'.) Check for updates

Oral Diseases

WILEY

Leadingin Ora, Maslofacil, Head & Neck Medicine

| orRIGINAL ARTICLE

Non-Profit Organizations Advocating for Head and
Neck Cancer Patients: A Scoping Review

| Camila Barcellos Calderipe? | Felipe Silveira Martins® (2 | Lauren Frenzel Schuch3 @ |
| Manoela Domingues Martins** | Vivian Petersen Wagner!:

Lucas Freitas Carnevali!
Alan Roger Santos-SilvaZ

!Department of Oral Medicine, School of Dentistry, Universidade de Sdo Paulo (FOUSP), Sdo Paulo, Brazil | ?Department of Oral Diagnosis, Piracicaba
Dental School, Universidade Estadual de Campinas, Piracicaba (UNICAMP), Sdo Paulo, Brazil | *Departament of Oral Pathology and Medicine Diagnosis,
Molecular Pathology Area, School of Dentistry, Universidad de La Republica (UDELAR), Montevideo, Uruguay | *Department of Oral Pathology, School of
Dentistry, Universidade Federal do Rio Grande do Sul (UFRGS), Porto Alegre, Rio Grande do Sul, Brazil

Correspondence: Lucas Freitas Carnevali (lucascarnevali@usp.br)
Received: 25 February 2025 | Revised: 20 May 2025 | Accepted: 28 June 2025
Funding: The authors received no specific funding for this work.

Keywords: head and neck neoplasms | nonprofit | organizations | patient advocacy | research funding | self-help groups

ABSTRACT

Purpose: To identify and characterize non-profit organizations (NPOs) from English-speaking countries providing advocacy to
individuals with head and neck cancer (HNC) and critically analyze the multifaceted roles played by these NPOs for patients,
caregivers, healthcare professionals, and researchers.

Methods: A scoping review was conducted through PubMed, Scopus, EMBASE, Web of Science, Google Scholar, ProQuest,
and open databases. The data collected on the NPOs were: information on origin, founder background, cancer types addressed,
mission, and information and services offered.

Results: Twenty-five NPOs were identified, predominantly from the US (n=10/40%) and UK (n=10/40%). Most NPOs
(n=16/64%) were founded by survivors and/or their families. The websites provided diverse information, with over 84% (n=21)
covering risk factors, signs, symptoms, and screening/diagnosis. Common services included educational resources, newsletters,
and patient support groups. Legal advice was also provided but less frequently. All NPOs promoted fundraising; the majority
promoted awareness events, and 40% (n = 10) offered research grant opportunities.

Conclusions: NPOs are vital advocates for HNC patients, offering community support and empowerment. Healthcare profes-
sionals, by being aware of NPOs and their work, can enhance patient support. Additionally, researchers should view NPOs as
essential sources for patient and public engagement, which is increasingly valued by funding agencies.

1 | Introduction

Cancer treatments, whether short-term or long-term, often
come with a range of side effects. For survivors, prevalent
challenges include the fear of recurrence or progression and
experiences of depression (Gotze et al. 2019). Their concerns
extend to their family members who, although they are pillars
of support, share in the anxieties experienced throughout the
treatment and often seek more information about the disease
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and the necessary care to provide support (G6tze et al. 2019;
Dri et al. 2020). Recognizing the multifaceted nature of the
cancer journey, a comprehensive approach that goes beyond
specialized teams is essential. Head and Neck Cancer (HNC) is
ranked as the seventh most common type of cancer worldwide
in 2020, with approximately 890,000 new cases and 450,000
deaths, and individuals diagnosed with HNC often face com-
munication challenges and a lack of representation of their
struggles in society (Dawson et al. 2020). In this context, the
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concept of advocacy is based on the idea of promoting empow-
erment for groups of individuals who are vulnerable in various
aspects, such as HNC patients, by leveraging the power and
influence of more influential groups or individuals to support
their causes and give visibility to their challenges in various
spheres (Dawson et al. 2020).

