THE FUTURE OF CANCER DATA: UNLOCKING INSIGHTS WITH PATHOLOGY REPORTING
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Patient Journey: Pathology Data

Accelerating Empowerment
Through Education










If there Is any doubt that patient
understanding of pathology data

matters, then imagine you’re the patient
and try to understand what this says!!
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RPatnelegy: Data: Not:®One ' Size

© TRAC Paula Kim, Inc. 2023
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Patient Experience: Not One Size Fits All

~ Am I Going To Dncz7 -
B l s lnco clus»ll
5 Inconclusive????
IAm l Go m’ITo D - ???? Biopsy Another Blood Draw??

nconc usaVe v Will I Get Befter?

? B|‘opsg

® Inconc lusive????
A

s What Is Takmg So Long For Thésé Results?..

Il I Get Befter? it il 12947 1 Can't Understand What This Means!!!

dhli{?”}‘\m I Goin ng To Die?

This Test Costs How Much?!&! Am I Going To Die? ouch' ¥ What Is Wrong Wlth Me"'

Biopsy Will 1 Get Belter? 9uch!

Am | Going To Di This Test Co Why Do I Need This Test?

What Is Wrong With Me2.

What Is Wrong With Me? Whg Dol Need This Test? Biops Will I Get Better?;: o '\l”v"xm" :"’B'hnM

Ouch'Why Do 1 Need This Test?::

_Another Blood Draw?? How Long Do I Have fo Live? [ Can't Understand What This Means'"

«How Lioh ong Do I Have fo Live? Bicpsy

Biopsy When Will I Get Befter? B " Ouch! What Is Taking So Long For These Results? !

*»] Can't Understand What This Means!!! Bio
«This Test Costs How Much?!&! Ouch!

Vs Gross Margins— What's That???2?

n Will | Gel Belter

‘=" Another Blood Draw??sw
siorsy When Will I Get Better? ™

Gross Margins— What's That????

This Test Costs How Much?!&!
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Accelerate Empowerment
Through Educatlon’?
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Journey Wlth a Team
Highway — Not a straight line

Road Map -Information/Knowledge
Compass — Empowerment




atho109Y
Who is in the Bio§p§cimen Sandbox?

Advocacy J Research and Medical J zfdplﬁgﬁgfrifs J
- Patients -« Health Care Team -, NCI
-,* Caregivers - Researchers -+ FDA
-.* Public - Clinical Trial Pl-Team - CMS
E -~ Community MDs ~* HRSA
- Academic Center ~* AHRQ
\ MDs and PhDs 't NIH
- Pathologist . 3 Party Payers
~* Industry
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ACIOSS TThe Sclentific Spectrum

= > Physical

BARKYSy 20124

> Behavioral
> Social

> Cultural

> Economic
> Political
> Spiritual

CCH Cancer Summit Oct 2012
Nara, Japan
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Accelerate Empowerment
Through Education?
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' ] as...
Pancreatic Cancer Patient ilemm
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Personalized Medicine?
Targeted Therapies?
Chemo-resistant? Receptor?
Side effects?

Gene Mutations? Germline?
Sporadic? Overexpression?




Understanding €Cheices IntOrder ioriake
Decisions: What Patients \Want

Would any of following services provided by trained
professional staff be of value when making decisions
and understanding your choices:

 Understand the potential risk or benefit of the
treatment 85.7% (96/112)

e Understand what is involved with the treatment
itself 85.8% (97/113)

Source : TRAC Perspectives on Costs of Cancer Care Survey-2006



Ireatment Decision Makings InTAdAIitieon te Thelr
Doctor.....Outside Sources of Info for Patients

Answer OptiOﬂS GREATLY | SOMEWHAT | BARELY | DOES NOT NOT
influences influences | Influences | influence applicable

Information received from a
patient NGO organization 15 19 4 11
Information read in the
newspaper or
mainstream magazine o 37 35 217 10

Information heard on the

TV or radio 1 20 41 41 11
Information retrieved on

the internet

© TRAC Paula Kim, Inc. 2013
Source: TRAC Perspectives on Costs of Cancer Care Survey-2006




Accelerate Empowerment
Through Education?
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Any Upsides??
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Patients Need Help!

* No coordinated data system to help patients
understand and manage information

o Patients often have a fairly: small timeframe te: make
Important healthcare decisions

* Patientsiand caregivers oftenireceive limiteds clinical
tials and diseaseinformation & guidance

© TRAC Paula Kim, Inc. 2013



Rathelegy.
Barriers or Burlding Blocks’7’>

o Technicalijargon: Confusing to patients?

* Report clinical implications? Clarity or not?

* JiSSUE SequUeEncIing - Mutational Burden l‘ ’l
* Patient acCess to BEfGre clinicran:

o Patientiunderstanding|of  Reem te Improve?

o EXpPEectations of are allfover the placel!

o Hoew can [ransiate IntervEtEr patienticare?
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Consequences off Poor @uality-$
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Stiiengthening Data Use
and Understanding for Patients

< New. frontier requires new. attitudes '
& |mprove X- Sector Capabilities -
& Patient-Clinician-Pathologist-Researcher

& Expectations are all over the place

S ranslate into better care for patients

2 Spend the time and money and doit rnght

S Einanciallandeperational ISSUES

SHave to) stand tall=Dorgecd by deing rhght




Accelerate Empowerment
Through Education!!!
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HOPE: Help Our Patient’s Empowerment

v_ Every patient Is unigue
v Information Is Not Knowledge
v. Make Informed Decisions
v" Build Your “Team”
v. Healthcare Team and Support lleam

v Establish Team “Game Plan”
v, Communication Is Vital

v Clear EXpectations

© TRAC Paula Kim, Inc. 2013



GALA Training and Education Initiative for
Strategies and Programs Across Sectors

OUTREACH & - EDUCATION &
COMMUNICATION TRAINING
| ‘ |
AWARENESS & PUBLIC & PRIVATE
RELATIONSHIPS [~ COLLABORATION

Patients; Public; Policy Makers; Researchers;
Clinicians; Industry; Agencies; Payers




Confidence, PUunlic irust; @uality,

Confidence in you and your team
Confidence In the reason
Confidence in the test

Confidence in the system
Confidence in the procedure
Confidence In the test results
Confidence Inthe diagnesis
Confidence in the recommendation
CONHUENCE INIhEe GUICOME
Confidence...period




®  Why We Must Get This Right...

== } |
©Disneg erprises d‘

“W/e must harness the scientific, iIndustrial, and
soclal'will te accelerate diSsCOVENHES INte accessible
and meaningful clinicallapplications. Patients,
families, fliends, and Ie6Ved Gne are counting on
us...Because In the end, it’s not about you, or me,
or the science, it’s about the patient.”

RPaula Kim - Research & Patient:Advocate
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