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Introduction
Refreshers are a fast and easy way to remind your staff of key points about Advance Health Care Planning, also referred to as advance care planning (ACP).  Many are brief; all are designed to stimulate discussion about ACP and encourage use of the Sharing Your Wishes materials.  

Use Refreshers in the suggested ways,
or think up your own creative ideas!
These can be fast and fun as well as informational, so use them often and you’ll see great results.

Show a video clip and use follow-up discussion at a staff meeting.

Add a video and discussion to an agency in-service training.
Put a Refresher worksheet into your agency’s employee newsletter or payroll.
Use Refresher materials with employees in supervision sessions.
Share video clips and discussion questions in case conferences.
Select a few agency cases to discuss.
	
     Group Discussion
	Length of
Video
	Time range for exercise - minutes

	1
	“Cora’s Choice”                                         Choosing an Agent
	2 min, 45 sec
	5 – 30

	2
	“Deciding for Mom”

                             Non-life-sustaining treatments, Alzheimer’s
	4 min
	10 – 30

	3
	“Do You Need to See a Lawyer?”
	1 min, 10 sec
	5 – 15

	4
	“I Didn’t Say I Loved Him”

                                           Emotional needs as well as medical
	40 sec
	5 – 15

	5
	“The Whole Story”                                                        Dialysis
	3 min, 25 sec
	10 – 30

	6
	“What an Intensive Care Nurse Sees”            
	3 min, 30 sec
	10 – 30

	7
	 “We Had to Watch the Pain”
	35 sec
	5 – 15


5 - 15
Thanks to the Community Health Foundation of Western and Central New York
for support in creating these videos© 2006; all rights reserved.
Additional thanks to Tom DeLoughry for developing the videos and discussion questions.
He is with the Niagara Caregivers Network at the Health Association of Niagara County, Inc (HANCI).



	
  
	Materials Needed in addition to the Refresher exercise
	Time range for exercise - minutes

	8
	Practice Initiating the Conversation
	Prepare slips of paper ahead of time
	10 – 40

	9
	“Oh, I’ve already done that”  (Follow-up Questions)
	
	5 – 15

	10
	Living Well
	
	5 – 20

	11
	Strengthening Health Care Agency
	
	10 – 20

	12
	Scenarios – Supporting the Agent
	
	10 – 30

	13
	Reflections on Personal Stories
	
	10 – 3-0

	14
	Using words that are honest and caring (Frank & Hayes)
	Prepare slips of paper ahead of time
	10 – 30

	
    Group Acting
	Approximate length of
Skit
	Time range for exercise - minutes

	15
	Home Health Aide Visit – Patient wants to talk
	1 min, 30 sec
	10 - 30

	16
	Family conversation – Mother wants to talk;      

                                                  daughter doesn’t
	2 min
	10 - 30

	17
	Provider visit – Patient reluctant
	45 sec
	5 - 15


Thanks to Marilyn Kinner and Beverly Hammons for developing the skits and fine-tuning them before numerous senior groups. Marilyn Kinner is with the Ithaca College Gerontology Institute and 
Beverly Hammons is with the Human Services Coalition of Tompkins County.
	
 
	Materials Needed in addition to the Refresher exercise
	Time range for exercise - minutes

	18
	The Four Steps
	SYW Planning Guide
	5

	19
	Keeping the Language Straight
	Handout
	5 – 15

	20
	Weighing Treatment Options          
	SYW Info Booklet, Handout
	10 – 20

	21
	Conversations  before the Crisis
	Handout
	10 – 30


	

	Group or Individual Review

	Material Needed
	Time range for exercise - minutes

	
	22
	Agency Policy and Practices
	Add agency materials
	10 - 30

	
	Add 

Your

Own
	
	
	


Refresher Exercise #1 – “Cora’s Choice”

Is Planning Necessary?
Major teaching or discussion points:

· Factors in making end-of-life decisions about whether or not to treat.
· Factors to be considered in choosing a health care agent.
Before, or during the discussion, you may wish to direct participants to:

· The SYW Invitation Card which describes the responsibilities of a health care agent.
· The questions found in Step 1 in the Planning Guide (think about what’s important to you). 
· The questions found in “Step 2 (select a person to speak for you).
Activity: 
View the video, “Cora’s Choice”

The video clip tells the story from the perspective of the home health nurse who suggests that Cora go to the hospital for treatment.  

Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the film and the answers together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:


· Who do you think Cora should choose as her agent – her husband or her daughter? 
· What factors are important in choosing a health care agent?
· If you were Cora’s health care agent, what would you want to discuss?
· Who should decide whether Cora goes to the hospital for treatment, or whether to call Cora’s doctor?  Why?
· If Cora stays home, should someone contact hospice or palliative care?  If so, who?

