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Abstract: More than 50 million people of all ages live with epilepsy worldwide, according to the WHO.
The lives of these patients are shaped not only by the sudden but also varied symptoms with which
the disease manifests itself in each patient, but also by the associated social stigma. Social media
serve as both sources of information and participatory spaces aligned with the e-Health model, ena-
bling users to share experiences and speak openly about the condition. Using quantitative and quali-
tative methods, a total of 10 Instagram accounts, 211 posts and 874 comments made from December
1, 2024 to February 28, 2025 were analyzed. The results allow us to conclude that, in the case of
epilepsy, although patient-influencers are a minority in this social network, their testimonies and in-
formative work contribute to normalize and make the disease visible, as well as to break stereotypes
and reduce stigma.

Keywords: Health communication; social networks; epilepsy; patient-influencer; information
overload.

Resumen: Mas de 50 millones de personas de todas las edades conviven con la Epilepsia en el mundo,
seguin la OMS. La vida de estos pacientes se ve marcada por los repentinos y variados sintomas con
los que se manifiesta la enfermedad en cada paciente, pero también por el estigma social asociado.
Las redes sociales se erigen como fuente de informacion para los pacientes, pero también como pla-
taformas participativas del modelo e-Salud, a través de las cuales compartir experiencias y hablar
abiertamente de la enfermedad. Mediante métodos cuantitativos y cualitativos se analizé un total de
10 cuentas de Instagram, 211 publicaciones y 874 comentarios realizados del 1 de diciembre de 2024
al 28 de febrero de 2025. Los resultados permiten concluir que, en el caso de la epilepsia, aunque los
pacientes-influencers son residuales en esta red social, sus testimonios y labor divulgativa ayudan a
normalizar y visibilizar la enfermedad, asi como a romper estereotipos y reducir el estigma.

Palabras clave: comunicacion en salud; redes sociales; epilepsia; paciente-influencer; infoxicacion.
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1. Introduction

Epilepsy is a chronic neurological disorder that, according to the World Health
Organization (WHO, 2019), affects around 50 million people of all ages world-
wide. In Spain, the Spanish Society of Neurology (SEN, 2023) estimates that
around half a million people live with epilepsy, with approximately 20,000 new
cases diagnosed annually, mostly in children and adults over 65. The heteroge-
neity of symptoms associated with the disease makes diagnosis difficult, and
the condition presents uniquely in each individual, severely impacting their
quality of life.

Reducing the burden and increasing public awareness of the condition
represent essential public health priorities, given its profound impact not only
on patients but also on their families, who often face stigma and discrimination
(WHO, 2019).

Since 1986, the WHO has been promoting health literacy as a set of cog-
nitive and social skills that allow individuals to access, understand, and use in-
formation effectively as part of an emancipatory process, empowering citizens
to make informed health decisions (Juvinya-Marin, 2021). Consistent with this
beliefin patient autonomy and responsibility, the WHO (2022a) places self-care
at the core of its strategies to improve community health. Self-medication arises
as a direct consequence when individuals identify or recognise symptoms with-
out requiring a healthcare professional.

Patients, patient associations, pharmaceutical companies, and healthcare
professionals face the challenge of acquiring new communication competencies
in the digital environment and fostering the creation of relevant, high-quality
content online. These actors use the media available to them as «instruments
for citizen participation to shape public opinion and reach the political sphere»
(Carretén & Lorenzo, 2018: 233), thereby raising awareness and visibility of
epilepsy and reducing stigma through better understanding.

Research suggests that epilepsy receives insufficient media attention, and
patients, in the absence of accurate information, often seek knowledge from
others with similar conditions to share symptoms, experiences, and challenges
(Carreton & Feliu, 2011).

1.1. Health Misinformation

In this context, social media holds significant potential for healthcare profes-
sionals to share knowledge and engage their audiences (De las Heras-Pedrosa
et al, 2020). However, communication through these channels can also facili-
tate the spread of misinformation, increasing patients’ vulnerability (Costa-
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Sanchez & Loépez-Garcia, 2020). Health-related misinformation is not always
the result of deliberate deception for personal gain, as warned by the WHO
(2020), but often causes both physical and psychological harm, intensifying the
stigma surrounding certain conditions and sowing confusion and polarisation
in society.

