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OVERVIEW

End of Life
Choices
New York

At End of Life Choices New York, we seek to expand end of life options, improve end of life
care, and promote healthcare equity at the end of life for all New Yorkers. We believe that
everyone has the right to a peaceful death, and to receive end of life care in alignment with their
wishes and values. We advance our mission through:

e Support for individuals and families who are facing the end of life, or who wish to plan
ahead;

e Education for the general public and professionals about end of life planning, options,
and rights;

e Advocacy for expanded and improved patient rights and end of life options, including
palliative care and pain and symptom management in New York.

We developed this guide because we recognize that many New Yorkers have not been given the
opportunity to learn about their options and rights should they receive a serious illness diagnosis,
or are approaching the end of life. This guide was created by experts in the field, and provides
comprehensive information available all in one place. At the end of this guide, we include a
glossary, list of resources, and copies of all advance directives referenced.

We hope to continue to update this guide as new information becomes available. As a non-profit,
your support makes our work possible. To support our programs and resources, like this guide,
please consider making a tax-deductible donation at endoflifechoicesny.org/donate

Our staff is committed to answering your questions and we are happy to take your calls or
inquiries. Please call us at 212-726-2010 or email us at info@eolcny.org.

For more information about our organization, please visit endoflifechoicesny.org
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Disclaimer

The content in this document is provided for information purposes only and is not intended to be
a substitute for professional legal or medical advice.
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ADVANCE CARE PLANNING

What is advance care planning?

Advance care planning is a process during which a
person plans their future health care in case they one
day lose the ability to communicate their wishes. This
is not a one-time conversation or event. Advance care
planning  involves  ongoing  reflection and
conversation, especially as your health and wishes
may change. The goal of advance care planning is to
ensure your goals, wishes, and values are known so
they can guide your medical care and help the individual(s) who will make decisions for you
if/when you are unable to do so for yourself.

Who should do advance care planning?

Advance care planning is for everyone, and it is not just for those approaching the end of life. Life
can be unpredictable. Most of us will have a time in our lives when we are unable to communicate
our own wishes. For many, this may be temporary such as after an accident, when undergoing
anesthesia for a surgery, or when recovering from a serious illness. For others, this may be long-
lasting, for example as dementia progresses. While it is impossible to plan for everything, advance
care planning can help ensure that those who care for us know what matters most. Having that
information can help them make medical decisions for you that reflect your values and wishes.
Therefore, we recommend that everyone 18 years of age and older do advance care planning.

What does advance care planning involve?

The core parts of advance care planning are:

e Choosing a person — deciding who will speak for you if/when you lose the ability to
communicate your own medical wishes and decisions.

e Identifying your wishes — identifying your core wishes and values, and how they should be
used to inform your medical care.

e Sharing and documenting your wishes — discussing your wishes and values with the person
who would become your decision-maker, your healthcare team, and other people in your
life that matter to you. In addition to discussing your wishes, you should also document
them (more information regarding this is in the Advance Directive section of this guide).

Is advance care planning stressful?

Some New Yorkers may be hesitant to bring up the topic of advance care planning. For some, the
thought of what it may be like to lose the ability to communicate your decisions can be scary.
Others may worry about how the conversation may feel for the person(s) they want to speak with.
However, these conversations do not have to be stressful or uncomfortable, and you do not have
to immediately jump into a list of interventions and what you would want. Instead, we recommend
that you first begin with thinking about your core values and what matters most to you. We often
hear from New Yorkers who have had advance care planning conversations, and were pleasantly
surprised by how different they were than expected. Many report that these conversations brought
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ADVANCE CARE PLANNING

them even closer to those they love and made them feel less afraid of the future. It really can be a
gift to tell those closest to you what you would want them to do on your behalf, so they are not left
to wonder whether they are doing the right thing.

How do I start advance care planning?

Rather than jumping right into medical decisions, first think about and discuss your core values
and what matters most to you. For example:

What makes a good day?

When you’re not feeling well, how do you want people to care for you?
What matters most to you in life?

What are the values that drive your life?

When you’re having a tough day, what makes you feel better?

What are you most proud of?

Who supports you during hard times?

Who is your strongest advocate?

When you make medical decisions, what guides your decisions?

What are some common mistakes to avoid when advance care planning?

While deciding about future medical care is the goal, first it’s important to think about what matters
to you and your core values. It can be difficult to predict all situations and circumstances that may
arise, so being clear on your core values and meanings will provide the groundwork and framework
for future decisions. Focus on what matters to you today and give current answers. A common
mistake is that people imagine themselves being at an imagined point in the future when their
health and life may be different than it is right now. If something were to happen to you tomorrow,
what would matter most? You can and should revisit your advance care plans as your health and
circumstances change.
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Advance Directives

If you are an adult with the capacity to make
decisions for yourself, you always have the
legal right to request treatments, accept or
reject medical treatments offered, and
change your mind about your medical
treatments. But what if you are unable to
communicate or make your own decisions?
This may happen if you are very sick, or
unconscious (including during a surgery), have dementia, or have another temporary or permanent
medical condition. If a patient can’t voice their own decisions, the medical team (doctors, nurses,
etc.) will refer to a patient’s advance directives.

What are advance directives?

Advance directives are part of the advance care planning process. Advance directives are
documents that you complete while you have decision-making ability that state your healthcare
wishes in case you lose the ability to communicate them yourself. They provide a way to have
your health care wishes known and respected if you lose the ability to communicate. With the right
kind of advance directive, your wishes will be known and the chances of their being followed will
be greatly increased. There are several different types of advance directives, and we have included
descriptions of the most common directives.

Who should complete advance directives?

We recommend that anyone eighteen years of age or older, with decision-making capacity,
complete an advance directive. “Decision-making capacity” means someone who does not have a
current condition that led healthcare providers to determine they are unable to make decisions for
themselves. So, for example, someone with advanced dementia would not have decision-making
capacity and cannot complete an advance directive. If they are able to, they can certainly
communicate their wishes in another way, but they cannot complete an advance directive.

Completing advance directives is a good idea even if you are not elderly or terminally ill. They are
not just for the end of life! Advance directives may be acted upon even if you become temporarily
unable to make your own health care decisions (and are expected to recover the ability to do so),
for example, if you are under general anesthesia or have Covid and need to go on a ventilator.
If/when you again become able to make your own health care decisions, then advance directives
will no longer be referred to, since you can once again express your own wishes.
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New York Health Care Proxy Form

What is a Health Care Proxy?

If you are injured, or become ill, and are unable to communicate or
make your own decisions, someone else will have to make health care
decisions for you. The Health Care Proxy is a document that enables
you to appoint someone you trust to become your medical decision-
maker if/when you become unable to participate in treatment decisions.
The person you choose is called your health care agent, and is
appointed to express your wishes and make health care decisions as
you would if you were able to speak for yourself.

If you are unable to speak for yourself, your health care agent will make your health care decisions
for you, telling the doctors what types of treatment you want and what you don’t want, and sharing
what your values and wishes. The medical team (doctors, nurses, etc.) is legally required to follow
the instructions of your health care agent. If the health care team believes there is good reason to
believe they are not acting based on your wishes or are requesting something that may be
considered futile or extreme, they may request to see documentation of your wishes.

Is the Health Care Proxy difficult to complete?

Fortunately, the New York State Health Care Proxy is publicly available and very easy to fill out.
The form itself is only two pages long. The only required pieces of the form are the appointment
of the agent, your signature, and the witness signatures. Everything else is optional (see the
description of the “‘stating your wishes” portion of this form for one exception regarding artificial
nutrition and hydration). The form contains instructions and answers to frequently asked questions.
It is also available in multiple languages.

Do I need a lawyer to complete the Health Care Proxy Form?

No lawyer is required to complete the form and it doesn’t even have to be notarized. It only requires
that you sign it in front of two adult witnesses (who also must sign it). These witnesses can be any
adult, but cannot be the same person you list as your health care agent or alternate agent.

Is the Health Care Proxy the same as the Power of Attorney form?

In other states, sometimes this form is called the Health Care Power of Attorney, which can lead
to confusion. In New York, the Health Care Proxy Form is different from the Power of Attorney
Form. Here, the Health Care Proxy Form enables you to appoint someone to make medical
decisions for you, while the Power of Attorney Form enables you to appoint someone to make
financial decisions for you. These forms are not interchangeable - the Health Care Proxy Form
does not give your health care agent the power to make financial decisions for you, and vice versa.
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What happens if I don’t complete a Health Care Proxy? What is the Family Health Care
Decisions Act?

There is a law in New York called the Family Health Care Decisions Act, which passed in 2010.
If you don’t have a Health Care Proxy Form completed it designates the person who has the right
to make decisions on your behalf. This person is called a surrogate (as opposed to a health care
agent which is a person you appoint using the Health Care Proxy Form). The law includes a
hierarchy, or order, of who can serve as your surrogate:

1. Court-appointed guardian
2. Spouse or domestic partner
3. Adult child

4. Parent

5. Adult sibling

6.

Close friend

The medical team will go down this list until they are able to connect with someone who is willing
to make decisions for you. If the surrogate doesn’t know your wishes then the law says there must
be an assessment of the patient’s best interests which include: consideration of the dignity and
uniqueness 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 concerns and values as a reasonable
person in the patient’s circumstances would wish to consider.

If they are not able to find someone to serve as your surrogate, then the medical facility (hospital,
etc.) or courts will decide your care. As part of this process, they will attempt to identify any
documentation of your wishes. Therefore, writing down your wishes, and sharing them with your
medical providers, is still important even if you do not have someone you can appoint as your
health care agent.

If my loved one is listed as a surrogate in the Family Health Care Decisions Act, do I still need
to complete a Health Care Proxy?

The person this law designates as the one who can make decisions on your behalf may not be the
person you would trust to follow your wishes or honor your values. For example, maybe you know
your spouse would never be able to tell the doctor to let you go, no matter how strongly you have
told them that is your wish. Or maybe you don’t have a spouse, so a child, parent, or sibling will
be the one with the authority to decide. But what if you have more than one child or sibling, and
they disagree with each other? What if the medical team has trouble connecting to someone on
this list, so they keep going down the list past the person you would have wanted to make decisions
for you? In addition, it is more difficult, in general, to make decisions regarding withholding or
withdrawing life sustaining treatments. For many reasons, it is better to complete a Health Care
Proxy Form rather than have your decision-maker determined by this law.

In New York, this is the most important form to complete, so we will cover how to complete each
section of the form.
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How do you complete the Health Care Proxy Form?

Choosing a Health Care Agent

The first section of the form is where you write down the
person(s) you choose as your health care agent and alternate
agent. This is the only required section besides the signature
sections. For your agent, you will need to list their name,
home address, and telephone number. Your agent can be
located anywhere, but it can be very helpful to have them live nearby so they can accompany you
to medical visits or the hospital, if/when they become your decision-maker. This section of the
form notes that you are authorizing your agent to make any and all healthcare decisions for you,
unless you note otherwise, and that this proxy shall only take effect if and when you become unable
to make your own health care decisions.

The second section of the form is where you can list an alternate agent (which is optional, but
recommended), and you will also need to note their name, home address, and telephone number.
Your alternate health care agent will only become your decision-maker if the first person you list
is unable, unwilling, or unavailable to act as your health care agent.

You can name a spouse as your health care agent, or an adult child, neighbor or a friend, minister,
or someone else. But whoever you name, that is the person who the doctor must consult, no one
else, regardless of their relationship to you. We recommend you list an alternate health care agent
if possible, as this could be valuable (for example, if both you and the person you list as your
primary health care agent are in an accident together).

Since your health care agent will have the power to make your health care decisions, it should be
someone you trust to follow your instructions. This may mean the person who would best serve as
your agent may not necessarily be a person you are very close to, because sometimes it can be
harder to make certain decisions. Ideally, your agent can make difficult decisions under pressure,
and can advocate for you and be persistent. Ultimately, it is up to you to decide who is most likely
to do exactly what you ask them to do.

Expiration

The “expiration” section of the form is optional, and most of the time it is left blank. In this section
it states, “unless I revoke it or state an expiration date or circumstances under which it will expire,
this proxy shall remain in effect indefinitely. (Optional: if you want this proxy to expire state the
date or conditions here.)” In most cases, there is no need to set an expiration date or term. However,
if you do have a date or condition that would prompt this form to expire, you may note this here.

It is important to note that if you complete a new form, it will override an old form (there is no
need to have previously set an expiration date). Also, if you list a spouse as your health care agent,
and you divorce, the form is automatically considered to be invalid unless you explicitly note that
you still wish for your ex-spouse to be your health care agent.
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Stating Your Wishes

The next section is also optional. In section 4 you are given the option to state your wishes. The
instructions for this section state, “I direct my health care agent to make health care decisions
according to my wishes and limitations, as he or she knows or as stated below. (If you want to
limit your agent’s authority to make health care decisions for you or to give specific instructions,
you may state your wishes or limitations here.) I direct my health care agent to make health care
decisions in accordance with the following limitations and/or instructions (attach additional pages
as necessary):”

Having an open and frank discussion about your wishes with your health care agent will put them
in a better position to make decisions for you. This is a major responsibility for the person you
appoint as your health care agent, and you should have a discussion with them about what types
of treatments you would or would not want under different types of circumstances. Filling out this
section of the form is optional, but we do recommend writing down your wishes somewhere to
give direction to your agent.

