
Session Three Class Materials
Making Your Wishes Known: Difficult Conversations About End-of-Life

TUESDAY, OCTOBER 26, 2021 | 3 - 4:30 p.m.

How can we normalize the concept of death as another phase of living? How can we have these

conversations that are difficult for many people to make their wishes known and help plan for a

“good death”?
Presenters: * Gwendolyn E. Bondi, MS – Bioethics Consultant * George Giokas, MD – Palliative Care

Specialist * Emily Nicki, MSW – Case Manager, Alzheimer’s Center at Albany Medical Center

Links to Forms:

1. Health Care Proxy Form

➢ https://www.health.ny.gov/publications/1430.pdf

2. MOLST

➢ https://www.health.ny.gov/professionals/patients/patient_rights/molst/

3. NYS Living Will Form

➢ https://livingwillforms.org/wp-content/uploads/new-vork-living-will-form.pdf

Links to Resources:

1. NYS Advanced Care Planning and Advanced Directives FAQ

➢ https://www.health.ny.gov/community/advance_care_planning/faq.htm

➢ https://ag.ny.gov/sites/default/files/advancedirectives.pdf

2. The Conversation Project

➢ https://theconversationproject.org/

➢ https://theconversationproject.org/practice-makes-perfect-video/

➢ https://theconversationproject.org/who-will-speak-for-you/

3. NYS Family Health Care Decision Act

➢ https://nysba.org/fhcda-resource-center/

➢ https://nysba.org/app/uploads/2021/02/01-Text-of-the-FHCDA.pdf

4. Compassion and Support

➢ https://compassionandsupport.org/

5. Why You Need a Will

➢ https://nysba.org/legalease-why-you-need-a-will/

6. Stanford Letter Project

➢ https://med.stanford.edu/letter.html

➢ https://med.stanford.edu/letter/videos.html
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Making your wishes known: 
Difficult conversations about 

end-of-life.
George Giokas, M.D., Gwen Bondi, M.S. & Emily Nicki, MSW



Why is Advance Care Planning Important ?

1. To ensure you will get medical care consistent with your values 
2. “It’s Too Early Until It’s Too Late” (The Conversation Project)

a. Unexpected emergencies occur 
b. The brain’s ability to process information and communicate is impaired 

by acute illness and physical stress,
c. Your community physician will likely not be in charge of your care.

3. Impact on your family
a. Difficult decisions will further stress your loved ones
b. Difficult decisions could cause rifts in your family



What to Talk About

- The process of Advance Care Planning (ACP) involves thinking and talking about future healthcare 
decisions.

- Consider:
○ W ho would make healthcare decisions for you if you could not express them yourself?
○ H ow could you make your wishes known if you could not speak?

- Begin with personal reflection...what matters most to you?
- W hat’s shaped your feelings about medical treatment? E xperiences?
- W hat goals do you have for short-term, long term?
- W ill medical treatment help or hinder reaching those goals?

○ L earn about benefits and burdens of treatment options

It should lead to a conversation



Set the stage for a conversation

Who do you want to talk to?
Spouse/parents/sibling/friend/doctor/faith leader?
When would be a good time to talk?Before I get 
sick again/next family gathering?
Where would you feel comfortable talking?
Kitchen table/on a walk/in the car?
What do you want to be sure to say?Three most 
important things you want your friends, family 
and/or doctors to understand about your wishes 
and preferences for end-of-life care



How to start 

Ways to break the ice:

“Even though I’m okay right now, I’m worried that _____, and I want to be prepared.”

“I need to think about the future. Will you help me?”

“I was thinking about what happened to _____, and it made me realize…”

Visit: The Conversation Projectfor more examples and tips!

www.theconversationproject.org

https://theconversationproject.org/practice-makes-perfect-video/

https://theconversationproject.org/who-will -speak-for-you/

http://www.theconversationproject.org
https://theconversationproject.org/practice-makes-perfect-video/
https://theconversationproject.org/who-will-speak-for-you/


What to talk about

- Who do you want (or not want) to be involved in your care?
- Would you prefer to be actively involved in decisions about your care? Or 

would you rather have your doctors do what they think is best?
- Are there any disagreements or family tensions that you’re concerned 

about?
- Are there important milestones you’d like to be there for, if possible? Birth 

of a grandchild/your 80th birthday… 
- How aggressive would you want your treatment to be if you could not 

return to your previous quality of life? How will your agent know when it’s 
enough?

- Would you want life sustaining treatment to keep you alive even if you 
were not expected to return to the quality of life you cherish?



Factors that Make Advanced Care Planning More Difficult

When it becomes “too late”

- Dementia is one example of a 
disease that can impact an 
individual's ability to make 
decisions about their care

- Types of dementia and how each 
impacts decision making 

- Alzheimer’s, FTD, Lewy-Body
- Mild, Moderate and Severe 

Stages 



Dementia Continued 

Q: Why is it especially important in this case to 
have advanced care planning in place earlier 
rather than later?

A: As an individual moves through this 
permanent, progressive, neurodegenerative 
disease, it can become increasingly more difficult 
to involve them in decisions regarding their end 
of life wishes. 





