IN THE UNI TED STATES DI STRI CT COURT
FOR THE EASTERN DI STRI CT OF PENNSYLVAN A

TERRI LEE HALDERMAN, et al ., ClVIL ACTI ON

NO. 74-1345

PENNHURST STATE SCHOOL AND
HOSPI TAL, et al.

VEMORANDUM

Br oderi ck, J. Decenber 23, 1997

At the direction of the Court, the Special Master has filed
a report on health care decisionmaking for Phil adel phia Pennhur st
class menbers. Difficulties have occurred in the past when a
cl ass menber was termnally ill and had no famly, guardi an, or
next of kin available to authorize the provision or wthhol ding
of health care, including Iife-sustaining treatnent. The |egal,
nmedi cal, and ethical issues involved in end-of-life
deci si onmaki ng have garnered increased attention across the
country in recent years. These decisions, as well as decisions
on everyday nedical treatnent, pose special problens for people
with nental retardation, many of whom|ack the ability to neke
deci sions for thenselves. The Special Master should be comrended
for his conprehensive report on this difficult issue.

For the reasons set forth below, the Court will request the
Conmmonweal t h of Pennsylvania to continue its current efforts to
clarify its mental retardation bulletin on substitute

deci si onmaki ng for nedical treatnent. In the neantine, the



Commonweal t h of Pennsyl vani a and Phil adel phia County shoul d
identify each Phil adel phi a Pennhurst class nenber who is capable
of meking his or her own health care decisions. These

i ndi vi dual s shoul d be advised of currently avail able resources to
assist themw th everyday health care decisions and shoul d be
provided with the opportunity to nmake advance directives, such as
executing a declaration in the nature of a living will and nam ng
a surrogate deci sionmaker. Finally, as part of the annua

| HP/ I SP pl anni ng process of each Phil adel phi a Pennhurst cl ass
menber who has not nmade an advance directive, or sooner if
necessary, the Commonweal th of Pennsyl vani a and Phil adel phi a
County shall require the interdisciplinary teamto designate an
involved famly nenber or other individual, as set forth bel ow,

pgs. 19-20, to authorize end-of-life decisions.

BACKGROUND

On March 25, 1996, counsel for the Halderman plaintiffs
filed a notion for a prelimnary injunction. Although this
notion cited the circunstances of a particular class nenber, the
relief sought was designed to renedy an all eged system c issue in
relation to health care decisionmaking for Pennhurst class
menbers. Specifically, the plaintiffs requested the Court

to grant a Prelimnary Injunction requiring: the

Commonweal t h and Phi |l adel phia Defendants to i medi ately

devel op and inplenment a policy regarding "Do Not

Resuscitate Orders” (DNR Orders) and the roles, if any,

of the I HP, case managers and Interdisciplinary Teans

in such nedi cal decision-making for class nenbers, and
to present such a policy within ten (10) days to the

2



Speci al Master for review and approval. A Prelimnary
I njunction is also requested to require said Defendants
to provide education to C ass Menbers and their

fam lies and guardi ans on the issues surroundi ng DNR
Orders, and to initiate that effort within thirty (30)
days. It is also requested that Defendants be required
to ensure that their contractor provider agencies
notify Defendants of any consideration or proposals for
use of DNR Orders in advance of the entry of such
orders.

Plaintiffs’ Mtion for Prelimnary |Injunction and Menorandum,

March 25, 1996, at 6.

