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If you provided the patient with the “What Matters to Me” workbook 
prior to the meeting/call, remind them of that.  If not, just start with the 
introduction below.   

“I’d like to talk about what is ahead with your illness and do some thinking 
in advance about what is important to you so that I can make sure we 
provide you with the care you want — is this okay?” 
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 “What is your understanding now of where you are with your illness?” 

“How much information about what is likely to be ahead with your illness 
would you like from your healthcare team?” 
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“I want to share with you my understanding of where things are with your 
illness...”  

Uncertain: “It can be difficult to predict what will happen with your illness. 
I hope you will continue to live well for a long time but I’m worried that 
you could get sick quickly, and I think it is important to prepare for that 
possibility.”  

OR Time: “I wish we were not in this situation, but I am worried that time 
may be as short as ___ (express as a range, e.g. days to weeks, weeks to 
months, months to a year).” 

 OR Function: “I hope that this is not the case, but I’m worried that this 
may be as strong as you will feel, and things are likely to get more 
difficult.” 
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“What are your most important goals if your health situation worsens?” 

“What are your biggest fears and worries about the future with your 
health?”  

“What gives you strength as you think about the future with your illness?” 

“What abilities are so critical to your life that you can’t imagine living 
without them?” 

If you become sicker, how much are you willing to go through for the 
possibility of gaining more time?” 

PL
AN

 “How much do your loved ones know about your priorities and wishes?” 

How much does your doctor know about your priorities and wishes? 

SU
M

M
AR

IZ
E 

“I’ve heard you say _______________.  I will pass that information to the 
rest of the health care team. 

Keeping that in mind, and what you know about your illness, I recommend 
that we _______________.  That will help us make sure that your 
treatment plans reflect what’s important to you? 

How does this plan seem to you?  We will do everything we can to help 
you through this. 

CL
O

SE
 

Thank you for speaking with me today.  I know these conversations are 
hard and I appreciate you sharing this important information with me. 
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What Matters to Me
A Workbook for People with Serious IllnessA Workbook for People with Serious Illness

NAME

DATE

©2021 Ariadne Labs and The Conversation Project, an initiative of the Institute for Healthcare Improvement (IHI) 

This document does not seek to provide legal advice.

6



Ariadne Labs   ariadnelabs.org     •     The Conversation Project   theconversationproject.org2

This Workbook is designed to help people with a serious illness 
get ready to talk to their health care team (doctor, nurse, social 
worker, etc.) about what is most important to them.

TWO WAYS 
TO SHARE

FOR CAREGIVERS

If you are helping someone else complete this Workbook, here are some things 
to keep in mind:

•  Explain why this will help. You might say, “I want to make sure we know what’s
most important to you, so we can have a more useful conversation with your
health care team.”

•  Take it in small pieces. It’s always okay to skip a question. You can even let the
person pick the questions that appeal to them. If they get tired or overwhelmed,
take a break and come back to it later.

•  If the person is prone to confusion, keep the number of helpers small. Having
many people present can increase pressure on the seriously ill person. Have
one or two people assist in completing the Workbook, then share it with others.

This Workbook is NOT about making specific medical 
decisions. It’s about thinking about what matters most 
to you — and sharing your goals and preferences with 
your health care team. Then together you can choose 
the kind of care that is right for you.

DO THIS

•  Do the Workbook by yourself or with someone else.
Choose the way that works best for you.

•  Take your time. You don’t need to complete the
Workbook all in one sitting. It’s okay to skip
questions — or come back to them later.

•  Share it with your health care team. Bring the filled-in
Workbook to your next appointment so you can talk
over your answers and questions.

•  Be prepared. Even if you don’t have an appointment
soon, or you won’t be seeing a family member soon,
doing the Workbook will help YOU be clear about
what matters to you.

1.   If you are doing 
the Workbook on 
your computer, 
be sure to save it 
to your computer 
before typing in your 
answers. Otherwise, 
what you type will 
not be saved.

2.  Many people find 
it easier to write 
their answers in the 
printed document, 
then make copies of 
the filled-in document 
to share with others.
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What is your understanding of your current health situation?

How much information about what might be ahead with your illness would 
you like from your health care team?

My Health

About Me

E X AMPLES 
Can’t get out of bed • In a lot of discomfort • No appetite • Don’t feel like talking to anyone

MY HARD DAYS  •  What does a hard day look like for you? 
These are the toughest things for me to deal with on a hard day:

MY GOALS  •  What are your most important goals if your health 
situation worsens?
These are some things I would like to be able to do in the future:

E X AMPLES 
Take my dog for a walk • Attend my child’s wedding • Feel well enough to go to church • 
Talk to my grandchildren when they come to visit

MY GOOD DAYS  •  What does a good day look like for you? 
Here are some things I like to do on a good day:

E X AMPLES 
Get up and dressed • Play with my cat • Make a phone call • Watch TV • Have coffee 
with a friend 

›

›

›

›

›
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My Care

When it comes to sharing information about my illness with others…

I don’t want those close  
to me to know all the details

I do want those close to 
me to know all the details 

As a patient, I’d like to know…

Only the basics about my 
condition and my treatment

All the details about my 
condition and my treatment

When there is a medical decision to be made, I would like… 

My health care team to  
make all the decisions

To have a say in decisions 
whenever possible

What are your concerns about medical treatments? 

