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Abstract

In this position paper, we argue that pre-diagnostic internet use
should be understood as more than individual symptom searching.
We examine r/doihavebreastcancer, a Reddit community organized
around this period before diagnosis, through a longitudinal analysis
of 15,038 threads and 113,646 comments posted between August
2022 and December 2025. Our analysis shows that the subreddit
expanded rapidly while sustaining consistent levels of response,
and our topic model reveals an increasingly broad set of discus-
sions spanning bodily changes, clinical processes, risk, reassur-
ance, and benign outcomes. Together, these patterns suggest that
r/doihavebreastcancer has developed into a persistent community
where questions from different points in the diagnostic process are
gathered and worked through collectively. We use these findings
to motivate future qualitative analysis of how participants respond
to the gaps between clinical encounters. We bring these questions
to the workshop to consider what kinds of technological support
might strengthen the relationships and forms of judgment already
present in such communities.
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1 Introduction

Experiences of possible breast cancer vary widely, spanning the
discovery of bodily changes, diagnostic imaging and biopsy and
the interpretation of clinical findings. On r/doihavebreastcancer,
people post condensed ultrasound impressions, describe a newly
noticed lump or skin change, compare BI-RADS categories, and ask
how worried they should be about what happens next. This is not
primarily a community for coping after a diagnosis. It is organized
around an open question, namely whether a bodily change, scan,
or report may indicate breast cancer. An AutoModerator reply
routinely reminds posters that community members are not doctors
and cannot diagnose them. Despite this, folks continue to submit
questions to this subreddit, moving from what a symptom looks or
feels like to what an imaging report means, how painful a biopsy
may be, or how long results usually take.

Research on online health communities has shown how people
exchange emotional support, experiential knowledge, and practical
advice [3, 8, 10, 13, 15]. Most of this work examines communities
organized around an established condition or a recognizable iden-
tity such as patient, survivor, caregiver, or long-term condition
manager [8]. There is an opportunity to understand pre-diagnostic
uses of online communities. A person may be deciding whether
a sensation is worth reporting, waiting for imaging, or trying to

understand a clinical document without knowing whether they
will ever become a cancer patient. Studies of breast irregularities
and other pre-diagnostic journeys show that bodily changes be-
come meaningful through interpretation, social comparison, and
encounters with healthcare systems [2, 5, 9]. However, research on
web-based symptom appraisal has often treated internet use as an
individual search activity that may guide help-seeking or intensify
concern [11, 14].

Our case suggests that this individual-search framing is incom-
plete. People do not only query a search engine and leave. They
also post in a continuing community where new questions accu-
mulate, receive replies, and remain available to later visitors. The
community therefore offers a useful empirical case for asking what
concerns collect around breast health before diagnosis and how
those concerns change as the community grows. This position pa-
per reports two completed quantitative analyses, a longitudinal
account of community growth and a topic model of the full corpus.
We do not use these analyses to claim that we already know how
support is produced inside threads. Instead, we use them to estab-
lish how much participation the community attracted, what kinds
of questions appeared, and how their balance shifted over time.

This distinction also helps situate our contribution to the work-
shop. Before asking how Al might reorganize women’s health work,
a clearer account of where uncertainty already gathers and what
people repeatedly seek from one another can help us better un-
derstand future opportunities for design. The following results
may provide that map while leaving the design questions open for
subsequent qualitative study and workshop discussion.

2 From Occasional Questions to a Sustained
Community

Our dataset spans the subreddit’s creation in August 2022 through
December 31, 2025. It contains 15,038 submissions and 113,646 com-
ments from a community-maintained Academic Torrents archive
[4, 12]. We reconstructed each thread by linking its submission and
full comment tree, then removed 18,987 AutoModerator comments,
one repeated bot-template comment, one policy/admin comment,
1,085 deleted comments, and 321 removed comments. The resulting
corpus contains 93,251 retained comments and 15,037 non-empty
thread documents. Because the posts concern bodily fears and
medical uncertainty, we report only aggregate results and follow
established ethical guidance for Reddit and internet research [6, 7].

