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Intros/Chat Warm Up

Type into the chat box:

Your location, organization and type of organization?

(faith-based, healthcare, community, government, individual
volunteer, etc.)

Make sure you send your message to
“All Participants.”



On Today’s Call

Kate DeBartolo Krissy Cronin
Senior Project Director Project Coordinator

Dr. Erik Fromme
Ariadne Labs



Agenda

* Updates from TCP

* Introduction of our new patient guide to serious
IllIness conversations with Ariadne Labs

 Time for Q&A



New at TCP
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m Starter Kits Top Tools About Us What's New Blog Get Involved NHDD

Helping people share their wishes for care through the end of
life.

Get Started What's New Get Involved

- Whether you're a health care professional,
. community volunteer, or faith leader, help us spread
h T The Conversation Project to people where they work,
Being Prepared in the Time of COVID-19 » h < ’ live, and pray.
Feay & LD : i
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What Matters to Me

A Patient's Guide to Serious

lliness Conversations
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My Health

‘ ‘What is your understanding of your current health situation?

you like from your health care team?

the conversation project

About Me

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

EXAMPLES
Have colfes with & frisnd « Sit in the gardan « Go for & waik - Play the pisna

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

EXAMPLES

Can't get oul of bed - In & ot of discomfart - Mo sgpetite - Don T feel ik talking
fey anyane

@) MY GOALS - What are your most important goals if your health
situation worgens?

These are some things | would like to be able to do in the futere:

EXAMPLES
Tk mry dlog for & walk « Anend my son's wedding next Seplember « Ga o church
services - Talk (o my grandehildran when hey come fa wisil



My Care

Everyone has their own preferences ahouwt the kind of care they do and don't want
to receive. Use the scales below to think about what you want &t this time
Naote: These scales represent & range of feslings, there are o fight of wiong snswers.

© As apatient, I'd like to know...

All the detaills about my
condition and my reatment

Onily the basica abourt my
condithen and my treatment

.Hmﬂﬂ!ianﬂi:dlhﬁmhhenﬂe,lmﬂlh

My health care team to To have a 23y in

do what they think = beat EEy decisan
) What are your concerns about medical trestments?

I worry that | won't 1 'weorry that 'l get

et enough care oo much care

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

Everythingr | want to try amy
medical trestments possible

Mothing: | don't want
o go through amy more
medical freatments

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

I;‘uu'qyprel’ertnhe-ha lmmﬂywef-;r

health care facility (hospitsl, to be at home
rehab, or nursing facility)

. When it comes to sharing information about my illness with others_.

| don't want those close | am comfortable with those

to me o know all the close o me knowing all the
details about my iiness deteils 2bout my iliness

the conversation project

‘ MY FEARS AND WORRIES - What are your biggest fears and worries about
the future with your health?
These are the main things | wormy about:

EXAMPLEE

1 dant't wanl o bécame dependant - | donT wanl 1o b in B - [ donT waal other
penple io see me in pain « | don't want io be a burdan on my loved anes - Im warmed
that | won't be able b get the cans | want - | don't want fa get stuck in & facility sfene
i one will Wisit me

. MY STRENGTH = As you think abouwt the fuiure with your illness, what
gives you strength?
These are my main sources of strength in difficult imes:

EXAMPLES
My frignds - My family - My faith - My gardan - Mysaif (7] just de ir7)

I' MY ABILITIES + What abilities are so cnitical to your life that you can’t
imagine living without them?

| want to keep going as long as | can__

EXAMPLES

As long &% | 280 &7 least it up an the bed snd oocasionally taik o my grandchildren

- Az long as | can eal ice eream and wadch ihe foothail games an TV - A= long 2= | can
recognize my loved ones - As long as my heart i= beating, even ihough ['m nof conscious

If | become sicker, which matters more to me: Pursuing the possibility of
& longer life, or pursuing the possibility of a good quality of ife?