Refresher Exercise #2 – “Deciding for Mom”

Benefits and Burdens – non-life sustaining treatment

Major teaching or discussion points:

· “Capacity” is necessary in order to fill out a health care proxy form.
· A health care agent should speak for the patient, if the patient is unable to speak for herself.

· Copies of health care proxy forms should be given to all family members.
· Importance of family conversations to support decision-making.
It is helpful to understand the difference between the following definitions: 
· Capacity (under Health Care Proxy law) - ability to understand and appreciate the nature and consequences of health care decisions, including the benefits and risks of alternatives to proposed health care and to reach an informed decision.
· Competence - condition of being legally qualified to perform an act.
Activity: View “Deciding for Mom,” which is about someone with Alzheimer’s and based on the scenario which can be found on page 4 of the Information Booklet.  It is told from the daughter’s perspective, as she phones her sister to discuss the situation with her sister.

Discussion Questions:

· If you were Stephanie, how would you respond to your sister? 

· Does the daughter seem ready to make a decision according to what her mother would want?  How would she get ready for this responsibility?

· If “Mom” had not already completed a health care proxy form, could she sign one now?  Why not?

· Does the daughter legally need to discuss her decisions with her sister or other family members?   Should she?   Why?
Refresher Exercise #3 – “Do You Need to See a Lawyer?”

Facts and Myths about Advance Directives

Goals of this segment are to:

· Identify common misperceptions about advance directives (AD).
· Encourage participant to begin using the materials with clients.
Before, or during the discussion, you may wish to direct participants to:

· Sharing Your Wishes Planning Guide

· Sharing Your Wishes Information Booklet

· Sharing Your Wishes Proxy Card

· New York State Attorney General Guide

· Handout for Clients: Keeping the Language Straight (in Module 7)

Activity: 
View the video, “Do You Need to See a Lawyer?”

An attorney describes why a lawyer isn’t necessary to complete a New York health care proxy form.  He also describes the difference between a Health Care Proxy and a Living Will.  He explains why a Health Care Proxy form is more important than a Living Will.
Activity: 
Review Frequently Asked Questions,” SYW Information Booklet p. 11-12.

Review handout for clients “Keeping the Language Straight.”
Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the film and the answers together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:

· What are the common beliefs might your clients have about health care proxies? 

· What materials would help you correct client misperceptions about advance directives?

· Have your completed your own Advance Care Planning Process and Advance Directives?  

· If not, what are some of the barriers?  

· If you have, what was hard about the process?  What made it easier?

Refresher Exercise #4 –  “I Didn’t Say I Loved Him”

Emotional needs as well as medical needs
Goals of this segment are to:

· Motivate participants to complete a health care proxy.
· Familiarize them with basics of advance care planning.
· Encourage them to begin using the materials.
· Discuss the importance of choosing the right health care agent.
Activity: 
View the video, “I Didn’t Say I Loved Him”

A woman, who had a loving relationship with her brother, describes her regret about what went unsaid before he died. 

Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the film and the answers together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:

· How can you support your clients in having conversations as well as filling out the forms?
· A health care proxy form is essential to make sure a patient’s medical wishes are respected. But what about the patient’s emotional needs and wishes? 

· How important is it to express love, or maybe find forgiveness?   

· What steps can you encourage your clients to take to assure that they and their family have emotional peace of mind at the time of your death – or the death of a loved one?

Refresher Exercise #5 – “The Whole Story”

Benefits and Burdens (dialysis)

Major teaching and discussion points:

· Importance of asking questions to be informed so you can weigh the “benefits and burdens” in decision-making.
· It’s possible to start and stop a treatment as a trial—decisions aren’t always permanent.
· Need to discuss what’s important with your health care agent most importantly and with others who care including family, physician and spiritual advisors.

Before or during the discussion, you may want to direct the participants to:

· Information about dialysis, SYW Information Booklet  p 9

· The questions about values, Step 1, SYW Planning Guide
· The five points about health care wishes, SYW Information Booklet p. 6

· The text box “starting and stopping treatments,” SYW Information Booklet p. 9
Activity: 
View the video, “The Whole Story.”  The video clip portrays Louis telling the “whole story” to his daughter after lunch at her home.  
Activity: 
If your group is large, work with a partner or in small groups to discuss the

following questions, then discuss the answers with the entire group.  If your group is small,

everyone can talk about the video and the answers together.   If you talk about real cases in your 

professional work, remember to consider your agency’s confidentiality policies.
Discussion:


· What questions might the daughter ask Louis? 