Non-profit organizations (NPOs) not only provide these sup-
port networks but also extend their roles far beyond. They
serve as crucial funding sources, facilitate collaborations with
research partners, and disseminate scientific information
to patients and caregivers. In addition to educating patients
about what to expect from therapy and how to manage side
effects, support groups promote the sharing of experiences
and mutual encouragement (Griffiths et al. 2009; Jablotschkin
et al. 2022), empowering patients to make informed deci-
sions about treatment and navigate the oncology care system
(Ziegler et al. 2022). The community engagement fostered by
these NPOs also helps break down barriers, countering the
isolation that often accompanies the cancer journey. This
scoping review aimed: (i) to identify and characterize NPOs
that provide advocacy for individuals with HNC; (ii) and to
analyze the multifaceted roles performed by these organiza-
tions for patients, caregivers, healthcare professionals, and
researchers.

2 | Methods
2.1 | Protocol and Registration

The protocol is registered with the Open Science Framework at the
following address: https://doi.org/10.17605/OSF.IO/PHYWF. The
scoping review was conducted following the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses extension for
Scoping Reviews (PRISMASCR) (Tricco et al. 2018).

2.2 | Eligibility Criteria

The inclusion criteria were based on the PCC strategy
(Population, Concept, and Context), as follows: (P) Patients with
HNC; (C) NPOs; (C) English-speaking countries.

The exclusion criteria were as follows: (1) Publications that do
not have full texts available; (2) Publications that are not in
English; (3) Publications focusing on NPOs related to tumors in
other regions of the body; (4) Publications that do not mention
any NPO; (5) Publications focusing on support groups that do
not constitute a complete organization.

2.3 | Information Sources and Search Strategies

Electronic searches were conducted on August 17, 2024, in the
following databases: PubMed, Scopus, EMBASE, and Web of
Science. Gray literature was also searched on Google Scholar,
ProQuest, and open Google. All available publications in these
databases contained a combination of controlled and predefined
medical subject terms (MeSH) and free terms related to HNC
and NPOs, using Boolean operators (OR, AND) to combine the

searches. The predefined terms were adapted to the syntax rules
of each bibliographic database (Appendix S1).

2.4 | Selection Process

The selection of publications occurred in two phases. In the first
phase, the reference management software EndNote was used
to gather references and delete duplicates. In the second phase,
titles and abstracts of all identified articles were read by a re-
viewer (L.F.C.). Subsequently, a full-text reading of the selected
references was performed. Discussions with two researchers
(C.B.C. and V.P.W.) were conducted during the selection and ex-
traction process.

2.5 | Data Extraction

When available, the following data from the NPOs were ex-
tracted from each included article: the name of the NPO, coun-
try of origin, founder background (patient, caregiver, healthcare
professional), year of creation, cancer type, quantitative mea-
sures of impact, mission, type of information provided (risk fac-
tors, signs and symptoms, adverse effects, etc.), use of inclusive
language, services offered (patient support group, newsletter,
research grants, etc.), and presence on other media platforms.
Regarding the type of information and services offered, the data
were categorized as “YES,” “NOT AVAILABLE,” or “YES, sec-
ondary access.” The designation “YES, secondary access” refers
to cases where the information or service was not immediately
available on the main page but could be accessed via hyperlinks
or references to external platforms. These references either re-
directed to partner institutions or to other online environments
maintained by the same NPO, often with a distinct layout and
expanded content, such as educational modules or detailed ser-
vice information. In some cases, the NPO only mentioned the
institution responsible for the service, without providing a di-
rect link.

The publications that only mentioned a NPO, without exploring
details about it, were used as references for the search for the
NPO, either through open Google or directly on the website, if
available in the article.

For the NPOs identified solely through open Google, the same
data were extracted from the found websites. On these websites,
if a partner institution that was also characterized as an NPO was
identified, which had not been found in the publications until then,
it was also included in the search through open Google searches.

