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Message from the Section Chair

I am especially proud to
welcome Health Law Section
members and other readers
to this Special Edition of the
New York State Bar Associa-
tion Health Law Journal about
the Family Health Care
Decisions Act. As many of
you know, the Health Law
Section advocated for the
enactment of the FHCDA for
many years—indeed, for too
many years. We supported
this law because we were
convinced that families in New York needed broader
authority to make treatment decisions for incapable pa-
tients, and health care professionals needed clearer rules
for such decisions.

Now that the FHCDA is law, we in the Health Law
Section feel a special responsibility to make it work well,
and serve the interests of patients. This edition is an
important step toward meeting that responsibility. In the
pages that follow, an impressive collection of knowledge-
able and thoughtful authors share the benefit of their
growing experience with the FHCDA, and offer guidance
to their colleagues. Indeed they go beyond that, and in
many instances offer ideas for further improvement of the
laws on surrogate decision making.

I want to congratulate the authors of this Special Edi-
tion, and thank them for their commitment to achieving
the promise of the FHCDA.

But our obligation to provide information to health
lawyers and other about the FHCDA is not confined to
this edition of the Journal. Section members Lawrence
Faulkner of the Westchester Association for Retarded
Citizens and Tracy Miller of Cadwalader, Wickersham
and Taft have organized a CLE program, “Health Care
Decision Making: Implementation of the Family Health

Care Decisions Act, Recent Developments and Ethical
Considerations.” The program will be offered in:

¢ Albany—Friday, May 6, 2011
* New York City—Friday, May 13, 2011

An ad for the program appears on the inside cover of
this issue and the program brochure can be found on the
NYSBA website at www.nysba.org/health. I urge Section
members and others to pick one of these locations and
attend.

I'would also like to take this occasion to thank and
congratulate the organizers and speakers at the Annual
Meeting in January. Despite a bad winter storm, there was
an exceptionally large turnout for the program, which
covered “Selected Developments in Health Law: The Year
in Review.” Audience surveys indicated that you were
very pleased with the presentations. The program was
co-chaired by Tracy Miller, again, and Kelly Priegnitz of
Benesch, Friedlander, Coplan & Aronoff, LLP.

Please mark your calendars to join us for our Spring
Member Appreciation and Networking Event on Thurs-
day, May 12 from 6-8 p.m. at Duane Morris LLP, 1540
Broadway, 14th Floor, New York, NY 10036. Meet your
colleagues, learn about what the Health Law Section has
been up to over the last 12 months, and take the opportu-
nity to get more involved. We look forward to seeing you
there.

As a final note, I want to urge those Health Law
Section members who have not been especially active
recently to become more involved. Step forward and
volunteer. Volunteer to organize a CLE, either in person
or by webinar; volunteer to review or draft a legislative or
regulatory proposal; volunteer to write an article for this
Journal, or assume responsibility for an edition. Volunteer!

I'wish you well, and hope you enjoy this edition.

Ari Markenson
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In the New York State Courts

By Leonard M. Rosenberg

Second Circuit Court of

Appeals Rules That There Is No
Constitutional Right of Privacy for
Fibromyalgia

Matson v. Board of Education, 2011
WL 70572 (2d Cir., 2011). Plaintiff, a
music teacher at a Manhattan pub-
lic school, sued the New York City
Board of Education under 42 U.S.C. §
1983. Plaintiff alleged that the Board
violated her constitutional right to
medical privacy when it posted on
a website an investigation report
which disclosed that she suffers from
fibromyalgia.

The investigation was com-
menced in response to a complaint
that plaintiff was improperly claim-
ing paid sick time when in fact she
was working elsewhere. The report
confirmed the accuracy of the com-
plaint, and was posted on the website
of the Special Commission of Inves-
tigation, pursuant to a city Executive
Order granting authority to publish
such findings. The report noted that
plaintiff’s application for sick leave
was based on a physician’s certifica-
tion that she suffered from fibromy-
algia, which involves neck, shoulder,
and upper and lower back pain.

The Court noted that as general
matter, there exists a constitutional
right to privacy protecting an indi-
vidual’s interest in avoiding disclo-
sure of personal matters. However,
the interest in the privacy of medical
information varies with the condi-
tion. Thus, confidential medical
conditions are those that are “excru-
ciatingly private and intimate...in
nature...likely to provoke an intense
desire to preserve one’s medical con-
dition.” The Court noted that previ-
ous rulings found HIV/AIDS and
transsexualism are such conditions.

Acknowledging that fibromy-
algia is recognized as a disabling
impairment, the Court noted that
a medical acknowledgement that a
disease is serious “does not give rise

ipso facto to a
constitution-
ally protected
privacy right.”
— Fibromyalgia

is neither fatal
(AIDS) nor a
profound psy-
chiatric disorder
(transsexu-
alism). The privacy analysis also
focuses on whether revealing one’s
condition would expose a person

to discrimination and intolerance.
Although fibromyalgia is a serious
medical condition, it does not carry
with it “the sort of opprobrium” suf-
ficient to confer a constitutional right
of privacy as to that condition.

Second Circuit Court of Appeals
Holds That Church Amendment
Provides No Private Right of Action

Cenzon-Decarlo v. Mount Sinai
Hospital, 626 E.3d 695 (2d Cir., 2010).
Plaintiff, an operating room nurse,
sued her employer hospital under 42
U.S.C. § 300a-7(c) (a/k/a the Church
Amendment). The statute provides
that a recipient of federal funds may
not discriminate against any em-
ployed health care personnel based
on their performance of, or assistance
with, a lawful abortion or steriliza-
tion procedure, or their refusal to do
so based on religious beliefs or moral
convictions. Plaintiff alleged that she
suffered emotional harm when com-
pelled by her supervisors to partici-
pate in an abortion procedure.

The Court held that the Church
Amendment does not provide a
private right of action. The Court
noted that a statute which creates an
individual right does not necessarily
create a right of action. Relying on
Supreme Court precedent, the Court
noted a reluctance to infer a private
remedy from either a “ban on dis-
criminatory conduct” or a “prohibi-
tion against disbursement of public
funds.” Viewing the Church Amend-

ment as a ban on conduct, the Court
ruled that it confers no private right
of action to enforce its terms.

The Southern District of New York
Dismisses Four Related Wage and
Hour Lawsuits for Plaintiffs’ Failure
to Properly Plead FLSA, RICO, NYLL,
and Common Law Claims

Nakahata v. New York-Presbyterian
Healthcare Systems, Inc., et al., 10-cv-
2661 (PAC) (5.D.N.Y January 28,
2011) (Slip Copy, 200 WL 321186).
Four related putative collective and
class actions—by different plaintiffs
against different hospitals and hospi-
tal executives—sought unpaid wages
allegedly due hourly hospital em-
ployees for unspecified meal periods,
breaks during which the employees
worked, and training sessions. Plain-
tiffs also sought treble damages and
attorneys’ fees.

Plaintiffs alleged, on their own
behalf and on behalf of the putative
classes they sought to certify, that all
of the named Defendants committed
violations of the Fair Labor Standards
Act (“FLSA”), the Racketeer Influ-
enced and Corrupt Organizations Act
(“RICQO”), the New York Labor Law,
and a variety of other state common-
law claims. In sum, Plaintiffs (and
the putative class members) alleged
that they were not paid for unspeci-
fied lunch hours and breaks, train-
ing classes that they attended, and
certain pre- and post-shift work and,
as a result, were denied “applicable
premium pay” and overtime pay.

Defendants moved for dismissal
of Plaintiffs’ claims, inter alia, on
the following grounds: (1) Plaintiffs
failed to state sufficient factual allega-
tions to support the FLSA and NYLL
claims; (2) the FLSA, NYLL, and com-
mon law claims are pre-empted by
Section 301 of the Labor Management
Relations Act (LMRA); and (3) the
RICO and common claims are inad-
equately pleaded, legally insufficient,
and preempted by the FLSA.
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The District Court dismissed
all four actions in their entirety. The
Court held that Plaintiffs” generalized
allegations did not contain sufficient
facts to support Plaintiffs’ claims
under the FLSA or NYLL; there was
no basis to name the individual
hospitals within a system; there is
no basis for personal liability; the
RICO allegations were insufficient as
a matter of law to state a claim; and
the state common law claims were
inadequately pleaded, duplicative of
the statutory claims, and preempted
by the FLSA and the LMRA.

Particular to Plaintiff’s FLSA and
NYLL claims, the Court held that
both the FLSA and the NYLL claims
require that a complaint state more
than vague legal conclusions. At a
minimum, the complaints must set
forth the approximate number of
unpaid regular and overtime hours
allegedly worked. The complaints
here, however, failed to lay any
factual foundation for determining
the viability of Plaintiffs’ claims; there
were no factual allegations in any of
the four complaints as to the number
of hours allegedly worked without
compensation or when such hours
were worked. Due to this failure,
which is at the heart of a FLSA and
NYLL claim, Plaintiff’s FLSA and
NYLL claims were dismissed.

The Court also held that Plaintiffs
failed to state a claim under RICO.
Namely, Plaintiffs failed to allege
sufficient facts to satisfy the specific-
ity requirement under Rule 9(b) of
the Federal Rules of Civil Procedure
in that the complaints failed to state
with specificity: (i) a proper predicate
act; (if) when and where each misrep-
resentation was made and who made
the misrepresentation; and (iii) that
defendants qualify both as a person
and as an enterprise within RICO.

The Court held that none of
Plaintiffs” common law claims were
sufficiently pleaded; the allegations
are nothing more than bald asser-
tions. Moreover, had these claims
been properly pleaded, they failed for
a variety of other reasons. Plaintiffs
were granted leave to replead their

FLSA and NYLL claims only, with
the requisite specificity, and with a
statement that such claims were not
preempted by the collective bargain-
ing agreements, which agreements
must be attached to the amended
complaints.

PHL § 2801-d Does Not Apply
to Residents of State Psychiatric
Hospitals

Randone v. State of New York, 910
N.Y.S.2d 355 (Court of Claims, 2010).
Personal injury plaintiff, a resident of
a state psychiatric hospital, sought to
assert a damage claim under Public
Health Law (“PHL”) § 2801-d, which
authorizes a private right of action
by patients of residential health care
facilities for violations of rights set
forth in PHL § 2803-c (Rights of Pa-
tients in Certain Medical Facilities).

The Court held that PHL Article
28, by definition, excludes psychiatric
facilities under the jurisdiction of the
Office of Mental Health (“OMH");
and that the term Residential Health
Care Facility refers to nursing homes
and related facilities under the juris-
diction of the Department of Health.
Because a state psychiatric hospital is
under the jurisdiction of OMH, and
primarily provides services for the
treatment of mental disability, plain-
tiff had no claim under PHL § 2801-d.

No Hospital Liability for Employees
Who Follow Directions of Private
Attending Physician

Sela v. Katz, 911 N.Y.S.2d 112 (2d
Dep’t, 2010). In this medical malprac-
tice suit, the Court affirmed summary
judgment dismissal of plaintiff’s
claims against the hospital. Those
claims were based on injuries alleg-
edly sustained from excessive tour-
niquet pressure applied by hospital
employees (operating room staff)
during surgery, at the direction of
plaintiff’s private physician, who was
not a hospital employee.

The Court held that a hospital
employee’s undertaking the minis-
terial task of recording a patient’s
informed consent does not transfer to
the hospital the duty to obtain such
consent, thus there is no claim against

the hospital for breach of that duty.
Moreover, hospitals are shielded
from liability when their employees
follow orders of a private attending
physician unless the orders are so
clearly outside standard practices
that prudence requires inquiry by the
employees (not the case here).

Court Upholds Physician’s License
Revocation and $50,000 Fine

Patin v. State Board for Professional
Medical Conduct, 911 N.Y.S.2d 184 (3d
Dep’t, 2010). Physician sought to an-
nul revocation of medical license. Af-
ter a hearing, 28 of 32 charges against
physician were sustained, including
negligence, incompetence, practic-
ing medicine in a fraudulent manner,
filing false reports, failing to maintain
accurate records, ordering unwar-
ranted tests, and engaging in conduct
evincing moral unfitness. Petitioner
was fined $50,000 and his license was
revoked.

The Court denied the physi-
cian’s application, noting expert
testimony in the record that, among
other things, the physician’s medical
records showed a pattern of stating
only a diagnosis with no elabora-
tion of symptoms, history, follow-up
or physical findings. The Court also
held that finding of fraudulent billing
was sufficient to support the charge
of moral unfitness.

Compiled by Leonard Rosen-
berg, Esq. Mr. Rosenberg is a partner
in the firm of Garfunkel, Wild &
Travis, P.C., a full service health
care firm representing hospitals,
health care systems, physician group
practices, individual practitioners,
nursing homes and other health-re-
lated businesses and organizations.
Mr. Rosenberg is Chair of the firm's
litigation group, and his practice
includes advising clients concerning
general health care law issues and
litigation, including medical staff
and peer review issues, employ-
ment law, disability discrimination,
defamation, contract, administrative
and regulatory issues, professional
discipline, and directors’ and of-
ficers’ liability claims.
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In the New York State Legislature

By James W. Lytle

As this edition heads to press,
and with just a few hours left before
the commencement of the 2011-12
fiscal year, the New York State Leg-
islature enacted a comprehensive set
of recommendations relating to the
State’s Medicaid program. These pro-
posals define how the Administration
seeks to enact over $2 billion in State-
share Medicaid spending cuts, the
budget reduction target that was set
forth in Governor Andrew Cuomo’s
Executive Budget proposal submitted
on February 1. The specific means by
which the State might achieve that
spending reduction target had been
left to the Medicaid Redesign Team
(MRT), which submitted its recom-
mendations to the Governor at the
end of February. With the introduc-
tion of its thirty-day amendments,
the Administration fulfilled the
necessary additional step of translat-
ing the MRT recommendations into
legislative proposals—as Governor
Cuomo noted when he received the
recommendations of the MRT, “we
just filled in the blank.”

The proposals now passed by
the Legislature would enact sweep-
ing changes to the Medicaid program
in New York, even after facing close
scrutiny by the Legislature in the rela-
tively short period of time between
the submission of these proposals
and the April 1 budget adoption
deadline.

Apart from any issues relating
to the specific proposals themselves,
the manner in which these proposals
have been presented to the Legis-
lature is worthy of note. Governor
Cuomo effectively neutralized many
of the key interest groups by inviting
them to serve as part of the MRT that
was responsible for advancing these
proposals and then maintained their
support for his budget proposals by
including one or more proposals of
particular interest to each of them.
Taking a page from his predeces-
sors, including Governors Pataki and

Paterson, the
Governor has
included many
of the substan-
tive proposals
in both so-called
Article VII
legislation and
in appropriation
language. Based on court decisions at
the turn of this century that examined
the New York State Constitution’s
budget-making provisions, there are
limits on the Legislature’s ability to
modify the Governor’s appropria-
tions and budgetary proposals—and,
by incorporating many substantive
changes in the appropriation bills, the
Governor is seeking to exploit that
Executive Branch advantage. As the
deadline approached, Governor Cuo-
mo threatened (as Governor Paterson
did last year) that, if the deadline was
missed, he would submit emergency
budget provisions that contained his
budget proposals: if the Legislature
failed to enact his budget as is, State
government would shut down.

In addition, as is further de-
scribed below, many of the Medic-
aid-related budget proposals grant
unprecedented authority to the De-
partment of Health and the Division
of Budget to make Medicaid payment
and benefit changes to maintain Med-
icaid spending within a new global
cap and provide substantial flexibility
to the Department and other state
agencies in the implementation of
many of these initiatives.

Overview of Medicaid Redesign
Proposals

As noted, the Executive Budget
established a $2.85 billion target for
reducing Medicaid expenditures
(State share) and directed the MRT
to meet it. Before the MRT concluded
its work, the Budget Division an-
nounced that, due to some re-esti-
mates of likely Medicaid spending,
the new target for Medicaid reduc-

tions should be $475 million less than
had been estimated, leaving a $2.3
billion target for reductions. The MRT
then adopted a $2.3 billion reduction
plan, which has been largely enacted
by the Legislature.

The enacted Executive Budget
now contains essentially three com-
ponents: First, a series of more or less
traditional across-the-board reduc-
tions, including a two percent reduc-
tion in Medicaid payments to health
care providers and the elimination
of trend factors. Second, the MRT
advanced a long list of other specific
proposals that affect various catego-
ries of Medicaid expenditures and
that fall into several broad categories:

¢ Enhanced care coordination
for high-cost, complex patients
and other health care delivery
system reforms, including:

- requirements that commu-
nity-based long term care
Medicaid recipients enroll in
Managed Long Term Care
(MLTC) plans or other care
coordination programs;

— the elimination of a series
of other limitations on the
enrollment of individuals
in mainframe managed care
programs;

— the establishment of patient-
centered medical homes and
health homes to promote
coordinated care for various
populations;

— the creation of behavioral
health organizations to
coordinate care for seriously
mentally ill beneficiaries;

— an Accountable Care Or-
ganization Demonstration
Program to test the ability
of ACOs to assume a role in
managing and coordinat-
ing care for a designated
population.
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* Regulatory relief, including
medical malpractice liability
reforms and streamlined regu-
latory reporting requirements,
designed to reduce the costs of
providing care;

e Modest benefit reductions in
selected areas; and

¢ Payment changes for various
provider categories that target
overutilization by home health
agencies and behavioral health
providers and that establish
new payment methodologies,
such as a new episodic pay-
ment system for home health
agencies, modeled on the
Medicare prospective payment
system.

Finally, to ensure that the spend-
ing reductions are satisfied, the MRT
proposed, and these amendments
would enact, an overall limit (re-
ferred to as a global cap) on growth
of Medicaid spending for 2011 and
subsequent years.

Space does not permit a descrip-
tion of every element of the Medicaid
and health care changes enacted
in this Budget. Two elements—the
global cap on Medicaid spending
and a series of medical malpractice
reforms—are detailed below.

Medicaid Global Cap. The
budget imposes a global cap on the
year-to-year rate of growth of Medic-
aid spending (State share) exceeding
the ten-year rolling average of the
medical component of the consumer
price index, which is approximately
4% per year. During the next two fis-
cal years, if actual Medicaid expen-
ditures exceed the annual 4% growth
limit, the Commissioner of Health
is authorized to develop a Medicaid
savings allocation plan to produce
further savings to maintain spending
within the prescribed cap.

In consultation with stakeholders
and the Legislature, the Commission-
er is required to make these reduc-
tions uniformly among categories of
services and geographic regions of
the State, to “the extent practicable,”

but is authorized to apply the reduc-
tions on a non-uniform basis if he has
sufficient grounds to do so. Non-uni-
form reductions may be authorized if
the Commissioner:

¢ allocates the reductions on the
basis of the specific categories
of services that are causing the
increase in excess of the 4%;

¢ seeks to maintain safety net ser-
vices in underserved regions;

e seeks to secure the benefits of
pursuing innovative payment
models contemplated by fed-
eral health reform; or

e takes steps that are less ad-
ministratively burdensome to
recipients and providers.

While the exercise of this author-
ity by the Commissioner is contin-
gent upon the inability of the other
reforms to reach the target and the
unsuccessful efforts by providers,
health plans, and care management
organizations to contain Medicaid
expenditures voluntarily, the Com-
missioner would be given unprec-
edented authority to reduce Medicaid
spending unilaterally, albeit subject
to various consultation and notice
requirements that have been included
in the final budget agreement. The
legislation contemplates that those
reductions could include:

¢ modifying or suspending reim-
bursement methods;

¢ modifying Medicaid program
benefits;

e seeking federal waivers; and

¢ suspending time frames for
notice, approval or certification
of rate requirements.

Medical Liability Reform. The
MRT proposed and the 30-Day
Amendments contain sweeping
changes to laws governing medical
malpractice and establish a medi-
cal indemnity fund to cover claims
relating to medical injuries suffered
by newborns. The Legislature did
not ultimately enact one of the most
controversial proposals, which would

have placed a $250,000 cap on dam-
ages awarded in medical, dental and
podiatric malpractice for pain and
suffering (non-economic damages).
The issue of a cap on non-economic
damages has been debated in New
York for decades and would, ac-
cording to actuaries for malpractice
carriers, have a dramatic impact on
reducing medical malpractice premi-
ums—but was strongly opposed by
the trial lawyers and bar associations
and was not included in the budget
agreement.

The elements that remained in-
cluded the following:

® Medical Indemnity Fund. In
the case of birth-related neuro-
logical injuries, future medi-
cal expenses will be paid by
a newly created State fund,
called the Medical Indemnity
Fund. These cases are consid-
ered among the most expen-
sive and problematic in the
tort litigation system; proof
of whether sub-par physician
performance actually caused
the injury is elusive, yet the
lifelong costs (and sympathy of
juries and the community) are
profound—and the extraordi-
narily high malpractice insur-
ance costs driven by these cases
has limited access to obstetrical
services in a growing number
of communities. Most aspects
of the traditional tort litiga-
tion system would continue to
apply: plaintiffs would need to
prevail in a litigation settlement
or court verdict in order to be
compensated, in contrast to pri-
or proposals that had included
a no-fault system for birth-
related neurological injuries,
which would have compensat-
ed such injuries and eliminated
legal contests over whether the
injuries were caused by mal-
practice. Under this proposal,
attorneys for plaintiffs would
be compensated in the same
fashion as in the past (usually a
contingency fee as a percentage
of the amount awarded).
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The law’s effective date seeks
to make these provisions ef-
fective with respect to any
lawsuit that has not reached a
settlement or verdict, includ-
ing pending actions. Funding
for the new Medical Indem-
nity Fund would come from a
1.6% assessment on hospitals’
obstetric revenue, which is ex-
pected to raise $30 million. The
fund would pay all medically
necessary health care costs of
qualified plaintiffs, except for
those costs borne by collateral
sources, such as health insur-
ance. Payments to providers
would be made at the Medicaid
rate.

® Hospital quality initiatives.
A patient safety workgroup
for obstetrics would be created
in the DOH. It would collect
and disseminate information
regarding best practices, and
design new programs to pro-
duce better outcomes.

e Other malpractice-related
reforms. Mandatory settlement
conferences would occur soon
after cases are ready for trial.
Proposals to strengthen exist-
ing provisions protecting the
confidentiality of quality assur-
ance activities undertaken by
health care entities and to re-
quire more disclosure of expert
witnesses were not enacted.

These and other provisions in the
2011-12 budget may constitute some
of the most significant changes to the
Medicaid program since its incep-
tion and may well set the direction of
the Cuomo Administration’s health
policy for the remainder of his term.
With the budget behind the Admin-
istration, attention has now turned to
the remaining longer-term work of
the Medicaid Redesign Team and to
the necessary steps New York State
will have to take to implement fed-
eral health reform. Stay tuned.

Jim Lytle is a partner in the
Albany office of Manatt, Phelps &
Phillips, LLP.
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In the New York State Agencies

By Francis J. Serbaroli

Mental Health Services—General
Provisions; Community Based
Service System for Children;
Operation of Outpatient Programs

Notice of adoption. The Office of
Mental Health amended Parts 501,
507 and 587 of Title 14 NYCRR to add
a definition of “serious emotional
disturbance.” Filing date: October 2,
2010. Effective date: October 27, 2010.
See N.Y. Register October 27, 2010.

Prenatal Care Assistance Program
(PCAP)

Notice of proposed rulemaking.
In a consensus rulemaking, the De-
partment of Health repealed sections
85.40 and 86-4.36 of Title 10 NYCRR
to remove a Prenatal Care Assistance
Program (PCAP) provision that is no
longer in existence. See N.Y. Register
November 10, 2010.

Correction of an Inaccurate State
Agency Name

Notice of adoption. The Office of
Mental Health amended Part 505 of
Title 14 NYCRR to update the name
of the Commission on Quality of Care
and Advocacy for Persons with Dis-
abilities within the existing regula-
tion. Filing date: October 25, 2010.
Effective date: November 11, 2010.
See N.Y. Register November 10, 2010.

Correction of an Inaccurate Address
in Existing Regulation

Notice of adoption. The Office of
Mental Health amended Part 510 of
Title 14 NYCRR to correct the address
of the Department of State, Com-
mittee on Open Government. Filing
date: October 25, 2010. Effective date:
November 11, 2010. See N.Y. Register
November 10, 2010.

Certified Home Health Agency
Program

Notice of adoption. The Depart-
ment of Health amended section
505.23 of Title 18 NYCRR to repeal
provisions of the Department’s home
health services regulations that are

obsolete due to
expired statu-
tory author-

ity. Filing date:
November 2,
2010. Effective
date: November
17,2010. See
N.Y. Register

November 17, 2010.

Public Water Systems

Notice of proposed rulemak-
ing. The Department of Health gave
notice of its intent to amend Subpart
5-1 of Title 10 NYCRR to incorpo-
rate mandatory regulations (federal
Ground Water Rule) to increase pro-
tection against microbial pathogens
in ground water. See N.Y. Register
November 17, 2010.

Mt. Sinai-Queens Merged Rates

Notice of emergency rulemaking.
The Department of Health amended
section 86-1.31 of Title 10 NYCRR
to no longer require that a merger,
acquisition or consolidation needs to
occur on or after the year the rate is
based upon. Filing date: December
2,2010. Effective date: December 2,
2010. See N.Y. Register December 22,
2010.

Hospital Minimum Standards and
Appropriateness Review

Notice of adoption. The Depart-
ment of Health amended sections
405.6, 405.7, 405.19 and 708.5 of Title
10 NYCRR to decrease the look-back
period for credentialing from 10 to
5 years and to extend the physician
coverage time for EDs from 20 to 30
minutes. Filing date: July 12, 2010.
Effective date: December 22, 2010. See
N.Y. Register December 22, 2010.

Post-Anesthesia Evaluations at
Free-Standing and Hospital Off-Site
Ambulatory Surgery Centers (ASCs)

Notice of adoption. The Depart-
ment of Health amended section
755.6 of Title 10 NYCRR to authorize
those individuals who can adminis-

ter anesthesia in Free-Standing and
Hospital Off-Site ASCs to do post
anesthesia evaluations. Filing date:
December 14, 2010. Effective date:
December 29, 2010. See N.Y. Register
December 29, 2010.

Standards of Construction for
Health Care Facilities

Notice of adoption. The Depart-
ment of Health amended Parts 711,
712,713,714, 715 and 716 of Title 10
NYCRR to update and clarify con-
struction and physical environment
standards for hospital, nursing home
and certain ambulatory care facilities.
Filing date: December 14, 2010. Effec-
tive date: December 29, 2010. See N.Y.
Register December 29, 2010.

NYS Newborn Screening Panel

Notice of emergency rulemaking.
The Department of Health amended
section 69-1.2 of Title 10 NYCRR to
add Severe Combined Immunode-
ficiency (SCID) to NYS Newborn
Screening Panel. Filing date: Decem-
ber 16, 2010. Effective date: December
16, 2010. See N.Y. Register January 5,
2011.

Audited Financial Statements

Notice of emergency rulemaking.
The Insurance Department repealed
Part 89; and added Part 89 (Regula-
tion 118) to Title 11 NYCRR to imple-
ment provisions of Insurance Law
Section 307(b), and add provisions
required pursuant to the federal Sar-
banes-Oxley Act of 2002. Filing date:
December 17, 2010. Effective date:
December 17, 2010. See N.Y. Register
January 5, 2011.

Potentially Preventable
Readmissions

Notice of emergency rulemaking.
The Department of Health amended
section 86-1.37 of Title 10 NYCRR to
implement a revised reimbursement
policy related to hospital readmis-
sions that are determined to be
potentially preventable. Filing date:
December 28, 2010. Effective date:
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December 28, 2010. See N.Y. Register
January 12, 2011.

Cost of Examinations—Medicaid

Notice of proposed rulemaking.
The Department of Health gave no-
tice of its intent, through a consensus
rulemaking, to amend section 360-5.5
of Title 18 NYCRR to change citation
referenced within existing regulation.
See N.Y. Register January 12, 2011.

Financial Statement Filings
and Accounting Practices and
Procedures

Notice of proposed rulemak-
ing. The Insurance Department gave
notice of its intent to amend Part 83
(Regulation 172) of Title 11 NYCRR to
update the regulation to conform to
NAIC guidelines, statutory amend-
ments, and to clarify existing provi-
sions. See N.Y. Register January 12,
2011.

Minimum Standards for the
Form, Content and Sale of Health
Insurance, Including Full and Fair
Disclosure

Notice of proposed rulemak-
ing. The Insurance Department gave
notice of its intent to amend Part 52 of
Title 11 NYCRR to establish standards
for an internal appeal procedure for
longterm care insurance. See N.Y.
Register January 12, 2011.

Distributions from the Health Care
Initiatives Pool for Poison Control
Center Operations

Notice of emergency rulemaking.
The Department of Health amended
section 68.6 of Title 10 NYCRR to
revise the methodology for distribut-
ing HCRA grant funding to Regional
Poison Control Centers (RPCCs). Fil-
ing date: December 31, 2010. Effective

date: January 1, 2011. See N.Y. Regis-
ter January 19, 2011.

Hospital Inpatient Reimbursement

Notice of emergency rulemaking.
The Department of Health amended
Subpart 86-1 of Title 10 NYCRR to
modify current reimbursement for
hospital inpatient services due to the
implementation of APR DRGs and
rebasing of hospital inpatient rates.
Filing date: January 18, 2011. Effec-
tive date: January 18, 2011. See N.Y.
Register February 2, 2011.

Chemical Analyses of Blood, Urine,
Breath or Saliva for Alcoholic
Content

Notice of emergency rulemaking.
The Department of Health amended
Part 59 of Title 10 NYCRR to update
technical standards for blood and
breath alcohol testing conducted by
law enforcement. Filing date: January
18, 2011. Effective date: January 18,
2011. See N.Y. Register February 2,
2011.

Standards Pertaining to Payment
for Hospitals Licensed by the Office
of Mental Health

Notice of adoption. The Insur-
ance Department amended Part 574
of Title 14 NYCRR to make minor
technical corrections to existing
regulation and use “person-first” lan-
guage. Filing date: January 13, 2011.
Effective date: February 2, 2011. See
N.Y. Register February 2, 2011.

Medical Assistance Rates of
Payment for Residential Treatment
Facilities for Children and Youth

Notice of adoption. The Office
of Mental Health amended Part 578
of Title 14 NYCRR to carve out the
cost of eligible pharmaceuticals from

the per diem reimbursement rate
for Residential Treatment Facilities.
Filing date: January 12, 2011. Effec-
tive date: February 2, 2011. See N.Y.
Register February 2, 2011.

Ambulatory Patient Groups (APGSs)
Payment Methodology

Notice of adoption. The Depart-
ment of Health amended Subpart
86-8 of Title 10 NYCRR to refine the
APG payment methodology imple-
mented on December 1, 2008, which
gives reimbursements for certain
ambulatory care fee for service medi-
cal services. Filing date: December 21,
2010. Effective date: January 5, 2011.
See N.Y. Register January 5, 2011.

Notice of emergency rulemaking.
The Department of Health amended
Subpart 86-8 of Title 10 NYCRR to re-
fine the APG payment methodology
to update the APG weights at least
once a year as required by regulation.
Filing date: December 31, 2010. Ef-
fective date: January 1, 2011. See N.Y.
Register January 19, 2011.

Francis J. Serbaroli is a share-
holder in the Health & FDA Busi-
ness Group of Greenberg Traurig’s
New York office. He is the former
Vice Chairman of the New York
State Public Health Council, writes
the “Health Law” column for the
New York Law Journal, and is the
Chair-Elect of the New York State
Bar Association’s Health Law Sec-
tion. The assistance of Whitney M.
Phelps and Caroline B. Brancatella
of Greenberg Traurig’s Health and
FDA Business Group in compil-
ing this summary is gratefully
acknowledged.
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New York State Fraud, Abuse and Compliance

Developments
Edited By Melissa M. Zambri

New York State Department of MFCU inves- the structure and implementa-
Health OMIG Audit Decisions tigation led to tion of a provider’s compli-
; the arrest of the ance program. Providers are
Compiled by Eugene M. Laks Prog
P! yEug husband and questioned about each of the

¢ Episcopal Residential Health
Care Facility, Inc. (DOH ad-
ministrative hearing decision
dated November 12, 2010, John
Harris Terepka, Administrative
Law Judge). In a decision on
submissions without a hearing,
the Administrative Law Judge
sustained an audit adjustment
to the facility’s mortgage inter-
est expense reimbursement for
2005 based on receipt by the
facility in the 2003 base year
of a return of a portion of its
mortgage debt reserve funds.
The mortgage had been sold by
the Dormitory Authority to a
private entity.

® West Midtown Medical Group,
Inc. (DOH administrative
hearing decision dated Novem-
ber 19, 2010, James F. Horan,
Administrative Law Judge). In
this case, the ALJ sustained the
OMIG determination that the
provider failed to file a timely
notice of appeal from the final
audit report. 18 NYCRR § 519.7
requires that a request for a
hearing be filed within sixty
days from receipt of the final
audit report. The right to an
administrative hearing was
therefore waived.

New York State Attorney
General Press Releases

Compiled by Charles Z. Feldman

* Owners of Pharmacy Arrested
for Allegedly Operating Queens
Pharmacy Without a Licensed
Pharmacist and Dispensing
Medications That Were Not
Purchased. A joint OMIG and

wife owners of
an Ozone Park
pharmacy. The
investigation
found that the
pharmacy billed
Medicaid during the period

of time when the supervising
pharmacist was on extended
sick leave. Neither of the
owners were licensed pharma-
cists. MFCU also conducted
an inventory audit covering

a four year period which led
to charges that the pharmacy
billed Medicaid $846,000 more
than the amount of drugs

it purchased from licensed
wholesalers. The individuals
were charged with a class D
and two class E felonies.

New York State Office of the
Medicaid Inspector General
Update

Compiled by Marie A. Butchello
and Charles Z. Feldman

e OMIG 2010-2011 Work Plan—
available on OMIG website.

¢ Electronic Health Records
(EHR) Incentive Program—
links and information specific
to eligible providers, registra-
tion and incentive payments
under the program available on
OMIG website.

® Provider Compliance Assess-
ment Tool—allows providers
to evaluate their compliance
programs—available on OMIG
website. The tool consists of
a ten page questionnaire that
seeks information regarding

eight elements required by
statute and the corresponding
regulations and other compli-
ance requirements. The related
Compliance Alert makes clear
that the self assessment tool
does not ascertain the effective-
ness of a provider’s compliance
program, rather it confirms if
the provider has established
the framework for an effective
compliance program. Provid-
ers are urged to use the tool to
determine in what areas their
plans may be lacking, and are
encouraged to share the results
with their senior management.

* OMIG has commenced issuing

periodic Compliance Alerts.

To date, three alerts have been
issued and are available for
review on OMIG’s website:

1) 2010-02: Effectiveness of
Medicaid Provider’s Compli-
ance Program; 2) 2010-03: Self-
Disclosures; 3) 2011-01: Annual
Certification 2010.

* OMIG Compliance Webinar

#5: Evaluating Effectiveness of
Compliance Programs—No-
vember 17, 2010—Still Avail-
able on OMIG website.

e Joint Release—Manhattan

District Attorney Vance An-
nounces Indictment of Manhat-
tan Pharmacist on Charges that
He Fraudulently Billed Medic-
aid More Than $1.8 Million for
Prescription Drugs That Were
Never Dispensed for the Period
April 2009 Through March
2010—November 4, 2010.
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* OMIG Compliance Webinar
#4: Provider and Third-Party
Payer Obligations: Medicaid
Third-Party Billing, Payment
and Enforcement — October
20, 2010—S5till Available on
OMIG Website—covered the
responsibilities of health care
providers under the third-party
liability laws and the effect
of Section 6402 of the Patient
Protection and Affordable
Care Act (PPACA) on provid-
ers’ and payers’ third-party
responsibilities.

* OMIG Compliance Webinar
#3: Self-Disclosure by Medic-
aid Providers—September 14,
2010—S5till Available on OMIG
Website — covered self-disclo-
sure guidance issued to provid-
ers in March 2009, as well as
mandatory disclosure require-
ments under the Patient Protec-
tion and Affordable Care Act
(PPACA) and implications for
providers who fail to disclose
identified overpayments.

® 2009 Annual Report

Corporate Integrity Agreements
with the New York State Office
of the Medicaid Inspector
General

* Young Adult Institute, Inc.
(“YAI”"—1/14/11 - Office for

People with Developmental
Disabilities). YAI entered into a
Corporate Integrity Agreement
to settle allegations of Medicaid
fraud. The allegations centered
around YAI’s bookkeeping
practices that allegedly improp-
erly shifted expenses and losses
in order to support requests for
appeals and price adjustments
to Medicaid. OMIG alleges

that YAI improperly submitted
these false and/or inaccurate
fiscal reports to Medicaid. To
settle investigations brought

by OMIG, MFCU, and the DOJ,
YAI agreed to comprehensive
compliance requirements.

In addition to certifying that

it would adopt a plan that
fulfills the statutory require-
ments of New York State Law,
YALI agreed to retain an inde-
pendent review organization
(IRO) to ensure that YAI has

an effective and sustainable
compliance program. The IRO
will audit the effectiveness of
YAI's compliance plan, and
will present an annual report
directly to OMIG. YAI also
agreed to adopt comprehensive
corporate integrity obligations
and agreed to certify that its fis-
cal reports and annual reports
are produced in adherence with
certain compliance procedures
and regulatory requirements.

HeaLTH LAW SECTION

Ms. Zambri is a partner in the
Albany Office of Hiscock & Barclay,
LLP and a member of the Firm's
Health Care and Human Services
Practice Area, focusing her practice
on enterprise development and
regulatory guidance for the health
care industry. She is also an Adjunct
Professor of Management at the
Graduate College of Union Uni-
versity, teaching Legal Aspects of
Health Care.

Mr. Laks is Of Counsel to His-
cock & Barclay, LLP in its Albany
Office, focusing his practice on
health care reimbursement, health
care networks and affiliations, man-
aged care law, and federal and state
statutory and regulatory compliance.

Mr. Feldman is an associate
in the Albany Office of Hiscock &
Barclay, LLP, practicing in the areas
of health care compliance and civil
litigation, including professional
malpractice and personal and prem-
ises liability.

Ms. Butchello is an associate
in the Buffalo Office of Hiscock &
Barclay, LLP, practicing in the Firm’s
Health Care & Human Services Prac-
tice Area. She focuses her practice
on counseling a variety of health
care providers with respect to regu-
latory compliance, fraud and abuse,
governmental audits and investiga-
tions and transactional matters.
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In the Journals
Compiled by Melissa Ann Dizon and Nicholas A. Battaglia

® 2010 OMIG Reform Legislation:
“Wait'll Next Year,” Brian T.
McGovern, 15 NYS Bar Assn.
Health L.J. 34 (Fall 2010).

e 2011 Starts the Countdown to
HIPAA 2012: 5010 and ICD 10,
Judy 1. Veazie, 24 No. 8 Health
Care Collector 8 (January 2011).

e A Novel Approach to Determining
Best Medical Practices: Looking
at the Evidence, John Tucker, 10.
Hous. H. Health L. & Pol’y 147
(2010).

e A Physician Becomes an Attorney
with a Little Advice: A Case Study,
R. Sam Hoover, 19 Annals
Health L. 43 (2010).

* A Proposed Evidentiary Privilege
for Medical Checklists, Carol
Brass, 2010 Colum. Bus. L. Rev.
835 (2010).

e A Reasonable Time, Place and
Manner Restriction: Medicare Re-
imbursement Law Should Require
Pharmacists to Fill Prescriptions
Regardless of Personal Belief, Di-
ana Snyder, 36 Am. J.L. & Med.
652 (2010).

* Addressing Excluded Persons in
Medicaid Employment, Ordering
and Contracting, NYS Office of
Medicaid Inspector General, 15
NYS Bar Assn. Health L.J. 53
(Fall 2010).

o An Age-old Dilemma: Mandated
Administration of Psychotropic
Medication for Wards, Alyson J.
Berman-Lonardo, 26 Touro L.
Rev. 709 (2010).

 Analyzing the Impact of the New
Health Care Reform Legislation
on Older Americans, Richard L.
Kaplan, 18 Elder L. J. 213 (2011).

o Autism in the U.S.: Social Move-
ment and Legal Change, Daniela
Caruso, 36 Am. J.L.. & Med. 483
(2010).

e Can We Handle the Truth? Legal
Fictions in the Determination of
Death, Seema K. Shah & Frank-
lin G. Miller, 36 Am. J.L. & Med.
540 (2010).

o Combating Obesity: Our Coun-
try’s Need for a National Standard
to Replace the Growing Patchwork
of Local Menu Labeling Laws,
Ashley Arthur, 7 Ind. Health L.
Rev. 305 (2010).

o Competition Policy in Health Care
in an Era of Reform, Max Huff-
man, 7 Ind. Health L. Rev. 225
(2010).

e Confidentiality of Alcohol and
Other Drug Abuse Treatment
Information for Emergency Depart-
ment and Trauma Center Patients,
Richard C. Boldt, 20 Health
Matrix 387 (2010).

e Contraception, Abortion, and
Health Care Reform: Finding Ap-
propriate Moral Ground, Dena S.
Davis, 29 M.S.C.L.R. 379 (2010).

e Developing Immunity: The Chal-
lenges in Mandating Vaccinations
in the Wake of a Biological Terrorist
Attack, Lea Ann Fracasso, 13 De-
Paul J. Health Care L. 1 (2010).

* “Doctor, I'm Pregnant and
Fifteen—I Can’t Tell My Parents—
Please Help Me”: Minor Consent,
Reproductive Rights, and Ethical
Principles for Physicians, Dean J.
Haas, 86 N.D. L. Rev. 63 (2010).

® Doctor-Patient Communication:
Some Suggestions From a Plain-
tiff’s Trial Lawyer, Curt N. Rodin,
19 Annals Health L. 179 (2010).

* Drug Advertising, Continuing
Medical Education, and Physician
Prescribing: A Historical Review
and Reform Proposal, Marc A.
Rodwin, 38 J.L. Med. & Ethics
807 (Winter 2010).

e Educational Stability for Children
in Foster Care, Cara Chambers
and Erika Palmer, 26 Touro L.
Rev. 1103 (2011).

Electronic Signature Act Permits
Online Registration for Organ and
Tissue Donation, Wendy J. Luftig,
15 NYS Bar Assn. Health L.J. 52
(Fall 2010).

Embryonic Stem Cell-Based
Therapeutics: Balancing Scientific
Process and Bioethics, Ronald
Chester and Robert Sackstein,
20 Health Matrix 203 (2010).

Embryonic Stem Cells: Marrow

of the Dickey Matter, Shannon
McGuire, 11 J. High Tech. L. 160
(2010).

Emerging and Transitioning Coun-
tries” Role in Global Health, Jen-
nifer P. Ruger & Nora Y. Ng, 3
St. Louis U. J. Health L. & Pol’y
253 (2010).

Ending Genetic Monopolies: How
the Trips Agreement’s Failure to
Exclude Gene Patents Thwarts
Innovation and Hurts Consumers
Worldwide, Cydney A. Fowler,
25 Am. U. Int'l1 L. Rev. 1073
(2010).

Extreme Pricing of Hospital Care
for the Uninsured: New Jersey’s
Response and the Likely Results,
Tamara R. Coley, 34 Seton Hall
Legis. J. 275 (2010).

Fighting Fire with Fire: Reforming
the Health Care System Through a
Market-Based Approach to Medical
Tourism, Heather T. Williams, 89
N.C. L. Rev. 607 (January 2011).

Financial Exploitation of the Elder-
ly: Impact on Medicaid Eligibility,
Donald D. Vanarelli, 6 NAELA
J. 39 (2010).

Follow-On Biologics Legislation:
Striking a Balance Between In-
novation and Affordability, Brian
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R. Bouggy, 7 Ind. Health L. Rev.
367 (2010).

Governance and Biosecurity:
Strengthening Security and Over-
sight of the Nation’s Biological
Agent Laboratories, Michael
Greenberger, Talley Kovacs,

& Marita Mike, 13 DePaul J.
Health Care L. 77 (2010).

Government-Sponsored Reinsur-
ance, Mark A. Hall, 19 Ann.
Health L. 465 (Spring 2010).

Growth Interrupted: Nontherapeu-
tic Growth Attenuation, Parental
Medical Decision Making, and

the Profoundly Developmentally
Disabled Child’s Right to Bodily
Integrity, Mary Koll, 2010 U. I1L
L. Rev. 225 (2010).

Health Benefits of Legal Services
for Criminalized Populations: The
Case of People Who Use Drugs,
Sex Workers and Sexual and Gen-
der Minorities, Joanne Csete &
Jonathan Cohen, 38 J.L.. Med. &
Ethics 816 (Winter 2010).

Health Care Reform & The Miss-
ing Voice of Complementary and
Alternative Medicine, Gwendolyn
R. Majette, 10 Hous. J. Health L.
& Pol’y 35 (2010).

Helping Clients at the Intersection
of Law and Medicine, Amy Kenn,
33-FEB Pa. Law. 38 (January/
February 2011).

How Bioethics Can Enrich Medi-
cal-Legal Collaborations, Amy T.
Campbell, Jay Sicklick, Paula
Galowitz, Ranye Retkin & Stew-
art B. Fleishman, 38 J.L. Med. &
Ethics 847 (Winter 2010).

How Old is Too Old?: The Need
for Federal Regulation Imposing a
Maximum Age Limit on Women
Seeking Infertility Treatments,
Melissa Reynolds, 7 Ind. Health
L. Rev. 277 (2010).

How to Claim a Gene: Application
of the Patent Disclosure Require-
ments to Genetic Sequences,
Patrick Brian Giles, 27 Ga. St. U.
L. Rev. 695 (2011).

® Human Embryonic Stem Cell
Research and Surplus Embryos:
A Moral Argument, Malosack
Berjis, 29 Miss. C. L. Rev. 427
(2010).

e | Saw the Sign: The New Federal
Menu-Labeling Law and Lessons
from Local Experience, Michelle 1.
Banker, 65 Food & Drug L.J. 901
(2010).

e Ignoring it Will Not Make it Go
Away: Guidelines for Statutory
Regqulation of Physician-Assisted
Death, Emily R. Mason, 45 New
Eng. L. Rev. 139 (2010).

e Impact of Legal Culture and Legal
Transplants on the Evolution of the
U.S. Legal System, Louis F. del
Duca and Alain A. Levasseur, 58
Am.]J. Comp. L. 1 (2010).

o [mperfect Remedies: Legislative Ef-
forts to Prevent Genetic Discrimi-
nation, Timothy J. Aspinwall, 19
Annals Health L. 121 (2010).

e Improve Revenue Cycle By Taking
Patient’s Perspective, April Lang-
ford, Lyda Dye, Jessica Morseco,
and Donald C. Riefner, 20 No. 4
Healthcare Registration 3 (Janu-
ary 2011).

e [mproving the Quality of Hospital
Care, Jesse McCormick, 15 Geo.
Pub. Pol’y Rev. 9 (2009-2010).

o Insuring Against Infertility: Ex-
panding State Infertility Mandates
to Include Fertility Preservation
Technology for Cancer Patients,
Daniel Basco, Lisa Campo-En-
gelstein & Sarah Rodriguez, 38
J.L. Med. & Ethics 832 (Winter
2010).

o Interest-Based Mediation of Medi-
cal Malpractice Lawsuits: A Route
to Improved Patient Safety?, Chris
Stern Hyman, Carol B. Liebman,
Clyde B. Schechter, William M.
Sage, 35 J. Health Pols. Pol'y &
Law 797 (2010).

e Intimate Partner Violence During
Pregnancy: Exploring the Efficacy
of a Mandatory Reporting Statute,
10 Hous. ]. Health L. & Pol’y 63
(2010).

e [t Senator Grassley Our Savior?:
The Crusade Against “Charitable”
Hospitals Attacking Patients for
Unpaid Bills, Amanda W. Thai,
96 Iowa L. Rev. 761 (January
2011).

e Joint Commission MS.01.01.01:
A Golden Opportunity for Physi-
cian to “Level the Playing Field”
at Intra-Hospital Hearings, David
A. Zarett and Craig D. Bloom,
15 NYS Bar Assn. Health L. J. 50
(Fall 2010).

e Lawyers Who Break the Law:
What Congress Can do to Prevent
Mental Health Patient Advocates
from Violating Federal Legislation,
Amanda Peters, 89 Or. L. Rev.
133 (2010).

e Limits on Hard-to-Reproduce
Inventions: Process Elements and
Biotechnology’s Compliance with
the Enablement Requirement,
Dmitry Karshetdt, 3 Hastings
Sci. & Tech. L.J. 109 (2011).

e Lines of Communication: Advances
in Stem Cell Policy, Dena Davis,
23 ].L. & Health 29 (2010).