I worry that I won’t 
get enough care

I worry that I’ll get  
too much care

How much medical treatment are you willing to go through for the 
possibility of gaining more time?

Nothing: I don’t want  
any more medical treatments

Everything: I want to try any 
medical treatments possible

If your health situation worsens, where do you want to be? 

I strongly prefer to be 
in a health care facility

I strongly prefer to be 
at home, if possible

Everyone has their own preferences about the kind of care they do and don’t want to 
receive. Use the scales below to think about what you want at this time.  
Note: These scales represent a range of feelings; there are no right or wrong answers. 

•  Answer where you are right now. For each scale below, think about what you want
now. Revisit your answers in the future, as they may change over time.

•  Use your answers as conversation starters. Your answers can be a good starting
point to talk with others about why you answered the way you did.

›

›

›

›

›

›
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MY FEARS AND WORRIES  •  What are your biggest fears and worries about 
the future with your health? 
These are the main things I worry about:

MY ABILITIES  •  What abilities are so critical to your life that you can’t 
imagine living without them?
I want to keep going as long as I can…

E X AMPLES 
My friends • My family • My faith • My garden • Myself (“I just do it”)

E X AMPLES
As long as I can at least sit up on the bed and occasionally talk to my grandchildren •  
As long as I can eat ice cream and watch the football game on TV • As long as I can 
recognize my loved ones • As long as my heart is beating, even though I’m not conscious

E X AMPLES 
I don’t want to be in pain • I’m worried that I won’t be able to get the care I want •  
I don’t want to feel stuck someplace where no one will visit me • I worry about the 
cost of my care • What if I need more care than my caregivers can provide?

MY STRENGTHS  •  As you think about the future with your illness, 
what gives you strength? 
These are my main sources of strength in difficult times:

If you become sicker, which matters more to you: the possibility of  
a longer life, or the possibility of a better quality of life? Please explain.

›

›

›
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Is there anything else you want to make sure your family, friends, and 
health care team know about you and your wishes and preferences for 
care if you get sicker?

And here’s what I want to make sure DOES NOT happen:

E X AMPLES
I don’t want to become a burden on my family • I don’t want to be alone • I don’t 
want to end up in the ICU on a lot of machines • I don’t want to be in pain

E X AMPLES
I want to stay as independent as possible • I want to get back home • I want my doctors 
to do absolutely everything they can to keep me alive • I want everybody to respect my 
wishes if I say I want to switch to comfort care only

MY WISHES AND PREFERENCES  •  What wishes and preferences do  
you have for your care?
If my health situation worsens, here’s what I want to make sure DOES happen:

MY QUESTIONS  •  What questions do you want to ask your health care team?

E X AMPLES
How will you work with me over the coming months? • What treatment options are 
available for me at this point — and what are the chances they’ll work? • What can I 
expect if I decide I don’t want more curative treatment? • If I get sicker, what can you 
do to help me stay comfortable? • What are the best-case and worst-case scenarios?

›

›
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›

How much do they know about your wishes and preferences? What role do  
you want them to have in decision making? When might you be able to talk  
to them about your wishes?

My People

My Health Care Team
Who are the key clinicians involved in your care?

Are there key people who will be involved in your care (family members, 
friends, faith leaders, others)? For each person you list, be sure to include 
their phone number and relationship to you.

My primary 
care provider

My social 
worker

My main 
specialist

Other

Name Phone number

Name Phone number

Name Phone number

Name Phone number

Which person would you want to make medical decisions on your behalf if 
you’re not able to? This person is often called your health care proxy, agent, 
or surrogate. See the Guide to Choosing a Health Care Proxy for help.

I have talked with this person about what matters most to me.

I have filled out an official form naming this person as my health 
care proxy.

I have checked to make sure my health care team has a copy  
of the official proxy form.

Name, phone number, relationship to me

NoYes

NoYes

NoYes

›

›

›

›

›

›

NoYes
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WITH THANKS TO 

CREATED BY 

Now that you have completed the Workbook, what’s next?

•  Talk it over with someone else. If you filled out the Workbook on your own,
make a time to share your answers and questions with a family member, a
friend, or another person. You might want to give them a copy of the Workbook
with your answers written in. See the Conversation Starter Guide for help.

•  Talk it over with your health care team. Make an appointment to talk over the
Workbook, sharing your answers and asking any questions. If your primary
care doctor or main specialist works with a social worker, that person can be
an excellent place to start. You might want to give your health care team a
copy of the Workbook with your answers written in before your appointment.
See the Guide for Talking with a Health Care Team for help.

