i kar IFoIn..9eing.an ansentee
~ ‘parent, Mrs.”White said she visited
the institution faithfully six-or eight ",

“had

times every year since thé day 21
vears ago when she left her infant in
Willowbrook. She said she gave ad-
ministrators more than one tele-
phone number, including the home
number in the Bronx of the eldest of
her three daughters beside Dotinel.
Peter Siringano, a member of the
Willowbrook Benevolent Society, a
parents’ group. said that just after
Dotinel's death in December 1979,
he checked a green copybook kept
by the administrator of Building 15,
Dotinel's ward in the Karl D.
Warner Center. He said he found
Mrs. White's signature in the sec-
tions logging visits during the mid-
summer and early fall of 1979. “‘A
couple of days later, when we went
back, to look some more, the book
disabveared,” he saitl, . -
Dr:"Ross said United Cerebral
Palsy mailed four letters, retiirn re-
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ceipt requested, to “‘the parents,”

seeking their consent for anesthe-
sia. He said the letters were never
answered.

_Mrs. White, however, denied any
contact from the agency prior to her
daughter's death, “Nobody asked
me for permission, believe me when
I tell you,” she said. “They don’t
tell the parents anything until you
golfoy’er there and find out for your-
self.

Sections 27.8 and 27.9 of the state
Mental Hygiene regulations prohibit
private agencies like United Cere-
bral Palsy to authorize surgery or
general anesthesia without consent.
If consent is not available — from a

Spouse, parent, adult child or guard-
1an — the law requires the agency

director to consult a state Supreme
Court judge.

I a patient’s life or limb is imme-

diately threatened, a doctor is enti-
tled to give consent, and the court
can be bypassed.

But Dotinel’s surgery was not an
emergency measure, .and. a confi-
dential letter obtained by the Ad-
vance indicatesthat United Cere-
‘bral Palsyiflouted, the law. . .-

The letter, dated May 6, 1960, dis-
closes that Robert Schonhorn, the
agency’s executive director and top
officer, signed the consent for Do-
tinel’s  surgery, after she was de-
clared a “noncorrespondent” in the
agency'’s records, meaning her fam-
ily could not be traced. The letter
was written by Dr. Robert Sapin,
United Cerebral Palsy medical
director, to Glenn M. Rickles, the
agency'’s lawyer.

Despite the extra time and incon-
venience of a court hearing, experts
Iiehemently support the consent
aw.

“Kveryohe hiag e
from ‘intrusfon*withoiit e
said David LeVihe; &lawyet for the
Mental Héalth Iriforniatiod Service.
“That’s a right founded in the Con-
stitution. Trying to guess what a pa-
tient would decide is difficult.
That's why there are courts and
judges.”

Members of the Consumer Advi-
sory Board, an advocacy group for
the mentally retarded, suggest that
Dotinel White's death rang an alarm
for United Cerebral Palsy, by
threatening to expose the agency’s
casual attitude toward parents and
the consent process.

Advisory Board members believe

Dotinele’s death is what spurred the
agency to go to Staten Island Surro-
gate’s Court and obtain legal guard-
ianship of at least 47 mentally re-
tarded residents. The 47 were
among 71 residents of the Warner
Center whom the agency identified
as ‘‘non-correspondents,” or with-
out family.

The Advisory Board went to court
to challenge the guardianships, and
lawyers for the board and the
agency have been negotiating since
March.

Advisory Board members were
particularly incensed because Unit-
ed Cerebral Palsy' obtained: the
guardianships secretly uver the-past:

year, telling the judge in sworn

papers that there were:no othernin-.
terested parties: ~:+ o e

But the Willowbrook Consent De-
cree, a 1975 judgment in Brooklyn
Federal Court, endows the Con-
sumer Advisory Board with some of
the powers of a legal guardian over

the rentally retarded" residents.of
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indtviduals’-housing,

ated to°

‘training and recreation.

Schonhorn, the agency’s executive
director, said he resorted to Surro-
gate’s Court because he believed the
Advisory Board was neglecting its
responsibility to the mentally re-

tarded. \
“Frankly, nobody had manifested

- an interest sufficiently,” Schonhorn

-

said. ““I said, I've gone-along like
this, and I'm going to try some- .
thing. Somebody has got to take the
bit. Now, had the Consumer Adviso-
ry Board taken the bit, I would not
have attacked them.” i

But anticipating a fight over
guardianship, Rickles, the United
Cerebral Palsy lawyer, sent a mem-
orandum to administrators in the
agency last October. The memo ap-
pears to contradict Schonhorn’s pas-
sive characterization of the Adviso-
ry Board. :

It advises: ‘“We must begin pull-
ing together documentation and rec-
ollections of oral conversations de-
lineating CAB’s refusal to sign
releases for our clients and/or en-
gaging in dilatory tactics... :

“It would also be helpful if you
can document any inflammatory
statements concerning UCP...

“Finally, it may be strategically
important at this point to flood CAB
with nurnerous requests for releases
for our non-correspondent clients.”

Chris Hansen, a lawyer for the
New York Civil Liberties Union,
sent a message to the Surrogate’s
Court denouncing the guardianship
proceeding. He warned guardian-
ship posed a conflict of interest
since administrators were ha;'(_ily
likely to challenge their own ability
to provide services for the mentally
retarded residents.

Mrs. White's malpractice suit,
filed July 21, 1980, in Brooklyn State
Supreme Court, has not yet come to
trial. It asks for monetary damages
to be determined by the court.

xplaining her metivation, Mrs.
Wl?itg said:g“lt‘s as if Dotinel never
lived. Sometimes, when children
are retarded, no one thinks about
them as ‘us.’ They're not considered
valuable. In this world, you: get
more.'varuable;Ihempn_e'.ymxkno?\g
“Tt used to be d sharile for people
ou with a child like that,
the dohtited - Rolfs dre a Mittle
nicer now. When people got canﬁer,_
society used, to shun thém. Now the
society has tarned more outward.
1t's.good thaf things are coming out
in the open. not like it-used.to be.” .
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