* Managed Care in a Low-Resource
Economy—The Nigerian Experi-
ence, Aimalohi E. Akporiaye, 19
Annals Health L. 147 (2010).

® Media Framing and Political
Advertising in the Patients’ Bill of
Rights Debate, Aaron Rabinow-
itz, 35 J. Health Pols. Pol’y &
Law 771 (2010).

® Medical Research Regulation After
More Than Twenty-five Years: Old
Problems, New Challenges, and
Regulatory Imbalance, Richard S.
Saver, 19 Annals Health L. 223
(2010).

o Minute Medicine: Examining
Retail Clinic Legal Issues and
Legislative Challenges, Aaron
Hoffmann, 20 Health Matrix 467
(2010).

* Moving Upstream: The Merits of
a Public Health Law Approach to
Human Trafficking, Jonathan To-
dres, 89 N.C. L. Rev. 447 (Janu-
ary 2011).
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* My Doctor Made Me Crazy: Can
a Medical-Malpractice Plaintiff
Allege Psychological Damages
Without Making Credibility the
Issue?, Brendan T. Beery, 27 T.M.
Cooley L. Rev. 321 (2010).

* Negligence, Medical Malpractice,
Vicarious Liability, or Patient
Responsibility: Who Should Pay
When a Patient Contracts MRSA
from a Healthcare Facility?, Beth
A. Barnes, 7 Ind. Health L. Rev.
335 (2010).

* Never Say Never: “Never Events”
in Medicare, John Crist, 20
Health Matrix 437 (2010).

e New York’s New Council on Public
Health and Planning, Francis
J. Serbaroli, 15 NYS Bar Assn.
Health L. J. 47 (Fall 2010).

e Other People’s Lives: Reflections on
Medicine, Ethics, and Euthanasia,
Richard Fenigsen, 26 Issues L. &
Med. 33 (2010).

* Parents Super-Sizing Their
Children: Criminalizing and
Prosecuting the Rising Incidence of
Childhood Obesity as Child Abuse,
Cheryl George, 13 DePaul J.
Health Care L. 33 (2010).

e Patient Data: Property, Privacy
& The Public Interest, Marc A.
Rodwin, 36 Am. J.L. & Med. 586
(2010).

* Payment and Delivery Sys-
tem Reform—An Excerpt from
Implementing Federal Health
Care Reform: A Roadmap for New
York State, Prepared for the NY
Health Foundation by Patricia
Boozang, Melinda Dutton, Alice
Lam and Deborah Bachrach, 15
NYS Bar Assn. Health L.J. 25
(Fall 2010).

* Personalized Medicine and Rescu-
ing “Unsafe” Drugs with Pharma-
cogenomics: A Regulatory Perspec-
tive, Matthew Avery, 65 Food &
Drug L.J. 37 (2010).

* Preemption and the Public Health:
How Wyeth v. Levine Stands to

Change the Ways in Which We
Implement Health Policy, Shane
Levesque, 3 St. Louis U. J.
Health L. & Pol’y 307 (2010).

Prometheus and Bilski: Pushing
the Bounds of Patentable Subject
Matter in Medical Diagnostic
Techniques with the Machine-or-
Transformation Test, Stephen
Pessagno, 36 Am. ].L. & Med.
619 (2010).

Rand Institute for Civil Justice
Report on the Abuse of Medical
Diagnostic Practices in Mass Tort
Litigation: Lessons Learned from
the “Phantom” Silica Epidemic
that May Deter Litigation Screen-
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For Your Information

By Claudia Torrey

On January 10, 2011, the final rule
to implement Title II of the Genetic
Information Nondiscrimination Act
of 2008 (“GINA”) became effective.l
Title II of GINA protects job appli-
cants, current and former employees,
labor union members, apprentices,
and trainees from discrimination
based on their genetic information;
enforcement and governance of
GINA is under the federal Equal Em-
ployment Opportunity Commission.?

Several items are of particular
interest in GINA—Title II:

1. Safe Harbor Language (29
CFR 1635.8(b)(1)(i)(B)): The
final rule provides language
employers can use in medi-
cal inquiry forms, such as
“pre and post” offer medical
exams and “fitness-for-duty”
exams. By using the safe
harbor language, employers
avoid liability under GINA if
they receive protected genetic
information in response to
the above mentioned inqui-
ries within the context of an
otherwise lawful request for
medical information.

2. Wellness Programs (29 CFR

1635.8(b)(2)): Employers may
not offer a financial induce-
ment to employees for genetic
information in connection
with voluntary wellness
programs and the health (risk)
assessments attached to such
programs. Financial offers in
these situations can be ex-
tended regarding questions
about family medical history
or other genetic information if
(a): the assessment specifically
identifies which questions re-
quest genetic information; and
(b): clear language is utilized
that would reasonably likely
be understood by those com-
pleting the assessment that the
questions are optional, and the
financial reward will be pro-
vided to employees whether
or not they complete that por-
tion of the health assessment.

. Social Media Situations (29

CFR 1635.8(b)(4)): In a nut-
shell, if employers obtain
protected genetic information
“inadvertently” they have not

Request for Articles

Robert N. Swidler
Northeast Health
2212 Burdett Avenue
Troy, NY 12180

(518) 271-5027

information.

If you have written an article you would like considered for
publication, or have an idea for one, please contact the
Health Law Journal Editor:

swidlerr@nehealth.com

Articles should be submitted in electronic document
format (pdfs are NOT acceptable), along with biographical

violated GINA (ex.: a Google
search just by using the em-
ployee’s name; information
from a Facebook or LinkedIn
page via valid permission,
etc.); however; performing

an intentional search that is
likely to yield genetic informa-
tion is not permissible!

While the final rule does not
deviate greatly from the proposed
regulations, it contains information
that your employer clients need to
know.

Endnotes

1. 29 CFR Part 1635 (2011); see also Vol.
75, No.216 Federal Register 68912-68939
(November 9, 2010).

2. Infra.; Title I of GINA concerns health
plans sponsored by private employers,
unions, and insurance issuers of
Medigap, group, and/or individual
health insurance.

Claudia Torrey, Esq. is a Charter
Member of the Health Law Section
and a Sustaining Member of the
New York State Bar Association.
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IMPLEMENTING THE FAMILY HEALTH CARE DECISIONS ACT

Implementing the Family Health Care Decisions Act:
Introduction to the Special Edition

By Richard N. Gottfried

The enactment of the
Family Health Care Decisions
Act was an historic, long-
overdue, and important step
forward for health law in
New York. The long legisla-
tive process was tortuous—
and torturous. However,
New Yorkers can be proud of
many aspects of that process.

First, the bill was the
work product of an extraor-
dinary New York institution,
the Task Force on Life and the Law, created in 1985 by
then-Governor Mario Cuomo. Made up of diverse and
thoughtful leaders with a superb staff, the Task Force has
wrestled with a variety of complex difficult issues and
produced a series of scholarly reports and well-drafted
legislative proposals, most of which have been enacted
into law.

Second, the legislative struggle was at all times a
dispute grounded in firm beliefs about moral issues and
the best interests of New York patients. This was not a
fight about special interests trying to feather their nests.
Ultimately, the bill prevailed because an extraordinarily
broad coalition of health care providers, patient advo-
cates, religious groups, and legal organizations—particu-
larly the New York State Bar Association—never relented.
Several individuals—especially Tracy Miller, Barbara
Shack, Carl Coleman and Robert Swidler—worked in the
finest traditions of individuals in a democracy.

You read that everything in Albany is run by “three
men in a room.” I can assure you that if my workplace
bore any resemblance to that caricature, I would have left
many years ago to do something else. One demonstration

of the untruth of that caricature is the effort to enact the
FHCDA. If “three men in a room” in fact ran Albany, the
bill would have become law a long time ago.

The work on this issue continues.

We are working to amend the law to cover health care
decisions outside hospitals and nursing homes, starting
with decisions about hospice care. Ultimately, it should
be amended to apply to all health care decisions in all set-
tings. The law is complicated because it deals with a vari-
ety of circumstances and reflects thoughtful hard-fought
compromises. As a result, expanding it beyond hospital
and nursing home settings is complicated.

The next step is to review the situation relating to
patients with mental illness and with developmental
disabilities. Currently, they are covered by a separate
statute enacted in 2002. I believe there is a strong case for
bringing them within the FHCDA. The FHCDA includes
a provision directing the Task Force on Life and the Law
to study this issue, in consultation with representatives of
the affected community, and develop recommendations.

It is important that legal practitioners in the field, as
well as health care providers and family members, let us
in the Legislature know how the law is working and what
changes are needed. It was people in the field who helped
get the FHCDA drafted and enacted. Their continued in-
volvement will be essential to making sure it works well.

This issue of the Health Law Journal will help people
understand the new law and help advance the effort to
improve it.

Richard N. Gottfried is the Chair of the New York
State Assembly Committee on Health.
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IMPLEMENTING THE FAMILY HEALTH CARE DECISIONS ACT

Frequently Asked Questions About the
Family Health Care Decisions Act’

Editorial Board, New York State Bar Association Family Health Care Decisions Act Information Center

Introduction

This FAQ Section was prepared by, and will be
maintained by, the FHCDA Information Center Editorial
Board. The Editorial Board Members are:

e Kathy Faber-Langendoen, MD, Medical Alumni
Endowed Professor of Bioethics and Professor of
Medicine SUNY Upstate Medical University, Syra-
cuse, NY

¢ Jack P. Freer, MD, Professor of Medicine, Universi-
ty at Buffalo and Kaleida Health, Medical Director,
Ethics, Buffalo, NY

* Hon. Richard N. Gottfried, Chair, NYS Assembly
Health Committee

¢ Jonathan Karmel, Esq., Associate Counsel, NYS
Department of Health, Albany NY

* Deborah Korzenik, Esq., Senior Associate General
Counsel, Continuum Health Partners, Inc.

¢ Tracy E. Miller, Esq., Senior Member, Health Care
Group, Cadwalader, Wickersham & Taft LLP

e Salvatore J. Russo, Esq., General Counsel, NYC
Health and Hospitals Corporation, NYC

* Robert N. Swidler, Esq., General Counsel, North-
east Health, Troy NY (FAQ Page Editor)

Editorial Board members were jointly appointed by
the Chair of the NYS Bar Association Health Law Sec-
tion and Editor of the NYS Bar Association Health Law
Journal. Every entry has been reviewed and approved by
at least three Editorial Board Members (in addition to the
author of the entry).

Readers can propose FAQs or answers or both, or cri-
tique answers, through the FHCDA Listserve. See www.
nysba.org/fhcda.

FAQ answers reflect the personal viewpoints of the
Editorial Board members who approved those items.
They are not the official position of NYSBA, or any
governmental entity, or the organizations that the Edito-
rial Board members are affiliated with. FAQ answers are
offered for the independent and critical consideration by
the reader, and should not be regarded as legal advice.

Contents

L. Definitions (§ 2994-a)

I1. Applicability; priority of certain other surro-
gate decision-making laws and regulations.
(§ 2994-b)

III. Determination of incapacity (§ 2994-c)

IV. Health care decisions for adult patients by
surrogates (§ 2994-d)
A. Identifying the surrogate
B. Authority of surrogate
C. Prior decision of adult patient
D. Decision-making standard

V. Health care decisions for minor patients

VL Health care decisions for adult patients with-

out surrogates. (§ 2994-g)
VIIL DNR Orders (PHL § 2994-1)

VIII.  Implementation and review of decisions

(§ 2994-k)
IX. Interinstitutional transfers (§ 2994-1)
X. Ethics review committees (§ 2994-m)

XI. Rights to be publicized (§ 2994-u)
XIL. Nonhospital DNR Orders (Chapter 8, § 21)

XIII. Orders Not to Resuscitate for Residents of
Mental Hygiene Facilities (Chapter 8, § 22)

XIV.  Health Care Proxy Law (Chapter 8, §§ 23-24)

XV. MHL Article 81 Guardianship Law (Chapter
8, §§ 23-24)

XVIL.  SCPA § 1750-b Guardianship (The Health
Care Decisions Act for Mentally Retarded
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IMPLEMENTING THE FAMILY HEALTH CARE DECISIONS ACT

I. Definitions (PHL § 2994-a)

1. Adult—The FHCDA defines “Adult” to mean

“any person who is eighteen years of age or older or
has married,” but the Health Care Proxy Law and other
laws also regard a person as an adult if the person is the
parent of a child. Why is the FHCDA definition of adult
different?

The Task Force that developed the FHCDA proposal

reasoned that just because a minor-—perhaps
even a 13- or 14-year-old—is the mother or father of a
child, does not mean that the minor has the capacity or
maturity to decide on their own about whether to forgo
life-sustaining treatment. Accordingly, the FHCDA does
not treat a minor parent as an “adult,” but rather as an
“emancipated minor.” As such, the minor can consent to
treatment on par with an adult, but a decision to forgo
life-sustaining treatment would require approval of an
Ethics Review Committee.

2. Attending physician—Can a resident be an
“attending physician” for purposes of the FHCDA?

Neither the Department of Health nor the State

Education Department has addressed this. But it
seems likely that a resident practicing under a limited
permit (Ed. Law § 6526) can act as an attending physician
for FHCDA purposes. It seems less likely that a resident
or intern practicing under a licensing exemption (Ed.
Law § 6528) can act as an attending physician for FHCDA
purposes.

3. Close friend—How does the FHCDA definition
differ from the definition in the former DNR Law?

The FHCDA simply requires the close friend to sign

a statement; the former DNR Law required the close
friend to sign an affidavit (i.e., a statement sworn before
a notary). Also, the FHCDA makes it clear that the term
could include a relative who is not close enough to be on
the surrogate list.

4. Domestic partner—Where did the definition of
“domestic partner” come from?

It is substantially similar to the definition that is in

PHL 4201, which gives the domestic partner of a
deceased person the right to make decisions regarding
disposition of the deceased person’s remains.

nutrition or hydration orally, without reliance on
edical treatment, is not health care under this article
and is not subject to this article.” What does “Providing
nutrition or hydration orally, without reliance on

QS. Health care—The definition says that “Providing
m

medical treatment” refer to, and what is the purpose of
the phrase?

The phrase “providing nutrition or hydration orally,

without reliance on medical treatment” simply refers
to feeding a patient, i.e., giving the patient food or drink
to swallow. So the FHCDA applies to surrogate decisions
regarding the provision of nutrition and hydration by
tubes placed in the patient’s nose, stomach, intestines or
arms; but it does not apply to decisions regarding giving
a patient food or drink to swallow.

6. Health or social service practitioner—

This definition includes certain licensed health
care professionals (i.e., a registered professional nurse,
nurse practitioner, physician, physician assistant,
psychologist or licensed clinical social worker) but only
if the professional is “acting within his or her scope of
practice.” A later section says that such professionals can
provide the required concurring determination regarding
a patient’s decisional capacity. Is that determination
within the scope of practice of such professionals?

The State Education Department Office of

Professions, in an informal response to this question
from the Department of Health, indicated any registered
professional nurse, nurse practitioner, psychologist or
licensed clinical social worker can concur (or not concur)
with an attending physician’s capacity determination
within their scope of practice. DOH has not yet issued a
statement regarding the scope of practice for physician
assistants. Note that hospitals and nursing homes must
adopt written policies identifying the training and
credentials of health or social services practitioners
qualified to provide concurring determinations in their
facilities. Also, just because something is within the scope
of practice, the practitioner is not necessarily competent
to do it

FHCDA definition of life-sustaining treatment
nclude the statement that “For the purpose of this
article, cardiopulmonary resuscitation is presumed to
be life-sustaining treatment without the necessity of a
determination by an attending physician”?

QI Life-sustaining treatment—Why does the
i

The FHCDA allows a surrogate to make decisions

about the withholding or withdrawal of life-
sustaining treatment. The statement about resuscitation
makes it clear that such authority includes the authority
to make decisions about the withholding or withdrawal
of resuscitation—that is, to consent to a do-not-resuscitate
order.
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Il. Applicability; Priority of Certain Other
Surrogate Decision-Making Laws and
Regulations (PHL § 2994-b)

1. Why does the FHCDA apply only in hospitals and
nursing homes?

The Legislature wanted to introduce this law in

institutional settings where there would be greater
oversight and safeguards. However, it recognized that
there is a need to authorize surrogate decision making
in other settings as well (e.g., PHL Article 40 hospice,
ambulatory surgery centers, clinics, doctor and dentist
offices, home care, etc.). It therefore directed the Task
Force on Life and the Law to study extending the
FHCDA to other settings and to make recommendations.
See NY Laws of 2010, Ch. 8 Section 28.1.

2. Would the FHCDA apply in an off-campus clinic
operated by a hospital?

Yes. An “extension clinic” is considered part of the
general hospital.

Surrogate’s Court Procedure Act (SCPA) Article 17-A
nd why does the FHCDA not apply to persons who have
such guardian?

QS. What is a court-appointed guardian under
a

SCPA Article 17-A creates a process for the court

appointment of a guardian for an adult with mental
retardation or with developmental disabilities that cause
similar intellectual impairments. Such guardian has
the authority to make health care decisions, including
decisions about life-sustaining treatment, under rules
and principles set forth in that article. There was
considerable debate about whether the FHCDA should
replace SCPA 17-A decision-making rules and principles,
and directing the guardian to follow the FHCDA
rules. The Legislature decided to let SCPA Article 17-A
rules and principles continue to apply for now, but it
directed the Task Force on Life and the Law to form a
subcommittee to study the matter further.

4. What is SCPA § 1750-b, and why does the FHCDA
not apply to persons described in that section for
decisions to withdrawal life-sustaining treatment?

SCPA § 1750-b is a section in SCPA Article 17-A that

allows a family member, close friend, or surrogate
decision-making panel, without being appointed as
guardian by the court, to make a decision about life-
sustaining treatment for a person with mental retardation
or a similar developmental disability who meets certain
clinical criteria.

While there was debate whether SCPA § 1750-b or
the FHCDA should apply to such decisions, the Legis-

lature decided to let SCPA Article § 1750-b continue to
apply. However, it directed the Task Force on Life and the
Law to form a subcommittee to recommend whether the
FHCDA rather than SCPA § 1750-b should apply to such
persons.

5. The FHDCA says that it does not apply when

consent to treatment is governed by “the mental
hygiene law or regulations of the office of mental health
or the office of mental retardation and developmental
disabilities OMRDD or OMH regulations” What are
those laws and regulations, and when would they ever
apply to a hospital or nursing home patient?

First, OMRDD recently changed its name to the

Office for Persons with Developmental Disabilities.
OPWDD regulations (14 NYCRR § 633.11) govern
surrogate consent to treatment for residents of OPWDD-
operated and licensed facilities. Such regulations would
continue to be applicable to a person who was removed
to a general hospital or nursing home for treatment, but
not discharged from such OPWDD-operated or licensed
facility.

OMH regulations (14 NYCRR § 27.9 and § 527.8) gov-
ern surrogate consent to treatment and objection to treat-
ment for patients of OMH-operated and licensed psychi-
atric hospitals and hospital units. Such regulations would
continue to be applicable to person who was removed to
a general hospital or nursing home for treatment, but not
discharged from such OMH operated or licensed psychi-
atric hospital or unit.

In contrast, with respect to a person who was admit-
ted to a hospital or nursing home from an OMH-licensed
community residence, consent or objection to treatment
would be based on the same principles that would ap-
ply to any other hospital patient. So if the patient lacked
decision-making capacity and did not have a health
care agent, the FHCDA would govern decisions for the
patient.

6. What role does a Mental Hygiene Law Article

80 Surrogate Decision Making Committee (SDMC)
have now that the FHCDA authorizes surrogate decision
making for hospital and nursing home patients?

MHL Article 80 and 14 NYCRR Part 710 authorize a
local SDMC to make treatment decisions for persons
with mental disabilities who reside or once resided in
an OPWDD, OMH or OASAS facility, or who receive or
once received certain OPWDD services, and do not have a
family member to make such decisions.

SPCA § 1750-b makes the SDMC the decision-maker
of last resort for persons with mental retardation and
certain other developmental disabilities for purposes of
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life-sustaining treatment decisions. As a result, the SDMC
is the surrogate of last resort for decisions to withdraw or
withhold life-sustaining treatment for hospital or nursing
home patients with mental retardation and certain other
development disabilities.

OPWDD surrogate decision-making regulations
make the SDMC the surrogate of last resort for residents
of OPWDD facilities. As a result, the SDMC is also the
surrogate of last resort for decisions to consent to treat-
ment for those hospital or nursing home patients for
whom OPWDD surrogate decision-making regulations

apply.

In addition, SDMC is available, but optional, to
provide consent to treatment for decisions in a hospital
or nursing home for an eligible person when OPWDD
regulations and SCPA § 1750-b do not apply.

Finally, the SDMC continues to have the same role
that it currently has for treatments provided outside of a
hospital or nursing home, for eligible persons.

Under 14 NYCRR Part 710, a SDMC for a person
with mental illness can refuse major medical treatment.
In some cases, this would be withholding life-sustaining
treatment.

7. It is very difficult to identify which surrogate

decision-making law applies to hospital or nursing
home patients who have developmental disabilities or
mental illness. Is there a chart that summarizes this,
perhaps with examples?

Yes. See the document “Surrogate Decision Making

for Patients With Mental Disabilities: A Chart of
Applicable Laws and Regulations,” which is linked to the
FHCDA Information Center website.

lll. Determination of Incapacity (§ 2994-c)

physician to “confirm the adult patient’s continued
ack of decision-making capacity before complying with
health care decisions made pursuant to this article,
other than those decisions made at or about the time
of the initial determination”; what does “confirm”
mean, and what does “at or about the time of the initial
determination” mean?

Ql. Why does this section require the attending
I

A patient’s ability to make decisions may fluctuate

from day to day, and a patient may be capable of
making some decisions and not others. Accordingly
the FHCDA requires the physician to “confirm” the
continued lack of capacity, if a surrogate continues to
make decisions on the patient’s behalf.

The FHCDA does not impose any standards with
respect to confirming incapacity or specify how the deter-

mination should be made. Presumably, the determination
will require reasonable steps under the circumstances: for
a patient who has been in a coma, or who has advanced
dementia, it may be as simple as a notation, “incapacity
confirmed.” For a patient whose capacity has been more
fluid, the physician should rely upon his or her judgment
about the steps needed to confirm incapacity, and docu-
ment the basis for the confirmation in the medical record.

“At or about the time” is a necessarily imprecise term,
and allows the attending physician to exercise judgment
about whether the last determination of incapacity was
recent enough to be reliable.

2. While the FHCDA allows a concurring

determination of incapacity to be made by a health
or social services practitioner, the Health Care Proxy
Law seems to still requires that a physician provide the
concurring determination. Is that correct, and is there a
reason for it?

That is correct, and while there might be some

rationale for the difference (e.g., the FHCDA has
other safeguards that the proxy law does not) it seems
that this is an instance where the proxy law should be
amended to “catch up” with the FHCDA standard for
concurring determinations.

3. Can the physicians make a determination of
capacity, without personally examining the patient,
e.g., over the phone?

Unlike the prior DNR Law, the FHCDA no longer
contains a “personal examination” requirement.
As a result the physician only needs to comply with
the applicable professional standard of care. In most
instances, that would require a personal examination, but
in limited circumstances it might not, such as when the
patient lacks capacity as a result of being unconscious.

IV. Health Care Decisions for Adult Patients by
Surrogates (§ 2994-d)

A. Identifying the Surrogate
Ql. Is the “surrogate” a court appointed position?

No. It is a person in the highest category on the

surrogate list who is available, willing and competent
to make decisions for the incapable patient, and is
identified when there is no health care agent.

decide about health care” pursuant to MHL Article
. Does that include a guardian appointed prior to the
date the FHCDA became effective?

QZ. The highest priority is “A guardian authorized to
81
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The FHCDA is not explicit about this, but the answer
in all likelihood is yes.

3. When the highest category is an adult son or

daughter, and there is more than one such person,
are they all surrogates? If not, then who chooses the
surrogate, and on what basis?

The FHCDA states that “one person” from the

list is the surrogate. While the FHCDA does not
specify who identifies the surrogate when more than
one person is in the highest category, it necessarily will
be the responsibility of the hospital or nursing home
to identify the surrogate. In most cases, this should be
resolved without difficulty—usually the adult sons
and daughters can agree upon the surrogate. In other
cases it will be apparent to the hospital staff that one of
the patient’s adult children is best able to speak of the
patient’s previous wishes and, if the patient’s wishes
are not known, the patient’s best interests. If there is a
dispute, efforts should be made to resolve it informally if
possible (e.g., through team meetings, ethics consultation
or medjiation or the hospital ethics process) or else
the matter should be referred to the Ethics Review
Committee.

4. What if someone lower down on the surrogate list

objects to the decision of the surrogate? How would
the hospital respond? For example, would the hospital
withdraw treatment from a patient despite objections by
the adult child because a domestic partner is higher in
priority than the adult child?

The hospital should first try to resolve the dispute

informally. If it cannot be resolved informally, the
hospital should refer the matter to the Ethics Review
Committee. If the higher priority person insists upon
the provision of life-sustaining treatment, the hospital
cannot discontinue such treatment without a court order.
In such proceeding, the court will consider whether the
surrogate is meeting his or her obligation to make health
care decisions in accordance with the patient’s wishes,
including the patient’s religious and moral beliefs; or
if the patient’s wishes are not reasonably known and
cannot with reasonable diligence be ascertained, in
accordance with the patient’s best interests.

If the surrogate directs the withdrawal or withhold-
ing of treatment but a lower priority person insists upon
the provision of treatment, the hospital generally should
seek judicial review before withdrawing or withholding
treatment, although it does not have a legal obligation
to do so. If the hospital decides to withdraw the treat-
ment in such circumstance, the hospital should notify the
objecting person so that such person could seek judicial
review if he or she were inclined to do so. In such pro-

ceeding, the court will consider the same issue described
above: whether the surrogate met his or her obligation to
make a decision based on the patient’s wishes if known,
or else best interests.

5. Would the following persons be considered

a brother or sister for purposes of the FHCDA
surrogate list: A half-brother or half-sister? A step-
brother or step-sister? A brother or sister by adoption?
Would a full brother or sister have priority over a half-
brother or half-sister?

A half-brother or half-sister would be considered a

brother or sister. A step-brother or step-sister would
not be considered a brother or sister. A brother or sister by
adoption would be considered a brother or sister.

or daughter: A step-son or daughter? An adopted son

Q& Would the following persons be considered a son
or daughter?

A step-son or step-daughter would not be considered

a son or daughter, unless the step-son or step-
daughter were adopted. An adopted son or daughter
would be considered a son or daughter.

7. What is the role of the designated representative
(NYCRR 415.10) in a nursing home? Is the designated
representative and surrogate one and the same?

The designated representative is a person (or

persons) designated in accordance with 10 NYCRR
415.2(f) to exercise certain rights on behalf of a nursing
home resident who lacks capacity. A person does not have
authority to make health care decisions for a resident by
virtue of being a designated representative. A surrogate
is the person identified in accordance with the FHCDA
to make health care decisions for a resident who lacks
capacity. The designated representative and the surrogate
will in many cases be the same individual, but they are
not necessarily the same individual.

B. Authority of Surrogate

to an HIV test under PHL § 2781 be obtained under

91. Can the surrogate consent on behalf of a patient
FHCDA?

AYes.

2. Can a surrogate consent to experimental
treatment?

Yes, although if the treatment is part of a study, and
therefore constitutes human subject research, other
considerations apply (see below).

NYSBA Health Law Journal | Spring 2011 | Vol. 16 | No. 1

25



IMPLEMENTING THE FAMILY HEALTH CARE DECISIONS ACT

3. Can the surrogate consent to enrolling the patient
in federally regulated human subject research?

Federal human subject research regulations allow

consent for incapable patients to be enrolled in
research protocols to be given by a “Legally Authorized
Representative. “ That term is defined in 45 CFR § 46.102
to include a person “authorized under applicable law to
consent on behalf of a prospective subject to the subject’s
participation in the procedure(s) involved in the research.
Thus the FHCDA would appear to give the surrogate
such authority in many cases, although the scope of that
authority is uncertain.

4. Is the surrogate the “personal representative” of
the patient under 45 CFR § 164.502(g)(1) (“HIPAA”)?

Yes, just as a health care agent under a health
care proxy is. If the patient lacks capacity, and the
surrogate is empowered to make health care decisions,

then the surrogate is the “personal representative” under
HIPAA.

5. Is the surrogate a “qualified person” under
PHL § 18?

No, not necessarily. But the surrogate has a right

and duty to be informed about the patient’s medical
condition, prognosis, diagnosis and the alternatives to the
proposed treatment as specified under FHCDA (PHL §
2994-d(3)(c)).

6. Does a surrogate’s decision remain valid even
after the patient is discharged from the hospital or
nursing home?

The FHCDA states that it applies only to decisions
regarding health care “provided in a hospital.”
PHL 2994-b.1. (The term “hospital” is defined to include

nursing homes as well). But it would be reasonable

to read the FHCDA as governing decisions regarding
care that is initially provided in the hospital, but
continues after discharge pursuant to the same consent.
Thus a surrogate could consent on behalf a hospital
patient to a course of chemotherapy that begins during
hospitalization. Or a surrogate could consent on behalf
of a hospital patient to elect hospice, with such hospice
services continuing after discharge.

Also, medical orders issued on the DOH-5003 or
DOH-3474 forms do not have to be re-issued in hospice,
but if the hospital or nursing home uses another form,
medical orders to withhold life-sustaining treatment must
be re-issued in hospice.

7. Can a surrogate consent to the patient’s discharge
from a hospital, and admission to a post-acute care
facility or program?

The FHCDA authorizes only surrogate decisions

regarding health care “provided in a hospital” or
nursing home. That would clearly include the decisions
regarding admission to and discharge from a hospital
or nursing home. But the FHCDA would appear not to
govern decisions to admit a patient into other post-acute
facilities or programs such as home care or assisted living.
Even so, such facilities and programs should be no less
willing to accept admission and financial decisions by
family members than they were before the FHCDA was
enacted.

8. Can a surrogate direct the discharge of a patient
against medical advice?

The surrogate can make any decision that the patient,

if capable, could have made, which could include
leaving against medical advice. However, the surrogate
is obligated to make decisions based on the patient’s
wishes if known, or else the patient’s best interests. So
a provider could seek to block a surrogate’s decision to
remove a patient if the decision was inconsistent with
that standard. Moreover, if the discharge involved the
withdrawal or withholding of life-sustaining treatment,
the provider could also oppose the discharge if the
decision did not meet the criteria for the withdrawal or
withholding of treatment.

9. Can a surrogate consent to donation of a patient’s
organ’s after death?

No, not by virtue of being surrogate. Consent to

organ donation is governed by the state’s Uniform
Anatomical Gift Act, not the FHCDA. But the UAGA has
a decision-maker list similar to that in the FHCDA.

10. Does the FHCDA give the surrogate access to the
patient’s medical record?

Yes. The FHCDA gives the surrogate “the right to
receive medical information and medical records
necessary to make informed decisions about the patient’s

health care.” Like a health care agent, the surrogate
has this right only after it has been determined that the
patient lacks capacity and the surrogate’s authority to
make health care decisions has commenced.

11. Can a surrogate apply for Medicaid on behalf of
an incapable patient?

Yes. Federal Medicaid regulations allow a written

application from “the applicant, an authorized
representative, or, if the applicant is incompetent or
incapacitated, someone acting responsibly for the
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applicant.” 42 CFR § 435.907(a). This would seem to
include a FHCDA surrogate.

C. Prior Decision of Adult Patient

1. What is the purpose of the “prior decision”
clause—the provision that states as follows?

(ii) Nothing in this article shall obligate
health care providers to seek the consent of

a surrogate if an adult patient has already
made a decision about the proposed health
care, expressed orally or in writing or, with
respect to a decision to withdraw or withhold
life-sustaining treatment expressed either
orally during hospitalization in the pres-
ence of two witnesses eighteen years of age
or older, at least one of whom is a health or
social services practitioner affiliated with the
hospital, or in writing.

The FHCDA was not intended to impose surrogate-

decision making upon patients who, prior to losing
capacity, made their own decision about treatment.
Accordingly, the FHCDA provides that there is no need
to seek a surrogate decision if the patient made a prior
oral or written decision consenting to a treatment.

However, there were concerns about an attending
physician withdrawing or withholding life-sustaining
treatment without a surrogate decision based only upon
information that the patient had at one time verbally
stated a wish to forgo such treatment. Accordingly, the
FHCDA provides that there is no need to seek a surro-
gate decision regarding the withdrawal or withholding
of life-sustaining treatment only if the patient’s prior
decision to forgo life-sustaining treatment was made
either (i) orally, during hospitalization, and witnessed by
two persons, including one health or social services care
practitioner, or (ii) in writing.

In cases that do not meet this requirement—i.e.,
where the patient’s oral statements were made prior to
hospitalization or nursing home admission or without
witnesses—a surrogate would make the decision. But the
surrogate would still be bound to make a decision in ac-
cord with what the patient would have chosen.

Note that when a patient arrives at the hospital with
a nonhospital DNR order, or a DNR order from another
facility, special rules apply. See Q&A #3 below.

2. What sort of writings and oral statements would
suffice, and what sort would not?

A patient’s prior written or oral consent to the
provision of treatment should be adequate to rely

upon without seeking a surrogate decision if it reasonably
evidences that consent. However, a prior oral or written
decision to withdraw or withhold life-sustaining
treatment should be sufficiently specific to have met the
“clear and convincing evidence” standard before it may
be relied upon without seeking a surrogate decision,
inasmuch as the clause was not intended to change pre-
FHCDA reliability standards for prior decisions by the
patient himself or herself. This means that the decision
must clearly apply to both the life-sustaining treatment
under consideration and the medical circumstances, e.g.,
terminal illness.

3. If a patient is admitted to a hospital with a

nonhospital DNR order (including a MOLST form),
or with a DNR order that was entered at another facility,
can that be honored even if the patient had consented to
it prior to the current hospitalization?

Yes. The provisions governing nonhospital DNR
orders and inter-institutional transfers obligate
the hospital to honor such orders. Hospital emergency
services personnel may disregard a nonhospital order not
to resuscitate if they believe in good faith that consent
to the order has been revoked, or that the order has
been cancelled; or if family members or others on the
scene (other than such personnel) object to the order
and physical confrontation appears likely; and hospital
emergency services physicians may direct that the
nonhospital order not to resuscitate be disregarded if
other significant and exceptional medical circumstances
warrant disregarding the order. If the patient is admitted,
the medical orders to withhold life-sustaining treatment
remain effective until an attending physician examines
the patient, whereupon the attending physician must
continue the orders, unless the physician determines that
the order is no longer appropriate or authorized.

4. The FHCDA makes little mention of advance
directives. What is the role of a patient’s advance
directives in this law?

As discussed above, a living will, less formal

documents and/or oral statements by a patient could
provide the basis for the withdrawal or withholding of
life-sustaining treatment under the Prior Decision clause,
provided it addresses the treatment decision at issue. In
addition, while such advance directives might not qualify
as a prior decision, they could still provide sufficient
evidence of a patient’s wishes for a surrogate (or on the
case of a patient without a surrogate for the hospital
or nursing home) to act based on the patient’s known
wishes. A health care proxy would still empower a health
care agent to make decisions for the patient under the
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Health Care Proxy Law, and enable the patient to choose
the person who will decide about treatment.

5. If a now-incapable patient who has lost capacity

left an advance directive, or had made a prior oral
statement, that clearly established the patient’s desire to
not have a certain treatment, can a surrogate still require
that the treatment be continued?

The short, general answer is that the hospital and

attending physician are obligated to honor this
patient’s clear wishes, although they may opt to seek
judicial review before implementing the decision. But this
is a sensitive question, and different facts may require
different guidance.

The FHCDA provides that when a surrogate directs
the provision of life-sustaining treatment, a hospital or
physician that “does not wish to provide treatment” must
nonetheless comply with the surrogate’s decision pend-
ing either transfer of the patient to a willing hospital or
individual health care provider, or judicial review. PHL
§ 2994-f.3. But such clause would not seem to be ap-
plicable to this case, for at least three reasons: First, the
plain language of the clause relates to cases where it is
the hospital or physician that does not wish to provide
treatment; it should not be read to apply to cases where it
is the patient who does not want the treatment. Second,
when there is a clear prior decision by the patient, there is
no need to designate a “surrogate,” and thus there is no
surrogate to invoke 2994-f.3. Third, applying the clause to
this case might violate a patient’s constitutional right to
reject unwanted treatment.

In sum, the hospital and provider are obligated to
honor this patient’s clear wishes. But they retain the
option to seek judicial review before implementing the
decision.

6. Does the prior decision clause apply to decisions
by patients who have capacity?

No. Nothing in the FHCDA governs decisions by
patients with capacity.

D. Decision-making Standard (Revised September
21, 2010)

1. Does a surrogate need clear and convincing
evidence of a patient’s wishes to make a decision to
direct the withdrawal of life-sustaining treatment?

No. Indeed, a key purpose of the FHCDA was

to eliminate the clear and convincing standard
for clinically appropriate end-of-life decisions. Under
the FHCDA, the surrogate must make the decision
based on the patient’s wishes “if reasonably known”
or else based on the patient’s best interests. There is no

requirement that the surrogate specifies on what basis
he /she is making the decision for the patient. However,
if a hospital has reason to believe that the surrogate is
not acting in good faith or is making decisions which are
clearly contrary to the patient’s known wishes or best
interests, then the hospital should not necessarily follow
the surrogate’s decision. It may instead opt to convene
its informal mediation, consultation or ethics process, or
convene the Ethics Review Committee.

of life-sustaining treatment apply to the entry of
R orders? Do they replace the clinical criteria that
were in the DNR Law?

?2. Do the FHCDA clinical criteria for the withdrawal
D

Yes and yes. For any decision made after June 1, 2010,

a surrogate decision to enter a DNR order must be
based on the new clinical criteria. In practice, there are
unlikely to be many cases where a DNR order could be
entered under one law, but not under the other.

3. Do DNR orders that predate the FHCDA and were
based on the former criteria need to be re-issued?

AThey do not have to be re-issued.

4. The FHCDA provides that a surrogate may consent
to the withdrawal of life-sustaining treatment if
one of two standards is met. The first standard requires a
determination that “treatment would be an extraordinary
burden to the patient.” Who makes that determination?
The surrogate or the attending physician?

The statute is not specific on this point, but it appears

to be the surrogate, although the surrogate certainly
should make such determination in consultation with the
physician. The relevant clause states as follows:

Decisions to withhold or withdraw life-
sustaining treatment. In addition to the
standards set forth in subdivision four
of this section, decisions by surrogates
to withhold or withdraw life-sustaining
treatment shall be authorized only if the
following conditions are satisfied, as
applicable:

(a)(i) Treatment would be an extraor-
dinary burden to the patient and an
attending physician determines, with
the independent concurrence of another
physician, that, to a reasonable degree of
medical certainty and in accord with ac-
cepted medical standards,

(A) the patient has an illness or injury
which can be expected to cause death
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within six months, whether or not treat-
ment is provided; or

(B) the patient is permanently
unconscious;...

By specifying the part of the determination that the
physicians have to make, subparagraph (i) implicitly
leaves it up to the surrogate to make the other part of the
determination.

Second, a determination regarding the burden of the
treatment to the patient is a subjective determination that
does not appear to belong principally to the physician. In
fact, the Task Force, in When Others Must Choose, made it
clear that it is the surrogate who determines “the benefits
and burdens of treatment” (p.62). It also emphasized that
the concept of “excessive burden” should be understood
to reflect the past values, wishes, and preference of the
patient (p113), which suggests a surrogate decision.

Nonetheless, the decision about burden warrants
participation and input from the physician and a dia-
logue between the surrogate and the physician about the
decision.

5. Turning to the second standard, who determines
whether a treatment would be “inhumane or
extraordinarily burdensome”?

The clause with the second standard allows the
withdrawal or withholding of life-sustaining
treatment in the following circumstances:

(ii) The provision of treatment would
involve such pain, suffering or other bur-
den that it would reasonably be deemed
inhumane or extraordinarily burden-
some under the circumstances and the
patient has an irreversible or incurable
condition, as determined by an attending
physician with the independent concur-
rence of another physician to a reason-
able degree of medical certainty and in
accord with accepted medical standards.

Like the first standard, this second standard requires
an assessment of the burden to the patient, and then a
clinical determination regarding irreversibility which is
clearly assigned to the physician. It therefore seems that
the similar structure of subparagraphs (i) and (ii) indi-
cate a similar division of responsibility—the surrogate
decides whether the treatment would be “inhumane or
extraordinarily burdensome” and the physician deter-
mines whether there is an irreversible condition. This
interpretation would also be consistent with the Task
Force’s view of the subjective and non-clinical nature of a
burden determination.

Moreover, the statute requires the physician’s judg-
ment to be made “to a reasonable degree of medical
certainty and in accord with accepted medical standards,”
standards that are inconsistent with a subjective judgment
about the burden of treatment. Finally, the statute requires
Ethics Review Committee approval when a general hospi-
tal attending physician “objects to a surrogate’s decision
under” the inhumane/extraordinary burden standard to
withdraw nutrition and hydration.

But as stated previously, the statute is not specific
on this point; the statute simply requires that the condi-
tions are satisfied. Also, as stated previously, the decision
about burden warrants participation and input from the
physician.

6. What qualifies as an “irreversible or incurable
condition”?

The statute does not define the phrase, or explain

it further, but from the context, purpose and
background it is clear that the phrase relates to medical
conditions that are severely debilitating as well as
irreversible and incurable. As the Task Force wrote in
When Others Must Choose (p. 112):

Other Cases—Decisions to forego life-
sustaining treatment may also be appro-
priate for some patients who are neither
terminally ill nor permanently uncon-
scious. For example, an aggressive and
painful course of chemotherapy might
extend the life of a patient with a chronic
degenerative illness who has irreversibly
lost the ability to speak or to recognize
people. A surrogate might decide that
the chemotherapy would be excessively
burdensome to the patient, based on the
patient’s prior wishes or an assessment of
the patient’s interests.

Decisions to forgo life-sustaining treat-
ment for patients who are neither termi-
nally ill nor permanently unconscious
require heightened scrutiny....

V. Decisions About Life-Sustaining Treatment
for Minor Patients (§ 2994-¢e)

1. This section provides that if a minor has decision-
making capacity, then a parent’s decision to
withhold or withdraw life-sustaining treatment may
not be implemented without the minor’s consent. The

former DNR had required the minor’s “assent.” Is there a
difference?
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No. Under either law, the minor must agree and the
decision cannot go forward without the minor’s
approval if the minor shows an ability to understand and

appreciate the treatment decision issues in question.

VI. Health Care Decisions for Adult Patients
Without Surrogates (PHL § 2994-g) (Revised
September 21, 2010)

1. Under the former DNR law, a DNR order could be

entered for an incapable patient who did not have
a surrogate if the physician and a concurring physician
determined that resuscitation would be "medically
futile” (i.e., if CPR would “be unsuccessful in restoring
cardiac and respiratory function or that the patient will
experience repeated arrest in a short time period before
death occurs”). Can a physician still do that?

The language of the standard has changed, but

it still ordinarily supports the entry of a DNR
order if resuscitation would be “medically futile” as
defined above. Under the FHCDA, the physician and a
concurring physician would need to determine that (i)
attempted resuscitation (in the event of arrest) would
offer the patient no medical benefit because the patient
will die imminently, even if the treatment is provided;
and (ii) the attempt would violate accepted medical
standards.

VIl. DNR Orders (PHL § 2994-1)

1. The FHCDA does not include a clause from the
gprior DNR law that patients who do not have DNR
orders are “presumed to consent to the administration of
cardiopulmonary resuscitation in the event of cardiac or
respiratory arrest.” Former PHL § 2962.1. Does that mean
there is no longer such a presumption? And does that
mean that DNR orders can be written without consent?

No and no. The clause in the prior DNR law simply

reflected the principle that in an emergency a
patient is presumed to consent to necessary treatment,
unless there was a prior objection to such treatment.
That principle is still supported by statute and case law:
patients are still presumed to consent to potentially
beneficial CPR in the event of cardiac arrest unless there
is a DNR order.

2. The former DNR law had a provision governing

consent to a DNR order by a patient with capacity.
Among other things, it set forth witnessing requirements
for such consent. There does not seem to be any similar
provision in the FHCDA. So what are the current
requirements for consent by a capable patient to a DNR
order?

The FHCDA repealed the former DNR law provision

governing consent to a DNR order by an adult
patient in a general hospital or nursing home, and did
not replace it with a parallel clause in the FHCDA. As a
matter of constitutional and common law, it is clear that a
patient with capacity can consent to a DNR or DNI order,
just as a patient with capacity can direct the withdrawal
or withholding of other life-sustaining treatments. Under
State health regulations, hospital patients and nursing
home residents have a right to refuse medication and
treatment after being fully informed and understanding
the probable consequences of such actions. Hospitals
and nursing homes may document such decisions in the
manner they would document any consent by a patient to
the withholding of life-sustaining treatment.

3. The FHCDA does not include a clause from the

prior DNR law that allowed “therapeutic exception”
to the requirement to secure the consent of a patient with
capacity. That is, it allowed a DNR order to be issued
based on a surrogate’s consent rather than the patient’s
consent when doctors agreed that the discussion about
DNR would be harmful to the patient. Was that omitted
deliberately? Can a surrogate still consent to a DNR
order on behalf of a capable patient?

The “therapeutic exception” provision was

deliberately omitted from the FHCDA, and a
surrogate may no longer make a DNR decision for a
patient who has capacity.

VIil. Implementation and Review of Decisions
(PHL § 2994-k) (Revised September 21, 2010)

1. Are DNR orders still required to be reviewed by an
Qattending physician in hospitals every 7 days and in
nursing homes every 60 days? If not, how often are they
required to be reviewed?

The DNR law, including its specific time frames for

reviewing the orders, no longer applies to hospitals
and nursing homes. Instead, the FHCDA requires
facilities to devise their own policies regarding review of
such orders, and other life-sustaining treatment decisions.
Thus a hospital or nursing home policy could continue to
follow the former DNR Law review periods, or alter the
review periods, or even require the attending physician
to set forth a review period for patients on a case-by-
case basis. DNR decisions should be treated like every
other decision to withhold or withdraw life-sustaining
treatment. If regular medical review is medically
indicated, then it should be done.

