Sharing Your Wishes Scenario

“The Whole Story”

Louis

Louis is 80 years old and his kidneys are failing making him weak and unable to do anything but sit in a chair and watch television all day.  He has been told that he needs to begin kidney dialysis to keep him alive.  He understands this means that he will have some good days and that he will feel able to get out of the house.  But, he will spend hours every day at the dialysis center receiving the treatment.
 If this were you, would you want dialysis?

The Whole Story

Setting:  Louis and his daughter, Kathy, are at the kitchen table while having fruit.  Louis is talking to his daughter.

“Great lunch Kathy.  I am lucky to have a daughter who cooks as good as her mother.  .I sure appreciate it when you take time out from your family to come over here. 

“You asked me how things are going.  I guess I’d have to say they could be better.  At first I thought I was feeling lousy because I was missing your mother, and wasn’t eatin’ so good.  

“But, I saw the doctor a couple of days ago, and he says I need more than all those pills he’s been giving me.  My kidneys aren’t working the way they should and he says I need to start dialysis.”  

(Holding up his hand to stop Kathy’s comment.) “Now wait.  Let me tell you the whole story, the good stuff and the bad stuff, before you tell me what you think 

Remember last year?  When I filled out one of those health care proxy forms?  We talked about a lot of the things that were important to me?  Since you are my health care agent it is important that you know about this and that you know what I am thinking about it all.

“To be honest, a lot of it sounds pretty bad to me. I’d have to go to the hospital – maybe every other day - while they do something that washes my blood.  … 

“They say it’s up to me.  They told me about everything and answered my questions.  Even though I don’t really understand it all, I do understand that I can start the treatment and then later I could stop it if I want. But they told me I won’t live very long on my own without the treatment. My doctor says I should start soon. 

“I hate thinking that I need a machine to keep me alive, but I need to weigh the pluses and minuses –. (Gestures with hands as if weighing the pros and con in each palm)  

“On the one hand, with treatment I could go on for years. They tell me that I would feel better after each treatment.  Good enough to get around, play with the grandkids.  You know, watching them would make it worth a try. 

“On the other hand, I don’t want to go to the hospital every other day .  And I hate asking you for rides.  I’m sure you have a lot better things to do than cart me around. 

(gesture like a balance scale).  I have to figure out if the good stuff outweighs the bad stuff. ) 

“Except for some details, I guess that’s the whole story.    So the basic issue is ‘yes’ or ‘no’ on the dialysis.  What would you do?”

Discussion Questions:

· If this were you, what do you think you would do?  Why?

· How do you think the daughter should respond?  With her opinion?  With questions?  

· Do you think Louis really knows – or understands – the “whole story” about the choice he is facing?

· What other information does he need?  Where can he get it?

· What else – besides enjoying his grandchildren and the amount of time that dialysis requires - might be important to him to think about in weighing the pros and the cons?

· 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 make sure their loved one has the whole story 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 be prepared to make decisions according to what he wants?

Facilitator Notes RE: Scenario “The Whole Story” -Louis
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.

Discussion questions:

· If this were you, what do you think you would do?  Why?

· How do you think the daughter should respond?  With her opinion?  With questions?  

· Do you think Louis really knows – or understands – the “whole story” about the choice he is facing?

· What other information does he need?  Where can he get it?

· What else – besides enjoying his grandchildren and the amount of time that dialysis requires - might be important to him to think about in weighing the pros and the cons?

· 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 make sure their loved one has the whole story 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 be prepared to make decisions according to what he wants?

Sharing Your Wishes Scenario

“Cora’s Choice”

Cora

 Cora has chronic lung disease and has been hospitalized four times in the last year.  Twice, she has been put on a breathing machine for a short period of time.

  She is on oxygen all the time.  She frequently becomes short of breath.  In fact, she finds it difficult to even manage her daily routines.  It takes her a very long time just to get dressed in the morning.  

   She develops a fever and other symptoms that cause her home health nurse to think she might have pneumonia.  

   The nurse suggests that she should go to the hospital for IV antibiotics.  

   If this were you, would you want to go to the hospital for antibiotic treatment, or would you prefer to be kept comfortable at home and let nature take its course?

Cora’s Choice

Setting:  A Home health nurse is talking to her nurse supervisor in the supervisor’s office.

“Do you have a minute?  As my supervisor, I need your advice about one of my home health patients.

“Cora has chronic lung disease and has been hospitalized four times in the last year.  Twice, she was put on a breathing machine for a short period of time.  She’s 79 and lives at home with her husband – who’s very willing and able to take care of her.  She also gets good support from a daughter who lives nearby

“Cora is frequently short of breath, although she’s on oxygen all the time.  She needs assistance to get dressed or go to the bathroom. Now she has a fever and I suspect that pneumonia has developed.  