After the initial data collection, efforts were made to contact cer-
tain institutions through their communication channels (e-mail
or website) to obtain information that was not found, thereby
enhancing the completeness of the data. Despite these efforts,
some data remained unclarified.

2.6 | Synthesis of Results

The mapped data were synthesized descriptively. Categorical
data were presented in absolute numbers and percentages.
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3 | Results

A total of 840 publications were identified after conducting the
searches in the selected databases. Of these, 689 articles were re-
trieved from the main databases, and after removing 130 dupli-
cates, 559 publications remained. These were screened based on
the title and abstract, resulting in 18 publications being selected
for full-text review. In the end, eight publications were included
in this study. From the gray literature, 151 articles were identified,
of which 23 duplicates were removed, leaving 128 publications for
screening. After title and abstract screening, seven publications
were selected for full-text review, and 0 were included in the study.
Thus, the total number of publications included was eight, which,
in total, led to 10 NPOs. Additionally, through open searches on
Google, more than 15 NPOs were found, totaling 25 NPOs. This
process is outlined in the PRISMA flow diagram (Figure 1).

3.1 | Publications Citing NPOs

The following authors mentioned various NPOs that support
patients with HNC: Chang et al. (2020) cited Thyroid Cancer
Canada. Dawson et al. (2020) mentioned The Throat Cancer
Foundation, which led us to The Ben Walton Trust for being
referenced on its website. Dawson et al. (2020) also included
Head and Neck Cancer Alliance, The Swallows Head and Neck
Cancer Group, and Support for People with Oral and Head and
Neck Cancer. Liu et al. (2020) highlighted the American Head
and Neck Society. Additionally, Lee et al. (2016); Lubek (2018)
and Overman (2009) cited the Oral Cancer Foundation, and
Perros et al. (2012) mentioned the Butterfly Thyroid Cancer
Trust. Finally, Yan et al. (2020) brought attention to both the
Head and Neck Cancer Alliance and the Head and Neck Cancer
Living Foundation.

3.2 | Open Google Searches

After analyzing the NPOs identified by the publications, the
open Google search resulted in an additional 15 NPOs, namely:
Adenoid Cystic Carcinoma Research Foundation, Head & Neck
Cancer UK (HANCUK), Head and Neck Cancer Australia, Head
and Neck Cancer Foundation (Australia), Head and Neck Cancer
Foundation (UK), Head and Neck Cancer Foundation Aotearoa,
Head and Neck Cancer Support Society, Lets Talk About Mouth
Cancer, Mouth Cancer Foundation, Oracle Cancer Trust, Oral
Cancer Awareness Foundation, Oral Cancer Cause, Salivary
Gland Cancer UK, Thyroid Cancer Survivors' Association, and
Thyroid, Head and Neck Cancer (THANC) Foundation.

3.3 | General Features

Twenty-five institutions providing support to individuals with
HNC were identified (Table 1). The most common countries of
origin were the UK and the US, both with 10 (80%) NPOs, fol-
lowed by Australia with 3 (12%) NPOs and, finally, Canada with
2 (8%) NPOs. Patients diagnosed with SCC were the focus of the
majority (n=19/76%) of the NPOs. Thyroid (n =4/16%) and sali-
vary gland cancer (n=2/8%) also had specific NPOs.

The NPOs were created between 1984 (Head and Neck Cancer
Alliance) and 2019 (Head and Neck Cancer Foundation,
Australia). A progressive rise in the number of NPOs was ob-
served between decades, with only one (4%) created in the 80s,
followed by 5 (20%) in the 90s, 5 (20%) between 2000 and 2010,
and 9 (36%) between 2010 and the present time.

Most NPOs were created by survivors and/or their fam-
ily (n=16/64%), followed by clinicians in the field of HNC
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Flow diagram of literature search and selection criteria adapted from PRISMA (Page et al.,2020)

FIGURE1 | Flow diagram of literature search and selection criteria adapted from PRISMA (Page et al. 2021).
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TABLE1 | HNCNPO's general features.