On April 10, 1996, defendant Commonweal t h of Pennsyl vani a

filed an answer opposing the plaintiffs' notion. |In addition to

addressing the allegations regarding the specific class nenber’s

situation, the Commpbnweal th al so i ndi cated that,

guestions concerning termnation of |ife-sustaining
treatnent are left to individual class nenbers and
their next of kin, or in the absence of next of kin, to
a court appointed guardian ad litem Case managers and
the interdisciplinary team (' I DI") have no authority to
make such decisions for class nenbers. Representatives
of the County and Comonweal th have been neeting to
devel op policies to address issues concerning advance
directives (i.e. voluntary declarations governing the
initiation, continuation, wthholding or withdrawal of
life-sustaining treatnent) and health care

deci si onmeki ng. I n Septenber, 1995, the County’s
Mrbidity & Mortality Comrittee circulated a
guestionnaire on advance directives to the provider
comrunity. Beginning in February, 1996, an ad-hoc

Heal th Care Decision Making Work G oup has been
nmeeting. The long termgoals of the Goup are to
devel op policies and procedures on the use of advance
directives.

Commpbnweal t h Defendants’ Answer in Opposition to Hal der man

Plaintiffs’ Mdtion for a Prelimnary |Injunction Regardi ng DNR

Orders, April 10, 1996, at 1 and 2.

Def endant Phi | adel phia County al so opposed the plaintiffs’



notion. The County incorporated the Conmonweal th’s response and
enphasi zed that the Commonweal th and County were working on the
devel opnment of a policy regarding health care decisionmaking for
persons with nental retardati on who are not capabl e of naking
their own health care deci sions.

Thr oughout the summer and fall of 1996, the Special Master
rai sed the issue of health care decisionmaking at neetings with
the parties to this action. The defendants believed that
regul atory and/or |egislative reformmght be necessary but that
such reformwas unlikely to occur in the near future. After
consultation wth the Special Mster, the Court issued an order
on February 11, 1997 directing the Special Master to prepare a
report and recommendati ons concerni ng a proposed process for
heal th care deci si onmaki ng for Pennhurst class nenbers. This
Order also dismssed the plaintiffs’ March 25, 1996 notion
W t hout prejudice.

During the spring and sumrer of 1997, the Special Master and
Maria Laurence, Senior Research Analyst with the Ofice of the
Speci al Master, conducted a conprehensive review of health care
deci si onmaki ng for Phil adel phi a Pennhurst class nenbers. The
Speci al Master submtted a draft copy of his report to the
parties for comment. After receiving coments fromall of the
parties, the Special Master submtted his final report to the
Court on Septenber 3, 1997.

In [ ate Septenber, 1997, counsel for the plaintiffs filed a

response to the Special Master's report urging that the Speci al
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Master's recommendati ons be adopted. The Conmonweal t h of

Pennsyl vani a and Phi |l adel phia County filed comments agreeing that
state policy on substitute health care deci sionnmaki ng for persons
with nental retardation needed to be further devel oped, but

opposi ng the Special Master's specific recomendati ons.

1. SPECI AL MASTER S FI NDI NGS AND RECOMVENDATI ONS

The Special Master's report addresses surrogate health care
deci si onmaki ng in connection wth elective nmedical procedures and
end-of-life treatnment for Phil adel phia nenbers of the Pennhurst
class. Many cl ass nenbers are capable of nmaking their own health
care decisions. However, class nenbers who are not capabl e of
maki ng such decisions sonetines face delays in receiving tinely
and effective nedical treatnent. 1In addition, there are
currently no organi zed nmechani sns or procedures to ensure that
cl ass nmenbers who can make their own health care decisions have
made advance directives to guide decisions during end-of-life
care, such as executing a declaration in the nature of a living
wi |l and designating a surrogate decisionmaker. There are also
no gui delines on end-of-life decisionmaking for class nenbers who
are not capabl e of maki ng advance directives and do not have
actively involved famly nenbers to authorize treatnent. The
Court will review each of the Special Mster's findings and

r econmendat i ons.



A. Speci al Mster's Findings on Decisionnaking
for Elective Mdical Treatnment

The Special Master reports that decisions on elective health
care for Phil adel phia Pennhurst class nmenbers are generally nade
by the class nenber, by the class nenber's famly, or by the
director of the facility where the class nmenber resides.

