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Data Sharing Guide for RareX

On RareX, you have control over who and for what reasons your data is used. The decision is 100% a
personal choice, and you should select whatever feels right for you! All data is de-identified.

As a parent-led organization, we hope many international scientists, clinicians, organizations, and
pharmaceutical companies take an interest in studying NALCN channel-related diseases and
developing treatments and cures for our children. To this effort, reducing restrictions on data sharing
and making data easy to access and use can encourage scientists and companies to include NALCN
channel-related diseases in their research and drug development efforts. Below are the selections we
recommend and the explanations behind them:

Sharing Data for Different Types of Research
Type of research

You choose the type of research you would like the participant's data to be used for. You must choose one of the

following two types of research:

@Geneml Reseach

This is the broadest type of research. When you choose General Research, researchers may use the

>

participant's data for:

a. Health/Medical/Biomedical Researcl
Researchers can access and use the participant's data to learn more about a health condition, its causes,
symptoms, progression, and treatments. This type of research could include research on any health

condition, even if it is not a rare disease.

and

@ studies that are not related to hW

+ Research on age, race, and ethnicity

+ Research studying traits such as how long people live or how easily they may get sick
+ Research about genetic traits of different populations

» Studies to develop survey questions to improve research

OR

") 2. Health/Medical/Biomedical Research

This type of research is narrower than type 1, General Research.If you choose just

Health/Medical/Biomedical Research, the participant's data may be used for fewer types of research
studies than if you choose General Research.

» The participant's data may only be used to learn more about a health condition, its cause, symptoms,
progression, and treatments. (Research described in section 1.a. above)
+ The participant's data will notbe used for other kinds of studies not related to health described in section

1.b. above.



Other Limits on Data

Other Limits on Research - Optional

(You do nothave to put any additional limits on how your data is used for research.)

If you would not like to add any additional limits as explained in the consent form and als

data is used, please check this box and the additional limit options will be

No additional limits on research

But if you would like, you may choose to further limit how the participant's data is accessed and used for

research. You can select one or both options below.

@ solely for non-commercial w@

If you choose this limit, it means the participant's data may NOT be used by any researcher to do studies to

develop a drug, treatment, or device that might later be sold to make a profit. For example, if you choose
this limitation, a drug development company (biotech or pharmaceutical) would not be allowed to access or

use the participant's data for research to develop a drug, treatment, or device that they will sell.

‘@aﬂ has been approved by an Institutional Review Board (IRB

If you choose this limit, it means that only researchers that have had their studies reviewed by an

Institutional Review Board (IRB) may access the participant's data for their research. An IRB is a type of

committee that reviews research studies and methods to make sure they are not harmful to people. Most
of the people who are on an IRB have professional expertise to be able to review the research. The IRB has
scientists and nonscientists as part of the committee. When you make this choice, a researcher must
present written proof of the IRB's approval, or proof of exemption, of their study before they can access the

participant's data for their research.

Here is why we suggest not limiting data to only IRB-approved studies:




Final questions on data sharing

Patient Community Connections
Dowummdamwurmmhﬁmﬂwlwlﬁpaﬂemadmcygwﬁmmmwm?*
® vYes

O No Contact Information = Name and email only

Including Your Data in Summaries on the RARE-X DCP Data Dashboard

We combine data from Participants, remove all identifiers from the combined data, summarize it and present the
summary data to others on a "dashboard” that is used to display RARE-X DCP data. This summary might be made
available to users of the RARE-X DCP and the general public. May we include your information in the dashboard data? *

. Yes
(O No

Below are examples of how dashboards can be used.

SOCIAL MEDIA POSTS

MEMBERSHIP OUTREACH
To share insights

To encourage participation
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If you have additional questions about your decision, please email channelinghopefoundation@gmail.com.
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