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In the Dark

Unprepared
Reactive
Unaware
Unsure
Generic
Overwhelmed
Frustrated

Scared
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Patients and Families

Generalist Health Care

Palliative Care Specialists



Going Upstream and
Public Facing




They didn’t want what we
were selling




~Menu~

Palliative care
Palliative approach
Palliative patient
Palliative diagnosis
Palliative team
Palliative unit
Palliative service
Palliative focus
Palliative specialist

Palliative stage




!

~

» ,
,.(‘; g

’
-
-

Deconstructed elements of
palliative care approach
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7 keys for navigating CUSTOMIZE YOUR ORDER
a life-changing illness m'::::‘m fo your

WALK TWO ROADS EXPECT RIPPLE EFFECTS
Hope for the best and plan for Prepare for the family's parallel
the rest journey

ZOOM OUT

of your liness

T\ CONNECT THE DOTS

| < Play o central role in navigating
LY the system

INVITE YOURSELF

Initiate corversations about
what to expect

KNOW YOUR STYLE

Y foce chollenges




In the Dark

Unprepared
Reactive
Unaware
Unsure
Generic
Overwhelmed
Frustrated
Scared



In the Dark In the Know
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Prepared
Informed

Confident
Tailored

In control
In charge
More
choice
Hopeful

In the Know
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Our goal is to improve
the patient and family
liIness experience



www.waitingroomrevolution.com

Join our newsletter!

The Waiting Room

Our goal is to improve

the patient and family

IllIness experience
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We started the podcast to get the message out quickly.

POd Ca St: S eaSO n 1 We focused on the 7 Keys in Season 1. We were blown away by

the enthusiastic response from listeners.



The Podcast: s9 out next we

» Co-hosts of The Waiting Room Revolution podcast
focused on how a better patient family experience.

« >125 000 downloads

» Rated top 1.5% of global podcasts by ListenNotes.com

* Listened to in 100+ countries

5 star ratings on Apple Podcast

" What a resource for those in need.. to know that

there can be control, hope and bittersweet joy in

the journey, both for patients and their families."
Apple Podcast Listener
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Also available in

ebook & audiobook

“Kind, clear, and system-changing: s
a clarion call for a patient-led revolution in health care.”
KATHRYN MANNIX, MD, Sunday Times-bestselling author of
With the End in Mind

“A lightning bolt of hope! A palliative care tour de force and essential
reading for all who feel overwhelmed and alone in the health care system.”
THERESA BROWN, RN, New York Times-bestselling author of Healing

“Succinct, practical tips for getting the best care
and living well through the course of your iliness.”
IRA BYOCK, MD, bestselling author of The Four Things That Matter Most
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Kathryn Mannix @drkathrynmannix - May 10, 2021 * ke KaytheRay
Q This is a wonderful resource, reaching out to patients to give them the keys

e St RS This podcast is essential listening for
Ne -;‘;v_:.-,:_? our patients' servic e & "n‘-‘g S a way to give them back then ‘ anyone liVing With a serious i”ness and
their family members. Sammy and Hsien's

power.
vait message Is that ii you aie prave enought
to seek- even demand- information, you
’ Angus Pratt I+] @anguspratt - Apr 28 can take some control back in a situation
{a Replying to @jillf n4 where you might feel completely out of
A has ':)ce.c"'. swo‘.v‘m.,g 'n:e the |'n;J-:._r{an'-ce ofa ;Jal"hatwe contol. So much wisdom here.
approach throughout medicine, Clinicians aren't listening so patients need
) take it into their own hands. Hence the revolution.
2 QO 1 A must listen! Ty ago
% Mea Trewhitt * %k Kk K K CarlyBrie
: | asked this question today for the first time. This podcast is a must listen for med
It was really powerful. students, family doctors and anyone
3d Reply 3 CP involved in end of life and life limiting
niness care! It totally changed my
perspective and approach to patients with
DrRadart life limiting illnesses & | think it's also an
Your posts empower both the aged and amazing resource for patients as well!

their families in asking effective questions
of practitioners.







Benefits for Providers

Transactional Relational




Transactional

Weary
Detached
*Reactive
*Helpless
*Hopeless
*Frustrated
«Conflicted
Burnout

Benefits for Providers

Relational
«Caring
*Engaged

Proactive
Helpful

Hopeful

*Meaningful

«Satisfied
*Resilient



Our goal is to put the
human back at the
center of care



www.waitingroomrevolution.com

Join our newsletter!

The Waiting Room

Our goal is to put the

human back at the center

of care
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Work as an individual
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HOPE FOR THE BEST
PLAN FOR THE REST

DISCUSSION GUIDE
° How did your opinion of the book change as you read it?

o Which key was your favorite and why?

° Which key did you find most challenging ond why?
° What was the most valuable piece of advice and why?
° What surprised you most about the book?

o Did you try out any of the keys or exercises? How did it go?

© Did you reread any chapters? If 5o, which ones?

° Who would you recommend this book #o and why?

