Voices That Matter:

Transforming Healthcare Through Patient Research
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About
Rare Patient Voice

Rare Patient Voice (RPV) connects
patients and family caregivers with
research opportunities.

Founded in 2013, the RPV community
now includes 180k+ patients and family
caregivers across 1,500+ diseases and

conditions in 9 countries.




Overview

Patients Communication Preferences in
Clinical Trials

N=1147 patients and family caregivers in
United States

The Voice of the Patient: Preferences in
Healthcare Research Participation

N= 369 patients and family caregivers in
United Kingdom




Why Participate in Clinical Trials?
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Why Participate in Market Research?

Q5. What factors led to your decision to participate in a research study?
Please select all that apply.

To assist with research for the development of future treatments 36%
and cures for future patients

To help with research for my disease in hopes of improving my own 80%
condition

Opportunity to share experiences 70%
Opportunity to express opinions 63%
To learn about potential new treatments and products 62%
Financial reward/compensation/honoraria 43%
Sense of community 39%
Other (write-in) 2%
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Factors That
Encourage
Participation in
Clinical Trials
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Clear and detailed
information about trial
and its goals

Financial compensation
for time
L k

Reimbursement for
expenses (travel,

meals, etc.)

L~

Receiving results once

trial is complete

L~

Assurance of safety
and confidentiality

s

Support from

healthcare providers

L~



Factors That Encourage Participation in
Market Research Studies
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6. What would make you more likely to take part in a research study?
Please rate on a scale of 1-5, with 5 being the most impactful and 1 the
least impactful.

Top 2 Box (4 and 5)

'l Conveniernce/ease of particdipation
Research methodology - self completion e.g. online...
f) ’ \ ‘ Advance information about goals of the study
/ | Rese arch methodology - ondine research
) Being provided study results after the study has dosed
' } \ Length of study (time commitment, expectation of time ..
, ,. Perceived probabiity of gualifying for study
“ - Research methodology - engagement with a moderator...
' | Amount of financial reward

\ Research methodology - face to face research
L
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Main Concerns Safety & side effects Travel logistics

About
Participating in

£

Understanding Trial Process

Clinical Trials

N
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Time commitment Privacy & confidentiality




Main Concerns About Participating in
Market Research

Q3. What concerns, if any, do you have about participating in market
research studies? Please select all that apply.

Privacy and data security

Possibility of not qualifying for the study
Time commitment

Relevance of the study

Lack of compensation

Timeliness of compensation

Other (please specify)

25%
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How Would You Prefer to Receive Information
About Clinical Trials?

Text Postal Hospital/  Social Phone  Newsletter  Email HCP/ Online RARE
message mail clinic media call doctor patient PATIENT
website communify O,.ce /

NSO Non-Rare!



Preferred Method of Contact

R Non-Rare!

Q 10, 11 Current vs. Preferred Contact Method

Email

By a professional body / patient group / association

Social media

Via healthcare professional

LO®90e Callc :7Td mm” Text message

In-app notifications

Phone call

Other (please specify)

N=369

1 Preferred Contact Method B Current Contact Method




Key Takeaways

1. Provide clear communication about the study's purpose, methodology, timeline, and expected
outcomes. Participants want to understand the goals and potential impact of the research.

"Simplicity and clarity around aims, methodology, timeline”

2. Provide information on study goals upfront.
"Understanding the goals of the study and being informed of future progress.”

3. Offer appropriate compensation that values participants' time and insights. Consider their needs
related to health limitations. Be respectful of time commitments and out- of-pocket costs.

"Key factors have to be time and money’



Key Takeaways

4. Make the research process as accessible and convenient as possible. Accommodate different
abilities and preferences for participation format.

"Be clear in what you need, | have MS so a survey which takes an hour can fatigue me, being able to
complete in sections and coming back to it would be helpful.”

5. Researchers should be empathetic and have knowledge of the condition being studied.

"Compassion and understanding from researchers.”

6. Provide timely feedback and follow-up on study results. Participants want to know how their
contributions made a difference.

"Understanding the goals of the study and being informed of future progress.”



What Can Researchers Do?

** Make the experience meaningful by emphasizing how the research
will help the respondent and others with the same condition.

*** Make the experience convenient.
*¢* Guarantee that data will be kept secure.
*** Keep respondents engaged and informed.

*¢*Use email to contact respondents.



Questions?

For more information, to request the
survey data, or to schedule a call, please
reach out to:

pam.cusick@rarepatientvoice.com




Thank you for watching

Check out our website at

www.phraktion.com to keep up with
the phraktion phraternity
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