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referred to the Committee on Judiciary

AN ACT to anmend the surrogate's court procedure act, in relation to
maki ng technical and coordinating amendnents and ot her inprovenents
regarding health care decisions for persons with devel opnental disa-
bilities

The People of the State of New York, represented in Senate and Assem
bly, do enact as foll ows:

Section 1. Section 1750-b of the surrogate's court procedure act, as
amended by chapter 198 of the laws of 2016, is anended to read as
fol | ows:

8§ 1750-b. Health care decisions for persons [who—are—intellectually
disabled] with devel opnental disabilities

1. Scope of authority. As used in this section, the terns "devel op-
nental disability" and "devel opnentally di sabl ed" shall have the neaning
set forth in subdivision twenty-two of section 1.03 of the nental
hygi ene | aw. Unless specifically prohibited by the court after consider-
ation of the determ nation, if any, regarding a person [whe—s—ntellec—

] with a developnental disability's capacity to nmake
health care decisions, which is required by section seventeen hundred
fifty of this article, the guardi an of such person appointed pursuant to
section seventeen hundred fifty of this article shall have the authority
to nake any and all health care decisions, as defined by subdivision six
of section twenty-nine hundred eighty of the public health Iaw, on
behal f of the person [who—s—intelectually—disabled] wth a develop-
mental disability that such person could make if such person had capaci -
ty. Such decisions may include decisions to withhold or withdraw |ife-
sustaining treatnment. For purposes of this section, "life-sustaining
treatment” means nedical treatnment, including cardiopul monary resusci-
tation, intubation and/or nechanical ventilation and nutrition and
hydration provided by nmeans of medical treatnent, which is or would be

EXPLANATI ON--Matter in italics (underscored) is new, matter in brackets
[-] is oldlawto be omtted.
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sustaining life functions and without which, according to reasonable
medi cal judgnent, the patient will die within a relatively short time
period. Cardi opul nonary resuscitation is presuned to be |ife-sustaining
treatnment without the necessity of a nedical judgnent by an attending
physi cian. The provisions of this article are not intended to pernit or
pronote suicide, assisted suicide or euthanasia; accordingly, nothing in
this section shall be construed to permt a guardian to consent to any
act or omi ssion to which the person [whe—s—ntellectually—disabled]
with a developnental disability could not consent if such person had
capacity.

(a) For the purposes of making a decision to wthhold or wthdraw
life-sustaining treatnment pursuant to this section, in the case of a
person for whom no guardian has been appointed pursuant to section
seventeen hundred fifty or seventeen hundred fifty-a of this article, a

"guardi an" shall also nean a family nmenber of a person who [H)>—has

atelestval—disabii4y——or—{(ii3] has a devel opnental disability, as
defined in section 1.03 of the nental hyg|ene I aw, which [A)—+neludes

atelectyal—di-sabiity—or—B}] results in [a—siwtar] an inpairnment of
general intellectual functioning or adaptive behavior so that such
person is incapable of nmanaging hinself or herself, and/or his or her
affairs by reason of such developnmental disability. Qualified famly
menbers shall be included in a prioritized list of said famly nenbers
pursuant to regulations established by the comm ssioner of the office
for people with devel opnental disabilities. Such famly nenbers nust
have a significant and ongoing involvenent in a person's life so as to
have sufficient know edge of their needs and, when reasonably known or
ascertainable, the person's wshes, including noral and religious
beliefs. In the case of a person who was a resident of the forner
W 1| owbrook state school on March seventeenth, nineteen hundred seven-
ty-two and those individuals who were in comunity care status on that
date and subsequently returned to Wl |l owdrook or a related facility, who
are fully represented by the consuner advisory board and who have no
guardi ans appointed pursuant to this article or have no qualified famly
menbers to nake such a decision, then a "guardian" shall also mnmean the
W I | owbr ook consuner advisory board. A decision of such famly nenber or
the WI1Iowbrook consunmer advisory board to withhold or withdraw life-
sustaining treatnment shall be subject to all of the protections, proce-
dures and safeguards which apply to the decision of a guardian to wth-
hold or withdraw |life-sustaining treatnment pursuant to this section.

