CAMCCO Governance and Data Access

CAMCCO governance: Fig. 1 shows how CAMCCO is governed, and where crude RWE and
province-specific cohorts are housed. The Steering Committee, which includes all CAMCCO
members, HC and provincial ministries representatives and the patient representative, is meeting
once a year in person to oversee the development and the continued relevance of CAMCCO’s
infrastructure and proposed research. The Aggregate Data Committee, which includes CAMCCO
team members and data holder representatives, meets once a month by teleconference to keep
CAMMCO'’s timeline, ensure validity, and identify challenges and remediate them. An annual
CAMCCO Knowledge Transfert event is also planned. Data access is ensured by the data holder
and meet as needed. The coordination is done in QC CHUSJ team/site; The senior biostatistician,
Odile Sheehy, also holds the title of CAMCCO coordinator. An International Oversight Committee
(A Margulies, RTI Health Solution, Germany; L Yates, London School of Hygiene, UK; C
Chambers, UCSD, US; KS Joseph, UBC, Canada) is in place to ensure prolonged CAMCCO
relevance and increase international collaborations. All provincial CAMCCO infrastructures
(provincial Mother-Child cohorts) are assumed under the existing site facilities at each institution
(see Fig. 1) to enable the sharing of existing research technical personnel and to ensure proper
oversight and management.

Figure 1. CAMCCO Team and Management Structure
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CAMCCO data access:

A Dbudget is attributed to each access request and analysis, which covers the cost of the
biostatisticians/programmers and overhead, which is making the infrastructure sustainable. A
minimal budget is demanded for academics or public agencies, and higher budget is asked from
private companies such as pharmaceuticals. Everyone requesting data access and doing statistical
analyses will sign a confidentiality agreement form. Access will be ensured by the Data Access
Committee (Fig. 1). Centralization of requests and analyses are ensuring the validity and
reproducibility of findings. All requests need to include at least one CAMCCO PI to ensure
harmonization of reporting; this also ensures standardization of costs for use (for infrastructure
access by other researchers). Once the cohorts and repository are built, access requests to these for
research purposes will be done to A Bérard as well as approved by the Steering Committee as well
as provincial ethics committees according to the Data Access Mechanism in Fig. 2.

Figure 2. CAMCCO data access mechanisms

Access to provincial cohorts and aggregrate indicators

Proposal request
TR

Proposal request sent to
Executive Committee
Anick Bérard and her team

(Co-Pls)

l

Priority assessed by
Executive Committee

All studies need to include at least:
-1 Co-Pl and must use

- Programmers/statisticians of the
team to ensure validity of analyses

All existing definitions will be used

for all studies and all new definitions

or algorithms will be added into the

Maelstrom research Mother-Child

secure database website and will be
\avallable to all teams for future use. )

Budget will be estimated
according to timeline by the
Executive Committee and

submitted to users

l

Approval by user team

Analyses by Canadian Mother-
Child Cohorts biostatisticians
and programmers under the

supervision of the Executive
Committee

All results will be interpreted
by the users and the
Executive Committee before
publication

|

Publications will need to
acknowledge CFl as the
funding source




CAMCCO Governance and Data Access



