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ABSTRACT
Background: Head and neck cancer (HNC) represents a global health issue with signifcant physical, psychological, and social
implications for patients. Netnography, an online research method, ofers a unique opportunity to explore the experiences of HNC
survivors in the digital age. This study analyzes the Instagram posts of HNC survivors to understand their lived experiences, coping
mechanisms, and support networks.
Materials and Methods: A netnographic content analysis was conducted on Instagram posts from 29 HNC survivor users. A
mixed qualitative and quantitative approach was used to identify and interpret patterns and meanings within the textual data.
Results: The analysis revealed 11 key themes. These individuals used their platforms to educate about HNC, sharing personal
experiences to raise awareness of early detection and support newly diagnosed patients. They documented themultifaceted impact
of treatment, including physical and emotional challenges such as pain, disfgurement, and loss of voice. Despite these difculties,
they emphasized the importance of social support networks, including family, friends, and healthcare providers, in their recovery
process. Their posts expressed a range of emotions, from fear and anxiety to resilience and hope, refecting the emotional struggle
inherent in survivorship. They also shared experiences adapting to post-treatment life, including the use of medical devices,
managing physical limitations, and economic difculties. They celebrated small victories and ofered practical advice and
emotional support to others.
Conclusion:HNC survivors use social media to share their experiences, provide support, and advocate for themselves and others.
Their stories highlight the multifaceted challenges of cancer and the importance of resilience, social support, and adaptation in the
recovery process. These fndings underscore the potential of netnography to provide valuable insights into the lived experiences of
HNC survivors, which can inform healthcare practices and support programs.

1 | Introduction

Head and neck cancer (HNC) is a heterogeneous group of ma-
lignancies that includes cancers of the lip, oral cavity, oro-
pharynx, nasopharynx, hypopharynx, and larynx [1]. It is

a prevalent disease and ranks as the seventh most common
cancer worldwide [1]. Its incidence continues to rise, and it is
estimated to cause approximately 325,000 deaths annually [2, 3].
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Although HNC predominantly afects individuals over 50 years
old, recent decades have shown a concerning increase in younger
populations [1]. Historically, tobacco, alcohol, and betel nut
consumption were the major etiological factors [4]. However,
even in regions where tobacco use has declined, HNC incidence
continues to rise, partly due to the growing contribution of
human papillomavirus (HPV), particularly in oropharyngeal
cancers [5, 6]. Treatment for HNC typically involves a combi-
nation of surgery, radiotherapy, and chemotherapy, all of which
are associated with substantial adverse efects. Patients un-
dergoing radiation therapy for HNC experience early and long-
term side efects including mucositis, odynophagia, dysphagia,
dermatitis, xerostomia, osteoradionecrosis, dental caries and
pharyngoesophageal stenosis, among others [7, 8]. Surgical in-
terventions in the head and neck region are frequently invasive
and may be disfguring, leaving lifelong functional and cosmetic
sequelae. These can include altered facial appearance, altered
voice, trismus, impaired chewing and swallowing, and reduced
smell and taste perception [9]. In addition to these physical
burdens, patients commonly experience psychological distress,
including anxiety, depression, and fears related to treatment and
prognosis [10–12]. Collectively, these factors profoundly afect
patients’ quality of life (QoL) [13, 14]. Once treatment begins,
patients face new challenges beyond the immediate efects of
therapy, as theymust adapt to signifcant changes in the way they
eat, communicate, and participate in their daily lives. They also
face signifcant fnancial toxicity, characterized by high out-of-
pocket expenses, fragmented insurance coverage, loss of pro-
ductivity, and difculty returning to work. These fnancial
pressures further exacerbate psychological distress and worsen
overall QoL [15, 16]. The impact of these challenges extends to
the family environment, infuencing caregivers and household
functioning [17].

In this context, peer support networks have been shown to
improve well-being among patients with HNC, but literature
remains scarce [18]. Connecting with others who have faced
similar experiences provides social, emotional, and practical
support to help them to cope with their own situations [19].
However, practical barriers, such as the physical location of
meetings and discomfort with group-based settings, often limit
patient participation in traditional peer support programs [20]. In
this context, social media has emerged as an important alter-
native platform, providing a virtual meeting space where HNC
patients and survivors can access support and information re-
gardless of geographical or logistical constraints [21, 22]. HNC
peer support groups, such as Young Tongues Global, use social
media to share personal experiences and ofer coping strategies
and practical advice for managing treatment-related toxicities
[23]. This content is also valuable for healthcare professionals
and researchers, who can better understand patients’ needs and
concerns. Given the expanding role of these platforms, there is
a growing need to understand the type of information shared by
these channels and how HNC infuencers and followers interact,
including their experiences and knowledge, particularly about
oral toxicities of cancer therapy.

