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New York State Hearings on Medical Aid in Dying

By David Leven, Executive Director Emeritus and Senior Consultant
The NYS Assembly Committee on Health held two
hearings on medical aid in dying this spring in Albany
and NYC. Over 60 people testified, including Judy
Schwarz, EOLCNY Clinical Director, and me.

evidence sufficient to undermine official reports and
the satisfaction with the way the legislation is working
in either state. The room for abuse of the poor, the
vulnerable and the disabled is exceedingly small.”

We believe the hearings went very well for
proponents of medical aid in dying. Proponents
presented facts and evidence demonstrating the
success of medical aid in dying in states where it
is authorized as well as cogent and very moving
personal stories. Opponents did not and could not
argue with validity that medical aid in dying laws do
not work as intended.
Selective quotes from a hospice doctor,
bioethicist, patient and lawyer testifying in support
of medical aid in dying are below.

David Leven testifying in support of the legalization of medical aid in dying at
the New York City public hearings. EOLCNY Clinical Director Judith Schwarz
also testified.

Maggie Carpenter, MD, a hospice doctor, testified
“The N.Y. chapter of the American Academy of Family
Physicians, of which I am a member, firmly supports
this legislation. The majority of providers I know in
the hospice and palliative care world overwhelmingly
support this legislation, including the sister who acts
as our interfaith minister at Hudson Valley Hospice.”
Art Caplan, Ph.D. Founding Director of NYU’s
Langone Medical Center’s Division of Medical
Ethics, is one of the leading bioethicists in the
country. What is compelling about his testimony,
is that he changed his position over the years from
being an opponent to a supporter. He said “When
the state of Oregon began debating the legalization
of their Death with Dignity Act in the late 1990s . . .
I said I opposed the proposed legislation . . . Since
that time . . . I have closely followed the empirical
evidence gathered in Oregon and later in the state of
Washington . . . I found no cause for my concerns —
none . . . There is no evidence of coercion or duplicity
with respect to people who choose assistance in
dying in either state . . . the overwhelming majority of
critics of PAD as practiced in those states do not live
in or have first-hand experience of how the legislation
has played out. Nor do they present convincing

Barbara Backer, a nurse with cancer, testified
“For me, the quality of my life is more important
than the quantity of my life. What choices will allow
me to live this value? . . . People have a fundamental
right to self-determination with respect to their
bodies and to control the course of their medical
treatment. Legislation to legalize Medical Aid in Dying
seeks to provide another option for people living
with a terminal illness and who are suffering from
debilitating symptoms such as pain and fatigue . . .
What seems to me again so crucial and so paramount
here is this availability of choice . . . I want my end of
life to be on my terms, not on cancer’s terms”.
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Beth Haroules, Senior Staff Attorney, New York
Civil Liberties Union, testified “[I]t is the NYCLU’s
position that no person should be able to deny to
another the option to choose medical aid in dying. No
person should presume to dictate an agonizing death,
or any particular sort of death, for another human
being . . . Each terminally ill person should have the
right to make their own decisions about how to spend
their final days and how to face death.”

Update on Our New Dementia Advance Directive
By Judith Schwarz, Clinical Director

It was gratifying to see so many in the audience for our Fall meeting at All Souls Church on a very rainy
night in late September. Our annual Barbara Swartz lecture always attracts many who are interested in the
issues of our work; that night our topic was the new written advance directive that permits individuals to
limit future assisted hand feeding in the event of advanced dementia. Many people want to know about
this directive, and audience members had many good and searching questions for the speakers who
addressed the group. I described the development of the ‘dementia directive’ and reviewed what the
directive included; the other speakers, David Hoffman, an attorney, and Sarah Egan, a hospice physician,
provided additional important context.
Many New Yorkers have completed this directive because of their fears about becoming incapacitated by
dementia at some point in their future. However, there is much we don’t know about ‘what happened next’.
We don’t how many have been completed, which option was chosen, and whether problems have arisen
once the completed directive was presented to physicians, family members, or administrators of long term
care facilities. It may be years before we know the answers to this last question.
At some point, we might ask those of you
who have requested a dementia directive
to respond to some simple questions
in a survey so we can begin to capture
answers to such important questions.
We hope you will consider helping us
learn more about how these documents
are working in the community. The
identity of all responders would of
course be kept confidential.
Journalists continue to write about the
significance of these directives, and
I am increasingly invited to provide
information about these options to
hasten death to professional groups.
At one recent lecture for members of
EOLCNY Clinical Director Judy Schwarz discusses our new dementia advance
a group of hospital ethics committee
directive at our annual Barbara Swartz lecture.
members, one of the attendees asked
whether this ‘dementia directive’ could
be adapted to address concerns about future strokes or other causes of trauma to the brain and cognitive
functioning. I hadn’t thought about that before, but believe such concerns could be added as ‘additional
instructions’ on a completed health care proxy form. I found it interesting to observe that, although I had
also been asked to address the issue of voluntarily stopping eating and drinking as a means to hasten
dying, all of the questions were about the dementia directive. Presumably, the members of this group no
longer consider it controversial for a decisionally capable person to intentionally hasten death by stopping
all oral intake.
We are all learning from each other about these important issues. I hope you will continue to be in touch
with us about your personal concerns, your wishes and your fears and hopes for your future and for the
future of your loved ones.
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From Our Executive Director
By Laurie Leonard