This could be prevented through transparent, responsible, coordinated,
and strategic communication (Rodriguez-Vélez, 2022), which requires the pro-
motion of health literacy models that equip citizens with the skills to manage
their wellbeing, develop critical thinking, and improve their consumption of
health-related information. It also calls for greater oversight and regulation due
to the social impact and implicit responsibility that health messages carry (Ji-
ménez-Marin et al, 2021).

The COVID-19 pandemic highlighted the urgent need for ethical, effective
health communication, where both institutions and the media must bear the
responsibility for disseminating truthful and accessible information (Costa-
Lépez, 2020).

During the pandemic, the WHO (2020) coined the term «infodemic» to
describe the overabundance of unreliable information that hinders informed
decision-making. The mass spread of hoaxes created confusion and fear, under-
mining public health measures (Almansa-Martinez et al,, 2022; Pérez-Dasilva et
al, 2020; Pichihua-Vegas, 2022; Salaverria et al,, 2020). Closely related to this
is the concept of «infoxication»— an overload of information that overwhelms
patients, complicating their ability to assess the veracity of content and encour-
aging self-medication or self-diagnosis without medical supervision (Campos-
Arroyo et al, 2023).

To address this, the WHO (2021) emphasizes reducing the information
gap and enabling the population to make informed and responsible decisions
about their own health and that of their communities. Aligned with the 2030
Agenda, the WHO stresses the necessity of digital health networks that are
transparent, accessible, equitable, and promote digital health literacy. This in-
cludes mechanisms for active citizen participation, the implementation of e-
Health globally (WHO, 2022b), and a focus on safe self-care and self-medication
(WHO, 2022a) supported by reliable information, thus avoiding risks such as
masking symptoms of more serious illnesses (Lifshitz et al, 2020).

Healthcare is now advancing towards e-Health 4.0, driven by Big Data,
artificial intelligence, 5G, the Internet of Things, and wearable technologies.
This model promotes a personalised, predictive, precise, and preventive ap-
proach to medicine (Moreno-Vida, 2024), placing the patient at the centre of
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the healthcare system and enhancing interaction with professionals. In this
way, the evolution of the e-Health model becomes a vital mechanism for im-
proving health—whether in the public or personal sphere (Mosquera,
2002)—closely aligned with the communication for social change paradigm
of Martinez-Belefio and Sosa-Gomez (2016), which emphasises its potential
societal impact through media literacy programmes as part of global health
promotion strategies.

The International Telecommunication Union (2022) warns that nearly
66% of the global population uses the Internet to seek information, yet most
lack the skills to distinguish reliable from false content. This makes it necessary
to «develop and implement policies, action plans, and strategies related to Me-
dia and Information Literacy, and increase awareness, prevention capacities,
and resilience to false or misleading information» (Grizzle et al, 2023: 5). Ac-
cording to UNESCO (2020), accessible, evidence-based health information can
save lives. Therefore, the public must be equipped with the tools, skills, and
competencies to understand media mechanisms, algorithmic biases, and the
role of Al in the dissemination of misinformation, while fostering a critical
mindset to help identify and reject false health content.

1.2. Towards a More Active Patient Role in Self-Care

In the last decade, patients have acquired a more active and competent role in
their healthcare (Cofreces et al, 2014). In the same way that the internet has
facilitated greater access to health information, technological devices have en-
abled users to exert better control over their own health. These tools provide
individuals with increased confidence in their self-care abilities, allowing them
to monitor their condition in real time and take preventive measures and offer-
ing new opportunities for health outreach and health promotion among citizens
(Alvarez Cordero, 2019).

Technology now enables accurate monitoring of patient health that can
lead to false beliefs about their health status and raise doubts about the judge-
ment of healthcare professionals—or worse, question their diagnosis and make
the wrong decisions for their wellbeing (Campos-Arroyo et al., 2023).

In addition, the easy access to health information and the proliferation of
content on social networks has led to new dynamics in the relationship between
patients and health professionals within the Network Society (Torres-Valdés &
Santa-Soriano, 2014). The ease of consulting symptoms online has boosted de-
pendence on the so-called «Dr. Google» (Lee et al., 2007), impacting on the tra-
ditional forms of interaction during medical consultations.
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As has been warned, this unlimited access to health information—which
is complex and scientific in nature—represents a risk for the most vulnerable
users, who may lack the necessary training to interpret it or to discern be-
tween reliable sources and those offering malicious content (Flores-Gonzalez
etal, 2022).