Digital platforms have evolved into vital ecosystems for patient
interaction [24]. Social networks have become key spaces for the
creation of educational and emotionally meaningful content,
where survivors act as infuencers, guiding peers through the
physical and emotional challenges of treatment [25]. Within this

context, analyzing digital interactions ofers a unique lens to
understand how patients communicate their experiences and
share management strategies for oral toxicities. Therefore, this
research aims to analyze the Instagram posts of HNC survivors to
understand their lived experiences, coping mechanisms, and
support networks via a netnographic approach.

2 | Methods

2.1 | Study Design

This study employed a qualitative approach to explore the lived
experiences, coping strategies, and digital peer support networks
among HNC survivors. A descriptive netnographic approach was
used to analyze content shared by HNC survivors–infuencers on
Instagram. Netnography is a qualitative research methodology
adapted from traditional ethnography, designed for the sys-
tematic study of cultures, communities, and experiences
emerging from digital-mediated communication [24]. The de-
cision to conduct this netnography on Instagramwas based on its
active HNC survivor community. Instagram was identifed as the
primary platform hosting the most infuential and engaging
profles dedicated to sharing detailed HNC survival narratives.
Furthermore, the platform’s robust reliance on public hashtags
allowed us to implement a systematic protocol for identifying and
searching for relevant profles. The qualitative component was
grounded in a naturalistic and interpretive-constructivist para-
digm, acknowledging the subjective nature of participants’
narratives [26]. Data interpretation remained close to partici-
pants’ original expressions [27, 28].

2.2 | Participants and Setting

The dataset included publicly accessible content retrieved from
Instagram posts, reels, and associated comment threads authored
by self-identifed cancer survivors. These individuals were rec-
ognized as HNC survivor infuencers due to their sustained
engagement in HNC-related advocacy and storytelling on social
media platforms.

Profles were included based on the following criteria:

- Posts written in English.

- Public Instagram accounts with ≥ 1000 followers.

- A minimum of 50 posts.

- At least one post using the hashtags: #headandneckcancer,
#oralcancer, #tonguecancer, or #laryngealcancer.

Profles or content originating from healthcare professionals,
organizations, or institutional accounts were excluded.

2.3 | Data Collection

Data were collected by two female researchers through non-
participant observation and transcription of posts, reels, and
associated comment threads shared by the included profles. The
time frame spanned from each user’s frst post up to March 2024.
Additionally, quantitative descriptors were extracted and tabu-
lated to describe the sample, including (i) number of posts per
user, (ii) number of followers, (iii) self-reported demographic
information (age andd gender), and (iv) self-reported oncological
history (type of cancer, treatment modalities, and year of
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diagnosis). We followed the standards for reporting qualitative
research, adapting the COREQ checklist criteria where appli-
cable to our netnographic design (Supporting File 1) [29].

2.4 | Data Analysis

The qualitative data were analyzed using thematic analysis. The
analysis process began with thoroughly reading all data to ensure
deep familiarization with the content. Our approach was in-
ductive, meaning the themes and patterns were generated di-
rectly from the collected narratives and not predetermined by
existing theory. In the frst stage, two researchers without prior
expertise in oncology or netnographic studies collected all posts,
reels, and comments, systematically registering them in Excel
and assigning preliminary codes as they progressed through the
material. Subsequently, one male and two female researchers, all
with experience in qualitative research, but not involved in the
data collection and with no prior knowledge of the participants,
conducted a line-by-line reading and refned the coding. Initial
codes were then organized into broader categories, which were
iteratively refned into overarching themes. This process in-
cluded continuous comparisons and peer review among the
researchers to ensure internal coherence within each theme and
clear distinction between them. Thematic frequencies were
calculated to explore the prevalence of patterns across infu-
encers and to assess thematic saturation. Documentation of
coding decisions was maintained throughout. Credibility was
enhanced by including verbatim examples that illustrate
each theme.

For quantitative analysis, numeric and categorical variables were
extracted to examine sociodemographic characteristics, di-
agnoses, treatments, reported toxicities, and thematic content.
Descriptive statistics summarize continuous variables (total
posts, active time, and followers) using means, ranges, and
categorical variables (age group, gender, cancer type, treatment,
and toxicities) with absolute and relative frequencies.

2.5 | Ethical Considerations

This study was conducted in accordance with ethical guidelines
for Internet-based research and the principles outlined in the
Declaration of Helsinki [30]. As the research was based solely on
publicly accessible content from Instagram, without any in-
teraction or direct engagement with users, this study did not
require informed consent from participants, nor formal ethical
approval under institutional guidelines. To ensure confdenti-
ality and respect for participant privacy, no real names, user-
names, or identifying details were disclosed in the publication.
The focus remained on thematic patterns rather than on indi-
vidual narratives.

