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Table 1. Frequency of First Nations Data Governance Approaches Described in Included Studies

Introduction

The utilization of electronic medical records (EMRs) within healthcare is , . o

o . . L L . , , Described in study n(%)
steadily increasing.’” EMRs have gained popularity since its introduction for First Nations data governance approach
its ability to present and retain patient information, treatment details, and . . e — _ Yes No
medical history.23 Nevertheless, sharing patient information presents with First Nations peoples and communities involved in research 65 (76.5%) 20 (23.5%)
significant challenges concerning data privacy, security, and governance. Authored by First Nations focused organizations 60 (70.6%) 25 (29.4%)
These challenges are accentuated in First Nations populations due to the Data sovereignty 35 (41.2%) 50 (58.8%)
iqtersecting impaqts of colonizatign’s persigteqt Iegacyz inherept racigm, Approach to consent 28 (32.9%) 57 (67.1%)
blases,t a?cjljla.tI|Imr:tec|!thur(;dterstaﬂdw}:gdoihthelr. ”ghts'd\/\{lth thle mtcresswc;g Fthics approval 79 (92.9%) 6 (7.1%)
amount of digital nedlin data Coliected, ere 1S a NS 10 apply standards First Nations guiding principles 18 (21.2%) 67 (78.8%)
practically in research involving Indigenous communtiies.
This_leads to the que_stion: What is the current gractice for governance Reflection and Future Direction
of First Nations routinely collected health data* This systematic review indicates a developing area of reporting on data governance approaches in
Methods research studies utilizing routinely collected First Nations data. Drawing from existing data sources

and establishing partnerships with diverse First Nations leaders and organizations can enhance First
Nations health, facilitate strategic planning, and improve healthcare outcomes and services. However,
data linking and integration across healthcare platforms is imperative to achieve higher quality
findings.

This review serves as a foundational step towards the DIFFERENCE (Digital Infrastructure for
Improving First Nations Maternal and Child Health) Project. The DIFFERENCE Project aims to
improve maternal and perinatal health outcomes by developing standardized digital platforms aligned
Results with First Nations data principles and governance.

The searches identified 580 unique articles, 145 articles were included for
full-text review, of which 85 studies were included. As outlined in Table 1,
our study found that 65 (77%) papers described how First Nations people
were involved in various aspects of the study and 60 (71%) papers were

A systematic review using studies from 2013 to 2022 was done on the data
governance approaches employed during the access of routinely collected
health data for First Nations people globally. Study characteristics, data
governance approaches, approaches to consent, and advantages and
disadvantages of using routinely collected data were extracted and
analyzed.

Community partnerships with the
Institute for Urban Indigenous
Health to facilitate focus group
discussion on proper usage of

authored by First Nations focused organizations. Less than half of the First Nations Data The .
. _ o Governance routinely collected data
studies reported an approach to consent (n=28, 33%) and on data DIFFERENCE
sovereignty (n=395, 41%). 79 (93%) papers discussed ethics approval, but Appro.aches. Project
18 (21%) studies cited which First Nation guiding principles were used. Systematic Review

Create a patient centered
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