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HOW DO |

USE THE
LEAD GUIDE?

There are many ways to use the LEAD
Guide:

1. You can use it by yourself. Using the
LEAD Guide will take you through a series of
common values and preferences associated
with what types of care you want or do not
want at the end-of-life. Note: Even if you
complete the LEAD Guide by yourself, it is a
good idea to share it with your family, friends,
and/or health care provider.

2. You should use it with the person you
have named or wish to name as your
medical power of attorney. Using the
LEAD Guide will help you and your medical
power of attorney have a clearer understanding
of what you would want done and what you
would not want done if you develop a cognitive
impairment and will need that person to make
decisions for you.

3. You may also use it to have a more
general conversation with any of your
family and friends so that the people
you trust the most understand what
you would want done and what you
would not want done if you developed

a cognitive impairment. Using the LEAD
Guide will help your family and friends have a
shared understanding of your wishes, and may
prevent conflict in the future.

4.You may use it to help your doctor
understand your wishes for the end of
your life. Completing the LEAD Guide and
sharing it with your health care providers will
help them understand and honor your wishes
if you develop a cognitive impairment and
cannot make your own health care decisions.

Is the LEAD Guide the same as an
advance directive?

No. An advance directive is a legal document
that broadly states what you want at end-of-life
and who you want to make decisions for you, if
you are unable to do so for any reason. While
important, advance directive documents do
not cover all the end-of-life decisions that can
develop in dementia. We advise everyone to
complete advance directive documents in their
home state. The advance directive documents
are available on your State website. We
recommend that everyone complete the LEAD
Guide to prepare for the special issues that may
come with a cognitive impairment.



The LEAD Guide
Life-Planning in Early Alzheimer’s and Dementia

Please note, all items in red are defined in the glossary.

The LEAD Guide (Life-Planning in Early Alzheimer’s and Dementia)
was created to help persons with dementia (or at risk for dementia)
think about, document, and then share their wishes for their
end-of-life care. The LEAD Guide also helps you specify how and
with whom you want to make your decisions about your care. The
LEAD Guide asks you specifically whether your preferences and
values may change if you have a cognitive impairment that prevents

you from making your own decisions.

The LEAD Guide is a set of questions to help you prepare for your
future health care needs. It helps you:

Review what you have done so far about end-of-life care; things like naming a
decision-maker or filling out advance directive documents.

Share your values about how you foresee the end of your life; for example,
if you develop dementia, do you prefer to live longer, or would you desire
a better quality of life?

Share your preferences for your care; for example, where you wish to live
and who will care for you.



END-OF-LIFE
DOCUMENTS

END-OF-LIFE DOCUMENTATION

A living will or advance directive is a legal written document
that states the kind of medical care you would want if you could
not speak for yourself.

Have you completed this documentation?

] Yes
] No

A do not resuscitate order (DNR) indicates that if your heart
stopped, you would not want to be resuscitated.
Have you completed this documentation?

] Yes
0 No

A medical power of attorney is a person who you designate, by
law, to make health care decisions for you if you cannot make
your own decisions.

Have you completed documentation to appoint a medical power of
attorney?

] Yes
1 No

Who is your medical power of attorney?

Completed by:

Name

Date / /




END-OF-LIFE VALUES
END-OF-LIFE

VALUES Below are a series of statements regarding your attitudes
towards to end-of-life care. These values are unique to you
and do not typically change very much and, therefore, can
serve as guideposts for a caregiver (i.e., family member or close friend) to make
decisions on your behalf.

Burden: Thinking about your end-of-life care, please respond to the following statements:

I am concerned about being a financial burden to family or close friends.

Please rate your level of agreement on a scale of 1 to 5 (Check one box)

1 2 3 4 5
] ] ] Ol ]
Strongly Disagree Neither Agree Agree Strongly
Disagree or Disagree Agree

I am concerned about being an emotional burden to my family or close friends.

Please rate your level of agreement on a scale of 1 to 5 (Check one box)

1 2 3 4 5
] L] ] Ll L]
Strongly Disagree Neither Agree Agree Strongly
Disagree or Disagree Agree

I am concerned about being a physical burden to my family or close friends.
Physical burden includes assistance bathing, toileting, transferring from the bed to a chair,
or the time spent providing care.

Please rate your level of agreement on a scale of 1 to 5 (Check one box)

1 2 3 4 5
] ] ] Ol ]
Strongly Disagree Neither Agree Agree Strongly
Disagree or Disagree Agree




QUALITY VERSUS LENGTH OF LIFE
Thinking about your end-of-life care, please respond to the following:

Quality of life is more important than length of life.