Unless you limit your health care agent’s authority, your agent will be able to make any health
care decision that you could have made if you were able to decide for yourself. Your agent can
agree that you should receive treatment, choose among different treatments, and decide that
treatments should not be provided (in accordance with your wishes and interests). Y our health care
agent can interpret your wishes and values as medical circumstances change, and can therefore
make decisions in situations you could have never foreseen or specifically planned for.

However, there is one exception. Your agent can only make decisions about artificial nutrition and
hydration (nourishment and water provided by feeding tube or intravenous line [tube into a vein])
if they know your wishes from what you have said or what you have written (this is also noted on
the form).

There are two general lines of thought about the best way to specify wishes, and it’s really a matter
of personal preference. The first way is just to state your general wishes without getting specific.
For example, you might write “if there is no expectation of recovery, and I am suffering, I do not
want to be kept alive by machines” or “I want everything possible done to keep me alive” or “I
would want a two-week trial of life-sustaining measures if there is potential for recovery, after
which if there is no recovery I would want these measures ceased.” Then you trust your health care
agent to make the specific decisions that arise during the course of your treatment. Remember, the
law has additional restrictions around nutrition and hydration, which means that unlike other
things, your agent cannot make an assumption about what you would want, but has to follow your
instructions. Therefore, even if you choose to state your wishes generally, you should include a
statement regarding this which may be as general as, “My health care agent (and alternate agent
[if applicable]) knows my wishes concerning artificial nutrition and hydration.” Then ensure you
have had a conversation with your health care agent about these interventions. If your health care
agent does not know your wishes regarding artificial hydration and nutrition, in general (but not
always) medical providers will provide these interventions, which may happen even if your agent
protests.
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Here are some examples of what someone may write on a directive:
e If I become terminally ill, I do/don’t want to receive the following types of treatments....
e [fIam in a coma or have little conscious understanding, with no expectation of recovery,
then I do/don’t want the following types of treatments....
e If I have brain damage or a brain disease that makes me unable to recognize people or
speak, and there is no expectation that my condition will improve, I do/don’t want the
following types of treatments....

These are just examples, and you should consider the different circumstances that would inform
whether a treatment is right for you.

Another way to document your wishes is to specify explicitly what you would or would not want.
It can be difficult to predict exactly what circumstances you will be in if you are ill and unable to
communicate, so many professionals advise their clients to keep things simple and let their health
care agent use their best judgment. However, some individuals feel strongly about whether they
would want to receive certain types of interventions. These interventions may include:

e Artificial respiration (the use of a ventilator or other device to breathe for you or help you
breathe)

e Artificial nutrition (the use of a feeding tube through your nose and throat, or surgically
placed into your stomach to help you eat, or in rare cases through a drip into a vein)

e Artificial hydration (when a small tube is placed in a vein through which fluids can be
given to you)

e Handfeeding (if you have dementia, you may be unable to feed yourself and so a caregiver
may place food on a spoon or other utensil and place it in your mouth). Some people would
not want this if it would prolong their lives when they have late-stage dementia. This is
also discussed in the Dementia Directive portion of this guide.

e (Cardiopulmonary resuscitation (CPR) (an effort to keep your heart beating and lungs
breathing if your breathing or heart stops)

e Antibiotics (given if there is a known or suspected bacterial infection but carry some side
effects). Some people, in particular those with an end-stage terminal illness, do not want
antibiotics. For example, if it will make them feel better, but not if it may make them feel
worse or prolong their suffering.

These are just some examples of things to consider. These are very personal decisions and there
are no right or wrong answers. If you change your mind later, you can always revise the document.
Just make sure to let your agent know and give a copy of the new directives. Remember, your
wishes can be listed on the form or in a separate document.

Organ and/or Tissue Donation

Section 6 is also optional and focused on organ and tissue donation. If you wish to become an
organ or tissue donor, you can note your preferences here. You may indicate that any needed
organs/tissues may be donated, specify certain organs/tissues that may be donated, and/or note any
limitations, such as whether your organs and/or tissues are to be used for transplantation, research
or educational purposes. Your health care agent has the authority to make decisions pertaining to
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organ and tissue donation, so it is important that they know what your wishes are regarding
donation.

Organs can only be donated if you die while in a facility that can support continued
cardiac/respiratory support (which is necessary to ensure that the organs remain viable). However,
tissue, such as corneas, skin, or bones, may be donated even if you die at home (as long as action
is taken within the necessary timeframe). No matter your age or health history (including HIV
status), you may still be an organ or tissue donor — no one is automatically disqualified from being
a donor.

If you do not state your wishes or instructions about organ and/or tissue donation on this form, it
will not be taken to mean that you do not wish to make a donation or prevent a person, who is
otherwise authorized by law, to consent to a donation on your behalf. In other words, since
completing this section is optional, leaving it blank is not interpreted as meaning you do not want
to be a donor.

Unlike the other optional sections of this form, this section requires your signature if you choose
to complete it. Please remember to only sign this section once you are in the presence of your
witnesses.

For more information about organ and tissue donation, we recommend visiting LiveOnNY’s
website at https://www.liveonny.org/ In early 2021, we also held a webinar with LiveOnNY and
the recording can be viewed here: https://www.youtube.com/watch?v=0d98q1ZL. A9w

Signing and Witnessing

As previously noted, the form must be witnessed by two people, eighteen years of age or older,
who are not the health care agent or the alternate agent that you list. Do not sign the main signature
section (section 5) or the organ donation section (if you choose to fill it out) unless you are in the
presence of your witnesses.

After you sign the form, the witnesses must sign and write their addresses. The witnesses’
signatures attest that you were of sound mind and acting upon your own free will at the time you
signed the form. If you are unable to sign the form yourself (for example, if you have limited
movement in your hand or arm) you may ask someone else to sign for you. In this case, this person
must sign in the presence of you and your witnesses. Witnesses can sign in person or remotely via
audio-video conference (e.g., Zoom). For remote witnessing, a copy of the form must be sent to
the witnesses within 24 hours of signature and once the witnesses sign it, the completed form must
be sent back to the individual for their records.

If you have a condition that has led you to have periods where you have lost capacity to make your
own decisions, or may lead you to lose capacity, it may be worth asking a neurologist or mental
health professional to sign as one of the witnesses. As they are able to make a professional
assessment, their attestation that you were of sound mind at the time the form was completed may
be valuable if there is ever any question of your cognitive state when you signed the form.
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Living Wills
What is a living will?

The advance directive you’ve most likely have heard of is
a “living will.” This is a written document, often created
with the assistance of a lawyer, outlining the treatments
you would or would not want.

How do I complete a living will?

Unlike most other states, in New York there is no state law recognizing living wills. The legal
basis for living wills in New York stems from a court case where the judge determined a living
will is valid if there is, “clear and convincing evidence” that it conveys the patient’s wishes and
was completed during a time when the patient had capacity to make their own decisions.
Unfortunately, as there is no law to dictate the process for completing a living will to meet this
requirement, this document is often created with the assistance of a lawyer.

If I create a living will, should I still complete the Health Care Proxy Form?

Yes, you should still complete the Health Care Proxy Form. Due to the requirement for “clear and
convincing evidence,” and the lack of a government-approved form or format, a living will can be
hard to enforce if there is a question about whether the document truly reflects your wishes and
you haven’t appointed someone to make decisions for you. It is also unlikely that medical providers
will review a living will themselves unless there is no one available to make decisions for you, or
if there is concern or contestation that the agent or surrogate making decisions for you is not acting
based on your wishes and values.

Therefore, living wills are best created in addition to completing the Health Care Proxy Form. The
living will can then serve as a guide for your health care agent, and as proof of your wishes in case
any concern is raised about whether your agent is honoring them.

Are living wills helpful if you have not completed a Health Care Proxy Form?

Some New Yorkers have no one they can appoint as an agent, and/or they have family members
that they don’t trust that may be called to be a surrogate. In such cases, it is important to complete
a living will or Medical Orders for Life-Sustaining Treatment, discussed below. It is always
important to share copies of your advance directives with your medical providers, and it is even
more critical that you share copies of advance directives with your medical providers if you do not
have someone that can serve as your health care agent.
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New York Do Not Resuscitate Order (DNR)

What is a DNR?

Another type of advance directive is a Do Not Resuscitate Order, initiated by a medical provider,
often referred to as a DNR. A non-hospital DNR can be completed for patients who are not
currently in the hospital, and do not want to be resuscitated (e.g., if 911 is called).

A DNR instructs medical personnel not to attempt to revive you if your heart stops beating or you
stop breathing - it only covers these circumstances and not other situations. For some New Y orkers,
it is important that everything possible is done to keep them alive, while others feel that they would
not want to be resuscitated. Reasons someone may not want to be resuscitated include, but are not
limited to: if they are terminally ill, or when the likelihood of survival is low due to age or other
factors, or they are worried that if they do survive there is a risk of brain damage that would stop
them from returning to the life they had before the incident. These are very personal decisions, and
again there are no right or wrong answers. If you do not want to be resuscitated, you should talk
to your medical provider about a DNR. If you would want to be resuscitated do not complete a
DNR.

How do I complete a DNR?

A DNR order must be signed by a doctor, nurse practitioner, or physician assistant. It should also
be easily located. If an ambulance comes to your home and they do not see a DNR, they will likely
try to resuscitate you, no matter what your family members tell them. If someone has a DNR and
wants to increase the chances it will be followed, we advise them to post it on the inside wall next
to their front door, so that if an ambulance comes, the technicians will see it. To be clear, this form
should only be completed if you do not want to be resuscitated.

The nonhospital DNR form is very short, not even a full page. It just includes the patient’s name,
date of birth, a statement indicating, “do not resuscitate the person named above,” and then
signatures and information for the physician, nurse practitioner, or physician assistant completing
the form. The form must be signed by a medical provider, as it is a medical order. It is the
responsibility of the physician/nurse practitioner to determine, at least every 90 days, whether this
order continues to be appropriate, and to indicate this by a note in the patient’s medical chart.
Under the law, this order should be considered valid unless it is known that it has been revoked.

New York Medical Orders for Life-Sustaining Treatment (MOLST)

What is a MOLST?

The MOLST form was created in 2008, but most people are unaware of its existence; even some
doctors and eldercare lawyers have never heard of it. The MOLST is intended for patients with
serious health conditions who:

e Want to avoid or receive any or all life-sustaining treatment;

e Reside in a long-term care facility or require long-term care services; and/or

e Might die within the next year.
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As the form is intended to be used for patients who have been diagnosed with a serious illness,
rather than in preparation for the possibility of a serious illness, some argue that the MOLST is not
an advance directive. Another reason for this argument is that this form can be completed by a
patient’s surrogate or health care agent if the patient has lost capacity to make their own decisions.
However, we have chosen to include the MOLST under “advance directives” as the intention is to
develop a plan for future care, and a serious illness diagnosis is an important time to reflect on
wishes and values to inform care.

The MOLST form is a formal medical order, and documents your wishes regarding CPR, artificial
hydration and nutrition, antibiotics, intubation, and comfort care (i.e., care to relieve pain and other
symptoms), as well as other options. Back when many hospitals and medical offices used paper
records, this was often printed on hot pink paper (which is sometimes still true).

Can a MOLST replace a Health Care Proxy Form?

The MOLST does not replace a Health Care Proxy Form (it cannot be used to appoint a decision-
maker). The MOLST form must be signed by your healthcare provider, and by you or your health
care agent or surrogate. All medical providers must follow these medical orders, even if the patient
moves from one location to another (e.g., moves from hospital to nursing home), unless a
physician/nurse practitioner/physician assistant examines the patient, reviews the orders, and
determines they should be changed.

Is a MOLST helpful for New Yorkers without a health care agent?

As this is a medical order, it can be of particular benefit to New Yorkers with a serious illness that
do not have anyone they trust to serve as a health care agent, and who have clear wishes regarding
wanting to avoid or receive some or all life-sustaining measures. For these New Yorkers,
completion of a MOLST is a way to ensure their wishes are known and likely to be honored.
Additionally, a MOLST form will have a much greater chance than a living will of being honored
in the absence of a health care agent.

How do I complete a MOLST?

Completion of the MOLST begins with a conversation or a series of conversations between the
patient (or the patient's health care agent or surrogate) and a qualified, trained medical professional.
These conversations should define the patient's goals for care, review possible treatment options
and the entire MOLST form, and ensure shared, informed medical decision-making. Although the
conversation(s) about goals and treatment options may be initiated by any qualified and trained
medical professional, a licensed physician, nurse practitioner, or physician assistant 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, prognosis, goals for care, treatment preferences, and consent by the
appropriate decision-maker, and (ii) sign the orders derived from that discussion.

