


“It sounds paradoxical: by excluding death from our life
we cannot live a full life, and by admitting death into

our life we enlarge and enrich it.”

—  “An Interrupted Life: The Diaries of
Etty Hillesum 1941-43”

published by
Washington Square Press Publication
of Pocket Books.



Preparing for the unexpected

No one ever plans to be sick. Yet serious illness or injury can happen at any time. That’s
why talking with your doctors, family members and loved ones about your treatment
choices in case of a serious illness or injury is so important. This booklet will help you do
just that. Competent adults have the right to make decisions about their own medical care,
including the right to accept or refuse treatment. While this booklet does not have all the
answers for every person in every circumstance, it can be a helpful guide.

How can an Advance Directive help?

An Advance Directive tells your doctors and loved ones what your health care wishes

are even if you can’t speak for yourself. Your doctors and nurses do not need an Advance
Directive to treat you. However, it can be very helpful for them if they know ahead of
time what treatments you would or wouldn’t want. An Advance Directive also can be very
helpful to your family during a very difficult time.

Where can | get an Advance Directive form?

An Advance Directive form is included in this booklet on pages 8-11. You can copy it for
additional forms. Other places you might get forms: your legislator’s office, local hospital,
and some doctors’ offices.

Who should | name as my Patient Advocate?

One of the first things you should do is name a person who will be your “Patient Advocate.”
This should be the person who knows you and your wishes best. He/she will be the one to
make health care decisions if you aren’t able to speak for yourself. An Advance Directive
gives your Advocate the information needed to honor your wishes. Your Patient Advocate
needs to be at least 18 years of age. He/she may or may not be a family member, but is
someone you trust to honor your wishes no matter how difficult.

It is important to discuss your wishes with your Patient Advocate and to make sure they
will follow through with your wishes if the need arises. It is helpful to talk with your
Advocate about such topics as:
e the things in life that are most meaningful to you (such as, being able to participate
in certain activities or being able to have conversations with family/loved ones, etc. )
e whether or not you would want to continue aggressive treatments or choose comfort
care (See pages 4-5 for other considerations.)



e possible situations that might arise and what you would want in each case.
(Example: “If the doctors say that it is likely that I would not be able to regain
consciousness from a disease or injury I would want only comfort care and no
further aggressive treatments.”)

Your Patient Advocate cannot make decisions for you while you are able to make your own
decisions. Your Patient Advocate can only make healthcare decisions if you are unable to do

so. Tell your Patient Advocate:
e if you have talked with your doctor about your wishes and end-of-life care;
e if you have talked with your family members about your wishes;
e who else you want included in making decisions about your care.

If you want your Patient Advocate to be able to make treatment decisions on your behalf

even if that decision could result in your death, that possibility must be included in your
Advance Directive.

Ask Questions

Your doctor is in charge of your treatment, so it is important that you work together to

make decisions about your care. If you do not understand what your doctor is saying, feel
free to ask questions. Be open and honest with your doctor about your thoughts, feelings
and questions. There may come a time when you want to see another doctor for a second

opinion. This is your right. Feel free to talk with your doctor about this, so that you can

have all the information you need to make your decisions. Others who may help you with

your questions or concerns are nurses, social workers and chaplains. Feel free to ask for
their help.

Is the Designation of Patient Advocate legally binding?

Yes. Based on a State law passed in 1990, the “Designation of Patient Advocate”, is legally

binding in Michigan. It is sometimes referred to as the “Durable Power of Attorney for
Healthcare Decisions” and must be completed separately from other Durable Power of
Attorney documents that people sometimes use to address financial, property and other
issues. This “Designation of Patient Advocate” form does not require an attorney. It does
require the presence of at least two witnesses who:
® are not close relatives;
® are not providing your medical care;
® are at least 18 years of age; and
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can confirm your identity, that you are at least 18 years old, that you appear to be of

sound mind, and that you are signing the document of your own free will.



An approved Michigan form is included in this booklet. Once completed, we recommend

that you review, update or make changes to your Advance Directive at least once a year.

While this Designation of Patient Advocate may also serve as a guide in other states, it may

not be legally recognized there.

What if | change my mind about my wishes?

As your health status and care needs change, it is a good idea to review the decisions

you have made. This booklet includes many questions and ideas to help you think about
different situations. You may change your mind about any of your decisions, including your
choice of Patient Advocate. If you do change your mind, you need to do one or more of

the following:
e Complete a new document.

®  Write down and sign a statement that states your previous Advance Directive is no

longer valid.
e In the presence of two witnesses, announce your desire to cancel your Patient
Advocate document and notify your doctor that it has been revoked.

e Destroy your previous document, or have someone else destroy it in your presence.