3 | Results

A total of 29 profles met the inclusion criteria and were ana-
lyzed. Demographic and clinical characteristics are described in
Table 1. Most participants identifed as males (51.7%), followed
by females (44.8%). Nearly half (48.2%) were aged 45 years or less.
The most frequently reported cancer type was tongue cancer
(41.3%) followed by laryngeal (31.0%) and other oral cavity sites
(20.6%). Regarding treatment, most of them underwent a com-
bination of surgery and radiotherapy/chemotherapy (68.9%).

The frequency of all treatment-related complications and
symptoms reported is presented in Figure 1. The most frequently
mentioned symptoms were dysphagia and pain, each reported by
over 70% of the accounts analyzed. These were followed by
phonological complications (65.5%), dermatitis (41.3%), nausea
(34.4%), oral mucositis (31.0%), xerostomia (31.0%), and alopecia
(31.0%). Other symptoms such as dysgeusia (27.5%), coughing
(17.2%), and hearing loss (17.2%) appeared with lower frequency.
While some profles described multiple concurrent complica-
tions, others focused on one or two specifc adverse efects of
cancer treatment.

3.1 | Qualitative Data Analysis

Data analysis resulted in the identifcation of 11 main themes
(see Supporting Table 1): (i) The Journey Through the Struggle:
Navigating Treatment Experiences, (ii) Reinventing Eating:
Nutritional Adaptation as a Form of Survival, (iii) The Trans-
formed Body: Loss of Identity, (iv) Reconstructing the Self:
Transformation of Identity and Self-Image, (v) Day-to-Day
During Cancer Treatment: Resources and Strategies for Oral
Toxicities, (vi) The Emotional Landscape: Navigating Psycho-
logical Complexity, (vii) The Importance of Family Support and

TABLE 1 | Demographics of head and neck cancer Instagram
infuencers (n= 29).

Category n (%)
Gender
Males 15 (51.7)
Females 13 (44.8)
LGBTQ+ 1 (3.4)

Country
United States 17 (58.6)
United Kingdom 7 (24.1)
Australia 2 (6.8)
Canada 1 (3.4)
Thailand 1 (3.4)
United Arab Emirates 1 (3.4)

Age
≤ 45 years 14 (48.2)
> 45 years 12 (41.3)
No information 3 (10.3)

Type of Cancer
Tongue 12 (41.3)
Larynx 9 (31.0)
Other Oral Cavity Cancers 6 (20.6)
Oropharynx 1 (3.4)

Other 1 (3.4)
Treatment
Surgery+ RT/QT 20 (68.9)
Surgery only 5 (17.2)
RT/QT 2 (6.9)
No information 2 (6.9)

Note: RT/QT, radiotherapy and chemotherapy.
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Caregivers During Cancer Treatment, (viii) Long-Term Follow-
Up: Navigating Ongoing Medical Surveillance, (ix) Financial
Burden of Oral Cancer Treatment: Between the Disease and the
Healthcare System, (x) Networks of Connection and the
Transformative Power of Social Support, and (xi) Turning Cancer
sufering into an Educational Mission: Advocacy and Awareness.

3.1.1 | Theme 1. The Journey Through the Struggle:
Navigating Treatment Experiences

Patients documented their experiences with a wide range of
treatments, including complex surgeries such as hemiglossectomies
and mandibulectomies, as well as radiotherapy, chemotherapy, and
immunotherapy. The narratives revealed a deep technical un-
derstanding of their conditions and treatments, often including
detailed descriptions of medical procedures and side efects. Im-
munotherapy emerged as particularly signifcant for patients with
advanced diseases. These individuals shared their physical struggles
transparently, using their posts to chronicle their journey and mark
clear turning points in their recovery narratives:

“Half of my tongue had been surgically removed, and I had fewer
teeth in the back of my mouth” (P1, Female, tongue cancer,
Surgery+ RT/QT).

Others celebrated treatment milestones with optimism and joy:

“Today is my 40th spa treatment which makes it my Ruby
Anniversary! Immunotherapy is keeping me alive and kicking”
(P2, male, > 45, oral cancer, immunotherapy).

3.1.2 | Theme 2. Reinventing Eating: Nutritional
Adaptation as a Form of Survival

The transformation of the relationship with food emerged as
a universal theme. Users described major challenges in chewing
and swallowing, which required the adoption of new nutritional
strategies. Feeding tubes were frequently mentioned as

a temporary necessity, especially when solid or liquid intake was
not possible. They recognized this support as vital for main-
taining adequate nutrition during the most painful stages of
radiotherapy. Pain management was also essential during this
time, with analgesics frequently administered through feeding
tubes due to severe throat pain and difculties swallowing:

“After my oral cancer treatment, chewing and swallowing be-
camemuchmore difcult. Nutrition was of primary importance,
but my ability to eat was compromised” (P1).

