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Abigail Sandler with disabled sister Aimee. Sandler says Aimee’s case raised
questions of whether families or caregivers make end-of-life decisions.

Making choices for
mentally disabled

DISABILITIES from E1

nosed, treatable problem — but San-
dler says it raised questions of who
has the legal upper hand if families
disagree with care providers, who of-
ten have sought all-out medical care
for their intellectually disabled charg-
es.

Last month, the state issued a state-
ment, dubbed Aimee’s Bulletin,
meant to clarify how Pennsylvania
laws affect decision-making for
group-home residents near death
who can’t make choices.

“It’s been .a controversial issue,”
said Kevin Casey, deputy secretary
for the Office of Developmental Pro-
grams at the Pennsylvania Depart-
ment of Public Welfare.

Casey said that, as care has ad-
vanced, people with intellectual  dis-
abilities are living longer and pre-
senting the same ethical dilemmas
near death as others.

Their situations, though, are fur-
ther complicated by the fact that
they may never have said how much
care they would want at the end of
life and may no longer have close
family members or friends who can
help. Plus, people who work with the
severely disabled may feel a special
need to honor life no matter what,
say people involved in such deci-
sions.

Casey said a situation like the San-
dlers’ case was unusual, but “it’s a
very difficult problem when it does
come up.”

The bulletin is meant to give more
guidance on a law passed after
Aimee’s illness in 2006. It clarifies
that these kinds of decisions “ought
to be made between the family and
the doctor,” Casey said.

In a two-sentence written state-
ment, Lynch Homes declined to dis-
cuss the Sandler case and said it “al-
ways has the residents’ needs and
well being as its top priority.”

Aimee Sandler died of pneumonia in
2009. Abigail Sandler, of Lafayette
Hill, said doctors had failed to detect
gallbladder disease. Once it was treat-
ed, her sister’s appetite returned. She
never got the feeding tube. Sandler
said Lynch Homes refused to allow

her sister to return from the hospital’

in 2006 without one, so she was put in
a hospice, then transferred to a differ-
ent group home after her condition
improved.

Abigail Sandler said the new bulletin -

was an improvement, but remained too
complicated. “This is a beginning,” she
said, “but it’s certainly not the end.”

Casey said the state planned to of-
fer training to help family members
know their rights in end-of-life situa-
tions.

The bulletin says no one can with-
hold life-preserving care for a group-
home resident who has a life-threaten-
ing medical problem but is not in an
“end-stage” condition or permanently
unconscious.

For people reaching that point,
there is a hierarchy of decision-mak-
ers, starting with those legally ap-
pointed as health-care agents and end-
ing with the facility director. Among
family, spouses get top priority, fol-
lowed in order by adult children, par-
ents, siblings, and grandchildren.

The state recommends — but does
not require — that facility directors
get legal advice if they want to with-
draw life-sustaining treatments or es-
tablish a do-not-resuscitate (DNR) or-
der. This won’t add much cost for
group homes, Casey said.

Shirley Walker, president of PAR,
Pennsylvania’s Service Network for
Autism and Intellectual Disabilities,
disagreed. The option “would add le-
gal fees,” she said, “and it could add
time to the process.”

Still, she said, providers have been
eager for more guidance. The new
bulletin, she said, “goes a long way to
answering a lot of questions.”

Trina Losinno, executive director
of SPIN (Special People in the North-
east Inc.), has been dealing since
mid-December with the deteriorat-
ing health of one resident, a “tiny
wisp of a person” in her 80s who
goes through periods when she
doesn’t eat. A hospital where she has
been treated has wondered why she
is not in hospice and doesn’t have a
DNR.

The agency hired a lawyer and
tried to find someone who knew her
well enough to serve as her health-
care representative. The woman is
too fragile for tube feeding, and the
staff has been feeding her painstak-
ingly with a teaspoon. “It’s an all-day
thing to feed her,” Losinno said.

She said things were usually much
easier when family members were in-
volved. Even so, deaths are very hard
on staff members, who often know
residents for years.

Hospice can relieve some of the
burden. “You can’t really just let a
person starve to death,” Losinno
said, “and expect people who are
practically paid minimum wage to
just sit there and watch it.”

— Stacey Burling
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