Note that nonhospital DNR orders must be reviewed
every 90 days. (See PHL § 2994-dd(4)). This is the same
period as was required under the former § 2977(8).
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IX. Interinstitutional Transfers (PHL §§ 2994-I,
2994-ff)

1. If a patient is admitted to a hospital with a DNR

order that was issued in another hospital or nursing
home or a nonhospital DNR order, can the attending
physician issue an order to continue the DNR order?

The order that arrived with the patient remains

effective until an attending physician examines
the patient. That physician must then continue the
order, unless the physician determines that the order
is no longer appropriate or authorized. In deciding
whether the order is still appropriate, the physician
should consider whether the difference in response
time to a cardiac arrest in the hospital might mean that
the prognosis following CPR for the patient would be
different, and whether a discussion with the decision-
maker for the nonhospital order is warranted. Before
canceling the order, the attending physician must make
reasonable efforts to notify the person who made the
decision. If such notice cannot reasonably be made prior
to canceling the order, the attending physician must
make such notice as soon as reasonably possible after
cancellation.

2. When a patient in a hospital with a DNR order

is transferred to a nursing home, does the nursing
home need to get the resident’s or surrogate’s consent
again to re-enter the DNR order? Will the nursing home
ever have to get that consent?

The FHCDA provides that the attending physician at

the nursing home can enter the DNR order without
having to get another consent. The nursing home will
never have to get that consent, unless the DNR order is
revoked or suspended, and the issue is whether to enter
it again.

X. Ethics Review Committees (PHL § 2994-m)

1. Are decision by the Ethics Review Committee
(ERC) advisory or binding?

Recommendations and advice of the ERC are
advisory and nonbinding, except in three limited
circumstances:

(i) In a nursing home, ERC approval is required be-
fore a surrogate will have the authority to refuse
life-sustaining treatment under the standard that
applies to residents who are not terminally ill or
permanently unconscious (but this is not appli-
cable to DNR decisions);

(ii) In a general hospital, if the attending physician
objects to a surrogate’s decision to withdraw or
withhold artificial nutrition and hydration based

on the standard that applies to patients who are
not terminally ill or permanently unconscious,
the decision cannot be implemented until the
ERC determines that the decision meets surrogate
decision-making standards; and

(iii) A decision by an emancipated minor (without
the consent of a parent or guardian) to have life-
sustaining treatment withdrawn or withheld must
be approved by the ERC.

2. Is it mandatory or recommended in the Act for at

least for one committee member to be a person from
the community (a person that has no obligation to the
facility)?

A It is mandatory.

3. Our hospital has a large ethics committee that
Qnow mostly does retrospective case review and
policy review. Should that be the FHCDA ethics review
committee?

Not necessarily. The FHCDA ethics review committee
needs to be lean enough to respond to cases in real
time. It might be preferable to designate a
5-7 person body for that purpose.

4. Who appoints and removes the members of the
committee?

The hospital or nursing home can decide this, and
should set it forth in its policy.

QS. Are there quorum requirements? Voting rules?

The hospital or nursing home can decide these
matters, and should set its rules in its policy.

6. What does the FHCDA mean by requiring that

the committee “must include at least five members
who have demonstrated an interest in or commitment
to patient’s rights or to the medical, public health, or
social needs of those who are ill”? Does it require five
members in addition to other members who meet the
other qualifications?

The FHCDA does not require five members with

a “demonstrated interest” in addition to other
members who meet other qualifications. The law requires
that a doctor and nurse serve on the committee and they
would certainly meet the “demonstrated interest” test.
Rather, the clause should be read to mean (1) that the
committee must have at least five members, AND (2)
those five members should have some background in the
issues the committee will face (e.g., they should be health
care professionals, health care advocates, persons with
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significant experiences as patients or patient’s family
members, and other persons with a demonstrated interest
or involvement in the issues.) A committee may also

have members who have no record of involvement in

the interests of patients. But at least five members should
have that record.

7. Does the ERC displace the role of an existing

ethics consultation service? Or for that matter, of
the attending physician, social worker or chaplain in
attempting to resolve disputes?

No. The FHCDA expressly recognizes that facilities

may first use less formal means to attempt to resolve
disputes. Those other means may include already
existing ethics subcommittees and ethics consultation
services. The FHCDA expressly recognizes that facilities
may use less formal means first to resolve disputes.
However, if a person connected with the case requests
a review by the ERC, it must be provided regardless of
whether less formal means have yet been exhausted. So
the committee should not be regarded as an alternative
to arranging a meeting between the care team and the
family, or seeking an ethics consultation.

XI. Rights to Be Publicized (PHL § 2994-u)

1. The FHCDA requires hospitals and nursing homes
Q.to distribute to patients and residents a statement
of their rights under the FHCDA. Where can one find that
statement?

Hospitals should distribute the revised version of

DOH publication 1449, “Your Rights as a Hospital
Patient in New York State,” which in any version
revised May 2010 or later includes the section “Deciding
About Health Care: A Guide for Patients and Families.”
Nursing Homes should distribute DOH publication 1503,
“Deciding About Health Care: A Guide for Patients and
Families.” Both are available on the DOH website, as well
as on this NYSBA Information Center website.

2. Do hospitals and nursing homes have to provide
the PHL § 2994-u statement to current inpatients/
residents?

DOH has taken the position that hospitals did not

have to provide the statement to already admitted
inpatients on June 1, 2010, but nursing homes do have
to provide the statement to all of their nursing home
residents, even those who were admitted before June 1,
2010.

3. Does the statement need to be provided to the
patient or resident if the patient or resident lacks
decision-making capacity?

No, in that case the statement should not be provided

to the patient or resident; it should be provided to
whoever has authority to make health care decisions for
the patient or resident.

XIl. Nonhospital DNR Orders

1. Why did Chapter 8 create a new Article 29-CCC
relating to nonhospital DNR orders?

Previously, nonhospital DNR orders were governed

by a section of PHL Article 29-B—Orders Not to
Resuscitate. But Article 29-B was amended to make it
apply only in mental hygiene facilities. As a result, there
was a need to create a new place to preserve the law on
nonhospital DNR orders.

2. Does the new provision on nonhospital DNR
orders differ much from the prior nonhospital DNR
provision?

The main difference is that surrogate consent is now
governed by the standards in the FHCDA, not those
in the former DNR law. Also, the prior law directed
only emergency medical service personnel and hospital
emergency services personnel to honor nonhospital DNR
orders. The new provision also directs hospice and home
care services agency personnel to honor such orders.

3. The new nonhospital DNR provision states

that consent by a surrogate for a patient in a
mental hygiene facility is now governed by PHL Article
29-B—Orders Not to Resuscitate in Mental Hygiene
Facilities. But what if the patient is eligible for a family
member to make the decision under SCPA § 1750-b?

OPWDD has taken the position that the family

member would make the decision under the standard
set forth in SCPA § 1750-b, and not the standard PHL
Article 29-B.

DNR order?

AYes.

5. Can a FHCDA surrogate consent to a nonhospital
DNI order using MOLST?

Q4. Can a FHCDA surrogate consent to a nonhospital

PHL Article 29 CCC is ambiguous on this point, but

DOH’s answer to this question is yes. Nonhospital
DNR orders can also be issued on the standard form
available on the DOH website.

6. Can a FHCDA surrogate consent to other
nonhospital medical orders (medical orders other
than DNR/DNI) under Article 29 CCC?
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No, but the surrogate and others may have clear

and convincing evidence of the patient’s wishes.
And that evidence may be documented, including on a
MOLST form.

7. Under the former PHL § 2977(4), the parent

or legal guardian of a minor could consent to a
nonhospital DNR order for the minor, but under PHL §
2994-cc, there is no provision for consent by the parent or
legal guardian or a minor. Can a parent or legal guardian
of a minor still consent to a nonhospital DNR order (or a
nonhospital DNI order using the MOLST form)?

Yes, in enacting Laws of 2010, chapter 8, there was

no intent to take away the ability of the parent or
legal guardian of a minor to consent to a nonhospital
DNR order for the minor. A DNR or DNI order is a
medical order signed by a physician, and the parent or
legal guardian of a minor can consent to a medical order
to provide comfort measures only (palliative care) for the
minor under PHL § 2504(2). When a DNR order is signed
by a physician, that is not a case where the minor is
receiving no medical treatment (see, Matter of Hofbauer,
47 NY2d 648). The parent or legal guardian of a minor
can consent to nonhospital DNR or DNI orders in the
same manner that they would consent to them under
FHCDA.

XIlll. Orders Not to Resuscitate for Residents of
Mental Hygiene Facilities (Chapter 8, § 22)

1. Why did Chapter 8 amend the former DNR Law
(PHL Article 29-B) to make it apply only to mental
hygiene facilities?

Because the new FHCDA now governs DNR orders

in hospitals and nursing homes, but there was a
need to continue the applicability of the former DNR law
to mental hygiene facilities.

XIV. Health Care Proxy Law (Chapter 8, §§ 23-24)

1. Did Chapter 8 amend NY’s Health Care Proxy
Law? How?

Yes. Chapter 8 amended NY’s Health Care Proxy
Law in three ways. First it added a provision to
protect institutional and provider conscience rights with
respect to health care agent decisions to the same extent

that the FHCDA recognizes such rights with respect to
surrogate decisions. Second, it added a clause, similar

to one in the FHCDA, that basically states that if an
agent directs the provision of life-sustaining treatment, a
hospital or provider that does not wish to provide such
treatment must nonetheless comply with the agent’s

decision pending either transfer of the patient to a willing
hospital or individual provider, or judicial review. Finally,
the definition of life-sustaining treatment is amended to
conform to the FHCDA definition.

2. Can a health care agent now make decisions
regarding artificial nutrition and hydration even if
the patient’s wishes are not reasonably known?

No, the health care proxy law still provides that the

agent can only authorize the withdrawal of artificial
nutrition and hydration based on the patient’s wishes, if
reasonably known, and not on the patient’s best wishes
if the patient’s wishes are not reasonably known. This
restriction is hard to reconcile with the FHCDA, which
allows a surrogate to make decisions on any treatment,
including artificial nutrition and hydration, based on the
patient’s wishes if reasonably known, or else the patient’s
best interests. However, in many instances a health care
agent may be able to act as the surrogate for purposes of
decisions regarding artificial nutrition and hydration. In
the future, the Legislature should amend the Health Care
Proxy Law to eliminate the disparity.

Meanwhile, it is useful to note that a health care agent
does not need “clear and convincing evidence” of the
patient’s wishes to authorize the withdrawal of artificial
nutrition and hydration; nor does the law require that the
patient’s wishes be in writing. The patient’s wishes only
need to be “reasonably known.”

XV. MHL Article 81 Guardianship Law (Chapter 8,
§§ 23-24)

1. Did Chapter 8 amend NY’s MHL Article 81
Guardianship Law? How?

Yes. Chapter 8 amended the Guardianship Law to

authorize an MHL Article 81 guardian of the person
to act as a surrogate under the FHCDA for decisions in
hospitals. It also repeals a provision in MHL Article 81
that restricted the authority of a guardian to make life-
sustaining treatment decisions.

2. Do existing MHL Art 81 guardians automatically
gain the authority of FHCDA surrogates, or does a
court have to give them that authority?

An MHL Art. 81 guardian who had been given

authority to make medical treatment decisions for the
incapacitated person should now be regarded as having
the authority of a surrogate. A guardian who was not
given such authority would not be considered a surrogate
(unless the guardian qualifies as a surrogate under
another basis).
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XVI. SCPA § 1750-b Guardianship (The Health
Care Decisions Act for Mentally Retarded
Persons) (Chapter 8, §§ 23-24)

1. How did Chapter 8 amend the Health Care
Decisions Act for Mentally Retarded Persons (SCPA
§ 1750-b)?

Chapter 8 amended SCPA § 1750-b to insert a
definition of “life-sustaining treatment.” It also
amended § 1750-b to allow the Willowbrook Consumer
Advisory Board to act as the HCDA guardian for class

members.

XVIl. Model Hospital and Nursing Home FHCDA
Policies and Forms; MOLST

1. I heard there are model hospital policies and
forms to implement the FHCDA. Where did they
come from, and where can one find them?

Several NYS health care associations have provided

Model Hospital and Nursing Home FHCDA Policies
and Forms as a service to their members, to assist
facilities to implement the law.

The Model FHCDA Polices and Forms were created
for the associations by (or in the case of GNYHA were
based on materials created by) Tracy Miller, Esq., former
Executive Director of the Task Force on Life and the Law,
and Robert N. Swidler, Esq., former General Counsel to
the Task Force and current Counsel to Northeast Health
in Troy, NY.

To obtain the model forms or policies (members
only), or for more information about them, contact one of
the following associations:

e Greater New York Hospital Association (GNYHA)
www.gnyha.org

e Healthcare Association of New York State
(HANYS) www.hanys.org

* NYS Association of Homes and Services
for the Aging (NYAHSA) www.nyahsa.org

e NYS Health Facilities Association (NYSHFA)
www.nyshfa.org

e Southern New York Association (SNYA)
WWW.SNy.org

2. What is MOLST? Can MOLST be used to
document a surrogate’s decision pursuant to the
FHCDA as well as the resulting order?

MOLST (Medical Orders for Life-Sustaining

Treatment) is a medical order form that can be
used to set forth with helpful specificity the types of
life-sustaining treatment that should or should not
be provided to a patient, based on the patient’s or
surrogate’s prior decisions.

3. Then what is the difference between the model
forms distributed by the associations and the
MOLST form?

There is considerable overlap between the Model
FHCDA Forms and MOLST. However, they differ in
some important respects of substance and style:

The Model FHCDA Forms were designed to help
hospitals and nursing homes meet the requirements of
the FHCDA. So, for example, there is a model form to
designate a surrogate to give consent to treatment per the
FHCDA, as well as another form for a surrogate to con-
sent to the withdrawal or withholding of life-sustaining
treatment per the FHCDA. There is also a form to secure
the attending physician’s decision to provide major medi-
cal treatment to a patient who lacks capacity and does not
have a surrogate, per the FHCDA.

MOLST, in contrast, relates only to life-sustaining
treatment decisions. However, MOLST—unlike the Model
FHCDA Forms—can be used to document life-sustaining
treatment decisions outside the scope of the FHCDA,
such as decisions by a patient with capacity, and decisions
by a health care agent, as well as life-sustaining treatment
decisions by a surrogate per the FHCDA. MOLST can also
be used to document nonhospital DNR orders.

4. So which form should a hospital or nursing home
adopt?

Hospitals and nursing homes are free to use the

Model FHCDA Forms, MOLST, some combination
of them, or neither. Their obligation is to comply with the
requirements of the FHCDA and other laws, not to use
any particular forms.

However, whatever forms a hospital or nursing home
chooses to create for its own patient and residents, its staff
should become familiar with MOLST, and honor such
forms when they show up with a patient.

Endnote

1. This document is the September 9, 2010 version of a document that
appears on the NYS Bar Association Family Health Care Decisions
Act Information Center, www.nysba.org/fhcda. It is reprinted
here with the permission of the NYS Bar Association. Readers are
encouraged to check the FHCDA Information Center from time to
time for updates, which are marked.
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Honoring Patient Preference at the End of Life:
The MOLST Process and the Family Health Care Decisions Act

By Karen Lipson and Jonathan Karmel

Introduction

Patient self-determination and informed consent are
fundamental elements of medical care in the United States.
When a patient loses the capacity to make medical deci-
sions, securing informed consent and carrying out the pa-
tient’s wishes raise complex legal and ethical issues. These
issues are particularly challenging when the patient is near
the end of life and decisions must be made about whether
or not to provide life-sustaining treatment. Advances in
medical care in the last fifty years have enabled us to pro-
long life where death was once imminent, but often cannot
promise an acceptable quality of life. As a result, patients
and family members today face difficult choices about how
they will live and die.

Since the late 1980s, New York State and the federal
government have sought to encourage patients with ad-
vanced, life-limiting conditions to make decisions concern-
ing life-sustaining treatment in advance so that, in the
event that they lose decision-making capacity, their wishes
can be honored. Enacted in 1990, New York’s health care
proxy law provides a mechanism for competent adults to
appoint health care agents to make medical decisions on
their behalf in the event that they lose the capacity to make
those decisions. The federal Patient Self-Determination
Act, enacted in 1991, requires hospitals, nursing homes,
hospice programs and home health agencies to inform pa-
tients upon admission about their decision-making rights,
ask them about advance directives, such as health care
proxies and living wills, and document those directives in
their medical records.!

Despite these efforts, studies have shown that the
majority of seriously or terminally ill patients lack ad-
vance directives.? Moreover, the evidence suggests that
the treatment people receive at the end of life is different
from the treatment they would have requested, and often
the care received is more aggressive than they would have
wanted. Opinion polls indicate that a sizeable majority of
patients would prefer to die at home.? Yet, approximately
one in five Americans dies in an intensive care unit, and
almost one-third die in a hospital.* Another 22 percent die
in a nursing home.> According to the Dartmouth Atlas on
Health Care, Medicare beneficiaries in New York have the
highest rate in the U.S. of inpatient days during the last
six months of life—15.5 days per deceased patient.® Even
among Medicare beneficiaries with advanced cancer, the
rate of hospital deaths is surprisingly high. About 29 per-

cent die in a hospital, and only about half receive hospice
care.” The rate of hospital deaths for these patients was the
highest in the Manhattan hospital referral region, while
hospice use in that region was significantly lower than the
national average.®

In the absence of advance care planning and an
advance directive, when a patient loses decision-making
capacity, health care providers and family members often
struggle mightily to make treatment decisions consistent
with the patient’s wishes and values and with New York’s
laws governing informed consent. Often these difficult
decisions are made in the midst of a crisis with little op-
portunity for reflection. Futile and burdensome treatment
may be provided, or life-sustaining treatment may be with-
held, without a clear understanding of what the patient
would have wanted, causing distress and guilt for family
members.

Until June 2010, when an adult patient in New York
lacked capacity to make medical decisions and had not ap-
pointed a health care agent or executed a living will, family
members were legally authorized to consent only to a do
not resuscitate (DNR) order. Decisions to withhold other
life-sustaining treatment, such as artificially administered
nutrition or hydration, could be made only with clear and
convincing evidence of the patient’s wishes or pursuant to
a court order. As a result, patients near death sometimes
languished in hospitals receiving futile treatment that
family members knew the patient would not want. With
the enactment of the Family Health Care Decisions Act
(FHCDA),’ effective June of 2010, family members and
close friends can be surrogates with authority to make any
treatment decision on behalf of a patient who lacks capac-
ity. While FHCDA facilitates health care decisions for vul-
nerable patients, it will not succeed in promoting patient
autonomy unless prospective surrogates are familiar with
their loved one’s goals for care, treatment preferences, and
values. This can be accomplished through effective advance
care planning.

Even when an advance directive is completed, if it
does not transition with the patient between health care
settings, it may be ineffective in assuring that the patient’s
care reflects his or her wishes and values. Between 25 and
30 percent of dying patients are cared for in three or more
settings in the last months of life.! In addition, advance
directives may not be implemented properly if they are not
discussed with the patient’s family members in advance
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of a crisis. Absent these discussions, an advance directive
may be too vague to provide effective guidance to clini-
cians and family members when the need for a decision
arises. In a 2008 report to Congress, the U.S. Department
of Health and Human Services concluded that many of

the barriers to effective advance care planning could be ad-
dressed through adoption of the POLST (Physician Orders
for Life-Sustaining Treatment) process:

Encouraging additional POLST efforts
that translate chronic care patient’s [sic]
care goals into easily identifiable, portable
and renewable medical orders that follow
the patient across settings would go a
long way toward enhancing advance care
planning in this country."

POLST, known in New York as “MOLST” (or Medical
Orders for Life-Sustaining Treatment), is a national model
for advance care planning that supports shared, informed
decision making, portability of advance directives across
health care settings, and continuity of care.

This article will discuss how the MOLST process
works, the law governing decisions to withhold and
withdraw life-sustaining treatment in New York State, and
the legal basis for the MOLST process. It will describe how
the enactment of FHCDA has affected MOLST. Finally, it
will describe the MOLST legal checklists developed by the
New York State Department of Health (DOH), and the ap-
plicable law for patients in facilities licensed by the Office
for People With Developmental Disabilities (OPWDD) and
the Office of Mental Health (OMH).

The MOLST Process

New York’s MOLST process is based on the POLST
Paradigm Program initiated in the mid-1990s. Approxi-
mately 25 states have active or developing POLST pro-
grams. In another seven states, POLST has been adopted at
the local or regional level.!?

With the goal of providing patient-centered care and
shared decision making, POLST provides a structured
framework for conversations between physicians and their
patients (or the patient’s authorized decision-maker) con-
cerning prognosis, the benefits and burdens of the life-sus-
taining treatment and the patient’s personal goals for care.
The product of the dialogue is concrete, actionable orders
recorded on a portable, easily identified form. Studies have
shown that POLST is useful in initiating conversations
about end-of-life care, in preventing unwanted resuscita-
tions and hospitalizations, and in documenting a range of
treatment options.'?

Ideally, a completed MOLST form is the culmina-
tion of a conversation or series of conversations between

a competent patient and his or her physician and fam-

ily members.!* Although health care agents and FHCDA
surrogates may consent to MOLST orders on behalf of
patients who lack medical decision-making capacity, the
best way to assure patient self-determination is for the
patient to make these decisions while he or she has capac-
ity to do so. Family members and/or close friends are
typically included in these discussions so that they develop
an understanding of the patient’s goals for care and values
and, in the event that the patient loses capacity, will be able
to make decisions consistent with their loved one’s wishes
and beliefs.

After discussing the patient’s prognosis, goals for care,
values, options, and any prior advance directives with the
patient, his or her family members, and/or close friends,
the physician reviews the MOLST form (DOH-5003) with
the patient and family and completes and signs it. In some
physician practices and facilities, a portion of the con-
versation may be facilitated by a nurse or social worker;
however, a licensed physician must always, at a minimum:
(i) confer with the patient and/or the patient’s health care
agent or surrogate about the patient’s diagnosis, progno-
sis, goals for care, treatment preferences, and consent by
the appropriate decision-maker, and (ii) sign the orders
derived from that discussion.

The form is bright pink so it can be found and iden-
tified easily by emergency medical services personnel
responding to a call and by health care facility staff when it
is placed in a medical record. The form includes specific or-
ders concerning resuscitation, intubation, future hospital-
ization, artificially administered hydration and nutrition,
administration of antibiotics and general treatment guide-
lines, such as “comfort measures only,” “limited medical
interventions,” and “no limitations on medical interven-
tions.” The form requires the signature of the physician. Ei-
ther the name or the signature of the person consenting to
the orders must be included on the form. In addition, the
name(s) of the witness(es) to the consent must be included
on the form as well.!®

The MOLST form is effective in the community and
in health care facilities and is intended to accompany the
patient as he or she transitions from one setting to another.
Under FHCDA, rules governing the implementation of
orders to withhold or withdraw life-sustaining treatment
upon inter-institutional transfer between hospitals or nurs-
ing homes also govern non-hospital orders upon transfer
to a hospital or nursing home from the community.'¢
Such orders remain effective until an attending physi-
cian examines the patient, and either continues the prior
orders or determines that they are no longer appropriate or
authorized and cancels them.!” Before canceling them, the
attending physician must make reasonable efforts to notify
the person who consented to the orders and the hospital
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staff directly responsible for the patient’s care. If the notice
cannot be made prior to the cancellation, it must be made
as soon as practicable afterwards.!®

Although this article focuses on decisions to withhold
or withdraw life-sustaining treatment, due to the complex
laws surrounding such decisions, the MOLST process
does not presume an outcome that limits interventions.
The form includes a range of options from “attempt CPR”
and “no limitations on medical interventions” to “allow
natural death” and “comfort measures only.” The process
is not intended to limit in any way the choices of patients
and families, but rather to empower them to make choices
consistent with the patient’s wishes, values and goals.

The Law Governing Decisions to Withhold or
Withdraw Life-Sustaining Treatment in New York
State

Decisions to withhold or withdraw life-sustaining
treatment may be made in several different ways in New
York State. A person with capacity to make medical deci-
sions may consent to a specific medical order prior to
losing capacity.’ Or, under New York common law, health
care providers may withhold or withdraw life-sustaining
treatment from a patient who is dying and currently lacks
the capacity to make his or her own decisions, if doing
so is based upon clear and convincing evidence of the
patient’s wishes.?

Under New York’s health care proxy law (Public
Health Law Article 29-C), health care agents can make de-
cisions to withhold or withdraw life-sustaining treatment
even where patients have not left clear and convincing
evidence of their wishes. The agent must make decisions
in accordance with the principal’s wishes, or if the prin-
cipal’s wishes are not reasonably known and cannot with
reasonable diligence be ascertained, in accordance with
the principal’s best interests.?!

The agent’s authority to make decisions concerning
the withholding or withdrawing of artificial nutrition and
hydration is somewhat limited. If the principal’s wishes
concerning artificial nutrition and hydration are not rea-
sonably known and cannot with reasonable diligence be
ascertained, the agent does not have authority to make de-
cisions regarding these measures.?> However, it is not nec-
essary to have clear and convincing evidence of a patient’s
wishes to satisfy the health care proxy law’s standard of
“reasonably knowing” the patient’s wishes. Patients may
explicitly state their treatment wishes on their health care
proxy, in which case the health care proxy is also function-
ing as a living will.

When patients lack capacity, have not left clear and
convincing evidence of their wishes and do not have a
health care proxy, New York law authorizes specified indi-

viduals to serve as surrogates to make decisions to with-
hold or withdraw life-sustaining treatment discussed in
more detail below. New York has allowed surrogate health
care decision making for DNR orders since Public Health
Law (PHL) Article 29-B was enacted in 1987. In 1991, Ar-
ticle 29-B added provisions for non-hospital DNR orders.
DOH created the “standard form” to issue a non-hospital
order not to resuscitate (DOH-3474), which is still in use to-
day. With the enactment of FHCDA, surrogates may make
any health care decision on behalf of a patient in a hospital
or nursing home, including decisions to withdraw or with-
hold life-sustaining treatment.

The Legal Basis for the MOLST Process

In 2005, the Public Health Law was amended to give
DOH authority to issue “alternative forms” for issuing
non-hospital orders not to resuscitate in Monroe and
Onondaga Counties. This established MOLST as a pilot
program. In 2006, the law was amended to allow such “al-
ternative forms” to be used to issue non-hospital do not in-
tubate (DNI) orders. This was necessary because the Public
Health Law makes a distinction between a DNR order and
a DNI order. Under the letter of New York’s Law, a DNR
order only applies when a patient is in cardiac or respira-
tory arrest, i.e., when a patient has no pulse and/or is not
breathing. Even if a patient has a non-hospital DNR order,
emergency medical services personnel will still intubate a
patient who has a pulse or is breathing, unless the patient
also has a non-hospital DNI order.? In 2008, the law was
amended to authorize MOLST as a non-hospital DNR
and DNI order statewide.?* MOLST is the only authorized
mechanism in New York to put in place a non-hospital
order that includes both DNR and DNIL.%

Life-Sustaining Treatment Orders and MOLST
Under FHCDA

Chapter 8 of the Laws of 2010, the legislation that
included FHCDA (PHL Article 29-CC), made significant
changes to the process for consenting to DNR orders and
other orders to withhold or withdraw life-sustaining
treatment. In addition to authorizing surrogate decision
making in general hospitals and nursing homes for any
type of health care decision, including DNR orders, it also
amended PHL Article 29-B (the old DNR law) to make it
applicable only to DNR decisions in certain mental hygiene
facilities. It also moved the provisions for non-hospital
DNR orders to a new PHL Article 29-CCC.

Under current law, the legal requirements for issuing
medical orders to withhold or withdraw life-sustaining
treatment differ depending on the patient, the decision-
maker, and the setting where the patient is located. These
requirements can be divided into eight different categories:
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1. Adult Patients with Medical Decision-Making
Capacity (Regardless of Setting)

Adults are presumed to have capacity to make medi-
cal decisions, unless a contrary determination has been
made by a court or by the requisite health care profession-
als pursuant to FHCDA 2 Adults with medical decision-
making capacity have a right to consent to or decline life-
sustaining treatment.?” Prior to the enactment of FHCDA,
there was a therapeutic exception to the rule that a DNR
order for a patient with capacity must be based upon the
patient’s consent. FHCDA eliminated that exception.?

As explained above, adults with capacity also have the
right to execute advance directives, such as a living will,
to avoid getting life-sustaining treatment that they do not
want after they lose capacity. A living will may not be fully
effective in accomplishing this goal, because a living will
may not be written with sufficient specificity to provide
clear and convincing evidence of the patient’s wishes. In
order to provide greater assurance that their wishes will
be carried out, patients can consent to medical orders for
life-sustaining treatment. With the informed consent of
the patient, the patient’s physician can issue a variety of
medical orders using DOH’s MOLST form—from provide
comfort measures (palliative care) only; do not attempt
resuscitation (allow natural death); do not intubate (DNI);
do not hospitalize; no feeding tube; no IV fluids, do not
use antibiotics; to no limitations on medical interventions.
Physicians may also issue other medical orders related to
other life-sustaining treatments (e.g., dialysis) in the space
on the form available for “other instructions.”

Under FHCDA, surrogate consent is not required if the
decision was expressed by the patient before the patient
lost capacity “either orally during hospitalization [includ-
ing during residency in a nursing home] in the presence of
two witnesses eighteen years of age or older, at least one
of whom is a health or social services practitioner affiliated
with the hospital, or in writing.”?’ The phrase “in writing”
includes any legally executed non-hospital DNR order or
MOLST form, even if the form was completed prior to hos-
pitalization with the oral consent of the patient to just one
witness who was the attending physician who signed the
order(s).3" However, two witnesses are recommended.

2.  Adult Patients Without Medical Decision-Making
Capacity Who Have a Health Care Proxy (Any
Setting)

A patient without medical decision-making capacity
is still presumed competent to appoint a health care agent,
unless such person has been adjudged incompetent or
otherwise adjudged not competent to appoint a health care
agent, or unless a committee or guardian of the person has
been appointed under the Mental Hygiene Law or Surro-
gate’s Court Procedure Act (SCPA).3!

The health care agent named in the health care proxy
can consent to medical orders relating to life-sustaining
treatment. If the patient’s wishes are reasonably known,
the health care agent must make decisions in accordance
with those wishes. When there is evidence of the patient’s
wishes, the health care agent should still be asked to
consent to the medical orders and given the opportunity
to provide additional evidence of the patient’s wishes. So
long as the health care agent represents that he or she is
acting in accordance with the patient’s wishes, the health
care provider should generally follow the decisions of the
health care agent, unless a court has determined otherwise
under PHL section 2991.

Under current law, if the principal’s wishes regarding
the administration of artificial nutrition and hydration are
not reasonably known and cannot with reasonable dili-
gence be ascertained, the health care agent does not have
authority to make decisions regarding these measures.
Health care providers may presume that patients” wishes
regarding the administration of artificial nutrition and
hydration are reasonably known when health care prox-
ies state that the patients have discussed their wishes with
their health care agents, and the agents know their wishes
about artificial nutrition and hydration. Even if the pa-
tient’s wishes regarding artificial nutrition and hydration
are not known, the person named as health care agent may
still have authority to make the decision as a FHCDA sur-
rogate. It is likely that the health care agent is also highest
in priority on the FHCDA surrogate list or could be desig-
nated as surrogate by a person higher in priority.3?

Health care agents can consent to decisions to with-
hold or withdraw life-sustaining treatment in any setting
and therefore have authority to consent to the medical
orders on a MOLST form no matter where the form is
completed.

3.  Adult General Hospital or Nursing Home Patients
Without Medical Decision-Making Capacity Who
Do Not Have a Health Care Proxy, and Decision
Maker Is FHCDA Surrogate

Decisions to withhold and withdraw life-sustaining
treatment in a general hospital or nursing home are gov-
erned by FHCDA. Unlike PHL Article 29-B, FHCDA does
not explicitly state that patients are presumed to consent
to life-sustaining treatment.3* However, FHCDA requires a
number of conditions to be satisfied before life-sustaining
treatment may be withheld or withdrawn. These include
patient-centered decision-making standards for surrogates
and clinical standards that must be verified by two physi-
cians.?* Unless these conditions are satisfied, life-sustaining
treatment, including cardiopulmonary resuscitation (CPR),
presumably must be provided.®
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Under FHCDA, the rules for issuing orders to with-
hold or withdraw life-sustaining treatment in general
hospitals or nursing homes have changed in a number
of ways. As noted above, FHCDA authorizes surrogate
decision making for all medical decisions, not just DNR
decisions. Surrogate consent to a DNR order is now gov-
erned by the FHCDA rules for decisions to withhold or
withdraw life-sustaining treatment. Before FHCDA, a sur-
rogate could consent to a DNR order if the patient had a
“terminal condition,” which was defined as “an illness or
injury from which there is no recovery, and which reason-
ably can be expected to cause death within one year.” By
contrast, FHCDA requires “an illness or injury which can
be expected to cause death within six months, whether
or not treatment is provided.” FHCDA like the prior law,
also allows surrogate consent when the patient is perma-
nently unconscious. Under prior law, a surrogate could
consent to a DNR order if resuscitation would be “medi-
cally futile,” but FHCDA contains no equivalent standard
for surrogate decision making. Before FHCDA, a surrogate
could consent to a DNR order when resuscitation would
impose an “extraordinary burden on the patient in light of
the patient’s medical condition and the expected outcome
of resuscitation for the patient.” The parallel provision of
FHCDA is that “the provision of treatment would involve
such pain, suffering or other burden that it would reason-
ably be deemed inhumane or extraordinarily burdensome
under the circumstances and the patient has an irreversible or
incurable condition” (emphasis supplied).%

Since it is no longer sufficient that resuscitation is an
extraordinary burden, and the patient must also have “an
irreversible or incurable condition” under the extraordi-
nary burden standard, hospitals and nursing homes will
have to determine whether any of a patient’s conditions
can be considered “irreversible or incurable.” Presum-
ably, this term was not intended to include conditions that
are literally irreversible and incurable, but are in no way
debilitating. On the other hand, consider the patient who
is over 100 years old and has lost medical decision-making
capacity, but has no “irreversible or incurable” condition
(other than the frailty that naturally accompanies old age).
The application of the law to this patient is not entirely
clear.

Although the law defines CPR as a type of life-sus-
taining treatment, it distinguishes between DNR and other
orders to withdraw or withhold life-sustaining treat-
ment, in certain circumstances. One significant difference
between DNR orders and other orders to withhold or
withdraw life-sustaining treatment in FHCDA is that eth-
ics committee review is not automatically required to issue
a DNR order in a nursing home under the “irreversible
and incurable condition” standard, whereas ethics review
committee approval is required in a nursing home to issue

other orders to withhold or withdraw life-sustaining treat-
ment under that standard.?”

4. Adult General Hospital or Nursing Home Patients
Without Medical Decision-Making Capacity Who
Do Not Have a Health Care Proxy, and for Whom
No FHCDA Surrogate Is Available

In limited cases, facilities may withhold or withdraw
life-sustaining treatment from patients who lack medical
decision-making capacity, have no health care agent, and
for whom no surrogate is available. In these cases, treat-
ment is being withheld or withdrawn without consent. A
court of competent jurisdiction may make this decision.
Alternatively, FHCDA provides that the facility may with-
hold or withdraw life-sustaining treatment if the decision
is consistent with the patient’s wishes, if known, or in the
patient’s best interests, and two physicians determine that
treatment “offers the patient no medical benefit because
the patient will die imminently, even if the treatment is
provided,” and “the provision of life-sustaining treatment
would violate accepted medical standards.”?® Before FHC-
DA, a general hospital or nursing home could issue a DNR
order for a patient for whom no surrogate was available if
CPR was “medically futile,” a term that does not appear
in FHCDA. Although the law now uses different words,
there are probably few, if any, cases in this fourth category
where a DNR order legally could have been issued before
FHCDA but could not be issued under FHCDA.

5.  Adult Patients Outside of a General Hospital or
Nursing Home Without Medical Decision-Making
Capacity Who Do Not Have a Health Care Proxy
(Except Patients in Categories Seven and Eight)

Non-hospital DNR and DNI orders are now governed
by the new PHL Article 29-CCC, which is derived from
former PHL section 2977.% One difference between PHL
Article 29-CCC and former PHL section 2977 is that now
home care services agencies and hospices are explicitly
required to honor non-hospital DNR and DNI orders. A
non-hospital DNR order may be issued on the “standard
form,” which is DOH-3474, or the “alternative form,”
which is DOH-5003 (the MOLST form).*’ Non-hospital
DNI orders can only be issued on the MOLST form, not on
the standard form.

FHCDA surrogates have authority to consent to non-
hospital DNR and DNI orders.*! They do not have legal
authority to consent to other orders to withhold or with-
draw life-sustaining treatment outside of a general hospital
or nursing home. Nevertheless, DOH allows the issuance
of other orders to withhold or withdraw life-sustaining
treatment based upon clear and convincing evidence of the
patient’s wishes. This is based on patients’ common law
and constitutional rights, as recognized in case law,* as
well as the federal statutory right to self-determination.
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6. Minor Patients

FHCDA defines a minor as an unmarried individual
under eighteen years of age.** In general, a parent or legal
guardian may consent to medical services for a minor.*
Under PHL section 2504 and common law, parents can
consent to medical orders issued by a physician that with-
hold or withdraw life-sustaining treatment from their chil-
dren.*® Some attorneys may be concerned that a decision
to withhold or withdraw life-sustaining treatment from a
terminally ill child could be construed as neglect under the
Family Court Act. However, in cases involving terminally
ill children and burdensome medical interventions, courts
have considered parental consent to a physician’s order
to withhold or withdraw life-sustaining treatment, while
providing palliative care to optimize the child’s quality of
life, a reasonable decision, not an abandonment or medical
neglect of the child.* Indeed, the New York State Legisla-
ture has recently affirmed the legitimacy of palliative care
in appropriate circumstances.*’

FHCDA provides specific procedures that must be
followed when a parent or guardian of a minor makes de-
cisions about life-sustaining treatment in a general hospital
or nursing home. Most of the provisions for a health care
decision for an adult patient by a surrogate also apply to a
decision by a parent for a child who lacks capacity, except
that the decision only takes into account the child’s wishes
as appropriate under the circumstances. The attending
physician must determine whether the minor has capac-
ity, and if so, the minor must consent to the decision. Only
one parent’s consent is required, but health care providers
must make diligent efforts to notify a second parent who
has maintained substantial and continuous contact with
the minor.*® The second parent so notified has an opportu-
nity to object to the decision before it is implemented.*

FHCDA does not address parental consent to the
withholding or withdrawing of life-sustaining treatment
outside of the hospital and nursing home settings. How-
ever, the common law provides some guidance. Before
the enactment of FHCDA, in Matter of AB,* the court held
that the most relevant statute should govern decisions by
parents to withhold or withdraw life-sustaining treatment
from minor children. Accordingly, the court applied the
standards in section 1750-b of the Surrogate’s Court Pro-
cedure Act, which governs surrogate decision making for
persons with developmental disabilities. Now that
FHCDA provides a statutory framework for decisions
made by parents for children in general hospitals and
nursing homes, that framework should be applied to
decisions on behalf of children in the community. Just as
Matter of AB used the standards in SCPA section 1750-b,
the most relevant statute in effect at that time, decisions

by parents or legal guardians of minors in the community
to withhold or withdraw life-sustaining treatment should
incorporate the FHCDA procedures and standards. Thus,
physicians should only issue orders to withhold or with-
draw life-sustaining treatment from children in the com-
munity under circumstances in which those orders would
be permitted in nursing homes or hospitals.

Since the standards for nursing homes are the most
stringent (specifically regarding the need for ethics com-
mittee review when decisions other than DNR are made
for a patient who is neither terminally ill nor permanently
unconscious), those standards should be used in the com-
munity as well. Note that in cases where ethics review
committee review is needed in the community, the physi-
cian will have to find an ethics review committee willing
to review the case even though the patient is neither a
hospital inpatient nor a nursing home resident. In these
cases, the physician would presumably have privileges at a
local hospital, and that hospital’s ethics review committee
may be willing to review the case.

FHCDA also gives an “emancipated minor” author-
ity to decide about life-sustaining treatment in a general
hospital or nursing home.”® An emancipated minor is a
minor who is the parent of a child or is age 16 or older and
living independently.®? Although there are other instances
in which a minor may consent to health care without a
parent’s permission or knowledge, neither FHCDA nor
any other New York statute gives minors living indepen-
dently general authority to make health care decisions for
themselves. Also, it should be noted that FHCDA does not
allow surrogates on the surrogate list to make decisions for
emancipated minors who lack capacity; it only provides
for health care decisions for adult patients by surrogates.
Under FHCDA, however, a person under 18 years old who
is married is an “adult.”>®

7. Patients with a Developmental Disability Who
Lack Decision-Making Capacity and Who Do Not
Have a Health Care Proxy

FHCDA does not apply to decision making for patients
with developmental disabilities who lack medical decision-
making capacity. Surrogate decision making for patients
with developmental disabilities who lack capacity is
governed by the Surrogate’s Court Procedure Act (SCPA).>
Decisions to withhold or withdraw life-sustaining treat-
ment may be made by surrogates as provided in SCPA
section 1750-b and 14 NYCRR section 633.10. Decisions by
surrogates pursuant to the SCPA may be recorded in the
MOLST form.>® To assure compliance with this process,
OPWDD requires that a special checklist be attached to the
MOLST form.
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8. Patients in a Psychiatric Unit of a General Hospital
or a Psychiatric Institution Licensed by OMH
Without Decision-Making Capacity Who Do Not
Have a Health Care Proxy

FHCDA applies to patients with mental illness in
a “general hospital,” as defined by FHCDA. FHCDA,
however, does not apply to decision making for patients
in a ward, wing, unit or other part of a general hospital
operated for the purpose of providing services for persons
with mental illness pursuant to an operating certificate
issued by OMH or a “hospital” as defined in Mental Hy-
giene Law section 1.03(10). DNR orders for such patients
are still governed by the provisions of PHL Article 29-B.5
In compliance with Article 29-B and any other applicable
laws, MOLST may be used for patients with mental illness
in any setting.”’

Legal Requirements Checklists

As described above, decision-making standards and
procedures for decisions to withhold or withdraw life-
sustaining treatment vary depending on who makes the
decision and where the decision is made. Accordingly,
DOH has developed checklists that summarize these
requirements in six different scenarios, along with general
instructions and a glossary:

® MOLST Checklist 1—Adult with capacity (any
setting)

* MOLST Checklist 2—Adult with health care proxy
(any setting)

e MOLST Checklist 3—Adult with FHCDA surrogate
(hospital and nursing home)

® MOLST Checklist 4—Adult without FHCDA sur-
rogate (hospital or nursing home)

® MOLST Checklist 5—Adult without capacity in the
community

e MOLST Checklist for Minor Patients and Glossary
(any setting)

These checklists are not mandatory; they are intended
as a tool to assist health care providers in complying with
the complex laws governing decisions concerning life-
sustaining treatment when completing MOLST forms.>

In addition, OPWDD has developed a checklist for
people with developmental disabilities who lack medical
decision-making capacity and do not have a health care
proxy.” This checklist is mandatory and must be attached
to the MOLST form. The use of this checklist assures
that any medical decisions involving the withholding or
withdrawing of life-sustaining treatment from individuals
with developmental disabilities comply with the process
set forth in the Surrogate’s Court Procedure Act.

The DOH checklists for adults share a number of com-
mon elements. For example, they remind providers to ask
patients about executing a health care proxy, if the patient
has not done so and has capacity to execute one. DOH
Checklists 2 through 5 set forth the appropriate process for
the capacity determination, depending on whether a health
care agent or an FHCDA surrogate is the decision-maker.
And, they direct the physician to notify the patient of the
determination of incapacity if there is any indication that
the patient is able to comprehend the determination. All
summarize the statutory standards for medical decision-
making capacity and informed consent to life-sustaining
treatment orders. And, all of the checklists remind pro-
viders of the witness requirements and the need to notify
the director of the patient’s correctional facility or mental
hygiene facility and Mental Hygiene Legal Services, where
applicable.

The DOH checklists also specify the unique require-
ments applicable to specific decision-makers and settings.
For example, Checklist 2 (for adults with a health care
proxy) alerts the provider to the two-physician capacity
determination process for decisions by health care agents.
It also points out the limits on the health care agent’s
ability to consent to the withholding or withdrawal of
artificial hydration or nutrition. Checklist 3 includes both
the patient-centered standards and clinical standards that
must be met under FHCDA to justify the withholding
or withdrawal of life-sustaining treatment when a sur-
rogate makes that decision. Checklist 3 also points out the
required ethics committee determination for decisions to
withhold or withdraw life-sustaining treatment (other than
CPR) in a nursing home under the “irreversible or incur-
able condition” standard. Checklist 4 sets forth the two
alternative processes for decisions to withhold or with-
draw life-sustaining treatment from a patient who lacks
capacity and has neither a health care agent nor an FHCDA
surrogate: (i) a court proceeding; or (ii) a determination by
two physicians that treatment offers the patient no medical
benefit because the patient will die imminently, even if the
treatment is provided, and the provision of life-sustaining
treatment would violate accepted medical standards.

DOH Checklist 5 delineates in detail the complex
requirements for adults in the community who lack
capacity and do not have a health care proxy. Checklist 5
makes clear that the authority of the FHCDA surrogate in
the community is limited to DNR/DNI decisions. It also
indicates that decisions concerning other life-sustaining
treatment may be made based on clear and convincing
evidence of the patient’s wishes. “Clear and convincing
evidence” is defined in the glossary accompanying the
general instructions.®

Finally, the DOH checklist for minor patients applies
to patients under age 18 who are not married. However,
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it also notes that special considerations and requirements
apply to decisions concerning life-sustaining treatment
for emancipated minors. The checklist does not go into
detail about the various considerations that apply to life-
sustaining treatment decisions by or concerning emanci-
pated minors. Instead, it directs physicians to consult with
counsel regarding such decisions. As discussed above,

the checklist for minor patients imports into the commu-
nity setting the FHCDA requirements for withholding or
withdrawing life-sustaining treatment, other than DNR,
in a nursing home. It requires ethics committee review

for such decisions, if the patient is neither terminally ill
nor permanently unconscious. The checklist sets forth the
requirements to assess the minor’s capacity and secure his
or her consent, if he or she has capacity. It also describes
the requirements concerning notification and participation
of a non-consenting parent.

It is undoubtedly challenging for busy health care
providers to juggle all of these different checklists with
disparate requirements. However, the checklists merely
reflect the complexity of the law. And, that complexity is
largely driven by a desire to protect the rights of vulner-
able patients—a paramount consideration in our society.
Clearly, health care providers should appreciate and
consider the legal and ethical implications when issuing an
order to “allow natural death.”

