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% Wes Michael founded Rare Patient Voice in 2013 to empower patients and

L)

L)

family caregivers to share their voices through participation in research
studies. The RPV community has since grown to 145,000+ across 1,500+
diseases.

The company has rewarded patients and family caregivers over $13 million
for taking part in research. Many have been recruited at in-person patient

events and through a referral program with patient advocacy and support
groups.

RPV now covers non-rare as well as rare diseases in the U.S., Canada,
U.K., France, Germany, ltaly, Spain, Australia, and New Zealand.
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Rare Patient Voice survey

« In March 2024, Rare Patient Voice
conducted a survey of 369 patients and
family caregivers in the United Kingdom.

% Questions pertained to respondent
experiences taking part in market research
and the factors that enhance or detract

from that experience.

14%
la-

75%

= Patient and Caregiver

= Family Caregiver

Patient
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A majority have taken part in a
healthcare research study

® Online surveys are the most common methodology reported.

Q2. Have you participated in a healthcare research study before?
Q2a Types of research participated in

Surveys 82%
Onlineinterviews NG 45%
43% Focus groups NN 23%
Clinical trials  INEGGG 22%
57% In-person interviews INIEEEEEEEEGNGG—— 22%
Online bulletin boards I 6%

Other W 5%
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Data security is the leading concern PAOT,!EZT

about participation

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

Privacy and data security 40%
Possibility of not qualifying for the study 35%
Time commitment 29%
Relevance of the study 27%
Lack of compensation 23%
Timeliness of compensation 8%

Other (please specify) 13%

0% 5% 10% 15% 20% 25% 30% 35% 40% 45%

N=369
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A majority have had a positive experience PA;',!ggT

across methodologies

Q4. For the types of research you've participated in, please rate your overall
experience on a scale of 1-5, with 5 being the most positive and 1 the least positive

Top 2 Box (4 and 5)

Phone/video interviews I 73%
Onlinesurveys I 70%
In-person interviews I 69%
Cinicaltrials I 8%
Focus groups I 629%

Online bulletin boards / community / forums | 59%

0% 10% 20% 0% 40% S50% 60% 70% 80%

N varies
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Most respondents participate to help develop
treatments and improve their condition.

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 20%

condition

Opportunity to share experiences

Opportunity to express opinions

To learn about potential new treatments and products
Financial reward/compensation/honoraria

Sense of community

Other (write-in)

0%

N=209

2%

10%

70%

63%

62%

43%

39%
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Convenience was rated as the top
factor encouraging participation.

Convenience/ease of partidpation

thodol

Research

Advance information about goals of the study

Research methodology - online research

Being provided study results after the study has dosed
Length of study (time commitment, expectation of time
Perceived probability of qualifying for study

Research methodology - engagement with a moderator
Amount of financial reward

Research methodology - face to face research

gy - self completion e.g. online.

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)

=, 82%
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Providing information about the disease
would make patients/caregivers more likely
to sign up with a research organization.

Q7. What factors could make you more likely to sign up with a research
organization to be invited to take part in studies? Please select all that

apply.

Information about your disease/condition 84%

Platform for communicating with other patients or caregivers 58%

Facebook page with content about studies available

Recommendation from others

Periodicnewsletter

Social media presence

Other (write-in)

0%

7%

10%

N=369

43%

41%

37%

23%
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Pertinence and meaning to the respondent had
the most positive impact on the research
experience.

8. impact on experience of taking part in a study 1 = significantly detracted from my
experience and 5 = significantly enhanced my experience

Pertinence of study to myself and my condition -

How meaningful you foundthe sudyto be 1l

Understandability of questions

Level of krowl edge of your disease exhibited by the moderator/researchers
Clarity of objectives, questiors, and/or tasks

Comfort of study experience/environment

Technology used

Overall organization of the study

Moderator proficiency

Empathy of moderator

Durationylength of study

Payment/com pensation process

Durationylength of preliminary questions to qualify for a study
Opportunity to engage with cther patients or ciregivers

Engagement with other patients/family caregivers

How baring, tedious, or confusing you found the experience to be
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A majority have stopped an online
survey without completing it

® Long surveys, repetitive questions were most often
mentioned as reasons for stopping.

Q9. Have you ever begun to take an online survey and stopped Qa. (I Yes) Why did you stop taking the survey? Please select all that
" » 2 apply.
without completing it?