Please rate your level of agreement on a scale of 1 to 5 (Check one box)

1 2 3 4 5
] ] L] Ol ]
Strongly Disagree Neither Agree Agree Strongly
Disagree or Disagree Agree
Length of life is more important than quality of life.
Please rate your level of agreement on a scale of 1 to 5 (Check one box)
1 2 3 4 5
O O O U O
Strongly Disagree Neither Agree Agree Strongly
Disagree or Disagree Agree
Given the choice, I would prefer to live a shorter but more satisfying life.
Please rate your level of agreement on a scale of 1 to 5 (Check one box)
1 2 3 4 5
O O O U O
Strongly Disagree Neither Agree Agree Strongly
Disagree or Disagree Agree
I would prefer to live as long as I can even if that longer life is not of the
highest quality.
Please rate your level of agreement on a scale of 1 to 5 (Check one box)
1 2 3 4 5
O O O U O
Strongly Disagree Neither Agree Agree Strongly
Disagree or Disagree Agree




DECISION
MAKING

DECISION MAKING

In general, I prefer that end-of-life decisions be made by:
[] me only

[ me with the assistance and advice of my family

[] me with the assistance and advice of my doctor

[1 me with the assistance and advice of my family and doctor

[ my family alone (without my input)

] my doctor alone (without my input)

[1 my family and doctor together (without my input)

] uncertain at this time

NOW think about specific types of decisions that need to be made
during the end of life:

I prefer that decisions related to the location of ongoing care
be made by:

L] me only

L1 me with the assistance and advice of my family

[1 me with the assistance and advice of my doctor

[] me with the assistance and advice of my family and doctor
(1 my family alone (without my input)

[1 my doctor alone (without my input)

[1 my family and doctor together (without my input)

] uncertain at this time



I prefer that decisions related to location of death be made by:

[1 me only

L1 me with the assistance and advice of my family

[] me with the assistance and advice of my doctor

[1 me with the assistance and advice of my family and doctor
L] my family alone (without my input)

] my doctor alone (without my input)

[] my family and doctor together (without my input)

] uncertain at this time

I prefer that decisions related to life-prolonging measures be made by:
[] me only

L] me with the assistance and advice of my family

[] me with the assistance and advice of my doctor

[1 me with the assistance and advice of my family and doctor

L] my family alone (without my input)

1 my doctor alone (without my input)

[1 my family and doctor together (without my input)

[] uncertain at this time



I prefer that decisions related to controlling when I die be made by:

[1 me only

L1 me with the assistance and advice of my family

[] me with the assistance and advice of my doctor

[1 me with the assistance and advice of my family and doctor
L] my family alone (without my input)

] my doctor alone (without my input)

[] my family and doctor together (without my input)

] uncertain at this time

Additional Information

Is there anything about these values discussed above that you would like your family or health
care providers to know about your values?




END-OF-LIFE PREFERENCES
END-OF-LIFE

CARE Below is a series of statements regarding your preferences
towards end-of-life care. These preferences may change based
on your circumstances. You will be asked to complete the

statements based

on two situations:
1. When you DO have the ability to make decisions for yourself and

2. When you DO NOT have the ability to make decisions for yourself as a result of memory loss
associated with Alzheimer’s disease or a related dementia.

LOCATION OF ONGOING CARE

If you were to require 24-hour care and supervision for medical needs TODAY,
where is your preferred location to receive this care? (please select only one option)

1 In my home

L1 In someone else’s home (please specify):

[] In a residential hospice center if available
[ In a nursing home
[ In a hospital

] Uncertain at this time

Would your preference for the location of your care change
IF YOU CAN NO LONGER MAKE YOUR OWN DECISIONS?

[1 Yes [ No (If NO, skip to the next section: Life Prolonging Measures)

If YES, where would you want to receive your care and supervision if you can no
longer make your own decisions? (please select only one option)

[ In my home

[ In someone else’s home (please specify):

[] In a residential hospice center if available
[ In a nursing home
[1 In a hospital

] Uncertain at this time
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LIFE PROLONGING MEASURES

Below are a series of statements regarding your preferences for end-of-life care.
These preferences may change based on your circumstances. You will be asked to
complete the statements based on two situations:

1. When you DO have the ability to make decisions for yourself and

2. When you DO NOT have the ability to make decisions for yourself as a result of memory loss
associated with Alzheimer’s disease or a related dementia.

In regards to life prolonging measures, please respond to the following statements:

AS IF YOU HAD TO CHOOSE TODAY: I would want to live as long as possible,
even if I had to be on a life support or breathing machine.

] Yes 1 No ] Uncertain at this time

I would want to live as long as possible, even if my brain had stopped working.

] Yes 1 No ] Uncertain at this time

I would want to live as long as possible, even if I had to be fed through a tube.

] Yes 1 No ] Uncertain at this time

I would want to live as long as possible, even if I were in severe pain.

] Yes 1 No ] Uncertain at this time

Does your preference for life prolonging measures change
IF YOU CAN NO LONGER MAKE YOUR OWN DECISIONS?

L Yes L] No (If NO, skip to section: Controlling when you die)

If YES, please respond to the following statements for the life prolonging measures you would
wish to receive IF YOU CAN NO LONGER MAKE YOUR OWN DECISIONS.