Conclusion

MOLST and FHCDA together provide an opportunity
to honor the wishes of patients and to improve the qual-
ity of end-of-life care. Widespread completion of health
care proxies and MOLST forms by patients with capacity
will reduce the need for decision making by FHCDA sur-
rogates for patients approaching the end of life and will
provide guidance for surrogates when needed. MOLST
empowers patients in two ways. It provides a structured
framework for discussions between clinicians and pa-
tients and their families about end-of-life options, so that
patients have the information they need to make informed
decisions. And, it provides a vehicle for patients to make
clear their wishes concerning life-sustaining treatment.
MOLST enables patients to communicate across care set-
tings their desire to receive life sustaining treatment. It also
makes it possible to honor the wishes of a patient to spend
his or her last days comfortably at home, instead of in a
hospital receiving futile and invasive interventions.
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e whether the strength and durability of the patient’s religious
38. PHL§2994-g(5). and moral beliefs make a more recent change of heart unlikely;
39.  Former PHL § 2977 was repealed by 1. 2010, ch. 8, § 20. and
40.  See PHL § 2994-dd(2) and 2994-dd(6). ¢ whether the statements were made to one person only or to
41, PHLS§ 2994-cc(3) more than one person close to the patient.
42. Cruzan v. Director, Missouri Dept. of Health, 497 US 261; Matter of
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Storar, 52 N'Y2d 363. .
the New York State Department of Health since 2000.

43, PHLS299%4-a.
44, PHL§ 2504.

45.  Matter of AB by Her Mother, CD, 196 Misc.2d 940, 959 [“Pursuant
to Matter of Hofbauer and Public Health Law § 2504(2), CD is
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An Educational Flow Chart to Assist Physicians in
Understanding the Family Health Care Decisions Act and
Its Impact on Do Not Resuscitate Orders

By Lynn Hallarman, M.D.

l. Introduction

The Family Health Care Decisions Act has made both
substantive and subtle changes to New York State Do Not
Resuscitate (DNR) law as it applies to surrogate decision
makers. Academic teaching hospitals with hundreds of
medical staff, including medical trainees, are uniquely
challenged in educating physicians about these changes.
Major changes include: 1) Circumstances in which a DNR
determination can be made by a physician. 2) The abil-
ity of a surrogate to request a DNR for a loved one based
on “best interest.” 3) The ability of a “domestic partner”
to act in “best interest.” 4) The expansion of health care
providers beyond a physician who can make a secondary
capacity determination. 5) The ability for a physician to
add Do Not Intubate (DNI) with best interest consider-
ation rather than clear and convincing evidence.

At Stony Brook University Medical Center, a flow
chart! was developed as part of an institution-wide
initiative to educate physicians on the process of entering
DNR or DNR/DNI orders in hospitalized patients. The
chart emphasizes the different legal standard necessary to
actuate a DNR or DNR/DNI depending on if the decision
maker is the 1) Patient, 2) Health Care Agent, 3) Surrogate
or 4) No Health Care Proxy/Living Will or Surrogate.

The chart was introduced to the hospital community and
medical school through a series of grand round presenta-
tions and distributed widely to our training physicians,
nurses and social work providers. Our flow chart is meant
to be a companion guide to an institution-wide documen-
tation form (DNR progress note) that is used for verbal
consent to DNR or DNR/DNI.

Implicit to every DNR or DNR/DNI determination
is the physician’s prediction of CPR efficacy in a given
patient based on the research literature. The strongest
evidence of CPR efficacy in hospitalized patients (or sur-
vival to discharge after a cardiopulmonary arrest) comes
from the National Registry of Cardiopulmonary Resuscita-
tion.? In this prospective, multisite, observational study
of 14,720 hospitalized of adult patients overall survival
to discharge after a CPR attempt was 17%. This includes
all patients who have an arrest regardless of the under-
lying medical illness. The arrhythmia type at the time
of arrest influences survival to discharge: 34% for ven-
tricular fibrillation, but only 10% for asystole (when the

heart stops completely). In a recent retrospective study®
of 433,985 Medicare recipients 18.3% survived to hospital
discharge. Survival rate did not change over the thirteen-
year study period despite improvements in CPR science
and outpatient CPR survival. In a meta-analysis factors
which predict failure to survive to hospital discharge after
CPR included: overwhelming infection the day prior to
the CPR event, kidney failure, metastatic cancer (2%-8%),
dementia, and patient with dependent functional status.*

The Family Health Care Decisions Act (FHCDA) asks
physicians to consider CPR efficacy in patients who are
predicted to have less than 6 months to live (terminal),
or are permanently unconscious or have an irreversible
or incurable condition. The medical futility criterion of
CPR, which was present in the NY State DNR Law, was
deleted from the FHCDA. The FHCDA differs from the
prior DNR law in that surrogate decision makers are now
asked to consider the possible burden of, pain and suffer-
ing of CPR to the patient or act in their best interest rather
than having a clear knowledge of the patient’s preference
regarding CPR. Domestic partners are now recognized
for the first time in NY State Health Law in the FHCDA
as surrogate decision makers. Domestic Partners are
required to attest in writing that they are a permanent
household member and share financial resources. Non-
physicians, including nurse practitioners, physician
assistants and social workers with special training, are
now allowed to provide concurring determination for
medical capacity. Physicians now can add DNI with DNR
without clear and convincing evidence. This is particu-
larly relevant for patients near the end of life for whom
intubation puts them at high risk for a prolonged death
while ventilator dependent. The FHCDA for patients with
developmental disabilities or mental illness continues
to require subspecialty capacity evaluations for medi-
cal decision making. At our institution, all patients with
developmental disability for whom a DNR or DNR/DNI
decision is being considered require a pre-screen evalua-
tion by risk management to ensure compliance with the
array of legal standards that apply to this population.

Most importantly, our physicians are encouraged to
address DNR/DNI as part of anticipatory goal-directed
planning for patients who are highly unlikely to benefit
from a CPR/intubation attempt. In instances where pa-
tients/families continue to struggle with difficult deci-
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sion making, a palliative care consultation is encouraged
proactively to avert potential conflict. For situations in
which a dispute cannot be resolved through collaborative
discussions between physicians, patients/families, an
ethics consultation can be obtained.

Il. DNR Order Flow Chart® and Case Examples

The following case scenarios illustrate the process for
initiating a DNR or DNR/DNI order in a hospitalized
patient:

Case #1: The Patient with Capacity for Medical
Decision Making (MDM)

Mr. Patient is a 70-year-old man with advanced lung
cancer who is receiving oral chemotherapy, and is admitted
to the hospital for pneumonia that is responding to antibi-
otic treatment. The attending physician notes the patient
has progressive weight loss, a history of overall functional
decline over several months and seems frail. The attending
thinks he is a good candidate for DNR/DNI as it is predict-
ed that the patient’s survival to hospital discharge after a
resuscitation attempt or intubation for impending respira-
tory failure is very low. The attending physician speaks with
the patient about his preferences regarding DNR and DNI.
She meets at the bedside with the patient and his wife along
with the nurse and team’s resident physician. The doctors
first assess his understanding of his illness and current
condition and believe he has good understanding and has
capacity to make a decision regarding DNR. After a goal
setting discussion, they explain specifically what a DNR
and a DNI is, including risks and benefits, and the patient
agrees to DNR and DNI. The attending then documents in
the chart the discussion with the patient and who was pres-
ent at the discussion. A DNR/DNI order is entered into the
medical record.

Case #2: Patient Who Lacks Capacity for MDM and
Has a Health Care Proxy (HCP)

Myr. Patient is a 70-year-old debilitated man with
oxygen dependent chronic obstructive pulmonary disease
(COPD), admitted to the hospital for pneumonia. He is not
doing well despite attempts to reverse respiratory failure.

The attending thinks that he is at risk for a respiratory arrest
and is predicted to have a very low likelihood of survival to
hospital discharge after a resuscitation attempt or intubation
for impending respiratory failure. The attending physician
attempts to speak with him today about his preferences re-
garding DNR and also wants to discuss the risks of intuba-
tion and the possibility of ventilator dependency. The attend-
ing physician assesses his understanding of his illness and
current condition and both the attending physician and a
second team doctor concur that he is too ill to discuss DNR/
DNI and lacks capacity to make a decision regarding DNR/
DNI. They predict that he will not be able to discuss DNR/
DNI in the near future because of acute illness and debility.
The team reviews his written advance directive and finds his
brother is his HCP. After a goal setting discussion with
the brother, they explain specifically what a DNR and a
DNl is, including risks and benefits, and the HCP agrees to
DNR. In addition, they discuss the possibility of impending
respiratory failure and the health care agent believes that the
patient “would not want to be intubated” (DNI) or “end up”
ventilator dependent. The attending physician documents

in the medical record the capacity evaluation, the discussion
with the health care agent and who was present at the discus-
sion. The second physician documents a separate concurring
capacity evaluation. The Attending Physician enters a DNR/
DNI order into the medical record.

CASE #1: DNR/DNI DISCUSSION WITH
A PATIENT WITH CAPACITY

Patient Has Capacity

Goal Setting/Risk/Benefit Discussion
with the Patient
U
Documentation in the Medical Record
U
DNR/DNI Order Issued by Attending Physician

CASE #2: PATIENT WHO LACKS CAPACITY FOR
MDM AND HAS A HCP

Concurring Lack of Capacity Assessment/
Documentation by Health or
Social Service Practitioner

U

HCP Has Reasonable Understanding of Patient

Preferences Regarding DNR/DNI or Is Acting
in Best Interest

U

Goal Setting/Risk/Benefit Discussion with the

HCP and Documentation in the Medical Record
U

DNR/DNI Order Issued by Attending Physician
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Case #3: Patient Who Lacks Capacity for MDM Who
Does NOT Have a HCP but Has a Surrogate Decision
Maker (Family Health Care Decisions Act)

M. Patient is a 70-year-old debilitated man with end
stage dementia (total care, non-verbal and bedbound) admit-
ted for recurrent multidrug resistant aspiration pneumo-
nia. The attending physician believes the patient has likely
entered the terminal phase of his illness (< 6 months life
expectancy). The attending thinks that he is at high risk for
a respiratory arrest and is predicted to have a very low likeli-
hood of survival to hospital discharge after a resuscitation
attempt or intubation for impending respiratory failure. The
attending physician assesses the patient’s understanding of
his illness and current condition and both the attending phy-
sician and a second team doctor concur that the patient lacks
capacity to make a decision regarding DNR/DNI second-
ary to advanced dementia. They predict that he will never
be able to discuss DNR/DNI. The team reviews his chart
and discovers there is no advance directive. His brother
is identified as the appropriate surrogate decision maker.
After a goal setting discussion with the brother, they ex-
plain specifically what a DNR and a DNI is, including risks
and benefits. The brother tells the team that “his brother
has been through enough” with multiple hospitalizations
and progressive debility. He does not want to see him suffer
with “more interventions” and agrees to DNR/DNI. The
attending physician documents in the medical record: 1) the
capacity evaluation, 2) the necessary clinical condition
(terminal) met for surrogate decision making, 3) the discus-
sion with the surrogate and who was present at the discus-
sion. The second physician documents a separate concurring
capacity evaluation, and the necessary clinical condition
(terminal) met for surrogate decision making. The Attending
Physician enters a DNR/DNI order into the medical record.

CASE #3: PATIENT WHO LACKS CAPACITY FOR
MDM WHO DOES NOT HAVE A HCP BUT HAS A
SURROGATE DECISION MAKER

Concurring Lack of Capacity Assessment/
Documentation

Attending Physician Documents
1/3 Conditions Met:
A. Terminal Condition B. Permanently Unconscious
C. Irreversible or Incurable Condition (Second
Physician Must Concur/Document)

Surrogate Has “reasonable understanding of
patient preferences regarding DNR/DNI, believes
treatment would be an extraordinary burden to
patient or involves pain and suffering under the

circumstances, or is acting in the patient’s
best interest”
U
Goal Setting/Risk/Benefit Discussion with
Surrogate/ Documentation in Medical Record

U
DNR/DNI Order Issued by Attending Physician

Case #4: Patient Who Lacks Capacity for MDM Who
Does Not Have a HCP or a Surrogate

M. Patient is a 70-year-old debilitated man with
advanced lung cancer with metastatic disease to the lung,
liver and brain admitted for pneumonia and acute kidney
failure. He is currently in multisystem organ failure and
emergently intubated for impending respiratory failure
despite attempts to stabilize his condition. The attending
believes he has entered the terminal phase of his illness and
death is imminent. The attending is worried he may have
a cardiopulmonary arrest and believes he would not live
through the experience. The attending attempts to speak
with him today about his preferences regarding DNR. The
attending physician assesses the patient’s understanding of
illness and current condition and both the attending physi-
cian and a second team doctor concur that the patient lacks
capacity to make a decision regarding DNR secondary to
severe acute illness. They predict that he will never be able
to discuss DNR. They review his chart and discover there
is no advance directive and they have not been able to
locate any family or even a friend. The attending physi-
cian determines to a reasonable degree of medical certainty
that CPR offers no medical benefit because patient will die
imminently even if the treatment is provided, and CPR
would violate accepted medical standards. The attending and
the concurring physician separately document a capacity
evaluation and that CPR would offer no medical benefit. The
Attending Physician enters a DNR order into the medical
record.

CASE #4: PATIENT WHO LACKS CAPACITY FOR MDM
WHO DOES NOT HAVE A HCP OR A SURROGATE

Concurring Lack of Capacity Assessment/
Documentation by Health or Social Service
Practitioner

Attending Physician Documents Statement That
"CPR offers no medical benefit because patient will
die imminently and CPR would violate accepted
medical standards"

Second Physician Must Concur/ Document

DNR Order Issued by Attending Physician

lll. Conclusion

DNR or DNR/DNI orders are the most frequently
used order to forgo a life-sustaining treatment either
alone or as part of a plan to withdraw other life-sustain-
ing technologies such as dialysis or ventilators. Educat-
ing physicians and other health care providers about
the application of the FHCDA to DNR discussions and
decisions through targeted educational initiatives is key
to compliance with the law and fundamental to excellent
patient care.
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DNR REQU ESTED BY PATIENT | FAMILY | SURROGATE | OR WHEN A PATIENT IS DNR APPROPRIATE

ATTENDING PHYSICIAN conducts a lack of capacity assessment
and documents in the P.E. section of the progress notes

Patient HAS
CAPACITY

Patient LACKS CAPACITY*

CONCURRING lack of capacity assessment/documentation by
Health or Social Service Practitioner**

WITH NO Healthcare Agent
Surrogate or Surrogate

¢ Discuss ¢ Discuss risks/ ¢ Attending Physician documents that 1 of ¢ Attending physician
risks/benefits | benefits with the 3 following conditions is met: determines and
with Patient | Healthcare Agent 1. Has a terminal condition (< 6 months) documents to a

o o 2. |s permanently unconscious reasonable degree
Physician ¢ Physician to docu- 3. Has an irreversible or incurable condition | of medical certainty
to document | ment risks/benefits Second physician must concur/document | that CPR offers no

WITH
Healthcare Agent

risks/benefits | discussion and medical benefit
discussion agreement in chart ¢ Discuss risks/benefits with Surrogate because patient will
and agree- . - . . ie immi

mentﬁ1 chart 1 DNR order issued by ¢ Physician to document risk/benefit #lfh:gmtrggfgggﬁ?n

Attending Physician discussion and agreement in chart

provided, and CPR

DNR order

- ? DNR order issued by Attending Physician would violate
issued by Healthcare Agent /ias g 2 accepted medical
Attending reasonable under- standards.
Physician standing of patient Surrogate has reasonable understanding of patient

Second physician
must concur/
document

preferences regarding DNR, believes treatment
would be an extraordinary burden to patient or
involve pain and suffering under the circum-
stances, or is acting in the patient’s best interest,

preferences regarding
DNR or is acting in
the patient’s best
interest.

Surrogate Selection: legal guardian, spouse,
domestic partner (special form needed),
child (> age 18), parent, sibling (> age 18),
or close friend (signed statement required).

Add DNI when patient, healthcare agent or surrogate has chosen DNR and does not want intubation

for progressive or impending respiratory failure without acute cardiopulmonary arrest.

*If the patient lacks capacity because of a mental illness, the concurring physician must be board certified or board eligible in psychiatry. If the patient lacks capacity because
of a developmental disability, the concurring opinion must be rendered by a physician or psychologist with special experience or training in the field of developmental
disabilities. Risk Management must be contacted by calling 444-2823 or by calling the Hospital switchboard.

**Practitioners performing and documenting the concurring opinion include the MD, or where Hospital policy expressly specifies authority, training and credentials required,
a psychologist, NP, PA, RN or social worker who has received special training may be included.

This general education guide (last revised: 1/20/11) is meant to be a companion to the “DNR Progress Note, policy number R10020." The DNR Progress Note should
be used whenever an Attending Physician is issuing a DNR or DNR/DNI order. For permission to reproduce, email Lynn Hallarman, MD, at Lynn.Hallarman@stonybrook.edu.
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Making the Family Health Care Decisions Act Apply

to Hospice Patients
By Kathy McMahon

Introduction

The Family Health Care Decisions Act (FHCDA), first
introduced in 1993, went through many iterations before
it was passed and signed into law in 2010. This landmark
piece of legislation sets forth a framework for surrogate de-
cision making for patients who lack capacity and have not
designated a health care proxy or established advance di-
rectives. New York is no longer one of the only states in the
nation that had neither surrogate decision-making statute
or case law. However, as enacted, the FHCDA authorizes
surrogate decision making only in hospital and long-term
care facilities.!

For 17 years New York State’s hospices advocated for
passage of the Family Health Care Decisions Act (FHCDA).
Hospices regarded passage of the Act as an access issue—
without FHCDA terminally ill patients who lack capacity
are denied access to the hospice benefit. When FHCDA was
passed and signed into law in 2010 it was a momentous
event. However, FHCDA does not address surrogate deci-
sion making in hospice or for someone lacking capacity in a
community-based setting to elect hospice.

Background—Hospice

Hospice is a unique model of care—it provides case
management and patient-centered care using an inter-
disciplinary team. Patient choice is one of the hallmarks
of the program, which has been a Medicare benefit since
1985. Patient choice—medical decision making—is clear
cut when the patient has capacity and/or has an advance
directive. However, when the patient lacks capacity, and
there is no health care proxy, what happens to the patient in
the community who could benefit from hospice care? Since
the FHCDA is inapplicable to such patients, it ordinarily
means that the patient is denied access to hospice care,
which clearly was not the intent of the FHCDA.

Hospice:

e Embraces all patients coping with advanced
illnesses,

e Focuses on comfort rather than cure,
e Emphasizes quality of life,
* Promotes personal choice and individual dignity,

* Respects the traditions and wishes of the patient and
the patient’s family,

* Most often provides care in the patient’s home, but
when necessary, can also provide care in the nursing
home and inpatient setting,

e Utilizes current treatments and medications,

* Addresses physical, social, emotional, and spiritual
needs, and

* Provides care and support to the bereaved.

In hospice the family is the unit of care. Each patient/
family has an interdisciplinary team, comprised of: physi-
cian, nurse, home health aide social worker, pastoral care
(if they wish), volunteers (if they wish) and bereavement
counselors.

The process for acceptance into the hospice program is
comprehensive: 1) the patient is referred to the hospice; 2)
the hospice completes an evaluation to determine eligibility
(6 months or less terminal diagnosis; two physicians must
certify the 6-month prognosis); 3) the patient (or health care
proxy) elects the hospice benefit; 4) comprehensive assess-
ment of the patient’s/family’s need is completed; and 5) a
Plan of Care (which is changed as needed to meet the needs
of the patient and family) is developed.

The diagnoses of hospice patients include: cancers;
chronic obstructive pulmonary disease (COPD), such as
emphysema; cardiac diseases, e.g., congestive heart fail-
ure (CHF); Parkinson’s disease; Alzheimer’s and other
dementias.

Challenges Faced by Hospice

The case study below clearly demonstrates why
FHCDA should apply to hospice:

Patient, a 75-year-old man, was dying from brain
cancer. His doctor, an oncologist, first raised the
issue of hospice care with the patient’s wife when the
patient was at home and receiving home health care.
At that time, the patient no longer had decision-
making capacity. The patient’s wife immediately
recognized the value of electing hospice. She knew
that her husband would prefer to die at home with
palliative care, and she very much wanted to start to
receive the case management and multidisciplinary
support services that hospice could offer.

Accordingly the physician referred the wife to the
local hospice, and she promptly contacted that
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organization. However, the hospice administrator
reluctantly informed the wife that she did not have
the authority either to elect hospice for her husband,
or to authorize a plan of care at home that limited
life-sustaining treatment. He suggested that the
wife either go to court for a guardianship, or wait
until her husband was hospitalized, and then use
her authority as surrogate under the FHCDA to
elect hospice. The wife was dismayed, and did not
take further steps to secure hospice services. Her
husband died about two weeks later with far less
than optimal end of life care.

If the FHCDA applied to decisions relating to hospice
patients (including the decision to elect hospice), it would
have been possible for care to be provided in accordance
with the patient’s wishes. Instead, currently this wife and
many others like her do not have authority as surrogate
decision-maker, and are constrained from fulfilling what
they believe would have been the patient’s wishes.

How Hospice Fits Within the FHCDA Structure

Hospices, like hospitals and nursing homes, are highly
regulated. Hospices are Medicare-certified by the Center
for Medicare & Medicaid Services (CMS)? and licensed by
the State of New York.? They must operate in compliance
with CMS’s Hospice Conditions of Participation (COPs).
New York’s hospices are periodically surveyed by the NYS
Department of Health’s Bureau of Home Care and Hospice
Surveillance and Quality Indicators/Evaluation to assure
that they are in compliance with the COPs:

Quality matters! New York’s hospices are committed to
providing quality end-of-life care. All hospices are mandat-
ed by CMS to have a Quality Assessment and Performance
Improvement (QAPI) program in place.* Seven New York
State Hospices and palliative care providers participated in
the recently completed CMS AIM (Assessment, Interven-
tion and Measurement) grant, which charged IPRO with
developing a set of recommended quality measures for
hospice. Phase 2 of the NYS Department of Health’s (DOH)
Hospice Quality Initiative will be implemented in the near
future.

Amendments to allow surrogate decision making for
hospice will be an easy “fit” within the structure already
established by FHCDA. Specifically, hospices can meet the
FHCDA standards with respect to:

e use of ethics committees,
* process for determining capacity,

e process and procedures for end-of-life decision mak-
ing, and

¢ decision making for the “isolated patient,” i.e., a
person who lacks capacity and who has no one in the
hierarchy listed in FHCDA.

Next Steps

The statute that enacted the FHCDA charged the Task
Force for Life and the Law with examining whether the
FHCDA should be amended to apply to decisions for health
care in community-based settings.® The Task Force’s report,
issued on December 22, 2010 (see Appendix A on p. 51)
recommended: “...that the Legislature amend the FHCDA
to include decisions regarding hospice care.”® This is a big
“win” for patients in community-based settings who are
eligible for the hospice benefit but lack capacity and do not
have a health care proxy. The next step is to translate the
Task Force’s recommendation into draft statute for intro-
duction in the New York State Assembly and Senate.

Conclusion

State law must protect the rights of all patients, ensur-
ing that they can live with dignity and receive care con-
sistent with their own wishes and beliefs. It is crucial that
all New Yorkers—including those being cared for outside
hospital or nursing home settings—should be offered pro-
tection by the law and compassion by the courts.

Without the protections afforded by the Family Health
Care Decision Act, many New Yorkers are denied access to
the quality end-of-life care offered by hospice. Most fam-
ily members incorrectly assume that they do have the legal
right to make decisions on behalf of the patient who lacks
capacity. Unfortunately, that is not the case.

We are now in year eighteen of the struggle for a health
care decision-making process that supports access to hos-
pice. Will 2011 be the year? We certainly hope so. The Task
Force on Life and the Law is to be commended for their
comprehensive report and thoughtful consideration of the
issues. The Legislature should act quickly to adopt the Task
Force’s recommendations, and apply the FHCDA to deci-
sions relating to hospice.

Endnotes
1.  Public Health Law §2994-b.1.

2. See 42 CFR Part 418. CMS approves hospices for participation
in Medicare after a survey by either the State or a recognized
accreditation agency. The survey examines this hospice’s compliance
with CMS conditions of participation. See CMS State Operations
Manual, chapter 2.

NYS Public Health Law Article 40.
42 CFR §418.58.
NY Laws of 2010, Ch.8, §28.2.

NYS Task Force on Life and the Law, Recommendations Regarding the
Extention of the Family Health Care Decisions Act to Hospice, Nov. 30,
2010. The recommendation can be found on p. 51 (Appendix A) or at
http://www.health.state.ny.us/regulations/task_force/docs/2010-
12-22_extension_of_family_health_care_decisions_act.pdf.

SRS LE

Kathy McMahon is President and CEO of the Hospice
and Palliative Care Association of New York State.
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APPENDIX A

NEW YORK STATE TASK FORCE ON LIFE & THE LAW
90 Church Street, 15™ Floor, New York, NY 10007
Phone (212) 417-5444 « Fax (212) 417-4643

Richard F. Daines, M.D. December 22, 2010
Chairperson
Beth E. Roxland, J.D., M.Bioethics Honorable John L. Sampson
Executive Director Majority Conference Leader, New York State Senate
Karl P. Adler, M.D. Legislative Office Building
Adrienne Asch, Ph.D., M.S. 188 State Street, Room 409
Donald P. Berens, Jr., J.D. Albany, New York 12247

Thomas V. Berg, Ph.D., M.A.
Rabbi J. David Bleich, Ph.D.

Rathicen gﬁt}?e‘:’ﬁf: S H(?nor:clble Dean G. Skelos

Lyla J. Correoso-Thomas, M.D. Minority Leader, New York State Senate
oy Teretott Buen, LB, Legislative Office Building

Joseph J. Fins, M.D., F.A.C.P. 188 State Street, Room 907
e Albany, New York 12247

Samuel Gorovitz, Ph.D.

gﬁz:"ndlf_a&oﬂﬁ“‘l’\fg’“#‘ggp Honorable Sheldon Silver

Hugh Maynard-Reid, D.Min., C.A.S.A.C. Speaker, New York State Assembly
tohn D Muman, 1.0. Legislative Office Building

Barbara Shack 188 State Street, Room 932

Robert N. Swidler, J.D. Albany, New York 12248

Sally T. True, J.D.

Honorable Brian M. Kolb

Minority Leader, New York State Assembly
Legislative Office Building

188 State Street, Room 933

Albany, New York 12248

Dear Senators Sampson and Skelos, and Assembly Members Silver and Kolb:

On behalf of the New York State Task Force on Life and the Law (the “Task Force”), I am
pleased to submit for your consideration, “Recommendations Regarding the Extension of the
Family Health Care Decisions Act to Include Hospice.”

The Task Force was created by Executive Order in 1985 to develop public policy on issues
arising at the interface of law, medicine, and ethics. Since then, the Task Force has issued
influential reports on a variety of bioethics issues, including genetic testing, assisted reproductive
technologies, allocation of ventilators in the event of a pandemic influenza outbreak, and organ
donation.

The Task Force commends the Legislature on the passage of the Family Health Care Decisions
Act (“FHCDA”) in March 2010, which provides New Yorkers with an invaluable tool to
facilitate surrogate decision-making for health care. Prior to the FHCDA, families and close
friends of patients did not have the authority to make even routine health care decisions on a
patient’s behalf, and were required to satisfy an extremely high evidentiary burden when the
decision concerned the withholding or withdrawing of life-sustaining treatment. The FHCDA
greatly improved this situation by authorizing surrogates to make health care decisions for loved
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ones in hospitals and residential health care facilities. However, it still leaves thousands of New
Yorkers who receive care in other settings and who cannot speak for themselves without the
benefit of a surrogate decision-maker.

The Legislature directed the Task Force to examine whether the FHCDA should be amended to
apply to decisions for health care provided in settings outside of hospitals and residential health
care facilities. See 2010 N.Y. Laws Ch. 8, § 28 (2). Over the past several months, the Task
Force has deliberated over the ethical and legal issues raised by extending the FHCDA, and is
prepared to make an initial recommendation that the FHCDA should be amended to provide
surrogates with authority to make decisions on behalf of incapable patients for hospice care.

In order to be eligible for hospice, a patient must suffer from a terminal illness and have a life-
expectancy of six months or less. These patients’ conditions often affect their ability to make
choices or express wishes, precisely at a time when they face many important health care
decisions. Accordingly, surrogate decision-making for these vulnerable patients is crucial to
ensuring that their rights and welfare are protected, and that they live the remainder of their days
in dignity and with appropriate care.

As is set forth in further detail in the accompanying document, the Task Force hereby
recommends that the Legislature amend the FHCDA to include decisions regarding hospice care.
In the coming months, the Task Force will continue to explore the legal and ethical dimensions
of extending the FHCDA'’s surrogate decision-making authority to other care settings and will
provide additional recommendations on these issues to the Legislature.

Thank you for your attention to this matter, and for entrusting the Task Force with this important
project. We look forward to working with you in the future.

Sincerely,

T et 12 orlard

Beth E. Roxland, J.D., M.Bioethics
Executive Director

New York State Task Force on Life and the Law
Enclosure

cc: Richard F. Daines, M.D., Commissioner, New York State Department of Health
Honorable Thomas K. Duane, Chair, New York State Senate Health Committee
Honorable Kemp Hannon, Ranking Member, New York State Senate Health Committee
Honorable Richard N. Gottfried, Chair, New York State Assembly Committee on Health
Honorable James G. Bacalles, Ranking Member, New York State Assembly Committee
on Health
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APPENDIX A (continued)

Recommendations Regarding the Extension of the
Family Health Care Decisions Act to Include Hospice

New York State Task Force on Life and the Law

November 30, 2010

l. Introduction

The enactment of the Family Health Care Decisions Act (“FHCDA”) in March 2010 reflects the culmination
of seventeen years of advocacy and support from the health care community in New York State, and represents
a landmark legislative achievement. The law establishes a framework to allow surrogate decision making for
patients without capacity when they have not chosen a health care proxy or left other instructions to direct
their care. The Task Force on Life and the Law (“Task Force”) proposed the legislation in its 1992 report titled
When Others Must Choose: Deciding for Patients Without Capacity and welcomed with enthusiasm its passage.

The FHCDA was designed to fill a longstanding gap in New York law by providing an invaluable tool for
surrogate decision-makers to honor the wishes of patients when they cannot speak for themselves, or to act in
the best interests of these patients when their wishes are unknown. Prior to the passage of the FHCDA, families
and close friends of patients did not have the authority to make even routine health care decisions on a pa-
tient’s behalf, and were required to satisfy an extremely high evidentiary burden when the decision concerned
the withholding or withdrawing of life-sustaining treatment. As a result, surrogates did not have the ability to
consent to ameliorative treatments or to object to procedures, regardless of the degree of invasiveness, which
may have run contrary to their loved one’s previously expressed wishes or best interests.

II. FHCDA Issues for Task Force Consideration

The scope of surrogate authority under the FHCDA currently is limited to decisions about health care
provided in two specific settings: hospitals and nursing homes.! The Legislature explicitly assigned? to the Task
Force the project of considering whether the FHCDA should be amended to apply to decisions for health care
provided in other settings, such as hospice, home care, or doctor’s offices.?

The Task Force began its deliberations by identifying: (1) the settings where surrogate health care decisions
are likely to be necessary, and (2) the procedural safeguards required to ensure proper oversight of health care
delivery and protection of patient rights in these additional sites. For the reasons discussed below, surrogate
decision making in hospices emerged as a priority for early legislative action. In the coming months, the Task
Force intends to continue its deliberations and issue further recommendations on the extension of the FHCDA,
but is making an initial recommendation that the FHCDA be amended to include surrogate decision making in
the context of hospice care.

lll. Provision of Hospice Care

A. The Provision of Hospice Care in New York State

Hospice is an interdisciplinary approach to end-of-life care that emphasizes palliative treatments and
comfort care rather than curative care, while simultaneously providing comprehensive support to patients and
their families. Hospice care is often provided in hospitals and nursing homes, but also is routinely provided in
the home and other community-based settings. Patients are not eligible for hospice care until it is determined
that their condition is incurable and that they have a life expectancy of six months or less.

In order to receive hospice care, an eligible patient must “elect” to enroll in hospice.* Once the hospice
election is made, a detailed care plan is created by the hospice team and the patient, which includes prefer-
ences and directions for withholding or withdrawing care. Therefore, health care decisions must be made both
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to elect hospice and to direct the care of the patient once he or she is enrolled in hospice. When a patient lacks
decision-making capacity, the family or other decision-maker must step in to make these decisions.

B. Barriers to Surrogate Decision Making Regarding Hospice Care

Patients who qualify for hospice care are an extremely vulnerable population who, by definition, are at the
end of their lives. Due to complications resulting from terminal illness, many of these patients lack decision-
making capacity and therefore must be able to rely on surrogate decision-makers and clinicians to ensure that
they live out their final days in comfort and with dignity.

The current wording of the FHCDA creates a barrier to the utilization of hospice by terminally ill individu-
als because the authority it bestows upon surrogates is limited to care provided in hospitals or nursing homes.
The FHCDA does not permit a surrogate to elect hospice care for a loved one who is being cared for outside of
a covered facility at the time of the election decision. Even when a patient is successfully enrolled in hospice, a
surrogate lacks the ability to make decisions about on-going care so long as that care is to be provided outside
of a covered facility, for example, where hospice care will be provided in a stand-alone hospice facility or in the
home. Therefore, the ability of a patient without decision-making capacity to access hospice care will depend
upon where care is currently provided or will be provided going forward. Instead, the focus should be solely
on ensuring that the individual’s known preferences or best interests are honored at this crucial time.

IV. Task Force Conclusions

The limited applicability of the FHCDA maintains the status quo prior to its passage for hospice care out-
side of hospitals and nursing homes, which creates confusion and inequity. Without extending the authority
bestowed by the FHCDA, would-be surrogates will continue to face the obstacles to decision making histori-
cally inherent in New York State, especially with respect to end-of-life care. Accordingly, the FHCDA should be
amended to provide surrogates with authority to make health care decisions for hospice care outside of hospi-
tals and nursing homes.

Promoting access to hospice, as well as supporting family participation in hospice care, is consistent with
the intent of the legislature and overall regulatory approach to hospice care in New York State. The legislative
declaration accompanying Article 40 of the Public Health Law, which governs hospice, states in pertinent part:

In recognition of the value of hospice and consistent with state policy to encourage the expan-
sion of health care service options available to New York state residents, it is the intention of
the legislature that hospice be available to all who seek such care and that it becomes a perma-
nent component of the state’s health care system.’

Furthermore, the regulations governing hospice care envision family involvement and surrogate consent,
stating, “if a patient is not capable of giving informed consent, written informed consent must be obtained
from any individual who is legally authorized to give such consent on behalf of the patient.”® The regulations
also regard the patient and family as a unit, repeatedly referring to the “patient/family” when describing pa-
tient rights, the plan of care, and recordkeeping.” Extending the surrogate authority in the FHCDA to hospice
care outside hospitals and nursing homes will help to ensure consistency in the application of associated laws
and regulations.

The addition of hospice also fits well into the structure of the FHCDA as it currently stands, without requir-
ing extensive changes. Hospices are federally certified and highly regulated at the state level. The safeguards
and oversight mechanisms in the FHCDA, including the procedures for determining capacity, the procedures
for end-of-life decision making, and the requirements of ethics review committees will translate into hospice
settings. Hospices have physicians and other interdisciplinary professionals on staff to fulfill the statutory
requirements in these areas, and most hospices have their own ethics committee, or have access to an ethics
committee (.., through an affiliated institution or other agreement).

V. Recommendations

Because the needs of hospice-eligible patients are immediate and compelling, and because hospice pro-
grams are regulated and structured in ways that generally would allow application of the FHCDA'’s standards
and procedures, the Task Force recommends that the FHCDA should be amended to:
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e Allow patients who meet the criteria for hospice, but cannot make decisions on their own, the ability to
have a surrogate appointed for them pursuant to the FHCDA for decisions relating to hospice care.

—  When patients have no surrogate reasonably available, willing or competent, decisions should be
made on a patient’s behalf in accordance with standards and mechanisms already set forth in the
FHCDA.®

* Apply similar presumptions and procedures currently in the FHCDA to the determination of whether
a potential hospice patient lacks capacity, and to the selection of the individual who will serve as
surrogate.

® Enable surrogates to elect hospice care on behalf of patients, regardless of where the patients reside at the
time of the election.

e Authorize surrogate decision making for all care while in hospice, including creation of the hospice plan
of care and decisions to withholding and withdrawing life-sustaining treatment, using similar standards
for decision making and oversight mechanisms that the FHCDA currently requires in hospital and nurs-
ing home settings.

Beth E. Roxland, ]J.D., M.Bioethics
Executive Director

On Behalf of the New York State
Task Force on Life and the Law

Endnotes

1. N.Y. Pub. Health Law Art. 29-CC § 1 (2010); see also N.Y. Pub. Health Law § 2994-b (applicability). More specifically, the FHCDA
applies only to decisions regarding care provided in “hospitals,” which is defined to include “general hospitals” and “residential
health care facilities.” Id. § 2994-a (18). A “residential health care facility” is “a nursing home or a facility providing health-related
service.” Id. § 2801 (3). Hereinafter, the terms “nursing home” and “residential health care facility” will be used interchangeably, and
“general hospital” will be referred to as “hospital.”

2. 2010N.Y.Laws Ch. 8, § 28 (2).

The original Task Force proposal envisioned that surrogate authority would extend to all treatment decisions, without regard
to where they were made, so long as appropriate safeguards were in place. However, the delivery of health care has changed
significantly since the proposal was developed and it is prudent to reevaluate the effectiveness of the safeguards outside of the
institutional settings of hospitals and nursing homes.

42 C.FR. § 418.24 (a) (2010); see also N. Y. Comp. Codes R. & Regs. tit. 10, § 793.6 (3) (2010).
N.Y. Pub. Health Law § 4000.

N.Y. Comp. Codes R. & Regs. tit. 10, § 793.6 (3).

See, e.g.,1d. §§ 794.1-4.

® N o G .

Patients who do not have an individual available to act as a surrogate similarly stand to benefit from hospice care as their
counterparts with surrogates, and therefore should have equal access to such care. While there are legitimate concerns about the
vulnerability of these individuals, the safeguards required by the FHCDA, such as oversight by an Ethics Review Committee, will
ensure that only patients who are eligible—and for whom such care is in their best interests—will have decisions regarding hospice
care made on their behalf.
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Extending the Family Health Care Decisions Act

to Home Care
By Alfredo D. Cardillo, M.S.W.

This article reviews some of the issues that would
need to be considered in a potential extension of the Fam-
ily Health Care Decisions Act (FHCDA) to the home care
setting. To properly appreciate these issues and indeed the
larger context of surrogate health care decision making in
the home care setting, the article provides an overview of
home care in the evolving health care system, a review of
New York’s home care infrastructure, compelling reasons
why FHCDA should be made applicable to home care,
issues to consider in a potential extension, and options for
bringing the FHCDA home.

Overview—Home Care and the Evolving Health
Care System

The health care system is becoming increasingly inte-
grated, encouraged by advancement in clinical practice, in-
novations in care management and technology, outcome/
value based imperatives, incentives for efficiency, buy-in
to integration by providers and payors, and progressive
governmental policies.

In this context in which traditional modalities of care
are being reexamined and opened to change, home health
care has assumed an ever-deepening role in the delivery
and coverage of care.

Home health agencies serve the gamut of patients,
from new mothers and their infants to individuals over
100 years old, providing the range of preventive, pre-acute,
post-acute, therapeutic, high-tech and chronic care. For
a growing number of patients, home care is a core and
collaborating component of their “medical home”—that
“place” to which patients turn for their basic medical man-
agement needs and to which government and payors are
further turning to bring the elements of the system togeth-
er in a patient-centered, customized manner of care.

Home care has evolved to where it now flows to and
between all of the various parts of the system; it is vitally
connected to and with all levels of care. It is a prehospital
intervention and a preventer of trips to the emergency
room. In some models it is being directly substituted for
acute inpatient stays. It has taken the place of the far end
of hospital episodes, shifting this care to the home. It is the
preferred setting for patient rehabilitation, and the choice
for long term care over institutionalization.

The Home Care Infrastructure in New York State

The principal infrastructure of the New York’s com-
prehensive home care system consists of Certified Home
Health Agencies, Long Term Home Health Care Programs
and Licensed Home Care Services Agencies.

Certified Home Health Agencies (CHHAsS) are certi-
fied by the state under article thirty-six of the public health
law to provide nursing, therapeutic and home health aide
services under the Medicare and Medicaid programs.!
CHHAs must meet the federal Medicare Conditions of
Participation? along with an array of additional New York
State regulations® for operation of their services, manage-
ment of the patient’s care and quality assurance. CHHAs
may be free-standing agencies—such as a Visiting Nurse
Association—or may be sponsored by hospitals, nursing
homes or county /municipal health departments. CHHAs
are responsible for developing, managing and provid-
ing the plan of care for an individual in his or her home.
CHHAs cover a wide range of patients, and often provide
the short-term skilled and rehabilitation services needed
following hospitalization. CHHAs have many roles in
the delivery of services in the community, ranging from
preventive, public health and therapeutic services, to the
management of chronic disease, to the care of individuals
at the end of life. CHHA services are available statewide.

Long Term Home Health Care Programs (LTHHCPs),
often referred to as the “Nursing Home Without Walls
Program,” are also agencies certified to participate in
Medicaid and Medicare, but are specialized in the care
of individuals who are otherwise medically eligible for
admission to a nursing home.* LTHHCPs are sponsored
by hospitals, nursing homes and CHHAs which receive
specific state certification to provide a Long Term Home
Health Care Program. LTHHCPs provide, coordinate and
are responsible for managing a comprehensive plan of care
for medically fragile adults and children, individuals with
chronic illness and persons with disabilities. LTHHCPs are
authorized to provide an extensive range of diverse and
interdisciplinary services similar to the health, social and
environmental supports provided in a nursing home. LTH-
HCPs must also meet the federal Conditions of Participa-
tion® as well as the array of state regulatory requirements®
for operation, care management and quality assurance.
LTHHCP services are available throughout the state,
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except in a few of the most rural counties, where develop-
ment continues to be explored.

Licensed home care services agencies (LHCSAs) are
licensed by the state to provide paraprofessional and
nursing services, often as subcontractors in the delivery of
CHHA or LTHHCP services.” LHCSAs are not direct par-
ticipants in Medicaid or Medicare, but subcontract with
CHHAs, LTHHCPs or county departments of social ser-
vices to provide services paid for by governmental plans.
Under these subcontract arrangements, responsibility for
the patient, the services and the plan of care rests with the
CHHA and the LTHHCP. Like CHHAs and LTHHCPs,
LHCSAs may also provide care to patients on a private
pay basis or as covered by insurance or other third-party
plans.

More and More Decisions Applicable to and Made
Within the Home Setting

With the expanding role of home care and increasing
integration of the system, more and more patient health
encounters will be occurring in the home setting. Hence,
more and more will a person’s health care decisions be ap-
plicable to, and made within, the home.

As an example, emerging technologies are increasing-
ly permitting through CHHAs and LTHHCPs daily moni-
toring and treatment decisions/interventions for patients
with unstable or high risk conditions. Home telehealth
allows for the daily monitoring of patient vital signs and
other key health indicators, permitting diagnosis, deci-
sion making and intervention for patients without ever
leaving the home. Thus is the case for patients suffering
congestive heart failure, the most frequent cause of repeat
hospitalizations. Increasingly, congestive heart failure
patients can avoid hospitalization and emergency room
use by being monitored at home by a home care agency.
Among other vitals, agency staff are able to monitor the
principal indicator of weight-gain (revealing likelihood
of fluid retention) and address any necessary interven-
tion with the patient and/or the patient’s family and the
physician, all in a diagnosis and decision making process
without dislocation from the home.

Even apart from the growth and change in the field,
all patients and providers in home health must routinely
make decisions with regard to care and treatment for
an infinite array of needs and circumstances; and, many
patients, especially those in an advanced, medically fragile
state, face highly critical decisions. As home care increas-
ingly becomes a venue for individuals with advanced or
potentially life-threatening conditions, it is increasingly
the venue in which such decisions are faced.

Need to Extend the Family Health Care Decisions
Act to the Home Setting

Although critical health care decision making is neces-
sary in the home, state laws do not currently provide in
home settings the same, clear structure recently provided
for such decision making in hospitals and nursing homes
when a patient loses health decision making capacity and
no proxy or other legally authorized representative is
available.

From the time that the Family Health Care Decisions
Act was first introduced, in the early 1990s, until near to its
final version in 2010, the proposed law applied to deci-
sions made in virtually all health care settings. However,
the complex and volatile concerns associated with the
assignment of a surrogate decision maker which took the
Legislature the better part of two decades to resolve, led
the Legislature in its final agreement to start with a nar-
rower law that applied only in hospital and nursing home
settings.

While this approach helped secure an agreement on
the law and provided a secure starting point for imple-
mentation, the Legislature recognized the necessity to right
away begin work toward researching the extension of the
FHCDA to additional settings.

With new procedures and clarity for hospitals and
nursing homes, the new law simultaneously creates a cliff
in applicability to other settings, like home care. Under the
FHCDA, in order for surrogates to be appointed and/or
for decisions to be made for patients at home, home care
patients have to be hospitalized or placed in a nursing
home, or the home care provider or family must seek
“workarounds” and be faced with inconsistency of proce-
dure, such as what existed for hospitals and nursing homes
prior to the FHCDA.

Case in point #1: Patient “A” suffers from dementia.
While hospitalized, the patient is determined to have lost
capacity for health care decision making. The patient’s
spouse is appointed surrogate during the hospitalization.
The patient is then discharged home. A home care plan
is instituted to provide care for the patient. The dementia
progresses and the patient loses the ability to swallow and
is at risk of aspiration, pneumonia and possible death.
Under the existing FHCDA, the surrogate cannot make a
decision to forgo medical treatment for this life-threatening
condition for this patient while the patient is at home—
because the FHCDA is not applicable to the home setting.
In order for or the surrogate to be able to make this deci-
sion, the patient would have to be hospitalized or admitted
to a nursing home, where the decision to forgo treatment
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would be made and the patient subsequently returned
home.

Case in point #2: A diabetic patient with severely and
rapidly deteriorating health, and without a surrogate, is
determined to have a gangrenous leg, which without treat-
ment/amputation will hasten death. Various members
of the patient’s family claim that the individual, if able
to make his or her own decision, would never choose the
amputation and would prefer to pass without this addi-
tional suffering. Under the FHCDA, neither the appoint-
ment of one of the family members to be surrogate, nor the
decision to forgo amputation, could be made in the home
environment. For these decisions to be made, the current
law would require the patient to be hospitalized for the
appointment of a surrogate and for the surrogate to decide
on behalf of the patient to forgo the treatment and return
the patient home.

Case in point #3: Assume the same diabetic patient in
Case #2, but this time the patient’s physician is offering, as
an alternative to amputation, a powerful medication with
possible serious side effects, to be administered by IV at
home. The closest family wants to consent to the treatment
on behalf of the patient, but the physician questions the
family member’s authority to decide. Here again, for the
family member to have clear authority to decide, it would
appear necessary to hospitalize the patient, whereupon the
family member would become an FHCDA surrogate.

The lack of the extension of the FHCDA to the home
setting and the consequences as described above are im-
proper for both the patient and the system.