· What questions does Louis need to ask his doctor? 

· Louis said that “I can start the treatment and if I want to stop it I can.”  What do you think about that?  Do treatment decisions have to be permanent?  Can a trial be considered?

· How can a health care agent support their loved one in gathering information about benefits and burdens before making up his/her mind?

· What are all the things a health care agent needs to know to make sure that they understand the “whole story” from their loved one’s perspective?  What can an agent do to see it from the patient’s perspective?
· How can Louis’ daughter help her father express his wishes so that she can be prepared to make decisions according to what he wants?

Refresher Exercise #6 – “What an Intensive Care Nurse Sees”

Is Planning Necessary?
Goals of this segment are to:

· Motivate participants to complete a health care proxy form.
· Familiarize them with basics of advance care planning.
· Encourage them to begin using the materials.
· Discuss the importance of choosing the right health care agent.
Activity: 
View the video, “What an Intensive Care Nurse Sees”

An ICU nurse with thirty-five years of experience discusses the problems of patients and their families without advance directives; and how having them helps the patient, family and staff.  
Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the film and the answers together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:


· How much of a difference can a health care proxy make?

· How important is a health care proxy form in making sure that a patient’s wishes are respected by medical staff?

Refresher Exercise #7 – Is Planning Necessary?

“We Had to Watch the Pain”
Goals of this segment are to:

· Motivate participants to complete a health care proxy.
· Familiarize them with basics of advance care planning.
· Encourage them to begin using the materials.
· Discuss the importance of choosing the right health care agent.
Activity: 
View the video, “We Had to Watch the Pain”

A woman recounts the anguish of watching her father suffer in pain because they did not have a health care proxy form.
Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the film and the answers together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:

· How often do you think this occurs?

· Could this happen in your family, or to someone you know?

· Could all that suffering have been avoided?

Refresher Exercise #8 – Practice Initiating the Conversation

Goals of this segment are to:

· Provide practice in bringing up the topic of advance care planning.

· Help participants realize that there are numerous opportunities in their existing interactions with clients to raise the topic of advance care planning.

· Share ideas with colleagues.
Preparation for the activity:  Develop situation cards
 



Create a list of 12 – 14 different situations in which your staff interact with clients, and which could be appropriate opportunities to talk about advance care planning.  See sample on next page. 
Print these situations onto colored paper and cut them apart.  People will be working in pairs; make enough sets so that each pair has their own set.  

If you think it would benefit your staff, and you have enough time, you could ask members in the group to suggest these situations themselves.

Activity: 

Ask people to be in pairs – give each pair a set of the situation cards.

Ask them to choose a situation card and practice the first 1-2 minutes of a conversation.    
Do this multiple times – switching roles back and forth between the two people.
Assume in all cases that the client does not have a health care proxy form.

Tell them that if a particular situation doesn’t apply to their experience, either to imagine themself in that role, change it to a situation that they would be in, or just choose another card.

If you have sufficient time, ask people to write down “good starting phrases” on a separate sheet. Share these with each other.
Regular reassessment of the care plan

Getting ready for scheduled 

open-heart surgery

Admitted to the rehab unit 

with a fractured hip

Elderly person who’s husband has died; had always figured that her husband could speak for her.

Just been admitted to the hospital with numbness in the right arm

Just been diagnosed with lung cancer


Asks about signing up for PERS (Personal Emergency Response System program)

Is getting ready to move into a senior residence
Wanting to have a friendly visitor

Newly diagnosed with dementia

Meeting about health insurance counseling, or financial planning

Has just seen how a friend died and doesn’t want that to happen to them.

Exercise 8 - continued

Refresher Exercise #9 – Follow-up Questions

“Oh, I’ve Already Done That”

Goals of this segment are to:

· Provide participants with responses to probe more deeply when client tell them that they have a Health Care Proxy or that they have done Advance Care Planning.
Activity: 
Review these possible responses:

· Have you talked with your health care agent / family?

· Does your health care agent / family understand your wishes?

· Have you talked with your doctor about your wishes? 

· Where is the form?

· Has anyone had to act on the health care proxy?

· Are there any problems finding the written information when needed?
· Could the information need to be updated?
· Get to some questions such as – has it made a difference:

· in my life?
· in what my family understands?
· in my care plan?
Activity: 
In pairs or small groups, practice responding to clients statements about how they have already done all they need.

Discussion:
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the handout and the answers together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
· Why is it important to probe client responses more deeply?

· What would help you feel comfortable using these responses with clients?