Gradual recovery of the ability to eat orally was celebrated as
a major milestone and often shared with enthusiasm. Tran-
sitioning to solid foods and varied textures was seen as
a meaningful step toward normal eating:

“Yesterday I ate a small jelly; it may seem insignifcant, but for
me it was a big victory.” (P3,< 45, Male, tongue cancer, Surgery)

“Been unable to eat so have been given food via tube (which on
many days I didn’t want)” (P4, > 45, Male, tongue cancer,
Surgery).

Many also reported the use of nutritional supplements to meet
their needs when eating normally was not feasible, especially
during periods of pain or swallowing difculty. Diet was adapted
for swallowing difculties with nutritious smoothies combining
fruit, greens, protein powders, and supplements:

“I drink a ‘yummy tummy green drink’ every day: avocado,
banana, greens, lemon, ginger, and protein powder—it’s so
much better than soda and easier to swallow” (P1).

During the recovery period, several patients recommended
avoiding irritating or difcult-to-swallow foods, opting instead
for soft and easy-to-digest options. Chemosensory changes
caused adverse reactions to intense favors such as spices or mint,

68%
68%

65%
41%

34%
31%
31%
31%

27%

17%
17%

7%
7%

Dysphagia
Pain

Phonological issues
Dermatitis

Nausea

Alopecia
Oral mucositis

Xerostomia

Dysgeusia
Coughing

Hearing loss

Caries
Trismus

Oral/functional
Systemic/general

Other H&N

FIGURE 1 | Distribution of symptoms among head and neck cancer patients (n= 29). The chart highlights the variability in the prevalence of these
complications within the sample population.
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leading to a preference for bland foods and increased sensitivity
to the temperature of food and drinks. Even common products
like mint toothpaste became intolerable:

“Chemosensory changes, this could be a strong reaction to in-
tense favors such as spices or mint. after my treatment i prefer to
go with lower or no spice options and very very careful about the
temperature of my foods and drinks even regular mint tooth-
paste” (P5, < 45, female, larynx, Surgery+ RT/QT).

3.1.3 | Theme 3. The Transformed Body: Loss of
Identity

Individuals described multiple forms of physical impact, in-
cluding speech difculties, xerostomia, facial appearance
changes, and hair loss. Their narratives refected complex ad-
aptation processes to functional limitations:

“Used some of my scar tissue to build a z-fap under the front of
my tongue, essentially loosening its tether, improving my speech,
and making my lip and jaw more symmetrical in
appearance” (P1).

“Chemo didn’t take my hair, but radiation took some of it-a two-
inch-wide strip across the naped of my neck” (P5).

Voice was portrayed as an integral part of identity. Its loss was
associated with signifcant communication challenges and
a sense of identity disruption. Written expression through posts
was seen to reclaim lost aspects of the self and reafrm identity:

“My voice may be gone, but my words are still here” (P6, > 45,
Male, larynx, RT/QT).

“Losing one of your 5 senses has to be one of the scariest things,
especially when you can’t explain why” (P7 > 45, Male, tongue
cancer, Surgery).

Following laryngectomy, the body undergoes profound changes that
afect personal identity. Daily routines include caring for a voice
prosthesis and stoma, tasks usually taught by nursing staf but
described by users as painful and challenging. The difculty of
changing the prosthesis, along with the slow and frustrating process
of relearning speech through assistive devices, highlights the
physical and emotional struggle involved. Speech therapy, combined
with breathing and relaxation techniques, provides some support for
restoring vocal function, yet the overall experience refects a signif-
icant transformation in the user’s sense of self and bodily integrity.

3.1.4 | Theme 4. Reconstructing the Self:
Transformation of Identity and Self-Image

Participants described complex processes of personal re-
construction following signifcant physical changes. Narratives
included negotiating altered appearances, using wigs as coping
strategies, rebuilding self-esteem, and integrating the identity of
“cancer survivor”:

“The thought of being ´normal` wearing lipstick and looking nice
for my love was such a distant thought” (P8, < 45, Female, oral
cancer, Surgery+ RT/QT).

“I`m beginning a new season of ´mostly wigs, most of the time
AND I AMSOEXITED! It`s like discovering a newway to change
up my look every single day” (P1).

The use of medical devices and adaptation to physical limitations
were common experiences. Nevertheless, users sought meaning
in this “new normal” and worked to reclaim autonomy:

“I graduated as competent to change my speaking valve—it’s
a small victory” (P3).

“A celebratory walk post feeding tube removal and I`m feeling
great. What a blessed relief it is not to have a foot length of plastic
sticking out of my tummy” (P5).

