Approaching tensions in administrative health data research:
Creating space for co-production in citizen science HIV research
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Rationale Thematic Findings

Tensions emerged under two major themes: " “We were not there when that
[cardiovascular event]

happened, we only have the

« Community-based participatory research (CBPR) is widely
applied in the HIV field. However, CBPR—and its embrace of _>))| 1 Epistemological/ontological differences. Working
differing knowledge systems, methods, and disciplines—has with administrative health data meant situating

codes.”
not yet reached into HIV research that uses administrative ourselves within a positivist paradigm—reality —-Epidemiologist W,
health data, a major tool of health research in general. exists outside you, it can be measured, known "The linvisible/missing gat
objectively through quantitative data—which People Living with Hjy mterzjtti)r? e
« Administrative heath data remains obscure to the public and at times did not match team members’ Primary care providers are real imt,h - do yo,
non-expert academics. worldviews or ways of knowing. what it points out to think kno

« Little scholarship considers how academic researchers
and people with lived/living experience (citizen

o . . The social and institutional context of Tensions were not endpoints but opportunities to innovate.

scientists) encounter and collaboratively navigate the —)))‘ 2. routinely collected health data and dealing with

:,J nlqure cr:lh;ralcgei:stlﬁz orT ?: mltrslsttrartlve healtl|1 daiTCia fion the limitations of secondary use of data in our For instance, based on experiential knowledge of our diverse
(::jea g.n’ © ut mg ub.”% y t? St urc ¢ ers (?ng" dC ?SS ﬁa ,:? " BC-based study: Data (including diagnostic team, we are exploring several customized research definitions
and coding systems, billing structures), routine data collectio codes) may not fully reflect what occurred, of “primary care engagement.”

procedures, and research methods and norms. important data are not captured

Wy . . . . .
. L . a *» HIV specialists are primary care providers in BC

Given thg HIV community's Ionggtandmg oS e.arch. N — ez ~ *» "Partnership” vs. “Attachment.” Language matters.
leadership, a deeper understanding of administrative health biling practices @CO, < Number of visits in 20 months = spectrum of partnership.

data nuances through community-led or citizen science HIV

vary across

. - sites o4 Based on:
research can provide lessons for health research generally. Physicians Coding and billing ~ A . .
Putlior coders i o oubin. i %, » Engagement norms of PLHIV and people living without
COde/p\L/ji;Fi)':)se for Fﬁ’:ﬁ; :;::eg?aa;i‘\’/:_ o~ HIV
il » Historical shifts
Methods L — o Num_ber,f)f visits in 20 months with "Most Responsible
Secondary real-world Provider

circumstances Financial
restrictions can
shape coding
practices

experiences/
conditions

may not get

captured

*» Uncovering PLHIV visits concealed by billing structures:
* Frequency and results of viral load tests
*» Deep awareness of analytical consequences:
= Certain regions and people not captured
* |nvisible exchanges (e.g., emails not billing for)
= Historical changes in primary healthcare (current shift to
team of providers)

» Ethnography of citizen science. Analytical focus on the on-
the-ground realities that shape scientific research and the
synergies and tensions of collaborative scientific research.? 2

Data reflect
dominant
notions, e.g.

sex as binary

Bill as individual
clinicians; clinical
team and
clinic unknown

» Core team: Seven citizen scientists (People Living with HIV
(PLHIV)), four epidemiologists, four social scientists, and two
HIV clinicians used two qualitative methods:

* 1. Participant

observation of Discussion

our
administrative * While administrative data research nuances were at times troubling to citizen
health data scientists and challenging for all, our collaborative work reveals how experiential
research knowledge can enrich administrative health data research.
process
* Departing from the philosophical debate between reality and representation in

« 2. Critical research on health records, standardization and coding in healthcare, we illustrate
reflexive that administrative health data is fully neither reality or representation. Our work
analysis reveals the legitimacy of empirical data collection, and processes of
through experimentation and evaluation of evidence, while also revealing that
“Gathering administrative data creation, from the onset, is social.
Wisdom”
dialogue * Creative administrative data exploration, putting (bits of) data together, and

NG

understanding the strengths and limitations are best done through a team of
people with diverse lived/living experience and knowledge.
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“...producing insight is more like making lures than pulling up fish—a matter of
intentions....not the retrieving of objective relations from an obliging sea of data” 3
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