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Sharing Your Wishes:
Give Your Family Peace of Mind, Not Tough Choices

Presented at McGraw House, October 26, 2006
By The Sharing Your Wishes Coalition

 Presenters:
Lisa A. Kendall, LCSW

Caregiver Counselor & Respite Program Coordinator, Family & Children’s Service of Ithaca
Marilyn Kinner, Ithaca College Gerontology Institute
Beverly Hammons, Sharing Your Wishes Program Assistant
Anticipating the kinds of situations that may arise can help ensure that your wishes are honored  and avoid having your loved ones make tough decisions during a crisis.

Agenda

1)   Introduction, Objectives, Overview


 
2)   Video: Sharing Your Wishes



  
3)   Effective Conversations about Difficult Topics

   
4)   Steps for Advance Care Planning
5)   Resources






 
6)   Summary & Evaluation




 
Sharing Your Wishes Coalition of Tompkins County

The lead agency is the Health Planning Council, a program of the Human Services Coalition of Tompkins County.  Founding partners include: Cayuga Medical Center at Ithaca, County Office for the Aging, Family & Children’s Services, Finger Lakes Independence Center, Hospicare and Palliative Care Services, Ithaca College Gerontology Institute, Lifelong, Long Term Care Services and the Tompkins County Health Department.   
Thanks to the Community Health Foundation of Western and Central New York for funding.

Talking with my Family or Health Care Agent
Things that make it difficult to discuss future health care decisions with my family / agent are:

What makes it so hard:
What makes it easier:

When I discuss this topic with my family, I feel:

They probably feel:

SHARING YOUR WISHES - ADVANCE CARE PLANNING

Keeping the Language Straight

A Will
A legal document used to divide assets and property after death.

A Living Will
Written instructions that tell physicians and family members what life-sustaining treatment one does or does not want at some future time if a person becomes unable to make a decision. 

Power of Attorney
A legal document in which one person gives another the authority to make specified financial decisions or assume certain financial responsibilities.  If this authority extends after the time that the person who made the appointment is competent, it is called a “durable power of attorney.”

Health Care Proxy form
In this legal document a person (a principal) appoints 



someone else (an agent or proxy) to make his/her healthcare 
decisions in the event he/she becomes incapable of making 
decisions.  In other states, sometimes called a Power of Attorney for healthcare
Health Care Agent
The person (and alternate, if identified) that the individual appoints to make his/her healthcare decisions in the event he/she becomes incapable of making decisions. 
Legal Guardian

This is a person appointed by a judge to make another’s 





(the ward’s) personal decisions, including consenting to





or refusing medical treatment.

Revised by Health Planning Council of Tompkins County, November, 2005
Conversations before the Crisis: Opportunities

Opportune times to begin conversations can be called “conversation triggers.”  These include:

· The deaths of  relatives, friends or colleagues

· Newspaper articles about illnesses, car accidents and funerals

· Movies and plays

· Sermons

· Magazines and books

· Television talk shows and other programs

· Meetings with attorneys and financial planners 

· Annual medical checkups and other medical appointments

· Family occasions such as baptisms, marriages, reunions, holiday gatherings and (especially) funerals and memorial services

In part, adapted from “Conversations Before the Crisis,” written by Nancy Carson and published by Caring Connections, a program of the National Hospice and Palliative Care Organization, 2005. To ask for the full booklet, call 800-658-8898 or go to www.caringinfo.org.

Living Well: Top 3 Questions

1. “What present or future experiences are most important for you to live well at this time in your life?”

“In what way do you feel you could make this time especially meaningful to you?”

2. “What fears or worries do you have about your illness or medical care?”

For example, “Do you feel that there are needs or services that you need to discuss?”

3. “Who or what sustains you when you face serious challenges in life?”

“Do you have any religious or spiritual beliefs that help you deal with difficult times?”

 Weighing Treatment Options

Life-sustaining treatments: Any treatment that is used to sustain biological life

A treatment may be beneficial if it is...

 Effective in prolonging life

 Effective in restoring/maintaining function

 Promotes goals/values of patient

 Consistent with religious/cultural beliefs

A treatment may be considered burdensome if it...

 Results in more or intolerable pain

 Is damaging to body image or function

 Is psychologically harmful

 Has an unacceptable cost for the patient

Choices about life-sustaining treatments

 When to start

 When to forgo or withhold

 How and when to maintain comfort

“Mixed Management” allows for choices to extend life as well as choices that prepare for death and provide comfort

Understanding the potential goals, benefits and burdens, and outcomes for life-sustaining treatments is important in considering:

CPR (cardiopulmonary resuscitation)  
Intubation/ventilation

Nutritional support



Kidney dialysis

Antibiotics




IV hydration

CPR Outcomes

 The success rate of CPR is often thought to be much higher than it actually is.  

