Improving the interoperability and reusability of CRUK-funded research
data: key considerations for adopting the OMOP Common Data Model

The opportunity: Cancer Research UK
(CRUK) funds -£400 million of research
per year, with each project using or
generating valuable cancer data. However,
the collective impact of this research could
oe amplified by standardising the data
oroduced, e.g., by using a common data
model (CDM), facilitating its integration and
re-use in a wide range of future projects.
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CDM, Common Data Model; CRUK, Cancer Research UK; OMOP, Observational Medical Outcomes Partnership

We conducted a SWOT analysis to identify factors that may enable or hinder OMOP-CDM adoption

(e.g., within NHS Trusts, universities, research centres)

Strengths

Enabling attributes or capabilities that
currently exist within institutions

Positive «

Opportunities

Enabling trends or developments in
the external environment

Internal

Weaknesses

Barriers or limitations that currently
exist within institutions

> Negative

Threats

Hindering trends or constraints in the
external environment

External
(e.g., the public, external organisations, factors outside institutional control)

SWOT, Strengths, Weaknesses, Opportunities, Threats

We included the perspectives of people across the cancer data pipeline

Table 1. Participant Characteristics All Survey Mixed Focus Group  Patient Focus Group
N (%) N (%) N (%) N (%) Across academic
Total 38 (100) 18 (100) 10 (100) 10 (100) research centres. NHS Across at least
Role trusts, non-profit England, Scotland
Researcher 7 (18.4) 6 (33.3) 1(10) 0 (0) sector Participants  and Wales
Healthcare professional 4 (10.5) 0 (0) 4 (40) 0 (0) were...
Patient or patient advocate 11 (28.9) 1(5.6) 0 (0) 10 (100)
Technical data-focussed role’ 8 (21.1) 6 (33.3) 2 (20) 0 (0) Al the spectrum of
Other supportive role? 8 (21.1) 5 (27.8) 3 (30) 0 (0) PHoT OMOP./federa’uon
experience

" Such as data analyst, data scientist, database manager, data engineer, IT services.

* Such as project management, governance, partnerships

OMOP, Observational Medical Outcomes Partnership

We documented the salient themes across each of the four SWOT domains

Strengths Weaknesses
Appetite  Prior resource PPIE Status of Resource
exists or experience network datasets requirement

Desire to see cancer data more effectively used for research
Alignment with institutional data strategies
Previous experience of data standardisation/sharing

Pre-existing data infrastructure and expertise (technical, legal etc)
Lack of data provenance and/or data quality in some datasets

Pre-existing collaborations or partnerships that could be leveraged
Shared desire to keep patients at the heart of cancer data and its use
Access to extensive and diverse PPIE networks for involvement
Considerable heterogeneity across datasets may add complexity
Lack of funding, guidance and infrastructure to implement effectively
Lack of tailored training/education provision and incentivisation

Lack of clear governance, including around federated approaches

Risk
basis

Institutional caution can slow the adoption of new processes

Existi

ng

foundation

Pre-established international consortiums within/outside of cancer

Prior projects using standardised data that have shown success

Ongoing improvements to cancer extension of OMOP-CDM

Opportunities Threats
Wider external Momentum OMOP-CDM  Up-front  Differing needs or  Ensuring
alignment for change constraints risk priorities trust

General trend towards ongoing healthcare data maturation
Wider initiatives adopting the OMOP-CDM (e.g., NHS SDE)

Awareness of potential benefits of OMOP-CDM and federation
Does not have a representation for all cancer-relevant concepts

External bodies (regulators, funders etc) can help incentivise adoption
External (inc. patient) appetite to see better use of data in research
Desire to update consent models to facilitate responsible data reuse
Desire to harmonise governance/data sharing processes across sites

Ongoing CDM refinement requires mapping to be kept updated
Investment of resource and time required, particularly up-front
Variation in resource, expertise and processes across institutions
Challenge of pitching guidance appropriately for the audience

Inequitable provision of support may exacerbate research siloes
Lack of guidance around acceptable purpose and access for re-use
Challenge of implementing appropriate multi-level consent models

Small differences in mapping can result in OMOP-CDM “dialects”
Differing perspectives regarding where the greatest needs exist

The impact: The identitied SWOT themes will be used to inform the development of a strategy for OMOP-CDM adoption across CRUK-
funded research, alongside learnings from a wider programme of work which includes a technical pilot study to standardise pre-existing

CRUK-funded cancer research datasets.
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