Cl ass nenbers who are capabl e of making their own nedica
deci sions often do so. The Special Master reports that, although
health care providers generally respect these deci sions,
providers will sonetines question a class nenber's judgnment
because of his or her diagnosis of nmental retardation. 1In
addi tion, the Special Master reports that nore class nmenbers
could nake their own health care decisions if they were offered
the types of supports available to individuals w thout nental
retardation, such as resources or organi zati ons which explain
nmedi cal terns in easy to understand | anguage.

Many cl ass nmenbers who are not capabl e of making their own
health care decisions are fortunate enough to have close famly
menbers to authorize treatnent for them The Special Master
reports that health care providers usually respect surrogate
decisions by famly nmenbers, although sone fam |y nenbers have
chosen to be appointed as guardians to ensure that their
deci sions are honored. The active involvenent of famly nmenbers
provi des the best support for class nenbers who cannot nmake their

own deci sions. However, the Special Master reports that some



famlies are concerned about what w Il happen when they are no
| onger avail able to nmake decisions for their |oved ones.

Mor eover, sone class nenbers have no famly nenbers or other
aut hori zed individuals to act on their behalf. For these class
menbers, Pennsylvania |law permts the director of the facility
where persons with nental retardation reside to authorize nedica
treatnment in limted situations. Section 417 of the Mental
Heal th and Mental Retardation Act of 1966 provides:

The director of any facility may in his discretion by

and with the advice of two physicians not enployed by

the facility, determ ne when el ective surgery should be

performed upon any nental ly di sabl ed person admtted or

commtted to such facility where such person does not

have a living parent, spouse, issue, next of kin or

| egal guardian as fully and to the sane effect as if

said director had been appoi nted guardi an and had

applied to and received the approval of an appropriate

court therefor.

50 P.S. 8 4417(c) (Purdon's 1969). This law is supplenented by a
Commonweal t h advi sory on deci si onmaki ng for persons with nental
retardation, entitled "Mental Retardation Bulletin #00-90-02,
Substitute Decision Making for Medical Treatnent." Nevert hel ess,
t he Special Master reports that nedical treatnent for Pennhurst

cl ass nenbers is sonetinmes del ayed by uncertainty over the
interpretation of this state |aw and policy. The Special Master
al so reports that directors of facilities will frequently seek

advi ce from additional physicians because of the fear of

liability.



B. Special WMaster's Findings on Decisionmaking for End-of -

life Treatnent

The Special Master reports that there are currently no
policies or procedures which ensure that Pennhurst class nenbers
who are capabl e of making their own health care decisions have
made advance directives for end-of-life decisionmaking. As
heretofore stated, the Special Master's report was pronpted by
the plaintiffs' notion to require the defendants to i nmedi ately
devel op a policy regarding "do not resuscitate" orders. The
Commonweal th recogni zed in response to the plaintiffs' notion
t hat questions concerning termnation of |ife support treatnent
are currently left to individual class nenbers and their next of
kin. In other words, there is currently no policy or nmechani sm
to guide health care providers on end-of-life treatnent for
Phi | adel phi a nenbers of the Pennhurst class. Decisions are now
made on an ad hoc basis for each class nenber whenever a nedica
ener gency ari ses.

Cl ass nenbers who are capable of making their own health
care decisions may execute advance directives which authorize the
provi sion or wthhol ding of nedical treatnment and nane a
surrogat e deci si onmaker. Under Pennsylvania's Advance Directive
for Health Care Act, for exanple, "an individual of sound m nd
who is 18 years of age or older ... may execute at any tine a
decl aration governing the initiation, continuation, wthholding,

or withdrawal of l|ife-sustaining treatnent." 20 Pa. C.S. A 8§
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5404(a) (Purdon's 1997 Supp.). However, neither the Commonweal th
nor the County currently keep track of those class nenbers, if
any, who have nade advance directives.

O her cl ass nmenbers cannot make advance directives because
the severity of their nental retardation prevents them from bei ng
abl e to make health care decisions. According to the Speci al
Master, the annual |HP/ISP planning process does not currently
i ncl ude specific reconmmendati ons regardi ng cl ass nenbers' needs
for supports in the area of health care deci sionmaking.