 Approximately 15% of hospitalized patients survive and return to previous function 

 Success rates in some populations are much lower; e.g., in long term care, advanced cancer, the success rate is less than 5%.
Nutritional support

 Nutrition delivered by tubes is a medical treatment

 The word “starvation” is emotionally charged word that does not describe the cause of death

 Consider the benefits of withholding and burdens of providing support

Comfort Care

 Explore what this means to you and your family
 Includes physical, psychological, spiritual options

 Differentiate “primary” intent from “unintentional” intent

Resources

Sharing Your Wishes – Contact Information
Health Planning Council – Long Term Care Committee (273-8686)



Betty Falcão, Director, Health Planning Council



Beverly Hammons, SYW Program Assistant

County Office for the Aging  (274-5482)



Caregiver Resource Center, David Stoyell

Family & Children’s Service, Home Health Care Program  (277-8081)



Caregiver Counseling and Respite Program, Lisa A. Kendall, LCSW


Materials and Resources for Advance Care Planning from the Sharing Your Wishes Coalition (at the Health Planning Council -- 273-8686)
· Sharing Your Wishes Information Booklet

· Sharing Your Wishes: A Planning Guide

· Health Care Agent (Proxy) Card

· Cayuga Medical Center Envelope

Other materials available from Sharing Your Wishes:
· Posters

· Excellus Advance Care Planning Booklets

· Five Wishes Booklets

· “Hard Choices for Loving People” Booklets

· Attorney General Guide: “Planning Your Health Care In Advance: How to Make Your End-of-Life Wishes Known and Honored”

On-Line Resources: 
 New York State Attorney General   www.oag.state.ny.us/health/health_care.html 




Do not need a lawyer; there are ready-made forms you can use.  

 “Five Wishes” form, useable in many states: www.agingwithdignity.org 
 American Hospital Association:  www.putitinwriting.org
 National Hospice and Palliative Care Organization   www.nhpco.org


Click on What's New, scroll to End of Life Care: Advance Care Planning.

   Sharing Your Wishes:

Give Your Family Peace of Mind, Not Tough Choices

Evaluation Form

McGraw House & The Sharing Your Wishes Coalition

October 26, 2006
Presenters: Lisa A. Kendall, Marilyn Kinner, Beverly Hammons 
To help us plan future presentations, we would greatly appreciate your responding to the following questions.  Your feedback and suggestions are very important!!!

1)
This presentation adequately covered the topic I expected from the title and its description.


           Strongly





           
  Strongly


   ____Agree

____Agree
____Disagree
    ____Disagree

2)
The information presented was personally valuable to me.


            Strongly





           
  Strongly


    ____Agree

____Agree
____Disagree
    ____Disagree

3)       After this presentation, I will feel more comfortable talking with my family. 


           Strongly





           
  Strongly


   ____Agree

____Agree
____Disagree
    ____Disagree

 4)      I now have a few phrases I could use to start a conversation about my  wishes.



           Strongly





           
  Strongly


   ____Agree

____Agree
____Disagree
    ____Disagree

 5)  The presenter communicated information on this topic clearly and successfully.


           Strongly





           
  Strongly


   ____Agree

____Agree
____Disagree
    ____Disagree

6)
Would you recommend this presentation to others?     ____Yes     ____No

7)
Would you want further information on this topic?        ____Yes     ____No



If so, please leave your name and contact information on the sheet provided
8)
Check all answers that best describe your present situation: 

___
I see no need to fill out a Health Care Proxy form.

___
I see the need to fill out my Health Care Proxy form, but there are reasons why I have not done it.

___
I am ready to fill out my Health Care Proxy form or I have already started.

___
I already filled out my Health Care Proxy form and it reflects my wishes.

___
I already filled out my Health Care Proxy form but it needs to be updated.

___
I have talked with my family about my wishes.

10) 
Do you have any other comments or suggestions? 

_________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________​​​​​​​​​​​​​_______________________________________________________________________

THANK YOU FOR YOUR FEEDBACK

(Letterhead)
Sharing Your Wishes:

Give Your Family Peace of Mind, Not Tough Choices
Presented at McGraw House, October 26, 2006 By The Sharing Your Wishes Coalition

Presenters:  Lisa A. Kendall, LCSW 
Caregiver Counselor & Respite Program Coordinator, Family & Children’s Service of Ithaca

Marilyn Kinner, Ithaca College Gerontology Institute

Beverly Hammons, Sharing Your Wishes Program Assistant

This presentation will address the difficulties faced by older adults in engaging their family members in sometimes difficult conversations about future choices for medical care.  We will discuss why advance health care planning is important, how to do it, how to start a conversation, and how to share your values about living so your family will know how to evaluate and choose future health care choices, if you can’t speak for yourself.  