3.1.5 | Theme 5. Day-to-Day During Cancer
Treatment: Resources and Strategies for Oral
Toxicities

Patients used their social media to share the side efects of oral
cancer therapy and how they managed them, ofering practical
tips for coping. They described multiple complex side efects
impacting their physical health and QoL. Xerostomia (dry
mouth) was common, making speaking and swallowing difcult
and increasing the risk of tooth decay. Good oral hygiene and
fuoride treatments were essential:

“Small sips of water and moisture-mimicking products really
help” (P1).

“Radiation afects my mouth: sores, dryness, and risk of tooth
decay. I do fuoride treatments, brush, and rinse with baking
soda and salt frequently” (P9, < 45, Female, Tongue Cancer,
Surgery+ RT/QT).

Dysphagia and muscle spasms were frequent, occurring not only
in the legs but also in the neck. Massage and exercise helped
relieve symptoms. Trismus was another common challenge,
requiring daily exercises and devices to maintain jaw mobility:

“After surgery, I had muscle spasms not just in my leg, but in my
neck too. Massages and exercise made a big diference” (P9).

“Trismus is tough — my jaw wanted to stay closed after ra-
diation, so daily exercises andmy appliance are a must to keep it
open” (P1).

“My tongue depressors and TheraBite after my frst round of
radiation in 2018. You’ll notice my face, teeth, and voice look
and sound diferent. This is a year and a half before my second
surgery! … I could open my mouth MUCH” (P8).

Radiation burns on the neck required hypoallergenic soaps and
moisturizers:

“Radiation burn on my neck looked like a bad sunburn — gentle
hypoallergenic soap and Aquaphor kept it soft and soothed” (P1).

“My skincare routine became more important than ever after
treatment” (P9).
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“I researched some natural vegan products I could use to care for
my skin… I have been using both daily for the last 3 months
leading up to radiotherapy, during, and beyond. My skin looked
a bit irritated in some photos, but within just under 3 weeks my
skin pretty much completely healed” (P5).

Lymphedema management involved lymphatic massages and
daily exercises to reduce swelling:

“I’m doing daily neck and shoulder exercises to help get things
moving and reduce the fuid buildup” (P9).

Other recommendations included staying active in the hospital,
using exercise rooms even when ftted with drains, and seeking
emotional or psychological support during treatment and re-
covery phases.

3.1.6 | Theme 6. The Emotional Landscape:
Navigating Psychological Complexity

The emotional landscape described was multifaceted, marked by
the coexistence of fear of recurrence and deep gratitude for life.
Users portrayed resilience as a defning trait, often fnding humor
and joy even in difcult circumstances. They did not limit their
narratives to physical sufering, but included the full spectrum of
emotional experience:

“I still get scared that my cancer will come back. Sometimes it
takes a while to fall asleep” (P1).

“I have had some struggles and I still have sometimes when I
break down and lose it. I don’t ever want an ‘I’m sorry for you’ or
any pity… I just want to be looked at for what I have inside” (P8).

While many embraced humor, they did not deny or minimize
sufering. They openly acknowledged difcult emotions and
resisted oversimplifed narratives of constant positivity:

“It’s bloody tough, scary, so much fear, you feel weak, and the
thought of death may be running through your mind 24/7… I felt
so depressed, weak, embarrassed …” (P10, > 45, male, oral
cancer, RT/QT).

Both large and small achievements were celebrated as mean-
ingful steps toward recovery and a return to ordinary life:

“After months without being able to speak, I had my frst real
conversation. It was exhausting, but incredible” (P5).

3.1.7 | Theme 7. The Importance of Family Support
and Caregivers During Cancer Treatment

Participants reported that the journey through cancer treatment
represented not only a battle against the disease itself but also an
emotional and physical challenge that tested the resilience of
both them and their loved ones. They emphasized that the
unconditional support of family, friends, and caregivers helped
them cope with the pain, fear, and uncertainty that accompanied
the diagnosis and the therapy process. This support network was

frequently described as fundamental for managing the emotional
burden of treatment.

“Me and my nurses had a little fun and me and my family and
friends cried and was emotional because they knew the pain,
sufering, hard days, wanting to give up, sickness, weakness,
weight loss, and depression I went through just trying to fght
through cancer and these treatments… thanks to all who pray for
me and I LOVE MY SUPPORT SYSTEM” (P12 , < 45, Male,
larynx, Surgery+ RT/QT).

“Not only was todaymy last radiation treatment (#30), but I had
the most beautiful surprise when I came out and saw my mom,
dad, and brother had traveled all the way to Orlando to con-
gratulate me … Thank you to everyone who has supported me
along this journey…” (P13, > 45, female, tongue cancer,
surgery+ RT/QT).

Additionally, the importance of caregivers was highlighted
during stages when patients need more assistance or are unable
to perform certain tasks, leading other family members to take on
greater responsibilities to support them:

“Amid the pain, uncertainty, and fear, her love and dedication
holdme up. In the fght against cancer, it’s not just the disease we
battle, but also the unwavering care and patience of those who
stand by our side, loving us without giving up” (P7).

