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Part 2 of 2: STUDY SITE INFORMATION 

Site Name: Johns Hopkins Hospital
Site Principal Investigator: Katherine Stewart, MD MBA
Site Principal Investigator Contact: 410 955 8240
Site Study Coordinator (if applicable): Sydney Santos
Site Study Coordinator Contact (if applicable): not applicable 
Contact for questions about rights as a 
research participant:

University of Washington Human Subjects 
Division 
(206) 543-0098

This is part 2 of the SISTER study consent form. It includes information that is specific to 
the site where you are getting your cancer care. We will review both forms with you, 
before you sign up for the study. Your medical record will contain a note saying you are 
in a research study and may contain some research information about you. Anyone you 
allow to receive your medical record will also get this information. 

Similar to part 1 that you just reviewed, part 2 answers common questions about the 
SISTER study. If you still have questions about the study after reviewing, let us know!

Who can I call if I am injured or harmed by study activities? 
You can call the Johns Hopkins Study Site Principal Investigator, Katherine Stewart at (410) 955 
8240 if you believe you have been injured or harmed by study activities. 

Who can I call if I have questions about study activities? 
This study has been reviewed by an Institutional Review Board (IRB), a group of people that 
reviews human research studies. The IRB can help you if you have questions about your rights 
as a research participant or if you have other questions, concerns or complaints about this 
research study. You may contact the IRB at 410-502-2092 or jhmeirb@jhmi.edu.

What other information do I need to know about joining the SISTER study from John 
Hopkins ? 

Authorization to Use/Disclose Protected Health Information

What information is being collected, used, or shared?
To do this research, we will need to collect, use, and share your private health information. By 
signing this document, you agree that your health care providers (including both Johns Hopkins 
Medicine and others) may release your private health information to us, and that we may use 
any and all of your information that the study team believes it needs to conduct the study. Your 
private information may include things learned from the procedures described in this consent 
form, as well as information from your medical record (which may include information such as 
HIV status, drug, alcohol or STD treatment, genetic test results, or mental health treatment).

Who will see, use or share the information?
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The people who may request, receive, or use your private health information include the 
researchers and their staff who may be a part of Johns Hopkins Health System, Johns Hopkins 
University or the Johns Hopkins Applied Physics Laboratory. Additionally, we may share your 
information with other people at Johns Hopkins, for example if needed for your clinical care or 
study oversight. To improve coordination of your research and clinical care, some information 
about the study you join will be included in your electronic medical record.

By signing this form, you give permission to the research team to share your information with 
others outside of Johns Hopkins. This may include the sponsor of the study and its agents or 
contractors, outside providers, study safety monitors, government agencies, other sites in the 
study, data managers and other agents and contractors used by the study team.

We try to make sure that everyone who sees your information keeps it confidential, but we 
cannot guarantee that your information will not be shared with others. If your information is 
disclosed by your health care providers or the research team to others, federal and state 
confidentiality laws may no longer protect it.

Do you have to sign this Authorization?
You do not have to sign this Authorization, but if you do not, you may not join the study.

How long will your information be used or shared?
Your Authorization for the collection, use, and sharing of your information does not expire. 
Additionally, you agree that your information may be used for similar or related future research 
studies.

What if you change your mind?
You may change your mind and cancel this Authorization at any time. If you cancel, you must 
contact the Principal Investigator in writing to let them know by using the contact information 
provided in this consent form. Your cancellation will not affect information already collected in 
the study, or information that has already been shared with others before you cancelled your 
authorization.

What other information might I need to provide in order to be paid for the study?
You may be required to provide your social security number to be paid for taking part in this 
study. Federal tax law requires that you report your research payments when you file your 
taxes. If your total payments from Johns Hopkins exceed $600 per year, Johns Hopkins will 
report these payments to the Internal Revenue Service and you will receive a 1099-MISC form 
from us.

Future Use of data

Johns Hopkins researchers and their collaborators may use the data collected in this study for 
future research purposes and may share some of the data with others. 
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Sharing data is part of research and may increase what we can learn from this study. Often, 
data sharing is required as a condition of funding or for publishing study results.  It also is 
needed to allow other researchers to validate study findings and to come up with new ideas. 
Your data may be shared with researchers at Johns Hopkins and other institutions, for-profit 
companies, sponsors, government agencies, and other research partners. Your data may also 
be put in government or other databases/repositories. 

Because science constantly advances, we do not yet know what future use of research data 
may include.  This future research may be unrelated to the current study and may include 
outside collaborators.

We (Johns Hopkins) will do our best to protect and maintain your data in a safe way. One of the 
ways we protect data is by limiting the uses of the information and the type of information that is 
shared, especially your personal information.  This may occur through data sharing agreements 
and review by oversight groups within Johns Hopkins.  

If data are used or shared with types of information that may be likely to identify you, such as 
your name, address or medical record number, further institutional review and approval would 
be required. In these cases, Johns Hopkins will review whether additional consent from you is 
required. 

Generally, if your data are used/shared without any personal identifiers or with information that 
is less likely to identify you (such as the date of a procedure), further review and approval is not 
needed.   

Data sharing could change over time, and may continue after the study ends.

The use and sharing of your data is required for participation in this research study. If you are 
not comfortable with the use and sharing of your data in future research without further consent, 
you should not participate in this study.

If you decide not to take part in this research study, it will not affect your treatment, 
payment or enrollment in any health plans or affect your ability to get benefits. You will 
get a copy of this form. 
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Signature Lines: 
Your signature on this form means that you have reviewed the information in this form, you 
have had a chance to ask questions, and you agree to join the study. You will not give up 
any legal rights by signing this consent form. 

WE WILL GIVE YOU A COPY OF THIS SIGNED AND DATED CONSENT FORM

__________________________________________________________________________
Signature of Participant (Print Name) Date/Time 

Signature of Person Obtaining Consent (Print Name) Date/Time
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