•  Pick a proxy. This is the person you choose to make medical decisions for
you if you are not able to make them for yourself. See the Guide to Choosing
a Health Care Proxy for help.

•  Keep talking. People’s preferences often change as their health changes or
as time goes by. Revisit the Workbook over time to see if your answers have
changed. And be sure to keep your health care team updated so they know
what is most important to you.

Next Steps

©2021 Ariadne Labs and The Conversation Project, an initiative of the Institute for Healthcare Improvement (IHI)

The What Matters to Me Workbook is jointly owned by Ariadne Labs (ariadnelabs.org) and The Conversation Project 
(theconversationproject.org), an initiative of the Institute for Healthcare Improvement (IHI; ihi.org), and is licensed under  
the Creative Commons Attribution-ShareAlike 4.0 International License (creativecommons.org/licenses/by-sa/4.0/). 
Ariadne Labs and the Institute for Healthcare Improvement (IHI) license the content as-is and as-available, and make  
no representations or warranties of any kind concerning the content.
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GOALS OF CARE CONVERSATIONS TRAINING 

 EMPATHIC RESPONSES 

Naming Understanding Respecting Supporting Exploring “I Wish” 

This must be… 
• Frustrating
• Overwhelming
• Scary
• Difficult
• Challenging
• Hard

What you just said 
really helps me 
understand the 
situation better. 

I really admire your 
• Faith
• Strength
• Commitment to

your family
• Thoughtfulness
• Love for your family

We will do our 
very best to make 
sure you have 
what you need. 

Could you say more 
about what you mean 
when you say… 
• I don’t want to give

up
• I’m hoping for a

miracle

I wish we had a treatment 
that would cure you (make 
your illness go away). 

I’m wondering if 
you are feeling … 
• Sad
• Scared
• Frustrated
• Overwhelmed
• Anxious
• Angry

This really helps me 
better understand 
what you are 
thinking. 

You (or your dad, mom, 
child, spouse) are/is such 
a strong person and 
have/has been through 
so much. 

Our team is here 
to help you with 
this. 

Help me understand 
more about… 

I wish I had better news. 

It sounds like you 
may be feeling … 

I can see how dealing 
with this might be … 
• hard on you
• frustrating
• challenging
• scary

I can really see how 
(strong, dedicated, 
loving, caring, etc.) you 
are. 

We will work 
hard to get you 
the support that 
you need. 

Tell me more… I wish you weren’t having 
to go through this. 

In this situation, 
some people might 
feel … 

I can see how 
important this is to 
you. 

You are such a (strong, 
caring, dedicated) 
person. 

We are 
committed to 
help you in any 
way we can. 

Tell me more about 
what [a miracle, 
fighting, not giving up, 
etc.] might look like 
for you. 

I wish that for you too. 

[In response to what a 
patient or family members 
wishes, such as a miracle] 

I can’t even imagine 
how (NAME 
EMOTION) this 
must be. 

Dealing with this 
illness has been such 
a big part of your life 
and taken so much 
energy. 

I’m really impressed by 
all that you’ve done to 
manage your illness (help 
your loved one deal with 
their illness). 

We will go be 
here for you. 

Can you say more 
about that? 

I wish we weren’t in this 
spot right now. 
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RESPONDING TO CHALLENGING QUESTIONS THAT SUGGEST STRONG EMOTION IS PRESENT 

God’s going to bring me a 
miracle. 

• I hope that for you, too.
(Remember: no buts!)
(I WISH)

• I really admire and respect. your
faith (RESPECTING)

• Having faith is very important.
(RESPECTING)

• Can you share with me what a
miracle might look like for you?
(EXPLORING)

How much time do I have left?  

NOTE:  This question may mean many things 
– they are scared, they want to know so they
can plan, they are suffering, etc.  Exploring
what they want to know can be very helpful.

• That is a great question.  I am going to
answer it the best that I can.  Can you tell
me what you are worried about?
(EXPLORING)

• That is a great question.  I am going to
answer it the best that I can.  Can you tell
me what information would be most helpful
to you? (EXPLORING)

Are you saying there is nothing more you can 
do? 

• I can’t even imagine how (NAME EMOTION)
this must be. (NAMING)

• It sounds like you might be feeling …
(NAMING)
o Alone
o Scared
o Frustrated
o Etc.

• I wish we had a treatment that would cure you.
(I WISH) Our team is here to help you through
this. (SUPPORTING)

Are you telling me my dad is 
dying? 

NOTE:  These responses will affirm 
the question empathically – so do 
not use them if the patient is not 
dying. 
• This must be such a shock for

you. (NAMING)
• I can’t even imagine how difficult

this must be.
(UNDERSTANDING)

• I wish I had better news.
(I WISH)

Are you giving up on me? 