3.1.8 | Theme 8. Long-Term Follow-Up: Navigating
Ongoing Medical Surveillance

Follow-up appointments emerged as signifcant events shaping
life after treatment, as they represented not only routine medical
check-ups but also moments flled with uncertainty and fear
about the possible return of cancer. Participants developed
specifc routines around this medical surveillance and shared
strategies to manage anticipatory anxiety, often referred to as
“scanxiety.” The celebration of “clean” results was described as
a ritual of emotional renewal, temporarily easing the worry about
a potential recurrence:

“This morning`s mission is Operation Top Cat. Yes, it`s time for
my scan” (P2).

“CT scan result today shows no evidence of cancer which means
immunotherapy continues to work wonders for me” (P7).

“Too many routine doctor appointments this month. Happy to
report all is good … still kick’ in the ‘big C’s’ ass” (P11, NI,
Female, tongue cancer, surgery+ RT/QT).

“To make a long story short, I had a biopsy done on Tuesday,
and I found out on Friday that I HAVE TONGUE CANCER
AGAIN” (P4).

Medical follow-up was framed as an active responsibility. This
included not only attending medical visits but also adopting
lifestyle changes, managing symptoms, and engaging in personal
monitoring for physical changes.
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3.1.9 | Theme 9. Financial Burden of Oral Cancer
Treatment: Between the Disease and the Healthcare
System

Participants reported that oral cancer treatment represents not
only a physical and emotional challenge but also a signifcant
fnancial burden for themselves and their families. They noted
that they face a healthcare system that lacks the support and
fexibility needed to cover all treatment and rehabilitation needs,
such as disability benefts, specialized equipment, therapies, and
prosthetics essential for basic functions and QoL. This lack of
coverage increases the economic and emotional strain, forcing
them to seek solutions on their own. According to the partici-
pants, this reveals a serious faw in the healthcare system, which
neglects the continuous care required, putting the QoL of people
with HNC at risk:

“This last time has been a nightmare; I have been trying to talk to
social security to be able to get benefts for treatment for the
disability this disease has caused me” (P5).

“But this is just one of many stories I have regarding the lack of
insurance coverage for head and neck cancer rehabilitative
equipment and therapies and required prosthetics for both
quality of life and life in general” (P8).

3.1.10 | Theme 10. Networks of Connection and the
Transformative Power of Social Support

Connection with other cancer survivors was described as espe-
cially meaningful, providing unique validation and un-
derstanding. Online communities on Instagram became vital
spaces for mutual support, transcending geographic limitations:

“The best thing you can do after a diagnosis is GET CON-
NECTED. Find the people who have shared experiences” (P1).

Emotional bonds and expressions of vulnerability were shared in
posts:

“There’s not a day that doesn’t go by that I don’t thank God, The
Universe, the doctors, nurses, my husband, kids, family, friends,
and all of social media … I had no idea at the time, but I can tell
you that your prayers lifted me through the ordeal. They were
and still are so powerful” (P13).

“The supportive comments from you all have truly inspiredme to
keep it together …” (P11).

3.1.11 | Theme 11. Turning Cancer Sufering Into
an Educational Mission: Advocacy and Awareness

Most infuencers turned their painful experiences into platforms
for education and advocacy. Their narratives revealed a com-
mitment to cancer prevention, early detection, demystifcation of
oral and pharyngeal cancers, and promotion of patient resources
and research. Social media was used strategically to amplify these
messages. For many, cancer became an opportunity to educate
others on symptom recognition and early diagnosis. They also
guided newly diagnosed patients by sharing what to expect in
future stages:

“I hope that by sharing my journals and photos, I can help at
least one person who is just beginning this journey” (P10).

“Never ever stop asking questions about your health— you don’t
have to stay with local providers or accept their diagnoses. No
one knows your body like you. Keep fghting” (P7).

Their personal pain was transformed into a tool for preventing
similar experiences in others:

“I hope that by sharing my story, I can help someone not ignore
the signs” (P14, > 45, Male, Oropharynx, NI).

Infuencers recognized the unique reach of digital platforms and
used them intentionally:

“When I make funny videos on Facebook, millions and billions
of people listen—and some of them hear my voice or see my
scars, and they want to know what happened—so they Google
me and get to know my cancer story” (P1).

4 | Discussion

This netnographic analysis of Instagram posts by HNC survivors
ofers a broad view that incorporates patient experience beyond
the clinical setting. The 11 themes identifed demonstrate that
digital platforms function not only as spaces for sharing expe-
riences but also as powerful tools for dissemination, peer support,
and health education. By observing these interactions, re-
searchers and advocacy groups can identify unmet needs that
often go unnoticed during in-person consultations, as social
networks provide an environment where survivors freely express
concerns and coping strategies.

