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Rare Disease Clinical Research Network
(RDCRN)
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Consortium Website

- The consortium-specific
public website provides
the public with detailed
information about the
consortium and how to
join the contact registry.
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Consortium Registry Links

- The public consortium
website contains a “join
the registry” page that
provides links to the
registry for each disorder.
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Registry Description
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[.earn More

- A “learn more” page has
in depth material
pertaining to the contact

registry.



- Registrants
must agree to
the HIPAA
compliant
authorization in
order to register
with the contact

registry.

Authorization Agreement
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Registry Form

- The registration form
contains information such
as disorder, date of
diagnosis, etc.

 The registrant enters
their information into the
web based form and
registers with the Contact
Registry.
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Registry Acknowledgement Box
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Registry Acknowledgement Email

- An acknowledge Email
1s sent to the registrant
after they register or 1f
they update their
information.

* The registrant 1s
provided with links in the
Email to update their
information.
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Sample Study Email

- Emails can be sent to
registrants by
automations, schedules, or
manually.

 The Emails can be
customized to include
content from each
Consortium.

A template 1s created to
improve Email efficiency
and quality.
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Sample Study Email
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Automated Communications

* Typical automations:
— Welcome
— New Study
— New Clinical Site
— Periodic (every 6 months)

* Automations can be customized by study or
consortium
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Administrator Interface: Campaign Manager
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Administrator Interface:
Campaign Configuration
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Consortia N
Angelman, Rett, & Prader-Willi Syndromes 791
Bone Marrow Failure Disease 387
Cholestatic Liver Disease 290
Neurologic Channelopathies 178
Genetic Diseases of Mucociliary Clearance 276
Genetic Steroid Disorders 60
Rare Lung Disease 262
Rare Thrombotic Disease 463
Urea Cycle Disorders 281
Vasculitis 1899
Total 4887




Preferred Contact Method

Contact
\ Method N Percent

"Email 3500 72%
Phone 715 15%
Mail 607 12%
Fax 12 0%
Missing 53 1%

4887 100%
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Reported Referral Method

How did you find out about us? N Percent
Internet 2119 45%
Media 7 0%
Medical Professional 410 8%
Missing 29 1%
Other 112 2%
Publication 146 3%
Support Group or Foundation 1867 38%
Word of mouth 97 2%

4887 100%
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Aplastic Anemia
& MDS
International
Foundation
Mailing
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* RDCRN Institution

®  Registrant
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Contact Registry s Global Reach

*10-15% of the Contact Registry have non-
US, non-Canada Addresses

*Over 60 countries represented
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Enrollment on Clinical Studies

Clinical Research
Consortium

Total # of Contact
Registrants Eligible
for Studies

(% enrolled in
selected studies)

Within 200 miles of a
clinical site

Within 100 miles of a
clinical site

Total # of Contact
Registrants Eligible
for Studies

(% enrolled in
selected studies)

Total # of Contact

Registrants Eligible
for Studies

(% enrolled in
selected studies)

Angelman, Rett, & Prader-Willi 648 (15%) 213 (20%) 98 (29%)
Bone Marrow Failures 282 (7%) 96 (13%) 46 (17%)
Genetic Diseases of

Mucociliary Clearance 315 (27%) 52 (42%) 32 (28%)
Urea Cycle Disorders 207 (27%) 97 (37%) 68 (43%)
Vasculitis 1325 (6%) 482 (8%) 229 (12%)

All sampled studies
(12, 2/23/2006)

2777 (12%)

940 (16%)

473 (21%)




Efftective
Patient-driven

Automated
Scalable

Summary
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Future Directions

Expand types of data collected

Adc
Suj

Define registry vs. (research) study?
Adc

ditional diseases
ditional sources for research studies

pport community-based research
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Questions

Jetfrey Krischer, PhD
Jetfrey.Krischer@epi.ust.edu

Rachel Richesson, PhD, MPH
Rachel.Richesson@epi.ust.edu