Advance directive forms available

If you would like directives printed by us and mailed
to you, we are asking for a minimum donation of $5
for each copy of each directive you request, except in
cases of financial hardship. Requests and donations
can be mailed to End of Life Choices New York, 120 E.
23rd Street, Fifth Floor, New York, NY 10010.

Recently we created a new advance directives page
on our website. We get many requests for advance
directive forms, and now they’re available for
download at http://endoflifechoicesny.org/directives/
specific-directives There are health care proxy, Out
of Hospital Do Not Resuscitate, and MOLST forms,
as well as our new dementia advance directive.
There is no standard form for a Living Will in New
York, but we provide an example of one. There also is
a document you can attach to your health care proxy
form to go into your wishes in more detail.

A new way to tell your legislators you
support aid in dying

You can help to achieve the legalization of aid in
dying in New York by contacting your legislators to
show your support. As many people do not know
who their state legislators are, or their addresses,
we now have a service that will automatically send
a letter to your specific assemblymember and state
senator; all you need to do is provide your name and
address. There is a prewritten letter you can use,
and you can also add personal comments if you
want to. To use this service, go to https://ujoin.co/
campaigns/471/actions/public. All you have to do is
fill out your name and address, and the letter will be
sent automatically.

Please keep in mind that the Do Not Resuscitate and
MOLST forms require a doctor’s signature. We have
provided the forms so that you can see what they
look like, but you will have to see a doctor in order to
obtain a legally valid DNR or MOLST.
If you have difficulty downloading documents, you
can email us at info@endoflifechoicesny.org and we
will email you copies of the directives you desire.
There is no charge for this.

How to get updates more often

This newsletter only comes out twice a year. If
you would like more frequent updates, including
announcements of our events, send your email
address to info@endoflifechoicesny.org. We send
out updates on end of life issues once every week or
two. You can unsubscribe instantly and easily, and we
will never share your email address with anyone.

New matching grant!

A very generous anonymous donor has given us a
matching grant for our year-end campaign. Every dollar
you give will be matched by the donor (up to a maximum
of $50,000), doubling the effect of your donation!

Executive Director Laurie Leonard discusses end of life planning
with a resident of the Penn South coop housing community.

We all want a peaceful death for ourselves and our
loved ones. End of Life Choices New York provides
the education, counseling, and advocacy to help
as many people as possible achieve that goal. Your
support is needed in order for us to do our work.
Please consider making as generous a donation as
you can on our website at endoflifechoicesny.org (click
on “Donate” at the top of the page), or by using the
remittance envelope included with this newsletter.
We are a 501(c)(3) nonprofit organization and all
donations are fully tax-deductible.

If you have difficulty accessing the internet or
printing documents, and would like us to mail you
copies of any or all of these directives, we can do
so. However, as we are a small organization we will
need to cover our costs for printing, processing, and
mailing. In the past we have been able to provide this
service for free, but after we released the dementia
directive we were overwhelmed with requests from
all over the country, and it became impossible to
continue doing this at no charge.
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Our Latino Outreach Coordinator Aydasara Ortega gives a bilingual
presentation at the Bainbridge Adult Day Care Center in the Bronx.

EOLCNY volunteer Scott Barraco has become one of the most
effective aid in dying advocates in the state.

Latino Outreach Coordinator Aydasara Ortega instructs fairgoers
on the use of health care proxy forms at the Isabella Fall Into Health
Fair in Fort George.

Executive Director Emeritus David Leven and Latino Outreach
Coordinator Aydasara Ortega at the EOLCNY table at State Senator
Liz Krueger’s Annual Senior Resource Fair.