We first calculated quarterly numbers of new threads, retained
comments, and comments per thread. The growth pattern is not a
smooth increase but shows three recognizable periods. After the
partial launch quarter, the community received 199 new threads
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in 2022 Q4. During 2023, quarterly volume increased from 333 to
628 threads, indicating that the subreddit was becoming more than
a small set of occasional posts. A larger expansion occurred in
2024, when volume passed 1,000 threads in Q1, reached 1,717 in Q3,
and remained at 1,689 in Q4. The community peaked at 2,076 new
threads and 13,834 retained comments in 2025 Q2. Although activity
then declined to 1,570 threads in 2025 Q4, that final quarter still
contained nearly eight times as many threads as the first complete
quarter.

Higher volume did not coincide with an obvious collapse in reply
levels. Across complete quarters, the mean number of retained
comments per thread ranged from 4.6 to 6.9. The median was three
in 2022 Q4, four from 2023 Q1 through 2025 Q2, and three in 2025 Q3
and Q4. In other words, as quarterly posting increased more than
tenfold, a typical thread continued to attract several non-automated
comments. This shows that growing demand was accompanied by
continuing response activity.

The subreddit became a sustained destination where many peo-
ple brought uncertainty into a shared, publicly visible space, and
where the volume of replies kept pace with much of the growth.
The next question is about what kinds of uncertainty filled that
expanding space. The quarterly growth patterns and topic trends
described in the next section can also be explored interactively
through a visualized website.!

3 From Symptom Appraisal to a Broader
Diagnostic Landscape

To map recurring concerns, we concatenated each submission with
its retained comments and used latent Dirichlet allocation [1]. We
trained models with 9, 10, and 11 topics and evaluated each using co-
herence scores (c,) and qualitative inspection of the top words and
high-probability documents. The ten-topic model offered the best
balance of topic distinctiveness and interpretability, so we adopted
it for subsequent analysis. Topic labels were assigned through ex-
amination of top words and representative documents to aid inter-
pretation. The findings reported here remain corpus-level counts
and trends.

The ten labels (Table 1) are best understood as recurring centers
of discussion. A question about imaging may also involve waiting
or reassurance, and a benign outcome may be narrated through the
symptom or test that preceded it.

The first centers on bodily changes. Discovering lumps, noticing
skin or nipple changes, and feeling armpit pain together account
for 40.1% of all threads. These topics capture how uncertainty often
begins with interpreting a newly noticed sensation or visible change,
sometimes before any clinical contact.

A second group concerns the formal diagnostic process. Imaging,
clinical reports, waiting, and biopsy together account for 31.5%
of all threads. The vocabulary of these topics includes mammo-
grams, ultrasound, MRI, dense tissue, BI-RADS categories, masses,
calcifications, appointments, procedures, pain, and result timelines.
This pattern shows that clinical contact often changes the form of
uncertainty rather than resolving it. A bodily concern may become
a report full of unfamiliar terminology. An imaging appointment

!An interactive visualization of quarterly growth and topic trends is available at
https://kitepretty.github.io/pre- diagnostic-liminal-care- dashboard/.
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may produce a recommendation for additional views. A biopsy may
replace uncertainty about a symptom with uncertainty about the
procedure and its results. The topic model, therefore, makes visible
a chain of questions that extends across bodies, tests, documents,
and waiting periods.

A third group concerns possible meanings and outcomes. Be-
nign findings are the third-largest individual topic at 11.8%, while
reassurance and risk account for another 16.6%. This is analyti-
cally important because r/doihavebreastcancer is not a collection
of confirmed cancer cases. Many trajectories end with cysts, fi-
broadenomas, benign imaging, routine surveillance, or no reported
conclusion. The large benign topic shows that non-cancer outcomes
are a substantial part of what later readers encounter when trying
to interpret their own situation. At the same time, the separate reas-
surance and risk topics indicate two different orientations toward
uncertainty, one seeking reasons not to panic and the other seeking
reasons a case might deserve closer attention.