· Do you have materials on hand to help clients who wish to update their Advance Directives?

Refresher Exercise #10 – Living Well

Goals of this segment are to:

· Provide questions that help clients think about their values.
· Deepen the conversation between professional and client.
Activity: 
Review the Living Well questions below, and the follow-up questions that follow.

Consider how you might answer them for your own life, and how you might use them in working with your clients as they think about what gives their life meaning and how they would want health care decisions to be made for them if they could not speak for themselves.  These are questions they can use in discussions with their health care providers and with their families.

Discussion: 
Talk with colleagues and your supervisor about how these questions could be used with the client populations you serve.
Living Well: Top 3 Questions

“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?”

“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?”

“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?”

Additional Resources:

· A more complete set of questions about what is important to individuals and how they might want to receive care is covered under Step 1 in the Sharing Your Wishes Planning Guide (pages 3 and 4). 

· Review Step 1 in the Planning Guide and remember that there are no right or wrong answers to these questions, that they will differ from person to person, and that they may change over time for the same person!
Refresher Exercise #11 – Strengthening Health Care Agency

Goals of this segment are to:

· Dispel common myths about choosing a person to be a health care agent.
· Provide information to help clients choose an effective health care agent.
· Deepen the conversation between professional and client.
· Identify resources to support clients with choosing a health care agent.
Activity: 
Review the following information, which is found on page 6 of the Sharing Your Wishes Planning Guide.
How to Choose your Health Care Agent 

Choose someone you trust to be your agent. Often people pick a friend or family member to be their agent. Keep in mind that not everyone makes a good agent. 

The following questions will help you choose your agent: 

· Is this person someone you want by your side when you have important health decisions to make? 

· Will this person follow your wishes, even if he or she doesn't agree? 

· Will this person be strong enough to ask questions about your condition and about the choices that may affect your care? 

· Will this person be able to speak up for you, to demand that your wishes are followed? 

· Will this person be available when you need help with the decisions and challenges that you may face in the last years of your life? 

· Is this person at least 18 years of age? 


Note: this person cannot be your doctor or an employee of a health care provider responsible for your care, unless he or she is a family member. 

Have a conversation with the person you pick to be your agent. Make sure that he or she is willing to act for you.

Discussion: 
Talk with colleagues and your supervisor about how these questions could be used with the client populations you serve.


Many people believe they have to choose a spouse, or worry that they will upset their children if they choose one over another to be their Health Care Agent.  

What resources does your agency have to help clients with these concerns?

Refresher Exercise #12 – Scenarios – Supporting the Agent
Goals of this segment are to:

· Provide participant with practice in supporting a health care agent in making decisions for your patient/client.

· Understand that some situations which may require decisions for an agent are not about life-sustaining treatments.
· Be more prepared to stress with your patient the importance of having conversations with their agent before they are no longer able to do so.

· Practice using the Weighing Treatment Options handout to support agent in considering choices.

· Better understand the role of the professional in providing information to help an agent honor a patient’s wishes.

Activity: 
In pairs or small groups, choose a scenario and discuss what you think should happen next, then discuss the answers with the entire group.  If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
· Why is it important to probe client responses more deeply?

· What questions could you ask the agent to help in considering what the patient might want?

· What are your agencies policies about your sharing a patient’s prior conversation that you might have had with the patient?

· How can you support the agent in honoring a patient’s wishes?

______________

Scenarios – in all situations the patient has designated a health care agent. 

· A person who had a stroke six months ago, currently stable but unable to speak understandably, in need of surgery for a skin cancer 

· A previously independent elder who experiences an acute illness that requires hospitalization and surgery and results in temporary confusion 

· A person who has dementia but otherwise is reasonably stable physically and medically 

______________________

Refresher Exercise #13 – Reflections on


Personal Stories
1) Death is a profoundly personal experience and a normal part of the life cycle. Over the course of your life, you have heard about or witnessed many stories about deaths – of family members or friends, in the news, and in books and movies. Some of these experiences may have been beautiful and moving, while others may have been horrifying. For today, we would like to learn about what makes a death meaningful, and what factors help that happen.

Think of a story about a death that you found beautiful or moving – that for you is an example of a meaningful death. It could be a story you participated in, or one that you heard or read about; it could be about someone you knew, someone you did not know, or a character in a book or a movie.


Tell the story of that experience.



What made the experience so meaningful?



What was it about the person who was dying that made it a meaningful




experience?



What did others contribute?



What was it about the situation or the setting that made a difference?

2) What two wishes do you have for your own death that would make it a meaningful

experience?

