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1 OBJECTIVE Fertility treatment is mostly lived between appointments

Fertility care evidence is dominated by clinical-outcome metrics. Patient articulated concerns i.e. what patients struggle to understand, emotionally process,
and decide about remains inconsistently captured.

This study characterised informational, emotional, decisional, and navigational needs voiced by fertility patients on social media to identify
actionable targets for patient education, care pathway redesign, and value delivery.

30–65% discontinue IVF after the first cycle — mostly for behavioural and psychological reasons, not
biological failure.

2 METHODS Retrospective cross-sectional content analysis · unit of analysis is the post or comment, not the patient

Public social media
11 Reddit communities · 37 of 239 YouTube channels · Jan 2024–

Dec 2025 · English

Cleaning
Deduplication, relevance, language

Codebook v1.5
Four domains, 25 sub-themes

LLM classification
Prompt v1.3 · multi-label flags, primary domain,

perspective, stage

Validation
Held-out human coding, n=80

Analysis
STROBE followed · de-identified · DPDP Act 2023

109,889
raw items extracted

22,619
analytic corpus after cleaning (20.6% retention)

22,006
valid classifications (97.3%)

10,772
expressed an unmet need (47.6% of analytic corpus)

VALIDATION Κ Unclassifiable 0.83 D1 0.79 D2 0.86 D3 0.85 D4 0.97 Primary domain 0.86 all six dimensions cleared threshold κ ≥ 0.60 · inter-rater κ=0.88–1.00

3 RESULTS Of the 10,772 items expressing a classifiable unmet need

77.5%
D1 Information gaps
95% CI 76.7–78.3 · primary need in 52.5%

54.7%
D3 Emotional distress
95% CI 53.8–55.7 · primary need in 19.5%

25.3%
D2 Decision conflict
95% CI 24.5–26.1 · primary need in 19.0%

14.0%
D4 Treatment navigation
95% CI 13.4–14.7 · primary need in 8.9%

INSIDE THE INFORMATION GAP Among the 8,350 items flagging D1

37.9%
Treatment process and procedural understanding

33.6%
Medication and protocol clarity

30.4%
Is IVF appropriate for my diagnosis

24.2%
Outcome expectations and success likelihood

19.8%
Lab understanding (grading, hormones, sperm)

11.6%
Doctor communication gap

3.7%
Misinformation correction

MALE AND FEMALE VOICE DIVERGE Male perspective 6.7% · n=721

D1 Information gaps

Female voice 77.5%

Male voice 87.5%

D3 Emotional distress

Female voice 59.7%

Male voice 41.9%

Male voice is more information seeking and markedly less distress expressing. Perspective was inferred from text, not self-reported.

WHY THE LINK MATTERS Co-occurrence

Information gap

Emotional distress

Patient burden

Opportunity for education

38.2%
of items carried both
D1 and D3
Within emotional
distress, outcome
uncertainty accounted for
87.2% of flags.

OTHER PAIRS

D1 × D2 18.4%

D2 × D3 13.7%

D1 × D4 7.4%

D3 × D4 5.1%

D2 × D4 3.9%

DOMAINS PER ITEM

1 domain 42.5%

2 domains 44.6%

3 domains 11.8%

4 domains 1.2%

Mean 1.72 per item

PERSPECTIVE

Female patient 85.2%

Unidentifiable 8.1%

Male patient 6.7%

JOURNEY STAGE

Between cycles 40.0%

During treatment 28.6%

Pre-treatment 28.0%

Stage unclear 2.9%

Post-journey 0.6%

PLATFORM · REDDIT /  YOUTUBE

D1 Information gaps 77.8% / 74.9%

D2 Decision conflict 27.2% / 7.2%

D3 Emotional distress 58.6% / 17.3%

D4 Navigation issues 12.8% / 25.5%

3b RESULTS · THE GAP MOVES WITH THE JOURNEY Within D1-flagged items, the dominant gap shifts stage by stage

WHICH GAP DOMINATES CHANGES ACROSS THE JOURNEY Shares of D1-flagged items at each stage

INFORMATION GAP PRE-TREATMENT DURING TREATMENT BETWEEN CYCLES

Is IVF right for my diagnosis 62.0% 7.7% 24.8%

Medication and protocol 19.8% 41.9% 38.7%

Lab understanding 7.5% 19.8% 30.0%

Outcome expectations 14.1% 37.6% 22.5%

Treatment process 41.4% 31.3% 39.9%

Pre-treatment need is whether to treat; during treatment, how the protocol works; between cycles, interpreting results. Bold marks the dominant gap at each stage; columns do not sum to 100%. Items may carry more than one gap.

3c RESULTS · PATIENT VOICE Worked examples from study codebook v1.5

D1 · INFORMATION GAPS D1=Y · 1A, 1B, 1C, 1D

“Trying to make sense of my upcoming FET. Doctor is doing a medicated FET protocol.What's the typical timeline? Also wondering about embryo
grade. Mine is 4AB.”

Three information sub-themes stacking in a single utterance: treatment process, medication protocol, lab understanding.

D2 · DECISION CONFLICT D1=Y (1A) · D2=Y (2E) · primary D2

“Sir if someone has hydrosalpinx, then she go for ivf or go for laparoscopy? Plz kindly reply sir.”

Two named alternatives, so decision conflict rather than an open advice request. The only example drawn from the YouTube arm — note the difference in register.

D3 · EMOTIONAL DISTRESS D3=Y (3B) · D4=N · primary D3

“Tomorrow is transfer day. This is our last embryo and we cannot afford any more IVF cycles. I’m terrified. Everything is riding on this.”

Affordability is context for the fear, not a navigation request. Distress is explicitly linked to outcome uncertainty.

D4 · TREATMENT NAVIGATION D1=Y (1A) · D4=Y (4A, 4C) · primary D4

“My insurance just denied coverage for IVF, saying it’s ‘elective.’ My clinic says I need to appeal within 30 days but I don’t know how to start. What
documents did you need?”

The navigation barrier is the subject of the question, not background to it.

T H E  F I N D I N G

Information gaps frequently co-occur with
emotional distress, highlighting a potential target
for integrated educational and emotional support.

77.5% of items expressing an unmet need voiced an information gap

38.2% information gap × emotional distress. The strongest pairwise association in the corpus

4 CONCLUSIONS

Information gaps are the modal unmet need and not a separable cognitive
concern. They are the substrate on which emotional distress accumulates.

Knowledge delivery is core service design, not an adjacent feature. Education that
bundles information with emotional support matches the observed structure of need.

Timing matters most. One-time pre-cycle counselling reaches only 28% of the moment
where need is actually expressed.

I M P L I C AT I O N S  F O R  VA L U E

Information gaps are a value problem, not only a
communication problem.

Uncertainty-driven discontinuation drives cumulative-cycle cost-ineffectiveness in ART. Because information gaps co-occur with emotional distress in
38.2% of items, targeted education is a low-cost lever on treatment completion and therefore on value. Particularly in self-pay APAC markets, where
the cost of discontinuation falls directly on patients. Prospective evaluation is the necessary next step.
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