The fndings refect that the impact of HNC transcends clinical
symptoms and extends multidimensionally into daily life, af-
fecting relationships, emotional well-being, and QoL. This aligns
with recent meta-analyses describing how swallowing problems,
voice alterations, psychological distress, and nutritional re-
percussions signifcantly compromise health-related QoL in this
population [31, 32]. Narratives about the treatment process re-
ported invasive procedures—hemiglossectomies, mandibulec-
tomies, and laryngectomies—experienced as deeply
transformative changes. However, the specifc functional impact
varied among HNC subtypes. While complex adaptations were
required across the board, survivors of tongue and oral cavity
cancer primarily described severe limitations in chewing and
swallowing mechanics, whereas laryngeal cancer survivors fo-
cused on the profound challenge of vocal restoration and stoma
care. Consistent with previous studies, dysphagia and pain were
the most frequently mentioned toxicities, followed by mucositis
and xerostomia, complications widely documented in the liter-
ature [33–35].

The analysis identifed fnancial burden as a signifcant challenge
in survivors’ narratives including lack of insurance coverage for
HNC patient rehabilitation and out-of-pocket expenses. These
results are consistent with prior research that has highlighted
this concern as one of the main worries among HNC patients,
even surpassing fear of death [15, 36–38]. However, these f-
nancial strains are not always adequately addressed in current
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care models, which reinforces the need to design specifc support
systems that integrate this dimension alongside physical and
emotional sequelae.

Another central aspect was nutritional adaptation as a survival
strategy. As reported in the literature, persistent xerostomia can
afect more than 80% of survivors and often coexists with dys-
phagia and taste alterations [39]. In line with Crowder et al., posts
showed how supplementation, frequent hydration, and avoid-
ance of certain foods are part of a long-term routine [40]. Eating
was not presented as a return to pre-illness normality but as
a redefned experience, where small advances such as swal-
lowing gelatin or drinking without pain were celebrated as
signifcant achievements.

On the psychosocial level, physical sequelae such as facial dis-
fgurement, alopecia, and voice loss were described. In-
terestingly, distinct patterns emerged based on the tumor
location: survivors treated for oral cancer often centered their
narratives on the visible stigma of facial disfgurement and
scarring, while those with laryngeal cancer narrated the social
isolation resulting from the loss of natural voice. This is con-
sistent with studies linking these sequelae with social isolation,
depression, and impaired QoL [41, 42]. While much of the lit-
erature analyzes these consequences from a clinical perspective,
our analysis reveals how survivors narrate and resignify them in
open digital spaces.

This process of self-reconstruction, also described in another
studies, manifested in actions such as the use of wigs, makeup
routines, prostheses, or deliberate exposure of scars, practices
presented as expressions of identity and resilience [43]. Emotions
—such as fear of recurrence, anxiety, or grief—coexisted with
humor, gratitude, and joy, demonstrating that survivorship is not
a linear path to well-being but a dynamic process of adjustment.
Reintegration into daily life, including returning to work and
recovering social roles, aligned with prior fndings that em-
phasize the need for sustained psychosocial support [44–46].

Family support and the role of caregivers emerged as essential
pillars for coping during and after treatment, reinforcing prior
studies on the importance of close support in this context [47, 48].
Concurrently, many survivors transformed their experience into
an educational and advocacy mission, actively participating in
raising awareness about diagnosis and early prevention, even
supporting peers who may begin their journey. The analyzed
profles demonstrated sustained involvement with established
HNC advocacy organizations, including Young Tongues (which
also inspired the conceptual focus of the present study), as well as
the HNC Living Foundation, Support for People with Oral and
Head and Neck Cancer (SPOHNC), the Head and Neck Cancer
Alliance, and the Oral Cancer Foundation. This transition from
patient to advocate, supported by evidence, showing the value of
peer support in reducing psychological distress, is especially
relevant in the context of HNC, where visible and functional
sequelae heighten the need for empathy and connection [18, 49].

Prolongedmedical and dental follow-up, a transversal element in
the narratives, reinforced the perception of cancer as a chronic
condition and highlighted the need for regular fuoride appli-
cation to prevent dental caries, as well as routine dental checkups
for oral rehabilitation following HNC treatment sequelae [50].
Consistent with another study, surveillance for recurrences was

experienced as a constant priority but accompanied by signifcant
emotional burden, exemplifed by “scanxiety”—a term de-
scribing the anxiety occurring before, during, and after cancer-
related imaging, particularly high during the waiting period
between scan and results [51, 52]. Receiving a “clean” result was
celebrated as a temporary relief, though with awareness that the
threat persists. Nonetheless, such emotional support is often
underrepresented in clinical practice, especially during extended
follow-up, highlighting opportunities to improve care models
and psychological support [53].