Interviewer Guidelines

Think of your role as exploring the mind and experience of your partner, helping to

develop and bring forward your partner’s thoughts, feelings and wisdom.


Actively listen; encourage your partner to tell his/her story.


Invite elaboration and clarification.


Feel free to offer encouragement and empathy, but resist the temptation to


comment, interpret, agree, disagree, or compare your partner’s views and


experiences with your own. (This is difficult and requires great discipline – please


help each other!)


Remember that this is not a conversation; the goal is to have the space of the


interview filled with your partner’s thoughts, and not to add in your own.

Take just enough notes to enable you to report back to a small group about your

partner’s responses to the questions and the essential themes they contain.

You will have approximately 5 minutes for each interview. Be aware of the time so that each person has a fair share of the time.

Thanks to Dr. Patricia Bomba with Compassion and Support initiative   www.compassionandsupport.org
Community Conversations on Compassionate Care    * * *    Community-Wide End-of-Life/Palliative Care Initiative
Refresher Exercise #14  Using words that are honest and caring.
The vocabulary and ideas in this exercise are drawn from a presentation on the Transitional Life Care Team (TLC) – a Tool for Palliative Care Decision Making, by Nancy Frank, LCSW-R and James D. Hayes, MD, Fall 2007.  The goals of the TLC Team are the “Comprehensive education and support of all parties to an illness.”   For additional information contact:  Nancy Frank LCSW-R, CSW-G, Manager, Medical Social Work, (607) 763-5078, nfrank22@gmail.com. 

Goals of this segment are to:

· Provide participants with ideas on re-framing common phrases 

used in discussing end-of-life care.
· Help staff be better able to focus on caring for patients.

· Introduce staff to the approach of Frank and Hayes. 

Activity: 
The phrase in italics is what is often used; the response suggests another way of 



re-framing the concept.  Working in pairs, have one person say the phrase in italics, 

and the other person read the response.

Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the vocabulary list and discuss the questions together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:


· Which of these phrases have you heard from your patients?

· What other responses might both honest and caring?

· Could you imagine yourself using similar phrases in your practice?

Frank and Hayes TLC Vocabulary, 2007

	“Heroic Measures , e.g. CPR”

High Voltage Shocks

Chest and rib compressions

Plastic tube in your windpipe


	 “You would want us to do everything, right?

DNR does not mean Do Not Treat

“DNR is choosing A NATURAL DEATH vs. an unnatural death.”


	“PEG TUBE”

Surgically inserted force feeding tube.

	“You can’t take away hope!”
“It is time to refocus our hope from getting more heartbeats to a more manageable dying process.”


	“Quality of Life.”
They will no longer be able to do the things that they loved and that made them the person you knew.

	“Futile Care vs. Futile Treatment”
Caring is never futile.

Treatment is sometimes futile.


	“Good Death “

 Dying well vs Dying poorly
	“Hospice means death or giving up.”

Hospice is the most intense level of home care available.

	“Keep fighting.”
The fight becomes the fight for a manageable death rather than for more heartbeats.

	“Would you want us to prolong your life?”
Do you want us to prolong the dying process?

	“I’ll decide on CPR if it happens.”
We need to decide on CPR now because if we wait the machines will be in place by the time we could call you for a decision.

	“We have to do what the family wants.”
“The family has requested medical 
interventions that I consider 

inappropriate or unhelpful.”


	“Comfort measures.”
“Measures to aggressively manage symptoms without focusing on cures.”


	“I need more time.”
“We can have more time or better 

time but not both.”



Exercise 14 - continued

Refresher Exercise #15 – Skit – Home Health Aide visit, 

(Patient wants to talk)


M.
Hello Beverly, you’re early today.
B
Yes.  My previous client went with her daughter to a doctor’s appointment, so I was able to leave early. How are you feeling today Mrs Woods?
M.    I’m feeling tired.  I didn’t sleep well last night.  I kept thinking about my brother John and everything that happened after he suffered that major stroke. After the stroke he wasn’t able to talk.  He couldn’t even nod his head yes or no.

B.
I remember how sad you were when John died. 

M.    His children, Pete and Sally had to make so many difficult decisions about his medical care.  Even though Pete was John’s Health Care Proxy he kept wondering what his dad might have wanted.   I know that I wouldn’t want some of the treatments John was given.  I feel really scared that it could happen to me. 

B.
Now Mrs Kinner don’t upset yourself. You are going to be fine.

         Your daughter will take good care of you.

M.     I hope so.   Pete is still questioning whether he made the right decisions for his Dad.  I don’t want my daughter to carry a burden like that.  I keep going over and over in my mind all  that John suffered before he died.  