• I wish we had more curative treatments to
offer.  (I WISH) Our team is committed to 
help you in every way we can.       
(SUPPORTING) 

• We will be here for you. (SUPPORTING)
• It sounds like you might be feeling …

(NAMING/EXPLORING)
o Alone
o Scared
o Etc.

• We will work hard to get you the support
that you need. (SUPPORTING)

My dad is a fighter! 

• He is.  He is such a strong person and he has
been through so much. (RESPECTING)

• I admire that so much about him.
(RESPECTING)

• I really admire how much you care about your
dad.  (RESPECTING)

• It must be (NAME EMOTION) to see him so
sick. (NAMING)

• Tell me more about your dad and what matters
most to him. (EXPLORING)

***Note: These phrases are examples of empathic continuers.  Patients may not immediately respond to your first empathic statement.  
They will often need multiple successive empathic responses to their questions to work through an emotion. *** 

Goals of Care Conversations training materials were developed and made available for public use through  
U.S. Department of Veterans Affairs contracts with VitalTalk [Orders VA777-14-P-0400 and VA777-16-C-0015].  Updated June 2018. 
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1 

Simulation Step – by – Step to Feedback 

1. Have available for the call the documents titled, the “SI Guide Care Manager Conversation,” and
the “Empathic Response Guide.”

2. Click on this link:  https://www.surveymonkey.com/r/S32HZJF and have it ready.  You will fill out
the SurveyMonkey form after completing the Serious Illness conversation.  Do Not fill out at this
time.

3. Dial the phone number provided to you and call your assigned patient.
4. Using the SI Guide, complete the SI conversation.
5. After the SI conversation dialogue, complete the SurveyMonkey self-assessment (the form you

previously opened).  This will take approximately 5-8 minutes.
6. If you can’t open the SurveyMonkey link, use the time to reflect on the following:

i. Did you use the guide and follow it?
ii. Identify the communication skills used to engaged with the patient.

1. Reflections, open-ended questions, summaries, I wish or I hope
statements

iii. Did the interaction feel like a conversation versus a survey?
iv. Did you refrain from wanting to talk about the medical management?

7. While you are completing the self-assessment, the Standard Patient (S/P), is completing the S/P
Feedback form.

8. When you have completed your self-assessment, let the S/P know you are ready for the
feedback session.

a. After the feedback, the call will end.
9. A copy of your self-assessment will be provided to you.  This is for your own learning.  It is not

shared with others.

Purpose of this Simulation Activity 

The overall purpose of this exercise is to reinforce the importance of adhering to the evidence-based 
Structured Serious Illness Conversation Guide, with a focus on the four areas outlined in the guideline.  
You will utilize key communication skills (i.e. open-ended questions, reflection, exploring, affirmations 
and I wish statements) in each of the areas to elicit more information and gain a fuller understanding of 
the patient’s perspective.   

To begin the conversation, the attendee provides an introduction of self and the purpose of the call 
today. 

Introduction 
Desired Attendee BEHAVIOR: Introduce, explain the purpose of and secure agreement from a 
patient to engage in a Serious Illness (SI) conversation.  
PURPOSE: To provide a patient/family with context for the SI conversation. To obtain an individual's 
agreement to engage in the conversation. 

4 Areas of the Serious Illness Conversation Guide 
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2 

1. Assessing Understanding
Desired Attendee BEHAVIOR:  Assess whether a patient has an adequate understanding of the
seriousness of their condition/disease progression.   Assess how much information the patient
wants to know about what may be ahead with their illness.
PURPOSE:   Determine if a patient/family has adequate understanding so that asking about their
priorities if they were to get sicker is relevant to the patient.
2. Elicit Values and Goals
Desired Attendee BEHAVIOR: Elicit patient’s values and goals of care (what’s important if they get
sicker, tradeoff’s willing to make, concerns and worries).
PURPOSE: Patient's goals and values inform the current/future serious illness plan of care. Uses key
words from the reference guide to elicit goals and values.
3. Make a Plan
Desired Attendee BEHAVIOR:  Elicits how much the family and physician know about the patient’s
priorities and wishes.
PURPOSE; Ensure family and physician have a clear understanding of patient’s goals and
preferences so they can be incorporated into the plan of care and honored if patient is not
decisional at some future point.  Determine next steps based on the information elicited during this
conversation.
4. Summarize and Closure
Desired Attendee BEHAVIOR:  Summarize main points of the conversation.  Confirm agreement on
next steps.
PURPOSE: To validate patient/family goals and values have been understood by the care
manager and identify next steps for the plan.