I would want to live as long as possible, even if I had to be on a life support or
breathing machine.

] Yes 1 No ] Uncertain at this time



I would want to live as long as possible, even if my brain had stopped working.

L] Yes 1 No [ Uncertain at this time

I would want to live as long as possible, even if I had to be fed through a tube.

L] Yes 1 No [ Uncertain at this time

I would want to live as long as possible, even if I were in severe pain.

L] Yes 1 No [ Uncertain at this time

CONTROLLING WHEN YOU DIE

In regards to controlling when you die, please respond to the statements AS IF YOU HAD TO
CHOOSE TODAY.

I would consider ending my own life through not eating or drinking.

] Yes ] No ] Uncertain at this time

I would consider independently ending my own life through self-directed means.

] Yes ] No ] Uncertain at this time

I would consider taking a prescription medication to end my life, under the
supervision of a physician (if legal in my state and if I were deemed competent)

] Yes ] No ] Uncertain at this time
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Additional Information

Is there anything about these items discussed above that you would like your family or health
care providers to know about your preferences?

Please provide a summary of your end-of-life values and preferences.

Your personal values and preferences may change over time, so this document should be
revisited regularly or as health conditions and/or cognitive functions change. Information can
be added or changed so that this document reflects your current end-of-life wishes.

Please consider sharing this information with your family members or primary
care physician.



Advance directive — A legal document allowing you to spell out
your decisions about end-of-life care ahead of time in the case that you
become unable to make your own medical decisions

GLOSSARY

Attitudes — a settled way of thinking or feeling about someone or
something, typically one that is reflected in a person’s behavior.

Cognitive impairment — when a person has trouble remembering, learning new things,
concentrating, or making decisions that affect their everyday life.

Controlling when I die — either voluntarily stopping eating and drinking to hasten death or
assistance provided by a physician to patients who are otherwise going to die, who seek help in
controlling the timing and circumstances of their death through medical intervention.

Dementia — usually a progressive condition (such as Alzheimer’s disease) marked by the
development of multiple cognitive deficits, such as memory impairment, aphasia, and the
inability to plan and initiate complex behavior.

Do not resuscitate order (DNR) — an order placed in a person’s medical record by a
doctor that informs the medical staff that cardiopulmonary resuscitation (CPR) should not
be attempted. Because CPR is not attempted, other resuscitative measures that follow (such
as electric shocks to the heart and artificial respirations by insertion of a breathing tube) will
also be avoided. This order has been useful in preventing unnecessary and unwanted invasive
treatment at the end of life.

Emotional burden — is a situation where a person is emotionally stressed due to a variety of
reasons such as feelings of guilt, obligation, or difficulty making decisions.

End of life —refers to the final period hours, days, weeks, months in a person’s life in which it
is medically obvious that death is forthcoming.

End-of-life care — is the term used to describe the support and medical care given during the
time surrounding death.

Financial burden — in the context of healthcare, this term describes monetary problems a
patient has related to the cost of medical care. Not having health insurance or having a lot of
costs for medical care not covered by health insurance can cause financial problems and may
lead to debt or bankruptcy.
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Length of life — how long a person lives.

Life-prolonging measures or treatments — medical care provided that prolongs life
when organs have stopped working. Treatments can include a machine to help with breathing
(ventilator), a machine to help with your kidneys (dialysis), a tube put into your stomach to
provide food (nasogastric or gastrostomy tube), a tube put into your vein to provide fluids and
medicines (intravenous, IV tube), and/or a tube or mask to supply oxygen.

Location of death — the place in which you die such as your home, the hospital, in a long-
term care center (nursing home, assisted living), or residential hospice center.

Location of ongoing care — the place where you will be provided care when you are unable
to care for yourself (home, nursing home, hospital, etc.).

Living will — a written statement describing a person’s desires regarding their medical care in
situations where they are no longer able to express their wishes

Medical or health care power of attorney — The person you legally appoint to make
health care decisions in the event you become unable to do so. Sometimes referred to as a
Health Care Proxy or Proxy Decision maker.

Nursing home — a public or private residential facility providing a high level of long-term
personal or nursing care for persons (such as the aged or the chronically ill) who are unable to
care for themselves properly.

Preferences — something that you give priority, or like better or best.
Quality of life — the way each person describes how good or bad their life situation is.

Residential hospice center - is a peaceful home-like residence where terminally ill people
receive short-term hospice (provision of supportive comfort care) care.

Values — something (such as a principle or quality) intrinsically valuable or desirable.

Definitions provided or adapted from Miriam Webster, Merck Manual, Centers for Disease
Control, Medline Plus, & National Institutes of Health.
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After completing this guide, some people think of more details they want to
document regarding their end-of-life care (e.g. “How do you define quality of life?”).
Feel free to use the following blank pages or add additional pages to record those thoughts.
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