1.3. The Influencer Patient: A New Health Advocate

For over a decade, social networks have permeated all aspects of society. While
their full impact is difficult to measure, these platforms have become a routine
tool for people facing serious illnesses, playing a crucial role in providing infor-
mation, guidance, and emotional support to patients and their families.

Through personal posts, comments, and support groups, users express
emotions and share experiences (Miller et al,, 2022). Caregivers also frequently
turn to these platforms for information on treatments—a trend that is expected
to grow as younger generations take on caregiving roles. Willis et al. (2023) ob-
served that patients actively form communities on social media, especially
among younger users, where health information is exchanged and mutual sup-
port is offered.

Instagram, owned by Meta, is one of the most popular platforms for
sharing visual content, typically accompanied by accessible, non-technical
language. This makes it especially appealing to digital natives and Gen Z (Iba-
fiez et al, 2023; Gargi, 2024). According to the tech consultancy WindUp
(2025), Instagram offers a variety of formats that have evolved since its crea-
tion in 2010 to adapt to user demands. These include: Stories (ephemeral
posts disappearing after 24 hours); Reels (short, high-impact videos under 60
seconds); IGTV (long-form videos up to one hour) or Live (real-time broad-
casts that foster closeness and trust with audiences). Many of these formats
are used to create content known as «memes», which can go viral among spe-
cific user communities by distorting reality in a humorous or satirical way
(Racioppe & Parraga, 2020).

The 2023 Health and Life study by the insurer AEGON confirms the
growing influence of content creators on healthcare decisions in Spain, where
an increasing number of individuals take medications based on influencer rec-
ommendations—emerging as new opinion leaders in digital health communi-
cation.

The profile of the health-related influencer is highly diverse. It ranges
from qualified healthcare professionals who combine their scientific expertise
with strong communication skills for educational purposes (Sancho-Belinchon,
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2025) to micro-influencers—accounts with modest followings that neverthe-
less build loyal, engaged communities by offering valuable content (Pérez-
Ordéiiez & Castro-Martinez, 2023). Among these are patient-influencers, indi-
viduals who share personal experiences with illness and gain credibility and
high engagement through authentic, first-hand testimony.

Willis and Delbaere (2022), examining the rise of patient-influencers in
the United States, highlighted the ethical concerns around covert persuasive
tactics used by pharmaceutical companies via these profiles. In response, gov-
ernments like that of the USA have begun regulating such practices, requiring
patient-influencers to disclose paid collaborations using hashtags such as #ad
or #sponcon (Chan, 2023; Willis et al, 2023).

In Spain, Royal Decree 444/2024 (known as the «Influencer Law») im-
posed certain obligations on prominent content creators, such as clearly label-
ling advertisements. However, this legislation applies only to influencers with
high earnings or large audiences, excluding micro-influencers and nano-influ-
encers, who constitute the majority of health content (IAB Spain, 2022).

Patient-influencers belong to this latter group, producing valuable
health-related content and interacting closely with their communities (Pérez-
Ordéiiez & Castro-Martinez, 2023). Their followers often regard them as credi-
ble experts on specific conditions, amplifying their impact within digital spaces.

In Spain, both patient-influencers and many patient associations use In-
stagram and other platforms (Seco-Sauces & Ruiz-Collado, 2020) to raise
awareness about conditions such as epilepsy and to combat stigma, favouring
knowledge-based discourse over spectacle (Fung et al, 2020; Wiedicke et al,
2022; Martin-Garcia et al, 2024).

The overall aim of this study is to explore epilepsy-related content on In-
stagram, with a particular focus on the role of patient-influencers as trustwor-
thy health prescribers.

— SO1. To quantify the publication outcomes from various actors who reg-
ularly communicate about epilepsy on Instagram.

— S02.To assess the most common formats and resources used in epilepsy-
related content creation.

- S03. To identify common themes and determine the intent behind con-
tent depending on the type of actor.