'. MY WISHES AND PREFERENCES - What wishe= and preferences do

you have for your care?
If my health situation worsens, here’s what | want 1o make sure
DOES happen

EXAMPLES

| wani io siay az independent a2 possible « | want to gef back hame « | wani my
doctars to do shealutaly sverything they can to kesp me alive « | want everyhody
Io respest ry wishes when | cay | wanl o swileh o comfart care only

And here's what | want to make sure DOES MOT happen:

EXAMPLES
I dan’T wan [0 Become a8 burden an my family - | donT wanl 1o be slans - § donT
want [ end id i e U o & lal af machines - | donT wanm [ Be in pain

What else do you want to make sure your family, friends, and clinicians
know about you and your wishes and preferences for care if you get sicker?

the conversation project

My People

Are there key people (family, friends, others) who will be nvolved in your care
going forward?

' Who would you want to make medical decisions on your behalf if you're not
able to? Thiz person is often called your health care proxy, agent, or Surfogate.

Name, contact inflo, relationship fo me

Yez | Mo | have talked with this person about what matters most o me.

Yes Moo | have filled out an official form naming this person as my
health care preoy.

Yes Mo | have checked 1o make sure my health care team has a copy
of the offictal praxy form.

' 'Who are the main people who will be irvolved in your care (family members,
friends, faith leaders)? For each person you list, be e 1o inchede their phone
numbier and relationzhip fo you.

' 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 Health Care Team

Wha are the key clinictans imolved in your care?

© Myprimary | |
care provider ;... Phons mimiber
© Mysocial | |
wiorker Marme Phons imiber
© Mymain | ]
specialiat Marme Phone fuhbar
© Other ' |
Marme Phome rumber



Two Approaches to Advance Care Planning

Serious lliness Conversation Guide

Institute for
H Healtheare 41,0 cor\@rsation project

CREATED BY THE CONVERSATION PROJECT AND THE INSTITUTE FOR HEALTHCARE IMPROVEMENT

DraftRe.2 12/10/13

© 2012 Aviadne Labs: A ot Center
forHealth ystems Innovation and
ans Farber Cancer Insitute

the conversation project

CLINICIAN STEPS CONVERSATION GUIDE
O Setup Understanding What is your understanding now of where you
* Thinking in advance are with your illness?
« Is this okay?
« Combined approach
 benetk forpatary fanly \nr:o‘rer':a:li: How much information about what is likely to be
« No decisions today. ” ahead with your illness would you like from me?
FoR ExAMBLE
0 Guide (right column) Some patients like to know about time, others like to know
what to expect, others ke to know both.
O Summarize and confirm
O Act Prognosis Share prognosis, tailored to information preferences
* Mak dati T
o Goals If your health situation worsens, what are your
« Document conversation most important goals?
« Provide patient with
Family Communication
Guide Fears/ What are your biggest fears and worries about
Y C t . Worries the future with your health?
. Function What abilities are so critical to your life that
S t a r t @ r K i t you can’t imagine living without them?
Wh ,t t d { l.f Trade-offs If you become sicker, how much are you
en 1t comes to ena-oi-liie care, willing to go through for the possibility of
talking matters. gaining more time?
Family How much does your family know about your

priorities and wishes?

(Suggest bringing family and/or health care agent to next visit
to discuss together)

ARIADNE 'LABS




Two Approaches to Advance Care Planning

- The Conversation - The Serious llIness

Starter Kit Conversation Guide

- For any adult - For seriously ill

- To plan for and talk - To discuss values
about end-of-life and goals if health
wishes situation worsens

- No experts needed - Initiated by clinician

the conversation project ARIADNE  LABS



The What Matters to Me
Workbook

- To help seriously ill patients
and their important people
prepare to talk to clinicians
- Follows the questions and

WORKBOOK

order of the Serious llIness What Matters to Me
Conv Guide e,
- Uses simple language and |
structure similar to The I — :
Conversation Starter Kit ARANE LA ARS——
the conversation project ARIADNE  LABS



Name a health care proxy

Complete The
Conversation Starter
Kit; Talk to your family

What matters to Serious illness
Me conversation with
Workbook clinician

Complete a
POLST w.
clinician

) Palliative Medicine.
nd-of-life/” March 2017, 20(3):
talk 0%0 220-221.

