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Introduction

Historic inequitable use of data

Historically, scientific researchers have been considered as producers and gatekeepers
of knowledge!?. Research agendas are typically determined by those who occupy
positions of power, such as scientists, granting agencies, and governments®=; rather
than being brought forward by communities experiencing marginalization and inequities.
Inequities that stem from unjust systems place undue burdens on marginalized
communities, including persons of colour, women, people with disabilities, people with
diverse gender expressions, and others*®-¢. Compounded, the limited access to
research spaces and lack of agency to construct research questions and acquire
knowledge exacerbate power-imbalances.

Research using administrative data poses unique challenges addressing these
power imbalances'’-18, Research with administrative data is performed without
obtaining individual consent. Moreover, the colonial systems in place that collect a
significant portion of the data are inherently biased as they were initially designed
to have the most contact with communities to reinforce oppressive barriers®17:19,
While the purposes of these systems have been altered, their embedded location
within social structures perpetuates this increased and biased collection of data
from communities experiencing marginalization. While the data is de-identified, in
many cases the communities are not*>?°. In fact, the purpose of many studies
using administrative data is to identify communities experiencing disproportionate
negative health outcomes, which of course is necessary to identify inequities, the
identification and characterization of these communities can feel alienating and
invasive for those already experiencing marginalization*®’. The systemic barriers
and oppression faced by thousands of Canadians is pervasive and harmful. These
communities are disproportionately impacted by various negative health outcomes
and are over-represented in our healthcare system; therefore, they are often over-
represented in our administrative data'’.

How to use this toolkit
Who should use this toolkit

This toolkit was designed for researchers who use administrative data in population
health research. It is specifically designed to help apply an equity lens at the beginning
of a project while forming research questions.
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Moving the equity lens to the onset of the research project helps orient the work in a
way that is relevant to communities and reflective of their perspectives on health issues
and desired outcomes!*?1-23. Cultures and communities differ in their values and
researchers may unintentionally project their personal value-assumptions when forming
research questions, which only serves to reinforce barriers?>.

While this toolkit specifically addresses how we might embed equity into the research
questions that are asked, there are other tools that address other parts of the research
process. We suggest researchers consult the We All Count - Data Equity Framework,
AISP toolkit for centering racial equity, Why am | always being researched? and the
Framework for research engagement with First Nation, Metis, and Inuit people to gain
some background in how equity can be incorporated throughout the research process.

We Strongly Encourage

e Researchers to consider a more participatory research process where the
interests of studied communities are represented in the research questions

e Researchers and their institutions to value the importance of representation
within their staff to improve the impact their research has on communities

e Researchers and their institutions to value the time required for personal
reflection and growth, as well as the time required to establish meaningful and
fruitful community relationships

Getting started: purpose, benefits, and risks

This toolkit is not intended to be a stand-alone approach to achieving equity in the use
of administrative data for research purposes. For some, reflecting on the questions in
the toolkit will feel second-nature — a habit of a developed research practice (this is
great!). For others, the questions might produce discomfort or confusion — “why do |
need to do this?” Here are some reasons why this tool will be helpful for your work:

Applying an equity lens to research is an on-going process of learning and growth. Each
project and research team will involve different stakeholders and power structures,
which should be examined. This toolkit should serve as a check-in reminder of the many
things you need to consider while developing your research questions.

e Using an equity lens while forming your research questions will broaden your
perspective and result in research that is stronger and more impactful.

e Along with addressing power-imbalances and disrupting oppressive systems,
applying an equity lens to research complies with tri-council requirements and
will improve the value of funding applications.


https://weallcount.com/the-data-process/
https://aisp.upenn.edu/wp-content/uploads/2020/08/AISP-Toolkit_5.27.20.pdf
https://wp.chicagobeyond.org/wp-content/uploads/2023/09/ChicagoBeyond_Why-Am-I.pdf
https://umanitoba.ca/faculties/health_sciences/medicine/media/UofM_Framework_Report_web.pdf
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Research at MCHP involves many divergent stakeholders, often with competing values.
Research questions may not always be within your control; however, researchers have
the ability to self-reflect using this tool and to ground your approach to the data and the
populations using an equity lens.

This research tool is specifically designed to guide the formation of equitable research

questions. This tool is meant to be a companion piece within a research equity
framework. Similar processes should be used for all steps of the research project.

“Keep in mind that people often think of
information they have supplied, or that is
about them, as personal, even when it has

been de-identified or anonymised and is
being used in a non-personal form.”

-New Zealand Government
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Equity in Research Questions
Toolkit

1. Positionality and Assumptions

Research positionality “underpins the research questions we are equipped to formulate,
the answers we seek, the way we go about seeking those answers, the interpretations
we make, and the theoretical paradigms that make sense to us” 5. Positionality
reflects where you are situated on the various power structures involved with this work.
The disparate trajectories of experiences and values of many researchers from the
communities they are studying often results in inappropriate assumptions of the
problems, needs, and even desires of the populations being studied. Moreover, the
colonial systems that collect the data are inherently biased and careful consideration of
these biases are necessary to ensure the data can accurately reflect the population and
answer the questions being asked.

Carefully reflect on your motivations for doing this work, including personal gains
through publications or promotions; this must be meaningfully balanced with tangible
gains for the populations you are studying 2. This is a transformative process as the
researcher must rid themselves of inappropriate assumptions of the community
structure, the problem itself, the desired outcome, and therefore the solution required.