Issues to Address in Extending the FHCDA to the
Home

In implementing the Legislature’s directive to explore
the extension of the FHCDA to other settings,® in fall 2010
the New York State Task Force on Life and Law reached
out to the Home Care Association of New York State
(HCA) to engage the Association in researching home care.
To facilitate this research, HCA convened a workgroup
of home care clinicians and administrators to review the
provisions of the FHCDA and, considering the parameters,
protections and other provisions of that law, identify what
issues would have to be addressed to feasibly and prop-
erly extend the law to home care. Several of these issues
are next discussed in this section.

1. What Should Constitute “Home Care” for Purposes
of FHCDA Extension to the Home?

In extending the FHCDA to home care, it will have to
be determined whether “home care” should mean only the
general setting in which the patient resides or, more spe-
cifically, a patient at home under the care of a formal home
care program (a CHHA or LTHHCP).

As the FHCDA is currently constructed, the patient’s
“care setting”—i.e., a general hospital or nursing home—
functions as the patient’s principal health care provider,
through which the FHCDA's procedural and quality as-
surance mechanisms are established and ensured for the
patient.

Thus, if the Act were to be extended to patients at
home, the closet parallel to the existing FHCDA would
be to extend its provisions through the patient’s principal
provider in the home setting, and thus to patients at home
under the care of a CHHA or LTHHCP. In this scenario,
the FHCDA would ostensibly provide that CHHAs and
LTHHCPs, in conjunction with the patient’s physician,
ensure for patients the same (or appropriately modified for
the home) types of protections as the FHCDA requires of
hospitals and nursing homes, including clinical determina-
tions, ethics reviews and decision-making standards.

In the case of patients cared for at home by family or
others but without connection to the formal home care
system, the FHCDA's protections and protocols, which
revolve around the participating provider and provider
setting, would need a connection to some other provider
base. Without a link to formal home care, this may be a
quandary for the FHCDA and these patients. One sug-
gestion may be that, unless there is an interest or plan
for a such a patient to engage with a home care agency,
the FHCDA provider connection may be most practically
established with the patient’s primary physician. Thus, a
possible route for FHCDA coverage of such patients living
at home, but not in home care, may be through eventual
FHCDA extension to physician offices and the categoriza-
tion of these patients as “under the care of a physician’s
office” instead of as “home care” patients.

2. The Home Environment Versus an Institutional
Setting

An important issue in considering and navigating the
FHCDA's extension to home care is the varied, person-
alized and comparatively dynamic nature of the home
environment—vastly distinct from the institutional care
settings in which the Act currently applies and operates.

Hospitals and nursing homes are a relatively tightly
controlled environment, whereas the home is an open and
personal setting, ultimately shaped by the patient and
other household members.

In institutional environments, the clinical staff is pres-
ent ‘round the clock, including physician access. The total
environment is under the purview of the facility’s admin-
istration and the facility is subject to an array of regulatory
standards.

The very essence of home care is that service is provid-
ed in the personalized environment of the patient’s home.
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In home care, the patient and/or family determine the en-
vironment, which is filled with autonomous personal and
critical health choices. Professional assistance (i.e., contact
with agency staff) is available ‘round-the-clock in CHHAs
and LTHHCPs; however, except in very limited cases,
patients in home care are not accompanied by twenty-four
hour on-site staff, as they are in institutions.

Patient care in an institution is provided in a provider-
driven and controlled environment. Home care is the op-
posite; it is patient-driven and patient/family controlled.
Within this characteristic of home care also lies the essence
of the comfort and desire of individuals to receive health
care at home, and for those at the end of life, makes it their
vastly preferred place to live out their final days.

It is important, therefore, that the would-be operation
of the FHCDA in home care be duly considerate of such
distinguishing factors from institutional care. At a mini-
mum, the extension of the Act should contemplate the
relevant considerations and adaptations—from the law’s
current institutional focus—to make it compatible with
and properly accommodating for both home care patients
and providers.

3. FHCDA Key Features Will Require Adaptation for
Home Care

Certain features which are fundamental to the
FHCDA in its current institutional settings are not man-
dated for, and may not be present in the same way, in
home care. In this regard, extension of the FHCDA to
home care would require a thorough examination of these
features and their capacity to be provided for or properly
adapted for the home care field.

Attending Physician: The presence of and access to
physicians and medical directors in hospitals and nurs-
ing homes, which are pivotal requirements in the current
FHCDA, differ in the world of home care.

In institutions, “attending physicians” have primary
responsibility for the care and treatment of patients. At-
tendings are responsible for the orders and on-site care of
the patient.

Home care’s “equivalent” of an attending physician
is the “ordering physician.” In home care, this physi-
cian issues the orders for the plan of care which is then
implemented and managed by the home care provider.
All home care is provided pursuant to physician orders. In
home care, a physician orders the start of care, and these
orders must be renewed at least every sixty days. The phy-
sician must otherwise approve changes in the plan of care.

Continuity with physicians can be challenging for
Medicaid patients and hospital dischargees, whose orders
for home care may be issued by a hospitalist and then

shifted to a physician in the community, who for some
Medicaid patients may be a physician in a clinic group.
This dynamic, which is in contrast to the institutional sec-
tors, must be acknowledged in designating or translating

the “attending physician’s” responsibilities in a potential
FHCDA extension to home care.

Another area of variance in applying the current
FHCDA to home care involves the FHCDA's specification
of various roles for a Medical Director. Home care agencies
are not required to have Medical Directors. However, some
home care agencies have contractual or other organiza-
tional relationships with physicians, including the Medical
Directors of the agency’s parent sponsor if it is a hospi-
tal- or nursing home-based home care agency. In these
cases, either the parent facility’s Medical Director or other
affiliated physician could perhaps serve in the prescribed
roles required by the FHCDA, and indeed would need to
be retained for such if the FHCDA were to be eventually
extended to home care.

Ethics Committees: Unlike institutions under the
FHCDA, home care agencies are not required to have the
FHCDA's prescribed Ethics Committees. However, some
home care providers either already have their own Ethics
Committees or utilize the Ethics Committee of their parent
hospital or nursing home if part of the same system.

Convening Ethics Committees would be a new
mandate for home care agencies if the FHCDA were to be
extended to home care. While a potentially good practice
to have such committees in home care regardless of the
FHCDA, requiring home care Ethics Committees at this
time in an already well-overburdened field necessitates
careful consideration. The issue of mandates in home care
will be further discussed later in this article.

4. Determinations of Capacity/Incapacity

Under the FHCDA, determinations of incapacity are
made by the attending physician; in nursing homes there
must be an independent determination of incapacity by a
health or social services practitioner employed by or other-
wise formally affiliated with the facility.

In an FHCDA extension to home care, it is contem-
plated that determinations of incapacity could be made by
the ordering physician (the physician who has ordered the
home care plan of care) or by the patient’s primary physi-
cian if other than the ordering physician. Recently imple-
mented federal requirements for home care patient “face-
to-face” encounters with physicians may facilitate such
determinations, especially in start-of-care situations. As is
the case in nursing homes, the added FHCDA protection of
securing concurring opinions by a health or social services
practitioner could be provided in the same way by the staff
of the CHHA or LTHHCP.
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5. Health Care Decisions for Patients Without
Surrogates

The FHCDA establishes a framework for making rou-
tine medical decisions, major medical decisions and deci-
sions to withhold or withdraw of life-sustaining treatment
for patients without surrogates.

In home care, routine and major medical decisions
need to be able to be made in a timely manner in the con-
text of the patient’s care and the home care agency’s gen-
eral operations. The current FHCDA authorizes a hospital
or nursing home patient’s attending physician to decide
about routine medical treatment, and nothing in the Act
requires health care providers to obtain specific consent for
treatment where specific consent is not otherwise required
by law.

It is contemplated that a parallel provision for home
care could authorize the ordering physician in conjunction
with the home care provider to be the sources for routine
medical decisions.

Under the FHCDA, making a major medical treatment
decision (such as the use of psychoactive medications,
physical restraints, invasion of bodily integrity requiring
incision, producing substantial pain, discomfort, debilita-
tion or having a significant recovery period) requires the
attending physician and a concurring opinion of at least
one other designated physician, or Medical Director if the
patient is in a nursing home. A health or social services
practitioner may provide the concurring opinion if the
decision is about the use of physical restraints.

If a parallel provision were to be established for home
care, it is contemplated that the ordering physician could
make the medical decision. However, in providing for
the concurring opinion of a Medical Director (or other
physician), the previously discussed issue that home care
providers do not currently routinely have a Medical Direc-
tor would need to be addressed. While many of the major
medical decisions that meet the criteria of the FHCDA
would be more apt to be applicable in a hospital than in a
patient’s home, as the system evolves and more and more
complex care is provided in the home, more and more
of these treatment decisions will likewise be made in the
home.

Under FHCDA, decisions to withhold or withdraw
life-sustaining treatment would require either a court of
competent jurisdiction or a decision by the attending phy-
sician, with independent concurrence of a second physi-
cian designated by the hospital or nursing home, that to a
reasonable degree of medical certainty (i) life-sustaining
treatment offers the patient no medical benefit because
the patient will die imminently, even if the treatment is
provided; and (ii) the provision of life-sustaining treatment
would violate accepted medical standards.

If the FHCDA were to be extended to home care, it is
contemplated that the same process and protections would
be required of the provider and accorded the patient.

6. New Mandates

Home care agencies are currently besieged by new and
mounting state and federal mandates. HCA has estimated
that in just past several years, these mandates have result-
ed in $75 million in unfunded obligations. Moreover, the
state and federal budget processes have unleashed unprec-
edented cuts to the health care system, home care included.
New requirements which might be imposed on home care
agencies as a result of a possible FHCDA extension must
be carefully and thoughtfully evaluated in this context.

Potential Options for FHCDA Extension to Home
Care

Considering the aforementioned issues, one suggested
option for allowing FHCDA extension to home care is to
provide legislative authority for a provider opt-in process,
beginning with CHHAs and LTHHCPs. While an opt-in
would not bring FHCDA authority to initially nonpartici-
pating providers, it would indeed allow for a tested and
gradual period of FHCDA implementation in home care
through the participating agencies, with issues able to
be identified and addressed on the front end. Given the
important and fundamental goal at stake for the patients,
as well as the integrity of the health care decision making
process outside of the institutional sector, such a proposed
opt-in merits serious consideration.

Indeed, “home is where the heart is.” Home is where
people in need of care overwhelmingly prefer to be and
the direction in which health care continues to move. Our
laws, rules and opportunities should similarly follow that
course.

Endnotes
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Ethics Committees Under the Family Health Care
Decisions Act: From Policy to Practice

By Tracy E. Miller

On June 1, 2010, the Family Health Care Decisions
Act (the “FHCDA” or the “Act”) became effective in New
York State.! First proposed by the New York State Task
Force on Life and the Law in 1992, the Act effects sweeping
changes to New York State’s laws on treatment decisions
for patients in hospitals and nursing homes.? Specifically,
the FHCDA establishes a new Article 29-CC of the Public
Health Law that covers treatment decisions, including deci-
sions to forgo life-sustaining measures, for adults who lack
the capacity to decide for themselves and have not signed
an advance directive, and for children.

With passage of the FHCDA, New York became one of
the first states in the nation to mandate that hospitals and
nursing homes establish or participate in an ethics commit-
tee (“Ethics Committee”) with a significant role in resolving
disputes, providing ethics advice, and authorizing deci-
sions by family members or other surrogates to withdraw
or withhold life-sustaining treatment. In contrast to many
state laws on surrogate decisions that do not permit sur-
rogates to forgo life-sustaining treatment for patients who
lack capacity and are neither terminally ill nor permanently
unconscious, New York State did not preclude surrogates
from making decisions in certain cases or require judicial
approval. As explained by the Task Force on Life and the
Law in proposing the FHCDA:

Looking at the two poles of decision-mak-
ing models for in-capacitated patients—
the medical model of informal decisions
at the bedside and the judicial model
with all its procedural and evidentiary
requirements—the Task Force has carved
a middle path between the two. In doing
s0, it seeks to balance the need to protect
patients from poor decisions with the need
for policies that work in the context of
medical practice.?

Hence, rather than arbitrarily limit surrogate author-
ity, the Task Force proposed reliance on Ethics Committees
as a safeguard for decisions in sensitive cases. As a result,
Ethics Committees in New York State now have significant
new authority as well as corresponding duties under the
FHCDA. This article briefly describes the decision-making
process established by the FHCDA and then discusses the
role of Ethics Committees under the FHCDA, requirements
for committee membership, procedures for the commit-
tees, and practical approaches to fulfilling the committees’
obligations.

. Decision Making Under the Family Health Care
Decisions Act

The FHCDA replaces long-standing case law in New
York State that severely limited the authority of family
members and others close to the patient to withdraw or
withhold life-sustaining measures, in the absence of a health
care proxy or living will.# In particular, the FHCDA elimi-
nated “clear and convincing evidence” of an adult’s wishes
about treatment as the sole basis for decisions to forgo
life-sustaining treatment once patients lose decision-making
capacity and have not signed a health care proxy. For adult
patients who do not have the capacity to decide for them-
selves and have not executed an advance directive, the
FHCDA authorizes family members and others close to the
patient to decide about treatment, including life-sustaining
measures.

The FHCDA specifies the following priority list of
individuals who can decide about treatment for patients
determined to lack decision-making capacity: (i) a guard-
ian authorized to make health care decisions pursuant to
Article 81 of the Mental Hygiene Law; (ii) the spouse, if not
legally separated from the patient, or the domestic partner;
(iii) a son or daughter 18 years of age or older; (iv) a parent;
(v) a brother or sister 18 years of age or older; or (vi) a close
friend.> An individual from the highest priority class on the
list who is reasonably available, willing, and competent to
decide, will be authorized as a “surrogate” for treatment
decisions.

The FHCDA grants surrogates the authority to make
all health care decisions that an adult patient could make,
as long as the decision satisfies the standards under the
Act. Surrogates must decide about treatment in accord with
the patient’s wishes, including religious and moral beliefs,
to the extent they are reasonably known, or, if they are not
known, in accord with the patient’s best interests.® In addi-
tion to meeting those standards, surrogates can decide to
forgo life-sustaining measures if: (i) treatment is an extraor-
dinary burden and the patient is terminally ill or perma-
nently unconscious, or (ii) the patient has an incurable or
irreversible condition and the treatment would entail such
pain, suffering or other burden that it would reasonably be
deemed inhumane or excessively burdensome under the
circumstances. As discuss below, Ethics Committee review
and approval is also required in certain cases.

In addition to decisions for adults, the FHCDA covers
decisions to forgo life-sustaining treatment for children.”
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The FHCDA authorizes parents of minor children to forgo
life-sustaining measures in accord with the Act’s standards,
resolving the uncertainty that has long marked parental
authority for such decisions under New York State case
law.8 The Act also establishes that emancipated minors, if
determined to have the capacity to decide about treatment,
are authorized to consent to forgo life-sustaining treat-
ment, if the attending physician and the Ethics Committee
determine that the decision accords with the standards in
the Act for such decisions.’

Il. Ethics Committees

The FHCDA requires all hospitals and nursing homes
to establish an Ethics Committee or participate in an Ethics
Committee that serves more than one facility.'” The Act
also assigns significant responsibilities to Ethics Commit-
tees, and mandates that they satisfy certain requirements
for membership, notice to patients and surrogates, proce-
dures for meetings, and confidentiality. Notably, the Act
grants protection from civil and criminal liability as well as
charges of professional misconduct to health care facilities
and Ethics Committee members, participants and consul-
tants for actions taken reasonably and in good faith pursu-
ant to the Act.

A. Role and Responsibilities

The Act specifies that Ethics Committees will: (i) con-
sider and respond to any health care matter or request for
assistance in resolving a dispute presented by the patient,
surrogate, or other persons identified in the Act; and (ii) re-
view certain sensitive decisions by surrogates and mature
minors. Ethics Committees have an obligation to respond
promptly to a request for assistance or dispute resolution
by a “Person Connected with the Case,” defined in the Act
to include the patient, any member of the surrogate list,
an attending physician, any other health or social service
practitioner directly involved in the patient’s care, and any
duly authorized state agency, including the facility director
or regional director for a patient transferred from a men-
tal hygiene or correctional facility. This provision, as with
others throughout the Act, recognizes the important role
played by nurses, social workers, and other professionals
at the bedside who are not physicians. These professionals
may have clinical knowledge, insight about the patient’s
personal wishes and circumstances, and a professional
commitment to the patient’s well-being that may be im-
portant in bringing concerns to the attention of the Ethics
Committee. This is especially true in long-term care facili-
ties where nurses and social workers are often the primary
caregivers, with significant interaction with the patient and
family members.

A request for assistance to the Ethics Committee or a
dispute brought to the Committee’s attention may arise
for various reasons, including: (i) disagreement among
members of the surrogate list about a treatment decision;
(ii) disagreement between a surrogate and the attending

physician or other staff member about a treatment decision;
(iii) disagreement about the determination of the patient’s
decision-making capacity; or (iv) conflict or uncertainty
about whether the patient meets the standards for decisions
to forgo life-sustaining treatment under the Act. This is not
an exclusive list of matters that Ethics Committees may
address; the committees have a broad mandate under the
FHCDA to consider matters brought to them.

In cases where an Ethics Committee responds to
requests for assistance or dispute resolution, an Ethics
Committee can provide advice about the ethical aspects
of proposed health care, make a recommendation, or seek
to resolve a dispute. Ethics Committees have significant
latitude to determine how best to carry out this responsibil-
ity; for example, depending on the nature of the issue or
dispute, an Ethics Committee could recommend an ethics
or social work consultation, or seek another opinion about
the patient’s capacity or prognosis. Indeed, fact-finding in
relation to the patient’s diagnosis and prognosis as well as
non-medical factors, such as the patient’s wishes, may be a
common role for Ethics Committees. Conflict at the bed-
side often arises due to poor communication by health care
professionals, lack of understanding about the patient’s
diagnosis or prognosis, or misunderstanding among family
members.

Ethics Committees have the most substantial respon-
sibility in cases where their decisions are binding. This
responsibility arises for decisions to forgo life-sustaining
treatment in the following cases: (i) in a hospital, for deci-
sions to forgo artificial nutrition and hydration for a patient
who is not terminally ill or permanently unconscious, if a
physician disagrees with the surrogate’s decision; (ii) in a
long-term care facility, if a surrogate consents to withdraw
or withhold life-sustaining treatment for a patient who is
not terminally ill or permanently unconscious, except that
Ethics Committee review and approval is not required for
decisions to forgo cardiopulmonary resuscitation for such
a patient; and (iii) in a hospital or long-term care facility, if
an emancipated minor consents to withdraw or withhold
life-sustaining treatment.

In these cases, the FHCDA charges Ethics Committees
to review the decision to forgo life-sustaining treatment by
a family member, other surrogate or a mature minor, and
determine if the decision meets the standards under the
Act. Notably, Ethics Committee decisions in these cases are
binding, unless a court order overrides the Ethic Commit-
tee’s decision. It is significant as well that, in these cases,
Ethics Committees are charged to determine whether the
decision-making standards in the law have been met, not to
make a de novo decision for the patient, with the exception
of decisions regarding emancipated minors. Admittedly,
the best interests standard in the law leaves ample room
for judgment, calling for a decision that takes into account
factors such as consideration of the dignity of every person,
the possibility and extent of preserving the patient’s life, the
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preservation or restoration of functioning, and the relief of
suffering.!! However, Ethics Committees should recognize
that they are not authorized to act as the surrogate, but

as a check on a surrogate decision that is not consistent
with the patient-centered standards in the Act. As noted
above, decisions for emancipated minors are an exception.
In those cases, the Act seeks to address the vulnerability
of some emancipated minors by conditioning the minor’s
authority to make the decision on: (i) an Ethics Committee
determination that the decision accords with standards for
the decision on behalf of adults, and (ii) approval by the
Ethics Committee.!?

Prior to passage of the FHCDA, Ethics Committees
fulfilled a variety of functions within facilities, including
education, policy setting, and discussion. Facilities can
assign these and other duties to the Ethics Committee,
or convene a subcommittee to perform these functions.
Facilities with a large well-established Ethics Committee
may wish to create a subcommittee to fulfill duties under
the FHCDA consistent with requirements under the Act.
Under this approach, it would be a useful procedure if the
subcommittee reports its decisions and actions to the full
Ethics Committee for retrospective analysis.

B. Ethics Committee Membership

As required by the FHCDA, the membership of the
Ethics Committee must be interdisciplinary and must
include at least five members who have demonstrated
an interest in or commitment to patient’s rights or to the
medical, public health, or social needs of those who are
ill. The members may include health care professionals,
clergy, and others employed or affiliated with the hospital
or nursing home, as well as members of the community. At
least three Ethics Committee members must be health or
social service practitioners, at least one of whom must be
a physician, and at least one of whom must be a registered
nurse. In addition, at least one Ethics Committee member
must be a person without any governance, employment, or
contractual relationship with the hospital or nursing home.
A Person Connected with the Case may not participate as
an Ethics Committee member in considering that case.

Additional requirements apply in long-term care
facilities. Nursing homes must offer the Residents” Coun-
cil of the facility, or of another facility that participates in
the Ethics Committee, the opportunity to appoint up to
two persons to the Committee, neither of whom may be a
resident of or a family member of a resident of the facil-
ity. Both must have expertise in or a demonstrated com-
mitment to patients through professional or community
activities, other than activities performed as a health care
provider.

Ethics Committees should seek to assure that commit-
tee membership accords access to the expertise and leader-
ship needed. Among other matters, Ethics Committees

should give careful consideration as to whether an attorney
should serve as a member of or a regular participant in
Ethics Committee meetings. Attorneys can provide valu-
able insight about the law, but their role should be clarified.
Counsel should see their role as identifying the range of
treatment decisions or options supported by the FHCDA
and the facts, rather than as identifying the “safest” course
of action for the facility, a role that may conflict with the
patient’s wishes or interests.!> Moreover, the FHCDA
includes a provision establishing that a facility or physician
that provides treatment or services refused by a surrogate
acting in accord with standards under the FHCDA is not
entitled to payment for such treatment or services.'* Hence,
the course seen as “safest” can prove costly for the facil-

ity if it is not well-grounded in the Act’s decision-making
standards which focus exclusively on the patient’s wishes
and interests.

C. Ethics Committee Procedures

Ethics Committees must adopt a written policy gov-
erning committee functions, composition, and procedures
that accords with FHCDA requirements. In addition, as
with other institutional committees, bylaws or policies for
Ethics Committees should set forth a process to appoint the
members, appoint or choose a chairperson, provide notice
of meetings, and establish a quorum for the meetings. As
they carry out responsibilities under the FHCDA, Ethics
Committees must follow the procedures specified in the
Act. Ethics Committees must respond promptly, as required
by the circumstances, to: (i) any request for assistance in
resolving a dispute by a Person Connected with the Case,
or (ii) a request for consideration of a surrogate decision to
withdraw or withhold life-sustaining treatment in the cases
identified above. Ethics Committees must also promptly
give the patient (if there is any indication of the patient’s
ability to comprehend the information), the surrogate,
other persons on the surrogate list directly involved in the
decision or dispute regarding the patient’s care, the attend-
ing physician, a designated representative of the facility’s
administration, and any other person the Ethics Committee
deems appropriate the following:

(a) notice of any pending case consideration concern-
ing the patient, and, for patients and persons on the
surrogate list, information about the Ethics Commit-
tee’s procedures, composition, and function; and

(b) the Ethics Committee’s response to the case, includ-
ing a written statement of the reasons for approving
or disapproving a surrogate’s decision to withdraw
or withhold life-sustaining treatment for a patient
who is not terminally ill or permanently uncon-
scious, or for a decision by a mature minor to forgo
life-sustaining treatment.

Persons Connected with the Case must have an oppor-
tunity to present their views to the Ethics Committee and
also the option of being accompanied by an advisor when
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participating in an Ethics Committee meeting. In some
circumstances, patients or individuals on the surrogate

list may choose not to participate in the Ethics Committee
process. They should not be forced to do so. Instead, rep-
resentatives of the Ethics Committee or the facility should
still explain the process to them and solicit their views, con-
cerns, and any information they can provide about relevant
aspects of the case, including insight about the patient’s
wishes and values, or, if not known, a judgment about the
patient’s best interests.

An Ethics Committee may establish policies or pro-
cedures to seek to resolve any disputes that arise by less
formal means before referring the matter to the Ethics
Committee, including, but not limited to, an ethics, social
work, or other consultation. For patients or individuals
on the surrogate list intimidated by the process, this more
informal consultation may be preferable.

The Ethics Committee’s response to each case covered
in which its decisions are binding must be in writing and
included in the patient’s medical record. While Ethics Com-
mittee proceedings and records are generally confidential
and not subject to disclosure, the New York State Depart-
ment of Health may review the written decisions of Ethics
Committees, as well as records of the proceedings, in cases
where the decision is binding. Ethics Committees should
therefore consider carefully the form that their written deci-
sions will take and how they will be communicated to fam-
ily members and other surrogates when the Ethics Com-
mittee’s decision is binding. Ethics Committees should also
develop clear policies and procedures regarding minutes of
the meetings and other Ethics Committee records.

lll. Conclusion

The FHCDA grants substantial authority to Ethics
Committees as a vehicle to resolve disputes, to provide
advice to health care professionals, family members and
others close to the patient, and to serve as a safeguard for
certain sensitive decisions to forgo life-sustaining treat-
ment. Without question, the Act presents challenges to Eth-
ics Committees, especially those in smaller institutions that
lack a strong history of ethics consultation or meetings.

Ethics Committees have a clear obligation to seek
the training, expertise, and information they need. At a
minimum, training should include broadly accepted ethical
principles for treatment decisions, committee members’ ob-
ligations and committee procedures, and the requirements
of the FHCDA and other related laws such as the health
care proxy law. Ethics Committee members should also rec-
ognize that the Ethics Committee is designed to serve the

needs of patients and those close to them. The FHCDA as a
whole, including the protection from liability for health care
facilities and Ethics Committee members, participants and
consultants who act reasonably and in good faith pursuant
to the Act, seeks to remove legal obstacles in order to allow
a decision-making process that places the patient’s wishes
and best interests at its center.
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Educating Ethics Review Committees in a More
Humanistic Approach to Relational Decision Making

By Mary Beth Morrissey

Introduction

As we approach the one-year anniversary of the effec-
tive date of the Family Health Care Decisions Act, land-
mark legislation in New York State, it has become increas-
ingly clear to legal and health care practitioners, as well as
policymakers, that there have been unforeseen challenges
in implementing the law on the ground in clinical practice
settings. Many of those challenges relate to ethical issues
and ethical dilemmas in decision making for which there
are no prescriptive formulae, such as negotiating some-
times complex relationships and conflicts within families,
and between health care professionals and surrogates
who are now legally authorized to act for incapable
patients. A more humanistic approach to understanding
relationships and conflicts deepens understanding of lived
experiences of illness burden, pain and suffering for seri-
ously ill patients and their family members, and the fully
relational dimensions of the health care decision making
process.

The architects of the Family Health Care Decisions Act
wisely saw that it would be prudent to obligate all nursing
homes and hospitals covered under the law to establish
ethics review committees. While many health care facilities
may already have such committees in place, the Family
Health Care Decisions Act establishes an authoritative
function of the ethics review committee, which I will ad-
dress more fully below. However, what is essential to the
proper functioning of the ethics review committees under
the Family Health Care Decisions Act, particularly in view
of their newly expanded responsibilities, is comprehensive
education for committee members in a number of critical
areas.

Importantly, there is growing research evidence that
many health care professionals today lack adequate train-
ing in palliative and end-of-life care, both in the U.S. and
outside the U.S. A recent report issued by the Lien Founda-
tion ranking end-of-life care across the world puts the U.S.
at 9th among 40 countries across the world based upon
measures of quality and availability of end-of-life care.!
The Lien Foundation white paper also addresses in more
depth the continuum of sociological, cultural and ethical
issues that affect end-of-life care. One of the key recom-
mendations in the report is the centrality of capacity build-
ing and training to the growth of palliative care, not only
for physicians, nurses and other health care professionals,
but for community-based volunteers and caregivers.

Palliative care both as a philosophy of care and as a
delivery system is a meaningful context for understand-
ing the Family Health Care Decisions Act, its legislative
goals and its implementation. Consistent with this context,
it would be important to include content on the Palliative
Care Information Act,? effective February 2011, and its
implementation in educational curricula for ethics review
committees.

My focus in this article is to provide a brief overview of
the core areas for ethics review committee training in light
of the requirements of the Family Health Care Decision
Act and the Palliative Care Information Act in the larger
context of palliative care, as well as the radically changing
health care environment in which families, health care pro-
fessionals and health care providers are navigating as they
enter a new era of health care decision making.

Core Curricula Areas for Ethics Review Committee
Education

There are several critical areas that should be included
in a comprehensive educational curricula for ethics review
committees under the Family Health Care Decisions Act
(FHCDA) and the Palliative Care Information Act (PCIA),
as summarized below:

¢ Introduce foundational content on the existing legal
and ethical consensus for decision making, and the
principles and goals of palliative care;

* Explain paradigm shift in health care decision mak-
ing framework, relevance to interdisciplinary team
process and communication skill competencies of
team members;

* Describe the paradigm shift in functions of the ethics
review committee as defined under the FHCDA,
committee process and procedures specific to the
facility ethics review committee, and responsibilities
of ethics review committee members;

Provide targeted overview of key provisions of

the FHCDA and PCIA, including decision making
standards, applicable facility policies on health care
decision making, and implementation challenges;

Discuss the role and responsibility of the ethics re-
view committee in addressing conflict and assisting
in resolving conflict;

Formulate consensus about adoption of best practice
to assure ethically competent functioning of the eth-
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ics review committee, and consultation and com-
munication with family members, surrogates, and
health care professionals.

While it is not possible to address each of these areas
exhaustively in this short article, I will touch upon the cen-
tral purpose of the education in each core area. In develop-
ing or modifying an educational curricula to find the best
“fit” for the particular facility and ethics review committee
being trained, certain decisions will have to be considered
in consultation with the leadership of the committee or the
parties who have requested the training. One important
decision is whether the training should be presented in
one or two modules or sessions. This decision may depend
on facility resources and availability of, or access to, com-
mittee members. The second decision is determining the
time and resources that should be invested in developing
written curricula for the training program. Certain parts of
the written curricula may be standardized, but other parts
may be facility-dependent. It is advised, however, that
there be written curricula materials developed and provid-
ed to the ethics review committee members to supplement
the training that will be presented to them based upon the
core educational curricula.

A third decision is whether to include an interdis-
ciplinary professional, or professionals from a mix of
disciplines, in the training program. It is frequently very
helpful to incorporate an interdisciplinary perspective
and have representation from more than one discipline in
conducting training programs, especially for a body such
as an interdisciplinary ethics review committee.

Legal and Ethical Consensus; Principles and Goals
of Palliative Care

The provisions of the FHCDA address the composi-
tion of ethics review committees.? Hospitals and nurs-
ing homes are required to have a written policy that has
provisions addressing ethics review committee composi-
tion.* While the provisions of the FHCDA on composition
impose certain prescriptive requirements on hospitals and
nursing homes such as interdisciplinarity and number of
health and social services practitioners,5 covered institu-
tions may still exercise certain discretion in terms of how
they draft their policy provisions on committee member-
ship, operationalize the applicable requirements, and form
or restructure the membership of committees. For this
reason, committee members will likely have very diverse
backgrounds, knowledge and training in ethics and health
care decision making.

It is critical that professionals who are developing edu-
cational curricula for ethics committee members not take
for granted that all individual members of the committee
have a working knowledge of essential constituents of the
existing legal and ethical consensus about decision making

under applicable federal and state laws and regulations, as
well as broadly accepted consensus statements on ethical
aspects of treatment decisions issued by national or state
bodies such as statements on palliative sedation.® It is al-
ways helpful to have a sense of the knowledge level among
the individuals being trained. Frequently, however, that
will not be possible. The goal of introducing this content

is to lay a foundation for the new information that will be
provided in the training session about targeted provisions
of the FHCDA and the PCIA, and the complexities arising
under those laws with respect to ethical issues involving
decision making.

In this introductory segment of the training, it is
appropriate to define the objectives of the training and
integrate the broad goals of palliative care with those
objectives.

Participants in the training should be made aware
of the PCIA, effective February 2011, and how its provi-
sions and requirements intersect with the provisions of the
FHCDA. Under the new law, attending practitioners are re-
quired to offer patients who are terminally ill (an illness or
condition that can reasonably be expected to cause death
within 6 months with or without treatment) information
and counseling regarding palliative care and end-of-life
options appropriate to the patient.” When the patient lacks
decision-making capacity, the information and counsel-
ing must be offered to the person who has legal authority
to make decisions for the patient.® Consistent with the
work of Joseph J. Fins (2006), who framed the overarching
heuristic of a palliative ethic of care,’ it is imperative to
spend time in the training session describing the principles
and goals of palliative care in enhancing quality of life,
relieving suffering, fostering effective communication and
supporting patient-centered decision making. This educa-
tion is critical to helping committee members understand
the connections in palliative care between interdisciplinary
team practice, communication and good decision mak-
ing. This context will provide committee members with
a heightened awareness and sensitivity to the limits of
the medical futility principle in resolving conflicts at the
bedside,!? and foster a more humanistic attitude toward
working with suffering family members and addressing
their ethical concerns.!! Committee members should be
provided with literature on palliative care, or at a mini-
mum references to resources that provide information
about palliative care such as the National Consensus Proj-
ect for Quality Palliative Care and the Center to Advance
Palliative Care at the Mount Sinai School of Medicine, New
York City.!?

Following a discussion of the goals of palliative care,
it would be important to review at least briefly certain key
points of the existing legal and ethical consensus in the
areas of advance care planning, resident/patient rights,

66

NYSBA Health Law Journal | Spring 2011 | Vol. 16 | No. 1



IMPLEMENTING THE FAMILY HEALTH CARE DECISIONS ACT

informed consent and decision making, refusal of treat-
ment, life-sustaining treatment, withholding and with-
drawal of life-sustaining treatment, pain and symptom
management, and palliative sedation (including some of
the defined terms under the statutes), in an effort to put
everyone on the same page. As it is unlikely that time
constraints will permit a comprehensive review of this
information, written materials should be provided to the
committee members in each of these areas referencing
applicable law and applicable consensus statements of
appropriate bodies.

Paradigm Shift: Relational Framework in Decision
Making

In the years following the Cruzan'® decision, and the
enactment of the federal Patient Self-Determination Act of
1990 and the New York State Health Care Proxy Law,!®
policy making in the area of health care decision making
has been driven in large part by the patient rights move-
ment.!® The legal and ethical underpinnings for such
policy making have been based on well-established ethical
principles of patient autonomy and health care justice.
However, the rational choice, self-interested agency and
transactional pillars of the individualistic framework have
been challenged on a number of fronts as inadequate and
not sufficiently accommodating cultural differences in de-
cision making, social, ecological and community contexts,
and the multidimensional aspects of person-centered deci-
sion making—psychological, cognitive, emotional, spiri-
tual, axiological.l” The movement away from a contractar-
ian, formalistic approach and toward a more relational
framework of decision making marks the next era in the
ethics of health care decision making. This shift reflects the
humanistic perspective that persons are fundamentally
social and relational, and that rights are relational. It also
challenges the widely held notion that health care decision
making has only epistemological foundations.

The enactment of the FHCDA in New York is consis-
tent with this paradigm shift. The statute formally recog-
nizes in law the well-established social and ethical role
and responsibilities of families and family members as
relational others and in many cases, as caregivers, in the
health care decision-making process. It is long overdue
that this role be given legal status and legitimacy in our
statutes, policies and systems of decision making. Ethics
committee members need to be introduced to the relation-
al framework in decision making and its essential con-
stituents: the interpersonal relationship, communication
that is founded on relationality, moral agency and respon-
sibility, and collaborative practice. This education should
be integrated into a description of the role of the interdis-
ciplinary team in clinical settings, and the relevance of the
paradigm to effective functioning of the interdisciplinary
team at the specific facility.

The last component of the education in this core
area that should be touched upon is to expose commit-
tee members to some understanding of the complexity of
decision-making that is involved in any decision-making
process across systems. Briefly, the levels of decision mak-
ing that should be identified are the microsystem in which
the patient and the patient’s experiences and interactions
with the patient’s family members, surrogate and personal
support systems are situated, facility policies and systems,
and the macrosystem external to the facility that influences
such aspects of decision making as determination of gov-
ernment benefits and allocation of resources. Health care
decisions usually involve interaction and communication
across all system levels. For example, a surrogate who is
weighing a decision to withdraw or withhold life sus-
taining-treatment for a terminally patient will be offered
information and counseling from the patient’s attending
practitioner about palliative and end of-life care options for
the patient under the PCIA, such as referral to hospice and
eligibility for the Medicare hospice benefit. There are mul-
tiple systems involved in the surrogate’s decision-making
process.

Paradigm Shift: Function of Ethics Review
Committees

The FHCDA marks a paradigm shift not only in the
role of families in decision making, but also in the role of
ethics review committees in the decision-making process.
The statute establishes an authoritative function of the
ethics review committee by investing it with legal author-
ity to make binding decisions on certain matters.!® The
traditional consultative role of the ethics review committee
is formalized under the statute. The statutory provisions
spell out that consistent with the functions of the ethics
review committee, permitted responses to a matter it has
reviewed may include advising, making a recommenda-
tion, or assisting in resolving a dispute about proposed
health care.! More specifically, however, the ethics review
committee mandate under the statute is that it shall consid-
er and respond to any matter submitted to it by a person
connected with the case.?? This is a very broad mandate.
The responsibility of ethics committee members to carry
out this mandate has significant meaning for seriously ill
patients, their family members and surrogates.

The recommendations and advice of the committee
shall be advisory and non-binding, except when a mandat-
ed review of a surrogate decision to withhold or withdraw
life-sustaining treatment is triggered.?! In these cases, the
determination of the committee to approve or disapprove
the decision withholding or withdrawing life-sustaining
treatment is binding.?? This new authoritative function
of ethics committees will require much more extensive
training for ethics committee members to assure that they
are properly qualified to carry out this weighty charge.
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Explaining the complexity of decisions to forgo treatment,
especially life-sustaining treatment, and the multilayered
process of decision making involved in the choices and de-
liberations about treatments, risks, benefits and burdens,
and alternative treatments, is a sine qua non of the training.
Consistent with the relational paradigm of decision mak-
ing, committee members will need to understand that their
charge in reviewing surrogate decisions to withhold and
withdraw life-sustaining treatment and issue a binding ap-
proval or disapproval of such decisions is a responsibility
that puts them in ethical relation to the resident/patient
and the surrogate and ought not be taken lightly.

With respect to ethics committee process and proce-
dures, the provisions in the statute are skeletal. Facilities
governed by the law need to have clearly delineated poli-
cies that address committee process and procedures. There
is room for wide variation in terms of how the provisions
of the statute can be operationalized. The training should
cover the process and procedures of the specific facil-
ity policy as well as the statutory provisions, including
respecting confidentiality of the committee process.

Members of the ethics committee should also be
sensitized to the potential for conflicts of interest between
professional codes of ethics for professionals in their re-
spective disciplines represented on the committee, facility
policies on health care decision making, or decisions made
by the ethics review committee. This type of conflict is to
be distinguished from conflicts of interest that arise due to
a contractual relationship with the facility, or from con-
science objections to treatment decisions made pursuant
to the FHCDA. A decision on an ethical issue that presents
a potential conflict for a social worker may not present a
similar conflict for a physician or a nurse. The ethics of
health care decision making and health care justice do
not have a universal meaning for all professionals in all
disciplines.

Targeted Review of FHCDA and PCIA:
Decision-Making Standards and Patient Rights

The enactment of the FHCDA, while a positive and
welcome step in New York, does add complexity to the
health care decision-making process. In the larger frame-
work of federal and state laws and regulations governing
health care decision making, it is important to explain
to ethics committee members how the law fits into the
existing legal and regulatory scheme, as well as how it
interacts with the PCIA. The focus of this review should
be targeted to the scope of the law, surrogate selection, the
legal authority of the surrogate, informed decision making
and such areas of the statute that may give rise to conflict
including capacity determinations, who is qualified under
the statute and facility policy to make capacity determina-
tions, and application of the clinical standards.

One of the most important areas of the training is the
work that the training professionals will need to do with
ethics committee members to enable them to understand
the decision-making standards. Under the FHCDA, there
are two sets of standards, broad patient-centered stan-
dards? and standards for life-sustaining treatment deci-
sions.?* It is the second set of standards to which trainers
will need to turn their attention in the training as these are
not easy to understand, have been oversimplified in the
first year of the statute’s implementation, and present sig-
nificant implementation challenges. In addition, the train-
ers need to instruct ethics committee members that these
standards do not mirror the standards for issuance of DNR
Orders under Article 29-B of the Public Health Law,?®> now
repealed. The medical futility language in the old law has
been eliminated from the new decision-making standards,
in addition to other changes in the standards.?

In this brief article, it will be impossible and impracti-
cable to dissect these standards in any depth. However, let
me highlight what will need to be reviewed in depth with
ethics committee members. First, the members of the com-
mittee must have some working familiarity with clinical
terminology such as what is meant medically by an illness
or injury which can cause death in 6 months, an irrevers-
ible or incurable condition, permanent unconsciousness,
and withdrawal or withholding of life-sustaining treat-
ment, a defined term in the statute. In addition, committee
members must be instructed that there is no legal or ethical
distinction between withdrawal or withholding of life-sus-
taining treatment, a central constituent of the existing legal
and ethical consensus in health care decision making.?”

It is helpful in the training session to adopt a heuristic
method by describing the life-sustaining treatment deci-
sion standards as broken out into two “buckets.” In each
bucket, the standard has two parts that have to be parsed:
an assessment of burden that will be made by the surro-
gate, and a clinical determination that will be made by the
physician. Although the statute does not clearly define this
line of demarcation, there is a working consensus among
health care attorneys that this is how the standards should
be implemented based upon legislative intent. There is
no language in the statute that bars the surrogate and the
physician from consultation and such consultation likely
occurs in practice, and should be encouraged to foster
good communication and avoid disputes. There is also no
bar in the statute to consultation with other members of
the interdisciplinary team. Such consultation is also good
practice.

Turning to the clinical determination first, it is helpful
to present examples of clinical situations to ethics commit-
tee members and discuss whether the clinical criteria in
either or both buckets would be met for the purpose of a
surrogate decision to withdraw or withhold life-sustaining
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treatment. For example, a patient or resident who presents
with diagnoses of congestive heart failure, coronary artery
disease and advanced peripheral vascular disease is likely
to meet the clinical criteria of an irreversible or incurable
condition as determined by the attending physician with
a physician concurrence, even though the patient may not
be permanently unconscious or may not be expected to
die within 6 months. Ethics review committee members
serving in nursing homes will need to understand that
decisions (other than CPR) made by surrogates in nursing
homes that fall into the “neither terminally ill nor perma-
nently unconscious” bucket are mandated reviews requir-
ing a binding decision of the committee.

The second part of the analysis to walk the commit-
tee members through is how to parse the assessment of
burden under the decision-making standards. This section
of the statute may prove to be the biggest implementation
challenge for surrogates, health care professionals and eth-
ics committee members for a number of reasons. Number
one, there has generally been a very narrow construction
of what these standards mean and a judgment among
some health care professionals that they may be opera-
tionalized in the same way as the standards under the old
DNR law. This is incorrect and would result in a serious
denial of patient rights under the statute. These standards
broaden the assessment of burden to the patient that needs
to be made under the law. The medical futility language
has been eliminated from the standards. The movement
away from a medical futility standard for life-sustaining
treatment decisions is a positive step as medical futility by
definition and in clinical practice means success or failure
of a treatment, and provides too limited a basis for weigh-
ing benefits and burdens to the patient. The medical futil-
ity standard under the old DNR law was never intended
to be the basis of an assessment about quality of life.

More specifically, a whole reading of the FHCDA
standards makes clear that the assessment of burden is a
qualitative assessment and one that takes into account the
subjective experiences of the patient. Although in the first
bucket, the language of extraordinary burden does paral-
lel the language of extraordinary burden in the old DNR
law, the nature of the assessment is not tied to the patient’s
medical condition alone as it is in the old law but involves
a multidimensional assessment of the patient.

Similarly, the assessment of burden to the patient
under the second bucket is a qualitative one and multi-
dimensional, extending to pain, suffering or burden that
would be experienced by the patient as inhumane or
extraordinarily burdensome. Given the knowledge we
are gaining every day about pain and the experience and
meaning of pain to patients in serious illness, the inclusion
in the statutory language of assessment of pain burden to
the patient should be welcomed.

We know based upon research evidence that pain is
often untreated and undertreated, and that uncontrolled,
intolerable and intractable pain leads to suffering.?® Educa-
tion provided to ethics committee members about what
is involved in a multidimensional assessment of illness
burden, pain and suffering under the provisions of the
FHCDA will be critical to their proper and full review of
matters that require provision of advice, recommendations
and binding decisions.

A More Humanistic Response to Conflict
Negotiation and Resolution

One of the central roles of the ethics review commit-
tee is addressing conflict and assisting in the resolution
of conflict. Conflict may arise within families or between
health care professionals, or from communication break-
downs between the patient, family, surrogate and health
care professionals. Facilities should have procedures in
place to address and negotiate conflict informally through
appropriate process. However, when conflict does reach
the ethics review committee, the members of the com-
mittee need to have a foundation in understanding the
relational dimensions of conflict, and the significant role
communication plays in helping to resolve disputes. Re-
search evidence suggests that communication is founded
upon relation-centeredness.?’ Therefore, education in the
relational framework of decision making is likely to foster
improved communication skills in dealing with conflict
and a more humanistic, empathic response to conflict.

This is a core area of the educational curricula that
draws upon interdisciplinary knowledge and expertise
in work with families. Sources of conflict in families may
stem from distrust of the health care system, not receiving
sufficient or well explained information about the patient’s
diagnosis, prognosis, disease trajectory, or goals of care,
and values differences. Palliative care and hospice have
a well established record of supporting distressed and
grieving families in the decision-making process. And the
interdisciplinary team in hospice is a model of collabora-
tive practice that can be replicated in other clinical settings.

Conclusion: Best Practice and Recommendations
for Research

In bringing to close the training provided to ethics
committee members regardless of what it has been possible
to cover due to time constraints or other barriers, it would
be important to help the group reach consensus about
what is best practice in the particular facility for assuring
ethically competent functioning of the ethics committee,
and consultation and communication with family mem-
bers, surrogates and health care professionals.
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I recommend that training professionals work with
facilities to develop a research agenda that will support
ethics committee functions through ongoing data collec-
tion and analysis that target measurement of outcomes.
The implementation of the FHCDA provides a unique
opportunity for health care professionals to collaborate
with health care providers in developing an evidence base
that evaluates ethics training for ethics committee mem-
bers and heath care professionals working in health care
settings and the impact of such training on process and
outcomes for patients.

Professionals who are knowledgeable about the
FHCDA and the principles discussed above, including
knowledgeable health care attorneys, can make a signifi-
cant contribution in providing comprehensive education
to ethics review committees as part of the implementation
of the FHCDA and the PCIA, and in restoring the central-
ity of ethics and collaborative practice to health care deci-
sion making.
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Bioethics Consultation Before and After

the Family Health Care Decisions Act
By Tia Powell, M.D. and Hannah I. Lipman, M.D., M.S.