The Role of the Standard Patient 
 For this training and breakout, the goal of the simulation is: 

• Keeping the Attendee Focused on and using the Serious Illness Guideline
• Evaluating and sharing with the attendee the experience of the conversation from a patient’s

perspective
• Providing feedback to offer encouragement to the attendee by listing 1-2 strengths.
• Providing feedback to encourage continued skill development by identifying 1-2 specific

examples of opportunities for improvement.
• Most importantly, to provide feedback that will assist patients, families/significant others, and

health care professionals in having crucial conversations when a serious illness is present.
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SEVERE
(Red)

MODERATE
(Yellow)

MILD
(Green)

No pain Hardly
notice
pain

Notice 
pain,

does not
interfere

with
activities

Some-
times

distracts
me

Distracts
me, can
do usual
activities

Interrupts
some

activities

Hard to
ignore,
avoid 
usual

activities

Focus of 
attention,
prevents

doing 
daily

activities

Can’t bear
the pain,
unable to 

do 
anything

As bad as
it could 

be,
nothing

else
matters

Awful,
hard to do
anything

Defense and Veterans Pain Rating Scale

For clinicians to evaluate the biopsychosocial impact of pain

*Reference for pain interference: Cleeland CS, Ryan KM. Pain assessment: global use of the Brief Pain Inventory. Ann Acad Med Singapore 23(2): 129-138, 1994.

DVPRS Supplemental Questions

0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 

1. Circle the one number that describes how, during the past 24 hours, pain has interfered with your usual ACTIVITY:

0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 

2. Circle the one number that describes how, during the past 24 hours, pain has interfered with your SLEEP:

0 1 2 3 4 5 6 7 8 9 10
Does not affect Completely affects 

3. Circle the one number that describes how, during the past 24 hours, pain has affected your MOOD:

0 1 2 3 4 5 6 7 8 9 10
Does not contribute Contributes a great deal

4. Circle the one number that describes how, during the past 24 hours, pain has contributed to your STRESS:

For clinicians to evaluate the biopsychosocial impact of pain

*Reference for pain interference: Cleeland CS, Ryan KM. Pain assessment: global use of the Brief Pain Inventory. Ann Acad Med Singapore 23(2): 129-138, 1994.

DVPRS Supplemental Questions

0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 
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0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 

2. Circle the one number that describes how, during the past 24 hours, pain has interfered with your SLEEP:

0 1 2 3 4 5 6 7 8 9 10
Does not affect Completely affects 

3. Circle the one number that describes how, during the past 24 hours, pain has affected your MOOD:

0 1 2 3 4 5 6 7 8 9 10
Does not contribute Contributes a great deal

4. Circle the one number that describes how, during the past 24 hours, pain has contributed to your STRESS:

For clinicians to evaluate the biopsychosocial impact of pain

*Reference for pain interference: Cleeland CS, Ryan KM. Pain assessment: global use of the Brief Pain Inventory. Ann Acad Med Singapore 23(2): 129-138, 1994.
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0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 

1. Circle the one number that describes how, during the past 24 hours, pain has interfered with your usual ACTIVITY:

0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 

2. Circle the one number that describes how, during the past 24 hours, pain has interfered with your SLEEP:

0 1 2 3 4 5 6 7 8 9 10
Does not affect Completely affects 

3. Circle the one number that describes how, during the past 24 hours, pain has affected your MOOD:

0 1 2 3 4 5 6 7 8 9 10
Does not contribute Contributes a great deal 

4. Circle the one number that describes how, during the past 24 hours, pain has contributed to your STRESS:

For clinicians to evaluate the biopsychosocial impact of pain

*Reference for pain interference: Cleeland CS, Ryan KM. Pain assessment: global use of the Brief Pain Inventory. Ann Acad Med Singapore 23(2): 129-138, 1994.

DVPRS Supplemental Questions

0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 

1. Circle the one number that describes how, during the past 24 hours, pain has interfered with your usual ACTIVITY:

0 1 2 3 4 5 6 7 8 9 10
Does not interfere Completely interferes 

2. Circle the one number that describes how, during the past 24 hours, pain has interfered with your SLEEP:

0 1 2 3 4 5 6 7 8 9 10
Does not affect Completely affects 

3. Circle the one number that describes how, during the past 24 hours, pain has affected your MOOD:

0 1 2 3 4 5 6 7 8 9 10
Does not contribute Contributes a great deal

4. Circle the one number that describes how, during the past 24 hours, pain has contributed to your STRESS:

v2.1

For clinicians to evaluate the biopsychosocial impact of pain

DVPRS Supplemental QueStionS

*Reference for pain interference: Cleeland CS, Ryan KM. Pain assessment: global use of the Brief Pain Inventory. Ann Acad Med Singapore 23(2): 129-138, 1994.      v 2.1
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Edmonton Symptom Assessment 
System 
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Worst possible 
lack of appetite

0 1 2 3 4 5 6 7 8 9 10No lack of appetite

0 1 2 3 4 5 6 7 8 9 10

0 1 2 3 4 5 6 7 8 9 10

0 1 2 3 4 5 6 7 8 9 10

0 1 2 3 4 5 6 7 8 9 10
No      other problem

 (for example constipation)

