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Data Request Form

Overview of data request process

e After
reviewing
the data
guide,
researchers
complete
our online
data request
form

Request Review

eOur team
reviews your
request

*We may
contact you in
this phase for
any
clarification or
additional
detail

*Once
approved, our
team will meet
with you to
identify the
sample,
timeline, and
format of the
data

Agreements

N

e At this stage,
contracts, data
agreements,
and any
additional
paperwork is
completed

eQur team
provides
access to the
data

All researchers with access to any of the DICE Global Registry Data must comply with the relevant data
sharing, protection, and use guidelines.

Tier 1 & 2 Application Review Schedule

Applications for tiers one and two will be accepted on a rolling basis. Researchers can expect a decision

within 4-6 working weeks of the date of request.

Tier 3 Application Review Schedule

Applications in Tier 3 are accepted on a rolling basis and will be reviewed quarterly. Researchers can
anticipate a decision within 8-12 working weeks of their application submission. A general timetable for

2024 review dates is included below*

For consideration in Submit application before
2024 Q2 June 7t, 2024

2024 Q3 September 6%, 2024

2024 Q4 November 15, 2024

NOTE: The Ehlers-Danlos Society is closed in late December for the holiday season. Applications received
after December 6™ may anticipate an additional 2-3 weeks of processing time.

*subject to change
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Feedback
Wherever possible, applicants who are not successful will be provided with feedback. Incorporation of
this feedback into any future application is strongly encouraged.

Agreements

Agreements will be required to release data to the applicant. Applicants are encouraged to familiarize
themselves with the process(es) for approval of agreements within their own institution prior to
application to ensure that this step can be completed as efficiently as possible.

Data Release
After the appropriate information and agreements have been finalized, The Ehlers-Danlos Society
research team will work with applicants to determine the format and timeline of release for the

requested data.
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