We had an excellent turnout at our annual Barbara Swartz lecture
at the All Souls Unitarian Church. The topic this year was “The
Dementia Directive: What You Need to Know.”
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EOLCNY Hosts Six Events in ReImagine Festival
By Ayana Woods, Director of Outreach and Education

End of Life Choices New York was one of 200 organizations that partnered with Reimagine End of Life,
a nonprofit organization which oversees community-driven festivals centered around death and dying.
Reimagine End of Life held its first full-fledged festival in San Francisco in April, with 10,000 people
attending 175 events. The New York version offered 350 events at theaters, hospitals, libraries, houses of
worship, cemeteries and even tattoo shops across the five boroughs from October 27 to November 3. The
festival included comedy shows, film screenings, art exhibitions, dance, yoga, and discussions. EOLCNY
was one of the few organizations to host multiple events on several diverse topics.
The events included:
End of Life Choices in New York State that
Permit a Patient-Hastened Death
EOLCNY Clinical Director Judith Schwarz
partnered with David Hoffman and the Columbia
University Bioethics Department to discuss
two options in New York State that capacitated
patients can use to control the circumstances and
timing of death: VSED (Voluntarily Stopping Eating
and Drinking) and the dementia advance directive.
What Social Workers Should Know About End
of Life Care
Executive Director Laurie Leonard taught a
professional development workshop for social
workers on advance directives, hospice, palliative
care, and treatment options.

EOLCNY Director of Outreach and Education Ayana Woods
gives a presentation on end of life topics to a class at
Lehman College in the Bronx.

My Own Tongue
EOLCNY presented a reading of a verbatim play
we commissioned about one woman’s struggle
with cancer that demonstrates the need for the
legalization of aid in dying in New York. The reading
was followed by a discussion featuring Executive
Director Laurie Leonard, advocate Scott Barraco,
and the playwright, Suzanne Hayes-Kelly.

Defining Hope Screening and Discussion
A screening of the documentary Defining Hope
was held at the Flushing Library, followed by
a Q&A. Defining Hope, a documentary from
director Carolyn Jones, tells the story of patients
dealing with life-threatening illnesses as they
move between ICUs, operating rooms, hospice
care and home.

In addition to the programs produced by End of
Life Choices New York, members of our staff were
invited to appear in three additional programs
hosted by other organizations. I was a panelist in
“Disparities and Discrimination in End of Life
Care For People of Color”, produced by the Art of
Dying Institute. Our Clinical Director Judy Schwarz
was a panelist in “Death with Dignity: A Question
with Countless Answers”, produced by NYU.
Executive Director Laurie Leonard was a panelist
in “No Loose Ends: Preparation for End of Life”,
produced by PSS Circle of Care.

Day of the Dead Storytelling Night
EOLCNY’s Latino Outreach Coordinator, Aydasara
Ortega, provided Spanish language resources and
handouts at this bilingual storytelling experience at
Word Up Community Bookstore.
How to Avoid Unwanted Medical Care
Executive Director Emeritus and Senior Consultant
David Leven led an intimate discussion on how you
can have your end of life wishes respected and
receive high-quality care.
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Our Latino Outreach Project

By Aydasara Ortega, Latino Outreach Coordinator

Our new initiative to educate Latino communities in New York City about end of life care
began in March, funded by the New York Community Trust and the Charles Lawrence Keith
and Clara Miller Foundation. It has been a meaningful and rewarding experience for us and
the communities we reached. There have been memorable words of gratitude during each
and every one of the 18 bilingual presentations we have held so far at diverse organizations
around New York: “Esta información es liberadora. Ayuda a ver que no estamos solos y que
nuestras preocupaciones no son muy distintas a las de muchos otros.” / “This information
is liberating. It helps to see that we are not alone and that our worries are not very different
from those of many others. “
We have translated into
Spanish content on our website
and shared our educational
documents (also now available
in Spanish) at meetings, events
and five health fairs around
the city, resulting in numerous
requests for us to do more
presentations on end of life
choices. As a center’s director
said at a presentation on the
Lower East Side: “Escucharla
en español no solo hace que
se comprenda lo que dice, sino
hace que se sienta también.”
/ “Listening to you in Spanish
not only makes what you say
understandable, it makes it
feelable.”

EOLCNY Latino Outreach Coordinator Aydasara Ortega speaks about end of life
topics at the Fort George VISTAS NORC.

We look forward to continuing our Latino Outreach Project, providing information
on advance directives, hospice and palliative care, pain management, and treatment
options. Please let us know of all groups that you think would be interested in our bilingual
presentations . The diverse communities in New York not only need to know, they also want
to choose: “Porque tengo la capacidad de evaluarme a mí mismo, yo quiero ser el agente de
mi vida.” / “Because I have the ability to evaluate myself, I want to be the agent of my life.”
(Roberto, 84, Washington Heights)
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