Worst possible 

Worst possible 
wellbeing

Best wellbeing
(wellbeing = how you feel overall)

Worst possible 
anxiety

No anxiety
(anxiety = feeling nervous)

Worst possible 
depression

No depression
(depression = feeling sad)

0 1 2 3 4 5 6 7 8 9 10 Worst possible 
shortness of breath

No shortness of breath

0 1 2 3 4 5 6 7 8 9 10
Worst possible 
nauseaNo nausea

0 1 2 3 4 5 6 7 8 9 10 Worst possible 
drowsiness

No drowsiness
(drowsiness = feeling sleepy)

0 1 2 3 4 5 6 7 8 9 10 Worst possible 
tiredness

No tiredness
(tiredness = lack of energy)

0 1 2 3 4 5 6 7 8 9 10 Worst possible 
pain

No pain

Please circle the number that best describes how you feel now:

Edmonton Symptom Assessment System 

(ESAS-r)

Numerical Scale
PATIENT LABELPage 1 of 1

Patient name:

Address:

Date of birth:

Phone #:

PHN:

Completed by: (check one)

Patient

Family caregiver

Health care professional caregiver

Caregiver-assisted

Date and time:

Please mark on these  
pictures where it is that 
you hurt:
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Karnofsky Performance Status 
Scale 
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KARNOFSKYPERFORMANCESTATUSSCALEDEFINITIONSRATING(%)CRITERIA

100

Abletocarryonnormal
activityandtowork;no

specialcareneeded.

90

Normalnocomplaints;noevidenceofdisease.

Abletocarryonnormalactivity;minorsignsor
symptomsofdisease.

80

70
Unabletowork;ableto
liveathomeandcarefor

mostpersonalneeds;
varyingamountof

assistanceneeded.

60

50

40

30

Normalactivitywitheffort;somesignsorsymptoms
ofdisease.

Caresforself;unabletocarryonnormalactivityor
todoactivework.

Requiresoccasionalassistance,butisabletocare
formostofhispersonalneeds.

Requiresconsiderableassistanceandfrequent
medicalcare.

Disable;requiresspecialcareandassistance.

Severelydisabled;hospitaladmissionisindicated
althoughdeathnotimminent.Unabletocareforself;

requiresequivalentof
institutionalorhospital

care;diseasemaybe
progressingrapidly.

20

10

0

Verysick;hospitaladmissionnecessary;active
supportivetreatmentnecessary.

Moribund;fatalprocessesprogressingrapidly.

Dead
25



NYHA Functional Classification 
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Do ct o rs  u su a lly c la ss ify p a t ie n t s ' h e a rt  fa ilu re  a cco rd in g  t o  t h e  se ve rit y o f t h e ir sym p t o m s. 
Th e  t a b le  b e lo w  d e sc rib e s  t h e  m o st  co m m o n ly u se d  c la ss ifica t io n  syst e m , t h e  Ne w  Yo rk  
He a rt  As s o c ia t io n  (NYHA) Fu n c t io n a l Cla s s ific a t io n 1. It  p la ce s  p a t ie n t s  in  o n e  o f fo u r 
ca t e g o rie s  b a se d  o n  h o w  m u ch  t h e y a re  lim it e d  d u rin g  p h ysica l a c t ivit y. 

Cla s s  P a t ie n t  Sym p t o m s  
I No  lim it a t io n  o f p h ysica l a c t ivit y. Ord in a ry p h ysica l a c t ivit y d o e s  n o t  ca u se  u n d u e  

fa t ig u e , p a lp it a t io n , d ysp n e a  (sh o rt n e ss  o f b re a t h ). 
II Slig h t  lim it a t io n  o f p h ysica l a c t ivit y. Co m fo rt a b le  a t  re s t . Ord in a ry p h ysica l a c t ivit y 

re su lt s  in  fa t ig u e , p a lp it a t io n , d ysp n e a  (sh o rt n e ss  o f b re a t h ). 
III Ma rke d  lim it a t ion  o f p h ysica l a c t ivit y. Co m fo rt a b le  a t  re s t . Le ss  t h a n  o rd in a ry 

a c t ivit y ca u se s  fa t ig u e , p a lp it a t io n , o r d ysp n e a . 
IV Un a b le  t o  ca rry o n  a n y p h ysica l a c t ivit y w it h o u t  d isco m fo rt . Sym p t o m s o f h e a rt  

fa ilu re  a t  re s t . If a n y p h ysica l a c t ivit y is  u n d e rt a ke n , d isco m fo rt  in c re a se s . 
Cla s s  Ob je c t ive  As s e s s m e n t  
A No  o b je c t ive  e vid e n ce  o f ca rd io va scu la r d ise a se . No  sym p t o m s a n d  n o  lim it a t ion

in  o rd in a ry p h ysica l a c t ivit y. 
B Ob je c t ive  e vid e n ce  o f m in im a l ca rd io va scu la r d ise a se . Mild  sym p t o m s a n d  s lig h t  

lim it a t ion  d u rin g  o rd in a ry a c t ivit y. Co m fo rt a b le  a t  re s t . 
C Ob je c t ive  e vid e n ce  o f m o d e ra t e ly se ve re  ca rd io va scu la r d ise a se . Ma rke d  

lim it a t ion  in  a c t ivit y d u e  t o  sym p t o m s, e ve n  d u rin g  le ss-t h a n -o rd in a ry a c t ivit y. 
Co m fo rt a b le  o n ly a t  re s t . 

