Survey page 1

Survey about information on ClinicalTrials.gov

The National Library of Medicine (NLM) is working with Health Literacy Media (HLM), & Missouri-based nonprofit orgal
improve the information about clinical trials on the ClinicalTrials gov website.

'e’re asking you to complete this survey to share your thoughts and opinions about what information related to clinical trials
would be most helpful to you. This survey will take about 15 minutes to complete.

Please answer honestly - therz are no right or wrong answers.

ans

You are not required T r any question. All of your responsas will be kept private and won't be linked to you. HLM will
all data collected and report only overall, group findings.

his link to this survey to others who you think may be interested in helping improve ClinicalTrials.gov:
ssurveymonkey.com/r/RRYSDG2

Thank you!
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First, we'll ask you a few general questions about clinical trials.

1. Please tell us how strongly you disagree or agree with the following statement: |
know what a clinical trial is.

() strongly disagree

() Disagree

() Agree

) Strongly agres

2. In your own words, please describe a clinical trial?

Survey page 3

3. For this survey, we define a clinical trial as: A type of study in which a researcher
gives people a medical product or treatment based on a research plan to learn more
about ways to treat or detect health problems. Researchers may design clinical trials
to compare a new medical product or treatment to an existing one or nothing at all.

Have you ever participated in a clinical trial as a researcher or a participant? (Please
select all that apply)

\:| Yes, as a participant

[] Yes, as aresearcher

[ No

[] 1 don't know

4. Please tell us how strongly you disagree or agree with the following statement: |
have used the results of clinical trials to make health decisions for myself or someone
else, such as a family member or friend.

() strongly disagres

() Disagree

() Agres

: ) Strongly agree
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Now, we’ll ask you a few questions about information and sources of
information about clinical trials.

5. If you wanted to learn more about clinical trials, who would you want to
get information from and where would you look for it? (Select all that apply)
[] poctor

[[] Medical researcher

[] Nurse or other health care professional

[ Public health department

[] vibrary

[ #amily member

[ Friend

[] Gocsle or other search engine

[ ] Facebook

[ Twitter

] vinkedin

Are there any other sources of information, such as specific websites? If so, please provide the names or web links below:

6. Below is a list of the parts of a summary of a clinical trial. Please indicate how
important learning about each part is to you based on what you'd want to know about
a clinical trial.

Somewhat
Not important impartant Important Very important
Who leads a clinical trial O O O O
Who funds a clinical trial ‘:::' '(::' '(::' ‘:::'
What happens during a clinical trial O O O O
Who can take part in a clinical trial ‘C:‘ 'C:' 'C:' ‘C:‘
Where a clinical trial takes place O O O O
How to learn more about a clinical trial ‘f} '(7:' '(7:' ‘:7:'
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Now, please tell us how important each of the following aspects of the categories
from the previous question are to you.

7. When you consider who leads and funds a clinical trial, how important are each of
the following to you?

Somewnat
Not important important Important Very important
i mE T @ ® Y @
Any other funders ':::' ‘:::‘ ‘(:) ‘:::‘
Partners invalved in the clinical trial (e.g. O O O O
medical, research, or logistical support partners)
Who provides infarmation about the clinical trial O O O O

8. When you consider what happens during a clinical trial, how important are each of
the following to you?

Somewhat
Not important important Important Very important

The treatment or medical product being studied

(also called interventions) O O O O
A brief general description of the clinical trial O O O O
Design of the clinical trial (the methodology) O O O O
The groups of participants in the clinical trial A ~ ~ ~
that researchers will compare (also called arms) - - - -
What the researchers will measure about

participants’ health O O O O
What happens if participants report any health . - - -
problems during the clinical trial - - ” —
The results of the clinical trial after it has ended O O O O

9. When you consider who can take part in a clinical trial and where it takes place,
how important are each of the following to you?