In the case of a person for whom no guardi an has been appoi nted pursu-
ant to this article or for whomthere is no qualified famly nenber or
the WIIowbrook consunmer advisory board available to make such a deci -
sion, a "guardian" shall also mean, notw thstanding the definitions in
section 80.03 of the nmental hygiene law, a surrogate deci sion-nmaking
commttee, as defined in article eighty of the mental hygiene law. Al
decl arations and procedures, including expedited procedures, to conply
with this section shall be establlshed by regulatlons pronulgated by the
[ aal v v
Lees] |ust|ce center for the Drotectlon of Deople MAth sneC|aI needs. as
established by article twenty of the executive |aw.

(b) Regulations establishing the prioritized list of qualified famly
menbers required by paragraph (a) of this subdivision shall be devel oped
by the conmi ssioner of the office for people with devel opnental disabil-
ities in conjunction with parents, advocates and famly nmenbers of

persons [ who—are—intelectually—di-sabled] with devel opnental disabili -

ties. Regulations to inplenent the authority of the WII owbrook consumer
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advi sory board pursuant to paragraph (a) of this subdivision nmay be
promul gated by the conmi ssioner of the office for people with devel op-
mental disabilities with advice fromthe WI I owbrook consunmer advisory
board.

(c) Notwithstanding any provision of lawto the contrary, the fornal
determ nations required pursuant to section seventeen hundred fifty of
this article shall only apply to guardi ans appoi nted pursuant to section
seventeen hundred fifty or seventeen hundred fifty-a of this article.

(d) A patient subject to this section who is found by the attending
physician to have capacity to make his or her own health care decisions,
pursuant to paragraph (a) of subdivision four of this section, upon
notice to the chief executive officer of a residential facility oper-
ated, licensed or authorized by the office for people with devel opnental
disabilities, in which facility the patient resides or fromwhich he or
she was transferred, and the nental hygiene |legal service, may nmake his
or her own decisions relating to life-sustaining treatnment.

(e) A patient subject to this section who has a valid health care
proxy at the tine of a health care decision, including a decision
involving life-sustaining treatnent, shall have such decisions nmde in
accordance with article twenty-nine-C of the public health law If for
any reason the agent or an alternate agent is not reasonably avail able,
willing and conpetent to serve and the patient is otherwise eligible to
have a decision as to life-sustaining treatnent nade pursuant to this
section, any qguardian or person or entity entitled to exercise the
authority of a guardian under paragraph (a) of this subdivision may nmake
such deci sion

2. Decision-maki ng standard. (a) The guardi an shall base all advocacy
and health care decision-making solely and exclusively on the best

interests of the person [whe—s—intellectually—disabled] with a devel op-

nental disability and, when reasonably known or ascertainable with

reasonable diligence, on [the—persop—who—ts—ihteectually—di-sabled—s]

such person's w shes, including noral and religious beliefs.

(b) An assessnent of the person [who—s—intellectually—disabled—s]
with a devel opnental disability's best interests shall include consider-
ation of:

(i) the dignity and uni queness of every person;

(ii) the preservation, inprovenent or restoration of the [person—who

s—ntellectually—disabled—s] person's health
(|||) the relief of the [personr—who s Jintellectually disabled g

person's suffering by nmeans of palliative care and pai n managenent;

(iv) the wunique nature of [aideially—provided] nutrition or

hydration provided by neans of nedical treatnent, and the effect it nay
have on the person [mh9—+s—+n%e++ee%ua##y—d+sab+£mﬂ and

(v) the entire nmedical condition of the person.

(c) No health care decision shall be influenced in any way by:

(i) a presunmption that persons [whe—are—intellectually—disabled] with
devel opnental disabilities are not entitled to the full and equa
rights, equal protection, respect, nedical care and dignity afforded to
persons wi thout [ap—rtellectval—di-sability—or—a—developrental—di-sabili—
] devel opnental disabilities; or

(ii) financial considerations of the guardian, as such considerations
af fect the guardian, a health care provider or any other party.