D Ob je c t ive  e vid e n ce  o f se ve re  ca rd io va sc u la r d ise a se . Se ve re  lim it a t ion s . 
Exp e rie n ce s  sym p t o m s e ve n  w h ile  a t  re s t . 

Fo r  Exa m p le : 

• A p a t ie n t  w ith  m in im a l o r n o  sym p t o m s b u t  a  la rg e  p re ssu re  g ra d ie n t  a c ro ss  t h e
a o rt ic  va lve  o r se ve re  o b st ru c t io n  o f t h e  le ft  m a in  co ro n a ry a rt e ry is  c la ss ifie d :

o Fu n c t io n  Ca p a c it y  I, Ob je c t ive  As s e s s m e n t  D

• A p a t ie n t  w ith  se ve re  a n g in a l syn d ro m e  b u t  a n g iog ra p h ica lly n o rm a l co ro n a ry
a rt e rie s  is  c la ss ifie d :

o Fu n c t io n a l Ca p a c it y  IV, Ob je c t ive  As s e s s m e n t  A

1 Ad a p t e d  fro m  Do lg in  M, Asso c ia t io n  NYH, Fo x AC, Go rlin  R, Le vin  RI, Ne w  Yo rk He a rt  
Asso c ia t io n . Crit e ria  Co m m it t e e . No m e n c la t u re  a n d  c rit e ria  fo r d ia g n o sis  o f d ise a se s  o f 
t h e  h e a rt  a n d  g re a t  ve sse ls . 9 t h  e d . Bo st o n , MA: Lip p in co t t  W illia m s a n d  W ilkin s; Ma rch  1, 
1994 . 

Orig in a l so u rce : Crit e ria  Co m m it t e e , Ne w  Yo rk He a rt  Asso c ia t io n , In c . Dise a se s  o f t h e  
He a rt  a n d  Blo o d  Ve sse ls . No m e n c la t u re  a n d  Crit e ria  fo r d ia g n o sis , 6 th  e d it io n  Bo st o n , 
Lit t le , Bro w n  a n d  Co . 1964 , p  114 . 
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Palliative Performance Scale 
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Palliative Performance Scale (PPSv2) 

PPS 
Level 

Ambulation 
Activity Level & Evidence of 

Disease 
Self -care Intake Conscious level 

PPS 100% Full 
Normal activity & work 
No evidence of disease 

Full Normal Full 

PPS 90% Full 
Normal activity & work 
Some evidence of disease 

Full Normal Full 

PPS 80% Full 
Normal activity & work with effort 
Some evidence of disease 

Full Normal or reduced Full 

PPS 70% Reduced 
Unable normal activity & work 
Significant disease 

Full Normal or reduced Full 

PPS 60% Reduced 
Unable hobby/house work 
Significant disease 

Occasional 
assistance 

Normal or reduced Full or confusion 

PPS 50% Mainly sit/lie 
Unable to do any work 
Extensive disease 

Considerable 
assistance 

Normal or reduced 
Full or drowsy or 

confusion 

PPS 40% Mainly in bed 
Unable to do most activity 
Extensive disease 

Mainly 
assistance 

Normal or reduced 
Full or drowsy 
+/- confusion 

PPS 30% Totally bed bound 
Unable to do any activity 
Extensive disease 

Total care Reduced 
Full or drowsy 
+/- confusion 

PPS 20% Totally bed bound 
Unable to do any activity 
Extensive disease 

Total care Minimal sips 
Full or drowsy 
+/- confusion 

PPS 10% Totally bed bound 
Unable to do any activity 
Extensive disease 

Total care Mouth care only Drowsy or coma 

PPS 0% Dead - - - - 

Instructions: PPS level is determined by reading left to right to find a ‘best horizontal fit.’ Begin at left column reading downwards until 
current ambulation is determined, then, read across to next and downwards until each column is determined. Thus, ‘leftward’ columns 
take precedence over ‘rightward’ columns. Also, see ‘definitions of terms’ below. 

Definition of Terms for PPS 

3. Self-Care 

 Full — Able to do all normal activities such as transfer out of bed, walk, 
wash, toilet and eat without assistance.