Consultation Request': Mr. A is a 74-year-old
man who has a history of hypertension. Three
months ago he suffered a large stroke which

left him half paralyzed and unable to swallow
effectively or speak. He was discharged to a
subacute rehabilitation facility with a feeding
tube. He did not recover any cognitive, motor or
speech function. Two weeks ago he was admitted
to the hospital with pneumonia. He was treated
with antibiotics and was placed on a mechanical
ventilator because of respiratory distress. His
infection is severe enough that he requires fluids
and medicines to support his blood pressure.
Now his mental status is significantly worse
than his poor baseline. He occasionally opens his
eyes, but can’t follow commands. He grimaces
when experiencing discomfort, such as when the
nurses suction his breathing tube.

My. A'is from the Dominican Republic. He has
been married for 51 years and has 4 children, all
of whom were raised in the US. He has no health
care proxy or living will. His children have

been making medical decisions for him since the
stroke. They report their mother is “nervous”
and request the team not give her any informa-
tion about her husband’s condition, although she
visits every afternoon. When the ICU team ap-
proached one of the patient’s children for consent
for a tracheostomy, a procedure to enable long-
term ventilator support, she declined, reporting
“my dad wouldn’t want to live this way.” The
team has observed strained relationships among
the children and they are also concerned about
the role of Mrs. A as a decision-maker. They
request Bioethics Consultation.

The historic passage of the Family Health Care Deci-
sions Act (FHCDA) rights a great wrong in New York
law. In the nearly two decades that it took to pass the
FHCDA, countless family members were excluded from
the process of making medical decisions on behalf of their
loved ones, and witnessed care that appeared to violate
the values and wishes of patients. Spouses of 50 years
had no formal standing to shape the goals of care for a
beloved husband or wife. A small minority could pro-
duce “clear and convincing” evidence and so participate,
but the majority of families were left without sufficiently

explicit instructions. Today families still rely on clear
evidence when it exists, but they are also free to consider
patients’ lived experience, values and best interests when
called upon to make decisions for those who no longer
can.

And yet no law can make end of life decisions easy.
Unhappy families are not alike, and find a seemingly
endless number of ways to disagree, including about the
appropriate care for an incapacitated loved one. The case
described above (an anonymized composite of many
cases) is difficult precisely because this patient has not left
clear and convincing evidence of his wishes. Of note, pa-
tients from minority groups are less likely than others to
complete advance directives.? This difference along racial
and ethnic lines in expressing end of life choices was part
of the injustice of New York’s former reliance on clear and
convincing evidence. The most vulnerable were further
disadvantaged by a system that favored documentation.
FHCDA paves the way for broader family engagement in
surrogate decision making for incapacitated patients. How
do these changes play out in the clinical world, and how
have they shifted the practice of bioethics consultation?

Our answer to these questions stems from our specific
work setting. Knowing that the impact of the FHCDA may
be different at different facilities, we describe the prac-
tices of the Bioethics Consultation Service at Montefiore
Medical Center, where both authors work. This service
was one of the first founded in the U.S., begun in 1978 by
attorney Nancy Dubler. Today the service flourishes as
among the most active in the country, with roughly 300
yearly consults arising from the 1,500 beds of our multi-
part hospital. We are not called for routine DNR decisions,
hospice transfers, or discussions to set goals of care; our
colleagues handle these important conversations as part
of their regular duties in caring for patients. We are called
when there are values conflicts among families, patients,
and health care providers about a significant health care
decision, or when those involved are simply not sure what
is the right thing to do.

For most of our cases, we rely on a single well-trained
and experienced bioethics consultant, rather than a small
team or full committee. The consultant confers with all
those involved in the case, including family and staff, and
pulls together the resources needed to resolve the dilem-
ma. Our consult process emphasizes the resolution of con-
flict among appropriate stakeholders, including providers,

NYSBA Health Law Journal | Spring 2011 | Vol. 16 | No. 1

71



IMPLEMENTING THE FAMILY HEALTH CARE DECISIONS ACT

patients and families. We rely on a single consultant to
mediate conflicts because adding extra members to the
process on the side of the professionals may diminish the
voices of those with a genuine role, and in particular may
drown out the voices of patients and families in favor of
those who work together as professionals. We also find
that for a service with our large volume this single con-
sultant model works best; the labor demand to provide
multiple staff members for hundreds of yearly cases
would be overwhelming. The use of a single consultant
places great pressure on our consultants to make sure
they do not impose their own values, but rather compe-
tently mediate among the providers, family members and
others interested in the case. We suspect that the single
consultant model is not appropriate for every institu-
tion. It requires substantial training and experience for all
consultants and is best suited to a facility that can commit
sufficient resources.

We will provide here only a brief overview of our
consult practices. In providing a bioethics consultation,
we focus first on trying to understand the values and
preferences of the patient. Whenever possible we visit
patients and interview them if they are able to participate
in a conversation; this direct experience informs us in
ways that others’ descriptions cannot. We provide an op-
portunity for all those involved to articulate their values.
Frequently, though not always, this opportunity takes the
form of a meeting that includes staff members, family,
and the patient when capable of participating, during
which the bioethics consultant mediates and facilitates.
We help determine the range of ethically and legally
acceptable choices and work to facilitate a consensus
within that framework. When indicated we consult with
attorneys or do research to clarify medical, ethical and
legally acceptable options. We document our work in the
hospital record. Rather than making pronouncements,
our notes aim to reflect the work of building consensus
around the best course of action for this particular person
and to educate team members about common ethical
dilemmas. Cases are presented every other week at Con-
sultation Rounds. A summary of monthly consults and
an in-depth discussion of one or more challenging cases
occur during the monthly meeting of our full Bioethics
Committee.

In this context, then, let’s examine the ways in which
FHCDA has and has not changed practices within our
bioethics consultation service. FHCDA calls for the for-
mation of an Ethics Review Committee (ERC) composed
of a minimum of five persons, including a doctor, a nurse
and one member not employed by the institution. Clearly
our practice of relying on a single consultant does not
adhere to this model, so how are we to align our practices

with FHCDA? We take two complementary approaches.
We note that the Act permits a facility to use “less for-
mal” means of resolving ethics conflicts, and we view our
well-established consultation service as falling within that
category. We anticipate that the great majority of situa-
tions will be resolved by this means, as has been the case
at our institution for decades.

However, an ERC is required for specific types of bio-
ethics dilemmas, for instance those in which an emanci-
pated minor wishes to forgo life-sustaining treatment. For
these required uses of the ERC, as well as for those cases
in which our usual consultation format fails to provide
an acceptable resolution, we have established a means of
providing an ERC. When circumstances require, we will
call upon the roughly three dozen members of our Bioeth-
ics Committee, which includes all members of our Bioeth-
ics Consultation Service, as well as several members who
are not employed by the hospital. However, these external
members, by definition, are not typically present at the
hospital on a regular basis. Because the circumstances re-
quiring an ERC may include highly time-sensitive cases,
we devised two mechanisms for dealing with a potential
short-fall of external members. First, we note that the FH-
CDA does not require members of the ERC to be physi-
cally present to participate. We will permit telephone
participation as needed to facilitate the timely resolution
of cases. Second, our institution has provided bioethics
training in the New York area for nearly twenty years
through our Certificate Program in Bioethics and more
recently the Master of Science in Bioethics. We have an
email list of members of our alumni network who would
be willing to serve on an ERC at a facility other than their
own. Should an ERC be needed, we will put out a request
for a participant and select the first appropriate respon-
dent. We have also used these resources to help a number
of New York institutions find either permanent or ad hoc
external members for their ERCs.

But what of a patient like Mr. A, described above?
How has the FHCDA changed the options for an incapa-
ble patient without advance directives or other clear and
convincing evidence? Before the passage of the FHCDA,
any attempt to make decisions on behalf of such a pa-
tient stood on shaky legal ground. Bioethics consultants
could meet with families and encourage them to search
the house for proxy forms or living wills that might have
gone unnoticed. Then and now bioethics consultants do
sometimes unearth advance directives from previous
hospital admissions that help reveal the patient’s prefer-
ences. Unfortunately, the majority of patients do not have
written advance directives and many of our patients are
reluctant to complete them. Bioethics consultants would
urge family members to try and recall past conversations

72

NYSBA Health Law Journal | Spring 2011 | Vol. 16 | No. 1



IMPLEMENTING THE FAMILY HEALTH CARE DECISIONS ACT

in which the now incapacitated patient expressed clear
preferences about end of life choices. In these cases, pre-
FHCDA, bioethics consultants faced an uncomfortable
ethics dilemma of their own. What should they do when
a loving family, apparently acting in the patient’s best
interest, strongly insisted that the patient would not want
life-sustaining treatment, yet could not provide clear and
convincing evidence that met the standards of New York
law?

Bioethics consultants dealt with a series of unaccept-
able choices. They could choose to interpret statements
as clear and convincing that did not conform to the
standards developed in state case law. In some cases, this
stretching of standards may have produced an outcome
that did the right thing by the patients without clearly
violating the law. In other cases, consultants and family
members were tempted to actually manufacture evi-
dence, perhaps in the form of conversations that either
never occurred or whose contents were significantly
altered in order to meet legal standards. For obvious
reasons, no data exist on the number of times that consul-
tants, physicians and family members colluded to cir-
cumvent a bad law, but there is little disagreement about
whether this occurred.

Of course, breaking the law by manufacturing evi-
dence was never the only choice. Additional bad choices,
pre-FHCDA, remained. The patient could simply contin-
ue with life-sustaining treatment, even when family and
physicians strongly believed that such treatments were
contrary to the patient’s preferences and/or best inter-
ests. The option of requesting a court order to withdraw
life-sustaining treatment also existed, at least as a theoret-
ical possibility. However, courts are not generally able to
respond at a pace that is consistent with a patient’s need
for medical decisions. If hospitals requested a court order
for every decision regarding life-sustaining treatment
for an incapacitated patient, the volume of cases would
choke the system to a halt. Before the passage of the
FHCDA, for patients like Mr. A, there were essentially no
other options clearly supported by New York law.

How has FHCDA changed the process of making
decisions on behalf of a severely ill patient like Mr. A
who has not left evidence of his preferences? The law
has made possible—though not easy—a resolution that
corresponds to Mr. A’s values and meets appropriate
goals of care, as articulated by both the family and the
health care providers. Let us walk through the steps that
a consultant at our facility would take in resolving the
dilemma of how to care for Mr. A. First, the consultant
would review the chart to obtain as accurate as possible
a view of Mr. A’s clinical situation and potential choices,
including any history of his expressed preferences. We re-

view the chart because we do not find satisfactory a quick
verbal summary of the case, which may leave the consul-
tant without enough information to question statements
like, “there’s really nothing left to do for the patient,” or
“this family is unreasonable.”

Having gathered data from the medical record, our
consultant would most likely move on to speaking with
the various participants to test and improve this grow-
ing body of information regarding Mr. A. Of note, we do
not limit those conversations to staff and professionals,
but explicitly seek out family members, who remain the
experts on Mr. A’s values and preferences. If there is a
family member who has a reasonable right to involve-
ment in the decision yet who has proved difficult for the
staff, we are far more, rather than less, likely to speak
with this person. As the consultation proceeds, we are
particularly eager to work with those who might other-
wise un-do the difficult work of building consensus. Our
style of resolving bioethics dilemmas focuses on ensuring
an inclusive and ethically viable process, rather than on
simply providing a “right answer” generated primarily
by the consultant. While the consultant works to build
consensus, he or she also helps define the list of ethically,
legally and clinically viable solutions.

As the consultant proceeds, she builds a mental list
of issues and concerns raised by staff and family. For
instance, the patient’s children want to protect their
mother from the burden of making end of life decisions
for their father. However, Mrs. A clearly comes first in
the FHCDA hierarchy of decision-makers; a solution will
need to address the tension between these two apparently
conflicting goals. The consultant finds that the patient’s
four children do indeed have different ideas both about
who should decide for their father and what those deci-
sions should be. The consultant will need to establish a
mode of making surrogate decisions that is legally viable
and acceptable to the family. Options include: the mother
as sole decision-maker, the mother and children as joint
decision-makers, the mother defers and the children
decide as a group, the mother defers and the children
coalesce around one sibling as the lead decision-maker.
The consultant will likely need a family meeting to help
discover which of the options above is most appropriate
for Mr. A’s family. Ironically, FHCDA restores the legal
basis for providers and families to craft a sensitive and
sensible method of surrogate decision making that fits the
needs of the individual patient, much as they might have
done in generations past.

The consultant’s mental list also includes questions
about what issues should be decided, in addition to who
should decide. The original request focused on the issue
of tracheostomy, but this is unlikely to be the single diffi-
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cult decision regarding this patient. Further conversation
reveals that the attending physician believes the patient
should have a DNR order and move out of the inten-
sive care unit, but is wary of raising this issue when the
decision-maker is unclear and the issue of consent for a
tracheostomy appears stalled.

The consultant decides to hold a meeting with the
family and the team together. However, she first must
determine how to address the family’s concerns about
protecting Mrs. A from the burden of deciding for her
husband. The consultant finds Mrs. A and one of her
daughters at the bedside. She speaks with Mrs. A for
some time about her marriage and children. The consul-
tant then observes to Mrs. A that it is very challenging
to make decisions on behalf of a loved one. She notes
that some people want to take on this task, while others
would rather give this job to another loving family mem-
ber in order to focus on other tasks, such as supporting
the patient or praying for his recovery or for guidance.
Good people may choose differently and either choice
is legal and ethical. The consultant asks Mrs. A if she
would prefer to make decisions for her husband or have
her children make these decisions. Mrs. A responds that
she would like to make the decisions, but that she would
like help from her children. Mrs. A also notes, looking
clearly at her daughter, that she knows Mr. A’s “time is
coming” and that she will be a good wife by helping take
care of him when he needs her most. Partly for the benefit
of Mrs. A’s daughter, the consultant summarizes and
emphasizes Mrs. A’s comments, noting her desire to par-
ticipate in decision making and her knowledge of Mr. A’s
mortality. She adds that Mrs. A is in fact the next of kin
and has the right to make these decisions if she chooses.
The consultant asks the daughter to let her siblings know
about this conversation and invite them to the bioethics
meeting.

At the bioethics meeting, the consultant helps all
participants review Mr. A’s values and preferences and
his clinical situation. Typically she will ask the family to
speak about Mr. A, to give the clinical team a more nu-
anced understanding of who he is, including his values
and preferences. More often than not, clinicians for
patients like Mr. A have no knowledge of him before his
current hospitalization and incapacity. The most involved
physician will then provide a summary of Mr. A’s condi-
tion so that all are up to date. As needed, the consultant
will serve as translator of medical jargon to assure that
the family understands key details and the overall con-
text of the patient’s clinical circumstances. The consultant
also summarizes the earlier conversation, noting Mrs. A’s
desire and right to act as the surrogate, but also to receive
support from her children in the difficult task of making

surrogate decisions. Taking these values and medical facts
into consideration, she will help the group agree on goals
of care. The family comes to accept that Mr. A is likely to
die, perhaps within the next few weeks, given the burden
of his illnesses. They would like him to be comfortable,
but not to have his life shortened. The family is initially
quite divided about the need for tracheostomy, since all
agree he would not want to live for a long period on the
ventilator. Mrs. A, however, cannot agree to the option of
immediate extubation, as she finds this too close to caus-
ing his death. The family agrees to tracheostomoy as a
palliative measure, to keep him more comfortable in what
are expected to be his remaining weeks. Some of Mr. A’s
children might have opted for immediate extubation, and
they take great hope in the fact that they can re-visit this
possibility in some weeks if it appears Mr. A is suffering
without an end in sight. Having settled this issue, the one
for which the consultation was requested, the consultant
raises the issue of a Do Not Resuscitate order (DNR).
With substantial discussion and clarification of the mean-
ing of DNR, Mrs. A, supported by her children, agrees
that a DNR order is appropriate for Mr. A. Mrs. A is not
ready now to opt for hospice care but would like to learn
more about it and will consider this option if Mr. A lingers
longer than a few weeks. The family agrees to learn more
by referral to the palliative care consultation service.

Returning to the question of how consultation differs
now from before the passage of the FHCDA, let’s review
the family’s choices on behalf of Mr. A. They could have
settled upon the DNR order, just as they did in this case.
They could have agreed to tracheostomy. They would not
have had the option of considering withdrawal of life-
sustaining treatment, but would have been told that Mr.
A must remain on the ventilator until his death, despite
their views of his suffering or preferences. This change,
not in what the family actually chose but in the sense of
hope and comfort provided by a true choice, makes all
the difference. For surrogate decision-makers who do
choose to forgo such treatments as ventilation, dialysis or
other high-tech interventions, they no longer suffer legal
barriers to doing what they believe is right for their loved
ones.

On balance, FHCDA improves the decision-making
process for patients like Mr. A. There are other circum-
stances in which FHCDA may not change decisions for
the better. Patients who lack decision-making authority
yet object to the designation of a surrogate or to treatment
decisions made on their behalf by such a surrogate may
demand a court order before treatment can proceed. Our
consult service has worked with patients who suffer from
paranoia, lack decision-making capacity, have urgent
need for medical treatment and yet object to the appoint-
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ment of a surrogate. The often urgent time frame of
clinical decisions means that court orders are an imper-
fect means to resolve disputes. We suspect there could be
problems in the near future due to this aspect of FHCDA.

Bioethics consultation before and after the passage of
the FHCDA remains challenging because of the complex
clinical and emotional choices at hand. Decisions about
end of life care were never easy, and are unlikely to be-
come so through the passage of any law. Family mem-
bers and providers do and should weigh with the utmost
care those choices that are clinically realistic and ethically
and legally acceptable options for patients in their final
days and months. FHCDA has removed some unneces-
sary barriers to decision making by permitting families
to incorporate patients’ values and lived preferences into
these crucial choices.

Endnotes
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Ethics and Clinical Practice Guided by the Family Health

Care Decisions Act

By Mathew Varughese, Ross Wilson, M.D., James Zisfein, M.D., Allen Keller, M.D. and
Nancy Neveloff Dubler for the New York City Health and Hospitals Corporation Bioethics Council

l. Introduction

A. A Word on Process Within the New York City
Health and Hospitals Corporation (HHC) Bioethics
Council

Bioethics is a field forged from disparate disciplines
and the voices of various stakeholders. It combines the
moral commitments of medicine and the logic of judicial
opinions, legislative enactments and legal scholarship
with religious commitments and social critique. Thus,
bioethics is, by nature and by necessity, a collaborative
enterprise requiring various joint exercises designed to
surface agreement and disagreement and work toward
consensus.

What follows is a set of ethical principles and com-
mitments that were developed by the HHC Bioethics
Council in response to the Family Health Care Decisions
ACT (FHCDA), for the guidance of decision making at
HHC facilities. The Council is composed of all of the
chairpersons of all of the institutional ethics committees
at each of the hospitals and long-term care facilities of the
HHC system. Needless to say these constituent com-
ponents of the HHC organization address some similar
and some very different sorts of moral quandaries given
their locations in the city and the populations that they
serve. These guidelines are clearly not law; indeed they
are structured to be a companion and counterpoint to the
law. They focus attention on how to think about the issues
and about the interests, rights, feelings and emotions of
those parties involved in the process of making decisions
for incapacitated and immature patients. They are not
intended to be fixed and rigid but rather to be flexible and
supportive of patients, family members and medical care
providers who must now, together, face the weighty mat-
ter of deciding for others.

Not all of the listed authors nor all of the chairper-
sons of all of the ethics committees agreed on every word
presented in this discussion. They all did agree that they
could stand by and support this document as an aid to
teaching and training providers in the ethics of imple-
menting the new FHCDA.

B. A Word on New York State Legal History and
Process

Over the last two decades New York state law has
existed in escalating tension with evolving practices in
medicine addressing care for decisionally compromised
patients at the end-of-life. A 1981 New York judicial
opinion had determined that the only legally sanctioned
standard for withholding or withdrawing care from a
patient at the end-of-life required that: (1) the patient had
been previously capable of making health care decisions;
(2) the patient had left an explicit directive determining
future care; by (3) clear and convincing evidence.! This
decision, importing legal language and concepts into the
practice of medicine, reflected the legal struggles of the
time to fashion rules governing decisions about death and
dying. State courts from New Jersey to Massachusetts
to California were then struggling to fashion rules that
would be just and fair, would support the powerless, and
would measure and value the increasing ability of medi-
cine to sustain life against those interventions that merely
prolong the process of dying.

During this engaging national discussion New York
State was hindered in its medical-legal dialogue by a
standard for decision making that failed to reflect how
patients actually plan for their futures and how medicine
is practiced. Numbers of studies documented the unwill-
ingness, inability or ethnic disinclination of patients to
indicate their wishes for care in the future were they to be
incapacitated. Medicine evolved a robust and supportive
sub-specialty of Palliative Care to focus on comfort and
dignity of the patient that encouraged physicians, pa-
tients, and family members to assess whether aggressive
interventions were less individually desirable and less
medically appropriate as the burden of the intervention
increased and the benefit diminished. Ultimately, as death
moved inevitably closer, comfort care and palliation,
rather than aggressive interventions, came to characterize
“best practice.” The FHCDA is a corrective legal frame-
work that supports this evolved good medical practice.
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Il. Ethics Principles Guided by the FHCDA

The ethical principles and precepts that follow can be
used to guide physicians and other health care profes-
sionals as they care for patients at the end of life. These
ethical discussions are based upon the legal standards set
forth in the FHCDA. It is our hope that these principles
will help physicians and other health care providers to
link the law with good clinical practice.

1. The Family Health Care Decisions Act [FHCDA] Is
a Platform for Clinicians and Medical Care Teams
to Provide Better Care for Patients by Respecting
Their Values and Supporting Their Family
Members and Loved Ones

1.1 The FHCDA empowers family members and
others close to the patients, who know the
patient’s values, to make medical decisions
when incapacity intervenes.

The FHCDA recognizes the stark and well-docu-
mented reality that patients, by design or by inadver-
tence, often fail to designate a health care proxy or to
leave explicit directions about their wishes for medical
care if they become incapacitated. Responding to this
fact, the act enables family members and others close
to the patients to make medical decisions in accordance
with the patient’s wishes. If the patient’s explicit wishes
are not known, the FHCDA directs the surrogate to make
decisions in accordance with the patient’s values and
past patterns of behavior including the patient’s religious
and moral beliefs.? The surrogate has all the powers an
individual patient would have to make his or her own
medical decisions, including the decision (under most
circumstances) to withhold or withdraw life-sustaining
treatment.?

1.2 The FHCDA empowers surrogates [family
members, loved ones and domestic partners]
but, by implication, imposes enhanced
obligations on physicians to communicate
sympathetically and effectively, to evaluate
medical data and state the prognosis honestly,
and to be truly open to the discussion of patient
values even when these may conflict with
medical culture.

Physicians must:

e Utilize “shared decision making” with the
surrogate;

¢ Discuss medical condition and prognosis clearly,
honestly and humanely;

* Recognize that family members and loved ones
may be overwhelmed by feelings of responsibility
and uncertainty;

* Understand that surrogate fears and family dynam-
ics may act as barriers to clear consideration of
options;

* Be aware that central to supporting surrogate deci-
sion makers is reminding them that they are mak-
ing decisions to the best of their ability in accor-
dance with the patient’s wishes. This perspective
requires framing questions to the surrogate in terms
of what the surrogate believes the patient would
want or not want done, rather than merely asking
the surrogate what to do.

1.3 Surrogates, legally appointed under the
FHCDA, have thrust upon them the awesome
responsibility of deciding for others and require
communication, compassion and support from
the care team to carry out their responsibilities.

The fact that many surrogates will be appointed by
the law rather than selected by their loved one demands
that they be informed, supported and protected as they
confront this arduous duty of deciding for others. The law
also requires such communication. For many surrogates,
the process will pose extraordinary and unfamiliar bur-
dens. Medical care providers daily confront decisions that
may result in pain, suffering, and even death for a patient.
They do so because, in their judgment, the route chosen
offers the best hope for the patient’s return to a prior state
of robust health and functioning. The burden of care and
the pain and suffering that may accompany the interven-
tions are morally justified by the expectation of benefit.
This is the calculus that providers and patients make
together during the process of informed consent nested in
a structure of shared decision making.

Legally appointed surrogates must be brought, as
the patient would be, through this thicket of issues and
considerations that comprise medical decision making.
They must be helped to identify the values of the patient
as the basis for the choice, and when that search fails, be
helped to understand what is in the best interest of the
patient. The notion that what is best for the patient may
be to provide comfort care and not to contest the process
of dying will pose a cognitive and emotional chasm for
some surrogates. Discussion of the prognosis in light
of the patient’s patterns of life and personal values and
a focus on palliative care may help to vault this divide
between the understandings of the team and the position
of the surrogate.
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1.4 In health care, making decisions for others may
be more stressful for the agent or surrogate than
making decisions for oneself.

When the patient herself is making a decision she
can:

¢ Balance the identified risks and suggested ben-
efits of care in the context of the diagnosis and
prognosis,

® Measure these against her own history, values and
religious preferences,

¢ Assess a willingness to take risks against the pos-
sibilities and probabilities of a particular outcome,

¢ Evaluate the ability to withstand pain and suffering
for a future possible benefit,

® Review the costs of the intervention and consider
the possible effects of this expenditure on others,

e Consider all of these issues in the context of the
moment and for the future,

e Confront whether the intervention, in a life-threat-
ening situation, is preferable or whether, given
all of the circumstances, acceptance of comfort
care and the inevitability of death seems more in
concert with a life lived. While ambivalence about
death is understandable, some choices seem worse
than a medically supported end to suffering.

Doctors and patients have struggled with these dif-
ficult decisions for decades. The core of the doctor-patient
relationship is the ability of the physician to focus the
attention of the patient on these personal, morally and
intellectually complex issues. The process of “informed
consent” is the process in which the patient learns about
the risks, benefits, and alternatives for different interven-
tions, the risk of non-intervention, and the likelihood of
death. The patient can then mix and measure these medi-
cal data in the personal cauldron of a life-lived, to reach
a decision that can be communicated to the physician as
she provides guidance to the care team regarding future
treatments.

It may be, however, that this personal calculus for
another is more stressful than considering the issues for
oneself. If it is the patient who is experiencing the suffer-
ing then she can weigh the alternatives with some per-
sonal surety that the balance reflects her position. But if it
is a surrogate weighing pain and suffering second hand,
in the abstract for the patient, consider how significant is
the matter of a mistake. This awesome responsibility may

be thrust, unanticipated and unwelcome, on a relative
or loved one of the patient, for which sympathy, support
and compassion must be the response of care providers.®

1.5 The doctor-health care agent and doctor-
surrogate relationship has not received
the attention accorded the doctor-patient
relationship but it is central to the fair and just
implementation of the FHCDA.

The health care proxy is a known feature of NYS law.
Agents under a proxy have been appointed by patients
for decades to explain and extend their wishes and
desires and to protect their rights and interests when inca-
pacity intervenes. Even though NYS law does not require
a patient to inform a person who is appointed as a proxy,
most patients do so as a way of advancing their personal
preferences. But deciding for others is a profound and
taxing burden, even for a person who has been prepared
for the task by discussions over time with the patient. The
proxy can never be certain that what she advocates for
would reflect the wishes of the patient. When the burdens
are overwhelming and the benefits slim, the decision to
choose hospice and permit death is one that can never be
easily or comfortably confronted for another.

In the world of surrogate choice it is the obligation
of the physician and the health care team to support the
surrogate, to provide information, and to offer solace and
consolation when the choices are limited.

1.6 Shared decision making is central to the
implementation of the FHCDA. The art of the
doctor-surrogate relationship is for the physician
to share with the surrogate all information that
she would share with the patient if the patient
were capable of making health care decisions,
and in addition, to bear the burden of hard
decisions without disempowering the surrogate.

The true art of medicine is to present the data,
discuss how the data intersect with the life, or possible
death, of the patient and bear the burden of the choice
that accepts death while yet permitting the surrogate to
feel empowered. Medical staff deals with the death of
patients daily; family members and loved ones do not.
Personal values determine choice but only from the menu
of options realistically available to this patient. Surro-
gates must not be made to feel that the patient’s death
was their “fault;” death is the inevitable end of existence.
Care, comfort and dignity are the focus at the end-of-life
and the surrogate must be permitted to share in benefit of
these assistances and not in the burden of the death itself.
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2. Decisional Incapacity and Standards for Decision
Making

2.1 Central to the notion of decisional incapacity
is the fact that capacity can be clearly present
and uncontroversial or uncertain and deeply
problematic.

Capacity may be declining, fluctuating or
wavering and may include “windows of
lucidity” that emerge from what appear to

be disconnected thoughts and utterances.
Decisional capacity is also “decision-specific” as
a patient might be capable of making a decision
of little risk or complexity and not capable of
making a complex decision that allows for the
possibility of disability or death.

Adults can exhibit fluctuating or intermittent capac-
ity, dependent capacity, supported capacity and—most
puzzling, at times—windows of lucidity in otherwise
cognitively opaque states. This makes the process of de-
termining capacity or incapacity one of the keystones to
its utility as a legal and ethical concept. An examination
at one moment of time, by one care provider, may not
be adequate to determine the status of the patient along
the spectrum of decision-making abilities. As required
by law, observations by the care team over time can be of
greatest support to the physician whose role is to deter-
mine and document capacity or incapacity.®

Under the FHCDA, decision-making capacity means
the ability to understand and appreciate the nature
and consequences of proposed health care, including
the benefits and risks of and alternatives to proposed
health care, and to reach an informed decision.” Ethically,
the patient must be able to relate to the diagnosis and
prognosis of her illness; to apply personal preferences to
choose among options for care; and to communicate her
decision to her medical providers in order to guide future
interventions.

e Context matters. In many cases patients are clearly
capable or incapable of making choices about care.
A patient, who is moribund, obtunded, intubated
and sedated, who has been so over time and will
continue in this state, is clearly not capable of
participating in decisions. On the other hand a
patient who is merely intubated and sedated might
have the sedation lifted to attempt participation.
Decision-making capacity may fluctuate over time
because of a variety of factors.

e Care providers matter. For example, skilled clinical
assessment can assist in determining delirium or
identifying mental illness that may be interfering
with cognition and comprehension. This will be
especially important if the condition may be ame-

nable to treatment that could improve the ability of
the patient to participate in the future in decisions
about medical care.

e Discussion and deliberation matter. Medication,
anxiety, depression masquerading as dementia,
fear, and loneliness can singly or in combination
appear as incapacity. Gathering all providers and
assessing the amalgam of impressions over time
will generate better decisions in difficult situations.

2.2 The FHCDA identifies the values and desires
of the patient as the focal point for health
care decision making. This is appropriate,
as individual choices about medical care are
comprised of value determinants that reflect
personal history, religious preferences, and
cultural commitments. This law demands that
these values and desires, when communicated to
providers, be respected.

Physicians and other providers must be skilled at
ferreting out patient values and helping patients, and,
under the FHCDA, surrogates to apply those values to
the medical situation confronted.® Under this new law,
this dynamic of the decision-making process must direct
decisions made by legal surrogates. Connection to the
patient matters under this law, as it should, and those ap-
pointed are morally best situated to decide for the patient.
But the law will impose the burden of decision making on
persons who may be untutored and unprepared for the
task, thus enhancing the obligations of care, comfort and
support owed by the medical team.

2.3 When specific desires, personal values and
illuminating history are all unavailable, decisions
should be made in the “best interest” of the
patient, noting that a natural and comfortable
death may sometimes be the most appropriate
available option.

Often, treatment decisions must be made for patients
who lack capacity and cannot decide for themselves.
These may be persons who were formerly, but are no
longer, capable of making decisions or individuals who
never had the opportunity to form values or preferences
like newborns. The standards for health care decisions for
patients who lack capacity give preference to the patient’s
voice as the central and most widely accepted source of
moral and legal authority. In some cases, the decision
maker may rely on the prior stated wishes of the patient
or, if these are not known or were never articulated, the
wishes of the patient inferred from patterns of choice. But
when neither is available, the surrogate decision maker
must rely on a best interest standard.’ This standard re-
quires an objective assessment of the relative benefits and
burdens of available treatment options.
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Since this standard is employed when there is no
knowledge of a particular patient’s prior wishes or
inferred wishes, it is primarily an impersonal standard.
In the absence of such particularized knowledge, the best
interest standard considers what would be most likely
to benefit or promote the well being of a hypothetical
patient in the same circumstances as those of this patient.
Any additional information specific to the particular
patient being treated might also contribute to an assess-
ment of what is in his or her best interest. Health care
teams must apply due diligence in identifying additional
informants and information.

In assessing best interest, both the outcome and
the probability of achieving this outcome for different
treatment options should be considered.!” In the clinical
setting, the best interest standard would consider miti-
gating pain and suffering, prolonging life, restoring and
enhancing comfort, and maximizing the potential for
independent functioning. In all cases where this standard
is invoked, best interest should be determined as far as
possible from the perspective of the patient, not that of
the decision maker.

2.4 Individual patients, when choosing among
options for care, apply their own preferences,
shaped by factors including their individual life's
history, experience previously with medical care,
religious beliefs, and moral values. Surrogates
should strive to incorporate these factors.

Surrogates may have available to them the stated
wishes of the patient before incapacity intervened. In
many cases they have spent time with the patient and
have insights into patterns of preference and habits of
person. They may have some notion of whether, even
without having discussed the specifics of medical care,
the patient would be more inclined to accept a greater
burden for less benefit or would choose comfort. People
are not distinct beings for purposes of making medical
care decisions. The other issues in their lives and the sorts
of decisions they have displayed in widely different set-
tings may provide some window into relevant values.

But if it is not the case that there are lessons to be
learned from this person’s history, or if questions remain
about a preferred treatment, the FHCDA provides a wise
litany of considerations for determining a patient’s best
interest, including:

consideration of the dignity and unique-
ness of every person; the possibility and
extent of preserving the patient’s life; the
preservation, improvement or restoration
of the patient’s health or functioning; the
relief of the patient’s suffering; and any

medical condition and such other con-
cerns and values as a reasonable person
in the patient’s circumstances would
wish to consider.

It is especially important in considering the notion of
“best interest” that the medical team be both honest and
clear, as it is supportive and comforting. It is an awe-
some responsibility for the surrogate either to approve of
interventions that are risky and painful or permit those
that will clear the barriers to death. In either event the
team needs to use its skill and support to justify the medi-
cal interventions and help the surrogate to negotiate the
emotional trauma of the decision.

2.5 Life-sustaining treatment presents an
extraordinary circumstance in the FHCDA, as it
should.

Failing to attempt to delay death should be under-
taken only after a careful and conscious process that
focuses the care team and the surrogate, together, on this
ultimate choice. Contemporary medical practice, having
survived the arrogance of success that preceded AIDS and
the graying of America, has generally accepted that death
is not necessarily the worst option among the choices
available. Medical care often imposes pain and suffering
in exchange for a promised benefit, amelioration of prior
pain or chance of enhanced quality of life. But these ben-
efits may not be available to balance the burdens of treat-
ment. At such times, an ethical analysis must question the
merits of and the basis for any intervention.

2.6 The FHCDA recognizes that under certain cir-
cumstances it may be in the best interest of the
patient for surrogates to accept, and not contest,
the process of dying. Factors to be considered
include whether the patient would benefit from
treatment and whether he/she is suffering. The
care plan should always ensure compassion and
caring, and may need to incorporate aggressive
comfort measures even when awaiting death.

This standard articulates a shared perspective that
is widely presented in bioethics scholarship, reflected in
case law in other jurisdictions, and advocated by pallia-
tive care experts. It permits the logic and skills of bioeth-
ics and palliative care to be integrated into the care of
patients with life threatening illnesses so that the most
humane and supportive care is provided as a matter of
course. The practice of medicine should not be governed
by the “technological imperative” [because it exists it
must be employed]. In order for an intervention to be in
the best interest of the patient, it must advance the health
and well being, and not simply extend individual organ
function in light of a failing organism.
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3. Health Care Decisions for Adult Patients Without
Surrogates

3.1 The patient alone, the” unbefriended patient,”"
is among the most vulnerable persons in the
health care setting. Thus clinicians bear added
responsibilities and obligations for patients
without surrogates. The absence of a surrogate
nonetheless requires that all care plans be
considered including aggressive interventions
and palliative, supportive, and comfort care.

As the invasiveness or burden of the treatment
rises and the prospect of benefit diminishes, the
health care team should engage in thoughtful
and sensitive discussion in order to parse the
benefits and burdens of alternative treatments,
and ultimately arrive at an ethically appropriate
and comfortable result.

Patients may have some distant relative, friend, or
care provider who can be contacted and some prior re-
corded wishes or relevant information that can be recov-
ered. A reasonable effort should be made to identify such
additional information, when possible. However, in some
instances there is neither a surrogate nor any information
about the patient’s wishes or preferences available. Such
patients are a hidden and closed box of values, history
and desires. For these patients the FHCDA permits “rou-
tine medical treatment” to be decided by the patient’s
physician.!? Ethically that would mean treatment that is
neither experimental nor controversial and that is, in the
judgment of the physician, in the clear best interest of the
patient. The team, with appropriate intervention in dif-
ficult cases of a Clinical Ethics Consultant, will be able to
address these decisions comfortably.

The FHCDA also addresses “major medical treat-
ment” and even withdrawing and withholding life-
sustaining medical treatment.!® The decision making
standards are the same for major medical treatment as
for “routine medical treatment.” However, there is an ad-
ditional procedural element. Specifically, a physician can
make a recommendation in consultation with hospital
staff directly responsible for the patient’s care. At least
one other physician designated by the hospital must
independently determine that he or she concurs that the
recommendation is appropriate.'4

Complying with the above will satisfy the require-
ments of the FHCDA. But ethically more can be done.
The more concerned professionally skilled and compas-
sionate staff comes together to discuss the case and the
options, the better the discussion of alternatives is likely
to be. An “ad hoc” meeting of the institution’s ethics
committee may lead to the exploration of all alternatives
and the comfort that one is best for this patient. Collec-

tive consideration demonstrates respect for the patient
and for the seriousness of the decision.

The FHCDA has delineated a limited situation where
withholding or withdrawing life-sustaining treatment is
authorized for a patient who does not have a surrogate.
The law states that the attending physician, with inde-
pendent concurrence of a second physician designated
by the hospital, must determine to a reasonable degree
of medical certainty that life-sustaining treatment offers
the patient no medical benefit because the patient will
die imminently, even if the treatment is provided, and the
provision of life-sustaining treatment would violate ac-
cepted medical standards.!® Once this threshold condition
has been met, the decision-making standards enumerated
for a surrogate are the same standards that have to be met
by providers prior to implementing a health care decision
for a patient who does not have a surrogate.

The attending physician on whom much of the
responsibility, including its timeliness, for decision mak-
ing falls should utilize available resources including the
Palliative Care Team and the Clinical Ethics Consultation
service in order to gather all of the expertise and explore
all of the options. The goal of such discussion and delib-
eration should be to reach consensus on the best course
of action and possible outcome for this patient. As with
the surrogate, so too among the team, shared decision
making assumes that authority and responsibility will sit
comfortably together and support the best decision.

4. Decisions for Children

[This discussion focuses mainly on decisions for adults.
But, some few comments about how these decisions
are made for children seem appropriate. A separate
discussion would be needed to explore the depth and
breadth of pediatric practice].

4.1 Pediatricians and parents have a long and deep
tradition of deciding together about care for
children. Ethically, decisions for children must
address developing capacity in the same way
that decisions for adults accommodate declining,
fluctuating and wavering capacity.

In general, parents and pediatricians, with increasing
participation of the child as that child advances, make de-
cisions about care for that child. Occasionally, when par-
ents and pediatricians disagree, or when abuse is alleged,
the state welfare or justice agencies become involved in
weighing the evidence and determining the best interest
of the child. There are also federal and state statutes that
empower children under the generalized age of adult-
hood [generally 18] to make certain decisions about: treat-
ment for drug and alcohol use; use of contraceptives, fam-
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ily planning and abortion; and, some decisions about the
care of children born to teens. Under some circumstances
children of 12 or 13 have rights under these statutes.

As children age, some chronically ill children develop
increasingly apparent moral and cognitive capacities to
address decisions about their health care. They develop
capacity to understand the context of their illness, the
speculative nature of proposed treatments, and the possi-
bilities or probabilities of success or failure of experimen-
tal interventions. They acquire information and develop
an ability to evaluate present risks and immediate pain
and suffering against later projected benefits.

Most young children, however, clearly need parents
and guardians to make medical decisions for them. Even
for small children, attempts to assign some area of deci-
sion making to their level of capacity [whether to receive
an injection on the bed or in the playroom] may engage
them positively in the treatment and satisfy a need for
control.

4.2 The moral framework for adolescent decision
making requires navigating between
erroneously empowering children who are
not yet morally prepared to make decisions
and excluding children who are ethically and
intellectually capable of making their own
decisions.

The adolescent person presents a particular and pe-
culiar set of quandaries for medical ethics considerations.
On the one hand, from the age of 12 or 13 the literature
documents that these teens have the ability to bring mor-
al considerations to bear on decisions, have some notion
of consequences that may follow from action, and have
some experience that may be relevant to the actual deci-
sion contemplated. On the other hand, adolescents have
fantasies of immortality, respond incommensurately to
feelings and judgments of their peers, may be enmeshed
in conflict with parents and authority figures, and may
have less experience than is really required to weigh the
risks and benefits of potentially compromising decisions.

Adolescents locked in age-appropriate combat with
parents and physicians risk making potentially damag-
ing health care decisions that may have long-standing
negative consequences. Thus the parents, physicians, and
teen, with welfare agencies and courts ready at hand,
must create a tripartite structure that is able to reach deci-
sions jointly.

The pediatric team is skilled at assessing the capabili-
ties of the children they treat. Parents, who have their
own hopes and fears, may be less so. Conflict between
these groups is not common and is generally managed
by the pediatric team over time. Very rarely it requires,

as the new law recognizes, an intervention to manage, or
hopefully, to resolve the conflict.

5. Clinical Ethics Consultation

5.1 Central to the task of the Clinical Ethics
Consultation [CEC]'® is the matter of helping
to bridge the natural power differentials that
separate heath care staff and surrogates.
Surrogates may be overwhelmed by the
nature of the decisions that they are facing
and by the generally foreign and intimidating
culture, language, process and structure of the
hospital. Surrogates need to be supported and
empowered in order to be able to address the
tasks presented to them.

In most instances, the surrogate and the medical team
will review the options and will together reach a shared
decision about what reflects the wishes and values of the
patient or is in her best interest. At times, this commu-
nication will be at odds or fraught with conflict. At such
junctures, a Clinical Ethics Consultation may be of help
and the FHCDA recognizes this fact by incorporating
reference to an ethics support mechanism under certain
circumstances. Clinical Ethics Consultants can seek to
clarify and address ethical concerns, defuse and disaggre-
gate disagreement, and resolve conflict.

Clinical ethics consultation is an intervention in
which a trained clinical ethics professional:

* responds in a timely fashion to the request for a
CEC from any member of the medical care team,
patient, or family member;

¢ reviews the patient’s medical record;

e cither interviews relevant medical stakeholders or
gathers the clinical care team and other consultants
to discuss the case;

e visits the patient and family whenever possible;

* as a preliminary matter, identifies the ethical issues
at play and any sources of conflict;

e involves the patient or family with care providers
to promote communication, explore options, and
seek consensus, when appropriate;

* employs expert discussion of bioethical principles,
practices, and norms and uses reason, facilitation,
negotiation, or mediation to seek a common judg-
ment regarding a plan of care going forward;

e attends to the social, psychological, and spiritual
issues that are often at play in disagreements about
the proper course of care;
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e triggers a further process with hospital medical
leaders or a bioethics committee to resolve the situ-
ation, if a resolution is not reached;

e follows up with a patient and family after the
initial consultation (although this feature of CEC
varies, since in some systems follow-up is a task
solely for the medical team);

e records the process and substance of the consulta-
tion, including the consultant’s recommendations
and their justification, as part of the patient’s medi-
cal record;

e reviews the consultation with others on the CEC
service as a basic level of evaluation and peer
review; and

e utilizes a formal and rigorous quality improve-
ment process.”

The Clinical Ethics Consultation teams will be able to
act as supports in circumstances where there are dis-
agreements among the medical team and the surrogates.
Clinical Ethics Consultation brings the skills of clarifica-
tion, facilitation and mediation to what may appear, at
first glance, to be intractable problems.

6. Conclusion

6.1 The FHCDA provides an extraordinary
opportunity for health care institutions to
create new supports for family members and
other surrogate deciders. A doctor-surrogate
relationship which is imbued with a notion of
shared decision making demands that all of
the obligations that are owed to the patient in
regard to discussion, explanation, support and
advice be provided to the surrogate.

Health care providers in NYS have long desired that
family members be allowed to decide for the patient
as the patient would have wanted or as an analysis of
best interest would dictate. This new law permits and
requires medical care providers to collaborate and share
with surrogates in decisions about care.
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The Family Health Care Decisions Act and Human Subjects

Research in New York State

By Beth E. Roxland, J.D., M.Bioethics and Carrie S. Zoubul, J.D., M.A.

1. Introduction

The Family Health Care Decisions Act (“FHCDA”)!
fills a longstanding gap in New York law by establish-
ing a framework to allow surrogates to make health care
decisions for patients without consent capacity who have
not otherwise provided instructions to direct their care. It
provides an invaluable tool for surrogate decision-makers
appointed pursuant to the FHCDA to honor the wishes
of patients when they cannot speak for themselves, or to
act in their best interests when their wishes are unknown.
Prior to the passage of the FHCDA, families and close
friends of patients did not have clear authority to make
even routine health care decisions on behalf of their loved
ones.

On its face, the FHCDA is intended only to provide
standards and procedures for surrogate consent to health
care decisions. However, much confusion has arisen about
the nature and extent of the Act’s impact on surrogate
consent for medical research. While categorizing certain
interventions properly as “treatment” or “research”—or
both—is often difficult, the issue is further complicated by
whether the protocol is controlled by federal or New York
State law, which take different approaches to the author-
ity of a health care surrogate to consent to participation in
research on behalf of individuals lacking consent capacity.
In addition to these legal issues, research involving this
population also raises significant ethical concerns.

As a result of these complexities, the research poli-
cies that have predominated for the past several decades
arguably have over-protected this population to the point
of prohibiting virtually all research in which they would be
necessary participants. While protection against unethical
research is paramount, appropriate research that involves
adults who are unable to provide first-person consent is
essential to learn about and seek cures for the broad range
of diseases and conditions that impair cognition.

This article explores the relationship between the FH-
CDA and surrogate consent to research.? It begins with a
brief introduction to the salient differences between health
care and research in order to frame the discussion of health
care surrogates’ authority to make decisions regarding re-
search participation. After setting forth relevant New York
State laws, the article suggests that the FHCDA arguably
may allow surrogate consent to certain types of research

conducted under New York law, but only where the inter-
vention being studied truly can be considered health care.

The article goes on to assert that, while the FHCDA
had a minimal (if any) impact on research governed by
New York law, it had the collateral effect of greatly expand-
ing surrogate consent to federally regulated research con-
ducted in New York because of the federal policy allowing
surrogates who have the authority to consent to an inter-
vention for the purposes of health care (treatment) also to
consent to that intervention for the purposes of research.

In light of the increased permissibility of research
involving adults lacking consent capacity, the article closes
with a recommendation for additional guidance from
appropriate governmental bodies to ensure the consistent
and ethical conduct of such research.

