resi-
dents. A staff nurse/director is present
during the day and is on-call during the
night. A physician may be on-call on a
volunteer basis. And a home health-care
agency supplies an aide usually
overnight. Generally residents have a
prognosis of three or less moenths left
to live. Most have cancer. Some have
AIDS.

Aggressive measures are out. “We
don’t do CPR, intravenous or artificial
feedings, and typically don’t use antibi-
otics because they are life prolonging,”
Quinlan said. '

Having become inevitably entwined
with the health-care system, the hospice
movement has been criticized for often
losing its original primary focus of spir-
itual care. Agency hospice programs and
hospice houses in the Rochester area,
however, talk of their spiritual focus.
Many are ministries of churches or at
least have their support. For example,
the ‘Livingston County-Goalition of
Churches organized Teresa House,
which opened a year ago in Geneseo.

Lise Kunkel, RN, assistant director of
House of John, explained that first of
all, comfort is essential for residents. “If

you aren’t physically comfovtable it is
hard to address your spiritual or social -
comfort. We work hard to make. the per-
son as comfortable as can be at:a level
they can handle. Some want to be more
alert, others want to be out of pain en-
tirely. When people are in pain, there is
more anxiety, more depression.”

Residents may ask a clergy member
they’ve known to visit. If unfamiliar with
a religious ‘'organization, they may ask
for a visit to be arranged. Sometimes
even a volunteer will sit and talk w1th
them.

“It's not something we’d ever let go by
the wayside,” Kunkel said. “Just to ex-
plore with somebody, having a discus-
sion, holding their hand, feeling and un-
derstanding what their beliefs are, and
hew they're changing as they approach
death.” '

“What nurses your spirit?” Qumlan
asks. “Is it musie? Nature?” An Isaiah
House volunteer found that for one
woman it was “being psalmed” for heurs,
either with someone reading the Psalms
or a tape recorder playing them. House
of John found that for a farmer, it was
watching the budding trees and flowers
outside. He was moved to a recliner by
a window for three hours. VNS volun-
teers took a man fishing.

A spiritual attitude is pervasive in a
hospice, and it is not just relegated to a
pastoral care counselor, said one such
counselor, Jim Mulcahy with VNS. Nurs-
es and aides are trained to-deal with
death and dying, family dynamics, and
other aspects. “Hospice really deals:with
people in critical times. of their life when
bridges need to be built wheré they. may
not have existed before, andswe%gotten
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Beverly €Clark, suppoited by«ﬁ;
Catherine of Siena Parish in.Méndon
in her current quest to startBenifcasa
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