Moreover, this study provides important clinical insights by
identifying patient-reported strategies for managing treatment-
related side efects that complement or extend beyond traditional
interventions. Several strategies discussed by patients, such as
dietary modifcations including smoothies or texture-adapted
foods, and the use of portable devices for mandibular re-
habilitation, are supported by prior clinical literature and re-
ceived collective validation through repeated endorsement
within online communities [54–56]. In contrast, other strategies,
including frequent rinsing with sodium bicarbonate and salt for
mucositis, the use of natural or vegan topical products for der-
matitis, and the preparation of homemade beverages in-
corporating fruits, vegetables, and plants as nutritional
supplements, were primarily anecdotal and not consistently
grounded in clinical evidence [57]. Recognition and validation of
these practices in clinical settings may empower patients,
strengthen the therapeutic alliance, and promote active partic-
ipation in health management, which are key factors for im-
proving outcomes and QoL during cancer survivorship [58, 59].
However, some practices reported by patients are not consis-
tently integrated into conventional clinical protocols, largely due
to limited evidence regarding their efectiveness.

In summary, this study shows that the experience of HNC
survivorship is a complex process involving physical adaptation,
identity reconstruction, family and social support, management
of emotional and functional sequelae, and active participation in
digital networks as spaces of support and advocacy. Rather than
replicating prior fndings, this analysis highlights how cancer
survivors narrate and share their experiences in public online
environments, enabling the identifcation of unmet needs and
the exploration of patient-generated strategies to alleviate
symptoms and improve QoL, which could be systematically
evaluated through future research.

Despite its valuable contributions, this study has several limi-
tations that should be acknowledged. First, the analysis relied
exclusively on publicly available content from a single social
media platform, which may limit the diversity of perspectives
captured. The absence of direct interaction with participants
precluded opportunities to clarify context or explore underlying
meanings; therefore, future studies could incorporate qualitative
methods such as interviews or focus groups to deepen in-
terpretation. In addition, the sample size and its representa-
tiveness across diferent HNC types and their relative prevalences
could not be fully assessed, potentially afecting the generaliz-
ability of the fndings. Participants were predominantly from the
United States and the United Kingdom, with limited represen-
tation from other countries. Diferences in healthcare systems,
access to services, and supportive care practices across countries
may therefore have infuenced patient experiences and the

8 of 11 European Journal of Cancer Care, 2026



strategies reported. Future research should address these limi-
tations by including multiple platforms, larger and more diverse
samples, and contextual clinical and geographic data.

Likewise, investigating how to efectively incorporate patient-
reported practices and resources into integrated, personalized
HNC clinical care models would be relevant; a growing body of
research demonstrates that systematic collection and integration
of patient-reported outcomes can improve symptom manage-
ment, care personalization, and patient–clinician communica-
tion [60–62]. The results also highlight the need to strengthen
healthcare professional training and awareness in the compre-
hensive management of patients with HNC, encompassing
emotional, social, and economic dimensions of care, a need that
has been reported in previous studies highlighting substantial
psychosocial and supportive care gaps among survivors [63–65].
The growing use of digital platforms—including social media
communities (e.g., Facebook groups, Instagram, Twitter) and
other online forums—as spaces for support, information-seeking,
and self-management among cancer survivors suggests that
collaboration between researchers, clinicians, and virtual com-
munities is particularly critical in HNC care [66, 67]. Unlike
other malignancies, HNC survivors often face speech impair-
ments and facial disfgurement that create barriers to traditional
in-person or synchronous support [22, 68–70]. Digital platforms,
therefore, are not merely convenient alternatives but critical
spaces that allow these patients to communicate without the
pressure of verbal articulation or real-time visual exposure, fa-
cilitating social reintegration in ways that clinical settings often
cannot.

5 | Conclusion

This netnographic study examined how HNC survivors use
Instagram to narrate their lived experiences, share coping
strategies, and build peer support networks beyond the clinical
setting. The fndings demonstrate that survivorship is experi-
enced as a multidimensional process involving physical adap-
tation, identity reconstruction, emotional regulation, and
sustained social engagement. Survivors used digital platforms not
only to document treatment-related toxicities, such as dysphagia,
xerostomia, voice loss, and facial disfgurement, but also to ex-
change practical self-management strategies, including dietary
modifcations, oral hygiene routines, rehabilitation devices, and
approaches to managing anxiety and social reintegration. These
patient-generated practices, together with peer-led emotional
support and advocacy eforts, highlight the value of digital spaces
as complementary environments where experiential knowledge
is produced and shared. By making visible the everyday chal-
lenges and resources used by survivors, this study contributes to
a deeper understanding of HNC survivorship and identifes areas
where future research may systematically evaluate patient-
informed strategies to better support QoL after treatment.
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