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This Precision Medicine Q&A Resource Builder has been co-created to support patient advocates and
patient organizations in helping patients make informed decisions and actions at the right time:

This resource can be used to:

Update existing Q&A resources, ensuring the crucial elements related to precision medicine
are covered;

Create a new Q&A resource by adapting this backbone resource to the relevant country
and disease.

This tool includes a series of questions that patients can ask their health care provider (HCP) at
different moments in time to guide shared decision-making in precision medicine. It provides a
starting point that should be adapted to your specific disease and/or local context.

The current Q&A Resource Builder is the result of a robust co-creation process by a multi-stakeholder
group of experts in precision medicine. See annex 1 for more information.

Patient advocates and Precision Medicine champioms who would like to develop/update a Q&A
resource on precision medicine for their patient population.

Please share with us your feedback on how to improve this PM Q&A Builder and how we can bring it to the next level!
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The following steps outline how to use this tool. We recommend following a co-creation approach
when using this resource. This involves working collaboratively with different stakeholders (e.g.
patient advocates, individual patients, healthcare professionals) to ensure that different perspectives
are taken into account.

Before utilizing this PM Q&A builder it might be helpful to review the Patient Information Needs Map
to identify the topics that you would like to cover.

Step 1: Download and open the Q&A builder

Ethtﬂ health provider at various stages of a disease

DIAGNOSED Patients

Precision Medicine Q&A

; :
Resource Builder (editable) STANDING YOUR DISEASE

text: If you are newly diagnosed with cancer these are important questions to have in
Before starting, please make sure you have reviewed the instructions on of your next appointment(s).

how to use and adapt this resource!

Table of contents

1. Tips for the next appointment. You can include these recommendations stients could ask
in the beginning of any new and/or updated resource. You can use it as is or 1 be done to lear more about my disease and my diagnosis? Where can | find more
adapt it for a disease specificity, geographic scope etc ion?

2. Adaptable questions patients can ask their health provider at various
stages of a disease. These can be included and adapted based on the scope
of your new/updated resource and on the disease and geographic scope.

a. Questions from Newly diagnosed patients I . | CLICK HERE TO GET STARTED

ii. (Understanding your disease,

ou recommend getting a second opinion, do you have a colleague you can recommend?

iii. Understanding diagnostic procedures
iv. Understanding treatment options)
b. Questions from patients during treatment
c. Questions from patients going through a relapsed/refractory
disease phase.
d. Question from patients going through Remission

Step 2: Review the steps/ information needs important to

your patient population

1. Review the questions for each decision-making step that you selected in Step 1; these should
be helpful questions to address the information needs in your resource and/or Q&A.

2. Use the dedicated space to select the appropriate questions in their original form or adapt
them to your specific diseases, geography etc

Practical example:
| have adapted the questions to make them relevant to breast cancer patients

Please share with us your feedback on how to improve this PM Q&A Builder and how we can bring it to the next level!
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® Do you recommend biomarker (mutation, genomic, or molecular testing) testing? \‘ .-(/ I
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" |f so, which biomarkers are important for breast cancer?
" |f so, which testing method is most appropriate for breast cancer in Spain and why?

Step 3: Adapt the introductory/supporting text

Introductory text example of adaptation: Your doctor may order various diagnostic tests to help
understand and diagnose breast cancer. These may include a biopsy, scans and/or blood tests. Please
review below some important questions that you can ask your doctor in order to acquire a better

understanding of diagnostic and testing options.

Step 4: Test & Refine

This involves working collaboratively with different stakeholders to ensure that different
perspectives are taken into account. For example you can test out the resource with other
advocates.

Step 5: Delete the supporting template content and the

unused content. Save your adapted resource as PDF.
Save & Download

If you have any additional questions, the FT3 team is here to help: get in touch with
silvia@thesynergist.org.

Please share with us your feedback on how to improve this PM Q&A Builder and how
we can bring it to the next level!

*To maximize your impact and make your resource widely available, consider uploading it to Precision
Medicine Synapse, a mapping and networking tool to reduce duplication, and increase opportunities
for collaborations. For more information on what Precision Medicine Synapse is, watch this video.

Please share with us your feedback on how to improve this PM Q&A Builder and how we can bring it to the next level!
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FT3 Toolkit for Precision =

Medicine Champions

This Patient Information Needs Map is part of a broader Toolkit for Precision Medicine Champions.