What if that happens to me? 
Refresher Exercise #16 – Skit – Talking with family

(Mother wants to talk; daughter doesn’t)


Props: Some clothing on a chair to the side, but easy for daughter to reach before she exits.


Mother is seated; daughter enters room.

M.     Hello dear.

D.     Hi Mom.  How are you today?

M.
I’m feeling a bit tired.  I didn’t sleep well last night.  I kept thinking about your Uncle Bob and everything that happened after he suffered that major stroke which left him so he couldn’t talk.  Your cousins, Pete and Sally had to make so many difficult decisions about his medical care.  Even though Pete was Bob’s Health Care Proxy he kept wondering what his Dad might have wanted.   I know that I wouldn’t want some of the treatments Bob was given.  I think it is important that you and I talk about it.

D.
Oh Mom.  You’re much healthier than Uncle Bob ever was.  You are going to be fine.   Now where are those clothes for dry cleaning?  I’m going to town and can take them with me.

M.
Dearie, you might be right and I may never be in a medical situation where I cannot speak for myself, but it’s important to plan ahead for that possibility.  Pete is still questioning whether he made the right decisions for his dad.  I don’t want you to have to carry a burden like that.  

D   [Crossing arms]  Mom, I know you wouldn’t want any heroics, isn’t that enough?

M
I’m not sure what you mean by heroics.  I really need to talk with you about my thoughts and feelings as to what medical interventions I might and might not want.  

D
Well, I don’t have time now Mom.  Now really, where is that dry cleaning?

M
It’s on the chair.  Please dearie, can we set a time to discuss this, its very important to both of us.  How about Sunday afternoon.  You said you would help me weed the front flower bed, then we could make some tea and sit down and talk.

D
[Bite lip] I see you’re really worried about this, so yes, we can talk on Sunday. Now I must be going. [exit].

​​​​​​​
Refresher Exercise #17 – Skit – Provider visit (Patient reluctant)


Narrator: 
Willard is 85 years old, frail, and has a heart condition that limits his mobility.  



For the last six months, Jeff has been coming in once a week to supervise his



home health aide care.


Jeff:
I see you’re scheduled for open-heart surgery next week.  Is all your paper-work in order?



Have you completed your health care proxy form?


Willard:   I’ve always made my own decisions, and that’s the way I’m going to keep it.  

    If something else needs to be done, my doctor can decide.


Jeff:
That’s true up to an extent.  But there are certain things your doctor can’t decide to do 


on his own.


Willard:    Well, I don’t want to choose just one person in my family –

      the rest would feel left out and think I didn’t love them.
Ad-Lib from here
 Refresher Exercise #18 – The Four Steps
Goals of this segment are to:

· Review the Four Steps of the Advance Health Care Planning Process

· Become Familiar with the Sharing Your Wishes Planning Guide
Activity: 
 
Match the Four Steps with the Activity involved with each step.  

Materials Needed:
Sharing Your Wishes Planning Guide




Pencil or Pen

Instructions:
Write the activity for each step in the proper order, and the page number where it is found in the planning guide.

STEP 1:

_______________________________________________________




_______________________________________________________

Found on Page _________ of the Planning Guide
STEP 2:

_______________________________________________________




_______________________________________________________




Found on Page _________ of the Planning Guide
STEP 3:

_______________________________________________________




_______________________________________________________

Found on Page _________ of the Planning Guide
STEP 4:

_______________________________________________________




_______________________________________________________




Found on Page _________ of the Planning Guide
Refresher Exercise #19 – Keeping the Language Straight

Review these easily confused definitions.

Major teaching or discussion points:

· Understanding the differences between the different advance directives.
· Using the handout to explain to clients.

Before, or during the discussion, you may wish to direct participants to the SYW Planning Guide. 

Activity: 
Read client handout “Keeping the Language Straight” below.



(If desired, review slides slides 9 - 20 of Module 3 “Putting it in Writing”.)
Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the film and the answers together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:


· Can I explain the difference between a living will and a health care proxy form?

· How can I support my clients in having conversations as well as filling out the forms?

· How important is a health care proxy form in making sure that a patient’s wishes are respected by medical staff?
· In what circumstances is a living will a good idea?
SHARING YOUR WISHES: Advance Health 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 health care 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 an individual appoints to make his/her health care 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.

Below are physician-signed orders: 

Do Not Resuscitate Orders     
      Hospital DNR Order applies only in a health care facility such as a hospital, nursing home


or mental hygiene facility licensed by NYS.  

