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1. Introduction

Citizen social science (CSS) expands traditional citizen science and broadens participation
in scientific research on social issues by recognizing lived experience and situated knowledge as
fundamental scientific resources [1]. Rather than positioning citizens as external observers, CSS
invites communities to frame research and engage in inquiries that could be overlooked by health
expert-driven research. This democratization of knowledge production also requires governance
structures aimed at ensuring equitable participation, transparency, and mutual benefit. CSS —
augmented by digital platforms, collective intelligence, and participatory infrastructures — can
become a powerful framework, enabling rigorous scientific analysis while keeping democratic
participation and co-creation at the core of knowledge production [2]. The EU-funded CoAct
(Co-Designing Citizen Social Science for Collective Action, 2020-2022) project embodies this
participatory vision by operationalizing CSS in issues such as youth employment, environmental
justice, and mental health [3]. The mental health research developed (and still in progress) under
the name CoAct for Mental Health was built on previously reshaped computational social science
methods to include and place persons with mental health lived experience at the center of the
research process [4]. This earlier work [4] helped establish a strong and trusting relationship
with Salut Mental Catalunya (SMC), a federation of social organisations comprising almost a
hundred associations of people with lived experience and their families. SMC has long defended
rights, combated stigma, and promoted community-based mental health care. Thanks to this
well-established relationship, it was possible to begin CoAct with a high level of trust and a shared
confidence that the research agenda aligned with the needs identified by the concerned communities
— particularly the importance of social support networks in mental health. Social support networks,
as defined by the World Health Organization (WHO), refer to the support individuals receive from
families, friends, and communities, which is strongly linked to better health outcomes. Within
this framework, CoAct for Mental Health responded directly to the concerns articulated by the
communities mobilised and reflected the principles of CSS [3]. The collaborative model not only
produced richer and more contextually grounded insights but also strengthened participants’ sense
of agency and belonging in the research process.

2. Co-Researchers and Participatory Framework

A sophisticated participatory framework was established to foster trust, emotional safety and
comfort, and the sustained engagement of concerned communities throughout the three-year project.
CoAct for Mental Health research process was built on four actor groups.

Research Group (12 members): Five members of the OpenSystems research group, one
member of SMC, and one intermediary who facilitated and coordinated the relationship with the
co-researchers and the knowledge coalition. They took the lead in structuring the overall research
design to balance power among actors and ensure equity, building the chatbot, and analysing the
collected data. Additional academic researchers from data science and health care provision joined
in later stages, together with one person responsible for illustrating the stories, another for leading
writing workshops, and a third for developing graphic story-telling materials.
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Co-researchers (32 members): Persons with mental health problems and family members,
with lived experience and recognized as experts-in-the-field. They joined the project through an
open call (2020) and they share ownership over the research process, including research framing and
research questions formulation, writing of micro-stories with lived experiences, chatbot co-design,
data interpretation, validation of findings, and dissemination of results.

Knowledge coalition (50 members): Group of representatives from civil society organisa-
tions, public administrations, and academic institutions linked to mental health care provision, active
from 2020 to late 2022. This coalition contributed to shaping the research framework, validating
the research questions and the chatbot, and participated in periodic follow-up meetings throughout
the research process as well as in the final community assembly.

Participants in the chatbot (up to 900 participants): Individuals who accessed the Telegram
chatbot and began responding to a long and detailed socio-demographic survey (up to 33 questions).
They then continued interacting with the platform at their own pace, replying to the micro-stories
they received daily — or more frequently if they wished. Engagement with the chatbot varied
widely among participants, ranging from a single day to ongoing participation for more than a year.

3. Data Collection and Story-Based Methodology

A digital participatory platform — a Telegram chatbot containing micro-stories that conveyed
the lived experiences of co-researchers — enabled anonymous participation on such a delicate
issue as mental health. The chatbot recorded 11,002 interactions from 394 participants who
engaged with the 129 micro-stories we report here (other stories are not included in the current
analysis), addressing a diverse range of lived experiences related to mental health (e.g., the suffering
and difficulties of caregivers and people with mental health problems, social isolation, diagnosis,
stigma, emotional expression, support strategies, and healing processes). For each micro-story,
participants answered two sequentially presented interpretive questions:

1. “What about you — have you lived the same experience?”.
2. “And those around you — has anybody had the same experience?”.

Each question was answered independently via a single button selection among three possible
responses: Yes, Not exactly, or No. This two-question structure allowed us to distinguish between
self-perception (Self) and the perceived experience of one’s social environment (Others), enabling
us to examine how the lived experiences shared by co-researchers shape mental health social support
networks — which experiences strengthen them, and what challenges they face.