° Are there lingering questions from the book you're still thinking about?

The Waiting Room Want 10 toll us how it wen? Reach out:
88 wotrgoomeagmolcon @) ewartisgromme
@ worvar
v

omevolutoncom (g ewaitingroomiey

Work as an individual
1. Podcast
2. Book & book club



7JKEYS
for navigating a life-changing diagnosis

1. Walk Two Roads
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3. Know Your Style
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3. Invite patients to know more
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1.

Work with organizations

Health Canada

What to
do when facing
a serious illness:

3 sets of questions to ask your health care team

Receiving a diagnoss of a serious illness can be overwhelming. Often people don't
know what the joumney will lock like. However, there are things you can do to help
you communicate with your hesith care team. For example, you and those closest
o you can ask key questions to make sure you understand your illness

Canadid
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@ What does it

@ What can |

@ How can | prepare [t

3 Questions to ask yourself

that make difficult conversations
about serious illness easier

Talking with your patients about

their serious illness is not easy
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Speatang your mind and asking questions can be intimidating but can help you and those
closest to you understand your illness joumney. These 3 sets of questions will help you

be more mformed, have more choice and control, and be more hopeful and prepared
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Work with organizations

. Health Canada

2. Roadmaps

ALZHEIMER'S ROADMAP

Understand Where You Are in the lliness

WHAT IS THIS FOR

Understanding common sgns and stages of
how Alzhaimar's evol/es 4 kay 10 getting the
rghe typas of suppare, fesling preparac, and
Naving more cholce and control

This e alcws for open canveraations
Batweon patisne, family / caregvers and
hes'th care teams w0 Ll about where things
Are at now and whal Lo epect Gter, Revien
this roadmap over tme.

Repetition of questions/stones

D¥fuity processing complex nformation
Corfuse trmes/places

Forget rocert events & conversations
Gats lost easidy

Mid personality changes

Socia withdrye

Forget information, meals. medication
Wardering
For some, rosismance te persony care

« For some, agtabon, aredty, dolusions, aggeetaion,

ailusiranons

Cantrecogivae famiw pecsle
Logs of expvesseon & omonon
Charges n mobdy

Loss of blacser bowel contrel
Deficuiny communicating

Loss of interest in food

Dty swallowng

Weight loas

Fadgue, ong periods of Ledp, S eiperene

eanr

I*l Heath S | PP TT—
Canacla  Canads vt e - ot

HOW TO USE THIS

The general pattern of Alzheimer's i3
typicaly a siow, oradual and long dacine

Lo the space Delow 10 disouss with
your tram anc takoo notes on

1Veur susront st2e
2\ UNiue 10 yOur CRpRrRIKe
3. Whet G Be dong 40 masdn

Qualiey of Ma . ety stace ALZHEIMER'S PLANNING ROADMAP

NOTES ON MANAGING EACH

Prepare for Key Life Changes

How 1o Use: Review this wable 1 endersiond whet key ie changes 16 expect end things 10 do in sach sage

" e o SOCN MAraction and COMBanereniy
- Trarmpocrtation

and cognitive
function

Decline in Y
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[vrorwna conaent and meeds
- St it D ony Mk ( Fovees of Al iy Tor Tasltl cve
- Pore personizl for communcaton and coordnation of e
Conmpmrvin 1or appont et s sl Drachng of medsoal wfcrmaton

[Sattie parional aff s groactively whtle pat aet can 08 @ iprons preforenies
 Crical secoart accent, Dasmwor i, o100 g Bavka e

W & Corate Parvers)

- Advar<e Care Pan Getusions

Frd of Lfe Wiches (8.9 legacy maving & furew plannngl

Increase in care
meeds

Require full-tme
supervision

500 QR hor mare resources NN
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IAtress ablity to provide care ot heene and e o
Assat Teeding, batfug Sygere oe dieme) toleting

Prevent wande ng o gettng ost

Prover Tl (nalar, care, whwelhar)

IAs2053 home envircrment 8o ensu’e safety

Modfy Porme 10 prevent risk of gy and or wandetg

Exnicas atamative IVing Amesoemenss (0 5 SANANZES Rome sopoe)
Conmuden need for and tranaltion o mattutional care

[Proven: Lonwdness & kolston
Expiloe ways for 300kl INLeraction/ companonshp

Pentifty ard wpport family careglrers

Fired reaiascms ad i wiogren 10 e erd bas s

Major changeos in
function and
J significant overall
-3 decline
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Work with organizations

Health Canada

Roadmaps

COPD ROADMAP

Understand Where You Are in the lliness

WHAT IS THIS FOR

Undirstanding commen signs and stages of
Bow COPD @voives i ey to gatting the rnght
Typas of support, fasing prapased, and
harding more chalce and control

TIiS 250! MOWS 10 OPAN COMErsatons
between pations, farmily / caregvers, and
PodTh Care toarms 1O Wk aout where things
are at now And what to avpact later Rovier
Thit roacma over time