The physician/nurse practitioner/physician assistant must also review the form from time to time,
and also if the patient moves from one location to another to receive care; or if the patient has a
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major change in health status (for better or worse); or if the patient or other decision-maker changes
their mind about treatment.

Unfortunately, not all medical providers are willing to sign a MOLST, and some that are willing
will usually only sign it if you are expected to die within a year or are in a nursing home. However,
there is no law restricting MOLST forms to those criteria, and if you qualify, it may be valuable
to ask your medical provider to complete a MOLST.

End of Life Choices New York Dementia Directive

Why did End of Life Choices New York create the Dementia Directive?

Unfortunately, dementia is common and increasingly becoming more prevalent. Right now, about
10% of people 65 and older have Alzheimer’s disease, or another form of dementia, and that
percentage is expected to increase. According to the Alzheimer’s Association, more than 14
million Americans are expected to develop dementia by 2050, and it has been the 6 leading cause
of death for many years (dropping to 7" in 2020 only because COVID was added as the 3 leading
cause of death).

Dementia is generally only diagnosed in those 65 or older, though there are some rare cases where
it can be diagnosed earlier. Dementia is not one specific disease, but rather a group of conditions
that lead to impairment of brain functions, such as memory and decision-making. Dementia is
progressive, which means it gets worse over time, but how quickly it progresses can vary from
person to person. Thankfully, there are some medications and therapies that can slow down
progression, but right now there is no cure. At a certain stage of dementia, individuals lose the
ability to make their own medical decisions, so advance directives are incredibly important.

End of Life Choices New York created its Dementia Directive in response to multiple individuals
and families reaching out, because they were worried about what would happen if they developed
dementia. In particular, they were concerned about documenting their wishes regarding
handfeeding. At later stages of dementia progression, when the person is no longer able to
communicate their wishes, there is a primitive reflex that remains. When the side of the mouth is
touched, it opens and a caregiver can place food on a spoon and put it into the mouth. This is called
“handfeeding.” A person in the most advanced stage of dementia can live years if carefully
handfed. Some people would want to limit or stop handfeeding at an advanced stage of dementia
because they would not want their life prolonged at that stage. Existing advance directives did not
offer a consistent and structured way to document such wishes.

Who should consider completing the Dementia Directive?

If a person would want to limit or stop handfeeding at a certain point in dementia progression, then
completing our dementia directive is a good idea. Earlier in this guide it was noted that a health
care agent can make decisions for artificial nutrition and hydration if they know your wishes.
However, handfeeding is not considered “artificial,” and in order for your agent to consent to stop
handfeeding, which may cause concern from others, your wishes regarding hand feeding should
be carefully documented in writing. This form enables you to do just that.
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Please note, this form should only be utilized if you wish to limit oral feeding (i.e., handfeeding).
If you would not want to have handfeeding limited (which is the default assumption), then this
form is not appropriate or necessary. If you have early-stage dementia, still have capacity to make
your own decisions, and do not want to wait until dementia is advanced to stop eating and drinking,
you have the right to stop. This is covered in the Voluntarily Stopping Eating and Drinking section
of this guide. Just as all advance directives, this form would only take effect once you lose capacity
to make your own decisions.

What is included in the Dementia Directive?

We wanted our directive to clearly indicate when the option to limit oral intake should be imposed;
by whom; and how much to limit oral feedings. The form includes two options for limiting
handfeeding once decision-making capacity is permanently lost. Option A includes the refusal of
all life-prolonging measures, including CPR and all nutrition and hydration (including
handfeeding) — even if the person’s mouth continues to reflexively open in response to touch. This
option requests comfort care and symptom management with palliative or hospice care once
feedings stop.

Option B similarly refuses life-prolonging measures include CPR and artificial nutrition and
hydration, but permits oral feeding that is comfort-focused. In this case, handfeeding may be
provided only while the patient continues to show enjoyment or positive anticipation, and only
include foods that they seem to enjoy. If they begin to cough or choke, or are no longer interested
in eating, then feeding should cease. As is the case with Option A, Option B also notes that comfort
measures and medications with palliative or hospice care should be provided once feedings cease
(if not already being provided). In addition to completing the form, we also recommend recording
a video explaining the reasons, values, and wishes for care as further proof that this is truly
reflective of your wishes.

As previously noted, the form takes effect once the individual loses the ability to make their own
health care decisions, and to self-feed. The health care agent, in consultation with the person’s
primary care provider(s), must agree that the patient is at an “advanced” stage of dementia. If the
patient is still able to eat on their own, then they should continue to be allowed to do so. However,
once they are no longer able to feed themselves, then the previously chosen option to limit oral
feedings is implemented.

What is the legal status of the Dementia Directive? Are there special considerations?

As this is a new directive, no New York law or court has considered it, and judicial review is
anticipated. Until this occurs, there are some unique considerations when completing this form.
An important consideration pertains to long-term care. As dementia becomes advanced, placement
in a long-term care facility (such as a nursing home), often becomes necessary. If such placement
occurs, it is important that patients and families explore whether the long-term care facility will
honor the dementia directive before entering the facility. The facility may be unfamiliar with the
form, and so education may be needed.
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Sharing, Storing, and Revising Advance Directives

With whom should I share a copy of my advance
directive(s)?

We recommend giving a copy to your health care
agent (and alternate agent, if applicable), your
medical providers (e.g., doctor, nurse practitioner,
etc.), your attorney (if applicable), and your loved
ones.

How should I store my advance directive?

It is important that you make these directives readily accessible. Do not put the directive(s) in your
safety deposit box or a file in your desk, because if you’re unable to communicate, it might not be
found in time to be used. Directives should be in an easily accessible location, and copies should
be shared (see above). You may also wish to consider keeping a copy on your cell phone, or in
your wallet or purse. Bring a copy if you are admitted to the hospital, even for minor surgery, or
if you undergo an outpatient procedure. We also recommend asking your medical providers to
upload a copy into your medical record. If you ever change your directives, make sure you share
these as well and carry a new copy.

With regards to the DNR and MOLST forms, if you have a completed copy, we recommend
printing it out and putting it up by the front door of your home (the MOLST form should ideally
be printed in its traditional bright “pulsar” pink paper to be immediately recognizable). Emergency
medicine technicians are trained to look for these forms, and if they do not see them, then they will
likely begin attempting resuscitation.

How regularly should I review my advance directive(s)?

We recommend reviewing your directives every decade, after a major life event (children, divorce,
death, etc.), or after a new diagnosis or change in an illness. Remember that you can also always
change your directives if you would like to appoint a different health care agent or if your views
have changed regarding your treatment preferences or goals.

What are the most common mistakes people make when completing advance directives?

When advance care planning, focus on what matters to you foday. A common mistake is that
people imagine themselves being at an imagined point in the future when their health and life may
be different than it is right now. If something were to happen to you tomorrow, what would matter
most? Remember, advance care planning is a process not an event. You can and should revisit
your plans as your life and circumstances change.
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What is palliative care?

Palliative care is specialized medical care for people
living with a serious illness. Its focus is on improving
quality of life for the patient. A serious illness is a health
N 4 ‘ . condition that carries a high risk of mortality (death) and
A either negatively impacts a person’s daily functioning or

| " & -

quality of life, or excessively strains caregivers.

Palliative care is focused on providing patients with relief from the symptoms, pain, and stress of
a serious illness — whatever the diagnosis. Palliative care is provided throughout the course of an
illness, alongside potentially curative treatments (such as chemotherapy or radiation) or life-
prolonging care. It is not just for people with cancer or certain illnesses, it’s for anyone living with
a serious illness. It is not just for people at the end of life and can be provided even if you are
expected to get better or live a long time.

Patients who receive palliative care report living happier lives with far less suffering and less loss
of independence. In many cases, patients live better, and in some cases actually live longer, than
patients without palliative care.

Why does palliative care matter?

Unfortunately, there has been a long history of under-treatment of pain, with some studies finding
that only about 30% of patients say their pain is effectively managed (and this percentage is lower
amongst some racialized groups). In medical schools there is often no comprehensive training or
full courses in pain management - only about 16% of medical schools offer pain courses and they
are largely elective which means students don’t have to take them. Less than 4% of medical schools
require them. This means that unless doctors choose to seek out training in pain management, most
will have never received comprehensive training. In addition, as there has been a push back on
opioid prescriptions (and specifically the over- or mis-prescribing of opioids), as a result more
doctors are afraid to prescribe certain pain medicines even when they are truly necessary.

Furthermore, pain is not the only type of suffering. There can be psychological and emotional
suffering, there can be isolation and social suffering, and there can be existential or spiritual
suffering. There can also be other physical symptoms that are troubling.

Therefore, there is a need for a team of professionals to not only specialize in the prevention and
treatment of suffering, but to focus their careers on this to counteract the aforementioned issues.
That’s what palliative care providers do. They focus on the patient’s quality of life and suffering
in its many forms.
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What does palliative care include?

At the most basic level, palliative care includes services
such as assessments of how and what a patient is feeling,
advance care planning, pain and symptom management,
assistance with nutrition, and/or support a patient may
need getting around. If needed, other professionals may
be included. Even at the most basic level, palliative care
entails a heightened attention to, and formal processes for,
patient-appropriate assessment, communication with the patient and his/her family, coordination
among providers, relief of illness burden, and supporting the patient's goals for care.

What does palliative care address?

Palliative care addresses suffering in all its forms. This includes physical symptoms, such as pain,
shortness of breath, nausea, mobility concerns, etc. It also addresses anxiety and depression, or
other troubling emotions that arise. Palliative care can also help ensure patients have access to
resources, such as insurance they are eligible to receive, and support with preparing advance
directives. If desired, palliative care can also offer non-denominational spiritual support. The goal
of all services is for patients to maintain a good quality of life.

Who is part of the palliative care team?

At a minimum, the palliative care team usually includes a doctor, nurse, and social worker. But it
can also include many others including physician assistants, nurse practitioners, pharmacists,
nutritionists, chaplains (they offer spiritual care), physical therapists, and mental health providers.

Who pays for palliative care?

Palliative care is billed the same as any specialist visit (such as a cardiology visit). Almost all
insurance covers palliative care, but there may be copays or deductibles depending on your
insurance plan. It’s also helpful to check if a particular medical facility or provider is in- or out-
of-network for your insurance. A palliative care social worker can help you understand your
coverage.

Why haven’t I heard about palliative care?

Unfortunately, many people do not know about palliative care as this is a relatively new field. A
study by the Center to Advance Palliative Care found that 71% of adults report they are not
knowledgeable about palliative care or have never heard of it. However, it was found that after
learning about palliative care, 92% of people indicate they would be likely to consider palliative
care for themselves or a loved one if they had a serious illness.
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Are palliative care and hospice the same thing?

No. Palliative care is available to patients with serious illnesses at any time during the course of
their disease. It is not limited to end of life care, and can be given alongside potentially curative or
life-prolonging treatments (regardless of prognosis). Hospice is a type of palliative care
specifically for those approaching the end of life.

Are medical providers required to let their patients know about palliative care?

In 2011, New York passed the Palliative Care Access Act (PCAA). The PCAA mandates that
hospitals, nursing homes, home care agencies, and enhanced or special needs assisted living
residences, offer information to patients/residents with advanced, life-limiting conditions or
illnesses who may benefit from palliative care. This law does not solely pertain to patients who
are approaching the end of life.

According to the NYS Department of Health, “the PCAA is intended to ensure that patients are
fully informed of the options available to them when they are faced with a serious illness or
condition, so that they are empowered to make choices consistent with their goals of care, and
wishes and beliefs, and to optimize their quality of life.”

This law requires that providers at aforementioned places provide qualifying patients services with
access to information and counseling pertaining to palliative care, pain management that would be
appropriate for them, and to facilitate access to this care. In other words, eligible patients have the
right to information and counseling about palliative care and to have this care facilitated.

For more information about the Palliative Care Access Act, please visit
https://endoflifechoicesny.org/advocacy/legislation/pcca/

How do I get palliative care?

Anyone can reach out to palliative care initially, and the palliative care team will confirm a
patient’s eligibility. Palliative care may be offered at the same medical institution where the patient
is receiving their other health care. For example, in New York City, most major medical
institutions have a palliative care program (though this may not always appear on their websites).
If palliative care is not available at the institution where you are receiving your other care, you
may be able to obtain palliative care through a separate palliative care organization (such as
MIJHS). Palliative care can be provided in hospitals, nursing homes, and other locations, and
sometimes in someone’s home.
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What is hospice care?

Hospice care is a specialized type of palliative care for individuals with a terminal illness who are
no longer receiving potentially curative treatments or life-prolonging interventions. It is a system
of care to ensure a better quality of life while someone continues to live until they die.

There are two main criteria to receive hospice care: a life expectancy of 6 months or fewer, if the
illness runs its typical course; and that the patient is no longer receiving treatments primarily
intended to cure the disease or prolong life.

With regards to life expectancy: it can be hard to predict the course of someone’s illness and how
long they will live. Some people end up living longer, and some end up living for a shorter period.
This 6-month criteria comes from Medicare, which governs payment for hospices. There is one
exception - in New York, patients enrolled in Medicaid may qualify for hospice if they have 12
months or fewer (but please confirm eligibility with the relevant hospice program).