In the absence of witten advance directives, the Speci al
Master reports that health care providers generally seek cl ose
famly nenbers to authorize end-of-life treatnent. This
procedure works well for class nenbers who are fortunate to have
famly nmenbers actively involved in their lives. As heretofore
stated, the active involvenent of fam |y nenbers provides the
best support for class nenbers who are not capabl e of making
their own health care decisions. Unfortunately, not every cl ass
menber enjoys active support fromfamly nenbers, and cl ass
menbers who do are likely to | ose those supports as they get
ol der and fam |y nenbers pass away.

The Special Master also reports that several people he
i ntervi ewed expressed concern that health care professionals rely
on famly menbers, no matter how distant, to nmake nedi cal
decisions. Health care providers will generally accept the
cl osest blood relative to authorize end-of-life treatnent.

Rel ati ves who have had little or no contact with a cl ass nenber



for many years cannot offer the sanme | evel of support as people
on a class nenber's interdisciplinary team |Interdisciplinary
teans generally consist of famly nenbers, if avail abl e,
advocat es, social workers, clinicians, the case manager, and
staff fromthe class nenber's day program and residenti al
facility. These individuals are better situated than distant
relatives to oversee end-of-life decisionnmaking for class nenbers

who cannot nmake their own health care deci si ons.

C. Speci al Master's Recommendati ons

The Special Master recommends that Phil adel phi a Pennhur st
cl ass nenbers be provided with support nechani sns to assi st them
wi th health care decisions and/or authorize nedical treatnent.
The Special Master's report includes five recomendati ons:

First, the Special Mster recommends that the Commonweal t h
of Pennsyl vani a should review and revise its Mental Retardation
Bul | etin #00-90-02 on substitute decisionmaking for nedical
treatment. The Special Master also recommends that Phil adel phia
County develop its own policies and/or guidelines on health care
deci si onnmaki ng for Phil adel phi a Pennhurst class nenbers. Any
County policies or guidelines should be reviewed by the
Commonweal th to ensure that they conply with state | aw and
policy.

Second, the Special Master recomends that Phil adel phia
County provide training to class nenbers and their

interdisciplinary teanms on the various supports avail able for
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heal th care deci sionmaki ng. The Speci al Master reconmends that
"[a]lternatives for both assisting people in decision-nmaking as
wel | as conmuni cating their decisions need to be utilized
whenever possible. Teans need to be trained to determne a
person's deci sionmaki ng capacity, and then identify and provide

the supports the person requires.” Special Mster's Report,

Sept. 3, 1997, at 28.

Third, the Special Mster recommends that each cl ass
menber's team shoul d consider the need for health care
deci si onmaki ng supports on an annual basis as part of the | HP/ ISP
pl anni ng process.

Fourth, the Special Mster reconmmends that Phil adel phia
County inmmedi ately identify class nenbers who do not have the
ability to make health care decisions for thenselves, who do not
have involved fam |y nmenbers, and who currently have serious
nmedi cal conditions which mght require end-of-life treatnent in
the immediate future. The Special Mster al so recomends that
the County identify class nenbers who have had trouble receiving
nmedi cal treatnent because of questions about proper
aut hori zation. Once these class nenbers are identified, the
Speci al Master recommends that the County enlist surrogate
deci si onmakers and/ or other supports for them as appropri ate.