Somewhat
Mot important impartant Important Very important

Who can and can’t join a clinical trial (also called O O O O
eligibility or inclusion and exclusion criteria)
Where the clinical trial takes place (locations) (::‘ 'C::' ':::' ':::'
Information about who monitors a clinical trial
Information about how participants are - — — —

o J o U

protected

10. When you consider how to learn more about a clinical trial, how important are
each of the following to you?

Somewhat
Not important impartant Important Very important

How to contact semeone for more information O O O O
about participating in the clinical trial
‘Where people could send complaints about the — — — —

. . O U U U
clinical trial
Where people could send questions about the O O O O
clinical trial
How to get complete reports about & clinical trial ‘C:‘ 'C:' 'C:' '::'
How to get easy-to-read summary reports about O O O O

a clinical trial
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11. Below are frequently asked questions about how researchers design clinical
trials. Please indicate how important learning about each topic is to you based on
what you'd want to know about a clinical trial.

Somewhat
Not important important Important Very important
What is a clinical trial? ':7) (7) (7) (7)

How do researchers design clinical trials?

Why are clinical trials done?

How do naw drugs get approved?

What does a randomized clinical trial mean? 'C:‘ C:' (7:‘ ‘:,:‘
wWhy do researchers use randomized clinical — —
trials? - s / J
Who carries out clinical trials? ':::‘ ‘:7;' ‘:7;' ‘:7;‘

Where do clinical trials take place?

How leng do clinical trials last?

How are clinical trials different from health care?
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12. Below are frequently asked questions about taking part in clinical trials. Please
indicate how important learning about each topic is to you based on what you'd want
to know about a clinical trial.

Somewhat
Not important important Important Very important

‘What will | be asked to do if | join a clinical trial? @

How are people who join clinical trials protected?

‘What things should | think about when choosing

to join a clinical trial? A A - -
What does it cast to bein a clinical trial? [:] ( :)

Will participants be paid or compensated for — — — —
participating in a clinical trial? - o

If | take part in & clinical trial, how do researchers — — . .
decide what product or treatment I'll get? - - - —
Why should | take part in a clinical trial? ) ) O) @)

How do | find out the results of clinical trials?

What is informed consent and why is it done? O

What happens if someone wants to stop after

Joining a clinical trial?
How is my privacy protected? ) ) ) ()

What happens if something goes wrong during a —~
clinical trial? —
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13. Below are frequently asked questions about finding a clinical trial to join. Please
answer each question carefully. Please indicate how important learning about each
topic is to you based on what you’d want to know about a clinical trial.

Somewhat
Not important important Important Very important
Who can join a clinical trial? ) () @) @)
How do | join a clinical trial? O O O O
How can | find clinical trials that | can join? ) @) @) ()

Does my doctor know about clinical trials for me? (@] (@) (@] )
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cal Tr

14. What other questions related to clinical trials are important to you?

15. What format would you like to get information abaout clinical trials to answer the
previous questions? (Select all that apply).

[] viceo

[ written text

D Graphics and visuals
[[] Audio

Other (please explain)
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Now, we’ll ask you a few questions about the website, ClinicalTrials.gov.

*16. Have you ever heard of ClinicalTrials.gov?
() ves
) Ne

() Don’t know
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Skip Logic: Survey page 11a (if “yes” answer to Q16)

X * 17, How often do you visit ClinicalTrials.gov?
& never
(O Less than once a month
() Atleastonce 2 month
(O At least weekly

() Every day
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Skip Logic: Survey page 11b (if “no” or “Don’t know” answer to Q16)

ClinicalTrials.gov is a database of privately and publicly funded clinical studies
conducted around the world. The U.S. National Library of Medicine created
ClinicalTrials.gov to provide patients, family members, and members of the
public current information about clinical research studies.

\ 17. If you decided to visit ClinicalTrials.gov, what tasks would you be moest interested
in? (Select all that apply)

D Search the gatabase of clinical trials to learn whal

ientists discovered

D 8earch the database of clinical trials to find a trial for me or a family member to join as a2 participant
] submit a study to be listzd in the database

D Use the database of clinical trials to research a specific topic

[ Learn mare abaut clinical trials in general

QOther (please specify)
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Sticky Note
This question will only appear if the answer to Question 16 ("Have you ever heard of ClinicalTrials.gov") is answered as "Yes".
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This question will only appear if the answer to Question 16 ("Have you ever heard of ClinicalTrials.gov") is answered as "No".