+ Broathiess weth activty, © g cimbing stars
¢ Intarmiiteont whessng

v Chroes lingerng cough

Coughing up mucus

+ Tightness im the chost with activity

+ Broathiess whon walking ot own pace

+ Decreased enorcse tolerance

+ Froquent whaenng

+ Increased chvonc cough and sputum

v Periaa e flare ups may require rew
madcations or ER visits

+ Disnvption to sleen. fatigue

+ Broathiess after mninal grortion

+ Spand more Ume siteng

» Maore freguent fave Lps, may require
hesplaization

+ Deueased aspetie

v Pervgtent fatigue

Broathiecs atrest
+ Spend more Ume in bed
+ Whaight and muncie loss
« Mgy roquee oxygen therapy

Crat e ey

> Hoath  Sarsé P —
Caran  Careca B R =,

HOW DO | USE THIS

The geners) pattem of COPD s typically
& Cradull Saciing with nterm tent
ap 3005 of sucden fare ups

Use the space below to discuss with
your toam

NOTES (

COPD PLANNING ROADMAP
Prepare for Key Life Changes

How 1o Use: Rroew i kble 10 undecsiond whet hey s dhonges o eepect and thngs 1 o o sk stage.

May Life Changes Things to Do
Learn ways to Lise bang health by:
o mw& - Contader QURTING SM0kING did QetiINgG upsdated On Doduman i and fu shots
’ %0 Vs mediations a prescsbed
{g e Lt anposure o ©iggens (g pet dander, cunl, respieatony lnewes)
i" Itegrate OO PO, reguler Dlaysca everone, aond SO0 B QAgeent
- Make trve for medanl vidits and pulnonasy reneb programs
| Manage rtrategien
increased CoNntinum wit™ FaaltPyy ifestye Changes as mentored abxrve
nm‘“& Leam tachruguem for effectve coughing treathing ard clearing phlegm
mptoms
sy Owtigrate pertor(t) for L huding A ieh ot
Comparon foe sppomt marts
| Address personal | auunce Care Puan dcuisions
| affairs ouly Sotte Decmon Maker | Powsr of Artcecwy 101 haalth cwe
Port personi A 100 COrBnation, Communcation and documentalion of cae
MMBONPPMI Asiens reeds 20 get support 1o maittan dally routines:
to manage Canrring, grocedies, mmal Dreperation, beeking bome affers
MadCuton maragerreeit
pmsovul Care as
Ercne o0l nteraction and companorshin
a o wqm‘ Transportat on
Emotional suppon
Suppon for farmily CAseQvers 10 Drevent Dumout
e techriques For marimiaing energy and ndependence:
Make home mosfeationn ta erable mebity (0 g walker, whesichar, star ift)
Enhanced home care neoorts (0. bk home care, orivate care. commurity)
r Consider ng srrangerments (o9 one floce bving, retrersert hoergl
st for major Asswns abllity 15 provice care at home:
o wm ASd home care supports for foeding, batthng, Iy guee, crossing, todeting
mw Enrvure action plan s s piace for symptom Nare ups
8 independence Crgorg supoort by larnlly caregivers 10 grevert busront

Prepare for End of
Life

Make care decinions with a focus on quality of life:
Revew whioh medeations mre ro longer rseded
Dsouss preferences for Do-Not-Resusotate or Alow - Matural-Oeath

Marage addit.onal personal atfars.

Share oitical actount acTess, PasTWERDY, MmpOrtant contacty
Compiete Wi & Estale Parwing

Talk about Furersl aed burial e, legacy eaang

Dacas preferred kcation of care (4.5 hosorce wpportal
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Work with organizations

1. Health Canada
2. Roadmaps

3. Adapt the keys

IPEPA =55
Pa' atre Apprwas N

WHAT DO PEOPLE WlTH SERIOUS ILLNESS NEED?

How do wa support owr peopla 1o change & harmful expenance of senous iliness to a
healing axponence, that is groundad in soveraignty, dignity and self-datermination?
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FOR THE BEST

PLAN

FOR THE REST

7 Keys for Navigating a
Life-Changing Diagnosis

WORKBOOK

Work Together
1. Map project
2. Workbook coming up



Work Together

YR e o
Map project

1.
. »
Q‘ \ ‘"‘I’a - ~w 2. Workbook coming up
3. Public Health Palliative Care
w — Compassionate

communities







Revolutionize your work

Accessible Actionable Upstream
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Everyone is invited to be
part of the Revolution!
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Palliative Care Specialists

Generalist Health Care

Patients and Families

Community & the Public



Community & the Public

Patients and Families

Generalist Health Care

Palliative Care Specialists



Finding [the book] changed the way we lived this
past year and how we prepared for the

future. [Before] he was scared to ask questions and
didn’t know what to expect of his cancer journey. As
a caregiver, [the book] helped me realize that |
needed to ask the important questions while | still
had the time... so that | could help navigate,
advocate and honour the way he wanted to live and

die.
T = Deborah, wife of Stephen who died of
S lung cancer in 2023
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