Finally, the Special Master recomends that both the
Commonweal t h of Pennsyl vani a and Phi | adel phia County ensure that
each class nenber has a famly nenber, next of kin, or other

aut hori zed individual or group to assist wth or authorize
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nmedi cal treatnent. Many class nenbers are able to nmake health
care decisions on their own or wth |imted assistance from
others. These class nenbers can authorize their own el ective
treatnent and can nmake advance directives, such as executing a
declaration in the nature of a living will and nam ng a surrogate
deci si onmaker for end-of-life care. Oher class nenbers,

however, are not able to nmake their own health care decisions.
Active famly nmenbers can serve as surrogate decisi onmakers for
sone class nenbers who fall into this category. For others, the
director of the facility where the class nenber resides can

aut hori ze elective treatnent wth the consent of two independent
physi ci ans. However, the Special Mster suggests that guardi ans
nmust be appointed for class nenbers who | ack other supports. The
Speci al Master has identified several organizations in

Phi | adel phia and ot her counties which currently provide
guar di anshi p services and could serve as nodels for a
guar di anshi p program for Pennhurst class nenbers.

In concluding his report, the Special Master states: "It can
be anticipated that as class nenbers age, the need for surrogate
heal th care decision-making wll becone nore pronounced. There
is no need at this tinme for the Federal Court to becone invol ved
in individual health care decision-making for class nenbers.
Pennsyl vani a | aws and regul ati ons provide options to address the
i ssues which have been identified. However, these issues need to

be addressed in a proactive manner by the defendants." Speci al

Master's Report, Sept. 3, 1997, at 43.
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[11. DI SCUSSI ON

The Special Master's report offers a conprehensive revi ew of
heal th care deci si onmaki ng opti ons for Phil adel phia nenbers of
t he Pennhurst class. The Special Master and his staff should be
hi ghly comrended for providing the Court with val uabl e insight
into this difficult subject. After thoroughly review ng the
report, the Court agrees that the Commonweal th of Pennsyl vani a
and Phi | adel phia County shoul d devel op cl ear gui delines on
surrogate health care decisionmaki ng for Phil adel phia Pennhur st
cl ass nmenbers. However, the Court believes that the Commonweal t h
and County should first nake every effort to better utilize the
current options avail able under state | aw and policy before
i npl ementi ng new requi renents.

The Special Master has advised the Court that many Pennhur st
cl ass menbers in Philadel phia County are capabl e of making their
own health care decisions. It is the Court's understandi ng that
t hese individuals could utilize the health care supports which
are currently available to all individuals who can nmake their own
heal th care decisions, whether or not they are nenbers of the
Pennhurst class. Accordingly, the Court wll direct the
Commonweal t h of Pennsyl vani a and Phi | adel phia County to identify
menbers of the Phil adel phia Pennhurst class who are capabl e of
maki ng their own health care decisions and to take affirmative
steps to advise these individuals and nenbers of their
interdisciplinary teamon any health care decisi onmaki ng supports

which are currently available. These efforts should occur as
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part of the annual | HP/ ISP planning process nandated by the 1985
Final Settlenment Agreenent, 610 F. Supp. 1221 (E.D. Pa. 1985).

The Special Master has also reported that nore cl ass nenbers
could nmake their own health care decisions if they were offered
limted assistance from outside resources, such as persons or
organi zati ons who explain nedical terns and procedures in easy to
under st and | anguage. These class nenbers shoul d be given every
opportunity to make their own health care decisions. The
Commonweal th and County should identify and provide training to
t hese cl ass nenbers and their interdisciplinary teans on any
resources which would allow themto nmake their own health care
deci si ons.

The Court wll also direct the Commonweal th of Pennsyl vani a
and Phi | adel phia County to advise class nenbers who are capabl e
of making their own health care decisions on the use of advance
directives for end-of-life decisionmking. These class nenbers
shoul d be provided with every opportunity to nmake advance
directives, such as executing a declaration in the nature of a
living wll and designating a surrogate decisionmaker in
accordance with the Pennsylvania Advance Directive for Health
Care Act, 20 Pa. C.S.A 8 5401 et seq. (Purdon's 1997 Supp.), and
any other applicable state law. The Commonweal th and the County
shoul d provi de these class nenbers and their interdisciplinary
teans with training on the use of advance directives and ot her
support options currently avail able for health care