     Non-Hospital DNR Order must be recorded on a specific NY State form. For more 


information, see “Planning Your Health Care in Advance: How to Make Your 


End-of-Life Wishes Known and Honored” State of New York Office of the 


Attorney General, November, 2005. Website: www.oag.state.ny.us

MOLST (Medical Orders for Life-Sustaining Treatment)     

A bright pink medical order form signed by a NYS licensed physician that translates 
patient/resident goals & preferences into medical orders.  Includes orders regarding: CPR 
(cardiopulmonary resuscitation); intubation & mechanical ventilation; artificial nutrition 
& hydration; future hospitalization & transfer; and antibiotics. For more information see 
www.health.state.ny.us/professionals/patients/patient_rights/molst.
Revised by Health Planning Council, the Human Services Coalition of Tompkins County, Inc.  January, 2008, 607-273-8686
Refresher Exercise #20 – Weighing Treatment Options

Major teaching or discussion points:

· Factors in weighing the benefits and burdens of treatment options.
· How to get information about the treatment options.
Before, or during the discussion, you may wish to direct participants to “Hard Choices for Loving People” by Hank Dunn. This 80-page booklet is for clients who want more detailed information about life-sustaining treatments.  It contains chapters on CPR, artificial feeding, comfort care and many other topics.  For purchase at: www.hardchoices.com or (703) 707-0169

Activity: 
Read client handout “Weighing Treatment Options” below.



Review pages 6 through 9 of SYW Information Booklet
Activity: 
If your group is large, work with a partner or in small groups to discuss the following questions, then discuss the answers with the entire group.  If your group is small, everyone can talk about the handout and your discussion together.   If you talk about real cases you experience in your professional work, remember to consider your agency’s confidentiality policies.
Discussion:


 Where can you direct your clients to get information they need?

 Talk about a time when weighing the benefits and burdens has come up.  Draw on your experience with a client, or your personal life, or from a movie or TV show.

Activity:
MAKE A SPECIAL NOTE about the information about Artificial Nutrition and Hydration in the Planning Guide (page 9 and 10.)
· Do your clients know that they MUST note on their Health Care Proxy form that they have discussed their wishes about artificial nutrition and hydration with their agent?
(Note that the health care proxy form in the Planning Guide already has a sentence about this printed on the form; clients can cross it out if they do not want it.)
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 unacceptable consequences for the patient

Choices about life-sustaining treatments

 When to start

 When to forgo or withhold

 When to have a time-limited trial

 When to discontinue

“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.  

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

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

Nutritional support

 Nutrition delivered by tubes is a medical treatment.
 The word “starvation” is an emotionally charged word. If death is the result, it is the underlying disease and not the withdrawal of treatment that causes death.

Comfort Care

 Explore what this means to you and your family.
 Includes physical, psychological and spiritual options.
 Comfort care does not mean “no care.” It means measures to aggressively manage symptoms without focusing on cures.
 Refresher Exercise #21 – Conversations Before the Crisis

Goals of this segment are to:  

· Become aware of opportunities for you as a professional to bring up the topic of Advance Health Care Planning, and to pass along tips for clients and family members who may be looking for ways to bring up this sensitive topic with other loved ones.
· Encourage participant to begin using the materials with clients.
Activity:
Direct participants to review the handout: Conversations Before the Crisis 

(in Module 7); the content is copied below.

Conversations Before the Crisis: Opportunities and Phrases

Opportune times to begin conversations can be called “conversation triggers.”  Conversation triggers 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

Examples of words and phrases to begin conversations are on the next page.

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.

Provided by Sharing Your Wishes, a Tompkins County Coalition of ten organizations which is funded in part by the Community Health Foundation of Western and Central New York. 
Examples of words and phrases to begin conversations…

The death of famous people or someone made famous by a situation can help begin conversations. 

“The way Terry Schiavo’s family couldn’t agree really upset me.  I want to talk about my ideas and feelings and what I would want if I am ever in that situation, and I want to name someone to represent me.  I want to know that I helped my family make the tough choices.  I don’t want anyone to feel guilty, because they didn’t know what I wanted.”

___________

The death of a colleague can prompt the following kind of conversation: 

“I’ve been thinking about the end of life lately, including my own.  I know it sounds strange. Nothing is wrong.  But a friend at work had a terminal illness, and her family didn’t know what she wanted.  The family couldn’t agree about putting her on a ventilator, and it made the whole situation very difficult.  I don’t want to be the cause of family disagreements if I am seriously ill and unable to speak.  That’s why I want to talk about my wishes if I can’t speak for myself.”