Name Country Cancer type Year of creation
Adenoid Cystic Carcinoma Research Foundation USA Salivary Gland Cancer 2005
American Head and Neck Society USA SSC 1998
Butterfly Thyroid Cancer Trust UK Thyroid 2000
Head & Neck Cancer UK (HANCUK) UK SCC 2017
Head and Neck Cancer Alliance USA SSC 1984/2006
Head and Neck Cancer Australia Australia SSC NA
Head and Neck Cancer Foundation UK SsC NA
Head and Neck Cancer Foundation Australia SsC 2019
Head and Neck Cancer Foundation Aotearoa Australia and New Zeland SSC NA
Head and Neck Cancer Support Society Canada SSC 2018
HNC Living Foundation USA SsC 2013
Lets Talk About Mouth Cancer UK (Scotland) SSC NA
Mouth Cancer Foundation UK SsC 2004
Oracle Cancer Trust UK SSC 2011
Oral Cancer Awareness Foundation USA SSC 2007
Oral Cancer Cause USA SsC 2013
Oral Cancer Foundation USA SsC 1999
Salivary Gland Cancer UK UK Salivary Gland Cancer 2016
Support for People with Oral and Head and Neck USA SSC 1991
Cancer

The Ben Walton Trust UK SsC 1996
The Swallows Head and Neck Cancer Group UK SSC 2010
The Throat Cancer Foundation UK SsC 2012
Thyroid Cancer Canada Canada Thyroid NA
Thyroid Cancer Survivors' Association USA Thyroid 1995
Thyroid, Head and Neck Cancer (THANC) USA Thyroid 2003

Foundation

Abbreviations: HNC, head and neck cancer; NA, not available; NPOs, non-profit organizations; SSC, squamous cell carcinoma; UK, United Kingdom; USA, United

States of America.

(n="7/33%). Some of NPOs were founded by survivors alongside
clinicians (n =3/14%). More information on the founders can be
found on Table S1.

3.4 | Information for Patients

The websites provided a wide range of information for patients,
covering topics from risk factors and screening to open clinical
trials and legal advice (Figure 2; Table 2; Table S2). It was ob-
served that information on risk factors, signs and symptoms, and
screening/diagnosis was the most commonly available, present
on more than 84% (n=21) of the primary websites. While only
16% (n=4) of the NPOs directly provided a list of available clini-
cal trials, a significant number of NPOs (n =10/40%) offered this
information through secondary access. Legal advice was the

least reported type of information, with 68% (n =17) of the NPOs
not providing it either directly or indirectly. Regarding the use
of inclusive language, all the websites demonstrated a moderate
level, presenting clinical and scientific information in a compre-
hensible yet thorough manner (Table S2).

3.5 | Services Offered

In addition to presenting educational content, the NPOs offered
a variety of services (Figure 3; Table 3; Table S3). Based on the
information provided on their websites, 92% (n=23) of NPOs
provided information on how to donate for fundraising, and
80% (n=20) promoted awareness events. Other common ser-
vices included downloadable educational resources and options
to join newsletters or patient support groups (Table 3). Almost

4
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FIGURE2 | Schematic representation of type of information provided to patients in HNC NPOs (pie chart slices do not correlate with frequency,

for this information refer to Table 2).

half of the NPOs (n =10/40%) also offered research grant oppor-
tunities, ranging from academic scholarships to grants of up to
$300,000, with a historic maximum of $600,000 (Adenoid Cystic
Carcinoma Research Foundation—USA).

3.6 | Presence on Other Media Channels

Besides the majority of NPOs presenting an official website
(n=24/96%), the NPOs were present on other media channels
(Table 4; Table S4) such as Facebook (n23/92%), Instagram
(n=21/84%) and Twitter (n=20/80%). Less commonly used
were YouTube and LinkedIn (n=17/68% and n=16/64%,
respectively).