Skip Logic: Survey page 12a (if “yes” answer to Q16 and visited to Q17)

_9 18. How often do you visit these parts of ClinicalTrials.gov?

Lessthanonce Atleastoncea
Never amonth month atleastweekly  Every day

The studies listed on the website
General information about studies (@] (@] (@] (@]

The pages on how to submit a study to the —~ —
website - - o -

The collection of resources, such as selected —~ —~ - — .
publications by ClinicalTrials.gov staff o~ - - p— -

The information about the website () () () () ()

—%19. Which of these devices do you prefer to use to visit ClinicalTrials.gov?

Never ‘Sometimes often Always

Mabile phona [ )

Computer @]
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* 00, What tasks are you most likely to do on ClinicalTrials.2ov? (Select all that apply)
\:| Search the gatabase of clinical trials to learn what researchers discovered
\:‘ Search the database of clinical trials to find a trial for me or someone else to join as & participant
[ submita studly ta be listed In the database
\:| Use the database of clinical trials to research a specific topic
D Learn more about clinical trials in general

Other (please specify)
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Sticky Note
This question will only appear if the answer to Question 16 ("Have you ever heard of ClinicalTrials.gov") is answered as "Yes" and the answer to "How often do you visit ClinicalTrials.gov" is answered with anything other than "Never".

elliottkv
Line

elliottkv
Sticky Note
This question will only appear if the answer to Question 16 ("Have you ever heard of ClinicalTrials.gov") is answered as "Yes" and the answer to "How often do you visit ClinicalTrials.gov" is answered with anything other than "Never".
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Please tell us a little bit about yourself. This will help us analyze the survey.
Please remember we will never share individual or identifying information.

19. How often do you search the internet for health information?
(O Never

Rarely

() Sometimes

‘_: ) Often

20. How comfortable are you at navigating the internet for health information?

(O Very comfortable

() comfortable

(C) Somewhat comfortable
() Not comfortable

21. With so much information about health on the internet, how do you decide what is
good infarmation?

22. How often do you engage in the following tasks?

Never Sometimes Often Always

Find and look for health information ) ) @) @

Understand information about your health Q ) O Q

Evaluate how health information relates to your
life (for example, determine if and haw ) ) ) )
information is relevant to your life)

Communicate about your health to athers O Q (@] (@]

Act on information about your health O O O O

‘Ask questions of your health care professional Q O O

23. Would you say that in general your health is..?

() Excsllent

Good
Fair

) Paar

() Very goad

24, Please tell us your age (in years)

25. Gender:

[] Male
[[] Femate
[[] other




26. Please tell us your highest level of education.
() Completed grade school

(O) Completed high schoal

() Associates degres

() Bachslors degree

(0) Masters degree

(O Ph.D,M.D, DO, JD, etc.

27. Which of these best describes your ethnicity (choose one)?
[[] Hispanic or Latino

[] Nat Hispanic or Non-Lating

28. Which of these best describes your race (choose one or more)?
[] American Indian or Alaska Native

[] Asian

D Black of African Amearican

[] Native Hawailan or other Pacifc slander

[] white

29, What languages do you speak at home: (Select all that apply)

[] English

[] spanish
Arabic
Chiness
French
Garman
Haitian Creole
Hindi

Karaan

Russian

ooooooogo

Tagalog

[] vietnamese

Other (pleass specify)

30. What is your current employment status?
() Fulttime

() Parttime

() Retirzg

() Unemployed

* 31, Do you have more than one job:

() ves
() No
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Skip Logic: Survey page 15 (if “yes” answer to Q30)

ﬂ%. Please tell us how many jobs you have

a

L3
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32. Do you work in a health or medical related field?
() Yes

O Ne

33. What is your household income:

(O) Less than $15,000

() $15,000-830,000

() $30,000-850,000

() $50,000-$100,000

() Prefer not to say
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Thank you for taking this survey!
Ll use your contribution to help improve educational information about clinical trials on the website
ClinicalTrials.gowv.
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