 Occasional assistance — Requires minor assistance from several times a 
week to once every day, for the activities noted above. 

 Considerable assistance — Requires moderate assistance every day, for 
some of the activities noted above (getting to the bathroom, cutting up 
food, etc.) 

 Mainly assistance — Requires major assistance every day, for most of 
the activities noted above (getting up, washing face and shaving, etc.). 
Can usually eat with minimal or no help. This may fluctuate with level of 
fatigue.

 Total care — Always requires assistance for all care. May or may not be 
able to chew and swallow food. 

4. Intake 

 Normal — eats normal amounts of food for the individual as when 
healthy 

 Normal or reduced — highly variable for the individual; ‘reduced’ means 
intake is less than normal amounts when healthy 

 Minimal to sips — very small amounts, usually pureed or liquid, and well 
below normal intake.

 Mouth care only — no oral intake

5. Conscious Level 
 Full — fully alert and orientated, with normal (for the patient) cognitive 

abilities (thinking, memory, etc. ) 

 Full or confusion — level of consciousness is full or may be reduced. If 
reduced, confusion denotes delirium or dementia which may be mild,
moderate or severe, with multiple possible etiologies. 

 Full or drowsy +/- confusion — level of consciousness is full or may be 
markedly reduced; sometimes included in the term stupor. Implies 
fatigue, drug side effects, delirium or closeness to death.

 Drowsy or coma +/- confusion — no response to verbal or physical 
stimuli; some reflexes may or may not remain. The depth of coma may 
fluctuate throughout a 24 hour period. Usually indicates imminent death 

As noted below, some of the terms have similar meanings with the differences 
being more readily apparent as one reads horizontally across each row to find an 
overall ‘best fit’ using all five columns. 

1. Ambulation (Use item Self-Care to help decide the level) 

 Full — no restrictions or assistance 
 Reduced ambulation — degree to which the patient can walk and 

transfer with occasional assistance 

 Mainly sit/lie vs Mainly in bed — the amount of time that the patient 
is able to sit up or needs to lie down 

 Totally bed bound — unable to get out of bed or do self-care 

2. Activity & Evidence of Disease (Use Ambulation to help decide the level.) 
 Activity — Refers to normal activities linked to daily routines (ADL), 

house work and hobbies/leisure. 

 Job/work — Refers to normal activities linked to both paid and unpaid 
work, including homemaking and volunteer activities.

 Both include cases in which a patient continues the activity but may 
reduce either the time or effort involved. 

Evidence of Disease 

 No evidence of disease — Individual is normal and healthy with no 
physical or investigative evidence of disease.

 ‘Some,’ ‘significant,’ and ‘extensive’ disease — Refers to physical or 
investigative evidence which shows disease progression, sometimes 
despite active treatments. 

 Example 1: Breast cancer: 

some = a local recurrence 
significant = one or two metastases in the lung or bone 
extensive = multiple metastases (lung, bone, liver or brain), 

hypercalcemia or other complication 
Example 2: CHF: 
some = regular use of diuretic &/or ACE inhibitors to control 
significant = exacerbations of CHF, effusion or edema necessitating 

increases or changes in drug management 
extensive = 1 or more hospital admissions in past 12 months for 

acute CHF & general decline with effusions, edema, SOB 

29



30


	bdpkt cover-pall-2.pdf
	Binder1.pdf
	bdpkt cover-pall
	Final SI guide care manager Conversation Guide 1-5-23
	bdpkt cover-pall
	WhatMattersToMeWorkbook
	bdpkt cover-pall
	Final EmpathicResponsesHandout 1-5-23
	bdpkt cover-pall
	Final Attendee Simulation Step-By-Step 
	bdpkt cover-pall
	Biomedical Breakout DefenseDept Pain scale
	bdpkt cover-pall
	Biomedical Breakout ESAS-r Numerical Scale
	bdpkt cover-pall
	Biomedical Breakout Karnofsky Performance Scale
	bdpkt cover-pall
	Biomedical Breakout NYHA1994.Functional Heart Classification
	bdpkt cover-pall
	Biomedical Breakout Palliative_Performance_Scale1
	bdpkt cover-pall.pdf


	date 4: 
	Name 6: 
	question 42: 
	question 44: 
	question 46: 
	question 48: 
	question 50: 
	Radio Button 2: Off
	Radio Button 3: Off
	Radio Button 4: Off
	Radio Button 5: Off
	Radio Button 6: Off
	Radio Button 7: Off
	question 21: 
	question 24: 
	question 30: 
	question 32: 
	question 25: 
	question 26: 
	question 28: 
	question 29: 
	question 15: 
	Name 4: 
	Name 8: 
	Name 10: 
	Name 11: 
	Name 13: 
	Name 14: 
	Name 16: 
	Name 17: 
	Radio Button 10: Off
	Radio Button 11: Off
	Name 5: 
	question 19: 
	Radio Button 9: Off