“Here’s my concern:

When I called her doctor to tell him that she has a fever and shows the signs and symptoms of pneumonia, he said that she needs to go to the hospital for treatment and to start IV antibiotics.   Cora doesn’t want go to the hospital.  She says she’s tired of this struggle.  She has lived a good life and is willing to “let nature take its course”.  Her husband is quite upset and insists that she go to the hospital.  Her daughter is torn and upset but says that she understands why her mother feels this way.  She doesn’t want her mother to be put through a lot of medical treatment unnecessarily and if her mother wants to stay at home for her last days she will be there.  

“One more issue.  I gave Cora the health care proxy form, but she’s been dragging her feet about filling it out.  She can’t seem to decide if she should pick her husband or her daughter to be her health care agent.  

“I just don’t know what to do?” 

Discussion questions:

· What advice would you give to this nurse?

· Who should decide whether Cora goes to the hospital for treatment, or whether to call Cora’s doctor?  Why?

· If you were Cora’s health care agent, what else would you want to know about Cora?

· Who do you think Cora should choose as her agent – her husband or her daughter? Why?
· What factors are important in choosing an agent?
· If Cora stays home, should someone contact Hospice, palliative, or comfort care?  If so, who?
Facilitator Notes RE: Scenario  “Cora’s Choice”

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

Discussion questions:

· What advice would you give to this nurse?

· Who should decide whether Cora goes to the hospital for treatment, or whether to call Cora’s doctor?  Why?

· If you were Cora’s health care agent, what else would you want to know about Cora?

· Who do you think Cora should choose as her agent – her husband or her daughter? Why?
· What factors are important in choosing an agent?
· If Cora stays home, should someone contact Hospice, palliative, or comfort care?  If so, who?
Sharing Your Wishes Scenario

“Deciding for Mom”

Edna

  Edna has dementia and is often confused, especially by changes in her routine.

   She lives with her daughter and family and enjoys spending time with her grandchildren and working in the garden.

   She is in generally good health except that she is having trouble seeing clearly.

  Her doctor has suggested that she have cataract surgery.

  If this were you, would you want the surgery?

Setting: Edna’s daughter is in the kitchen by the phone as she finishes reading a patient education booklet on “Cataract surgery”  A Bouquet of flowers is near the phone.  She picks up the phone and dials her sister, Stephanie.

“Hi Steph, how’s my little sister? 

  (pause as she listens)  “Good.

“Oh, I’m fine, but listen.  I’m calling about Mom again .  (brief pause)  Uh huh.  Uh huh.  Well, there are some new problems.  

“As you know her Alzheimer’s is getting pretty bad.  She’s really becoming much more forgetful.  And, remember what happened the last two times I took her to the doctor?  (brief pause).  Yeah, she really panicked.  The second time I needed help getting her into the car.  It was awful. 

“Now her eyes are giving her trouble and it’s obvious that it’s bothering her.  Like with her gardening. She still loves to get out there but she can’t see well enough to find her little shovel  or the shears, even when they’re right in front of her.  It’s so hard to see her struggling, but you should see the lovely bouquet she made today.  (Touching bouquet near phone, pausing to listen, then laughs a little)  Yeah.  I agree 

“Well, here’s the dilemma.  At her last appointment, Dr. Miller said she needs cataract surgery.  It’s just a routine, outpatient procedure, but it will require a number of visits before and after the surgery.  And she’ll have to be careful about bending down for awhile.  I don’t know if either of us can deal with it.  Mom’s so afraid of the doctor . And, I don’t know if I can handle her when she panics.  (pause)  Yeah.  I don’t know. 

“Well, at least we’re in better shape than when Dad had his stroke.  That was so unexpected. Remember how the doctors wouldn’t listen to any of us? They just kept him alive on those machines, even though he seemed to be suffering.  

“Luckily, Mom and I talked when we first learned about her condition – before she got too confused.  She told me the kinds of things that are important to her and some of the things she doesn’t want to happen, like needing to rely on a feeding tube.  And she signed a health care proxy form.. So now the doctors are showing me her records and explaining all the options so I can decide.     

“The problem is, I’m worried I’ll make the wrong decision.  We talked about end of life, but we never really talked about things like this.  What do you think?  Should Mom have the operation?”

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?

Facilitator Notes RE: Scenario  “Deciding for Mom” – Edna

Major teaching or discussion points:

· “Competency” 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

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.

versus

Competence - condition of being legally qualified to perform an act (as in the first teaching or discussion point:  "competence" is necessary in order to fill out a health care proxy form).
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?
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