Il. The Fine Line Between Treatment and
Research

Appreciating the ethical and practical distinctions
between clinical treatment and research is crucial to under-
standing the implications of permitting a health care sur-
rogate to make decisions about research enrollment. The
differences are reflected in both the professional relation-
ship between the physician/researcher and the patient/
participant, and the goals inherent in each endeavor.?

In the physician-patient relationship, care is tailored to
the specific needs of the patient. In the researcher-partici-
pant relationship, interventions are prescribed according to
a protocol and rarely may be altered to meet the needs of
each individual. While physicians and researchers may en-
gage in research to improve patient care, the primary goal
of research is obtaining generalizable scientific informa-
tion, such as safety and efficacy data, to benefit a class of
patients. Only individualized medical care is administered
with the goal of improving a particular patient’s health.

This distinction is often difficult to discern when a
protocol is classified as offering the prospect of direct
benefit. In the research context, “direct benefit” refers to a
positive therapeutic value related to a participant’s health
or welfare.* However, while individuals in clinical research
may receive a therapeutic benefit from their participation,
providing these benefits is not the purpose of the research.?
Some commentators argue that usage of common scientific
techniques, such as randomization, placebos, and double-
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blind procedures, are incompatible with the principles of
personalized clinical treatment.® Additionally, in certain
direct benefit studies, the prospect of receiving the benefit
may be very remote, and the benefit may not manifest

in every participant. There also may be significant draw-
backs to participation that outweigh the possible benefit.
For example, participants may be asked to do a variety of
things unrelated to the potentially beneficial intervention
that are necessary to preserve the scientific integrity of
the project, such as providing daily blood samples for the
purpose of data gathering.

Research and treatment may overlap to the great-
est degree in instances when a trial is done in “clinical
equipoise”’—i.e., the genuine disagreement among expert
clinicians about the relative merits of a certain investiga-
tional intervention as compared with the available alterna-
tives.” But even in clinical equipoise, the “equipoise as-
sessments are based on the expected benefits and burdens
of the interventions for the overall patient population,”
rather than on particular individuals” unique characteris-
tics, which may make them better suited for a particular
arm of the study.® Therefore, characterizing a “direct ben-
efit” study as “health care,” even in instances of clinical
equipoise, is not always accurate.’

Where jurisdictions do not have laws or regulations
indicating which individuals may consent to research
participation on behalf of someone who lacks consent
capacity, researchers often turn to individuals who have
been vested with authority to make health care decisions.
Allowing health care surrogates to make research enroll-
ment decisions may seem to be the best choice, particu-
larly since those who qualify as health care decision-
makers, such as spouses or siblings, likely would be the
appropriate individuals to make decisions about research.
However, some have questioned whether surrogates who
have a distant or no prior relationship with a potential
participant should make decisions regarding research en-
rollment, particularly where research presents no prospect
of direct benefit. Moreover, in locales where surrogate
decision making for health care is established, the legisla-
ture or appropriate governing body often has not explic-
itly considered whether health care surrogates should or
could consent to research, and therefore the provisions
attendant in health care laws often do not translate well
into the research context. For example, issues such as how
and when to assess a research participant’s capacity or the
criteria by which a surrogate should make research enroll-
ment decisions may require additional considerations or
alternative standards than those that are commonplace in
the treatment context.!? This leaves researchers and insti-
tutional review boards charged with reviewing protocols
in the predicament of applying inappropriate health care
standards to research protocols or using ad hoc research-
specific rules.!!

lll. Law and Policy Governing Research with
Adults Lacking Consent Capacity

A. New York: Public Health Law Article 24-A

Article 24-A of the Public Health Law governs the con-
duct of human subjects research in New York State. While
Article 24-A applies to both publicly and privately funded
research,!? the Legislature expressly limited the applicabil-
ity of Article 24-A to protocols that are not “subject to, [or]
in compliance with, policies and regulations promulgated
by any agency of the federal government for the protection
of human subjects.”!®> Most research conducted in New
York is either federally funded or otherwise subject to fed-
eral oversight, so Article 24-A applies only to the minority
of research activity in the State.

Article 24-A defines “human research,”!* provides

mechanisms for obtaining informed consent, and establish-
es procedures for institutional oversight of human subjects
research.’® Although it does not provide many detailed
rules for conducting research involving adults lacking
consent capacity, Article 24-A clearly envisions that such
research will take place. It defines “voluntary informed
consent” as “the legally effective knowing consent of an in-
dividual or his legally authorized representative, so situated as
to be able to exercise free power of choice without undue
inducement or any element of force, fraud, deceit, duress
or other form of constraint or coercion.”1® In addition, the
law states that, “[i]f the human subject be otherwise legally
unable to render consent, such consent shall be subscribed
to in writing by such other person as may be legally empow-
ered to act on behalf of the human subject.”!” Finally, 24-A
requires “the consent of the committee and the commis-
sioner...with relation to the conduct of human subjects
research involving minors, incompetent persons, mentally
disabled persons and prisoners.”!8

While Article 24-A mentions “legally authorized
representative” (“LAR”) several times, it does not provide
a definition of this term or hierarchy of individuals from
which an LAR could be selected.!® In addition, neither the
legislative history of Article 24-A nor documents contem-
porary with its enactment shed light on whom the Legis-
lature contemplated in this context, including whether a
surrogate decision-maker in the health care or other con-
texts would qualify as an LAR. At the time of its passage,
family members routinely served as surrogates for health
care decisions,?” and possibly for research participation
decisions, but such authority was often informal. Given the
paucity of laws governing health care decision making in
existence during the time Article 24-A was proposed and
enacted (1967-1975),?! and that at that time, the concept
of diminished consent capacity was usually focused on
individuals with mental illness or those adjudged to be
“incompetent,” the Legislature may have been referring to
certain Mental Hygiene laws that required a court to make
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affirmative findings about a person’s capacity and to ap-
point surrogate decision-makers.?? Again, however, there
is no evidence that the Legislature had any specific law in
mind at the time of Article 24-A’s passage.

To date, neither the Legislature nor New York State’s
Department of Health has specified the entities who would
be considered “legally authorized” to consent to research
on behalf of an adult lacking consent capacity.?> Therefore,
while conducting research pursuant to 24-A with indi-
viduals who lack consent capacity is arguably legal, the
individuals who may consent to participation on behalf of
this population was—and, continues to be—unclear.

B. New York: The FHCDA

Prior to the enactment of the FHCDA in 2010, New
York law generally did not authorize surrogate decision
making for health care on behalf of patients who lacked
capacity unless a patient appointed a health care proxy
when he or she had capacity, or was the subject of a
guardianship proceeding.?* The FHCDA filled this gap by
creating a statutory framework for surrogate health care
decision making where a patient lacks capacity,? includ-
ing a hierarchy of individuals who can serve as surrogate
decision-makers.? If prerequisites are met, the FHCDA au-
thorizes surrogates to make decisions about “health care,”
which it defines as “any treatment, service, or procedure to
diagnose or treat an individual’s physical or mental condi-
tion.”?” The Act requires appointed surrogates to make
patient-centered decisions based on the patient’s wishes,
or where his/her wishes are unknown, the patient’s “best
interests.”?

The FHCDA was not drafted to govern surrogate
consent to research, and its use in the research context was
not expressly contemplated by the Legislature.?? However,
because of the overlap between health care and research,
some have questioned the extent to which the FHCDA
may authorize surrogates to consent to research participa-
tion on behalf of those lacking consent capacity.

At most, with respect to non-federally regulated
research, the FHCDA might authorize surrogate decisions
for enrollment in protocols that offer a prospect of direct
benefit to the extent that it can be considered “health care”
(as defined in the FHCDA), but likely does not allow for
surrogate decision making to research that holds out any
lesser prospect of direct benefit. This approach arguably
preserves consistency with the purpose of a surrogate in
the treatment context: to permit consent to interventions
that represent either the wishes or the best interests of
the individual, with the goal being to improve the pa-
tient’s condition. It is important to note, though, that since
neither the Legislature nor the Department of Health has
spoken directly to this issue, caution may dictate following

a conservative policy when considering whether to allow
an FHCDA surrogate to make decisions regarding non-
federally regulated research.

C. Federal Law and Policy

The Common Rule, which is the set of federal regu-
lations that govern human subjects research, applies to
research that is conducted, funded, or overseen by the
federal government.3’ Among other things, the Common
Rule prescribes the requirements for informed consent
to research and the standards for approval and oversight
of human subjects research protocols. It also mandates
usage of “additional safeguards” to protect the rights and
welfare of participants who are “likely to be vulnerable to
coercion or undue influence,” including “children, pris-
oners, pregnant women, mentally disabled persons, or
economically or educationally disadvantaged persons.
The regulations include subparts delineating protections
and safeguards for certain of these populations, namely
children, pregnant women and fetuses/neonates, and
prisoners.*? However, the Common Rule does not have a
similar subpart, or otherwise provide detail on appropri-
ate “additional safeguards,”3? for individuals who lack
decision-making capacity.3

731

With respect to informed consent, the Common Rule
provides that “no investigator may involve a human be-
ing as a subject in research...unless the investigator has
obtained the legally effective informed consent of the
subject or the subject’s legally authorized representative.”
Similar to Article 24-A, the federal regulations do not set
a default hierarchy for selecting an LAR, but define LAR
as “an individual or judicial or other body authorized under
applicable law to consent on behalf of a prospective subject
to the subject’s participation in the procedure(s) involved
in the research.”3¢ This requirement has been interpreted to
mean that the federal government will look to a state’s for-
mulation of LAR to determine which, if any, surrogates are
authorized to consent to research conducted in that state.
The federal government will recognize a state’s definition
of LAR if it is ensconced in statute, regulation, case law, or
other legally binding authority;*” however, non-binding
guidelines are insufficient.® In states that do not provide a
definition of or a standard for selecting an LAR, federally
regulated research involving those who cannot provide
informed consent arguably should not occur.

Importantly, federal policy does not require that a state
set an LAR specifically for the purpose of research in order
to allow the LAR to consent to research. Instead, where a
state has authorized certain individuals to consent to an
intervention for the purpose of treatment, federal policy
will recognize that authority and allow those individu-
als to consent to the same intervention for the purpose
of research. Notably, federal policy does not explicitly
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require that an intervention holds out the prospect of
direct benefit to the participant—or even that the likeli-
hood of benefit allows the intervention to be characterized
as health care—in order for a health care surrogate to have
the authority to consent to enrollment.*’ It is also unclear
whether and to what extent federally regulated research
requires adherence to parts of a state health care statute
other than its surrogate hierarchy, such as the methods for
determining capacity or the procedures for handling ob-
jections to determinations of incapacity or appointments
of surrogates.!

D. The FHCDA's Effect on Federally Regulated
Research Conducted in New York State

Because of the federal policy of importing health care
decision-makers into the research context, the enactment
of the FHCDA—a statute aimed at surrogate consent to
health care—had the concomitant of vastly expanding the
legality of surrogate-consent research in New York State.*?
While there are many advantages to allowing research that
requires surrogate consent, including advancing scien-
tific knowledge that could lead to treatments for illnesses
that affect cognition, the dearth of rules and standards
on either the federal or state level regarding the conduct
of such research is problematic.** Although there is no
evidence that any research is taking place in an unethical
manner, a government-sanctioned system of safeguards
and additional protections would ensure that research
with adults who lack consent capacity proceeds in a con-
sistent and ethically appropriate manner.

For the past two years, the New York State Task Force
on Life and the Law has examined these issues and will
release in the coming months a report evaluating legal and
ethical dimensions of research involving adults lacking
consent capacity.* The report will provide researchers and
institutional review boards in New York with thorough
guidance to assist them in the design, review and over-
sight of such research.

IV. Conclusion

The enactment of the FHCDA greatly enhanced
the legality of surrogate consent to research involving
adults lacking consent capacity, particularly with respect
to federally regulated research. This development will
permit potentially valuable scientific research into the
unique illnesses and conditions that affect this population.
However, simply authorizing health care surrogates to
consent to research only allows the research to proceed—
it does not provide necessary instruction on outstanding
research-specific issues and questions. Further guidance
in this area will promote consistency in research oversight
and conduct, and encourage appropriate safeguards to
ensure that the rights and welfare of research participants
are optimally protected.
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A Bridge for People with Developmental Disabilities:
The FHCDA and HCDAPMR Need Some Reconciliation

By Paul R. Kietzman

Several years before New York adopted the Family
Health Care Decisions Act (FHCDA), it adopted a sur-
rogate decision-making law for persons with intellectual
disabilities, the Health Care Decisions Act for Persons
with Mental Retardation (HCDAPMR).! As undeveloped
and inadequate as the statutory end-of-life law of New
York was for persons without intellectual disabilities, the
Courts and ultimately the legislature acknowledged in
the passage of HCDAPMR that the law of this State was
a particular hardship on its citizens with intellectual and
other developmental disabilities (“ID/DD”).2

Subsequent to its enactment in 2003, the HCDAPMR
was widely and successfully implemented across the
State’s system of care overseen by the Office for People
With Developmental Disabilities (OPWDD), but not
without broad legal challenges to its constitutionality
and purported retroactivity as to guardians appointed
prior to its effective date.? The statute was incrementally
amended to confer end-of-life decision-making author-
ity to corporate guardians, to guardians of persons with
developmental disabilities, to “qualified” family members
of persons with ID/DD who had no appointed guardian,
and ultimately to add the Willowbrook Consumer Advi-
sory Board and Surrogate Decision-Making Committees*
to the list of non-guardian surrogates who could consent
to the withholding /withdrawal of life-sustaining treat-
ment. NYSARC, as Article 17-A primary corporate guard-
ian for well over 300 individuals and as residential service
provider for tens of thousands of aging persons with ID/
DD, uses this statutory scheme on a weekly basis.

As the window of opportunity for passage of the
FHCDA opened a crack in the Spring of 2010, there was a
great deal of give and take among the legislative commit-
tee chairs, their staff, and advocates and service providers
of all persuasions, including NYSARC, over the issue of
how the statute would deal with health care decisions for
persons with ID/DD. Having mid-wifed and wet nursed
the SCPA 1750-b, NYSARC was vigilant for any traces of
baby in the FHCDA bathwater. The outcome of that final
dialogue was largely satisfactory to the ID/DD advocacy
community, with a few exceptions, which will be the sub-
ject matter of this article.

There is much to like about the FHCDA, most notably
for the OPWDD provider and advocacy community the
fact that SCPA 1750-b, as well as the OPWDD medical
consent,” health care proxy,® and perhaps other related

regulations were preserved.” It is not clear to me that the
OPWDD DNR regulations survive at this point.® Hospital
and nursing home patients with a diagnosis of ID/DD,
patients with a history of OPWDD services, or patients
admitted from an OPWDD system facility will have
health care decisions, which they might currently lack
capacity to make themselves, made pursuant to familiar
statutory and regulatory processes, including SDMCs.
Also, a new definition of “life-sustaining treatment” was
added by the FHCDA to the HCDAPMR,? so that the
authority of guardians and other surrogates to make end-
of-life decisions now includes decisions to forgo cardio-
pulmonary resuscitation.

In recognition of the legislature’s unique opportunity
to enact the FHCDA after more or less twenty years of ef-
fort, some unresolved matters relating to the Mental Hy-
giene system of care were referred to a special committee
of the Governor’s Task Force on Life and the Law, !9 which
as of this writing has not been formally constituted. Other
matters seem to have simply gotten lost in the midst of
twenty years of drafting, negotiating and re-drafting.

In addition to the new and expanded SCPA definition
of life-sustaining treatment in SCPA 1750-b, the bill made
some major modifications to Public Health Law Article
29-B, which had, since its enactment in 1987, addressed
“orders not to resuscitate” in a broad range of facilities
including general hospitals, nursing homes, psychiat-
ric centers and “schools” listed in Mental Hygiene Law
13.17.11 The FHCDA created a new PHL Article 29-CC
(“Nonhospital Orders Not To Resuscitate”), which, at
new section 2994-cc 5, states that consent by a patient or
by a surrogate of a resident of a “mental hygiene facility”
shall be governed by newly amended PHL article 29-B.1?
However, the amended definition of “hospital” in the
new PHL article 29-B is outdated in referring to “school(s)
named in section 13.17 of the mental hygiene law.” The
term “attending physician” was re-defined as a physician
selected by or assigned to a “patient in a hospital.” More
to the point, there were and are no “schools” named in
MHL 13.17 at the time of FHCDA enactment, and even
interpreting intent in some uncomfortably broad way, all
of MHL article 13 applies only to State-run facilities. Resi-
dential facilities operated by private non-profit providers
like NYSARC presently serve significantly larger numbers
of ID/DD New Yorkers than State facilities.
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Also, any person presently or previously served in
the OPWDD care system (State-operated or voluntary
operated) would be eligible for end-of-life decision
making under SCPA 1750-b, which now includes DNRs.
There was no reason for the amended PHL Article 29-B to
address any need of OPWDD consumers, and, I believe,
the OMH provider and advocacy community agrees that
the Article should be repealed and/or replaced. How-
ever, the purpose of this piece is to argue that before the
work of the Governor’s Task Force results in...whatever
it results in, there is a need for a few matters (as to which
there is believed to be no significant disagreement) to be
resolved. I would start with the repeal of PHL Article
29-B, and a nip and a tuck to the other involved statutes.

What's to like about SCPA 1750-b? In the first place it
more than survived its trip through the appellate courts
of the State. Justice Graffeo, writing for the Court of Ap-
peals in Matter of MB,'3 affirming the basic constitutional-
ity and retroactive effect of SCPA 1750-b, stated:

In the wake of Storar, a distinction

arose between the common-law rights

of competent adults, who could make
their wishes concerning end-of-life

care known to family and friends, and
mentally retarded persons who had
never been competent to make their
own health care decisions and for whom
life-sustaining treatment could not be
refused. When these mentally retarded
individuals became irreversibly, termi-
nally ill they were, in effect, ineligible for
hospice or other palliative care because
their guardians were unable to refuse
more intrusive, acute medical treatments
aimed at extending life for as long as
possible.

This was the situation the Legislature sought to rem-
edy when it enacted the Health Care Decisions Act for
Persons with Mental Retardation (HCDA)....”

In this technically moot case (MB died while the
matter was before the Staten Island Surrogate), the Court
of Appeals went on to note approvingly that the 1750-b
process, among other things, requires: that the guardian/
surrogate “advocate for the full and efficacious provision
of health care, including life-sustaining treatment”;!* a
de novo two physician certification of the person’s lack
of capacity to make the end-of-life decision at hand;!®
as well as providing a “...notification and objection
process...[which]...provides substantial protection to
mentally retarded patients.”1®

Among the entities entitled to both object to and seek
administrative and judicial review of a guardian or other

surrogate decision are the Mental Hygiene Legal Service
(MHLS) for persons served residentially in the OPWDD
system, OPWDD itself where a person is not currently
residentially served in its system, and State and private
(like NYSARC) providers of residential services to the
patient. The responsibilities of MHLS to advocate broadly
for persons with ID/DD are set forth succinctly in stat-
ute at MHL Article 47. The duty of the OPWDD service
provider is more subtly spread throughout the MHL.”
Probably the clearest demonstration of the obligations of
OPWDD facility directors is found in the very framework
of the Storar decision referenced in Matter of MB.'8

As the dissenters in Storar accurately put it: “(u)ntil
today, however, this court has never recognized the stand-
ing of a medical care provider to seek authorization to
continue medical care against the wishes of a patient or
one who stands in his stead.”"”

In 1986, when the Legislature undertook the enact-
ment of the former PHL Article 29-B it could have ignored
the Storar majority’s finding that “the peculiar facts of this
case” justified not only the filing of the petition but the
continued party participation by Director Soper through
all three Courts. Instead, it embraced that right/duty in
numerous sections of Article 29-B,%’ conferring a plethora
of rights concerning notification, objection, and the seek-
ing of administrative and judicial review of surrogate
DNR decisions. Arguably, these directors, generally
entrusted with the life-long care of their residents, can be
said to be exercising the State’s parens patriae power in this
statutory scheme.

Among the things that remain troubling about the
FHCDA-amended PHL Article 29-B is the removal of
virtually all rights of facility directors which formerly
existed in the sections enumerated above.?! SCPA 1750-b
recognizes at all stages of the decision-making process
that the State (through OPWDD facility directors and
MHLS) as well as non-profit facility directors, like NY-
SARC'’s, have the right to be informed and to object to
matters of both substance and process as to each end-of-
life decision.

Also, assuming that PHL Article 29-B can’t apply to
persons with ID/DD outside State facilities (if at all...),
the “presumption in favor of resuscitation”?? no longer
applies to anyone anywhere under the FHCDA, except
as the presumption is embodied in the guardian’s duty
to “advocate.”?® Bear in mind that SCPA 1750-b applies
regardless of setting—even in three-bed rural community
homes. Whatever caused the legislature to abandon the
presumption in new PHL Articles 29-C and 29-CC, the
State’s long, unhappy history of patients with ID/DD
being under-treated militates in favor of the presumption
in 1750-b 4.
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A few other more mechanical problems arise under
the FHCDA. As currently formulated the HCDAPMR?
refers objecting parties to hospital “dispute mediation
system(s)” established pursuant to PHL section 2972 (part
of Article 29-B). Since the definition of hospital in 2961 9,
no longer means “general hospital” or nursing home, the
appropriate reference in the HCDAPMR? should be to
“ethics review committee(s)” established pursuant to new
PHL 2994-m.

Probably the most common basis for the entry of
a DNR for a person with ID/DD is that CPR would be
“medically futile”?*—that “cardiopulmonary resuscita-
tion will be unsuccessful in restoring cardiac and respira-
tory function or that the patient will experience repeated
arrest (sic) in a short time period before death occurs.”
That finding, “to a reasonable degree of medical cer-
tainty,” by a physician who has personally examined a
patient will in and of itself suffice as a basis for a DNR.
That standard was not embodied anywhere in SCPA
1750-b by the FHCDA. It should be borrowed from PHL
Article 29-B and inserted both in PHL Article 29-C and in
the HCDAPMR.?”

These and a minimal number of other minor lan-
guage tweaks to SCPA 1750-b would, it is submitted, put
the application of the FHCDA to patients with ID/DD
on a firmer, clearer foundation while we await the work
of the Governor’s Task Force on Life and the Law. A bill
containing these provisions is drafted and being shared
with appropriate NYSBA committees, legislators and
staff, other stakeholders, and the GTFLL staff.

Endnotes

1. Surrogate’s Court Procedures Act section 1750-b, which became
part of SCPA Article 17-A, “Guardians of Mentally Retarded and
Developmentally Disabled Persons, SCPA sections 1750 through
1761.”

2. The term “mental retardation” is being incrementally stricken
from the lexicon.

8. See 14 NYCRR 633.18.
9.  SCPA1750-b 4.
10.  See FHCDA, L.2010, Ch. 8, section 28.

11. PHL Article 29-B is now called “Orders Not to Resuscitate for
Residents of Mental Hygiene Facilities.”

12.  Mental hygiene facility is appropriately defined in new PHL 2994-
aa 12 as a residential facility “operated or licensed by” OMH or
OPWDD.

13.  Supranote 3, 6 NY3d at 439.

14. 6 NY3d at 442, quoting from SCPA 1750-b 4.
15. 6 NY3d at 451.

16. Id. at 454.

17.  But see MHL Article 33, and, in particular, sections 33.01 and
33.03 (b) 4, requiring facility directors to ensure the obtaining of
informed consent for surgery or other major medical treatment.

18.  Matter of Storar, 52 NY 2d 363 (1981), another technically moot
case that the Court of Appeals elected to hear because of the
significance of the legal subject matter.

19. 52 NY 2d at 388. John Storar’s mother was his SCPA 17-A
guardian, and it was her difficult decision to deny her son blood
transfusions that was overridden by the courts, on the petition of
the State’s facility director, Charles Soper, who expressly relied
upon his “duty” under MHL 33.03.

20. Including subsections 2964 4, 2965 4(c), 2966 2, 2972 2, and 2973 1.
21.  See FHCDA L.2010, Ch. 8, sections 12, 14, 18 and 19, e.g.

22.  The partial title of PHL 2962.

23.  Found in SCPA 1750-b 4, quoted fully in the MB decision, supra.
24.  SCPA 1750-b 5(d).

25. Id.

26. As that term is defined in PHL Article 29-B at 2961 12.

27.  SCPA 1750-b 4(b)(i).
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4. "SDMCs"—see Mental Hygiene Law, Article 80. NYSARGC, Inc., New York State’s largest provider of

5. 14 NYCRR33.11. services to persons with intellectual and other develop-
6. 14 NYCRR 633.20. mental disabilities, serves over 60,000 persons daily.

7. See Public Health Law section 2994-b, subsection 3.
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Surrogate Decision Making for Incapable Adult Patients

with Mental Disabilities:

A Chart of Applicable Laws and Regulations’

By Robert N. Swidler

Introduction

The Family Health Care Decisions Act governs health
care decisions for patients in hospitals or nursing homes
who lack capacity and who did not previously appoint
a health care agent. However, a section in the FHCDA
identifies circumstances where decisions for adult pa-
tients with mental disabilities are governed by laws or
regulations other than the FHCDA, specifically NY Sur-
rogate Court Procedure Act Article 17-A (the Health Care
Decisions Act for People with Developmental Disabili-
ties), MHL Article 80 (Surrogate Decision Making Com-
mittees), or OPWDD or OMH surrogate decision-making
regulations.?

The following two charts are intended to help hospi-
tals and nursing homes identify the applicable decision-
maker, and the applicable law or regulation, for consent
to treatment, or to withdraw or withhold life-sustaining
treatment, for adult hospital and nursing home patients
with mental disabilities in different circumstances. There
is a chart for patients with developmental disabilities,
and a chart for patients with mental illness.

During Nov. 2010 - Jan. 2011, Greater New York
Hospital Association convened a group that reviewed
and proposed corrections and improvements to an earlier
version of these charts.? Eileen Zibell, Associate Attor-
ney for OPWDD, John Tauriello, Counsel to OMH, and
John Carroll, Deputy Counsel to OMH, also participated
in that review, and suggested edits to the charts. This
revised version is the product of that review.

A few caveats:
* These charts reflect only the views of the author.

e These charts do not reflect the official guidance of
any state agency.

* Some of these issues are not clearly resolved, or are
subject to conflicting interpretations.

* These charts point to the applicable laws and regu-
lations and the decision maker, but do not sum-
marize other requir-ments or conditions relating to
such decisions.

¢ Ultimately, users must rely upon the language of
the applicable laws and regulations, and any official
guidance provided by the applicable agency. These
charts are not a substitute for legal advice.

Even with those caveats, these charts should be use-
ful. Please direct any corrections, suggestions to swidlerr@
nehealth.com.

The Need for Reform

The charts describe what the law is, not what it should
be. But it is difficult to examine these charts without
recognizing a need for reform. Indeed, the very fact that
there is a need for complex charts like these to navigate
among multiple laws and regulations reveals a pressing
need for simplification, such as through the consolidation,
elimination, or reconciliation of some of these laws and
regulations. The Legislature, when it enacted the FHCDA,
anticipated this need and directed the NYS Task Force on
Life and Law to form a special subcommittee to consider
extending the FHCDA to cover life-sustaining decisions
for persons with mental disabilities, thereby replacing at
least some other laws and regulations. L.2010, ch.8, § 28.1.

But the charts also reveal other specific problems
and anomalies that could be addressed more promptly,
without waiting for or intruding upon the Task Force’s as-
signment. In this author’s view, the following steps would
help reduce confusion, and improve decision making for
persons with mental disabilities:

1. Amend SCPA §1750-b to confirm that a surrogate
decision is not necessary if the developmentally
disabled person made a prior oral or written deci-
sion, or appointed a health care agent, and had
capacity at the time. (This would confirm Chart 1
boxes 1B and 2B).

2. Amend 14 NYCRR §633.10(a)(7)(iv)(c) to include
domestic partner or close friend on OPWDD’s
surrogate priority list. (This would affect Chart 1
boxes 4B and 6B).
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3. Amend the FHCDA to make the MHL Art. 80

surrogate decision-making committee (SDMC)
available as an optional alternative to securing a
decision pursuant to the FHCDA, as opposed to
the required decision-maker. (This would affect
Chart 1 boxes 5A and 5B).

. Amend SCPA §1750-b to allow a DNR order to be

entered based on medical futility for a patient who
does not have a family member or friend to act as
surrogate, eliminating the need to SDMC approval
of such cases. (This would affect Chart 1 box 5B).

. Repeal PHL Article 28-B, the DNR Law for pa-

tients of mental hygiene facilities, because there is
no need for the law. For patients in OPWDD facili-
ties, DNR orders generally are issued pursuant to
SCPA §1750-b, not PHL Art. 29-B. For patients in

atric units. (This would confirm Chart 1 boxes 6B
and 7B, and affect Chart 2 boxes 6B and 7B).

. Amend SCPA §1750 to restore role of MHLS

with respect to DNR orders to what it was under
the former DNR Law: for patients who are in or
transferred from a mental hygiene facility, notice
of a DNR order went to the mental hygiene facility
director, not to MHLS; and the order would be
temporarily stayed if there was an objection by the
facility director, not by MHLS. As an alternative,
require notice of DNR orders to MHLS but provide
that its objection will not cause a stay of the DNR
order unless it sets forth a specific basis for assert-
ing that the DNR order is improper. (This would
affect the procedures within Chart 1 column B
rows 3-7).

A final note: If the Legislature adopts amendments
that impact these charts, revised charts will be placed on
the NYSBA Family Health Care Decisions Act Informa-
tion Center website, www.nysba.org/thcda.

psychiatric hospitals and general hospital psychi-
atric units, DNR orders should be made subject to
the FHCDA—a change that would eliminate the
confusion and illogic of inconsistent DNR proce-
dures within general hospitals that have psychi-
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Surrogate Decision Making for Incapable Adult Patients
with Developmental Disabilities:

A Chart of Applicable Laws and Regulations

Follow the rules in the first row
that applies:

Decisions in Hospitals and Nursing Homes

A

Consent to treatment

B

Decision to withdraw or withhold
life-sustaining treatment (including
entering a DNR Order)

Patient, previously when
1 capable, left prior written or oral
directions

Follow patient’s
prior oral or written
directions*

Follow:
(i) patient’s prior written directions, or

(ii) patient’s prior oral directions if
made during hospitalization before two
witnesses®

Patient, previously when
2 capable, appointed health care
agent®

Health care agent
decides per PHL 29-C®

Health care agent decides per PHL 29-C’

Patient has a court-appointed

Guardian decides per

temporarily in the hospital or
NH, but has no involved family*

NYCRR §633.11

. . n 9
3 | guardian per SCPA Art. 17-A* SCPA §1750-b* Guardian decides per SCPA §1750-b
. S . Involved family member decides per SCPA
Patient resides in community §1750-b.11 The prioritized list of qualified
(and not an OPWDD-licensed Surrogate decides per o Pl . d
4 . . 10 family member is set forth in 14 NYCRR
residence) and has involved FHCDA ) .
familv* §633.10(a)(7)(iv)(c). Note—A domestic
y partner or close friend would not qualify.!?
Patient resides in community Surrogate Decision
(and not an OPWDD-licensed Making Committee . 14
5 residence) but has no involved (SDMC) decides per SDMC decides per SCPA §1750-b
family* MHL Art. 80
Patient resides in OPWDD- . Involved family member decides per SCPA
. e Involved family §1750-b. The prioritized list of qualified
licensed or operated facility, is . . . .
6 temporarilv in a hospital or NH member decides per 14 family member is set forth in 14 NYCRR
porartly P! " | NYCRR§633.11"° §633.10(a)(7)(iv)(c).!6 Note—A domestic
and has involved family* : .
partner or close friend would not qualify.
Patient resides in OPWDD-
- licensed or operated facility, is SDMC decides per 14 SDMC decides per SCPA §1750-b.17

* Applies only if no row above it applies.
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Surrogate Decision Making for Incapable Adult Patients with Mental lliness'®

A Chart of Applicable Laws and Regulations'?

Follow the rules in the first
row that applies:

Decisions in Hospitals (excluding MH unit) and Nursing Homes

A

Consent to Treatment

B

Decision to withdraw or withhold
life-sustaining treatment (including
entering a DNR Order)

Patient, previously when
1 capable, left prior written or
oral directions

Follow patient’s prior oral or
written directions

Follow:
(i) patient’s prior written directions,
or

(ii) patient’s prior oral directions if
made during hospitalization before
two witnesses

Patient, previously when
2 capable, appointed health
care agent*

Health care agent decides per
PHL 29-C

Health care agent decides per PHL
29-C

Patient has court-appointed
guardian per MHL Art 81

Guardian with health care

Guardian with health care decision-

residence) but has no family
or close friend*

eligible 24

(i) Otherwise, attending
physician decides per FHCDA?

3 . - decision-making authority making authority decides per the
with health care df ciston decides per the FHCDA FHCDA?
making authority.
Patient resides in community
4 | (ncludingan OMH-licensed Surrogate decides per FHCDA? Surrogate decides per FHCDAZ
residence) and has family or
close friend*
(i) Surrogate Decision Making
Patient resides in community Committee (S_DMC) de.:cide:'s per
5 (including and OMH-licensed MHL Art. 80 if the patient is Attending physician or court

decides, per FHCDA?¢

Patient brought to hospital
or NH from OMH-licensed
6 or operated psych hospital
or unit. Patient has family or
close friend.”

(i) If patient was discharged from
the OMH-licensed or operated
psych hospital or unit, then
surrogate decides per FHCDA?%

(ii) If patient was not discharged,
then spouse, parent or adult child
decides per 14 NYCRR §27.9

(i) For DNR, surrogate decides per
PHL Art 29-B

(ii) For other decisions, surrogate
decides per FHCDA?

Patient brought to hospital
or NH from OMH-licensed

7 or operated psych hospital or
unit. Patient has no family or
close friend*

Decision by either
(i) SDMC per MHL Art. 80
(ii) Court per §27.9%

(i) For DNR, attending phys'n
decides per PHL Art. 29-B

(ii) For other decisions, attending
physician or court decides, per
FHCDA®

*Applies only if no row above it applies
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Endnotes

1.

This document is the January 12, 2010 version of a document
that appears on the NYS Bar Association Family Health Care
Decisions Act Information Center, www.nysba.org/fhcda. It is
reprinted here with the permission of the NYS Bar Association.

The relevant clauses of the FHCDA are PHL § 2994-b.3-4, which
state:

3. Prior to seeking or relying upon a health care deci-
sion by a surrogate for a patient under this article,

if the attending physician has reason to believe that
the patient has a history of receiving services for
mental retardation or a developmental disability; it
reasonably appears to the attending physician that
the patient has mental retardation or a developmen-
tal disability; or the attending physician has reason
to believe that the patient has been transferred from
a mental hygiene facility operated or licensed by
the office of mental health, then such physician
shall make reasonable efforts to determine whether
paragraphs (a), (b) or (c) of this subdivision are
applicable:

(a) If the patient has a guardian appointed by

a court pursuant to article seventeen-A of the
surrogate’s court procedure act, health care deci-
sions for the patient shall be governed by section
seventeen hundred fifty-b of the surrogate’s court
procedure act and not by this article.

(b) If a patient does not have a guardian ap-
pointed by a court pursuant to article seventeen-
A of the surrogate’s court procedure act but falls
within the class of persons described in para-
graph (a) of subdivision one of section seventeen
hundred fifty-b of such act, decisions to withdraw
or withhold life-sustaining treatment for the
patient shall be governed by section seventeen
hundred fifty-b of the surrogate’s court procedure
act and not by this article.

(c) If a health care decision for a patient can-

not be made under paragraphs (a) or (b) of this
subdivision, but consent for the decision may be
provided pursuant to the mental hygiene law or
regulations of the office of mental health or the
office of mental retardation and developmental
disabilities, then the decision shall be governed
by such statute or regulations and not by this
article.

4. If, after reasonable efforts, it is determined that a
health care decision for the patient cannot be made
pursuant to subdivision two or three of this section,
then the health care decision shall be made pursuant
to this article.

The chart review group was convened by Lorraine Ryan,
Senior Vice President, Legal, Regulatory and Professional
Affairs Greater NY Hospital Association and Sara Kaplan-
Levenson, Project Manager, Regulatory and Professional
Affairs, Greater NY Hospital Association. Participants included
John V. Campano (NY Presbyterian), Joan Hauswald (NY
Presbyterian), Deborah Korzenik (Continuum Health Partners);
Lynn Hallarman, M.D. (SUNY Stony Brook Health Science
Center); Jonathan Karmel (NYS Department of Health); Karen
Lipson (NYS Department of Health); Carolyn Wolf (Abrams
Fensterman). Paul Kietzman (NYSARC) also commented

© »®» N

11.

12.

13.

14.

15.

16.

17.

independently. I am very grateful to these reviewers—their work
has improved these charts greatly.

It would seem that the designation of a surrogate (whether under
SCPA §1750-b, 10 NYCRR §633.11 or the FHCDA) is not necessary
if the incapable person, previously when capable, personally
consented to the treatment.

It would seem that the designation of a surrogate (whether under
SCPA §1750-b, 10 NYCRR §633.11 or the FHCDA) is not necessary
if the incapable person, previously when capable, left clear and
convincing evidence of a wish to forgo treatment under the
circumstances presented.

The FHCDA, in PHL §2994-d.3(a)(ii), provides guidance as to the
type of evidence that would suffice.

NY PHL §2982.
NY PHL §2982.
NY SCPA §1750-b.1.
NY SCPA §1750-b.1.

NY SCPA §1750-b is inapplicable because its non-court process
for authorizing an involved family member, Consumer Advisory
Board or SDMC to act as a “guardian” is limited to decisions to
withdraw or withhold life-sustaining treatment. See §1750-b.1(a).
When a health care decision for the patient cannot be made
pursuant to the SCPA or Mental Hygiene Law or regulations, the
FHCDA becomes applicable. NY PHL §2994-b.4. Accordingly, the
FHCDA becomes applicable, and a FHCDA surrogate can consent
to such treatment per PHL §2994-d.

NY SCPA §1750-b(a) applies because its non-court process

for authorizing a family member to act as guardian applies to
decisions to withdraw or withhold life-sustaining treatment.
See §1750-b.1(a). Qualified family members are identified in 14
NYCRR §§633.10(a)(7)(iv)(c).

The OPWDD surrogate list promulgated pursuant to NY SCPA
§1750-b(a) does not provide for the authorizing of a “close friend”
to act as “guardian.” See 14 NYCRR §633.10(a)(7)(iv)(c). However,
NY SCPA §1750-b.1(a) provides that when no other surrogate

is available, the MHL Article 80 SDMC may act as guardian for
purposes of making the withdrawal or withholding of treatment
decision.

Most patients with developmental disabilities and who do not

a have a guardian or family will qualify for decisions by an
SDMC. See MHL §80.3(b).3 (definition of “patient in need of
surrogate decision-making”). Moreover, once a person is eligible
for decisions by an SDMC, the person remains eligible regardless
of a change in residential status. MHL §80.03(b). As a result, the
FHCDA provisions on consent for patients without surrogate
generally are not applicable. See §2994-b.3(c). In the relatively
rare event where SDMC lacks jurisdiction for a patient, the
FHCDA would apply.

Per NY SCPA §1750-b.1(a), when no other surrogate is available,
the MHL Article 80 SDMC may act as guardian for purposes of
making the withdrawal or withholding of treatment decision.

14 NYCRR §633.11 provides surrogate decision-making rules for
persons who are “residents of a facility operated or certified by
OPWDD.” Such persons, when hospitalized, are still residents of
OPWDD facilities and subject to this regulation.

14 NYCRR §633.10 implements SCPA 1750-b for residents of
OPWDD-licensed and operated facilities.

See n.11
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18. Per PHL §2994-a.21: “Mental illness” means a mental illness 25. PHL §2994-b.4 provides that “ If, after reasonable efforts, it is
as defined in subdivision twenty of section 1.03 of the mental determined that a health care decision for the patient cannot be
hygiene law, and does not include dementia, such as Alzheimer’s made pursuant to subdivision two or three of this section, then
disease, or other disorders related to dementia. Per MHL the health care decision shall be made pursuant to this article.”
§1.03(2): “Mental illness” means an affliction with a mental Accordingly, if MHL Art 80 is inapplicable, then the FHCDA, and
disease or mental condition which is manifested by a disorder or specifically PHL §2994-g, becomes applicable.
disturbance in behavior, feeh.ng, thmkl?‘g' or judgment to such 26. There is no applicable Mental Hygiene Law or OMH regulation.
an extent that the person afflicted requires care, treatment and Accordingly, PHL §2994-g 5 applies
rehabilitation. ceordngty, & apples.
19.  This chart points to the applicable law or regulation, but does not 27, Ifthe patient was dlSChal‘ngd from the O.MH—r.egulated facility
rovide a complete summary of the applicable law or regulation or unit, then OMH regulations become inapplicable, and the
P P y PP & ' FHCDA applies.
20. PHL§2994-d 1(a). 28. If the patient was discharged from the OMH-regulated facility
21. Id. or unit, then OMH regulations become inapplicable, and the
» 14 FHCDA applies. But even if the patient was not discharged, there
’ ' still is no applicable Mental Hygiene Law or OMH regulation.
23. Id. (MHL Art. 80 is inapplicable because it does not authorize the
. . - SDMC to make decisions to withdraw or withhold life-sustaining
24. PHL §2994-b.3(c) provides that if a health care decision can be treatment). Accordingly, per PHL§2994-b.4, the FHCDA becomes
made pursuant to the Mental Hygiene Law, then the decision licabl
. . . . applicable.
is governed by such statute. Accordingly, if the decision can be
made pursuant to MHL Art. 80 then the decision is governed 29. Both provisions are available as a means to secure consent to
by MHL Art. 80. Under MHL Art. 80, a decision can be made by treatment.
an SDMC for a person'who s res'ldent of a mental hygiene 30. There is no applicable mental hygiene law or regulation. (MHL
facility including a resident of housing programs funded by an - . : .
. - Art. 80 is inapplicable because it does not authorize the SDMC
office of the department [of mental hygiene] or whose federal I . . . .
- L . to make decisions to withdraw or withhold life-sustaining
funding application was approved by an office of the department treatment). Accordingly, PHL §2994-g.5 applies
or for whom such facility maintains legal admission status ’ &Y & apphes:
therefor; or receiving home and community-based services for
persons with mental disabilities provided pursuant to section Robert N. Swidler is General Counsel, Northeast
1915 of the federal social security act; or receiving individualized . A )
support services .... “ Also, note that MHL Art. 80 and the Health, Troy NY. Mr. Swidler is also Editor of the
FHCDA have some differences in the scope of major medical NYSBA Health Law Journal and Editor of the NYSBA
treatments that can be authorized pursuant to their procedures. FHCDA Information Center.
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Family Health Care Decisions Act Algorithms

By Danielle E. Holley, J.D., M.S. and Sheila Otto, R.N., B.S.N., M.A.
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Footnotes

Prefatory Notes Concerning the Algorithms

These algorithms are based on the Family Health
Care Decision Act (FHCDA) signed into law on March 16,
2010 and codified in New York Public Health Law Art.
29-CC (2010). For example, if a patient has a health care
proxy, NY Public Health Law Art. 29-C governs and prac-
tictioners should follow the agent’s directives.

These algorithms are intended for hospitals and the
algorithms for nursing homes would be slightly different.

These algorithms are intended to inform practitioners
about the basic steps contemplated by the FHCDA for
securing consent on behalf of an incapable patient. They
are not intended to foster a mechanical approach to these
fact-sensitive and emotionally sensitive cases. Moreover,
these algorithms are intended to help guide practitioners

but are not intened to cover all possible issues that might
arise. Advice regarding disputes or ethical issues, includ-
ing those concerning proposed health care, should be
directed to a member of the Ethics Review Committee.
Questions about interpretation of laws, possible court
proceedings or other legal issues should be directed to the
AMC Legal Department. While seeking advice and coun-
sel as suggested by the directive statements in some of the
final boxes of each algorithm, the team should continue

to provide care consistent with good medical practice

and reasonable medical judgment. In addition, the team
should properly document in the medical record as
dictated by hospital policy and/or good medical practice;
specific documentation is only noted in boxes in chart 3
and 7 to specify circumstances that are unique under the
FHCDA.

The FHCDA and these algorithms also do not affect
existing law and policy concerning implied consent to
health care in an emergency nor do they affect existing
law with respect to sterilization.

If a patient regains capacity at any point, the authori-
ty of a surrogate or attending physician to make decisions
for the patient lapses. The patient with decision-making
capacity should give informed consent or refusal for the
treatment plan.

There are two situations in which the FHCDA confers
binding authority on the Ethics Review Committee deci-
sion. These two situations include:

¢ Chart 5: When an attending physician objects to the
surrogate’s decision to withhold or withdraw medi-
cally administered life-sustaining nutrition and
hydration.

¢ Chart 7: Withholding or withdrawing life-sustain-
ing treatment from an emanicipated minor.
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ALBANY MEDICAL CENTER
FAMILY HEALTH CARE DECISIONS ACT ALGORITHM

Chart 1: Adult Patient: Determination of Capacity

Does the patient have capacity? Does
consequences of [the proposed ~—No—» capacity because of mental | —ves-» consult psychiatrist to

; ; - i 1y : :
treatment], including the benefits and Hliness™ determine capacity
risks, [and alternatives]”? NI
(0]
| v
v .
B Does the patient lack Confl_rm whether FHEDA
i . applies to the patient*; if
capacity because of mental

—yvYes— indicated, consult qualified
practitioner who will assist in
determining capacity®

retardation or

Obtain informed consent -
developmental dlsabllltyz?

or refusal for treatment

No

v

Does the patient object to
determination of capacity?

No
v
Has the patient previously

expressed preferences or  ves—pl See Chart 2
wishes about the proposed

—VYes—  Consult legal counsel

treatment?
[
No
\ 4
Does the patient have an | yos—p Follow
advance directive*? advance directive

No

See Chart 3

* Decisions for most patients who have developmental
disabilities, and for some patients who are transferred
from mental health facilities, are governed by other
laws, in particular the Health Care Decision Act for
Persons with Developmental Disabilities. Check
applicable policy or consult legal counsel.
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ALBANY MEDICAL CENTER
FAMILY HEALTH CARE DECISIONS ACT ALGORITHM

Chart 2: Adult Patient Without Capacity: Prior Decision

Did the patient, while with
capacity, give informed
refusal og consent tg No Is the_re an adlt\gance
treatment” orally or in directive™

writing? |

No See Chart 3

Yes

v

Yes Follow
l advance directive

Does it involve withholding If a surrogate has been Honor
or withdrawing life- No—— identified, does No——>»  patient’s
sustaining treatment? surrogate object? prior wishes

Yes

v

Was it (a) made orally during
hospitalization in front of 2 I
witnesses 18 years or older —No—» See Chart 3

including one who is - Yes
affiliated with the hospital or
(b) made in writing?

Yes
v
4

If a surrogate has been y Continue treatment; consult Ethics
identified, does surrogate es > Review Committee
object?

]

No

v

Write DNR order and
withhold or withdraw
treatment
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Chart 3: Adult Patient Without Capacity: Surrogate Designation

* Decisions for most patients who have developmental disabilities, Confirm whether FHCDA applies to the

ano! fo_r some patients who are transferred frc_»m mental health patient*; Was the patient transferred from a
facilities, are governed by other laws, in particular the Health L6
mental health facility™?

Care Decisions Act for Persons with Developmental Disabilities.

Check applicable policy or consult legal counsel. [
Yes

v

Notify the director of the mental hygiene facility
and the mental hygiene legal service’ No

v

Follow advance directive «—Yes— Does patient have an advance directive?