— SO4. To determine the impact of communication from these profiles
within their communities.
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2. Methodology

This study focuses on epilepsy as a major chronic condition encompassing all
seizure types or syndromes classified by the International League Against Epi-
lepsy (Beniczky et al, 2025).

1. The first phase involved a literature review to examine existing studies
on the influence of patient-influencers in the management of various dis-
eases, particularly epilepsy. This was conducted using a Boolean search
in the WOS (Core Collection) database with the strategy: «patient influ-
encer» AND «epilepsy». Studies that addressed the phenomenon from a
communication or public perception perspective were included. Those
focused on clinical or biomedical aspects or those lacking reference to the
patient as a communication agent were excluded.

. The second phase employed an inductive methodology to derive general
conclusions from specific case observations. Instagram was selected as
the subject of the case study due to its growth in Spain (CNMC, 2025).
Using the hashtag #epilepsia, profiles were selected based on Instagram’s
own suggestions. The hashtag #epiléptico was excluded to avoid content
that could perpetuate stigma.

Of the initial 20 accounts, 11 were excluded for not having any
posts during the analysis period (from 1 December 2024 to 28 February
2025). During the analysis, one account belonging to a patient-influencer
was added to the sample, as it aligned with the objectives of the study.
The final sample consisted of 10 profiles and 211 posts. The analysis was
complemented by reviewing the 874 comments associated with these
posts, in order to provide context.

. The third stage involved content analysis using both quantitative and
qualitative approaches, following the methodology validated by Martin-
Garcia et al, (2024) for analysing Instagram profiles. The themes were
coded during the analysis process (see Table 1). The data were processed
using SPSS.

Table 1. Content analysis matrix for social media posts

Instagram Account

1. Pharmaceutical laboratory 2. Patient association 3. Vol-

Profile Type

unteer 4. Patient 5. Scientific society

Quantitative Metrics

Number of Followers, Posts, Likes, Comments, Shares

Intention

THEME

1. Clinical advances (surgery) 2. Pharmacological treat-
ments 3. Epilepsy education 4. Healthy habits 5. Disease
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management 6. Patient advice 7. Testimonies 8. Related
events 9. Social inclusion 10. Associative life 11. Other.

TONE (yes/no): 0. Neutral/without tone; 1. Informative; 2.
Empathetic; 3. Educational; 4. Persuasive; 5. Normalis-
ing/visibility-enhancing; 6. Humorous; 7. Grateful.

Format (yes/no) Text / Image-Photo / Video / Reel / Meme
Source: own elaboration.

3. Results

The typological analysis shows that 57% of the accounts correspond to patient
associations (@epilepsiaanpe, @apice_epilepsia, @alceepilepsia, among oth-
ers), which significantly outnumber patient profiles (21.8%), volunteer organi-
sations (12.8%), and pharmaceutical laboratories (8.5%), such as the account
@vivirconepilepsia by the pharmaceutical company UCB Pharma.

Graph 1. Number of posts by profile (n)

lolitoepileptico NG 46
aspe.cyl NN 15
epilepsia_sin_fronteras |GG 27
asadeepilepsia G 7
amade_epilepsia [1IIIEG 7
ugadeepilepsia W 1
apice_epilepsia [INIINGGNN— 27
epilepsiaanpe [INIIIEGEENEN 36
alceepilepsia NG 27
Vivirconepilepsia [IIIINGN 13

Source: own elaboration.

During the period analysed, the distribution of posts was relatively ho-
mogeneous, except for the peak observed between 1 and 15 February, which
coincides with the International Epilepsy Day, celebrated on the second Mon-
day of February.
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Graph 2. Chronological distribution of posts (n)
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Source: own elaboration.

Quantitative metrics indicate that although users tend to «like» nearly all
the posts analysed, they rarely leave comments and even less frequently share
the publications. Statistically (see Table 2), the standard deviation shows
greater dispersion around the mean for «likes» and number of comments.
Therefore, the median is used as a descriptive statistic for the results obtained.

Table 2. Descriptive statistics for profile indicators

Minimum Maximum ‘ Std. Deviation Mean Median
Likes 5 362 47.963 46.06 34
Comments 0 94 10.875 4.14 1
Shares 0 45 4,982 1.78 0

Source: own elaboration.