The toolkit is one of the methods that the “From Testing to Targeted Treatments Program (FT3)”
community aims to utilize to make precision medicine a reality for all who can benefit from it. Through
pilots and consultations, these tools and resources will continue to be refined and expanded. If you are
interested in learning more, getting involved or piloting the tools, please contact us.

For who?
Patient Organizations and ambassadors RS0 e Resourcesto
of PM among HCPs, industry and other needs and opportunities capture the pa[;tlent
Educational resources for . SEEISED &
stakeholder groups el e Patient build evidence
different local contexts, eXPG_l‘lence
or to improve their & evidence
FT3’S approach : own understanding

of PM
Capturing global learnings and good
practices

Co-creating through multi-stakeholder
working groups and consultations

Support to Resources to
Adaptable to the local context advocate for enable
change Enablers collaboration
Advocacy of PM and progress
Practical and actionable for real impact resources

Focused on understanding and
improving the patient experience and
outcomes

.
L o

The From Testing to Targeted Treatment Program (FT3) is a non-profit multi-stakeholder collaborative
program that aims to unify, accelerate and build on existing efforts to make precision medicine a
reality for all patients who could benefit from it.

FT3 brings together diverse stakeholders and activities in precision medicine to identify shared needs,
build on existing good practices and learnings and make them replicable through practical and
actionable tools and resources for precision medicine champions to drive real change and impact,
starting with cancer and testing.

Ultimately, the goal is to develop integrated and optimized resources for different stakeholders to
improve access to precision medicine, and to develop a positive momentum to be able to improve
patient outcomes and experiences.

This was developed thanks to the FT3 Members and Community of Practice.

Please share with us your feedback on how to improve this PM Q&A Builder and how we can bring it to the next level!
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Annex 2.

How this resource was
co-created and co-designed

This resource was co-created by a global, multi-stakeholder group with the shared goal to make
precision medicine an accessible reality for all patients who could benefit from it. The work on this Q&A
builder started at the Patient Engagement Open Forum (PEOF) workshop in September 2020, where
220+ patients’ needs in precision were identified. Thanks to the PEOF insights and the learnings from

a landscape mapping of 320+ existing good resources for patients in precision medicine, the working
group identified the lack of a comprehensive PM resource that could support patients to ask the right
questions at the right time. While several good Q&A resources exist, they are often piecemeal, do not
incorporate all the PM elements, and are usually disease and country-specific.

Therefore, building on good existing resources and through several working groups calls with more
than 25 multi-stakeholder representatives, the Education & Awareness working group agreed to fill
this knowledge gap by co-creating a comprehensive Q&A builder designed to be adapted by Patient
Organizations and Patient Advocates to the needs of their specific patient population disease and/or
local context.

September 2020

220+ patient
support and
information needs

Patients/PO

Sept. - January 2021

Of + 320 existing
educational and
support resources
for patients and
HCPs

January - February

Analysis of existing
lists and questions
from PEOF and gap
analysis

February - March

Building on other
patient pathway
models, build on
precision medicine
focus

Industry

o
&

A&
a0

March - April

Refined by WG
members and
reviewed within
WG organizations
(60+ comments
and suggestions)

Aligning with
Common Cancer
Testing
Terminology and
lay language
requirements

May - June

11 consultations to
align and refine

July - September

Review and
feedback from WG
and FT3 Community
Public consultation
starting in
December 2021

Medical Community

a3 s
S F

Please share with us your feedback on how to improve this PM Q&A Builder and how we can bring it to the next level!

fromtestingtotargetedtreatments.org



http://www.fromtestingtotargetedtreatments.org
https://www.surveymonkey.com/r/VCZM35C

You can find below the primary good resources /,;._:\\
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that were consulted: O v paEnrs
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Personalized Medicine Coalition (PMC) ~—~
More than a Number: Better health begins with you

MacMillan Cancer Support, Ask about your cancer treatment
Cancerl101, Questions to Ask My Health Care Team

Cancer Support Community, Cancer Diagnosis? What You Need to Know

MacMillan Cancer Support, Questions to ask your healthcare team

American Cancer Society, After diagnosis: a guide for patients and families
American Cancer Society, Questions to Ask Your Doctor When You Have Cancer
Cancer.net, Mobile application

FT3, The true meaning of personalized medicine
FT3, PEOF 2020 - From Testing to Targeted Treatments Program (FT3) session

FT3, From diagnosis to treatment and beyond: personalized medicine — what's in it for patients
and understanding patient needs to make it a reality?
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