deci si onmaki ng.
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Unl i ke cl ass nmenbers who can make their own health care
deci sions, for whom supports are currently avail abl e but
underutilized, class nmenbers who cannot make their own health
care decisions face greater chall enges. The Pennsyl vania Ment al
Heal th and Mental Retardation Act of 1966 permts directors of
facilities where persons with nmental retardation reside to
aut hori ze medical treatnent in limted situations. 50 P.S. §
4417(c) (Purdon's 1969). This law is supplenmented by a 1990
Conmmonweal t h advi sory on deci si onmaki ng for persons w th nmental
retardation, entitled "Mental Retardation Bulletin #00-90-02,
Substitute Decision Making for Medical Treatnent.” According to
t he Special Master, however, many directors of facilities
strictly construe these rules for fear of liability, and
treatnment is sonetines del ayed or wthheld.

The Commonweal t h of Pennsyl vani a has agreed to review,
clarify, and revise its current policy on substitute
deci si onmaki ng for persons with nental retardation. |In response
to the Special Master's report, the Conmmonweal th has stated that
it wants to develop a statewide policy for all persons with
mental retardation living in residential facilities whether or
not they are nenbers of the Pennhurst class. The Commonweal th
has advised the Court that it is currently preparing a draft of a
revised health care policy which clarifies the authority of
directors of facilities to make health care decisions. The
Conmmonweal th has al so indicated that it would like to provide a

mechani sm whereby directors of facilities are authorized, subject
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to review by the appropriate officials, to nmake deci sions
regardi ng energency nedical treatnment. These changes w |
require admnistrative efforts.
Because the Court's jurisdictionis |imted to nenbers of
t he Pennhurst class, the Court will request the Commonweal t h of
Pennsyl vania to make every effort to see that a revised statew de
policy on substitute decisionmaking is approved and pronul gated
as expediently as possible. In doing so, the Comonweal th shoul d
endeavor to establish nmechanisns permtting interdisciplinary
team nenbers to designate surrogate decisionnmakers for class
menbers who cannot make their own heal th care decisions.
Phi | adel phi a County shoul d ensure that any statew de policy on
substitute decisionnmaking for people with nental retardation is
i npl enrented on behal f of the Phil adel phia Pennhurst cl ass.
However, the Court believes that the Commonweal t h of
Pennsyl vani a and Phi |l adel phia County should not wait until the
Commonweal th revises state policy to provide decisionmaki ng
supports to Pennhurst class nenbers who have not nmade advance
directives. The absence of conpetent decisionmakers who have
been identified in advance often delays or contravenes effective
health care for these class nenbers. This is contrary to the
medi cal needs of the Pennhurst class and contrary to the public
policy of the Commonweal th. The Pennsyl vani a Legi sl ature has
found that "[t]he application of sone procedures to an individua
suffering a difficult and unconfortable process of dying may

cause | oss of patient dignity and secure only continuation of a
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precarious and burdensone prolongation of life." 20 Pa C.S. A 8§
5402(a).

A recent decision of the Pennsylvania Suprene Court permts
cl ose relatives of persons who have not nade advance directives

to act as surrogate decisionmkers. [In Re Fiori, 673 A 2d 905

(Pa. 1996). The Suprene Court held that a close famly nenber,
with the witten consent of two physicians but w thout court
approval, could authorize the term nation of |ife-sustaining
treatnent for a person who was not capabl e of maki ng nedica

deci sions and had not made advance directives pertaining to life
sust ai ni ng neasur es.

In re Fiori provides a valuable framework for creating a

deci si onmaki ng process for Pennhurst class nenbers who are not
capabl e of making their own health care decisions or have not
made advance directives. First, the Pennsylvania Suprene Court

ruled in In re Fiori that close famly nenbers are well-suited to

serve as substitute decisionmkers. The Suprenme Court wote:
"Close famly nenbers are usually the nost know edgeabl e about
the patient's preferences, goals, and val ues; they have an
under st andi ng of the nuances of our personality that set us apart
as individuals." 1d. at 912. The Special Mster has advised the
Court that health care providers generally permt a famly menber
to authorize termnation of life sustaining treatnent for
Pennhur st cl ass nenbers.