Where should | keep my Advance Directive and Patient Advocate
forms?

It is highly recommended that you make several copies of each form to keep in many
places, such as:

e with your Patient Advocate,

e with your alternate Patient Advocate;

e readily available in your home where you and your family members can easily find it

to take with you in case of a hospital admission or an emergency;
e with each of your doctors; and

® in your car at all times (or have the name of the Patient Advocate and where they

may be reached).

Make sure that your family members know about your wishes and where your document is

kept. Keep the cutout wallet card in your purse or wallet (see inside back cover).



Important considerations when writing an Advance Directive

Following are some things you should consider when writing your Advance Directive:

* Pain Management and Comfort
Serious illness or injury often includes pain that can be frightening or disabling. Besides
being uncomfortable, it may cause anxiety or depression, and it can often take up
your energy to deal with the pain. You should never be afraid or embarrassed to ask
your caregivers for help managing pain or any other symptom or concern that is
causing you discomfort. You have a right to have your pain managed so that you are
comfortable.

* Artificial Nutrition/Hydration
Artificial (or medically supplied) nutrition and hydration is sometimes needed in
order to help a person recover from an illness. For some patients, artificial nutrition
can be a big help. However, there may be times when a person’s illness cannot be
cured and the artificial nutrition/hydration (example: tube feeding, IV, etc.) is keeping
them alive, even when the person chooses to allow a natural death. This type of
circumstance could be viewed by a patient as having no benefit, or even as being
a burden. While artificially supplied nutrition/hydration would normally be provided
to all patients who need it, including those in a persistent vegetative state (PVS), your
wishes about this type of circumstance will be honored if they are known. It also is
helpful to know that sometimes artificial nutrition/hydration cannot medically achieve
its purpose or may even cause harm. In these cases, it would not be provided.

* Organ or Tissue Donation
Thousands of people are waiting for a needed organ. You can decide to be an organ
donor or specify particular organs or tissues that you might wish to donate. In so
doing, you give the “gift of life” to someone else. These wishes should also be written
in your Advance Directive and conveyed to your Patient Advocate. Michigan law
requires that healthcare providers ask about organ donation at the time of impending
death. People may indicate these wishes on their driver’s license, but it is important
to include it in the Advance Directive, as well. Your doctor and family members should
be aware of these wishes. Making this decision now can relieve your family and
loved ones of the burden of having to make this difficult decision later.



Questions that may help you clarify your wishes:

Yes, No or Maybe Considerations

_ Would my ideas about illness, dying or death Have I made provisions for the:

change if my physical or mental health was

worse than it is now or very poor? care of persons whom I am responsible?
o Would I want life-sustaining measures if I ____ care of my pets?

was in a permanent coma, a persistent vegetative
state, or had an irreversible disease or terminal
illness such as Alzheimers, advanced cancer, etc?

payment of my bills/debts?

disposition of any goods, property or money;,

Have I completed any necessary legal documents charitable contributions that I would like
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(e.g. wills, deeds, trusts, bank documents, etc) distributed:
Levels of Importance Considerations Use this 1-4 scale to rank the questions below
I 2 3 4
Not At All Important Not Too Important Somewhat Important Very Important
Never Not Too Often Somewhat Often Very Often

What is the importance of faith or religious beliefs in my life? 1 2 3 4

How might these beliefs affect the choices I would make when facing death through terminal illness?

How much/little do I want people to assist me with the activities of daily living and personal care?
Examples:

brushing hair I 2 3 4 using lotions, massage,
dressing I 2 3 4 manicure, etc I 2 3 4
brushing teeth I 2 3 4 other I 2 3 4
shaving I 2 3 4 other I 2 3 4
bathing I 2 3 4 other I 2 3 4
If T were dying how important would each of the following be to me:
pain control 1 2 3 4 place I die (e.g. home, nursing home, home)
1 2 3 4
presence of family members donation of my organs
or loved ones 1 2 3 4 or body parts 1 2 3 4

Thoughts About All Considerations
What is my health status now?

What does “quality of life” mean to me? (What is most meaningful to me in living well?)

What conditions might make me want to stop aggressive treatment and focus on comfort care and/or hospice
services? (Example: what would I want done if I was in a long-term coma with little hope of recovery?) ___




Important terms

Terminal condition - a condition caused by an incurable illness or injury in which death
may be expected within days or months. Life-sustaining procedures may sometimes be
considered as only prolonging the dying process.

Persistent Vegetative State - an incurable condition in which the person is unable to
speak, think, or move purposefully but breathing and heartbeat continue with periods of
apparent wakefulness and sleep.