3. Right to receive information. Subject to the provisions of sections
33.13 and 33.16 of the nmental hygiene |law, the guardi an shall have the
right to receive all nedical information and nmedical and clinical
records necessary to make informed decisions regarding the person [whe
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s—ntellectually—disabled—s] with a devel opnental disability's health

care.

4. Life-sustaining treatnment. The guardi an shall have the affirmative
obligation to advocate for the full and efficacious provision of health
care, including life-sustaining treatnent. In the event that a guardian
[Fekes] initiates a decision to withdraw or wthhold |Iife-sustaining
treatment froma person [who—s—intellectually—disabled] with a devel op-
mental disability:

(a) The attendi ng physician, as defined in subdivision tw of section
twenty-ni ne hundred eighty of the public health law, nust confirm to a
reasonabl e degree of medical certainty that the person [whe—s—intellec—
toally—disabled] with a devel opnental disability |acks capacity to make
health care decisions. The deternination thereof shall be included in

the |[persop—who s intellectually disabled g person’'s medi cal record,

and shall contain such attendi ng physician's opinion regarding the cause
and nature of the [person—who—-s—intellectuallyy—disabled—s] person's
incapacity as well as its extent and probable duration. The attendi ng
physi ci an who makes the confirmation shall consult with another physi-

cian, or a Ilcensed psychologlst to further confirmthe [persen—whois
i ] person's lack of capacity. The attending
physician who nakes the confirmation, or the physician or |icensed
psychol ogi st with whomthe attending physician consults, nust (i) be
enpl oyed by a developrmental disabilities [sersees] regional office
named in section 13.17 of the nmental hygiene Ilaw or enployed by the
office for people with developnmental disabilities to provide treatnent
and care to people with devel opnental disabilities, or (ii) have been
enployed for a mninum of two years to render care and service in a
facility or programoperated, licensed or authorized by the office for
people with developnental disabilities, or (iii) have been approved by
t he conmi ssioner of the office for people with developnental disabili-
ties in accordance wth regulations promul gated by such conm ssi oner.
Such regul ations shall require that a physician or |icensed psychol ogi st
possess specialized training or three years experience in treating

[ FteHeetual—disabity] people with developnental disabilities. A
record of such consultation shall be included in the [person—who—is

atelectually—di-sabled—s] person's medical record.

(b) The attendi ng physician, as defined in subdivision tw of section
twenty-ni ne hundred eighty of the public health law, wth the concur-
rence of another physician wth whom such attending physician shal
consult, mnmust determine to a reasonabl e degree of nedical certainty and

note on the person [whe—s—intellestually—disabled—s] with a devel op-

nental disability's chart that:

(i) the person [whe—s—intellectually—disabled] has a nedical condi-

tion as foll ows:

AL a termnal condition, [as—defired—in—subdivi-si-ontwenty-—three—of

j j i i whi ch

shall nmean an illness or injury fromwhich there is no recovery, and
whi ch can reasonably be expected to cause death within one year; or

B. pernmanent unconsci ousness; or

C. a nedical condition other than such person's [iwntelestual] devel-
opnmental disability which requires life-sustaining treatment, is irre-
versi bl e and which will continue indefinitely; and

(ii) the life-sustaining treatnent would inpose an extraordinary
burden on such person, in light of:

A. such person's nedical condition, other than such person's [intel—
lectual] devel opnental disability; and




OCOO~NOUIRWNPEF

A 890 5

B. the expected outcone of the |life-sustaining treatnent, notwth-
standi ng such person's [intellectdal] devel opnental disability; and

(iii) in the case of a decision to withdraw or withhold artificially
provided nutrition or hydration:

A. there is no reasonable hope of maintaining life; or

B. the artificially provided nutrition or hydration poses an extraor-
di nary burden

(c) The guardian shall express a decision to withhold or wthdraw
life-sustaining treatment either

