Participating in research is a choice

Joining a research study is an important personal
decision. Before you join, researchers will talk with
you about the goals of the study, and possible risks and
benefits. They will also explain the rules they follow to
protect your safety and privacy. Ask for help if you don’t

understand something or have questions.

You should never feel rushed or pressured to make a
decision. Being part of a research study is completely

voluntary — it’s your choice.

After you understand the study, you can agree to take
part by signing a document called an “informed consent
form.” You can change your mind at any time, for any

reason, even after you sign.

How should | get ready for a
telemedicine study visit?

Talk with the research team. They can tell you how

to get ready and what you need. You usually need a
communication device, such as a computer, tablet, or
smartphone, and an internet connection. Sometimes,
you might need a web camera and a sound source, such
as computer speakers. Your research team will let you
know what to expect before, during, and after your

telemedicine visit.

This material is the work of the New England Research Subject Advocacy
Group, with contributions from the affiliated universities and academic
healthcare centers of member institutions. For more information see:
http://catalyst.harvard.edu/regulatory/language.pdf

Questions to ask

You have the right to ask questions about the use of
telemedicine in your research study. Below is a list of
questions you might want to ask before you decide

whether to take part in a study using telemedicine.

> What are the steps | should take to get ready for a

telemedicine research study visit?

> Do | still need to travel to the study site for study visits?

How often will | be expected to go there?

> Could using telemedicine change how long it will take to

get my study treatment or procedure?

> Will I need my own equipment (telephone, tablet,
computer) to participate in this study? Will | need to

provide my own internet access?

> Will I have to pay for the telemedicine equipment used in
this study?

> What are the benefits of using telemedicine in this study?

> What are the potential risks of using telemedicine in
this study?

> How will my health information be protected?

> Who should | call if I have a question about using

telemedicine in this study?

> What if | decide to stop using telemedicine during

the study? Can | still participate in this study?
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USING TELEMEDICINE IN
A RESEARCH STUDY

Participating in research is your choice.

Be informed. Ask questions. Get answers.

Telemedicine uses technology such as computer
orvideo to provide services and health care.
Health care providers can use telemedicine

to learn about patients and treat them from a
distance. Some researchers also use telemedicine

to gather information for a specific research study.

This brochure contains general information for educational purposes and
is not intended to provide medical advice. Talk with your own doctor or the
research team for advice about your personal situation and health concerns.
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about patients and treat them from a distance. So if

) . > Interactive telemedicine — A research participant
youlive along way from a health care provider or . . . > Being able to participate in research from your
L and a researcher share information, usually by audio

cannot get to one when you need to, telemedicine home — This might make it possible for you to
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can help. Telemedicine is not a separate medical ‘ participate in a research study even if the study

. o . researcher is somewhere else.
specialty. Many specialists, such as allergy or skin center is far away.

doctors, can give care through telemedicine. Health > Non-interactive telemedicine — This type of
researchers can also use telemedicine to gather telemedicine sends information from one location > Potentially saving time and money with less
information from research volunteers (also called to another. A camera or similar device is used to frequent travel to the study site.
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> Remote monitoring telemedicine — A researcher
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> Researchers can check in with research participants keeps track of a participant from a distance. For
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> Research participants may wear devices or use device that sends her blood sugar level to a research or other problems.

. . nurse every day. With remote monitoring, the
mobile technology to record and send medical > Some parts of a medical examination cannot be done

participant does not have to visit the clinic as often.
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