How can CoRDS
benefit you?

THE REGISTRY OPENS THE
DOORS TO CLINICAL STUDIES.

. Researchers will O

contact CoRDS if
a clinical study

b may benefit you.*
X i |

CoRDS provides (()

you with this You decide if

information. you want to
contact the

[ ] researcher.

You find a community
living with similar
experiences, both for
you and your family.

Your information can
help physicians better
diagnose patients
and researchers
develop treatments
for your disease.

Researchers need funding
to continue their research.
CoRDS data helps them
develop their studies and
seek funding to continue
their research, which could
lead to a better treatment
or cure for your disease.

*CoRDS cannot guarantee participants will be contacted
by a researcher for clinical trials and/or research studies.
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Contact us:

Phone: (877) 658-9192

Email: cords@sanfordhealth.org
Online: sanfordresearch.org/cords

Follow us
1 sanford CoRDS [E) @sanfordcorps

CoRDS does not profit financially from sharing
your data or personal/contact information, but
solely collects the data for the sake of accelerating
research into rare diseases.
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Join

CoRDS

You hold a piece
of the puzzle.

You can help researchers see the whole
picture. Play a vital role in finding cures
and improving treatments by joining
the Coordination of Rare Diseases at

Sanford (CoRDS).
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What iS CORDS‘) CoRDS is a centralized international patient registry for all rare diseases. Our goal is to connect as many patients
- and researchers as possible to advance treatments and cures for rare diseases.

Complete details on CoRDS can _ _ . _ - e _ _ »
be found at sanfordrearch.org/ The registry is free for participants to enroll. During enrollment, participants provide information on their condition
CoRDS under the Patients and for researchers to access - also free of charge. Because our patients’ privacy is our first priority, the database is
Families link. secure and all information is protected, so the information researchers receive does not identify the participant.

How is your information used?

: You decide IT'
ANYPATIENTWITH  : OURDATABASE IS SECURE AND infor mation. gl
THE FOLLOWING . YOUR INFORMATION IS PROTECTED. s sharkd
CAN ENROLL: g | |
A diagnosis of

arare disease = The CoRDS team

confidentially
tracks participant
. Informationsent = data shared with
A person with : to researchers researchers.
an uncommon is de-identified.
disease with
unknown occurrence
VAVKSLZ"S“M :  YOUR DATA CAN HELP FUTURE
= vetbeen  :  FAMILIES WITH THE SAME DIAGNOSIS.
carrier” | Researchers can
= learn how the rare
disease progresses.
YOU CAN REMOVE YOUR INFORMATION

FROM THE REGISTRY AT ANY TIME.

Knowledge on the

. condition can be gained " (
; and shared with others Visit sanfordresearch.org /CoRDS "‘

facing the same condition. to view the registry consent form.

Enroll now at
sanfordrearch.org/CoRDS
by selecting Enroll Now.