Code - emergency response by a medical team to attempt to revive a patient whose heart
or breathing has stopped.

Cardiopulmonary resuscitation (CPR) - an emergency procedure used to attempt to
restore heartbeat when the heart has stopped. While this is important in an emergency,
there are some situations that could make it ineffective or even undesirable. It is important
that you discuss this with your doctor.

Do Not Resuscitate (DNR) Order - an order that must be written by your doctor. It means
that you would not receive CPR. It is important to discuss this with your doctor. Your
doctor may tell you if CPR would or wouldn’t be of benefit to you.

Comfort Care - a means of providing alleviation of pain and other symptoms; it includes
support of family and loved ones, attention to one’s spiritual, social, emotional, and physical
well-being. It usually excludes the aggressive and invasive measures that can cause a person
more suffering without any real benefit.

Hospice Care - addresses the physical, emotional, educational, social, and spiritual needs of
terminally ill patients, their caregivers, and families, and provides a compassionate approach
to healthcare when curative measures may no longer be an option. Hospice services are
provided by a team of professionals and volunteers who are available at home, in the
nursing home, or inpatient settings.

Palliative Care - is the active total care of patients with progressive and advanced
disease with the aim of relieving suffering and improving the quality of life. It includes
communication with patients and family members, management of pain and other
symptoms, psychosocial, spiritual and bereavement support, and coordination of needed
medical and social services.

Brain Death - When it is medically determined (by the doctor) that all brain functions that
maintain vital life organs have stopped, the patient is pronounced dead.



Allow Natural Death (AND) - a choice of accompanying a person in the time of their final
journey by attending to the person’s spiritual, social and physical needs, providing only
comfort care measures (excluding aggressive and invasive measure that do not provide
comfort) and by encouraging the presence of family, friends and loved ones.

It is important to discuss these terms with your doctor, so that you are comfortable
with the decisions you are making.



COURAGEOUS CONVERSATIONS

To my family, caregivers, doctors and all those concerned with my healthcare:

These instructions express my wishes about my health care if | become incapacitated and unable
to participate in my healthcare decisions. | want my family, caregivers, doctors, and anyone else
concerned with my healthcare needs to act in accordance with my wishes as stated here.

APPOINTMENT OF PATIENT ADVOCATE
| appoint and designate the following person as my Patient Advocate:

Patient Advocate’s Name

Address

Daytime phone #: Nighttime phone #:

Appointment of Successor Patient Advocate(s)

| appoint the following person(s), in the order listed, as my successor Patient Advocate, if my
Patient Advocate does not accept my appointment, is incapacitated, resigns or is removed.
My successor Patient Advocate is to have the same powers and rights as my Patient Advocate.

Name
TYPE OR PRINT
Address
Daytime phone #: Nighttime phone #:
Name
TYPE OR PRINT
Address
Daytime phone #: Nighttime phone #:

My Patient Advocate or successor Patient Advocate may delegate his/her powers to the next
successor Patient Advocate if he or she is unable to act.

My Patient Advocate or successor Patient Advocate may only act if | am unable to participate in
making decisions regarding my medical treatment.



]
DIRECTIVES FOR MY CARE

| want to be treated with dignity. | want my personal care needs met. | want to be free of
pain and other distressing symptoms such as anxiety, nausea, vomiting, shortness of breath,
restlessness, and insomnia (inability to sleep). | want adjustments to my medications and to
the hospital/ treatment environment so | can be with and interact with my family, friends and
support systems, including pets (where allowed).

When it has been medically determined that my condition is irreversible and holds
little to no hope for recovery (such as when in a permanent coma, a persistent vegetative
state, or if | have an irreversible disease or terminal illness such as Alzheimer’s or metastatic
cancer), the following are my wishes for the specific treatments indicated below:

[ ‘X’ next to the type of treatment means that | DO NOT want that treatment ]

| do not want cardiopulmonary resuscitation (CPR) if my heart should stop
beating or if | stop breathing.

| do not want artificial nutrition, which means feeding tubes or IV nutrition.
| do not want to be placed on a ventilator (a machine that breathes for me).
| do not want to have surgical procedures.

| do not want dialysis.

| do not want to have antibiotics.

| do not want to have blood draws or lab work.

| do not want blood transfusions and/or blood products.

| do not want x-rays.

Patient Name/Date

[Please Print]

Patient Signature

Witness # | Name/Date

[Please Print]

Witness # | Signature

Witness #2 Name/Date

[Please Print]

Witness #?2 Signature

PAGE MAY BE COPIED



ABOUT MY WISHES

Thoughts and Considerations:
(Attach additional sheets of paper as needed to express your wishes. Sign and date extra pages.)