Please consult Considering Positionality, Next Step in Advancing Equity, and
Coins of Privilege.

Reflection checklist

1 Identify your expertise on the subject and how you obtained this expertise

11 ldentify your positionality within power structures compared to the overall
community being studied

11 Can you highlight any areas where a collaboration with community partners
would broaden expertise and equalize positionality between the research team
and the population being studied?

'l Who decided the “issue” being addressed in the research and desired
outcomes?

[l Examining the databases required, are there likely biases in data collection? How
will this be addressed?


https://link-springer-com.ezproxy.library.uvic.ca/chapter/10.1007/978-3-030-05900-2_2
https://www.frontiersin.org/article/10.3389/fpubh.2020.00131
https://www.youtube.com/watch?v=yiWZK2AxF7M
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Now that you have identified your positionality, ensure the populations you are studying
are not experiencing an imbalance. If your team’s positionality is far removed from the
study population (particularly true for marginalized populations), consider community
partnership where their expertise of lived/living experience is valued. If this is the case,
also consider how these collaborations will be valued and compensated. If there are
likely biases in the data that will impact the research, consider altering the research
question or discussing the issue with community partners.

2.Framing

As public health research has progressed, much work has been put into learning about
language that is stigmatizing and considered problematic. This is often limited to words
or short phrases and is frequently neglected on a more holistic research framing
perspective. However, entire research projects need to be framed in an equitable, non-
alienating way in order to avoid harming populations already experiencing
marginalization. This approach begins with the framing of the research question.

When examining the social determinants of health and people experiencing
marginalization it is important to position these in terms of power structures and barriers
rather than on individual identity or behaviours. For example, a person’s race is not
causal for any outcomes; rather, outcomes are the result of systemic racism. It is
important to examine these structures as much as feasible in order to tackle the
upstream contributors to inequity. As described above in outcome framing solution-
oriented research framing (integrative methods to understand causes of improved
health), rather than problem-oriented (understand mechanisms that cause
disease/problem state) can be more impactful.

Alienating framing:
“‘How does race impact rates of mental health diagnosis for children in foster care?”
e Implies a biological or individual blame for the negative outcome.

Not alienating framing:
“How does systemic racism impact rates of mental health diagnosis for children
in foster care?”
e Attributes the negative outcome to the socially-constructed oppressive system.

Problem characterizing:
“What factors influence the removal of children in child welfare cases?”
e Further characterizes a problem-state of child removal by either characterizing
problematic behaviour of an individual likely experiencing oppression, or by
further identifying biases of caseworkers.
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Solution characterizing:
“What outcomes are associated with family preservation services in child welfare?”
e Proposes a healing solution to be evaluated and allows for continual
improvement of a solution-state.

Reflection checklist

71 Are you framing this in a way that lays the blame on the individual
characteristic/choices, or on oppressive social systems?

[l Is the question and project framed in a strengths-based solution-oriented way?
If your research question does not guide your project toward establishing helpful

solutions, consider collaborating with community stakeholders to re-evaluate
desired outcomes.

3. Outcomes
Descriptive studies

If your research design and question are performing descriptive studies on populations,
it is important to reflect on the purpose of using disaggregated data and how the
outcomes could be used to address inequities.

Reflection checklist

[l What is the purpose of obtaining these descriptive statistics?
'l How will this data help address inequities (if relevant)?

[J Have similar studies been performed on separate but similar populations
that may allow for assumptions and highlight communities likely to be
experiencing inequities?

Cohort studies

Once you feel like you have finalized your research question, walk through the
possible outcomes.

From your research question you should be able to
1) know what will be concluded from each possible result, and

2) determine how the result could inform a reasonable and achievable
response to address a specific issue.
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Reflection checklist

[l What are the possible outcomes from your research?
'l What will you conclude from each of these outcomes?

71 Could each of these conclusions result in a change (policy, program) that will
help the community?

'l Are all demographics impacted equally? Any groups left out?

'l Are possible changes tangible and within your/the community’s
decision-making control?

If the possible outcomes of your research question do not provide meaningful and
actionable information, then consider reframing the question and/or meeting with
community and decision-making stakeholders to readdress your priorities and goals. If
ensuing changes are not within the control of the community or researcher, consider
partnering with advocacy groups to campaign for evidence-based change. For more
information on establishing community partnerships please consult WWhy am | always
being researched? and the Framework for research engagement with First Nation,
Metis, and Inuit people.

“People say ‘if you're not at the table, you're
on the menu.” It's more than that. It is how
you are at the table. If you don’t decide
what’s on the menu, if you are invited after
the menu is set, you are still a guest. We as

researchers get funded to be hosts. But in
truth, the community should be the hosts,
we are guests.”

-Angela Odoms -Young, Associate Professor,
UIC Institute for Health Research and Policy



https://chicagobeyond.org/wp-content/uploads/2019/05/ChicagoBeyond_2019Guidebook.pdf
https://chicagobeyond.org/wp-content/uploads/2019/05/ChicagoBeyond_2019Guidebook.pdf
https://umanitoba.ca/faculties/health_sciences/medicine/media/UofM_Framework_Report_web.pdf
https://umanitoba.ca/faculties/health_sciences/medicine/media/UofM_Framework_Report_web.pdf
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