The calculation of engagement metrics for the analysed profiles (Table 3)
suggests that a higher number of posts does not guarantee a higher engagement
rate. The average engagement rate per profile is very similar to that obtained
during the analysis period: @ vivirconepilepsia: 1.79%; @alceepilepsia: 1.71%;
@epilepsiaanpe: 1.74%; @apice_epilepsia: 1.97%; @amade_epilepsia: 7.32%;
@asadeepilepsia: 2.46%); @epilepsia_sin_fronteras: 3.38%; @aspe.cyl: 2.34%;
@lolitoepileptico: 2.05%. Exception: @ugadeepilepsia: 6.83%, slightly above
average during the study period.

Table 3. Profile metrics and average engagement rate

Follow-
ers

Profile

@vivirconepilepsia 8268 642 895 | 134 | 46 | 1905 | 1.81
@alceepilepsia 1937 | 1142 268 32| 1 384 | 1.69
@epilepsiaanpe 2113 687 628 34| 0| 2827 | 1.64
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@apice_epilepsia 2101 1589 859 46 1 762 | 2.26
@ugadeepilepsia 274 35 106 12| 0 - 4.43
@amade_epilepsia 297 43 58 22| 1 - |7.56
@asadeepilepsia 852 83 292 26| O - |3.18
@epilepsia_sin_fronteras 467 279 406 11 1 325 | 2.49
@aspe.cyl 502 91 221 10| O 329 | 1.98
@lolitoepileptico 3953 | 1127 2900 73| 9| 1625 2.08
n: number x: average | &likes | ¢ Comments | @ Views | E R..: Engagement Rate

Source: Instagram profiles and online engagement calculators:
https://tinyurl.com/mr4a6vrp https://tinyurl.com/bdeyju6e

Regarding the post themes, the most frequent content relates to raising
awareness and providing knowledge about epilepsy (45%) and associative
life (22.7%). At a notable distance, these are followed by testimonies (9%) and
related events (8.5%). Topics such as inclusion, clinical advances, treatments,
and practical advice for managing the disease or for patients have a residual
presence.

The cross-tabulation statistical analysis reveals a statistically significant
and moderate relationship (Cramer's V! =.494; p =.000) between the type of
profile and the topics, with a Chi-squared value (X2) of 154.210 and a signifi-
cance level of p =.000. Nevertheless, the linear association (p =.072) indicates
that this correlation does not imply causality. Even so, some clear trends can
be observed: topics related to clinical advances and pharmacological or surgi-
cal treatments appear almost exclusively in pharmaceutical laboratory pro-
files. Associative life content is primarily published by patient associations.
Testimonies are linked to personal patient profiles and, to a lesser extent, as-
sociations. Volunteers also have a notable presence in disseminating epilepsy-
related content.

1 Criteria for Cramer's V values: 0-0.10: no effect; 0.10-0.30: low effect; 0.30-0.50: moderate ef-
fect; 0.50-1.00: high effect.

2 Criteria for linear association values: 1: perfect positive correlation; -1: perfect negative corre-

lation; 0: no linear correlation.
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Graph 3. Post themes (%)

Others M 5.2
Associative life [INIIIIEGEGNN 2.7
Social inclusion epilepsy W 1.4
Related events [ 8.5
Testimonies [N 9
Advice for patients I 0.9
Advice on disease management M 2.4
Healthy habits Il 2.4
Knowledge generation on epilepsy IS 45
Pharmacological treatments 0 0.9
Clinical advances and surgical...ll 1.4

Source: own elaboration.
The data reveal that the most frequent communicative intentionality in

the sample is informative (86.7%), followed by normalising/visibility-enhanc-
ing (64.9%) and empathetic (52.6%) (Table 4).

Table 4. Intentionality of posts (%)

Intentionality ‘ L) Intentionality
Informative 86.7 | Grateful 28.4
Normalising/Visibility 64.9 | Neutral or unintentional 20.9
Empathetic 52.6 | Persuasive 17.1
Educational 44.5 | Humorous 1.9
Assertive 35.1

Source: own elaboration.