Special Instructions:

Regarding treatment decisions that could result in death, my Patient Advocate
may

______may not

make all treatment decisions, even if the decision could allow my death.

Organ Donation: At the time of my death my Patient Advocate [check one of the following]:
May donate all organs/tissues.
May donate only the following organs/tissues [specify]:

May not donate any of my organs/tissues.

Other Instructions:
(Attach additional sheets of paper as needed. Sign and date extra pages.)



Signature:

l, , being of sound mind and at least |8 years of

(Print name)
age, have freely expressed these wishes and designated the above person(s) to serve as my
Patient Advocate when | am unable to participate in my medical decision making.

(Signature) (Date)

Witnesses:

As a witness | attest that the person signing this Designation of Patient Advocate signed it in

my presence and is known to me. The person who signed appears to be of sound mind and
under no duress, fraud or undue influence, and is at least |8 years old. | am not the designator/
signer’s spouse, parent, child, grandchild, sibling, presumptive heir, known beneficiary of his/her
will, devisee, physician, or patient advocate, nor am | an employee of a life or health insurance
provider, or a health facility treating the person designating/signing this form. | further declare
that | am at least |8 years old.

(Witness Signature) (Witness Signature)
(Print Name) (Print Name)
(Address) (Address)

[Phone number] [Phone number]

Date: Date:




Patient Advocate Acceptance Form

I, , have discussed with
[Print Patient Advocate’s name] [Print name of Patient]
their wishes, and | understand and accept the following:

1. This designation as Patient Advocate does not become effective unless the Patient is unable to participate in
medical treatment decisions.

2. The Patient has indicated his/her wishes regarding my authority to make an anatomical donation
(see pg. 10 of Patient’s form).

3. A Patient Advocate may not exercise powers concerning the Patient’s care, custody and medical treatment
that the Patient, if able to participate in the decision, could not have exercised on his/her own behalf.

4. This Patient Advocate designation cannot be used to make a medical treatment decision to withhold or
withdraw treatment from a patient who is pregnant and that would result in the pregnant patient’s death.

5. A Patient Advocate may make a decision to withhold or withdraw treatment that would allow a Patient
to die only if the Patient has expressed in a clear and convincing manner that the Patient Advocate is
authorized to make such a decision, and that the Patient acknowledges that such a decision could
or would allow the Patient’s death.

6. A Patient Advocate shall not receive compensation for the performance of his/her authority, rights and
responsibilities, but a Patient Advocate may be reimbursed for actual and necessary expenses incurred in the
performance of his/her authority, rights, and responsibilities.

7. A Patient Advocate must act in accordance with the standards of care applicable to fiduciaries when acting
for the Patient and must act consistent with the Patient’s best interests. The known desires of the Patient
expressed or evidenced while the Patient is able to participate in medical treatment decisions are presumed
to be in the Patient’s best interests.

8. A Patient may revoke his/her Patient Advocate designation at any time and in any manner sufficient to
communicate an intent to revoke.

9. A Patient Advocate may revoke his/her acceptance of the designation at any time and in any manner
sufficient to communicate an intent to revoke.

10. A Patient admitted to a health facility or agency has the rights enumerated in section 20201 of the public
health code, 1978 PA 368, MCL 333.20201.

I accept the above responsibilities and my designation as Patient Advocate and agree to take reasonable
steps to follow the desires and instructions of the Patient as indicated in this booklet, in other written
instructions of the Patient and as we have discussed verbally. If | am unavailable to act after reasonable
effort to contact me, | delegate my authority to the person(s) the Patient has designated as successor
Patient Advocate in the order designated. The successor Patient Advocate is authorized to act until |
become available:

[Signature of Patient Advocate] [Date]
[Print Name of Patient Advocate] [Phone #]
[Signature of Successor Patient Advocate] [Date]

[Print Name of Successor Patient Advocate] [Phone #]



Wallet Cards [cut out and insert in wallet or laminate and keep in purse]:

r IN CASE OF EMERGENCY | r IN CASE OF EMERGENCY
‘ My Patient Advocate Information: ‘ ‘ My Patient Advocate Information:
‘ [Print Name of Patient Advocate] ‘ ‘ [Print Name of Patient Advocate]

[address of Patient Advocate] [address of Patient Advocate]

‘ [phone # of Patient Advocate] ‘ ‘ [phone # of Patient Advocate]
‘ has been appointed by me as my ‘ ‘ has been appointed by me as my
‘ Patient Advocate. ‘ ‘ Patient Advocate.

[My Signature] [My Signature]
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