To conquer inflammation
and arthritis and to
prevent disability

We will optimize patient
outcomes through early
rapid disease
recognition, fostering
discovery, and initiating
precision therapies, to
accelerate new
knowledge into practice
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Data Collection Update

Approximately 1500 participants have contributed data to Rheum4U Precision Health
Registry (Rheum4U). With 1130 current active participants, Rheum4U has collected
data on over 7400 visits since 2016.

Since January 2022, 199 new participants have consented to the study. Over that
same time, we collected data on more than 1,300 visits. On average, 18 new
participants join the study each month and we collect data on 120 visits/month.

Visits in Rheum4U
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Demographic data
Comorbidities

Smoking Habits
Alcohol Use

Functional Assessment
(ClinHAQ)

Quality of Life Measure
(EQ5D —5L)

Work Productivity
(WPAI)

Diagnosis

Vitals (ht/wt/BP/HR)
Blood Tests (ESR/CRP)

Physician Global
Swollen & Tender Joint

Count

Medications
Spondyloarthropathy
Health History
BASDAI
Spondyloarthropathy
assessment

Where do our participants live?

We queried postal codes provided by Rheum4U participants with a diagnosis of
Rheumatoid Arthritis (RA) to determine their geographic distribution. The majority
of Rheum4U participants, 66%, live in metro areas (i.e., Calgary) or areas with
moderate metro influence (i.e., Cochrane or Okotoks), 14%. Participants in urban
(i.e., Lethbridge, Medicine Hat) or moderate urban influence areas comprise 7% of
our cohort. Rural participants represent 10% of those with RA in Rheum4U.

Previous research by Marshall et al. [1] revealed that RA prevalence rates were
significantly higher in rural and remote areas of Alberta compared with urban
areas. Our research team is interested in investigating further:

*  What proportion of clinic patients live in metro, urban and rural areas?
» Are patients in rural areas being seen in clinic?

* Are patients from rural communities less likely to participate in Rheum4U than
metro/urban participants?

Answers to these questions will inform whether there is a discrepancy in access
to clinic resources and participation in research studies for rural participants.

[1] Liu X, Barber CEH, Katz S, Homik J, Bertazzon S, Patel AB, Robert J, Smith C, Mosher D,
Marshall DA. Geographic Variation in the Prevalence of Rheumatoid Arthritis in Alberta,
Canada. ACR Open Rheumatol. 2021 May,;3(5):324-332. doi: 10.1002/acr2.11251. Epub 2021 Apr
1. PMID: 33793090; PMCID: PMC8126758.

Participant Diagnosis

Patients with either confirmed or suspected inflammatory arthritis (IA) are eligible
to participate in Rheum4U. We also collect diagnosis date and the most
responsible diagnosis.

Through the Health History Questionnaire and Spondyloarthropathy Health History
questionnaire participants also report on other diagnosis, such as heart disease,
diabetes, and cancer.

The most common diagnosis for participants in Rheum4U is Rheumatoid Arthritis,
followed by Psoriatic Arthritis, Juvenile Idiopathic Arthritis, and Ankylosing
Spondylitis.




Since March 2020...

Rheum4U has supported
10 research studies

Recruited or obtained

consent to contact for
over 200 participants

Shared data collected
over 6 years and more
than 5,000 visits

Rheum4U Research Request Process

Rheum4U Precision Health Registry
supports research and quality
improvement initiatives. The Rheum4U
Research Operations Committee will
consider requests in support of the
following:

e General inquiries such as patient
cohort counts, data elements
available, and retrospective
availability. We support inquires
relating to grant submissions, LOls
and collaboration requests.

o Letters of support for researchers
wishing to make use of data
available in Rheum4U.

e Data access available for research
and quality improvement projects,
given appropriate Research Ethics
Board (REB) approval. Rheum4U
operates under a cost-recovery
model, with concessions to
students and new investigators.

e Data collection for research and
quality improvement projects,
given appropriate REB approval
and the endorsement  of
the Rheum4U Research
Operations Committee.

e Protocol development and ethics
submission by providing expertise
to researchers by developing
research protocols and Research
Ethics Board applications on a cost
recovery basis.

o Participant recruitment and
consent-to-contact for  research
studies by accessing our cohort of
more than 1,500 participants.

Access to Rheum4U data and services
involves the following steps:

- Submit a research request by

completing the Research Request

From

-  Meet with us to define research
criteria

- Request is reviewed by the

Rheum4U Research Operations
Committee

- Sign Data Agreement

- Transfer Data

The list of Rheum4U data assets
available to researchers can be found
here:

https://cumming.ucalgary.ca/sites/defaul
t/files/teams/323/Asset 2021.07.26.xIsx

For a broader overview of the research
request process, the Research Request
Form, and further description of how we
can support research and quality
improvement projects, please visit our
website at:

https://cumming.ucalgary.ca/department
s/medicine/division/rheumatology/rheum
4u/researchers

Rheum4U Team

Research Operations Committee:
Dr. Dianne Mosher
Dr. Susa Benseler

Dr. Deborah Marshall

Rheum4U Support Team:
Inelda Gjata, Project Manager

Martina Stevenson, Research
Coordinator

Contact Us

Dr. Dianne Mosher, Principal Investigator:

dpmosher@ucalgary.ca

Inelda Gjata, Project Manager:

Inelda.gjata2@ucalgary.ca

Website

cumming.ucalgary.ca/rheum4u
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Rheum4U: Supporting Research Studies

Since its launch in clinic in August 2016, Rheum4U has streamlined recruitment and
data collection processes in clinic as well as enabled the identification of potential
research participants to support other research studies. In 2022, we have supported
the following studies:

Participating Sites
& Rheumatologists
e 2 Sites: RRDTC & SHC

o 7 Rheumatologists
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trade-off between the benefits and
risks.

Issue 08 Winter 2022

1:jrheum.201688. doi:
10.3899/jrheum.201688. Epub
ahead of print. PMID: 34334357.