With regards to cessation of potentially curative or life-prolonging interventions, a patient may
reach the point where they may have exhausted all options, or where they no longer want to pursue
treatments primarily intended to cure or prolong life. You cannot receive hospice care if you are
receiving or plan to receive these treatments. For children, hospices make an exception - children
can still try potentially curative treatments while receiving hospice care.

Who is part of the hospice care team?

Hospice care provides an interdisciplinary team of professionals, just like palliative care does, as
well as volunteers. Members of the team are experts in end-of-life care, and typically include
physicians, nurses, social workers, chaplains and others. Hospice will also work closely with your
caregiver(s), who are key members of the care team.

What does hospice offer?

In addition to offering management of pain and other physical symptoms, hospice offers:
e Grief and bereavement support for loved ones after the patient dies
e Physical, occupational, or other types of therapy as needed to relieve symptoms
e Spiritual and psycho-social counseling (e.g., music therapy) for the patient and their
[caregivers and] loved ones
Medical equipment and supplies (e.g., hospital bed)
Nutritional counseling
Nursing and home health aide assistance
Pain management including the needed medications

Other services may also be available as needed.
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Does receiving hospice care mean you’re giving up hope?

Hospice does not mean giving up hope. The time when hospice care is appropriate is usually the
time when hope turns from curative goals to goals of maintaining or having the best quality of life
possible, time with family and loved ones, comfort care, and moments of joy in each day.

Can I receive hospice care at home?

Hospice is not a specific place. Hospice care can be provided at patients’ homes, in nursing homes,
in hospitals, comfort care homes, and hospice homes. In New York, it is most often provided in
the patient’s home.

If I receive hospice care at home, will a nurse or aide be with me 24/7?

Hospice may provide home health attendants/aids, or volunteers, who can assist you at home for a
few hours during the day, if needed. However, hospice care does not include an in-home caregiver
that provides round-the-clock care. This care will need to be provided by a family member or loved
one, or through a privately paid aide. Hospice care is available by phone at any time of the day or
night, but does not include a consistent caregiver. There are resources available to support
family/friend caregivers (see Caregiver section of this guide).

If no one is available to serve as a caregiver, and privately paid aides are not an option, then
residential care may be best (e.g., hospice home, nursing home, comfort home). Unfortunately, in
some rural parts of the state, hospice homes are not available. However, a growing number of
comfort homes may meet this need.

Who pays for hospice care?

Medicare beneficiaries (i.e., people who have Medicare) pay very little or nothing for hospice.
Most other insurance plans, including New Y ork Medicaid, and employer-sponsored/commercial
plans also cover hospice for little to no cost to the patient.

How do I receive hospice care?

Anyone can make an initial hospice referral. Most commonly, a medical provider determines if
the patient will make the initial referral, so we recommend speaking with your medical provider.
However, if your medical provider is reluctant or resistant, a patient, caregiver, or loved one can
make the initial contact. After the initial referral, the hospice program will confirm your eligibility
and discuss next steps.

How can I find a hospice program in my area?
If your medical provider is making the referral to hospice, they (or an affiliated social worker) will

be able to let you know about programs in the area. If you would like to search for hospice
programs in your area, please see the list of resources in this guide.
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Once you’re receiving hospice, can you leave (for example, if a new treatment becomes
available)?

Yes, you have the right to leave hospice or switch to a different hospice program. If you leave
hospice, you may continue to receive palliative care. You may return to hospice again later if your
health condition or needs change.

I heard New York ranks low in hospice utilization when compared to other states. What does
that mean?

Unfortunately, New York has one of the lowest hospice utilization rates in the country. Compared
to other states, New Yorkers access hospice care less. In New York, only 3 out of every 10 people
who are eligible for hospice care end up receiving this care. Of New Yorkers who do receive
hospice, about a third are enrolled for less than one month, and about a third are enrolled for less
than one week (in our state, the average length of time a patient receives hospice is only 17 to 19
days). Lack of awareness of hospice, and reluctance of medical providers to recommend hospice,
are some of the reasons why New York has such low utilization.

Do terminally ill New Yorkers have the right to receive information about their end-of-life
options?

Yes, the Palliative Care Information Act became effective in 2011. End of Life Choices New York
played an instrumental part in getting this law enacted. This law was the basis of the Palliative
Care Access Act, which is discussed in the Palliative Care section of this guide.

Per the Palliative Care Information Act, if a patient is diagnosed with a terminal illness or condition
(a life expectancy of 6 months or fewer if the disease runs its typical course), the patient's attending
medical practitioner must offer to provide the patient with information and counseling regarding
palliative care and end of life options appropriate to the patient, and information regarding other
appropriate treatment options should the patient wish to initiate or continue treatment.

Information and counseling offered must include (but not be limited to): range of appropriate
options, prognosis, risks and benefits of different options, patient’s legal rights to pain and
symptom management. This information may be given to the patient (or their health care
agent/surrogate if they lack capacity) in writing and/or verbally.

Note that this law requires that this information must be offered. It is up to the patient (or their
health care agent/surrogate) whether they would like to receive this information, and they may
refuse.

For more information about the Palliative Care Information Act, please visit
https://endoflifechoicesny.org/advocacy/legislation/pcia/
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What is a comfort care home?

Comfort care homes (also known as comfort homes
and care homes for the dying) are created by
communities and are community-funded. They are
actual houses, usually initially privately owned, that
become a nonprofit and exist as a place for someone

&’ i N to live while they are dying. There is no cost to the
_....,_,!l,l“,lf,lf“{",“iw'm""w-‘-’ : | residents, and they are mostly run by community
PRt volunteers. Comfort care homes are not an
alternative to hospice, but a place where a patient
may reside while receiving hospice.

Comfort care homes are helpful for those without individuals who can serve as caregiver, or for
whom home is not an option and do not want to, or cannot, go to a nursing home, hospice home,
or assisted living facility. Currently, there are over 30 in New York (though none in New York
City).

Each comfort care home is independent and manages its own residence. Anyone can reach out, but
there is often a wait list, so they should be contacted as early as possible.

What does an end of life doula provide?

End of life doulas (also referred to as death doulas or transition guides) are non-medical
professionals who provide support and companionship to terminally ill individuals and their loved
ones through the dying process. End of life doulas provide emotional, physical, and spiritual
support. They can assist with life reviews and legacy work, grief support, and many other activities.

What are my options if my suffering is unable to be managed?

In most cases, hospice can provide a good quality of life and manage many kinds of suffering. If
you are receiving hospice, but still suffering, you have a few options. The first option is to
transition to a different hospice program if you feel the current hospice organization is not
appropriately addressing your needs. If you continue to suffer despite hospice’ best efforts, then
you may wish to consider palliative sedation or voluntarily stopping eating and drinking.

What is palliative sedation?

Palliative sedation is carefully monitored medication given to a terminally ill patient to cause
sleepiness or unconsciousness. This is an end-of-life option for terminally ill patients whose
symptoms are severe and are unable to be adequately treated. Offered by many hospice programs
for appropriate patients, palliative sedation can continue until a patient’s death. As this requires
constant monitoring, this option is usually only available at hospice homes, hospitals, or other
spaces with 24/7 medical care.
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What is voluntarily stopping eating and drinking (VSED)?

VSED is a decision made by an adult with decision-making capacity to stop further intake of food
and fluids with the goal of hastening their death. It is an intentional and voluntary (non-coerced)
choice to hasten death by a person with decision-making capacity who suffers intolerably from an
incurable and progressive, or terminal illness. VSED is distinguished from the usual diminished
appetite often experienced by persons close to death in that it is a conscious decision to speed the
dying process. It has been a traditional means of dying in the home for generations and is often
thought of as a “natural” way of dying. While it is rarely a suffering person’s first choice to hasten
death, it is often the only legal means available for patient-controlled dying.

For more information, please visit https://endoflifechoicesny.org/education/resources/vsed/

Is medical aid in dying an option in New York?

Right now, medical aid in dying is not legal in New York. Medical aid in dying enables a
terminally 11l person, with decision-making capacity and the ability to self-administer medication,
to obtain a lethal prescription from their medical provider to choose the timing of their death. In
2025, New York’s Medical Aid in Dying bill passed the state senate and assembly and is currently
pending signature by the Governor. If and when the Governor signs the bill, medical aid in dying
will then become a legal option.

For more information, please visit https://endoflifechoicesny.org/advocacy/proposed-
legislation/aid-in-dying/ and https://www.nysenate.gov/legislation/bills/2025/S138
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What social and emotional support resources are
available for caregivers?

Taking care of someone can become exhausting.
Feeling guilty about asking for help is a common
feeling among caregivers. However, it is important
to take care of yourself, if you would like to continue
caring for someone else. Seeking support is nothing
to be ashamed about. Sometimes you don't have to
look far for support or someone to listen. Friends,
family, and neighbors can provide a great deal of

support. The following resources are also available:

Grief Counseling & Support Groups

Group counseling and support groups give you the opportunity to have discussions and interact
with a small group of people who may have similar challenges and experiences as you. This is a
safe and confidential way to share problems and concerns. Many hospice programs and health
organizations offer support groups, and a quick online search will often list several available
groups. These services can take place in person or online, and many are free.

Online Forums

The way we live has changed due to technology, and so has the way we communicate. There are
a growing number of online spaces where people can share feelings and ideas about a variety of
topics, including caregiving. For example, Facebook groups and Reddit are two sites where
caregivers may find resources and talk about their experiences. Access to these forums is usually
free.

Individual Counseling

With individual counseling, you can speak one on one with a therapist. You may want to consider
individual counseling, as it can help you find ways to better address troubling emotions such as
anger, depression, and anxiety. It can also help you deal with stressors such as substance abuse,
marriage and relationship challenges, parenting problems, and school difficulties. If your loved
one is enrolled in a hospice program, they may have counseling services available. These services
are also available through many private practices and organizations. Individual counseling can
take place in person, online, or by phone. Counseling is covered by most health insurance plans
and may be free through your loved one's hospice program.

Spiritual support programs

Also known as pastoral care, this is for people of all faiths or who do not belong to a religion.
Hospice chaplains are available to talk about your spiritual needs or concerns, and broader
existential worries. Access to spiritual support programs are usually free.
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How can I prevent or address caregiver burnout? What if
I need a break?

Across the country, millions of caregivers put in endless
hours providing care for a loved one and can often neglect
their own feelings and needs. The role of caregiving is an
all-encompassing role that can cause you to feel
overwhelmed, stressed, or exhausted. These are common
feelings and may be indicative of caregiver burnout.
Caregiver burnout is a very common state of physical,
mental, and emotional exhaustion for caregivers.

If you are experiencing caregiver burnout or even just need
a break, respite care might be right for you. The goal of this
care includes allowing caregivers like you to focus on your
responsibilities and needs.

In-home options

These options allow for quality care in an environment your loved one can feel the most
comfortable - their own home. Payment for in-home care is usually an hourly rate and can
sometimes be covered by insurance. These include, but are not limited to:

e Home Health Aides: Aides are trained to give care like toileting, grooming, and helping
with mobility; but cannot provide medical or skilled nursing care. This type of service can
be as needed, regularly scheduled, overnight, or just a few hours each day. Health insurance
may cover having a home health aide come for a few hours per week. Additional support
may be available, if needed, through private pay (i.e., paid directly by the patient or family).

e Visiting Nurse Services: Visiting nursing services differ from home health aides as they
can also provide some medical care, including assessments, wound care, and medication
administration. This type of care includes registered nurses traveling to the home to
maximize your seniors’ physical, mental, cognitive, and behavioral well-being. Nurses also
work with your senior’s doctors to develop a tailored care plan to suit their home. Health
insurance typically cover the cost of these services, if it is determined to be medically
necessary, and hospice care typically includes this service.

e Direct Support Professionals: DSP or direct support professionals help with non-medical

care, such as cooking, grocery shopping, or gardening. DSPs are typically paid an hourly
rate and are often privately paid.
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Community Programs

Community programs are tailored for those caregivers who work throughout the day, on the
weekends, or just need a break throughout the week. These programs allow seniors to enhance
social interaction with those in the community and to participate in activities. Programs such as
those listed below are usually paid by the day. However, religious groups, churches, or volunteer
services in your area may be able to help give caregivers a break at a free or low cost. These
include, but are not limited to:

e Adult Daycare Centers: These programs can be in various settings such as meeting halls,
senior centers, and assisted living facilities. These programs are about 6 to 8 hours per day
during the week and includes lunch and snacks.

e Weekend Programs: Weekend programs may benefit you if you need a break for more than
a few hours or even just the day.

Formal Respite

Formal respite programs may be needed if you need to be away for longer than just a few hours,
the day, or the weekend. Patients have resources accessible in these facilities to help with their
daily needs, including specialized treatment and medication administration. This option can be
planned or in response to urgent need.

Formal respite care for those receiving hospice services is often covered by Medicare and other
insurance plans for qualifying individuals. If there is any concern about insurance coverage,
assistance with finances may be an option through agencies or organizations in your area. You can
contact your loved one's hospice provider for more information.