Health Care Proxy - The “Who”

- Sharing your wishes for end-of-life care can bring your closer to the people 
you love.

- It’s critically important. And you can do it. One conversation can make all the 
difference.

- Select someone whom you trust to talk with and discuss your values & goals
- This person should be willing to accept the responsibility for expressing your 

wishes
- They understand that they will be following your instructions
- They are able to make decisions in stressful situations

https://theconversationproject.org/who-will -speak-for-you/

https://theconversationproject.org/who-will-speak-for-you/


Health 
Care 
Proxy
Form

Does not 
need to be 
notarized 
or 
completed 
by a lawyer

https://www.health.ny.gov/publications/1430.pdf

https://www.health.ny.gov/publications/1430.pdf


Living Will - The “What”

- This is the set of instructions providing clear and convincing 
evidence for treatment

- When instructions are too vague…
- A more precise example:  “If I reach a point where it is reasonably certain 

I will not recover my ability to know who I am or who I am with, I want 
to stop or withhold treatments that might be used to prolong my life.”

- It is important to be specific in your wishes 
- Can decide what is binding on the health care agent

- How much or little latitude do you want your health care agent to have? 
What kind of things can they have latitude on?



What If I Don’t Have These Plans in Place?

- Some are under the impression that these topics 
are “too sad” or “too much of a burden” to place 
responsibility on a loved one 

- It has actually been seen to cause even more issues 
among families when there are not at least verbal 
wishes in place

- “Leave it up to the doctor” 
- This is okay too, some individuals may want to 

leave the health care decisions up to the health 
care professionals

- Guardianship 
- If there is no family or loved ones involved 
- Can take months to accomplish



What if I Don’t Have These in Place?

NYS Family Health Care Decision Act

- When you do not have the ability to make medical decisions and unable to  appoint a HC 
Agent, and have not previously appointed a HC Agent

- Your surrogate decision maker is from the following list in order of priority
- Court appointed guardian 
- the spouse (if not legally separated) or domestic partner 
- an adult child
- a parent
- a brother or sister
- a close friend
- https://nysba.org/app/uploads/2021/02/01-Text-of-the-FHCDA.pdf

https://nysba.org/app/uploads/2021/02/01-Text-of-the-FHCDA.pdf


M.O.L.S.T  Medical Orders for Life Sustaining Treatment

Actionable medical orders 
For those with

advanced chronic progressive illness
life expectancy of 1 year of less
reside in long term care facility

May be used either to limit medical interventions or to 
clarify a request for all medically indicated treatments



HC Proxy Living Will MOLST

Who would 
make medical 
decisions IF in 
the future you 
are unable to

What you 
would choose 
IF in the future
you are in 
certain 
circumstances

Medical Orders
that are in effect 
once signed by 
you or your 
decision maker & 
your doctor







Orders regarding

M echanical ventilator ( artificial breathing 
machine)  which requires having a tube placed 
down your throat into your lungs “intubation”

Artificial nutrition  - feeding tube

Future hospitalizations

Antibiotics

“T rial period”



Knowing  “what matters most” to you 
… what makes life worth living, your hopes, your concerns, what tradeoffs you are willing 

to make 

your doctor can then provide a recommendation of treatment ( s)  that 
offers the best  chance of  reaching those goals … 

L iving longer and independently

L iving longer but with a level of dependence 

L iving the remainder of your life as you would want      



Take Home Points

1. Its too early until its too late
2. Advance care planning helps you and your family. 
3. Revisit these discussions periodically as your situation 

changes
4. Medical orders, in addition to advance directives, should 

be in place for those with advanced illness



Any question

Thank you for 
your time!



Links to Forms 

1. Health Care Proxy Form
a. https://www.health.ny.gov/publications/1430.pdf

2. MOLST 
a. https://www.health.ny.gov/professionals/patients/patient_rights/molst/

3. NYS Living Will Form
a. https://livingwillforms.org/wp-content/uploads/new-york-living-will -form.pdf

https://www.health.ny.gov/publications/1430.pdf
https://www.health.ny.gov/professionals/patients/patient_rights/molst/
https://livingwillforms.org/wp-content/uploads/new-york-living-will-form.pdf


Links to Resources
1. NYS Advanced Care Planning and Advanced Directives FAQ 

a. https://www.health.ny.gov/community/advance_care_planning/faq.htm
b. https://ag.ny.gov/sites/default/files/advancedirectives.pdf

2. The Conversation Project 
a. https://theconversationproject.org/
b. https://theconversationproject.org/practice-makes-perfect-video/
c. https://theconversationproject.org/who-will -speak-for-you/

3. NYS Family Health Care Decision Act
a. https://nysba.org/fhcda-resource-center/
b. https://nysba.org/app/uploads/2021/02/01-Text-of-the-FHCDA.pdf

4. Compassion and Support
a. https://compassionandsupport.org/

5. Why You Need a Will
a. https://nysba.org/legalease-why-you-need-a-will/

6. Stanford Letter Project 
a. https://med.stanford.edu/letter.html
b. https://med.stanford.edu/letter/videos.html
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