___________

A movie or television show or a newspaper article might lead to a conversation such as:

“I saw ( or read) something which really made me think about why I need to talk about what I would want if I was not going to recover from a bad car accident.  I hope this never happens.  But it would give me peace of mind if I knew my wishes would be respected by the doctors as well as the family.”

___________

A visit to the doctor could prompt this conversation: 

“At my annual physical last week, the doctor asked me if I had a Health Care Proxy who knew how to represent me if I was in such a bad state I couldn’t speak for myself.  I know I should have taken care of this a long time ago, but I haven’t done it yet.  

“I promised the doctor I wouldn’t put it off any longer.  He gave me this information called “Sharing Your Wishes” which I read and would like for you to read, too.  He says that talking about this won’t kill any of us and the sooner the better.  He says that nobody will know what I would want if I don’t have a Proxy and I don’t talk about it.  Would you be able to sit down with me soon to talk about this?   I don’t want to go to another appointment without first taking care of this.”   

___________


A visit to an attorney could prompt the following: 

“Our lawyer tells us that we need to think about more than our wills.  We didn’t make any changes to our will, but he said that we need Health Care Proxy forms that appoint representatives to speak for us, if we can‘t speak for ourselves.  He says that New York State law requires this and now is the time to do this is, while we are healthy.  If there are any disagreements about our care when we are unable to speak for ourselves, we might not get the kind of care we want.  We want to talk about this with you and fill out the forms, so you don’t get left with hard choices. 

We all might rather put this off, but we don’t want to see the family torn apart because we didn’t take responsibility and speak up now.  We aren’t facing any big decisions right now, but we want to start talking before it’s too late, like our lawyer said.”  

___________

The illness or death of a friend who appointed a Health Care Proxy and had conversations about wishes and desires could foster the following: 

“My friend Mary is so grateful that her mother, Sarah, appointed a Health Care Proxy and talked openly about what she wanted, if poor health ever kept her from speaking for herself.  Sadly for everybody, that’s exactly what happened in the last months.  Mary’s brother was the Proxy, and the doctors turned to him for direction. Mary’s whole family rallied around him because they knew he was doing what their mom wanted. What their mom did for herself was really a gift to her family.  When the end came, they were able to rest easy that what their mom had wanted had been done, even though losing her was very hard.  Without Sarah’s planning, I don’t think they would have been able to cope with the circumstances.”

Written by Beverly Hammons, Health Planning Council, a program of the Human Services Coalition of Tompkins County.
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.

Refresher Exercise #22 – Agency Policies

Goals of this refresher are to:

· Re-familiarize staff with agency policies and practices concerning advance directives, advance care planning (ACP).

· Update staff about policies and procedures for Do Not Resuscitate (DNR) Orders and the current status of patients.

· Make sure staff know about available support from supervisor and agency materials.

· Answer any questions staff may have about implementing the policies.

Before discussion, assemble agency policies concerning related topics, including:

· Mandated times to give ACP materials to client and when to discuss DNR
· Which materials to use

· Where in the medical record to indicate if Health Care Proxy or DNR form is completed and stored.

· Where to chart any conversations staff has with client about wishes
· Identification when there is a DNR order in effect (ex. ID in room, DNR bracelet, etc.)
· Staff role in determining capacity of patient to make decisions, and when to raise concerns.

· Confidentiality policies

· Privacy policies about when appropriate to give agent info about medical condition and options.

You might also want to have on hand samples of other materials your agency uses to help patients

weigh the benefits and burdens of options; and community resources for referral to other agencies,

faith communities, etc.  If you talk about real cases you experience in your professional work,

remember to consider your agency’s confidentiality policies.

Activity: 
Review the above policies and materials.

Discuss any questions.

Discuss case scenarios where these policies were implemented.

Share stories of problems and successes.
* * * * * * * * * * *
Other possible considerations about your agency’s practices include:

· Do you know what percentage of your clients have appointed health care agents?

· Do you know if conversations with the health care agent have taken place?

· Have you altered a patient’s care plan based on advance health care planning conversations?
· Do you have a procedure for auditing records to check for advance directives?

· What kind of documentation is in the medical records? Do you have a procedure for auditing records for DNR orders?   

· Do you encourage physicians to discuss resuscitation status with their patients annually?

· What is the frequency in which social work staff should discuss DNR with residents and families, particularly as health conditions change.

· Does the family know the patient’s wishes?  

· Did the family caregiver feel more comfortable with plans?

· What difference has it made in your client population?  
· When people move from one level of care to the hospital and then, if appropriate, back to the previous level of care, do their advance directives follow them?  Both ways?[image: image1][image: image2][image: image3]
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