Is there any financial support available for caregivers?

Caring for a loved one can be meaningful and rewarding. However, it can also be taxing and
stressful, especially without the necessary financial assistance needed. This can make it even more
difficult to care for a loved one. There is no shame in asking for financial assistance and
compensation for this role. Several resources are available to assist with the financial barriers and
limitations of being a caregiver. The hospice social worker may be able to assist with your
application.

Medicaid Resources

Medicaid Consumer Directed Personal Assistance Program (CDPAP):
If the person you are providing care for (care recipient) qualifies for Medicaid, they may be eligible

for CDPAP. This program allows participants to choose a family member or friend to be
compensated for providing care.
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To be eligible, a care recipient must be 65 years of age or older, and require assistance with
activities of daily living (e.g., bathing, toileting, etc.). Financial eligibility requirements are: under
$884/month in income, and under $15,450 in countable assets (excluding home value with an
equity below $878,000). You can apply through agencies such as Freedom Care
(freedomcareny.com).

Community First Choice Option (CFC):
CFC (aka 1915k state plan) is another Medicaid program which provides caregiver compensation.

This is a self-directed program for patients requiring the level of care provided in a nursing home.
This program has the same eligibility requirements as CDPAP.

Non-Medicaid State Resources

NY State Expanded In-Home Services for the Elderly Program (EISEP):

EISEP provides many services for care recipients including adult day care, respite, emergency
response services, and caregiver compensation. To be eligible for this program, care recipients
must be 60 years of age or older, ineligible for Medicaid, and require assistance with activities of
daily living. Support is income based, with the state and patient sharing costs; for example, single-
person households with a monthly income between $1500 - $2600 can have the state pay 100% of
the cost.

The Paid Family Leave Benefits Law (PFL):

PFL allows individuals who are employed to take up to 12 (consecutive or non-consecutive) weeks
off work to provide care to a family member. This allows caregivers to receive about 55% of their
normal income (up to a limit) in PFL benefits while they are not working.

The Dependent Tax Credit:
This tax credit is often used to claim an individual’s child, however an adult caregiving recipient
who is “physically or mentally disabled” may qualify as a dependent under this tax credit as well.

To qualify, the care recipient must require assistance with their daily activities and the caregiver
must be employed. Please check with your accountant or tax preparer to confirm eligibility.

Veteran’s Resources

Aid and Attendance Pension (AAP):

The AAP benefit is for war-time veterans who require assistance with their daily activities. This
program provides supplemental income for recipients up to a specific cap. This number varies by
application time and date. For example, if the cap is $20,000 and a recipient makes an income of
$15,000, they would receive $5,000 in benefits. Additionally, if a recipient pays someone such as
a family member or friend to provide care for them, that cost can be deducted from their income.
This deduction would increase the amount of benefits a recipient qualifies for and can cover the
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cost of caregiver pay. To apply, contact your VA pension management center or apply in-person
at a VA regional office.

Veteran Directed Care Program (VDC):

This program provides veterans with a budget to pay a caregiver to provide nursing home level
care at home. To be eligible, veterans must go to a Veterans Association Medical Center Care
System (VAMC) and set up an appointment with one of the health care providers there to establish
care. Not all states have VAMCs, however, once an individual establishes care at any VAMC, they
can receive VDC benefits in their home state.

Other Assistance

Long-term Care Insurance (LTCI):

LTCI may provide pay for family or friends to care for the policy holder. LTCI will directly pay
the policy holder unless the caregiver creates a home health care agency. Please review the plan’s
policy for coverage details.

Organizational Grants:

Another option is applying for grants through organizations and unions for financial assistance for
caregivers and care recipients. This is a great option for care recipients with specific diagnoses,
such as Alzheimer’s, that have organizations focused on assisting them. Search for grants like
these in your area or call these organizations and explain your situation and they may have a grant
available to assist you.
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Advance Care Planning
A process that enables individuals to make plans about their future health care.

Advance Directive
A legal document in which a person specifies what actions should be taken for their health if
they are no longer able to make decisions for themselves because of illness, injury, or incapacity.

Comfort Care Home

Also known as comfort homes and care homes for the dying, comfort care homes are nonprofit
houses where terminally ill individuals can reside while they are approaching the end of life (at
no cost to the residents).

Dementia Directive
A form that specifies what treatments/interventions a person would want as dementia progresses.
This includes the option to specify wishes regarding handfeeding.

Do Not Resuscitate Order (DNR)

An advance directive that instructs medical personnel not to revive a person if their heart stops
beating or they stop breathing. In New York, a specific form must be used when the patient is not
in a hospital that is signed by a medical provider.

Health Care Agent
The person who is designated on the Health Care Proxy Form to make a person’s health care
decisions if they cannot make them themselves.

Health Care Proxy Form
A document that enables a person to designate someone to make health care decisions for them if
they cannot make them for themselves.

Hospice

A program that provides palliative care to people who are terminally ill. Most hospice care is
provided at home. There are also some hospices that are residential and hospice care can be
provided to patients in nursing homes and hospitals.

Living will
An advance directive listing the specific treatments a person would or would not want under
various circumstances. This is often created with the assistance of a lawyer.

Medical Aid in Dying

The process by which a terminally ill, mentally competent adult obtains a prescription from a
doctor that they can self-administer, if they choose to do so, in order to achieve a peaceful death.
It is currently not legal in New York.
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Medical Orders for Life-Sustaining Treatment (MOLST)

A medical order that defines what treatments a patient with serious illness should or should not
receive if they are unable to communicate. In other states it may be called POLST, MOST, or
POST.

Palliative Care
Care provided alongside potentially curative or life-prolonging treatments, to prevent or relieve
pain and suffering and to improve a patient's quality of life.

Palliative Sedation
Relieving suffering in a patient by sedating them, sometimes to the point of unconsciousness.

Surrogate

In some states this can mean a health care agent, but in New York this means a person who is
named by the Family Health Care Decisions Act to make medical decisions for someone else
(rather than being appointed by the person themselves through the Health Care Proxy Form).

Terminal Illness
Typically defined as life expectancy of six months or fewer if their disease runs its typical
course.

Voluntarily Stopping Eating & Drinking (VSED)
Voluntarily stopping eating and drinking in order to hasten one’s death.
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End of Life Choices New York Services

Please feel free to contact End of Life Choices New York for assistance with any end-of-life
matter.

For general questions, please contact us at info@eolcny.org or 212-726-2010

For guidance regarding end-of-life planning, options, rights, and caregiving please contact our
Clinical Director, Judith Schwarz, PhD at 212-252-2015 or judith@eolcny.org

More information about our counseling program can be found here:
https://endoflifechoicesny.org/counseling/

Advance Care Planning

American Bar Association’s Tool Kit for Health Care Advance Planning
A legal guide for those completing advance directives
https://www.americanbar.org/content/dam/aba/administrative/law_aging/2020-tool-kit-hcap.pdf

Compassion and Support

Provides information on advance care planning, MOLST, palliative care & hospice, symptom
management, and other areas

https://compassionandsupport.org/

Conversation Project
Has several free guides to support advance care planning, including one for health care agents
https://theconversationproject.org/get-started

End of Life Choices New York Advance Directive
Information, overview, and free copies of advance directives
https://endoflifechoicesny.org/directives/

212-726-2010

info@eolcny.org

End of Life Choices New York Counseling Program
Assistance with completing advance directives
https://endoflifechoicesny.org/counseling/
212-252-2015

judith@eolcny.org

Five Wishes

Templates for advance care planning conversation and documentation
https://fivewishes.org/

(850) 681-2010

info@fivewishes.org
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LongTermCare.gov
Includes information and resources regarding long-term care.
https://acl.gov/ltc

National Alliance for Caregiving

Provides caregiving tips and guides and an internet clearinghouse of reviewed and rated
resources for caregivers.

https://www.caregiving.org/

202-918-1013

info@caregiving.org

The African-American Spiritual and Ethical Guide to End-of-Life Care -What Y’all Gon’
Do with Me? (Let’s talk about it.)

This guide prepared by Heart Tones talks readers through the practical and legal considerations
in advance care planning and provides an inviting way to talk about what one’s wishes would be
if they were unable to speak for themselves due to a life-threatening accident or illness.
https://eolcareguide.org/

If necessary, you may find legal services (including no cost or low-cost services for those
with limited financial resources) through the following groups/sites:

New York City Bar Association
https://www.nycbar.org/serving-the-community
212-626-7373

New York Legal Assistance Group (NYLAG)
https://nylag.org/

212-613-5000

info@nylag.org

Hospice, Palliative Care, and End of Life Support

Center to Advance Palliative Care (CAPC)
Information and training for healthcare providers
https://www.capc.org/

Get Palliative Care

Run by CAPC, provides information on palliative care and includes a list of palliative care
providers in your area

https://getpalliativecare.org/

Hospice & Palliative Care Association of New York State (HPCANYYS)
Lists HPCANYS member organizations in your area
https://www.memberleap.com/members/directory/search_bootstrap.php?org_id=NYHP

ENDOFLIFECHOICESNY.ORG 37


https://www.caregiving.org/
https://www.nycbar.org/serving-the-community
https://nylag.org/
https://www.capc.org/
https://getpalliativecare.org/
https://www.memberleap.com/members/directory/search_bootstrap.php?org_id=NYHP

RESOURCE LIST

International End of Life Doula Association
Training for individuals who wish to become end of life doulas & a searchable list of doulas
https://www.inelda.org/find-a-doula/

National Association for Home Care & Hospice (NAHCH)
National agency location service
https://agencylocator.nahc.org/

National End-of-Life Doula Alliance (NEDA)

Information for end of life doulas, individuals who wish to become a doula, and a list of doulas
in New York

https://www.nedalliance.org/doula_directory_n_through z.html

National Hospice and Palliative Care Organization (NHPCO)
Information on choosing the right hospice care for you & a list of local programs
https://www.caringinfo.org/types-of-care/hospice-care/choosing-and-finding-hospice-care/

NYS Department of Health Q&A for Patients, Families, and Surrogates

Provides information about palliative care, your rights as a patient, and other helpful
information
https://www.health.ny.gov/professionals/patients/patient_rights/palliative care/2012-06-
26 _proposed_questions answers.htm

Caregiver Support

Caringlnfo

A program of the National Hospice and Palliative Care Organization, it offers information to
help caregivers and individuals make informed healthcare decisions
https://www.caringinfo.org/

Caring.com
Information and support for caregivers
https://www.caring.com/

Caregiver Action Network (CAN)

Offers caregiving tips, resources, and support
https://www.caregiveraction.org/
202-454-3970

info@caregiveraction.org

CaringKind (based in NYC)
Provides information & support to caregivers of individuals with dementia
https://www.caringkindnyc.org/
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Community First Choice Option (CFCO) Information
Provides information regarding the CFCO program
https://www.health.ny.gov/health care/medicaid/redesign/community_first choice_option.htm

Consumer Directed Personal Assistance Program (CDPAP) Information
Provides information regarding the CDPAP program

https://www.health.ny.gov/health care/medicaid/program/longterm/cdpap.htm
medicaid@health.state.ny.us

Expanded In-home Services for the Elderly (EISEP) Information

Provides information regarding the EISEP program & locating a local office for the aging
https://www.health.ny.gov/health care/medicaid/program/longterm/expand.htm
dohweb@health.state.ny.us

Family Caregiver Alliance

Offers caregiver resources, support, and education
https://www.caregiver.org/

800-445-8106

FreedomCare New York
One of several fiscal intermediaries that provide assistance with applying for financial support
https://www.freedomcareny.com/

NYC Guide for Caregivers
Offers referrals and information
https://www]1.nyc.gov/site/dfta/services/euide-for-caregivers.page

NYS Office for the Aging Caring for a Loved One
Offers resources, support, and education for NY caregivers
https://aging.ny.gov/programs/caring-loved-one

Veteran’s Association Home & Community Based Services

Provides information regarding adult day health care, hospice, home care, and other matters
https://www.va.gov/geriatrics/pages/Home_and Community Based Services.asp
800-698-2411
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HEALTH CARE PROXY

Appointing Your Health Care Agent
in New York State

The New York Health Care Proxy Law allows you to
appoint someone you trust — for example, a family
member or close friend — to make health care decisions
for you if you lose the ability to make decisions yourself.
By appointing a health care agent, you can make sure
that health care providers follow your wishes. Your
agent can also decide how your wishes apply as your
medical condition changes. Hospitals, doctors and
other health care providers must follow your agent’s
decisions as if they were your own. You may give the
person you select as your health care agent as little

or as much authority as you want. You may allow your
agent to make all health care decisions or only certain
ones. You may also give your agent instructions that

he or she has to follow. This form can also be used to
document your wishes or instructions with regard to
organ, eye and/or tissue donation.




About the Health Care Proxy Form

This is an important legal document. Before signing, you should understand the following facts:

1.

10.

1.

12.

This form gives the person you choose as your agent the authority to make all health care
decisions for you, including the decision to remove or provide life-sustaining treatment, unless
you say otherwise in this form. “Health care” means any treatment, service or procedure to
diagnose or treat your physical or mental condition.