Nevert hel ess, the Special Master's report also reveal s that

health care providers will often accept authorization froma
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famly nmenber, no matter how distant, rather than fromthe cl ass
menber's interdisciplinary team This practice appears to be

contrary to the Suprene Court's ruling in In re Fiori. Menbers

of the class nenber's interdisciplinary teamw || usually be nore
know edgeabl e about the class nenber's preferences and nore
concerned with the class nenber's interests than a distant
relative. This Court predicts that the Pennsylvania Suprene
Court would permt interdisciplinary team nenbers to designate a
suitabl e individual to authorize the termnation of |ife-
sustaining treatnment for persons with nental retardation who have
not made advance directives and who | ack involved famly nenbers
to serve as surrogate decisionmakers. It would appear that no
one is better qualified than the interdisciplinary teamto

desi gnate a surrogate deci sionmaker for class nmenbers who have
not made advance directives. The role of a surrogate is to
determ ne the intent and desire of the class nenber as to whether
life-sustaining treatnent should be continued or w thdrawn.

Second, the Suprene Court in In re Fiori specifically

rejected the Attorney General's contention that the judiciary
nmust al ways be involved in decisions to termnate |ife-sustaining
treatment for individuals who have not nmade advance directives.
The Suprenme Court stated that court approval or appointnent of a

guardian ad litemis not always required. Inre Fiori, 673 A 2d

at 913 & n.14. Quoting from Judge Beck's opinion in the Superior

Court, the Suprene Court stated that the judiciary has no role to
pl ay:
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where there is a loving famly, wlling and able to

assess what the patient would have decided as to his or

her treatnent, all necessary nedical confirmations are

in hand, and no one rightfully interested in the

patient's treatnment disputes the famly deci sion.

(Ctations omtted.) Those who disagree with this view

and who favor court intervention in every case often

cite the need for the court to protect the patient.

Underlying this rationale is the philosophy that only

courts can provide the necessary safeguards to assure

protection of life. This is a narrow and unheal t hy

view. It violates the essential and traditional

respect for famly. It is yet another expansion of the

idea that courts in our society are the repository of

wi sdom and the only institution available to protect

human life and dignity.
ld. (quoting 652 A 2d 1350, 1358 (Pa. Super. 1995)).

The Court agrees with the Pennsylvania Suprenme Court's
rel uctance for appointing guardians to authorize end-of-life
treatment. Appointing a guardian can be a | engthy and expensive
process, and nmay not always be in the best interests of Pennhurst
cl ass nenbers. The Court will refrain frommandating a policy
t hat requires the appoi ntnent of guardi ans.

As part of the annual IHP/ISP planning process of each
Phi | adel phi a Pennhurst class nmenber who has not nmade an advance
directive concerning the provision or withholding of life-
sustaining treatnent, or sooner if necessary, the Conmonweal t h of
Pennsyl vani a and Phil adel phia County shall require the
interdisciplinary teamto designate an involved famly nenber to
aut hori ze end-of-life decisions. In the event an involved famly
menber is not available, the interdisciplinary team may designate
a person, not a nenber of the provider's staff, who has had a

cl ose personal relationship with the class nmenber. 1In the event
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nei ther an involved famly nmenber nor an individual who has had a
cl ose personal relationship with the class nenber is avail abl e,
the interdisciplinary team nmay request a non-profit association
such as the Pennsylvania ARC (Association for Retarded Citizens)

to reconmend one of its nenbers to be designated.

CONCLUSI ON

The Special Master and his staff should be comended for
t heir conprehensive report highlighting the difficulties
confronting Phil adel phia Pennhurst class nenbers in the area of
heal t h care decisionmaking. The Court has reviewed the Speci al
Master's findings and recommendati ons and the parties responses
thereto. For the foregoing reasons, the Court wll request the
Conmmonweal t h of Pennsylvania to review and revise current state
policy on substitute decisionmaking for persons with nental
retardation. The Conmmonweal th should seek to provide a nechani sm
whereby interdisciplinary teans are permtted to designate
surrogat e deci si onmakers to authorize nedical treatnent for
persons who are not able to nmake their own health care deci sions.