Anticipating the kinds of situations that may arise can help ensure that your wishes are honored  and avoid having your loved ones make tough decisions during a crisis.

Welcome participants and briefly introduce the speaker, topic and agenda.  If the group is not too large, (less than 12 people) have participants introduce themselves.
Seminar Agenda (90 minutes)
7)   Introduction, Objectives, Overview


10 minutes



Video: Intro to Sharing Your Wishes

  5

8)   Practice – Talking with my family / agent

10

9)   Effective Conversations about Difficult Topics

  5

10)   Steps for Advance Care Planning – video

  2






Discussion





20



Points to Remember – video


  3




11) Understanding Treatment Options



The Whole Story – video



  3



Benefits & Burdens




10

12) Resources






10

13)  Summary & Evaluation   (Show Headlines – 2 min.)
10

Seminar Objectives

 Identify the barriers to talking with loved ones about future health care choices

 Engage the family in planning for future health care needs

 How to evaluate the benefits and burdens of various life-prolonging medical interventions

 Learn a value-based approach to medical decision-making by considering what it means to “Live Well.” 

 Identify local resources for help with Advance Health Care Planning

Note that materials presented are adapted from:

 Gundersen Lutheran Health Foundation

 The Sharing Your Wishes Coalition of Tompkins County

 Work/Family Elder Directions, Inc.

Show the Sharing Your Wishes DVD or video Introduction -- 5 minutes (Opening slides, "can planning make a difference?," and ICU RN) .  Ask for reactions to the video, especially barriers to discussion and importance of the conversation.  Acknowledge participant reactions before summarizing the following points:
A few reasons Advance Health Care Planning may be avoided:

 It can be very personal

 It may elicit strong emotional reactions

 It may be unclear how to start the conversation

 It may raise issues that are difficult to resolve 

 It requires too much time

Who will make your health care decisions for you?
· Family member

· Medical Staff

· Court of law

Why Advance Health Care Planning is important:

 Most of us will die under the care of health professionals

 Up to 50% of persons cannot make their own decisions when they are near death

 Health professionals typically treat when uncertain

 Loved ones have a significant chance of not knowing a person’s views without discussion

 Family members can have peace of mind.

Have participants work on answering the following questions.  

Allow 10 minutes for completion, then proceed with mini-lecture on next page.
HANDOUT

Talking with my Family or Health Care Agent

Things that make it difficult to discuss future health care decisions with my family / agent are:

What makes it so hard:

What makes it easier:

When I discuss this topic with my family, I feel:

They probably feel:

Have participants share some of their comments.

Mini-Lecture: Obstacles to Effective Communication with Family

Preconceived ideas about aging

Myth of “role reversal”

Family rules

Patterns of communication

Expectations

Feelings 

Feelings and Communications

 Adult Children’s emotions in general

o Anger

o Guilt

o Grief

o Love

o Impatience

o Fear

o Caring

 Adult Children’s additional responsibilities

 Older Adult’s feelings of loss of control

 Older Adult’s relationship with grown children 

Confusion about the language
Acknowledge that the language can be confusing and point participants to next handout
SHARING YOUR WISHES - ADVANCE CARE PLANNING

Keeping the Language Straight

A Will
A legal document used to divide assets and property after death.

A Living Will
Written instructions that tell physicians and family members what life-sustaining treatment one does or does not want at some future time if a person becomes unable to make a decision. 

Power of Attorney
A legal document in which one person gives another the authority to make specified financial decisions or assume certain financial responsibilities.  If this authority extends after the time that the person who made the appointment is competent, it is called a “durable power of attorney.”

Health Care Proxy form
In this legal document a person (a principal) appoints 
someone else 
(an agent or proxy) to make his/her healthcare decisions in the event he/she becomes incapable of making decisions.  In other states, sometimes called a Power of Attorney for healthcare
Health Care Agent
The person (and alternate, if identified) that the individual appoints to make his/her healthcare decisions in the event he/she becomes incapable of making decisions. 
Legal Guardian

This is a person appointed by a judge to make another’s 





(the ward’s) personal decisions, including consenting to





or refusing medical treatment.

Revised by Health Planning Council of Tompkins County, November, 2005
Mini-lecture about the process of ACP. Show “The Process” segment of DVD (2 minutes – includes “what it is” and 4 steps).  Go through the SYW Planning Guide (to help people become familiar and comfortable with materials).
Steps for Advance Health Care Planning


1. Think about what is important to you and how you want to receive care

2. Select a person to speak for you if you are unable to speak for yourself.

Qualifications for Health Care Proxy:

 Is the person willing?

 Does the person know your preferences and values?

 Will the person honor or follow your plan?

 Is the person able to make difficult choices in stressful situations?

3. Talk about your health care wishes

Have Conversations before the Crisis!  SHOW book and focus on conversation triggers, p. 2
Four Common Expressions:

“No Heroics”

“Don’t keep me alive if I am a vegetable.”