Unless your agent reasonably knows your wishes about artificial nutrition and hydration
(nourishment and water provided by a feeding tube or intravenous line), he or she will not be
allowed to refuse or consent to those measures for you.

Your agent will start making decisions for you when your doctor determines that you are not
able to make health care decisions for yourself.

You may write on this form examples of the types of treatments that you would not desire and/
or those treatments that you want to make sure you receive. The instructions may be used to
limit the decision-making power of the agent. Your agent must follow your instructions when
making decisions for you.

You do not need a lawyer to fill out this form.

You may choose any adult (18 years of age or older), including a family member or close friend,
to be your agent. If you select a doctor as your agent, he or she will have to choose between
acting as your agent or as your attending doctor because a doctor cannot do both at the same
time. Also, if you are a patient or resident of a hospital, nursing home or mental hygiene facility,
there are special restrictions about naming someone who works for that facility as your agent.
Ask staff at the facility to explain those restrictions.

Before appointing someone as your health care agent, discuss it with him or her to make sure
that he or she is willing to act as your agent. Tell the person you choose that he or she will be
your health care agent. Discuss your health care wishes and this form with your agent. Be sure
to give him or her a signed copy. Your agent cannot be sued for health care decisions made in
good faith.

If you have named your spouse as your health care agent and you later become divorced or
legally separated, your former spouse can no longer be your agent by law, unless you state
otherwise. If you would like your former spouse to remain your agent, you may note this on
your current form and date it or complete a new form naming your former spouse.

Even though you have signed this form, you have the right to make health care decisions for
yourself as long as you are able to do so, and treatment cannot be given to you or stopped if
you object, nor will your agent have any power to object.

You may cancel the authority given to your agent by telling him or her or your health care
provider orally or in writing.

Appointing a health care agent is voluntary. No one can require you to appoint one.

You may express your wishes or instructions regarding organ, eye and/or tissue donation on
this form.



Frequently Asked Questions

Why should | choose a health care agent?
If you become unable, even temporarily, to make health care decisions, someone else must decide
for you. Health care providers often look to family members for guidance. Family members may
express what they think your wishes are related to a particular treatment. Appointing an agent lets
you control your medical treatment by:
- allowing your agent to make health care decisions on your behalf as you would want
them decided;
« choosing one person to make health care decisions because you think that person would
make the best decisions;
« choosing one person to avoid conflict or confusion among family members and/or
significant others.

You may also appoint an alternate agent to take over if your first choice cannot make decisions
for you.

Who can be a health care agent?
Anyone 18 years of age or older can be a health care agent. The person you are appointing as
your agent or your alternate agent cannot sign as a witness on your Health Care Proxy form.

How do | appoint a health care agent?

All competent adults, 18 years of age or older, can appoint a health care agent by signing a form
called a Health Care Proxy. You don’t need a lawyer or a notary, just two adult withesses. Your agent
cannot sign as a witness. You can use the form printed here, but you don’t have to use this form.

When would my health care agent begin to make health care decisions for me?

Your health care agent would begin to make health care decisions after your doctor decides that
you are not able to make your own health care decisions. As long as you are able to make health
care decisions for yourself, you will have the right to do so.

What decisions can my health care agent make?

Unless you limit your health care agent’s authority, your agent will be able to make any health care
decision that you could have made if you were able to decide for yourself. Your agent can agree
that you should receive treatment, choose among different treatments and decide that treatments
should not be provided, in accordance with your wishes and interests. However, your agent can
only make decisions about artificial nutrition and hydration (nourishment and water provided by
feeding tube or intravenous line) if he or she knows your wishes from what you have said or what
you have written. The Health Care Proxy form does not give your agent the power to make non-
health care decisions for you, such as financial decisions.

Why do | need to appoint a health care agent if I’'m young and healthy?

Appointing a health care agent is a good idea even though you are not elderly or terminally ill. A
health care agent can act on your behalf if you become even temporarily unable to make your own
health care decisions (such as might occur if you are under general anesthesia or have become
comatose because of an accident). When you again become able to make your own health care
decisions, your health care agent will no longer be authorized to act.

How will my health care agent make decisions?
Your agent must follow your wishes, as well as your moral and religious beliefs. You may write
instructions on your Health Care Proxy form or simply discuss them with your agent.



Frequently Asked Questions, continued

How will my health care agent know my wishes?
Having an open and frank discussion about your wishes with your health care agent will put him or
her in a better position to serve your interests. If your agent does not know your wishes or beliefs,
your agent is legally required to act in your best interest. Because this is a major responsibility
for the person you appoint as your health care agent, you should have a discussion with the
person about what types of treatments you would or would not want under different types of
circumstances, such as:
« whether you would want life support initiated/continued/removed if you are in a
permanent coma;
- whether you would want treatments initiated/continued/removed if you have a terminal iliness;
- whether you would want artificial nutrition and hydration initiated/withheld or continued or
withdrawn and under what types of circumstances.

Can my health care agent overrule my wishes or prior treatment instructions?

No. Your agent is obligated to make decisions based on your wishes. If you clearly expressed
particular wishes, or gave particular treatment instructions, your agent has a duty to follow those
wishes or instructions unless he or she has a good faith basis for believing that your wishes
changed or do not apply to the circumstances.

Who will pay attention to my agent?

All hospitals, nursing homes, doctors and other health care providers are legally required to
provide your health care agent with the same information that would be provided to you and to
honor the decisions by your agent as if they were made by you. If a hospital or nursing home
objects to some treatment options (such as removing certain treatment) they must tell you or your
agent BEFORE or upon admission, if reasonably possible.

What if my health care agent is not available when decisions must be made?

You may appoint an alternate agent to decide for you if your health care agent is unavailable,
unable or unwilling to act when decisions must be made. Otherwise, health care providers will
make health care decisions for you that follow instructions you gave while you were still able to do
so. Any instructions that you write on your Health Care Proxy form will guide health care providers
under these circumstances.

What if | change my mind?

It is easy to cancel your Health Care Proxy, to change the person you have chosen as your health
care agent or to change any instructions or limitations you have included on the form. Simply fill
out a new form. In addition, you may indicate that your Health Care Proxy expires on a specified
date or if certain events occur. Otherwise, the Health Care Proxy will be valid indefinitely. If you
choose your spouse as your health care agent or as your alternate, and you get divorced or legally
separated, the appointment is automatically cancelled. However, if you would like your former
spouse to remain your agent, you may note this on your current form and date it or complete a
new form naming your former spouse.

Can my health care agent be legally liable for decisions made on my behalf?

No. Your health care agent will not be liable for health care decisions made in good faith on your
behalf. Also, he or she cannot be held liable for costs of your care, just because he or she is
your agent.



Frequently Asked Questions, continued

Is a Health Care Proxy the same as a living will?

No. A living will is a document that provides specific instructions about health care decisions. You
may put such instructions on your Health Care Proxy form. The Health Care Proxy allows you to
choose someone you trust to make health care decisions on your behalf. Unlike a living will, a
Health Care Proxy does not require that you decide in advance decisions that may arise. Instead,
your health care agent can interpret your wishes as medical circumstances change and can make
decisions you could not have known would have to be made.

Where should | keep my Health Care Proxy form after it is signed?

Give a copy to your agent, your doctor, your attorney and any other family members or close
friends you want. Keep a copy in your wallet or purse or with other important papers, but notin a
location where no one can access it, like a safe deposit box. Bring a copy if you are admitted to
the hospital, even for minor surgery, or if you undergo outpatient surgery.

May | use the Health Care Proxy form to express my wishes about organ, eye and/or

tissue donation?

Yes. Use the optional organ, eye and/or tissue donation section on the Health Care Proxy form
and be sure to have the section witnessed by two people. You may specify that your organs, eyes
and/or tissues be used for transplantation, research or educational purposes. Any limitation(s)
associated with your wishes should be noted in this section of the proxy. Failure to include your
wishes and instructions on your Health Care Proxy form will not be taken to mean that you do
not want to be an organ, eye and/or tissue donor.

Can my health care agent make decisions for me about organ, eye and/or tissue donation?
Yes. As of August 26, 2009, your health care agent is authorized to make decisions after your
death, but only those regarding organ, eye and/or tissue donation. Your health care agent must
make such decisions as noted on your Health Care Proxy form.

Who can consent to a donation if | choose not to state my wishes at this time?

It is important to note your wishes about organ, eye and/or tissue donation to your health care
agent, or “health care proxy,” family members, and the person responsible for disposition of your
remains. If you have not already made your wishes to become, or not to become, an organ and/
or tissue donor known, New York Law provides a list of individuals who are authorized to consent
to organ, eye and/or tissue donation on your behalf. They are listed as follows, in order of priority:
your health care agent/proxy; your spouse, if you are not legally separated, or your domestic
partner; a son or daughter 18 years of age or older; either of your parents; a brother or sister 18
years of age or older; an adult grandchild; a grandparent; a guardian appointed for you by a court
prior to your death; or any other person authorized to dispose of your body.



HEALTH CARE PROXY FORM INSTRUCTIONS

Item (1)

Write the name, home address and telephone
number of the person you are selecting as
your agent.

Item (2)

If you want to appoint an alternate agent,
write the name, home address and telephone
number of the person you are selecting as
your alternate agent.

Item (3)

Your Health Care Proxy will remain valid
indefinitely unless you set an expiration date
or condition for its expiration. This section is
optional and should be filled in only if you want
your Health Care Proxy to expire.

Item (4)

If you have special instructions for your agent,
write them here. Also, if you wish to limit your
agent’s authority in any way, you may say so
here or discuss them with your health care
agent. If you do not state any limitations, your
agent will be allowed to make all health care
decisions that you could have made, including
the decision to consent to or refuse life-
sustaining treatment.

If you want to give your agent broad authority,
you may do so right on the form. Simply write: |
have discussed my wishes with my health care
agent and alternate and they know my wishes
including those about artificial nutrition and
hydration.

If you wish to make more specific instructions,
you could say:

If I become terminally ill, | do/don’t want to
receive the following types of treatments....

If am in a coma or have little conscious
understanding, with no hope of recovery,
then | do/don’t want the following types of

If I have brain damage or a brain disease
that makes me unable to recognize people
or speak and there is no hope that my
condition will improve, | do/don’t want the

| have discussed with my agent my wishes
about and | want my agent
to make all decisions about these measures.

Examples of medical treatments about which
you may wish to give your agent special
instructions are listed below. This is not a
complete list:

. artificial respiration

- artificial nutrition and hydration (nourish-

ment and water provided by feeding tube)

« cardiopulmonary resuscitation (CPR)

« antipsychotic medication

« electric shock therapy

- antibiotics

+ surgical procedures

 dialysis

. transplantation

+ blood transfusions

« abortion

. sterilization

Item (5)

You must date and sign this Health Care
Proxy form. If you are unable to sign yourself,
you may direct someone else to sign in your
presence. Be sure to include your address.

Item (6)

You may state wishes or instructions about
organ, eye and /or tissue donation on this
form. New York law does provide for certain
individuals in order of priority to consent to

an organ, eye and/or tissue donation on your
behalf: your designated health care agent/
proxy; your designated agent to control the
disposition of your remains; your spouse, if you
are not legally separated, or your domestic
partner; a son or daughter 18 years of age or
older; either of your parents; a brother or sister
18 years of age or older; an adult grandchild,;

a grandparent; a guardian appointed by a
court prior to your death; or any other person
authorized to dispose of your body.

Item (7)

Two witnesses 18 years of age or older must
sign this Health Care Proxy form. The person
who is appointed your agent or alternate agent
cannot sign as a witness.



HEALTH CARE PROXY

m
hereby appoint

(name, home address and telephone number)

as my health care agent to make any and all health care decisions for me, except to the
extent that | state otherwise. This proxy shall take effect only when and if | become unable to
make my own health care decisions.

(2) Optional: Alternate Agent

If the person | appoint is unable, unwilling or unavailable to act as my health care agent,
| hereby appoint
(name, home address and telephone number)

as my health care agent to make any and all health care decisions for me, except to the extent
that | state otherwise.

(3) Unless | revoke it or state an expiration date or circumstances under which it will expire, this
proxy shall remain in effect indefinitely. (Optional: If you want this proxy to expire, state the
date or conditions here.) This proxy shall expire (specify date or conditions):

(4) Optional: | direct my health care agent to make health care decisions according to my wishes
and limitations, as he or she knows or as stated below. (If you want to limit your agent’s
authority to make health care decisions for you or to give specific instructions, you may state
your wishes or limitations here.) | direct my health care agent to make health care decisions
in accordance with the following limitations and/or instructions (attach additional pages
as necessary):

In order for your agent to make health care decisions for you about artificial nutrition and
hydration (nourishment and water provided by feeding tube and intravenous line), your agent
must reasonably know your wishes. You can either tell your agent what your wishes are or
include them in this section. See instructions for sample language that you could use if you
choose to include your wishes on this form, including your wishes about artificial nutrition
and hydration.