No

.

Without a healthcare proxy, the attending physician must identify the appropriate candidate from the
following ordered list who is available, willing and competent to serve as a surrogate’:
(1) A guardian legally authorized to make health care decisions
(2) Spouse, if not legally separated, or domestic partner
(3) A son or daughter 18 years or older
(4) A parent
(5) A brother or sister 18 years or older
(6) A close friend

If more than one person in the class might qualify, the attending physician uses the following factors to
identify one to serve as surrogate: (a) WWho might be better able to make decisions in accordance with
patient’s best interests? (b) Who makes regular contact with the patient? (c) Who has demonstrated care
and concern for the patient? (d) Who is available to visit? (€) Who is available to engage in face-to-face
contact with providers?

Was surrogate identified? ——Yes—|

Designate and document in
the medical record the
| identity and authority of

No the surrogate
See Chart 4 A
Does someone else on ves Continue treatment; consult Ethics
the surrogate list object? Review Committee

I

No

v

Does patient object? y Continue treatment; consult legal
s ’ counsel
No
A 4

Does the decision
involve withholding or
withdrawing treatment?

Follow surrogate’s decision based
on (a) patient’s wishes or (b) in
patient’s best interests®

<4—No

Yes See Chart5
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FAMILY HEALTH CARE DECISIONS ACT ALGORITHM

Chart 4: Adult Patient Without Capacity: No Surrogate

Does patient have an advance directive*? ——yVYes—p Follow advance directive

No No

Does the Does the Does the decision
decision involve decision involve

involve withholding

routine medical —N°— major medical No— or withdrawing life-
care®? care'®? sustaining treatment?
Yes Yes Yes
l l Is death imminent with or without Continue treatment:
Attendi Attending treatment and does treatment not violate ——No— i
ending S . consult legal counsel
physician may physician may acceptable medical standards?

authorize based
on (a) patient’s
wishes or (b) in

authorize based
on (a) patient’s
wishes or (b) in

Yes

v

patient’s best

Continue treatment;
interests with

patient’s best Does a second physician concur?

——No—consult Ethics Review
interests ;
the concurrence | Committee
of a second Yes
physician v

Write DNR order and withhold or
withdraw treatment
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ALBANY MEDICAL CENTER
FAMILY HEALTH CARE DECISIONS ACT ALGORITHM

Chart 5: Adult Patient Without Capacity: Surrogate Identified; Withholding or Withdrawing Life-
Sustaining Treatment

Continued from Chart 3
[

Yes
\ 4
Does the surrogate express the decision to withhold Follow surrogate’s decision based
or withdraw life-sustaining treatment in accordance | —no—» on (a) patient’s wishes or (b) in
with patient’s wishes or best interests®? patient’s best interests®
I
Yes
\ 4
Does the attending physician object to withholding Transfer care or consult Ethics
. . ——Yes—p . .
or withdrawing treatment? Review Committee*
|
No
\ 4

Does the surrogate think that treatment No
Y¢S \would be an extraordinary burden to
the patient?

Is the patient terminally ill or permanently
unconscious?

No
v Yés Continue treatment
Does the patient have an |_ncurable or irreversible Has the attending physician, to a
condition? . .
reasonable degree of medical certainty,
YLS N|0 diagnosed the patient as having an NOJ
v v illness or disease that will cause death
] within 6 months or that the patient is
Does the surrogate think Continue treatment permanently unconscious?
that the treatment would |
involve such pain, J Y:S
igfggr(ljrggr?]reg tiiiru?;j;ﬂgg No Does a second physician concur? ’7
I
Yes

Write DNR order and withhold or

Yes withdraw treatment No
D?ﬁs a stgco?ﬂ phyS|_C|an cor)glur that N .| Continue treatment; consult
e patient has an irreversible or No > Ethics Review Committee

incurable condition?

|
Yes

v

Werite DNR order and withhold or
withdraw treatment

* FHCDA requires agreement by the Ethics Review
Committee if this decision involves medically
administered life-sustaining nutrition and hydration.
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No

v

‘ Is the minor an emancipated minor*? ’—Yes See Chart 7

FAMILY HEALTH CARE DECISIONS ACT ALGORITHM

Chart 6a: Minor Patient: Withholding or Withdrawing Life-Sustaining Treatment

Did the minor and the parent/

Does the minor have capacity

129 ’—Yes—b guardian consent to withhold or

withdraw treatment**?

—Yes—

Write DNR order
and withhold or
withdraw
treatment

v

No |
v No
Does the minor object to determination of _ v _
capacity? L_ves—p| Continue trgatment; cqnsult Ethics
| Review Committee
No

v

Does the minor have a parent or guardian |~ ) Continue treatment; consult legal
available? counsel
Yis
Is the parent or guardian making the - -
decision in the best interests of the No—Pp Continue treatment; consult legal
e counsel
patient®?
Yes

Continue to Chart 6b
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Continued from Chart 6a
r

Yes

v

Is the patient terminally ill or permanently
unconscious?

No

v

Does the patient have an incurable or
irreversible condition?

Yes

v

Does the parent/guardian think that
treatment would involve such pain,
suffering or other burden to be deemed
inhumane or extraordinarily burdensome?

Yes

l

Did the attending physician determine that
the patient has an irreversible or incurable
condition?

ALBANY MEDICAL CENTER
FAMILY HEALTH CARE DECISIONS ACT ALGORITHM

Chart 6b: Minor Patient: Withholding or Withdrawing Life-Sustaining Treatment

Continue treatment

7'y

No

Yes———— P

Does the parent/guardian think that treatment would be an

extraordinary burden to the patient?

l

Yes

v

-

Continue
treatment

—No—

Has the attending physician, to a reasonable degree of
medical certainty, diagnosed that the patient has an
illness/disease that will cause death within 6 months

or that the patient is permanently unconscious?

J

Does a second physician concur?

No

|

o

Continue treatment ‘

Yes

)

Does a second physician
concur?

.| Continue treatment; consult
Ethics Review Committee

Does one parent object?

Yes

v

l

No

v

v

Continue treatment;
consult legal counsel

Write DNR order and
withhold or withdraw
treatment
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FAMILY HEALTH CARE DECISIONS ACT ALGORITHM

Chart 7: Emancipated Minors: Withholding or Withdrawing Life-Sustaining Treatment

Is the minor an emancipated minor''?

Yes

v

No See Chart 6

Is it due to mental illness or

. A
Does the patient have capacity? No——— developmental disability?
Yjs l\io Yis
Call Ethics Review Committee* Consider consulting another physician
specializing in this field and consult
legal counsel

v
Does Ethics Review Committee and attending physician agree that
withholding or withdrawing life-sustaining treatment is in the patient’s
best interests?

Yes No
Attempt to notify parents before proceeding Continue treatment;
and document this in medical record; write consult legal counsel
DNR order and withhold or withdraw
treatment

* FHCDA requires agreement by the Ethics Review
Committee if this decision involves medically
administered life-sustaining nutrition and hydration.
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Endnotes

1.

Mental illness means “a mental disease or condition manifested
by a disorder or disturbance in behavior, feeling, thinking, or
judgment to such an extent the person afflicted requires care,
treatment, and rehabilitation. For purposes of this policy, mental
illness does not include dementia or other disorders related to
dementia such as Alzheimer’s disease.”

of every person; the possibility and extent of preserving the
patient’s life; the preservation, improvement or restoration of

the patient’s health or functioning; the relief of the patient’s
suffering; and any other values that a reasonable person in the
patient’s circumstances would wish to consider. Decisions should
be patient-centered and consistent with the patient’s values,
including the patient’s religious and moral beliefs, to the extent

feasible.
2 E efvelot};menttial dt1§atg‘1/\1]1ty tmvians 2a2 dlsablht¥ that }cl)rlgmatt?s d 9.  Routine medical decisions are “any treatment, service, or
¢ oreb epa 1etn dl St enfy- wo ( d z.y.etalis ° age,b ats c$n11nue procedure to diagnose or treat an individual’s physical or mental
ﬁr CZI'I © ixliﬁc ec to con léulli Htl ef m 5 y,15asu HS antat ¢ condition, such as the administration of medication, the extraction
ag tifap N di t'e pefr sltl)n's ta ity (f) t}111 nfc 11?11 norma b ym .SO?IG'E Y of bodily fluids for analysis, or dental care performed with a local
an " .E Cfr;ll ion a ts 11n otor;tie? eto ; wlmglca egglr fes: (i) anesthetic, for which health care providers ordinarily do not seek
sa r11 a le' o menta tr ef ar .la. 1?3’ Ceret ral passy, eplt'eps?f, specific consent from the patient or authorized representative.
neurologica tmpawrment, famia dysautonomia or autismy, It shall not include the long-term provision of treatment such as
or (ii) is attributable to any condition closely related to mental ventilator support or a nasogastric tube but shall include such
retardation that causes a similar impairment of intellectual treatment when provided as part of post-operative care or in
fu'nctlonmg, or requires treatment anc'l services similar to those response to an acute illness and recovery is reasonably expected
with mental retardation; or (iii) is attributable to dyslexia within one month or less.”
resulting from a disability listed in category (i) or (ii) herein.” ’
3 Either the attendi hvsici t have the followi 10. Major Medical Treatment means “any treatment, service or
' 1he? the attending physiclan must 1ave the Jofowms procedure to diagnose or treat an individual’s physical or
qualifications or another professwn.al Wlth such qualifications mental condition: (i) where general anesthetic is used; or (ii)
n}ust r(?akle an:r}dfpen}(;l etnht diﬂermlﬁahf?’ tlf a drea}s.onable Se gree which involves any significant risk; or (iii) which involves any
ot me lc.a Ce}f amty, w el. er 1 cpa }llerll E?Ct S ecllslog—lr)n axing significant invasion of bodily integrity requiring an incision,
capacity: a p ysiclan or chinical psychologlst employed by a producing substantial pain, discomfort, debilitation or having
developmental disabilities services office named in the Mental a significant recovery period; or (iv) which involves the use of
Hygiene Law Sectlor.l 1317, or has be?n eI.nploye.d - for a minimum physical restraints, as specified in regulations promulgated by the
of two years to provide care and services in a facility opel.'ated by commissioner, except in an emergeny; or (v) which involves the
OMRDD; or who has been approved by OMRDD regulations. use of psychoactive medications, except when provided as part of
4. Anadvance directive is either (i) a “health care agent” meaning post-operative care or in response to an acute illness and treatment
an individual designated by a competent adult using a health care is reasonably expected to be administered over a period of forty-
proxy or (ii) a “living will” or medical directive that expresses the eight hours or less, or when provided in an emergency.”
patient’s wishes or preferences or (iii) a Do-Not-Resuscitate Order 11. Emancipated Minor is a minor who is the parent of a child, or is
that may be expressed on a MOLST Form. 16 years of age or older and living independently from his or her
5. Did the patient understand and appreciate the risks and benefits parent(s) or guardian.
of t.h e proposed treatment including alternatives and either make 12. Minors are presumed to lack the capacity to make decisions about
an informed decision to accept the proposed treatment or refuse life-sustaining treatment. However, the Attending physician
> ,
the treatment? in consultation with the minor’s parent(s) or guardian may
6.  Mental health facility is a facility operated or licensed by the determine that the minor has capacity make such decisions.
Office of Mental Health (OM.H) or QMRD].D’ .including psychiatric 13.  An attending physician who has reason to believe that the minor
and developmental centers, institutions, clinics, wards, wings or ient h todial ¢ di ho h t
its at hospital ted t ide services for the mentall patient has a non-custodial parent or guardian who has no
gT“ ila d osprials operated to provide s y been informed of the decision shall make reasonable efforts to
1sabled. determine if the uninformed parent or guardian has maintained
7. There are restrictions on who may serve as a surrogate including substantial and continuous contact with the minor and, if so, shall
“an operator, administrator, or employee of a hospital or a make diligent efforts to notify that parent or guardian prior to
P ploy P & y p & P
mental hygiene facility from which the patient was transferred, implementing the decision.
or a physician who has privileges at the hospital or a health care
provider under contract with the hospital may not serve as the . .
surrogate for any adult who is a patient of such hospital, unless Danielle E. Holley, J.D., M.S. is the Clinical Ethics
such individual is related to the patient by blood, marriage, Fellow at Albany Medical College.
domestic partnership, or adoption, or is a close friend of the
patient whose friendship with the patient preceded the patient’s . . .
admission to the facility. If a physician serves as surrogate, the Sheila Otto, R.N., B.S.N., M.A. is Director of the
physician shall not act as the patient’s attending physician after Ethics Consultation Service, Co-Director of the Health
his or her authority as surrogate begins.” Care & Society Course and Assistant Professor of
8. Inassessing the best interests of the patient, the following factors Medicine.
should be taken into consideration: dignity and uniqueness
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Comparing the FHCDA to Surrogate Decision Making

Laws in Other States
By Thaddeus Mason Pope

I Introduction

There seem to be at least three distinct missions of
this special issue of the Health Law Journal. First, several
articles have an empirical focus. They describe how the
FHCDA has been implemented in hospitals and nursing
homes. Second, several articles have a normative focus.
They describe how the FHCDA can and should be ex-
tended to health care settings (e.g. hospice, home care) to
which it does not now apply. Third, several articles take
a broader normative focus. They explain how the FH-
CDA might be better implemented (e.g. by training ethics
committees).

This article serves the third mission. It focuses on
those provisions at the heart of the FHCDA: the authori-
zation of surrogates to make health care decisions on the
patient’s behalf.! Specifically, this Article compares the
surrogate rules in the FHCDA to the “default” surrogate
rules in other states’ health care decisions statutes.? These
comparisons can be usefully grouped into three catego-
ries: (1) the surrogate list, (2) the scope of surrogate deci-
sion making authority, and (3) the resolution of conflicts
between and among surrogates.

Il. The Surrogate List

In some respects, the FHCDA is comparatively
broader than the default surrogate rules in other states.
Most notably, the FHCDA includes a “domestic partner”
as an equivalent alternative to “spouse” near the top
of the priority list. But in other respects, the FHCDA is
comparatively narrower than the default surrogate rules
in other states. For example, the FHCDA includes no
provision for the patient’s informal, oral designation of
a surrogate. It requires strict adherence to the priority
order. And the FHCDA surrogate list is shorter than lists
in some other states.

A. FHCDA Includes Domestic Partner

In one key respect, the FHCDA is materially broader
than the default surrogate rules in many other states.
Near the top of the “surrogate list,”® “domestic partner”
is included as an equivalent alternative to “spouse.”
The definitions section of the FHCDA defines “domestic
partner” as an individual who:

(a) is formally a party in a domestic part-
nership or similar relationship with the

other person, entered into pursuant to the
laws of the United States or of any state,
local or foreign jurisdiction,...; or

(b) is formally recognized as a benefi-
ciary or covered person under the other
person’s employment benefits or health
insurance; or

(c) is dependent or mutually interdepen-
dent on the other person for support, as
evidenced by the totality of the circum-
stances indicating a mutual intent to be
domestic partners....°

Significantly, this expansive definition of “domestic
partner” includes, among others individuals, a partner in
a same-sex couple. New York is one of only fifteen states
to have an LGBT-inclusive surrogate selection statute.® In
contrast, the surrogate lists in a majority of states fail to in-
clude domestic partners. While a same-sex partner would
probably qualify as a “close friend” in some of these
states, that category is usually listed only at the bottom of
the surrogate list.”

B. FHCDA Omits Patient-Designated Surrogates

New York law provides for three categories of sub-
stitute decision makers: (1) court-appointed guardians,®
(2) patient-appointed agents,’ and (3) statutorily specified
surrogates.!? The FHCDA omits a fourth type of substitute
decision maker that many other states include: patient-
designated surrogates.

In several states, the patient not only can formally
appoint an agent/proxy but also can informally designate
a surrogate.!! In Tennessee, for example, a patient “may
designate any individual to act as surrogate by personally
informing the supervising health care provider.”!? This
designation may be oral or written. This is an often useful
option. For example, if the patient has not completed an
advance directive prior to admission, it can be difficult to
obtain the necessary witnesses.

Admittedly, if a New York patient expresses a prefer-
ence about whom she wants as surrogate, that evidence
of patient wishes can and should be considered. For
example, the designated surrogate might abstain and
designate the patient’s preferred surrogate.!® Or the pa-
tient’s preferred surrogate might object to the decisions of
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the designated surrogate.!* But if the patient’s preferred
surrogate were not already the highest-ordered potential
surrogate under the FHCDA surrogate list, a New York
provider could not automatically recognize the patient’s
preferred surrogate.

C. FHCDA Requires Strict Adherence to the
Surrogate List

The FHCDA list of surrogates is a lexical order.
Providers may not look to a lower-ordered potential
surrogate (e.g. sibling) if a higher-ordered potential sur-
rogate (e.g. spouse) is available, capable, and willing to
serve. While the order is logical and positively correlated
to surrogate qualifications, this correlation is hardly
assured. Someone lower on the list might be a better
decision maker than someone higher on the list.!® But the
higher-ordered individual takes precedence unless she
is incapacitated, unavailable, does not want to serve, or
designates someone else on the list.

In contrast to the strict priority order under the
FHCDA, many other states include a surrogate priority
list as only a guideline or suggestion.'® In Tennessee, for
example, the surrogate list is merely something to which
“consideration may be given in order of descending
preference for service as a surrogate.”!” The best qualified
surrogate might be at the bottom of the surrogate list. In
identifying the patient’s surrogate, the supervising health
care provider is primarily looking for an “adult who has
exhibited special care and concern for the patient, who is
familiar with the patient’s personal values, who is reason-
ably available, and who is willing to serve.”!8

The Tennessee statute provides five mandatory
criteria for determining the person best qualified to serve
as the surrogate: (1) whether the proposed surrogate
reasonably appears to be better able to make decisions
either in accordance with the known wishes of the patient
or in accordance with the patient’s best interests; (2) the
proposed surrogate’s regular contact with the patient
prior to and during the incapacitating illness; (3) the pro-
posed surrogate’s demonstrated care and concern; (4) the
proposed surrogate’s availability to visit the patient dur-
ing the patient’s illness; and (5) the proposed surrogate’s
availability to engage in face-to-face contact with health
care providers for the purpose of fully participating in the
decision making process.!?

In contrast, the FHCDA includes a consideration of
surrogate qualifications only in determining whether
an individual qualifies as a “close friend.”? Individu-
als in other classes of surrogates are qualified by their
relationship status alone. Admittedly, if the FHCDA were
too demanding in terms of surrogate qualifications, that
could undermine a key objective of the statute: to erase
the clear and convincing evidence hurdle.?! But there is

clearly enough middle ground to afford greater flexibility
in surrogate designation.

D. FHCDA Has a Comparatively Shorter Surrogate
List
The FHCDA has a priority list that is composed pri-
marily of family members. After all, these are the indi-
viduals most likely to know and care about the patient. If
none of these is available, then providers may designate a
“close friend.”?? But the listed family members on the sur-

rogate list are limited to: (1) spouse or domestic partner,
(2) adult children, (3) parents, and (4) adult siblings.?

In contrast, the priority lists in other states” surrogate
decision making laws also include other, more distant
family members.?* Many states include: adult grand-
children,? adult nieces and nephews,?® adult uncles and
aunts,” grandparents,?® and cousins.?”’ In many cases, the
omission of such individuals from the FHCDA surrogate
list is probably of little consequence. If higher-ordered
individuals on the list were unavailable, then these more
distant family members might qualify as a “close friend.”
However, there are surely many such relatives who will
not qualify, because they do not maintain the “regular
contact” with the patient necessary to be familiar with the
patient’s activities, health, and religious or moral beliefs.

lll. Scope of Surrogate Decision Making
Authority

Just as the FHCDA is comparatively broader than the
laws in other states with respect to the surrogate list, it is
also comparatively broader with respect to the scope of
the surrogate’s decision making authority. Most notably,
the FHCDA permits a surrogate to stop life-sustaining
treatment in a broader range of circumstances (and not
just when the patient is terminally ill or permanently
unconscious). The FHCDA does not restrict decisions
concerning either pregnant women or artificial nutri-
tion and hydration. But in other respects, the FHCDA is
comparatively narrower than the default surrogate rules
in other states. The FHCDA applies only to hospitals and
nursing homes. And it does not apply to oral nutrition
and hydration.

A. FHCDA Allows a Surrogate to Stop Inhumane or
Extraordinarily Burdensome Treatment

Many states permit a surrogate to withhold or
withdraw life-sustaining medical treatment only when
the patient is either terminally ill or permanently uncon-
scious.” Moreover, “terminal illness” is typically defined
narrowly to include a “disease, illness or condition...
for which there is no reasonable medical expectation of
recovery and which, as a medical probability, will result
in the death of such human being regardless of the use or
discontinuance of medical treatment.”3!
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The FHCDA similarly permits a surrogate to with-
draw life-sustaining treatment when (1) “the patient has
an illness or injury which can be expected to cause death
within six months, whether or not treatment is pro-
vided,” or (2) when “the patient is permanently uncon-
scious.”?? Indeed, even when one of these conditions is
satisfied, the FHCDA additionally requires the surrogate
to establish that the treatment would be “an extraordi-
nary burden to the patient.”3?

But, unlike many other states, the FHCDA also per-
mits a surrogate to withdraw life-sustaining treatment
when none of the above conditions are satisfied. The
FHCDA alternatively permits a surrogate to establish:
(1) that the provision of treatment would involve “such
pain, suffering or other burden that it would reasonably
be deemed inhumane or extraordinarily burdensome
under the circumstances,” and (2) that the patient has
an “irreversible or incurable condition.”3* The FHCDA
thereby materially expands the conditions under which
a surrogate can stop life-sustaining medical treatment.
Many chronic conditions are “irreversible” and/or
“incurable,” even though they might not qualify as a
“terminal illness” in other states. And the determination
of inhumanness and burdensomeness is left to the discre-
tion and judgment of the surrogate.

B. FHCDA Includes No Pregnancy Limitation

Many states do not allow a surrogate to withhold or
withdraw life-sustaining treatment from a patient known
to be pregnant, if continued treatment would permit
the fetus to be viable outside the uterus.*® The FHCDA
has no such limitation, thus assuring the primacy of the
patient’s autonomy:.

C. FHCDA Includes No ANH Limitation

Health care decisions statutes often treat artificial nu-
trition and hydration differently from other forms of life-
sustaining medical treatment. Many states impose special
additional conditions on surrogate decisions to withhold
or withdraw artificial nutrition and hydration.® The FH-
CDA includes no such prohibition or limitation.?”

D. FHCDA Only Applies to Hospitals and Nursing
Homes

The application of the FHCDA is limited to hospitals
and nursing homes.?® This restriction is unique. The sur-
rogate decision making rules in every other state apply to
any type of provider that is licensed, certified or other-
wise authorized or permitted by law to provide health
care.%’

Fortunately, the New York legislature was aware
of this uncommon limitation and the potential need to
expand the scope of the FHCDA's application. The legis-

lature directed the New York Task Force on Life and the
Law to “consider whether the FHCDA should be amend-
ed to apply to health care decisions in [other] settings.”4
While the Task Force is still deliberating over extensions
of the FHCDA, it has already made an initial recommen-
dation that the FHCDA be amended to include surrogate
decision making in the context of hospice care.*! The
FHCDA already includes extra safeguards for surrogate
decision making in nursing homes (as compared to gen-
eral hospitals). Amendments to the FHCDA could include
similar safeguards for the FHCDA'’s application to other
treatment contexts.*?

E. FHCDA Does Not Apply to Oral Nutrition and
Hydration

The preface to the FHCDA states that “the legislature
does not intend to encourage or discourage any particular
health care decision or treatment.”*3 Nevertheless, the
legislature explicitly observed that it “does not intend to
authorize a surrogate to deny to the patient food [and]
water.”** A New York patient with capacity may refuse
food and water by mouth.*> But the FHCDA does not
permit a surrogate to deny a patient “nutrition or hydra-
tion orally, without reliance on medical treatment.”#6 New
York is one of only about five states to explicitly exclude
oral food and fluids from the scope of surrogate decision
making authority.*”

Voluntarily stopping eating and drinking, also re-
ferred to as voluntary refusal of food and fluid, is a peace-
ful and comfortable method to allow death. It is accepted
by the best palliative care physicians in New York.* Just
as decisions regarding other treatment typically cannot
be made by the patient at the relevant time, patients will
similarly lack capacity to make a decision to stop food
and fluid at the time they would want. Take, for example,
the patient with severe dementia who can no longer rec-
ognize her children or go to the bathroom. This patient’s
surrogate could not stop oral food and fluids even if she
knew that the patient never wanted to live like that.*’

F.  FHCDA Limits the Authority of the Residual
Surrogate

For patients without surrogates, the FHCDA permits
providers to withhold or withdraw life-sustaining treat-
ment only (1) with a court order, or (2) if an attending
with the concurrence of a second physician determines
that the treatment would be medically ineffective or
contrary to the standard of care.” In effect, this second
alternative makes the attending physician a surrogate.
But the scope of this surrogate’s discretion is significantly
limited.

In contrast, other states permit physicians to stop
life-sustaining treatment in a broader range of circum-
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stances, often with the concurrence of the ethics commit-
tee.Interestingly, almost none of these states set minimum
standards for ethics committees. In contrast, the FHCDA
sets comprehensive standards. Accordingly, if the eth-

ics committees in any state should have authority to
resolve these disputes, it should be a New York ethics
committee.5!

FHCDA Lacks an Authoritative Mechanism
for the Resolution of Surrogate Conflicts

The FHCDA gives the newly mandated “ethics
review committees” several “advisory and nonbinding”
roles and several authoritative roles. But with respect to
surrogate conflicts, the FHCDA gives the ethics commit-
tees a merely advisory role.” When any person on the
surrogate list objects to the designation of the surrogate®
or objects to a surrogate’s decision,> the attending physi-
cian must “promptly refer the matter to the ethics review
committee.” But while referral is mandatory, the outcome
of the ethics committee review is merely advisory.®

V.

In contrast, other states give the ethics committee
adjudicatory authority to resolve these disputes. For
example, Delaware provides that “if persons with equal
decision making priority...cannot agree who shall be a
surrogate or disagree about a health-care decision,” then
the attending physician or anyone on the surrogate list
may refer the case to the ethics committee.>® Significantly,
the statute further provides: “A physician who acts in
accordance with the recommendation of the committee
is not subject to civil or criminal liability or to discipline
for unprofessional conduct for any claim based on lack of
consent or authorization for the action.””” Because New
York ethics committees are comparatively more robust,
they could serve this dispute resolution role.

V. Conclusion

The FHCDA is a tremendous positive achievement
for New York. It will surely help assure that incapaci-
tated individuals receive the medical treatment that they
would have chosen for themselves. Still, just as other
states continue to amend their health care decisions stat-
utes in response to developing data, New York should be
prepared to do the same.
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The Palliative Care Information Act and Its Applicability
to Cases Subject to the Family Health Care Decisions Act

By David C. Leven

Introduction

The Palliative Care Information Act,! which became
effective on February 9, 2011, requires the attending
health care practitioner of a patient who is terminally ill
to offer information about palliative care and end-of-life
treatment options. The Palliative Care Information Act
and the Family Health Care Decisions Act will often ap-
ply simultaneously to the same clinical cases. Therefore,
it is important for health care attorneys and health care
practitioners not only to be familiar with both of these
laws, but to understand the connection between them.
Health care attorneys should play a prominent role in
ensuring that their clients are aware of and comply with
the Palliative Care Information Act and with the Family
Health Care Decisions Act when these laws intersect.

Pursuant to the Family Health Care Decision Act (FH-
CDA), a surrogate has the right to receive medical infor-
mation and medical records necessary to make informed
decisions about health care for the patient. Specifically,
health care providers must provide information includ-
ing the diagnosis, prognosis and the risks and benefits of
alternative treatment options.?

When a determination is made that the patient has a
terminal illness or condition and death can be reasonably
expected within six months, whether or not treatment
is provided, the Palliative Care Information Act (PCIA)
becomes operative. It is applicable to surrogates when a
patient with a terminal illness or condition who does not
have a health care agent lacks capacity to reasonably un-
derstand and make informed choices related to palliative
care.® After a determination has been made that the pa-
tient lacks decision making capacity, in accordance with
the FHCDA, the surrogate is entitled, under the PCIA, to
receive important relevant information and counseling
that would otherwise have been offered to a patient with
capacity.

Summary of the Palliative Care Information Act
The key provision of the law states:

If a patient is diagnosed with a terminal
illness or condition, the patient’s attend-
ing health care practitioner shall offer
(emphasis added)* to provide the patient

with information and counseling regard-
ing palliative care and end-of-life options
appropriate to the patient, including

but not limited to: the range of options
appropriate to the patient; the prognosis,
risks and benefits of the various options;
and the patient’s legal rights to compre-
hensive pain and symptom management
at the end of life.

Additionally,

a. The obligation to provide such information and
counseling can be fulfilled by the attending physi-
cian or nurse practitioner or by referral or transfer
to another appropriate health care practitioner.®

b. Information can be provided verbally, or in
writing.”

c. A surrogate may decline the offer to receive the
information and /or counseling.8

Comment: If an offer to provide information and
counseling is declined, the practitioner should renew the
offer, as appropriate, when the patient’s condition chang-
es and different treatment options may be available (see
section on counseling on p. 116).

Definitions:

* “Appropriate” means consistent with applicable le-
gal, health and professional standards; the patient’s
clinical and other circumstances; and the patient’s
reasonably known wishes and beliefs.

e “Attending health care practitioner” means a
physician or nurse practitioner who has primary
responsibility for the care and treatment of the
patient. Where more than one physician or nurse
practitioner share that responsibility, each of them
has responsibility under this section, unless they
agree to assign that responsibility to one of them.

e “Palliative care” means health care treatment,
including interdisciplinary end-of-life care, and
consultation with patients and family members, to
prevent or relieve pain and suffering and to en-
hance the patient’s quality of life, including hospice
care under article forty of [the Public Health Law].
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¢ “Terminal illness or condition” means an illness
or condition which can reasonably be expected
to cause death within six months, whether or not
treatment is provided.’

The Need for the Palliative Care Information Act

The PCIA, a model for the nation, was needed for
many critically important reasons despite the well estab-
lished right of patients to have information sufficient to
make informed decision about their treatment.

First, at the end of life, physicians have often been
unwilling to have discussions with their patients about
their diagnosis, prognosis and treatment options or those
discussions have been inadequate. One study involving
332 advanced cancer patients who were followed from
the time they were enrolled until they died (an average
of 4.4 months) found that only 123 of those patients had
end-of-life discussions with their physicians.!”

The lack of physician-patient communication is one
reason why hospice referrals have been made so near
death or not at all. In New York State 33% of patients
were enrolled for only 7 days or less and 32% were
enrolled for 31 days or less in 2008, the last year for
which figures are available, http://www.nyhealth.gov/
statistics/facilities /hospice/utilization_and_cost/2008/
11. Since patients are eligible for hospice when it is likely
that they will die within six months and hospices gen-
erally provide excellent end-of-life care and have been
extremely beneficial for the vast majority of patients and
their families, referrals should be made much earlier for
most patients. Compliance with the PCIA will result in
more and earlier referrals to hospice.

Secondly, the vast majority of dying patients in fact
want to know their diagnosis and prognosis. In one
study of 214 persons aged 60 and older with a limited life
expectancy secondary to cancer, congestive heart failure,
or chronic obstructive pulmonary disease, 83% of those
believing they had 1 year or less to live wanted to discuss
prognosis.!?

And, in a recent survey 95% of patients with 3 differ-
ent forms of cancer wanted their oncologist to be honest
about their expected survival.!?

Thirdly and most importantly, when discussions
take place between physicians and their dying patients,
quality of life is improved, decisions are made for less
aggressive interventions, lives are extended, patient’s
wishes are more likely to be respected, and hospice refer-
rals occur sooner.' One recent study found that patients
with terminal lung cancer who began receiving palliative
care immediately upon diagnosis as compared to pati-
nets receiving standard care not only were happier, more

mobile and in less pain as the end neared—but they also
lived nearly three months longer.!

In addition, patients with cancer are more likely to
receive end-of-life (EOL) care that is consistent with their
preferences when they have had the opportunity to dis-
cuss their wishes for EOL care with a physician.!

Finally, cost savings result when end-of-life discus-
sions take place. According to a 2009 study, patients with
advanced cancer who reported having EOL conversa-
tions with physicians (only 31% of the patients had such
discussions) had significantly lower health care costs in
their final week of life. Higher costs were associated with
worse quality of death. Additionally the study found that
patients who had EOL discussions with their physicians
“were more likely to receive outpatient hospice care and
be referred to hospice earlier.”!”

Implementation of the Palliative Care
Information Act

It is important that the PCIA be effectively imple-
mented. Affected patients are dying and this will be
a very difficult time for them and surrogates who are
empowered to make decisions for them. Health care attor-
neys should be helpful in working with their health care
professional colleagues, as well as their clients, to ensure
successful implementation.

The new law only requires the provision of informa-
tion and counseling concerning palliative care to patients
with an illness or condition that is reasonably expected to
cause death within six months. However, this of course
does not bar the provision of information and counseling
to surrogates where the patients are outside the terminal
diagnosis—i.e., patients who are seriously or chronically
ill. In fact it is often clinically appropriate to do so earlier.
Health care attorneys can help facilitate compliance with
the strict requirements of the law and recommend that
earlier conversations take place with their institutional
clients. Attorneys who have individual clients who are
seriously or terminally ill can act similarly.

Informing Health Care Professionals About the
Palliative Care Information Act

Health care professionals need to know about the
content of the FHCDA to ensure compliance and they
need to understand its connection, when applicable, to
the Family Health Care Decisions Act. Physicians, nurse
practitioners, nurses, and social workers all perform key
roles in helping patients at the end of life so they will
need to know what is required by the law and where they
can assist patients and surrogates to effectively imple-
ment it. The New York State Department of Health has
reached out to physicians and nurse practitioners but it
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will not be able to reach all who are affected by the law.
Additionally, students in medical, nursing and social
work schools need to be educated about the PCIA, prefer-
ably during courses, which should be required, on pallia-
tive and end-of-life care. Health care attorneys who have
affiliations with hospitals, nursing homes, health care
professional schools, etc., are urged to assist to ensure
that the PCIA has been brought to the attention of health
care professionals and that they have or will receive ap-
propriate training.

NYS Department of Health Information on the
Palliative Care Information Act

The New York State Department of Health has infor-
mation (DOH) on its website on the PCIA. This includes
Questions and Answers about Palliative Care, Hospice,
and the Palliative Care Information Act and a list of
Resources for Practitioners, http:/ /www.health.ny.gov/
professionals/patients/patient_rights/palliative_care/.
It provides a good deal of useful information and should
be a helpful guide to health care and legal practitioners.
DOH has informed hospitals and nursing homes about
the law and has sent the information on its website to
them and to a mailing list of associations and societies.
However, it is likely that many individual health care
practitioners will not be informed or timely informed
about the PCIA. Health care attorneys are urged to find
out whether your health care practitioner colleagues
know about the PCIA and the information available from
the DOH and to inform those who do not.

Counseling

The PCIA definition of attending health care practi-
tioner is clear. One or more physicians or nurse practitio-
ners might have primary responsibility for the care and
treatment of the patient so that each of them would have
responsibility to provide information and/or counseling
to the surrogate who agrees to accept it. Physicians hav-
ing different specialties might equally be involved with a
patient’s care. There is no bar to the involvement of any
practitioner or specialist who is acting as an attending
practitioner whom a surrogate wishes to access for the
counseling and information under the PCIA. Any such
bar would run counter to the legislative goals and intent
of the PCIA and may result in a contraction of informa-
tion on palliative care and end-of-life options to surro-
gates of patients who are terminally ill.

In most situations there probably will and should be
more than one information/counseling meeting. For ex-
ample, the practitioner may offer to provide information
and counseling during one conversation and, if the sur-
rogate agrees, they may jointly decide to have a second

meeting to discuss specific options. The surrogate, who
will usually be a family member, may wish to have others
family members attend.

Best practice will normally require continuing con-
versations as the patient’s disease worsens and condition
changes. Appropriate options to discuss initially with
a surrogate may be different than appropriate options
to discuss later as the trajectory of the disease or illness
progresses. As a patient’s condition changes and worsens,
surrogates who have initially declined should again be
offered information and counseling.

If one health care professional has had a discussion
with the surrogate, another health care professional now
involved as an attending may still be obligated to have a
discussion with the surrogate. If a physician asks “have
you had a conversation about this” and the surrogate
responds affirmatively, the physician should ask if the
surrogate would like to discuss anything relevant to pal-
liative care and end-of-life options. The surrogate could
agree or decide to have continued discussions only with
the health care professional with whom the surrogate first
talked.

Documentation

Documentation of the provision of any information
and/or counseling should always be placed in the pa-
tients” medical record under the PCIA so that all practi-
tioners working with patients will be informed of what
has transpired. Where more than one health care practi-
tioner is involved in providing the information/counsel-
ing, documentation is essential so that each practitioner
knows and understands what others have done and said
and that, where possible, there is consistency.

Documentation by a health care professional of a
meeting with the surrogate to discuss palliative care/end-
of-life options does not diminish the obligation of that
same health care professional to have continuing discus-
sions, as appropriate with the surrogate, all of which are
properly documented.

Conclusion

The need for and the importance and benefits of the
Palliative Care Information Act, a model for the nation,
are clear. Physicians are not spending enough time having
discussions with their patients about end-of-life care and
explaining fully the options available to patients early
enough in the course of illness. Yet patients generally do,
and presumably surrogates will, want to know the diag-
nosis, prognosis, treatment alternatives and the risks and
benefits of those options so that they can make informed
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What's Happening in the Section

Francis J. Serbaroli Elected Chair of Section

At its Annual Meeting, the Section elected the follow-
ing officers for one year terms beginning June 1, 2011.

e Francis J. Serbaroli, Chair
e Marcia Smith, Chair-Elect
¢ Ellen Weissman, Vice-Chair
¢ Kathleen Burke, Secretary
* Margaret Davino, Treasurer

The new Chair, Francis J.
Serbaroli, is a shareholder in the
Health & FDA Business Practice
of Greenberg Traurig’s New York
office. Frank has three decades of
experience in the health care indus-
try. Frank served as a member of
the New York State Public Health
Council (now the Public Health and
Health Planning Council) from 1995
to 2010, for most of that time as the council’s vice chair-
man. His government experience also includes three
years as an Assistant Attorney General of the State of
New York. He writes a regular health law column for the
New York Law Journal and teaches and lectures on health
care, corporate governance and not-for-profit issues. He
also writes a regular column, In the New York State Agen-
cies, for the NYS Bar Association Health Law Journal.

Upcoming Events

* Health Care Decision Making. A CLE program on
“Health Care Decision Making: Implementation
of the Family Health Care Decisions Act, Recent
Developments and Ethical Considerations” will be
held in two locations:

- Albany—Friday, May 6, 2011
- New York City—Friday, May 13, 2011

The program will cover the FHCDA, the Health
Care Decisions Act for Persons with Mental Retar-
dation, Do-Not-Resuscitate statutes, and mental
health issues. It will also consider special issues in
consent, such as consent to organ donation, repro-
ductive procedures and human subject research,
and consent for children and older minors.

The program is co-chaired by Lawrence Faulkner
of Westchester Association for Retarded Citizens
and Tracy Miller of Cadwalader, Wickersham and
Taft.

¢ Basic Health Law for the Non-Health Lawyer.
The Committee on Fraud, Abuse and Compliance
will be presenting this webinars on May 3, 2011,
from 12:00 p.m. to 1:30 p.m., Alexander Bateman,
Jr. and David Daniels, will present, Melissa Zambri
will moderate.

e Self-Disclosure: Practical Tips and Stories. The
Committee on Fraud, Abuse and Compliance will
be presenting this webinar on September 22, 2011,
from 12:00-1:30 p.m. Catherine Diviney and Jeffrey
Sherrin will present; Melissa Zambri of Hiscock &
Barclay (Albany) will moderate.

Committee Activities

e Public Health Committee Looking into Account-
able Care Organizations. Public Health Committee
Chair Julia Goings-Perrot reports that the commit-
tee is focusing on accountable care organizations
and their distinguishing element of public health
considerations. In particular:

- Maureen Bisognano, President and CEO of the
Institute of Health care Improvement, was a
guest speaker on a committee conference call
on February 11. Ms. Bisognano worked closely
with her predecessor, Donald Berwick, M.D.
(who is now Director of CMS), in developing
the theoretical underpinnings of ACOs.
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— Assembly Health Chair Richard N. Gottfried ticipants were very pleased with the presentations.

spoke with the Committee on February 27 The program was co-chaired by Tracy Miller of
regarding a legislative proposal to establish Cadwalader, Wickersham & Taft, and Kelly Prieg-
standards for ACOs. nitz of Benesch, Friedlander, Coplan & Aronoff,

. . LLP.
— Committee members are now reviewing and

draft legislation on ACOs. NYS Assembly Health Committee Chair Richard N.
Gottfried was the luncheon speaker at the meet-
ing. Assemblyperson Gottfried noted the landmark
passage of the Family Health Care Decisions Act in
2010 and thanked the Section for its critical support
for that bill. He then spoke about the difficult bud-

Ms. Goings-Perrot stated that “The committee is
looking forward to continuing to educate ourselves
and serving as a liaison and resource for policy-
makers and stakeholders in understanding and

implementing ACOs. get ahead, and about health care reform. He noted
° Call for Vice_Chairs. Section Chair Ari Markenson that he was Considering the need to introduce legiS'
has asked each committee to ldentlfy a person to lation relating to Accountable Care Organizations.

be Vice-Chair, both to help the committee chair,
run meetings in the absence of the chair, and help
promote an orderly turnover of committee leader-
ship positions. Section members who are interested
in serving as Vice-Chair should contact the Chair

of the applicable committee. e Long Island College Hospital in Brooklyn May
Close—NYTimes.com

Recent Supraspinatus Topics

* NY Hospital Data Theft May Affect Records of 1.7
Million

* NY Medicaid Reform Task Force Rolling Up Sleeves
¢ Legislative Session up and running

* Budget Presentation planned for 2/1 at 1pm

* HANYS Report Details Physician Shortage

¢ US-China int’l PPP in health care sector

e NYC Ambulance Fee Stirs Up a Brouhaha

¢ Feds Accuse NYC Of Medicaid Fraud, Seek Tens of
Millions, Triple Damages

¢ Electronic Certificate of Need System Launched
Recent Events * Community General Teeters, Looks to Upstate

* Annual Meeting. The Section’s Annual Meeting * Governor Creates Medicaid Redesign Team
was held at the Hilton New York in New York

City on January 26, as part of the NYSBA Annual * Drug price reporting practices

Meeting. The Section offered a day-long program, e Cuomo Announces New Health Commissioner

“Selected Developments in Health Law: The Year ) . o ‘

in Review.” Audience surveys indicated that par- * Drug regulation and investments in it—the Matrixx
case

Further information about upcoming programs is always available at
www.nysba.org/health. Just click on “Events.”
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Section Committees and Chairs

The Health Law Section encourages members to participate in its programs and to volunteer to serve on the Committees
listed below. Please contact the Section Officers (listed on the back page) or Committee Chairs for further information

about these Committees.

Ethical Issues in the Provision of Health
Care

Lawrence R. Faulkner

Westchester Arc

265 Saw Mill River Road, 3rd Floor
Hawthorne, NY 10532
Ifaulkner@westchesterarc.org

Fraud, Abuse and Compliance
Melissa M. Zambri

Hiscock & Barclay LLP

50 Beaver St.

Albany, NY 12207-2830
mzambri@hblaw.com

Hospitals and Health Systems
James D. Horwitz

Overton, Russell, Doerr & Donovan
288 Glen Steet

Glens Falls, NY 12801
jhorwitz@ordlaw.com

Marguerite A. Massett
Hancock & Estabrook, LLP
1500 Axa Tower I

100 Madison Street
Syracuse, NY 13202
mmassett@hancocklaw.com

Long Term Care Providers

Richard T. Yarmel

Abrams, Fensterman, Fensterman, Eisman,
Greenberg, Formato

& Einiger, LLP

500 Linden Oaks, Ste. 110

Rochester, NY 14625
ryarmel@abramslaw.com

Managed Care, Insurance and Consumer/
Patient Rights

Mark P. Scherzer

Law Offices of Mark Scherzer

7 Dey Street, Ste. 600

New York, NY 10007-3105
mark.scherzer@verizon.net

Medical Research and Biotechnology
Alexander C. Brownstein

Intidyn LLC

7 University Place, Ste. 8236
Rensselaer, NY 12144
ABrownsteinLaw@aol.com

Membership

James F. Horan

New York State Health Department
433 River Street

5th Floor, South

Troy, NY 12180-2299
jthO1@health.state.ny.us

Karen L. I. Gallinari

15 Wilcox Avenue
Yonkers, NY 10705
kgallina@montefiore.org

Mental Health Issues

Carolyn Reinach Wolf

Abrams, Fensterman, Fensterman,
Eisman, Greenberg, Formato

& Einiger, LLP

1111 Marcus Avenue, Ste. 107
Lake Success, NY 11042
cwolf@abramslaw.com

Nominating

Peter J. Millock

Nixon Peabody LLP

677 Broadway, 10th Floor
Albany, NY 12207
pmillock@nixonpeabody.com

Payment and Reimbursement
Ellen V. Weissman

Hodgson Russ LLP

140 Pearl Street, Ste. 100
Buffalo, NY 14202-4040
eweissman@hodgsonruss.com

Physicians and Licensed Health Care
Alexander G. Bateman Jr.
Ruskin Moscou & Faltischek PC

Kenneth R. Larywon

Martin Clearwater & Bell LLP
220 East 42nd St

New York, NY 10017
larywk@mcblaw.com

Public Health/Policy

Julia C. Goings-Perrot

Tarshis Catania Liberth Mahon & Milligram
PLLC

1 Corwin Court

Newburgh, NY 12550
jgoings-perrot@tclmm.com

Publications and Web Page
Robert N. Swidler
Northeast Health

2212 Burdett Avenue

Troy, NY 12180
swidlerr@nehealth.com

Special Committee on E-Health and
Information Systems

Raul A. Tabora Jr.

Ruffo Tabora Mainello & McKay PC
300 Great Oaks Boulevard, Ste. 311
Albany, NY 12203
rtabora@ruffotabora.com

Special Committee on Legislative Issues
James W. Lytle

Manatt, Phelps & Phillips, LLP

30 South Pearl Street, 12th Floor

Albany, NY 12207

jlytle@manatt.com

Special Committee on Medical-Legal
Partnerships

Randye S. Retkin

New York Legal Assistance Group
450 West 33rd Street, 11th Floor

New York, NY 10001
rretkin@nylag.org

Special Committee on Mental Retardation/
Developmental Disabilities Providers

Harold N. Iselin 1425 RXRcorp Plaza Hermes Fernandez
Greenberg Traurig, LLP East Tower, 15th Floor Bond, Schoeneck & King, PLLC
54 State Street Uniondale, NY 11556 111 Washington Avenue
Albany, NY 12207 abateman@rmfpc.com Albany, NY 12210-2211
iselinh@gtlaw.com hfernandez@bsk.com

Professional Discipline

Carolyn Shearer

Bond, Schoeneck & King, PLLC

111 Washington Avenue

Albany, NY 12210-2211

cshearer@bsk.com
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