(i) in witing, dated and signed in the presence of one witness eigh-
teen years of age or ol der who shall sign the decision, and presented to
the attending physician, as defined in subdivision tw of section twen-
ty-nine hundred eighty of the public health law, or

(ii) orally, to two persons eighteen years of age or older, at |east
one of whom is the person [mh9—+s—+nLeLLeGLuaLLy—d+sabLed—s] with a
devel opnental disability's attending physician, as defined in subdivi-
sion two of section twenty-nine hundred eighty of the public health | aw

(d) The attendi ng physician, as defined in subdivision tw of section
twenty-ni ne hundred eighty of the public health law, who is provided
with the decision of a guardian shall include the decision in the person
[ who—F-s—intelectuallyr—di-sabled—s] with a devel opnental disability's
nmedi cal chart, and shall either:

(i) pronptly i ssue an order to withhold or wthdraw |ife-sustaining
treatnent from the person [mhe—+s—+nLeLLeeLuaLLy—d+sab¢&wﬂ and inform
the staff responsible for such person's care, if any, of the order; or

(ii) pronptly object to such decision, in accordance with subdivision
five of this section.

(e) At least forty-eight hours prior to the inplenentation of a deci-
sion to withdraw life-sustaining treatnent, or at the earliest possible
time prior to the inplenmentati on of a decision to withhold Iife-sustain-
ing treatnent, the attending physician shall notify:

(i) the person [whe—s—intellectually—disabled] wth a devel opnental
disability, except if the attendi ng physician determnes, in witing and
in consultation with another physician or a Iicensed psychol ogi st, that,
to a reasonabl e degree of nedical certainty, the person would suffer
i medi ate and severe injury fromsuch notification. The attendi ng physi-
cian who nmkes the confirmation, or the physician or |icensed psychol -
ogi st with whomthe attendi ng physician consults, shall

A. be enployed by a devel opnental disabilities services office naned
in section 13.17 of the nental hygiene | aw or enployed by the office for
people with devel opnental disabilities to provide treatnment and care to
peopl e with devel opmental disabilities, or

B. have been enployed for a nmininumof two years to render care and
service in a facility operated, |icensed or authorized by the office for
peopl e with devel opnental disabilities, or

C. have been approved by the conmm ssioner of the office for people
wi th devel opnental disabilities in accordance with regulations pronmul-
gated by such conmmi ssioner. Such regul ations shall require that a physi-
cian or licensed psychologist possess specialized training or three
years experience in treating [#pteHestual—disabi+ty] devel opnenta
disabilities. A record of such consultation shall be included in the
[ persen—who—is—ntellectually—disabled—s] person's nedical record;

(ii) if the personis in or was transferred froma residential facili-
ty operated, |licensed or authorized by the office for people with devel -
opnental disabilities, the chief executive officer of the agency or
organi zation operating such facility and the nental hygiene |ega
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service. Notification to the facility director and the nental hygiene
legal service shall not delay issuance of an order not to resuscitate;
and

(iii) if the person is not in and was not transferred fromsuch a
facility or program the conm ssioner of the office for people wth
devel oprmental disabilities, or his or her designee.

(f) For a patient residing in a facility operated, |icensed or author-
ized by the office for people with devel opnental disabilities as to whom
an _order not to resuscitate has been entered, the attending physician
shall review whether the order is still appropriate at such tinmes and in
such manner as is prescribed by subdivision four of section twenty-nine
hundred ninety-four-dd of the public health | aw

5. (Objection to health care decision. (a) Suspension. A health care
deci sion made pursuant to subdivision four of this section shall be
suspended, pending judicial review except if the suspension would in
reasonabl e nedi cal judgnent be likely to result in the death of the

person [ who—s—ntellectually—disabled] with a devel opnental disability,

in the event of an objection to that decision at any time by:

(i) the person [whoe—ts—intellectually—disabled] on whose behal f such
deci si on was nade; or