(5) Your Identification (p/ease print)

Your Name

Your Signature Date

Your Address

(6) Optional: Organ, Eye and/or Tissue Donation

(7)

| hereby make an anatomical gift, to be effective upon my death, of:
(check any that apply)

[1 Any needed organs, eyes and/or tissues

[] The following organs, eyes and/or tissues

[] Limitations

If you do not state your wishes or instructions about organ, eye and/or tissue donation on this
form, it will not be taken to mean that you do not wish to make a donation or prevent a person,
who is otherwise authorized by law, to consent to a donation on your behalf.

Your Signature Date

Statement by Witnesses (Witnesses must be 18 years of age or older and cannot be the
health care agent or alternate.)

| declare that the person who signed this document is personally known to me and appears to
be of sound mind and acting of his or her own free will. He or she signed (or asked another to
sign for him or her) this document in my presence.

Witness 1
Date

Name (print)

Signature

Address

Withess 2
Date

Name (print)

Signature

Address

Yon | Department
$TATE | of Health

1430 8/22



Nonhospital Order Not to Resuscitate
NEW YORK STATE DEPARTMENT OF HEALTH (DNR Order)

Person’s Name:

Date of Birth:

Do not resuscitate the person named above.

*Physician/Nurse Practitioner/
Physician Assistant Signature:

Print Name:

License Number:

Date:

It is the responsibility of the physician/nurse practitioner/physician assistant to determine, at least every 90 days, whether this order
continues to be appropriate, and to indicate this by a note in the person’s medical chart. The issuance of a new form is NOT required,
and under the law this order should be considered valid unless it is known that it has been revoked. This order remains valid and
must be followed, even if it has not been reviewed within the 90-day period.

*Forindividuals with an Intellectual or Developmental Disability (I/DD), the non-hospital DNR must be signed by a physician.

For individuals with an I/DD who do not have capacity and do not have a health care proxy, the physician must ensure compliance
with SCPA Section 1750-b.

DOH-3474 (8/20)



New York State Department of Health Medical Orders for Life-Sustaining Treatment (MOLST)

This is a medical order form for life-sustaining treatment. A health care professional must complete the MOLST form based on the patient’s current medical
condition, values, and wishes. If the patient is unable to make medical decisions, the orders should reflect patient wishes, as best understood by the health
care agent or surrogate. The health care practitioner issuing the medical orders must sign the MOLST form. All health care professionals must follow these
medical orders as the patient moves from one location to another, unless a health care practitioner examines the patient, reviews the orders, and voids this
form. General Instructions for completing the MOLST are found on page 4 of this document.

MOLST is generally for patients with serious health conditions. The patient or other decision-maker should work with the physician, nurse
practitioner, or physician assistant who will issue the orders and consider asking them to fill out a MOLST form if the patient:

« Wants to avoid or receive any or all life-sustaining treatment.
* Resides in a long-term care facility or requires long-term care services.
 Might die within the next year.

If the patient has an intellectual or developmental disability (/DD) and lacks the capacity to decide, a physician (not a nurse practitioner or
physician assistant) must issue the orders. The physician must follow special procedures and attach the completed Office for People with
Developmental Disabilities (OPWDD) legal requirements checklist before signing the MOLST. An asterisk (*) on this form means:

*If this decision relates to an adult or minor patient with an intellectual or developmental disability (I/DD), refer to the instructions on page 4
before proceeding.

Do-Not-Resuscitate (DNR) and Do-Not-Intubate (DNI) Medical Orders

NI Patient Information

LAST NAME/FIRST NAME/MIDDLE INITIAL

ADDRESS/CITY/STATE/ZIP

PREFERRED PHONE NUMBER DATE OF BIRTH (MM/DD/YYYY) eMOLST NUMBER, if applicable. This is not an eMOLST form.
CHECK ALL ADVANCE DIRECTIVES KNOWN TO BE COMPLETED:

[(Health Care Proxy [dLiving Will  CIOrgan Donation ~ [I1Documentation of an Oral Advance Directive
Resuscitation Orders When the Patient Has No Pulse and/or Is Not Breathing

CHECK ONE:

O CPR ORDER: ATTEMPT CARDIOPULMONARY RESUSCITATION

[0 DNR ORDER: DO NOT ATTEMPT RESUSCITATION (ALLOW NATURAL DEATH)

Intubation Orders for Life-Sustaining Treatment When the Patient Has a Pulse and is Breathing
RESPIRATORY SUPPORT: NON-INVASIVE VENTILATION and/or INTUBATION AND MECHANICAL VENTILATION
CHECK ONE:

[ Intubation and long-term mechanical ventilation, may include tracheostomy

1 A trial period of intubation and/or mechanical ventilation*

(1 Do Not Intubate (DNI); Use of non-invasive ventilation only

(] Do Not Intubate (DNI) and Do Not Use non-invasive ventilation or mechanical ventilation

ITT] Consent for Sections B and C

Signature of Individual Making Decisions Printed Name of Individual Making Decisions
L1 For verbal consent only, leave signature line blank Date/Time of Consent:
1 Written consent, sign above

Who is the individual making decisions:

O Patient [ Health Care Agent [0 FHCDA Surrogate for adult I FHCDA Surrogate for minor [ §1750-b Surrogate for adult or minor with I/DD
Printed Name of First Witness* Printed Name of Second Witness

T APhysician, Nurse Practitioner, or Physician Assistant Signature for Sections B and C

If consent in section D was provided by a §1750-b Surrogate for an individual with an intellectual or developmental disability (I/DD), only a physician may
sign this section, and only after the OPWDD MOLST Legal Requirements Checklist for Individuals with I/DD has been completed and attached.

Signature Print Name

License Number Date/Time

*If this decision relates to an adult or minor patient with an intellectual or developmental disability (I/DD), refer to the instructions on page 4 before
proceeding.
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Patient Name

Other Medical Orders for Life-Sustaining Treatment

T Additional Orders for Life-Sustaining Treatment

TREATMENT GUIDELINES (CHECK ONE)

O No limitation on medical interventions

O Limited medical interventions, only as described below

[J Comfort measures only. Provide medical care and treatment with the goal of relieving pain and other symptoms

FUTURE HOSPITALIZATION/TRANSFER (CHECK ONE)
[0 Send to the hospital, when medically necessary
O Do not send to the hospital unless pain or severe symptoms cannot be otherwise controlled

ARTIFICIALLY ADMINISTERED NUTRITION AND HYDRATION

FEEDING TUBE (CHECK ONE) IV FLUIDS (CHECK ONE)

O Long-term feeding tube O IV fluids

[ Determine use or limitation if need arises* [ Determine use or limitation as need arises*
O No feeding tube [ No IV fluids

ANTIBIOTICS (CHECK ONE)
[ Use antibiotics to treat infections

] Determine use or limitation of antibiotics when infection occurs*
[ Do not use antibiotics

DIALYSIS (CHECK ONE)
O Use dialysis to treat renal failure

. e . *
[ Determine use or limitation if renal failure occur
[ Do not use dialysis

OTHER MEDICAL ORDERS AND INSTRUCTIONS (only as discussed with the physician, NP, or PA, may include instructions and goals for trials.” If
nothing else is discussed, write NONE.)

ST Consent for Section F

Signature of Individual Making Decisions Printed Name of Individual Making Decisions
] For verbal consent only, leave signature line blank Date/Time of Consent;
1 Written consent, sign above

Who is the individual making decisions:
O Patient 1 Health Care Agent ™0 FHCDA Surrogate for adult [0 FHCDA Surrogate for minor [ §1750-b Surrogate for adult or minor with /DD

Printed Name of First Witness* Printed Name of Second Witness

TR Physician, Nurse Practitioner, or Physician Assistant Signature for Section F
If consent in section G was provided by a §1750-b Surrogate for an individual with an intellectual or developmental disability, only a physician may sign this
section, and only after the OPWDD MOLST Legal Requirements Checklist for Individuals with I/DD has been completed and attached.

Signature Print Name

License Number Date/Time

*If this decision relates to an adult or minor patient with an intellectual or developmental disability (/DD), refer to the instructions on page 4
before proceeding.
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Patient Name

ST Review and Renewal

A physician, nurse practitioner, or physician assistant* must review this MOLST for appropriateness based on the patient's medical condition at least every
90 days. The MOLST must also be reviewed if the patient moves from one location to another to receive care, or if the patient has a major change in health
status (for better or worse), or if the patient or other decision-maker named in Section D changes their mind. Upon each review, the physician, nurse
practitioner, or physician assistant* should indicate whether there is no change, or whether the form is voided. The attending practitioner must void the form
if the patient or other decision-maker named in Section D withdraws their consent to a decision in the MOLST or if the patient objects to the decision.

Even if the MOLST is not reviewed and renewed within 90 days, the last completed MOLST remains valid and must be followed.

If the patient had capacity when the patient consented to a decision to withhold or withdraw life-sustaining treatment, a health care agent or surrogate cannot
change the decision the patient has already made. If a health care agent or surrogate consented to this MOLST, a health care agent or surrogate can continue
to make decisions to withhold or withdraw life-sustaining treatment based on the patient’s current health status.

Date/Time Reviewer’s Printed Name and Location of Review Outcome of Review
Signature

O No change

[ Form voided; new form completed
O Form voided, no new form

O No change

[ Form voided; new form completed
O Form voided, no new form

O No change

[ Form voided; new form completed
O Form voided, no new form

O No change

[ Form voided; new form completed
0 Form voided, no new form

O No change

[ Form voided; new form completed
0 Form voided, no new form

O No change

[ Form voided; new form completed
O Form voided, no new form

O No change

[ Form voided; new form completed
0 Form voided, no new form

O No change

[ Form voided; new form completed
0 Form voided, no new form

O No change

[0 Form voided; new form completed
0 Form voided, no new form

O No change

[0 Form voided; new form completed
0 Form voided, no new form

O No change

[0 Form voided; new form completed
0 Form voided, no new form

*If this decision relates to an adult or minor patient with an intellectual or developmental disability (/DD), refer to the instructions on page 4
before proceeding.
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General Instructions for Completing the MOLST

In addition to the MOLST form, the New York State Department of Health and OPWDD have developed legal requirements checklists and instructions to
assist in the proper completion of the MOLST. The checklists are intended to assist providers in satisfying the ethical and legal requirements associated with
decisions concerning life-sustaining treatment for all patients. The laws governing the decision-making process for adult and minor patients who are
determined to lack capacity to make MOLST decisions are the Health Care Proxy Law, Public Health Law (PHL) 29-C; Family Health Care Decisions Act
(FHCDA), PHL Articles 29-CC & CCC; and Surrogate’s Court Procedure Act (SCPA) Section 1750-b. Use of the DOH checklists are recommended (but not
required) to facilitate proper compliance with the legal requirements under NYS Law for patients of any age. Completion of the OPWDD Checklist is required
prior to completion of the MOLST for any adult or minor with an intellectual or developmental disability who lacks capacity to make medical decisions and
does not have a health care proxy. All witnesses must personally observe the provision of consent, whether provided verbally or in writing.

The DOH instructions and legal requirements checklists for adult patients can be found at:
www.health.ny.gov/professionals/patients/patient_rights/molst/.

Adult Patients
For adult patients, there are five different DOH checklists. The correct checklist should be chosen based on the patient’s decision-making capacity and the
setting.
o DOH Checklist #1 Adult patients with medical decision-making capacity in any setting
o  DOH Checklist #2 Adult patients without medical decision-making capacity who have a health care proxy - any setting
o  DOH Checklist #3 Adult hospital, hospice or nursing home patients without medical decision-making capacity who do not have a health care
proxy, decision-maker is FHCDA surrogate
o DOH Checklist #4 Adult hospital, hospice or nursing home patients without medical decision-making capacity who do not have a health care
proxy for whom no FHCDA surrogate from the list is available
o  DOH Checklist #5 Adult patients in the community without medical decision-making capacity who do not have a health care proxy

Minor Patients Using a FHCDA Surrogate
o  DOH Checklist #6 for Minor Patients — Minor patients for whom decisions are being made under the FHCDA

* Instructions if the Medical Orders are for an Adult or Minor Patient with an Intellectual or Developmental Disability (I/DD)

The OPWDD MOLST Legal Requirements Checklist is REQUIRED for a patient of any age with an 1/DD who lacks capacity and does not have a health
care proxy, regardless of their residential setting. For a patient with an 1/DD, the completed OPWDD MOLST Legal Requirements checklist must remain
attached to the paper/printed MOLST form for it to be valid.