As shown in Graph 4, themes and intentionality are interrelated as fol-
lows:

1. Associative life, epilepsy education, related events, and testimonies are
rarely neutral.

2. Empathy is especially present in posts about epilepsy awareness, associ-
ative life, testimonies, and events.

3. The intent to educate appears in content about epilepsy knowledge and
personal experiences.

4. The normalising/visibility-enhancing tone aligns with posts on epilepsy
education, associative life, and testimonies.
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5. Assertive content (advocacy-oriented) is most common in associative
and event-related posts.

Graph 4. Relationship between theme and intentionality (n)

Neutrality
Assertion 75 Information

55

35
Gratitude Empathy

Humor Education
Normalization/visibilizati .
Persuasion

Clinical advances angrs]urgical treatments Pharmacological treatment
— Epilepsy education Healthy habits

— Tips for managing epilepsy Tips for patients
Testimonials Related events

Source: own elaboration.

In terms of the resources or formats used, text predominates (92.4%),
followed by images or photographs (80.6%). Videos rank next (19.9%), with
Reels close behind in third position (18.5%). Memes appear only marginally,
accounting for a residual presence of 0.9%.

By cross-tabulating the types of formats to determine whether there is a
combined relationship between them, the correlation analysis and the
measures of association corroborate what was expected: there is a statistically
significant (X21= 204.765; p =.000), very strong and inverse relationship (® = -
.985 and a significance level p =.000) between the use of image and the use of
video. Video use is inversely proportional to image use. Similar is the strong (®
=-.970; p = .000) statistically significant relationship between image and reel
(X21=198.374; p =.000). In the case of video and reel use, the analysis indicates
that the reel is statistically highly related to video use (® =.955; p =.000) (X2,
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=192.511; p =.000). Therefore, the null hypothesis of independence between
these formats is rejected.

Graph 5. Cross-tabulation of profile type*Resources used (n)

116
104 Text mImage/Photo mVideo MReel B Meme
42
31

18 15 17 15 19 20 ; 15 15
3 3 6 2
- B - |

Pharmaceutical Patient Association Volunteer Patient

Laboratory

Source: own elaboration.

To verify whether there is a relationship between the type of profile and
the resources or formats used in the contents, a contingency table was created
(Graph 5), the statistical analysis of which shows a statistically significant de-
pendence. To determine whether there is a relationship between the categories
of the two variables, a multiple correspondence analysis was performed, which
indicates that dimension 1 explains 60.1% of the variance, with a Cronbach's
Alpha Coefficient of .834.

Figure 1 and Graph 6 illustrate that «patient association» and «pharma-
ceutical laboratory» profiles tend to use both images and text, whereas «volun-
teer» and «patient» profiles rely more heavily on text.
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Figure 1. Dimension 1. Multiple correspondence analysis
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Graph 6. Joint category type graph
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With respect to total interactions and resource use, the analysis does not
reveal any statistically significant relationship, indicating that the variables and
their categories are independent. However, it is noteworthy that the largest
number of interactions fall within the range of 1 to 80 interactions, followed by
the range of 81 to 161 (Table 5).

Table 5. Cross-tabulation interactions*Resources

Resources

SniSractions
160 142 33 30

1-80 2
81-161 28 22 8 8 0
162-242 2 1 1 1 0
243-323 3 3 0 0 0
324-404 0 0 0 0 0
405-485 2 2 0 0 0

Source: own elaboration.

4. Discussion

The results presented above provide a general overview of the profiles that
publish content about epilepsy on Instagram, achieving the overall aim of this
study and confirming the diversity of sources that assume the role of active
communicators on this social network.

It has been possible to answer SO1 by quantifying the results of the pub-
lications of the different agents who regularly communicate about epilepsy on
Instagram. Thus, associations, laboratories and patient-influencers try to dis-
seminate aspects related to the disease in order to raise awareness and gener-
ate knowledge. Their efforts also seek to normalise epilepsy and combat the
stigma surrounding it, intentionally distancing themselves from the sensation-
alism and morbid fascination often associated with the platform (Fung et al,
2020; Wiedicke et al, 2022).

The analysis revealed a profile that fulfils the role of «patient-influencer»
who, having become a communicator, contributes to the normalisation of epi-
lepsy and emerges as a reliable and close reference point for their followers—
echoing the findings of Martin et al. (2024).