3.7 | NPOs' Impact

The section on “impact” aimed to explore how NPOs (non-profit
organizations) report their activities and reach. However, stan-
dardized metrics were rarely available. In many cases, the cat-
egories used in this review—such as official members, patients
supported, consumers, and awards & accolades—were deduced
from available online information, which was presented incon-
sistently across organizations. To compensate for the lack of
standardization in reporting reach, additional searches were

conducted to identify the number of followers, subscribers, and
members on social media platforms (when the NPO had such
social networks). This data is provided in Table S5. Attempts
were also made to contact organizations directly to gather more
accurate data, and some, such as Salivary Gland Cancer UK,
Adenoid Cystic Carcinoma Research Foundation, and Head &
Neck Cancer UK, provided additional information to comple-
ment the publicly available data. Some NPOs report engagement
in terms of research collaborations and general followers, while
others, like HANCUK or the Head and Neck Cancer Alliance,
provide more direct patient support figures. However, this in-
formation was unavailable for most (n=21/84%) HNC NPOs.
Therefore, these indicators should not be interpreted as directly
comparable measures of impact but rather as illustrative exam-
ples of the diverse ways NPOs operate and communicate their
outreach (Table S6). From the available data, the impact could
be estimated for NPOs such as the Oral Cancer Foundation,
with over 13,000 official members; Head & Neck Cancer UK,
which has supported over 2000 patients; the Mouth Cancer
Foundation, with over 1 million consumers; and the Thyroid,
Head, and Neck Cancer Foundation, whose websites receives
71,000 monthly visitors. Among awards, examples include the
Excellence in Public Service Award, granted by the NIDCR at
the National Press Club to the Oral Cancer Foundation (OCF).
Additionally, OCF was named the Best Small Non-Profit
Organization by Great Non-Profits in 2009.
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TABLE 2 | Availability of information for patients on specific topics.

Yes— Not
secondary  available

Information Yes (n/%) access (n/%) (n/%)
Risk factors/ 21/84 2/8 2/8
prevention
Signs and 21/84 2/8 2/8
symptoms
Screening/ 22/88 1/4 2/8
diagnosis
Treatment 19/76 2/8 4/16
Therapy adverse 16/64 3/12 6/24
effects
Practical mouth 10/40 4/16 11/44
care advice
Open clinical 4/16 10/40 11/44
trials
Scientific 13/52 1/4 11/44
innovation
Legal advice 7/28 1/4 17/68
Patient 17/68 0/0 8/32
experiences

4 | Discussion

This scoping review aimed to investigate NPOs providing sup-
port to individuals with HNC and assess the variety of services
and information they offer. The results highlighted the multi-
faceted nature of these NPOs, revealing that they offer a broad
spectrum of information ranging from risk factors and signs
and symptoms to nutritional and legal advice. They also provide
critical services such as educational resources, support groups,
and research grant opportunities. An inspiring finding from this
study is that most NPOs were established by survivors and their
families, emphasizing the crucial role of lived experience in ad-
dressing patients’ needs.

The literature searches for publications within this topic re-
vealed a scarcity of publications investigating the NPOs that
support patients with HNC. This gap in academic knowledge
highlights the need for further research in this area, both
to better understand the actions of these institutions and to
disseminate their activities to patients, caregivers, and re-
searchers. The adoption of open science practices, which
make research results accessible to everyone, can benefit pa-
tients reading this study, as it addresses this gap by mapping
the NPOs and creating opportunities for them to access their
resources.

Twenty-five HNC NPOs were identified, all located in developed
or developing countries, with 19 (76%) focused on SCC, the most
common type of HNC (GLOBOCAN, 2024), four dedicated to
thyroid cancer, and two addressing salivary gland cancers (one
covering general salivary gland tumors and one specifically for

adenoid cystic carcinoma). Comparing this number to that of
NPOs for more common cancers is challenging due to a lack of
comprehensive literature on NPO distribution. A recent study
of NPOs with annual revenues exceeding $5million found that
breast and pediatric cancers had the highest number of NPOs
(13 each), with breast cancer and leukemia NPOs generating the
highest revenues—$460million and $201 million, respectively
(Kamath et al. 2019). Notably, no NPOs specifically dedicated
to HNC were identified among the 59 types surveyed, high-
lighting significant disparities in cancer type funding (Kamath
et al. 2019). Despite HNC being the seventh most common can-
cer worldwide, issues related to lack of interest and underfund-
ing have been discussed for decades (Fribley et al. 2017). Along
with this, information regarding the annual revenues of these
NPOs is not easily found.