“Don’t keep me alive on machines.”

“If I am terminal, let me go.”

4. Put your choices in writing using the New York State Health Care Proxy form.

DVD - Points to Remember -- 3 minutes (4 steps, what's important, hydration & nutrition, spokesperson, invite, record your wishes)
Introduce concept of what it means to live well as a segue into Benefits & Burdens of treatment information on the next page.  Don’t go into too much detail here; emphasize the importance of conversations with loved ones & providers!
Living Well: Top 3 Questions

4. “What present or future experiences are most important for you to live well at this time in 


your life?”  



“In what way do you feel you could make this time especially meaningful to you?”

5. “What fears or worries do you have about your illness or medical care?”

For example, “Do you feel that there are needs or services that you need to discuss?”

6. “Who or what sustains you when you face serious challenges in life?”

“Do you have any religious or spiritual beliefs that help you deal with difficult times?”

Show “The Whole Story” -- 3 minutes  (find under "what would you do?)
Weighing Treatment Options

Life-sustaining treatments: Any treatment that is used to sustain biological life

A treatment may be beneficial if it is...

 Effective in prolonging life

 Effective in restoring/maintaining function

 Promotes goals/values of patient

 Consistent with religious/cultural beliefs

A treatment may be considered burdensome if it...

 Results in more or intolerable pain

 Is damaging to body image or function

 Is psychologically harmful

 Has an unacceptable cost for the patient

Choices about life-sustaining treatments

 When to start

 When to forgo or withhold

 How and when to maintain comfort

“Mixed Management” allows for choices to extend life as well as choices that prepare for death and provide comfort

Understanding the potential goals, benefits/burdens, and outcomes for life-sustaining treatments is important in considering:

CPR (cardiopulmonary resuscitation)
Intubation/ventilation

Nutritional support



Kidney dialysis

Antibiotics




IV hydration

CPR Outcomes

 The success rate of CPR is often thought to be much higher than it actually is.  

 Approximately 15% of hospitalized patients survive and return to previous function 

 Success rates in some populations are much lower; e.g., in long term care, advanced cancer, the success rate is < 5%.

Nutritional support

 Nutrition delivered by tubes is a medical treatment

 The word “starvation” is emotionally charged word that does not describe the cause of death

 Consider the benefits of withholding and burdens of providing support

Comfort Care

 Explore what this means to you and your family

 Includes physical, psychological, spiritual options

 Differentiate “primary” intent from “unintentional” intent

Health Care Proxy and Living Wills

Remind people of the Basic Standards for Communication

 Written plans are best

 Recommend the document that best meets the needs of the individual

 Strive for clarity, accuracy, and completeness

RESOURCES: Refer to materials on the display table 

Questions & Discussion

Headlines -- 2 minutes --  Show at very end

Evaluations

Thank you!!
 HANDOUT
Resources

Sharing Your Wishes – Contact Information

Health Planning Council – Long Term Care Committee (273-8686)



Betty Falcão, Director, Health Planning Council



Beverly Hammons, SYW Program Assistant

County Office for the Aging  (274-5482)



Caregiver Resource Center, David Stoyell

Family & Children’s Service, Home Health Care Program  (277-8081)



Caregiver Counseling and Respite Program, Lisa A. Kendall, LCSW


Materials and Resources for Advance Care Planning from the Sharing Your Wishes Coalition (at the Health Planning Council -- 273-8686)

· Sharing Your Wishes Information Booklet

· Sharing Your Wishes: A Planning Guide

· Health Care Agent (Proxy) Card

· Cayuga Medical Center Envelope

Other materials available from Sharing Your Wishes:

· Posters

· Excellus Advance Care Planning Booklets

· Five Wishes Booklets

· “Hard Choices for Loving People” Booklets

· Attorney General Guide: “Planning Your Health Care In Advance: How to Make Your End-of-Life Wishes Known and Honored”

On-Line Resources:  (Needs to be checked to make sure addresses still active – done for 10/26/06)
 New York State Attorney General   www.oag.state.ny.us/health/health_care.html 




Do not need a lawyer; there are ready-made forms you can use.  

 “Five Wishes” form, useable in many states: www.agingwithdignity.org 
 American Hospital Association:  www.putitinwriting.org
 National Hospice and Palliative Care Organization   www.nhpco.org


Click on What's New, scroll to End of Life Care: Advance Care Planning.

Would you like more information?  If so, please complete the information below:

I would like someone to call me about:

___ Advance Health Care Planning

___ Caregiver Counseling

___ Respite Services (Optional) 

Name:


____________________________________________________

Phone Number:  
____________________________________________________

Best time to call:   
____________________________________________________
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Sharing Your Wishes: For more information, please call the Health Planning Council @ 273-8686

