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Low health literacy is a big problem

Americans lack health literacy skills to
understand and use health information

adults have “below basic” HL skills
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Doctors don't make better patients
Doctors — theoretically, the best-informed patients out there — don't receive

significantly more high-value care than non-doctors, according to a new

National Bureau of Economic Research paper.

‘Why it matters: Many policies are designed based on the idea that if people
have more information, they’ll be better health care consumers.

th i S i n Cl u d eS peo p I e With « For example, this is the theory behind high-deductible insurance. One

possible explanation for why it hasn't been very effective in improving
. . . . .
CREDEN ] IA L S be h I n d th e I r patient health is because consumers aren’t knowledgeable enough to
steer themselves toward high-value care.
n a m e S too ' The bottom line: "These results provide a rough boundary on the extent to
H

which additional information disclosure (beyond prevailing levels) can be
expected to improve the delivery of health care in the U.S.,” the authors write.

Go deeper: Higher deductibles aren't getting people to price shop
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Patient issues start with...

Confusing terms & discussions
(mis) Diagnosis

Costs (all kinds)

Focus: ‘data,” not patients

Clinical trials?

Where, eligibility, procedures,
informed consent, costs, side
effects, communication, delays,
fear, results

What's next?
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v' | am not alone (others before me)

v' Why are you doing it?

What is known/unknown

v' What to expect
Exploratory v. validated

v' How bad can it get... ‘safe’ word?

v' What happens after?
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e.g. Cancer & Leukemia Group B

Patient Research

Advocacy Communication Disparities

Themes: Service, educational, and research activities

“Retention”
“Adherence”
“Compliance”

Development Approval Activation Recruitment Endurance Results

| )l % 2 )l N >
Reviews: Informed consent: Recruitment plan: Tracking and advice: Participant
Operational Templates Tools Resource networks communication:
Concept Lexicons Special populations Protocol evaluation Thank you letters
Protocol

Accrual Plan adjustments

Research summaries

© Patient Advocates In Research (PAIR)



People (& providers) need the 4 Cs...




Please help us build this!

NCPF & Roundtable on HL
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Collyar (insomnia-induced moment!)




Which statement
IS correct?

*

Please stop this!
Help us change
the mindset



Thank you! Get in touch
Deborah Collyar

‘ deborah@tumortime.com

‘ https://collyar.wordpress.com/

Patient Advocates
In Research (PAIR)

Political

‘ www.linkedin.com/in/deborahcollyar/

9 @deborahcollyar

0 www.facebook.com/DeborahCollyarAuthor
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What do patients want from immunotherapy?

Less hype, more realism Report additional info
- Compare regimens > guidelines * Response rates

- Integration w/other treatments Comparable to chemotherapy
« Better care » Duration of response

)(E’Eancial toxicities

« “C” word issue (cure) E
| GO\\“ - QOL & PROs
Fewer IrAEs

e« > grade 2 can be serious
« Autoimmune is serious

« Possible age factors?

https://www.inspire.com/groups/american-lung-association-lung-cancer-survivors/discussion/opdivo-beware-the-hype-and-commercials/

https://jitc.biomedcentral.com/articles/10.1186/s40425-017-0300-z https://www.medscape.com/viewarticle/897946

http://yourcenter.uvacancercenter.com/autoimmune-disorders-and-cancer-whats-the-connection/ http://bit.ly/2LD4YPX © Patient Advocates In Research (PAIR)




e.g. Crossover (treatment switching) 2016

/ A~ contactus  newsletter signup Q
\_/ / about us our work news room green park collaborative resource center

Home » Resource Center » New Guidance for Treatment Switching in...

Best Practices for the Design, Implementation, Analysis,
and Reporting of Oncology Trials with High Rates of

Treatment Switching

GPC released a report that provides guidance for researchers who lead oncology drug trials that Download

International consortium Multi-stakeholders
Clinicians, regulators, companies,

Australia (IRB), UK (NICE),
US (FDA) patient advocates, payers

© Patient Advocates In Research (PAIR)

CMTP GPC



