
Rare disease patients in China face compounded burdens: 
fragmented patient advocacy group (PAG) infrastructure, 
limited 24/7 support access, low health literacy and significant 
geographic barriers to specialist care.
The pressure is structural rather than attitudinal. Hospital 
outpatient services operate at high load, leaving little room for 
the one-to-one explanation that patients need after a 
diagnosis they have never heard of. Peer communities have 
filled the gap, but they depend on volunteers whose 
availability is bounded and whose answers vary.
The result is information asymmetry at precisely the moments 
when patients are least able to tolerate it — at diagnosis, at 
recurrence, and at the point where a side effect prompts a 
private decision to stop treatment.

Background

Objective

An HEOR impact case methodology was applied to a 
documented real-world deployment of an AI chatbot 
(“Panda and Friends”) within patient WeChat groups, 
operated in partnership with the China Organisation for Rare 
Disorders (CORD).
The architecture uses a disease-specific LLM fine-tuned on 
approved clinical content, PAG resources and validated 
patient education materials, with a human volunteer expert 
escalation protocol for complex cases and a scope guardrail 
restricting the assistant to its defined disease domain.
Performance metrics captured daily question-and-answer 
volume, response accuracy, user reach, escalation rates, and 
downstream patient actions including specialist referrals and 
adherence improvement. Operating data covered 232 
consecutive days (1 January – 20 August 2025). Contextual 
benchmarking used 2025 DLP physician survey data (n=4,500) 
on patient AI usage patterns.

Methods

The deployed system processed approximately 280 patient 
Q&A sessions per day at zero incremental staffing cost, 
providing 24/7 continuous support unavailable through 
conventional volunteer-staffed PAG models. Full operating 
data across 232 consecutive days record 72,549 sessions, a 
mean of 313 per day (median 306, range 108–545).

Results

Conclusions

AI chatbot deployment within rare disease patient 
communities demonstrates scalable, cost-effective patient 
support with measurable outcomes across emotional, 
adherence and access dimensions.
The real-world evidence generated by patient interactions 
provides a novel data source for HEOR analysis, NRDL access 
argumentation and patient-centred outcome measure 
development.
These findings suggest that AI-enabled PAG platforms should 
be incorporated into rare disease value frameworks as both a 
care delivery innovation and an RWD generation mechanism, 
with direct policy implications.
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To evaluate the clinical and operational outcomes of an AI 
chatbot deployed within WeChat-based patient communities, 
assessing its impact on patient support scalability, information 
quality, medication adherence, and the generation of real-
world patient insights for healthcare decision-making.
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Contextual benchmarking against the 2025 DLP physician 
survey (n=4,500) situates the deployment against how 
physicians report their patients already using AI — behaviour 
occurring with or without a governed channel.

Volume held without a single service gap across the full period. 
The seasonal dips track national holidays, which is when 
volunteer-staffed support is least available and patient anxiety 
is least likely to wait — the coverage asymmetry is the 
operational point.

Response accuracy was maintained through mandatory 
source citation and real-time expert escalation for complex or 
clinically ambiguous cases. Volunteers were not displaced but 
redirected from routine repeat questions toward the cases the 
protocol escalates to them.

Patient-reported outcomes spanned reduced emotional 
burden at diagnosis and recurrence, improved medication 
adherence through dosing reminders and side-effect tracking, 
and accelerated specialist referral via hospital and clinic 
navigation.

Interaction content clustered into three recurring classes: 
explanation of disease concepts, interpretation of imaging 
and laboratory reports, and contextualisation of ambiguous 
results — each answered in plain language and returned to 
the treating physician for decisions.

The consistent pattern is that the assistant addresses the 
emotional register before the clinical content, and declines to 
convert an observation into a diagnosis. Escalation and 
physician referral are built into the answer rather than 
appended as a disclaimer.

The structured interaction data generated a real-world 
evidence dataset of patient-reported disease concerns, 
unmet needs and treatment barriers — available months 
before conventional clinical data signals, because a patient 
asks about a problem long before it reaches a 
pharmacovigilance or claims dataset.

The deployment therefore yields two distinct assets from a 
single intervention: a scalable care delivery channel, and a 
continuous evidence stream. Conventional evaluation 
captures at most one of them.

Assessed under only one heading, the platform is undervalued 
by roughly the whole of the other.
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