(ii) a parent or adult sibling who either resides with or has nain-
tai ned substantial and continuous contact with the person [whe—s—niel—

' ]1; or

(iii) the attending physician, as defined in subdivision tw of
section twenty-ni ne hundred eighty of the public health |law, or

(iv) any other health care practitioner providing services to the
person [ whe—is—intellectually—disabled], who is licensed pursuant to
article one hundred thirty-one, one hundred thirty-one-B, one hundred
thirty-two, one hundred thirty-three, one hundred thirty-six, one
hundred thirty-nine, one hundred forty-one, one hundred forty-three, one
hundred forty-four, one hundred fifty-three, one hundred fifty-four, one
hundred fifty-six, one hundred fifty-nine or one hundred sixty-four of
the education |aw, or

(v) the chief executive officer identified in subparagraph (ii) of
paragraph (e) of subdivision four of this section; or

(vi) if the person is in or was transferred froma residential facili-
ty or program operated, approved or licensed by the office for people
wi th devel opnental disabilities, the nental hygiene | egal service; or

(vii) if the person is not in and was not transferred fromsuch a
facility or program the conmm ssioner of the office for people wth
devel opnental disabilities, or his or her designee.

Notwi t hstanding the foregoing, in cases where the attending physician
has notified the chief executive officer of an agency and the nental
hygi ene |l egal service of the entry of an order not to resuscitate pursu-
ant to subparagraph (ii) of paragraph (e) of subdivision four of this
section, and if such notice includes either the physician's statenent of
the diagnostic and basis for the nedical determ nation in support of the
prognostic order or an excerpt fromthe patient's nmedical record that is
sufficient to support such determ nation, an order not to resuscitate
shall not be stayed by an objection by the persons described in subpara-
graph (v) or (vi) of this paragraph unless the objection is acconpanied
by (A) a witten statenent by the objecting party setting forth a basis
for asserting that a standard in this article for entering such an order
has not been net; and (B) if the basis relates to the failure to neet
nedical criteria in this article for the issuance of the order, a wit-
ten statenent by a health or social services practitioner, as defined in
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subdi vision seventeen of section twenty-nine hundred ninety-four-a of
the public health law setting forth the professional's opinion, based on
his or her review of the aforenentioned statenent or nedical record
excerpt and consultation wth the patient's attendi ng physician, that
the nedical criteria in this article for entering such order have not
been net.

(b) Form of objection. Such objection shall occur orally or in wit-
i ng.

(c) Notification. In the event of the suspension of a health care
deci sion pursuant to this subdivision, the objecting party shall pronpt-
Iy notify the guardian and the other parties identified in paragraph (a)
of this subdivision, and the attending physician shall record such

suspension in the person |[wihe—s—htellectually—disabled—s] wth a

devel opnental disability's nedical chart.

(d) Dy spute nediation. In the event of an objection pursuant to this
subdi vi sion, at the request of the objecting party or person or entity
authorized to act as a guardian under this section, except a surrogate
deci sion making committee established pursuant to article eighty of the
nental hygrene I aw, such objectron shaII be referred to [a—d+spa%e—ﬂed+—

seven#y—;me] an ethlcs reV|em/conn1ttee establlshed Dursuant to sectlon
twenty-ni ne hundred ninety-four-mof the public health law or simlar
entity for nediating disputes in a hospice, such as a patient's advo-
cate's office[+] or hospital chaplain's office [e+—ethics—ecommttee], as
described in witing and adopted by the governing authority of such
hospice, for non-binding mediation. In the event that such dispute
cannot be resolved within seventy-two hours or no such nediation entity
exists or is reasonably available for nediation of a dispute, the
obj ection [shal] nmay proceed to judicial review pursuant to this subdi-
vision. The party requesting nmediation shall provide notification to
those parties entitled to notice pursuant to paragraph (a) of this
subdi vi si on