The Court w il order the Commonweal th of Pennsyl vania and
Phi | adel phia County to identify each Pennhurst class nenber in
Phi | adel phi a who is capable of making his or her own health care
deci sions. These individuals should be advised of currently
avail abl e resources to assist themw th everyday health care
deci sions. They should also be provided with the opportunity to

make advance directives, such as executing a declaration in the
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nature of a living will and designating a surrogate deci sionnmaker
for end-of-life treatnent.

Finally, as part of the annual | HP/ ISP planning process of
each Phil adel phi a Pennhurst class nenber who has not nade an
advance directive concerning the provision or wthhol di ng of
|ife-sustaining treatnment, or sooner if necessary, the
Commonweal t h of Pennsyl vani a and Phi | adel phia County shal |
require the interdisciplinary teamto designate an invol ved
famly nmenber or other individual, as set forth above, to
aut hori ze end-of-1ife decisions.

An appropriate O der follows.
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IN THE UNI TED STATES DI STRI CT COURT
FOR THE EASTERN DI STRI CT OF PENNSYLVAN A

TERRI LEE HALDERMAN, et al ., ClVIL ACTI ON

NO. 74-1345

PENNHURST STATE SCHOOL AND
HOSPI TAL, et al.

ORDER
AND NOW this 23rd day of Decenber, 1997; for the reasons

set forth in the Court's Menorandum of this date; the Court
requests the Commonweal th of Pennsylvania to continue its efforts
to clarify Mental Retardation Bulletin #00-90-02 on "Substitute

Deci si on Making for Medical Treatnent," and circul ate any changes
for cooment and promul gati on as expediently as possible; and

| T 1S ORDERED: The Conmonweal t h of Pennsyl vani a and
Phi | adel phia County shall identify menbers of the Phil adel phia
Pennhur st cl ass who are capabl e of maki ng health care deci sions
on their own or with Iimted assistance fromother resources. As
part of the annual | HP/ISP planning process, the Commonweal t h of
Pennsyl vani a and Phil adel phia County shall take affirmative steps
to:

1. advise and train these class nenbers and nenbers of
their interdisciplinary teans on any resources which are
currently avail able to provide assistance with health care
deci si ons, such as explaining nedical ternms and procedures in

easy to understand | anguage.

2. advi se and train these class nenbers and nenbers of



their interdisciplinary teans on the use of advance directives
for end-of-1ife decisionnmaking, including executing a declaration
in the nature of a living will and designating a surrogate
deci si onmaker in accordance with the Pennsyl vani a Advance
Directive for Health Care Act, 20 Pa. C. S.A 8 5401 et seq.
(Purdon's 1997 Supp.).

| T 1S FURTHER ORDERED: As part of the annual |HP/ISP
pl anni ng process of each Phil adel phi a Pennhurst class nenber who
has not nade an advance directive concerning the provision or
wi t hhol ding of |ife-sustaining treatnent, or sooner if necessary,
t he Cormonweal th of Pennsyl vani a and Phil adel phi a County shal
require the interdisciplinary teamto designate an invol ved
famly nmenber to authorize end-of-life decisions. |In the event
an involved famly nenber is not avail able, the interdisciplinary
team may designate a person, not a nenber of the provider's
staff, who has had a cl ose personal relationship with the class
menber. |In the event neither an involved famly nmenber nor an
i ndi vi dual who has had a cl ose personal relationship with the
cl ass nenber is available, the interdisciplinary team may request
a non-profit association such as the Pennsyl vania ARC
(Association for Retarded Citizens) to recommend one of its

menbers to be designated.

RAYMOND J. BRODERI CK, J.



