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Objectives

The objective was to develop a framework for incorporating pa-
tient engagement into administrative health database research.
In an examination of variation in high-cost health service use us-
ing administrative data, patient experience was incorporated as
an additional source of knowledge to inform evidence-informed
policy making in a learning healthcare system framework.

Method

The study described variation in the rate of high-cost use by area
within Nova Scotia, Canada, and isolated local factors contribut-
ing to the rate of high-cost use to inform targeted intervention
development. Regression analysis was used to determine where
the rate of high-cost use was driven by known contributors, such
as demographics or disease patterns. Peer-leaders from provin-
cial chronic disease management programs (Patient Navigators)
were recruited as study team members. They were invited to
help describe their collective experience of patient-based factors
that may contribute to high-cost use, including access to care
and multi-morbidity in their regions.

Results

The outcome of this ‘proxy’ patient engagement was measured
by the extent to which the input from the Patient Navigators
influenced study protocol, interpretation of results and commu-
nication of findings. The patient voice helped describe the extent
of variation, contextualize the findings, and suggested additional

contributory factors not revealed by the analysis of administra-
tive health data. For example, the Patient Navigators described
regional discrepancies in available services for managing chronic
disease and variation in the approach to discharge planning. In
this way, the patient experience was incorporated to attempt
to explain rates of high-cost use in areas that could not be ex-
plained by known contributors. Further, patient experience with
travel distance to receive care and alternate levels of care helped
to generate questions for future research.

Conclusion
Patient experience is an invaluable input into health research
that contributes to health system planning. This research incor-
porated ‘proxy’ patient experience to produce evidence to inform
targeted interventions aimed at reducing the rate of high cost-
users. The identified areas where focused interventions or re-
forms could yield material benefits for efficient delivery of health
care.
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