6. Special proceeding authorized. The guardi an, the attending physi-
cian, as defined in subdivision tw of section twenty-nine hundred
eighty of the public health law, the chief executive officer identified
in subparagraph (ii) of paragraph (e) of subdivision four of this
section, the nental hygiene legal service (if the personis in or was
transferred froma residential facility or program operated, approved or
licensed by the office for people with devel opnental disabilities) or
the comm ssioner of the office for people with devel opnental disabili-
ties or his or her designee (if the person is not in and was not trans-
ferred fromsuch a facility or program nmay commence a special proceed-
ing in a court of conpetent jurisdiction with respect to any dispute
arising under this section, including objecting to the wthdrawal or
withholding of [|ife-sustaining treatnment because such withdrawal or
withholding is not in accord with the criteria set forth in this
section.

7. Provider's obligations. (a) A health care provider shall conply
with the health care decisions nade by a guardian in good faith pursuant
to this section, to the sane extent as if such decisions had been made
by the person [whe—s—ntellectually—disabled] with a devel opnental
disability, if such person had capacity.

(b) Notwi t hstandi ng paragraph (a) of this subdivision, nothing in this
section shall be construed to require a private hospital to honor a
guardi an's health care decision that the hospital would not honor if the

decision had been nmade by the person [whe—ts—intellectually—disabled]
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with a devel opnental disability, if such person had capacity, because
the decision is contrary to a formally adopted witten policy of the
hospital expressly based on religious beliefs or sincerely held nora
convictions central to the hospital's operating principles, and the
hospital would be permtted by law to refuse to honor the decision if
made by such person, provided:

(i) the hospital has informed the guardian of such policy prior to or
upon adm ssion, if reasonably possible; and

(ii) the person [mhe——+s——+n%e##ee%aa##y——d+sab¢&mﬂ is transferred
pronptly to another hospital that is reasonably accessible under the
circunmstances and is willing to honor the guardian's decision. |If the
guardian is wunable or unwilling to arrange such a transfer, the hospi-
tal's refusal to honor the decision of the guardian shall constitute an
obj ection pursuant to subdivision five of this section.

(c) Notwithstandi ng paragraph (a) of this subdivision, nothing in this
section shall be construed to require an individual health care provider
to honor a guardian's health care decision that the individual would not
honor if the decision had been nmade by the person [whe—s—intellectually
disabled] wth a developnental disability, if such person had capacity,
because the decision is contrary to the individual's religious beliefs
or sincerely held noral convictions, provided the individual health care
provider pronptly informs the guardian and the facility, if any, of his
or her refusal to honor the guardian's decision. |In such event, the
facility shall pronptly transfer responsibility for the person [whe—s
| ] to another individual health -care provider
willing to honor the guardian's decision. The individual health care
provi der shall cooperate in facilitating such transfer of the patient.

(d) Notwithstanding the provisions of any other paragraph of this
subdivision, if a guardian directs the provision of |ife-sustaining
treatnent, the denial of which in reasonabl e nedical judgnment would be
likely to result in the death of the person [whe—s—ntelectually—disa—
bled] with a developnental disability, a hospital or individual health
care provider that does not wish to provide such treatnent shall none-
theless conply wth the guardian's decision pending either transfer of
t he person [whoe—ds—intellectually—disabled] to a wlling hospital or
i ndi vidual health care provider, or judicial review

(e) Nothing in this section shall affect or dimnish the authority of
a surrogate decision-making panel to render decisions regarding nmgjor
medi cal treatnent pursuant to article eighty of the nmental hygi ene | aw

8. Immunity. (a) Provider immunity. No health care provider or enploy-
ee thereof shall be subjected to crimnal or civil liability, or be
deened to have engaged i n unprofessional conduct, for honoring reason-
ably and in good faith a health care decision by a guardian, or for
ot her actions taken reasonably and in good faith pursuant to this
secti on.

(b) Guardian inmmunity. No guardian shall be subjected to crimnal or
civil liability for making a health care decision reasonably and in good
faith pursuant to this section.

8§ 2. This act shall take effect on the ninetieth day after it shal
have becone a | aw.