The law governing the decision-making process differs for adults and minors with I/DD. Surrogate’s Court Procedure Act Section (SCPA) Section 1750-b
must be followed when making a decision for an adult or minor with I/DD who is determined to lack capacity and who does not have a health care proxy.

e  Sections E and H of this form may only be signed by a physician, not a nurse practitioner or physician assistant.

e Insections D and G of this form, one witness must be the individual’s treating physician.

e  Review(s) in Section | of this form may only be conducted by a physician, not a nurse practitioner or physician assistant.

o  Completion of the OPWDD MOLST Legal Requirements Checklist for Individuals with I/DD, including notification of certain parties and resolution
of any objections, is mandatory prior to completion of a MOLST.

e  Both the OPWDD MOLST Legal Requirements Checklist for Individuals with I/DD and SCPA 1750-b process apply to adult and minor patients
with I/DD, regardless of their age or residential setting.

o Decisions to withhold or withdraw life sustaining treatment (LST) for an adult or minor individual with I/DD must be specifically listed and
described in step 2 of the OPWDD MOLST Legal Requirements Checklist for Individuals with /DD and only after the surrogate has had a
discussion with the individual's treating physician regarding their medical condition, possible treatment options and goals for care. SCPA 1750-b
also requires that two physicians determine that the patient’'s condition meets specific medical criteria at the time the request to withhold or
withdraw treatment is being made, including that the provision of the life sustaining treatment would impose an extraordinary burden on the
individual. These requirements are included in step 4 of the OPWDD MOLST Legal Requirements Checklist for Individuals with I/DD. The patient’s
medical condition for the purposes of a request to withhold or withdraw LST must never include consideration of their intellectual or
developmental disability.

o Trials for an adult or minor patient with I/DD: Whether or not a new checklist is required following an unsuccessful trial of LST depends on the
parameters of the trial, as specified in step 2 of the OPWDD MOLST Legal Requirements Checklist for Individuals with I/DD. If a trial period is
open ended, and the authorized surrogate subsequently decides to request withdrawal of the LST, a new checklist is required.

o Ifthe patient resides in or was transferred from an OPWDD facility, additional witnessing requirements exist for the execution of a health care
proxy.

The complete instructions and legal requirements checklist for adult and minor patients with intellectual or developmental disabilities can be found at:
www.opwdd.ny.gov/providers/health-care-decisions
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PLEASE NOTE: THIS IS ONLY AN EXAMPLE OF A LIVING WILL. THERE IS NO
OFFICIAL NEW YORK STATE FORM FOR A LIVING WILL. YOU MAY USE THIS
FORM OR CHANGE IT IN ANY WAY TO EXPRESS YOUR HEALTH CARE WISHES.

ADVANCE DIRECTIVE GUIDELINES (LIVING WILL)

I, have prepared these guidelines for use by my health care agent (referred
to herein as “my agent”), in the event that it becomes necessary to clarify my wishes, or if any
physician, nurse or representative of any hospital or health care institution is reluctant to accept
the decisions made by my agent.

I wish the treatment decisions described in these guidelines to be implemented if my physician
and an independent consultant agree that my clinical status fits any one of the five conditions
described below or any other condition that seems comparable. (If there is disagreement among
the physicians, my agent is instructed to consider further consultation but, ultimately, to resolve
any disagreement by using his or her best judgment as to what [ would want for myself.)

I wish these guidelines to be implemented if I am in a condition comparable to any of the
following:

(a) I am unconscious or in a coma or persistent vegetative state with no
reasonable expectation that I will regain consciousness; or

(b) I am in a so-called “minimally conscious state” or have brain damage or a
brain disorder that is very unlikely to be reversible and that prevents my
being able to recognize family members, communicate understandably and
care for myself, even though I am conscious and might be able to survive for
an extended time in such condition; or

(c) It is likely that I will never again be able to live without mechanical
ventilation and/or feeding tubes (artificial nutrition and hydration); or

(d) I am suffering from an incurable and progressive disease and/or a terminal
illness that interferes with my ability to engage in thoughtful treatment
decision-making and/or causes me great physical or emotional/spiritual
suffering; or

(e) Despite being conscious, I am in an advanced stage of dementia and, for this or
any other reason, I am unable to communicate clearly, or to recognize my
family and other people, or unable to care for myself or unable to swallow
food and water safely.

Signature Date pgl




PLEASE NOTE: THIS IS ONLY AN EXAMPLE OF A LIVING WILL. THERE IS NO
OFFICIAL NEW YORK STATE FORM FOR A LIVING WILL. YOU MAY USE THIS
FORM OR CHANGE IT IN ANY WAY TO EXPRESS YOUR HEALTH CARE WISHES.

If my agent concludes, after reasonable medical consultation, that I am suffering from any of the
foregoing conditions, I want a DNR order written and I wish all medication, all treatment, all
feeding by hand and all artificial nutrition and hydration that might prolong my life to be withheld
or, if already begun, to be withdrawn. Other examples of procedures I do not want are: antibiotics,
blood transfusions, kidney dialysis and invasive diagnostic procedures; I do not want surgery,

unless it is absolutely necessary to control pain. Any previously implanted cardiac devices are to be
deactivated. The foregoing list is not exhaustive; it is my wish to have no procedure that would
prolong my life under any of the conditions described above.

However, I do want to receive simple hygiene and measures to assure comfort, to relieve pain
and allay anxiety. I would like my lips and inner surface of my mouth to be kept moistened to
minimize discomfort. I would like medication for pain and/or anxiety to be administered to me in
sufficient dosage and with sufficient frequency to assure effective palliation and symptom relief,
even though such medication might shorten my life. I particularly want sedation sufficiently
strong to relieve any respiratory distress that I may be suffering.

Under the conditions described above, life will have no value for me and I would want to die
peacefully and quickly, avoiding a drawn-out death that would involve unnecessary suffering for
me and/or for those whom I love.

I have tried to describe above the kinds of circumstances under which I would like life-sustaining
treatment to be withdrawn or withheld. However, I cannot anticipate and describe every
possibility, and I want my agent to be guided at all times by the principle of compassion and to
demand withholding or withdrawal of life sustaining measures if my condition is comparable to
the circumstances described above.

It is my wish to die at home, rather than in a hospital or other institution, provided that this does
not impose an unreasonable burden on my family. If I am in a hospital, nursing home or other
health care facility when my condition is judged to be as outlined above, I wish “Do Not
Resuscitate” and “Do Not Intubate” and “Do not hand feed” orders to be written and I would
like my agent to ascertain whether that facility will honor my wishes as set forth in these
guidelines. If not, I would like to be removed from such facility and placed under hospice care
in my own home or in some other setting where capable staff will provide compassionate end-of-
life care in accordance with these guidelines.

It is my intention that my agent’s instructions be honored by everyone, including my family, my
physicians and all others concerned with my care. I expect all such persons to be legally and
morally bound to act in accord with my wishes, as set forth on my behalf by my agent.

Signature Date pg. 2




PLEASE NOTE: THIS IS ONLY AN EXAMPLE OF A LIVING WILL. THERE IS NO
OFFICIAL NEW YORK STATE FORM FOR A LIVING WILL. YOU MAY USE THIS
FORM OR CHANGE IT IN ANY WAY TO EXPRESS YOUR HEALTH CARE WISHES.

If any hospital or other institution or any physician, nurse or other health care personnel refuse to
obey my wishes as set forth herein, I hereby direct my agent to commence suit against such
institution and personnel for all hospital costs, drugs, medical expenses and all other damages
flowing from such refusal, and I further direct my agent not to pay bills for subsequent services
from any such health care provider.

Under the circumstances outlined in the preceding paragraph, I also direct that I be transferred in
a timely manner from such institution to an appropriate health care institution that will agree to
honor this advance directive.

I recommend, in the case of refusal by any health care institution or any physician, nurse or other
health care personnel to obey my wishes as expressed here, that my agent consider one or more
of the following actions: (a) the threat of adverse publicity in the public media; (b) malpractice
suit, because of failure to obtain informed consent for intrusive or invasive procedures; or (c) a
suit for assault and battery. Consult my attorney, (tel ;
cell: )

The question may arise as to whether I may have had a change of mind. It is my direction that,
absent a written revocation of this document, it must be presumed that I have not had a change of
mind, no matter how much time may have elapsed between the execution of this document and
its enforcement.

Upon my death, if any of my organs or tissues are sound and would be of value as transplants for
other people or useful for research, I freely give my permission for such donation.

I have subscribed to this declaration in the presence of witnesses and, in a separate document, I
have designated my health care agent, to whom I have communicated the decisions set forth
above and upon whom I have conferred the authority to communicate these decisions to all
concerned.

Unless I revoke it, this set of guidelines to my agent shall remain in effect indefinitely.

Signature Date pg 3.




PLEASE NOTE: THIS IS ONLY AN EXAMPLE OF A LIVING WILL. THERE IS NO
OFFICIAL NEW YORK STATE FORM FOR A LIVING WILL. YOU MAY USE THIS
FORM OR CHANGE IT IN ANY WAY TO EXPRESS YOUR HEALTH CARE WISHES.

We, whose names are hereto subscribed, declare that the person who signed all 3 pages of this
document is personally known to us, appears to be of sound mind and acting of his or her own free
will, and signed this document in our presence.

Witness 1:

Signature Date

Print name

Address

Witness 2:

Signature Date

Address




End of Life
Choices
New York

Choosing Your End of Life Health Care Treatments

If you are terminally ill, you may eventually be unable to communicate your health care wishes to your doctor. Some people
want everything done to keep them alive for as long as possible; many people do not.

If you are conscious and mentally competent, you will be able to tell the doctor what treatments you do or do not want.
However, if you do not have the ability to make your own health care decisions, someone else will be making those decisions for
you. If you have not yet done so, it is important to fill out a health care proxy form, specifying the person who will make those
decisions. You should also discuss your goals of care and treatment choices with that person, your loved ones and your doctors.

This form can be used to help your health care agent know what health care choices he or she should make for you. It will be a
great relief to your loved ones to know your wishes, rather than having to guess what you would want. It will also give you peace
of mind to know you have done everything possible to state your preferences. In addition to giving this form and your health
care proxy form to your heath care agent, you should also give copies to your doctors, family members, and close friends.

Various treatments are listed below that could be used to extend your life. Indicate which of these treatments you would or
would not want if you lose the ability to communicate, are expected to die within six months or less, and have very little chance
of recovery. (“Trial period” means doctors may try the treatment for up to two weeks to see whether it reverses your condition.
If it does not, you want it discontinued.)

Mechanical ventilation (a machine that helps you breathe if you can not breathe on your own)
Yes No Trial period

Cardio Pulmonary Resuscitation (using rescue breathing and chest compressions to provide oxygen and keep blood flowing)
Yes No Trial period

Defibrillation (administering an electrical shock to your heart to restore it’s normal rhythm)
Yes No Trial period

Artificial nutrition and hydration provided by a feeding tube inserted in the stomach (if you are unable to eat and drink)
Yes No Trial period

Artificial nutrition and hydration delivered intravenously (if you are unable to eat and drink)
Yes No Trial period

Hand feeding (if you are able to eat and drink but unable to feed yourself)
Yes No Trial period

Blood transfusions (to replace lost components of your blood)
Yes No Trial period

Antibiotics (to treat infections)
Yes No Trial period

Surgical procedures (other than as needed for comfort)
Yes No Trial period

Dialysis (a machine that filters your blood if your kidneys are not working properly)
Yes No Trial period

Which is your top priority? (Circle one)
Living as long as possible
Staying free from pain and discomfort, even if it means being kept comfortable might hasten my death

Name

Signature

Date




End of Life
Choices
New York

ABOUT THE ADVANCE DIRECTIVE FOR
RECEIVING ORAL FOOD AND FLUIDS IN DEMENTIA

Introduction

There are two purposes to completing an Advance Directive for Receiving
Oral Food and Fluids In Dementia. The first is to document your wishes about when
to stop efforts to provide assisted oral feeding because of an advanced dementia.
The second is to ensure that your appointed health care agent is empowered to
honor and implement those choices if you suffer from advanced dementia.

The accompanying Directive (beginning on page 4) provides two alternatives
concerning assisted oral feedings:

A. The Directive permits you to direct, in a particular clinical situation, that
ALL assisted feeding of food and fluid be stopped.

B. The Directive also permits you to direct, in that same clinical situation,
that comfort-focused feeding be provided.

You may sign the Directive with the directions in A or B, not both.

A person who is diagnosed with Alzheimer’s or another incurable dementing
disease may wish to have control over the circumstances and timing of his or her
death. While Alzheimer’s is considered a terminal disease, because the duration of
the disease can be long, the terminal stage of the disease may not occur for many
years, and long after decision-making capacity and the ability to self-feed are lost.
The average time from diagnosis to death is 7 years, but many individuals live
considerably longer. So long as those with advanced dementia receive good
physical care and are assisted with eating and drinking, it can be difficult to predict
when death will finally occur.

In the final, ‘terminal’ stage of all dementias, a person may become unable
to swallow what is placed in his or her mouth, and lose the ability to ambulate,
speak, recognize loved ones, and control bowel or bladder functioning. Individuals
with Alzheimer’s disease who contact End of Life Choices New York want to know
how they can avoid the final stages of this disease. It is for those individuals, and
others who fear being diagnosed with dementia in the future, that the Directive
about assisted oral feeding has been created.

Appointing Your Health Care Agent

If you are age 18 or older, we recommend that you complete a health care
proxy form appointing someone (and an alternate) as your health care agent who
will be the advocate for your wishes. The agent will be authorized to make all
health care treatment decisions for you if and when you lose your decision-making
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