The topic proportions changed as the community matured. In
2022 Q4, lumps and skin or nipple changes made up 42.7% of threads,
whereas reading clinical reports represented only 1.0%. By 2025 Q4,
the two symptom topics had fallen to 25.4%, while clinical reports,
biopsy, and risk together had risen from 8.0% to 22.8%. From 2024 on-
ward, no single topic accounted for more than 17.1% of any quarter.
Discussion became more evenly distributed across different points
in the diagnostic process as the community matured. People also
arrived after entering care, carrying new uncertainties produced by
medical terminology, procedural recommendations, family history,
and waiting.

4 Future Directions

This position paper has mapped how r/doihavebreastcancer grew
and what concerns repeatedly appeared, but topic modeling cannot
show what commenters actually did with those concerns. Our next
step is a qualitative analysis of sampled full threads. We will exam-
ine what posters ask for, how replies use personal experience, how
members refer one another toward or away from professional care,
how uncertainty is expressed and calibrated, and when a conversa-
tion reassures, escalates concern, or remains unresolved. Analyzing
the submission together with its full comment tree will also al-
low us to distinguish a topic from the response process around it.
The same imaging report, for example, could prompt explanation,
comparison, emotional support, disagreement, or no substantive
answer.

This next phase is also necessary before making strong design
claims. The quantitative results identify recurring pressure points,
including terminology that is hard to parse, timelines that are hard
to track, and procedural steps that produce their own anxiety. Al
might help a person prepare questions for an appointment or make
sense of clinical terminology, but it could also produce false cer-
tainty or blur the line between peer experience and automated
output. Any design proposal should therefore begin by understand-
ing the existing work of posters and commenters and by preserving
clear routes to professional care and correction.

Several questions from this study would benefit from discussion
at the workshop.
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Table 1: Ten LDA topics with representative top words, thread counts, and corpus share (N = 15,037).

Topic Representative words Threads  Share

Discovering lumps lump, ultrasound, feel, lumps, hard, cyst, tissue 2,244  14.9%

Noticing skin/nipple changes nipple, skin, red, ibc, rash, discharge, noticed 2,085 13.9%

Receiving benign findings benign, birads, fibroadenoma, mass, hope, news, 1,778 11.8%
radiologist

Feeling armpit pain pain, lymph, armpit, nodes, swollen, symptoms, 1,695 11.3%
months

Seeking reassurance anxiety, sorry, hope, waiting, need, feel, think 1,690 11.2%

Navigating imaging mammogram, ultrasound, mri, dense, imaging, di- 1,397  9.3%
agnostic, follow

Reading clinical reports ultrasound, cm, mass, birads, findings, suspicious, 1,338  8.9%
calcifications

Waiting for results results, wait, waiting, appointment, called, days, 1,102 7.3%
week

Undergoing biopsy biopsy, procedure, needle, day, ice, experience 900 6.0%

Managing risk risk, surgery, surgeon, lumpectomy, genetic, fam- 808 5.4%

ily, history

e How do different forms of pre-diagnostic uncertainty (e.g.,
unfamiliar bodily changes, clinical terminology, procedural
waiting) shape what community members seek from one
another, and how do peer responses relate to formal care
pathways?

e Beyond individual posters and commenters, what roles do
other actors (e.g. platform features, automated messages)
play in shaping how pre-diagnostic health communities han-
dle clinical questions they cannot answer?

e Where might Al support people in organizing or accessing
health information within communities like this one without
turning uncertain peer knowledge into diagnosis or replac-
ing the judgment that members already provide?

Participation in the Women’s Health as Cooperative Work work-
shop would allow us to share this longitudinal case with researchers
studying women’s health across clinics, communities, and digital
platforms. We hope to compare this pre-diagnostic setting with
other health contexts, receive feedback on the qualitative phase,
and develop an account of Al that remains anchored in the ques-
tions people already bring, the limits of peer discussion, and the
responsibilities of formal care.
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