the conversation project

Izumi S and Fromme
EK, Journal of

14



Potential Use Cases

- Daughter downloads Workbook to complete with
elderly mother, then brings to doctor's
appointment
- Connects to "How to talk to your doctor”

- Clinician at health system that has implemented

the Serious lliness Care Program gives the
Workbook to a patient to complete and bring back

next visit so they can discuss
. Others...what do you think?

the conversation project ARIADNE  LABS



Evaluation

. Using in-depth interviews and surveys of
people (patients and caregiver dyads)

- Will ask them to actually complete the guide

. Trying to get as diverse a sample as we can —
race, ethnicity, LGBTQ, disabled, etc.

. 4 questions: Utility, safety, acceptability,
usefulness.



Interested in Being in the Research Study?

v If you have a serious illness, or

v If you are a friend or family member of someone with
serious illness who would like to participate.

v 3 steps:
1) Complete the Workbook
2) Talk about it with someone (patient, family, clinician)

3) Participate in an interview by phone or Zoom (~1 hour)
and complete a questionnaire

To join — complete survey at the end of this call or
reach out to Kate DeBartolo at kdebartolo@ihi.org
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Q&A

* What do you think of the new workbook?

* How might you use this?
(personally/professionally)

* Thoughts on getting the word out — who might
be interested?
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Ways to Engage with TCP’s Network

* Tweet us, tag us on social media

Q Twitter: @convoproject L 4
a Facebook: The Conversation Project 0
A Instagram: convoproject r@
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Ways to Engage with TCP’s Network

* Facebook discussion group

The Conversation
Project: Community
Champions

& Private group

Lo Pt the con\ersation project

Community Champions

Watch Party

Moderate Group
Group Quality

# Write Post 8] Photolvideo [EM Live Video E More
ch this group Q

. The Conversation Project
Shortcuts @ Write something ) 8,911 like this
- [ commctus |
The Conversation P... (20 -

https://bit.ly/2ukc7B0
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Ways to Engage with TCP’s Network

* Search, connect/network and learn together

Conversation Champions Map

« Connect with others doing similar work in your area.
You can search by locatjon, arganizatio me, and filter by setting: faith, health care, or community. Feel free to reach out
¢ d%ec%?y to membgrs on {ﬁe'm&vfaﬂweﬂ'l?s ecletonFact ?n%¥mattl\cr?. ' B ¥
« Apply here to be listed on the map If you are actively sharing TCP resources and/or messaging.

The Canversation Froject (TCF) rslies on the Conversation Champians, like the ones listed on the map below, to help spread the importance of end-of-ife care
canvereations in their communities. These groups plan their awn programming using TCP resources or messaging (in additin to their own). As 2 reminder, TCF has
no preferencs for what someane’s wishes for end-of-ife care should be = we just want folks to start talking about it. Fleass read more abeut our principles HERE.

Canada

Labrados Sea T 1
La
ALBEATA

- .omv.g”

)
San Diegoo o T 4 —
L 4 i
o o
% Houstan
%
(<}
5, Gulf of +
% Maxica
Mexica
Cuba
Google Menga Gy

B Mapdara £2020 Google, NEGI S00kmi_a Temooflioe
Search by name, zip code, or keyword:

o b
+ Community organization

https://theconversationproject.org/get-involved




Ways to Engage with TCP’s Network

* Monthly Newsletters
— General Newsletter

— Community Engagement '@ Su 6y
Newsletter N ¢

* Sign up and share your
events

https://theconversationproject.org/get-involved
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Next Community Call: October

Reaching and harnessing the power of students

Stay tuned for date/time!

https://theconversationproject.org/get-involved
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Thanks and Appreciation

Dedicated to Improving the Care of Older Adults

@ CAMBIA

heakhjbundaﬁon
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Additional Feedback?

* After this call you will be redirected to a survey
form

Please take a few moments to answer if you have
further feedback that you didn’t get to share today