Survey length I 56%
Survey questions wererepetitive I 54%
Questions didn’t seem to apply to me NN 50%
Survey questions were boring or tedious NG 43%
B ¢ indicati ' i I
= DID stop without comuldlng No indication of how far I’d progressed in survey 34%

i T \ ing i i I
DidNOT stopped without completing it survey questions were too personal 1%
Other: Technology glitch N 6%

Other: Personal interuption Il 3%

0% 10% 20% 30% 40% 50% 60%

N =180

N=351
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Email is the most used and preferred PAOT,!ggT

method of contacting respondents

Q 10, 11 Current vs. Preferred Contact Method

Email 949968%
By a professional body / patient group / association -22% 36%
Social media % a5
Via healthcare professional | oA 36%
Text message 13% 36%

In-app notifications [ g, 12%
Phone call [ e, 13%
Other (please spedfy) [ 3%

0% 20% 40% 60% 80% 100% 120%

N=369

i Preferred Contact Method M Current Contact Method




How to make the research experience more
engaging, meaningful, and valuable

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. Make surveys concise, relevant, and easy to understand. Avoid repetitive or overly complex
questions. Provide an estimated completion time and progress indicator.

"Keep surveys short and questions relevant and non-repetitive”

3. Ensure the research is relevant and targeted to participants' specific conditions and experiences.

Avoid wasting time on studies they don't qualify for.

"Has to [be] relevant to my condition or to my support group network patients. Diversity of all
participating to get a true understanding. Dissemination to the right people/organisations."

RARE
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How to make the research experience more
engaging, meaningful, and valuable (cont'd)

4. Demonstrate empathy, compassion and understanding from researchers. They should have knowledge of the
condition being studied.

"Compassion and understanding from researchers, easy-to-read information for those that require it.”

5. 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.”

6. Offer appropriate compensation that values participants' time and insights. Consider their needs related to
health limitations.

"Key factors have to be time and money”

7. 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."
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How to make the research experience more
engaging, meaningful, and valuable (cont'd)

8. Foster a sense of community and allow opportunities for participants to interact and share experiences with each other.

"I would take part in research like this to both contribute my experiences and requirements during a study but also
because | would like to meet and talk with other people going through the same things as me.”

9. Use the research to provide educational opportunities for participants to learn more about their condition and potential
treatments.

"I'm more inclined to participate if I'm going to learn something new about my condition or potential treatments for it. I'm
scientifically literate, so | appreciate seeing that the people conducting the study not only understand the condition and/or
treatment, but don't treat everyone like a 10-year-old in terms of what they could understand.”

10. Be transparent about how participant data and insights will be used. Maintain communication and involvement
throughout the research process.

"Transparency. Real Consultation as opposed to already desired outcomes proving study for outcomes"
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Actions

* 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 by keeping online surveys short
and the questions relevant.

°* Email is most use and most preferred method of contacting
respondents.

* Respondents are eager to take part if the disease topic is
relevant. Honoraria is less of a consideration.
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Demographics

* Employment
* Marital Status
* Household Income

* Ethnicity
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Current Employment

Q14. What best describes your current employment?

2% 39

5%

16%

N=369
17%

m Student m Unemployed = Homemaker = Other = Working fulltime = Working part-time m Unemployed on disability = Retired



Household Situation

NSO Non-Rare!

Q15. Which of the following best describes your household situation?

2%

N=369

m Prefer not to answer  ® Single /never married = Divorced /widowed / separated = Married or living with partner
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Household Income

Q16. What is your total annual household income?

9%
15%
2%
2%
\ -
11%
32%
= £1to £9,999 u £10, 000 to £24, 999 = £25, 000 to £49, 999 m £50, 000 to £74, 999

= £75,000 to£99,999 = £100, 000 or more = Prefer not to answer N=369



Ethnicity

Q17. What is your ethnic group?

% 3%
3% 2%

92%
= White Count m Asian, Asian British, or Asian Welsh Count
= Mixed or multiple ethnic groups Count m Black, Black British, Black Welsh, Caribbean, or African Count

= Prefer not to say Count

N=369

NSO Non-Rare!



For more information or to
request the study data:

RARE

Visit us at
www.rarepatientvoice.com

Helping Patients and Caregivers Share Their Voices



mailto:Wes.michael@rarepatientvoice.com
http://www.rarepatientvoice.com/