With regard to the resources and formats addressed in SO2, laboratories
present a more polished, professional and homogeneous image in their publi-
cations, with content focused on knowledge and dissemination of the disease.
Nevertheless, the photographs used, probably from image banks, repeatedly
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show a middle-aged white male, which limits the social representation of the
diversity of people affected by epilepsy, which can impact individuals of any sex
or age (SEN, 2023).

Patient associations, for their part, tend to publish in a less professional
and more irregular manner, thus failing to exploit the potential of the channel
(Martin-Garcia et al,, 2024). They prioritise, with images and texts, information
about the life of the association—such as activities, workshops, subsidies, and
care programmes—and promote events and campaigns to raise awareness of
epilepsy on commemorative dates, rather than focusing on scientific dissemi-
nation or personal experiences.

In the field of volunteering, the only account found was @epilep-
sia_sin_fronteras, managed by José Luis Navarrete and affiliated with the Va-
lencian association ALCE. His publications show frequent collaboration with
the Colombian association @familiaspurpura; however, interaction remains
limited.

As for the patient-influencer profile, Andrea Lozano, manager of @loli-
toepileptico, presents herself as a communicator. She tends to combine all for-
mats, standing out for her use of improvised live broadcasts to denounce situa-
tions and shed light on the life of individuals living with epilepsy. Her commu-
nication strategy is based on sharing her personal testimony, speaking openly
with the community, which fosters empathy and interaction among her follow-
ers. For instance, the series of 7 reels where she describes the step-by-step of
the 24-hour Video-Electroencephalogram (VEEG) diagnostic test garnered a to-
tal of 676 interactions.

With respect to SO3, the common themes and the intentionality of the
contents according to the different agents were identified. It is established that
almost half of the publications seek to generate knowledge about epilepsy in
order to help patients. But, in addition, the dissemination of collective cam-
paigns, such as the commemoration of International Epilepsy Day or the 50 mil-
lion steps against stigma campaign, also reveal an intention to raise social
awareness.

The content related to association life—in second position—could be at-
tributed to the high representation of patient associations within the sample (7
out of 10). The cumulative volume of their publications yields a significant out-
come, although it is not fully representative of the actors communicating about
epilepsy on Instagram.

Although testimonies account for only 9% of the posts, a considerable
number of personal stories and shared experiences emerge in the comments.
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This indicates that the experiential narrative encompasses the most relational
levels of interaction, highlighting the social function and the «mirror effect» on
the platform, where patients follow those profiles with which they empathise
and feel identified due to their disease (Mansilla-Moreno et al, 2024; Carretén
& Feliu, 2011).

The laboratories focus their communication efforts on generating health
knowledge about epilepsy, events, healthy habits and, residually, advice on how
to manage the disease. Although it obtains greater participation with open
questions, interaction with users is mainly based on referring them to special-
ists or responding privately. This denotes a superficial informative intention,
which requires clarifications managed outside the channel.

With an informative, educational, assertive, normalising and empathetic
intentionality, patient associations are concerned with generating knowledge
about epilepsy and associative life, such as social assistance, event organisation,
and awareness-raising efforts. Their publications include information on spe-
cific programmes, partnerships, and awareness-raising activities such as Inter-
national Epilepsy Day. In the comments, messages of gratitude and support pre-
dominate, as well as congratulatory remarks and emoticons. However, advice
on how to manage the disease is infrequent, despite the specific interest of the
affected audiences, which could indicate a certain reluctance to create content
without the endorsement of scientific societies.

The @lolitoepileptico profile, meanwhile, is mainly focused on generating
knowledge about epilepsy and testimonies. Its content includes personal expe-
riences, the standardisation of diagnostic tests, demystifying the disease and
raising awareness with workshops in educational settings. It is distinguished
by its approach to epilepsy from a close and empowering perspective, with an
empathetic, informative, educational and normalising tone. Its slogan, «Epi-
lepsy does not control your life, you do», reinforces this positive and overcom-
ing vision of the disease. It also collaborates with expert or specialised profiles
on disability (@eldiscast) and neuroscience (@aledoneuro and @neurosci-
ences). Nevertheless, the inference of any pharmaceutical laboratory is not ob-
served in the content published by this profile, as suggested by Willis and Del-
baere (2022), Chan (2023) or Willis et al. (2023).

