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Partners in Research

Volunteers are impor-
tant partners in re-

| search. They contribute
to obtaining new knowl-
edge that can improve
the health of millions of
individuals.

Volunteers are .
important partnersin | 1ne Rockefeller Univer-

research. sity values this partner-

ship and the open com-
munication and respect on which it is based.
In order to involve you in the study as much
as possible, we are committed to giving you
the information you need to understand your
role and make decisions about your partici-
pation.

This brochure has two goals:

1.) To share with you your rights as a re-
search volunteer. Volunteers who are knowl-
edge about their rights are more active and
informed study participants;

and

2.) To introduce you to the Clinical Research
Office, which advocates for your interests

What should | know about
being a research volun-
teer?

While you are enrolled in a research study,
there are laws that protect your well-being.
As a patient, you are protected by the New
York State Patients’ Bill of Rights. These
rights are posted in the clinic and included in

the Patient Information Brochure you received
when you enrolled in the study. As a research
volunteer, you have additional, important rights.

You are entitled to:

1. Learn the nature and purpose of the re-
search study.

Receive an explanation of the procedures
and any drug or device to be used.

Receive a description of any discomforts
and risks that you could experience from the
study.

Learn about any benefits you might expect
from the study.

Learn about the risks and benefits of any
other available procedures, drugs or de-
vices that might be helpful to you.

Learn what medical treatment will be made
available to you if you are injured because
of the study.

Ask questions about the study or the proce-
dures involved.

Quit the study at any time. Your decision will
not be used as an excuse to hold back nec-
essary medical treatment.

Receive a copy of the signed and dated
consent form.

10. Decide to consent or not to consent to a
study without feeling forced or obligated.

You may exercise these rights at any time dur-
ing the study.

The Rockefeller University encourages you to
have all of your questions answered before you
sign the consent form or begin a procedure and
continue to ask new questions as they arise dur-
ing the study.

Who can | talk to about
my rights?

There may be times
B When you wish to speak
¥ with someone who is
4 hot involved in your
medical care. The Clini-
cal Research Officer or
attending Research
The Clinical Research SUb,JeCt Advocate a_re
Office advocates for the | available to meet with
rights of research you in a confidential
volunteers. setting to discuss your
concerns. The Clinical
Research Office advocates for you by over-
seeing the safety of research studies and the
integrity of the informed consent process, im-
proving the research environment for re-
search volunteers, and educating research
staff. When issues arise about study conduct
or a volunteer’s rights, often the Clinical Re-
search Office can help sort things out.

If you would like to learn more about your
rights or have a concern related to a study or
visit, please contact the Clinical Research
Office to schedule a time to talk. We are com-
mitted to maximizing your safety and well-
being, and helping you explore choices that
reflect your values and needs.

The Clinical Research Office is located in
Room 107, on the first floor of The Rockefel-
ler University Hospital. The Clinical Research
Officer, or another research subject advocate,
is available Monday through Friday, from
9am-5pm. For urgent issues outside of regu-
lar hours, the head nurse can contact the
Clinical Research Officer for you.

Clinical Research Office: (212) 327-8408 or
327-7408.