4. Some Findings

4.1 The Perception of Mental Health Lived Experiences

Two systematic asymmetries between the Self and Others response contexts emerge as shown
in Fig. 1(a). First, approximately 40% of responses and 87% of participants differ between Self and
Others contexts, indicating that self-perception and peer-perception of mental health experiences
are meaningfully divergent: when a participant responds Not exactly for Self, a Yes response
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for Others becomes significantly more likely; conversely, responding Not exactly for Others is
associated with a higher probability of a No response for Self. This asymmetry reveals that Not
exactly functions as a category with different semantic proximity depending on the interpretive
context: it is closer to Yes when participants assess themselves, and closer to No when assessing
others. Extreme opposite combinations — Yes for Self paired with No for Others, or vice versa —
occur with near-zero probability. Second, in 74% of responses that differ between Self and Others
contexts, participants attribute more mental health lived experience to their social environment than
to themselves. Notably, 80% of Yes responses in the Self context co-occur with a Yes response in
the Others context, indicating that strong personal identification with an experience is nearly always
accompanied by the perception that others in one’s environment have lived it too. The under-
reporting of personal experience relative to others is consistent with well-documented phenomena
in the sociology and psychology of mental health [5], including social stigma and introspective
uncertainty. Additionally, epistemological distance, the reduced need for personal introspection
when assessing others, may facilitate more affirmative responses in the Others context. Exposure
asymmetry further contributes to this effect: individuals are typically aware of a broader set of people
in their social network than of events in their own biography, increasing the perceived prevalence
of shared experience in others. Finally, the semantic role of Not exactly as an intermediate
response category that represents a qualitatively distinct psychological position [6] — ambiguity,
uncertainty, or partial identification — differently depending on whether participants are reflecting
about themselves or others.

4.2 Gender-Based Differences in the Mental Health Digital Community

To examine whether participant groups differ systematically in how they engage with mental
health lived experiences, we analyzed 4,130 responses from 70 participants across 59 stories within
the CoAct for Mental Health digital community (e.g., the participants in the chatbot). We here focus
on gender as a primary axis of differentiation in shaping mental health social support networks.
Results reveal the presence of systematic gender-based gaps in how mental health experiences
are perceived and acknowledged. Women are 2.1 times more likely than men to affirmatively
report lived experiences (Yes) when reflecting on their own lives (Self), and 1.7 times more likely
when considering others in their social environment (Others). Taken together, these observations
indicate that women (and their social environments) are more frequently exposed to, and resonate
more strongly with, the mental health situations captured in the micro-stories. From the opposite
perspective, men more frequently report mental health experiences in the Others context rather
than in relation to themselves. This pattern is consistent with documented gender differences
in introspective engagement and emotional disclosure [7]. To study how participants connect
through their shared responses, we can also construct participant-projection networks in which two
individuals are linked when they respond identically to the same story. In the resulting networks,
node-level homophily is computed to assess whether participants tend to connect more frequently
with others sharing their gender than expected under a random baseline as shown in Fig. 1(b).
Women exhibit homophily: they disproportionately share lived experiences with other women. By
contrast, men display heterophily: rather than clustering with other men, they rely predominantly
on connections with women. This structure has direct implications for network resilience: women
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Figure 1: Response patterns and gender-based homophily in mental health lived experiences. (a) Joint
distribution of participant responses to micro-stories across the Self and Others contexts. (b) Distribution of
participant-level homophily scores in the Self and Others contexts, disaggregated by self-reported gender.

act as central connectors across the community, and their removal leads to significant network
fragmentation of shared lived expriences, confirming their structural indispensability.

5. From Findings to Policy Recommendations

The data from the chatbot were collectively interpreted with the co-researchers and members of
the knowledge coalition. This collective interpretation, which encompassed the lived experiences
of the co-researchers and the daily practices of the knowledge coalition members, contributed
to building a shared understanding of scientific evidence. Based on this process, a set of 14
recommendations was collaboratively developed for a policy brief targeting local [8] and European
[9] policymakers. During a final assembly (November 2022) [10], these recommendations were
discussed and approved by members of the knowledge coalition and co-researchers and presented
to local authorities, including the Barcelona City Council and the National Mental Health Pact at
the regional level. The 14 recommendations included making the role of families more visible and
promoting their training; strengthening the role of health professionals as connectors with social
support networks; fostering individual and collective empowerment; valuing and highlighting
the positive aspects of social support networks in mental health; creating a mental health data
observatory among other recommendations.

6. Conclusion

CoAct for Mental Health shows the capacity of CSS to illuminate the lived complexities of
mental health support networks. By combining personal storytelling from co-researchers, digital
tools that amplify first-person voices and enable large-scale data collection, and collective interpre-
tation processes grounded in lived experience, the project reveals persistent asymmetries in how
mental health is perceived, communicated, and supported. It also highlights the central role of
women as key connectors within social support networks. CSS methodologies offer actionable,
community-driven insights for public health policy and challenge conventional boundaries of health
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research. When communities and citizens engage as equal partners—supported by participatory in-
frastructures and community governance—research becomes a transformative social practice rather
than an extractive process. Only citizens themselves can generate the contextualized data, situated
knowledge, and collective intelligence necessary to make this transformation possible.
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