Regarding SO4, which seeks to determine the impact of the communica-
tion of these profiles on the community, the analysis shows that the engagement
rate during the period analysed practically coincides with the overall average
of the profile, with a similar impact to the usual one on the account.
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In the profile of the laboratory, the notorious activity in the comments is
usually addressed privately or referred to specialists. The tendency to mascu-
linise and represent older adults could limit the connection with the female or
predominantly young audience of the channel, as suggested by Ibafiez et al,
(2023) and Gargi (2024).

Although the study confirms that patient associations use this medium to
exert influence and generate an impact on the community through their publi-
cations (Carretén & Lorenzo, 2018), the mostly informative nature of their
posts could be minimising the impact among their followers. In the case of the
volunteer-focused profile, conversation is scarce; however, this does not affect
the engagement rate, which reached 3.38% in the period analysed, above the
overall average of 2.49%.

The @lolitoepileptico profile shows a high level of audience engagement,
with an engagement rate of 2.05%. Its 46 posts generate a support network
where followers share experiences and seek advice. With 3,885 interactions—
3,325 likes, 401 comments, and 159 shares—her content resonates meaning-
fully within the community. In the comments, it can be seen that her followers
perceive her as a reliable source of information and a point of reference in the
normalisation of epilepsy. An example of this is a mother who thanks the reels
about the VEEG-24 hours, saying she plans to show them to her son to alleviate
his fear of the test. Furthermore, Andrea Lozano's communication is character-
ised by transparency and closeness, as she naturally informs about breaks in
her daily activity, whether for medical reasons or due to the needs of her epi-
lepsy. These personal disclosures reinforce the bond with her followers and the
support she receives from them, multiplying her impact on the network, as ar-
gued by Pérez-Ordonez and Castro-Martinez (2023).

5. Conclusions

Despite being subject to methodological limitations related to the sample (In-
stagram), exclusion criteria (posts within the analysed period), geographical
scope (Spain), and timeframe (3 months), this study concludes that the con-
tent on epilepsy shared on Instagram originates from a varied typology of ac-
counts that serve as reliable references and foster civic participation in the
development of the eHealth model promoted by the WHO. Overall, it can be
concluded that:

1. The use of the most common resources and formats in the creation of
content on epilepsy differs depending on the type of content creator. Text
is mostly accompanied by images and, to a lesser extent, by video-reels,
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with memes and humour being rare, appearing almost exclusively the ac-
count of the patient-influencer.

. Given that most profiles in the sample belong to patient associations, the

most common themes include generating knowledge about epilepsy and
promoting associative life.

. Profiles with fewer users and lower volume of posts tend to achieve a

higher level of engagement.

These platforms cultivate communities where patients exercise influence
and other users find the support and empathy they need to cope with the
daily challenges of unpredictable diseases like epilepsy, thereby encour-
aging self-care.

Based on this research, several social implications and practical recom-

mendations can be drawn to enhance the digital communication strategies of
epilepsy influencers on Instagram:

Offer a diversified view of epilepsy, showing the different realities in
which the condition manifests, in order to make a wide range of cases vis-
ible —anchored in informational accuracy and empathetic communica-
tion.

Encourage responsible interaction with the audience through varied con-
tent, collaborations with healthcare professionals and experts, and the in-
clusion of personal questions to encourage participation and active lis-
tening by the community. To this end, it is necessary to offer relevant in-
formation and make the disease visible in order to normalise it and re-
duce the stigma associated with it.

Humanise content by combining practical advice for patients with mate-
rials aimed at fostering greater social understanding of this disorder.
Honest testimony, without drama and free of sensationalism, has proven
to be a valuable tool for patient support and social awareness.

Maximise the platform’s potential by leveraging the array of audiovisual
formats available on Instagram to boost engagement, particularly among
its predominantly young user base.

Promote health and media literacy and encourage responsible communi-
cation attitudes endorsed by formal authorities (e.g., scientific societies),
as a means to protect the public and combat misinformation.

Given the limitations of this study, future research could consider the

object of study in other social networks, explore different territorial contexts,
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or apply the methodology to other chronic, rare, or underrepresented dis-
eases that might benefit from greater visibility and normalisation through
these channels.
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