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Engaging Communities and Participants

* Partners
— Not patients, co-investigators
— Not ‘at the table’, planning the meal
* Frictionless
— In communities, with community leaders
— Where we live and play, in our pathway
* Relevance/Value/Benefit
— Our questions, meet needs
— Results are visible and tangible
— Solve my problems while you solve yours

 Beyond advocates and advocacy to affinity



Watch our language

“When we LET patients...
— Engage
— Participate
— Partner

If this is real, then we are not LETTING
patients come in or be part, we ARE
partners, no need for permission...



Discover Shared and
Divergent Values



Not consent, engagement

Engagement, including Fair
Information Practices

Evolving PROCESS
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The Hational Patient-Centered Clinical Research Metwaork

The goal of PCORI’s National Patient-Cent i
Research Network Program j i o a
capacity to conduct CEI‘f&\ C alarge,
highly representasi e centered clinical
researc twormi

The gsion | support i S healthcare system,
whi uld w fcy "scale research to be conducted ‘
wit ce racy and efficiency.

nical outcomes research.




PCORnet: “The National Patient-Centered Clinical Research Network”

— 1000 researchers, traditional and lay

— 33 funded entities covering all 50 states

— Focus on patient-centered outcomes research
— No “one size fits all”

— Community Engaged Network for All (CENA)
— 10 disease-specific advocacy organizations, UCSF, UCD

— From hepatitis (affects millions) to Alstrom syndrome
(affects a several hundred)



Users are assisted by highly intuitive, non-

coercive “guides”

Select a guidg ' . For New User -

Set your privacy preferences manually, or select a guide who has studied the options and made suggestions for persons with high, medium and low
concermns about privacy. Select a guide who you know, or whose experience or perspectives you value.

Stephen Mack
Prasident, JSRDF. Parant of 10-year old
daughtar with Joubert syndroma

Stephen’s daughter, Isabelle, was diagnosad in
2004 when she was just three days old. He currenthy
sarves 85 President of JSROF, which he will hald
throwgh 2015. Prior to this, he served for two years
the ormganization's president-alect, and seve
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What's this? Yhat's this?

Select Stephen as vour guide

Niceole Ford

JSRDF Board Member. Parent of 17-year old
daughter with Joubart syndroma

disele’s daughter, Taylor, was diagnosed 1997 with
Joubert syndrome as 11 weaks old. p
Since receiving the diagnosis, Nicole has been

h activaly involved with other parents and family
Y 'f Y ) m.aml:hars af individuals affected by the condition. 'Y 1 “Y 1
Micola 5 ... More =»
What's this? ¥What's this?
Select Nicole as your guide
privacy  Private Access lets you control who can see your information, and for what purpose. This
ASSURED  service will chack your Private Access setlings balore sharing any of your infarmation.
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Daniel Doherty

MD, PhD; Associate Professor of Pediatrics
Univarsity of Washington School of Medicine
In addition to his clinical practice caring for children
with all types of central nervous system
abnormalities including Joubert syndrome, Dr
Doherty's research focuses on hindbrain
malformations, agenesis of the corpus callosum,
cortical malformat ... More ==

Create Preferences Manually
If you are comfortable using this tool, you may wish
% set your preferences manually.

Set dhNeferances manually

Multiple guides give an opportunity
to use a variety of approaches, and
selecting settings that are the most
comfortable to each participant. Well
known guides can be used across an
entire condition, or be specific to an
individual disease organization



To enable ease and an extraordinary range of granularity

Privacy settings for Matt's profile.

» Select Matt's preferred privacy settings...

Stephen suggested settings for persons with: Moderate concerns about privacy ¥

1. Choose a level of concern about privacy th tlosely reflects your views.
2 To accept Stephen’s sugge fTacy setings shown below, click ‘Accept and continug’.
3. Ifnot, either click*emstomize’ to refine these settings, or 'Go Back to choose a different guide.
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suggests his o -
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as a possible
starting point

What's this?

Export/Link

except for name and
contact details=

Find/Analyze

except for name and
contact details

Who can access your data and for what purpose...

Click any column or row name for more information

> JSRDF
Joubert Syndrome & Related Disorders Foundation w Allow v Allow
(JSRDF)
Researchers recommended D‘_\f JSRDF v Allow v Allow

For

categoNes v Other Researchers

of uses, Researchers addressing your condition ¥ Allow
specified All researchers ¢ Allow

usage rights

N w Data Analysis Platforms

PCORnet. Patient-Centered Outcomes Research L Ask Me

Network

Newly-Released Data Analysis Platforms i, Ask Me L Ask Me

Participants may choose to Allow, Deny, or Ask Me
(wait for more information) before deciding

Participants use privacy
settings to specify who can,
and cannot, find and/or
export their de-identified
and/or personal contact data,
and for what purpose

Get Contact
find, view, use and
export contact details

\ClICK Tor detans)

L Ask Me
L Ask Me
Deny
(Deny is not
Me used in this
& Ask Me individual’s
choices)
v Allow
NA

m Accept and continue >>



/

SHARE IDEAS ONLINE

W o

\ Create /

WORK TOGETHER oD e
TO CREATE A RESEARCH
RESEARCH PLAN

» Crowdsourcing Research to Diverse Stakeholders

* Welcome all perspectives: “Research is stronger
when all voices are heard and valued”
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Ihl.i[l Your voice in research

Primary Condition of Interest *

© Please select one condition that is most relevant to you. You will still be able to participate in
discussions and opportunities associated with other conditions.

| - Select a value - |

Reason | am Interested *

sl _

11 have this condition

[ my family member or someone | take care of has this condition
1 am a healthcare provider

11 am a scientist/researcher

[ other

my signature Line (N

© This description will appear next to your name or pseudonym when you post comments on
Mosaic. If you would like to change this signature line, please replace the text below with a
brief phrase that describes your involvement in Mosaic. For example "Relative of a child with
Joubert Syndrome™.

»Build trust
» Respect privacy
»Support open discussions
»MOSAIC

o Website open to public

o Registration required to
post comments

o Select identity settings



Include Public/Participants
in All Stages of Clinical Research

Participant perspective to study design
— Protocol Review
— IRB service
— Data safety monitoring boards

Informed decision making

Reasonable compliance - aips community examples
Enhanced community education

Better cohort accrual - Herceptin example
Improve participant retention

Advance public trust in research



Culture Challenge

Non-paternal (maternal)-istic
Share investigation, partners

Set the passion of people on fire, it will fuel the
cultural transformation — not just enrollment for
you study

Support engagement

Build a trustworthy environment, don’t ask
neople to trust you

~ace our fears — this will be weird at first
Participants/partners accountable too

Transparency — make mistakes, apologize, move
on
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Sharon Terry
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