The Registry of persons with kidney disease
Considering participation in Research Database
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Background & Objective

 Nephrology lags behind other specialties in the generation of
knowledge from research trials. Several potential barriers

may contribute to this including:
« lack of engagement of the community of patients with kidney
disease by nephrology researchers
« lack of appropriate information on the availability and interest of
patients

« Patients are interested in participating in clinical research but
are often unaware of opportunities

« A registry that actively informs patients of the reasons for
research and potential research opportunities they could
participate in may help foster a culture of participation for
both patients and researchers

/5% Population Health Hamilton -~ McMaster
l’é/ﬁ, Research Institute Health  University

Sciences  weairh sciences
\ HEALTH THROUGH KNOWLEDGE




Study Design

« A prospective registry that will collect and record
basic demographic and clinical information on patients
being treated for kidney disease in Canada who are
interested in participating in future clinical research
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Eligibility Criteria
Adults >18 years old

Receive treatment for kidney disease at a facility located in
Canada

Express interest in possibly participating in clinical research

Provide informed consent



Visit Schedule

RECORD Flowchart

In-Person Sign-up Path Electronic Sign-up Path

Research Staff Identify Eligible
Participants

Provide Information on Clinical Research
and RECORD

Eligibility Confirmation and Consent

Collection of Participant Details and
Completion of Patient-Interests
Questionnaire

Q12 Months Follow-up and research
updatenewsletter (electronic)

Self-identified Participants Access
RECORD On-line

Provide Electronic Information on Clinical
Research and RECORD

Eligibility Self-assessment and Electronic
Consent

Electronic Self-report of Participant
Details and Comp letion of Patient-
Interests Questionnaire

Q12 Months Follow-up and research
update newsletter (electronic)

Q12 Months Information Fed Back to Participants using their preferred method including
RECORD updates, kidney research opportunities, and recent research results
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