The relatively low number of NPOs for thyroid and salivary
gland cancers (only 6 out of 25) is likely due to the rarer nature
of these cancers. Patients with rare cancers face challenges due
to the lower scientific consideration and financial support these
tumors receive. Examples include incorrect or late diagnosis,
lack of confidence in clinical decision-making by professionals,
and a shortage of accessible therapies (Pillai and Jayasree 2017).
In other words, their rarity often means there are significant
gaps in knowledge, making ongoing research crucial for im-
proving understanding of risk factors, diagnostic methods, and
treatments (Locati et al. 2023). For instance, the Adenoid Cystic
Carcinoma Research Foundation provides a list of open clinical
trials to help patients find precise therapies. Other examples of
good practices promoted by rare cancer-focused NPOs are the
Second Opinion Program, which assists ALK+ lung cancer pa-
tients with financial constraints in obtaining second opinions
from leading specialists, and a Scholarship Fund supporting stu-
dents whose parents have been diagnosed with ALK+ lung can-
cer, both promoted by the ALK POSITIVE Foundation (Barton
et al. 2023).

During the research, difficulties were found in locating some
institutions mentioned in previous publications. Thyroid Cancer
Canada, referenced by Chang et al. (2020), had its website down
with no available information. Similarly, The Ben Walton Trust,
mentioned on The Throat Cancer Foundation's website, did not
have an accessible site, leading us to use data from The Throat
Cancer Foundation. Although it was not possible to determine
whether these organizations have ceased to exist or are under-
going website renovations, they were included in this research
because they met the established inclusion criteria. The Thyroid
Foundation of Canada, also mentioned by Chang et al. (2020),
is an example of an NPO that supports not only individuals af-
fected by thyroid cancer but also those with other thyroid condi-
tions. For this reason, it was not further explored in this study.
However, the work of institutions like this is of great importance
and deserves to be investigated in future research.

Within this same context, it is essential to consider not only
whether NPOs maintain official websites, but also whether
these sites are regularly updated and actively managed. The
consistency of online engagement and the breadth of services
offered are key indicators of an organization's commitment to
community. Based on these criteria—updated content, a wide
range of services, and sustained website activity—some NPOs
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TABLE 3 | Services offered by HNC NPOs.
Yes— Not
secondary available

Information Yes (n/%) access (/%) (n/%)
Patient 11/44 7/28 7/28
support group
Newsletter 13/53 1/4 11/44
Research 10/40 0/0 15/60
grants
Awareness 20/80 0/0 5/20
events
Educational 14/56 5/20 6/24
resource to
download
Guide for 12/48 4/16 9/36
professionals
Helpline 13/52 2/8 10/40
Option to 23/92 0/0 2/8
donate
Shop 7/28 0/0 18/72

Abbreviations: HNC, head and neck cancer; NPOs, non-profit organizations.

o

“ﬁ

| Schematic representation of the range of services offered to patients by HNC NPOs (pie chart slices do not correlate with frequency,

TABLE 4 | HNC NPOs presence on other media channels.
Media channel Yes (n/%) No (n/%)
Youtube 17/68 8/32
Twitter 20/80 5/20
Instagram 21/84 4/16
Facebook 23/92 2/8
Linkedin 16/64 9/36

Abbreviations: HNC, head and neck cancer; NPOs, non-profit organizations.

stand out for offering a more comprehensive set of resources.
Notable examples include the American Head and Neck Society,
the Head and Neck Cancer Alliance, the Head and Neck Cancer
Australia, the Oral Cancer Foundation, and the Thyroid, Head
and Neck Cancer (THANC) Foundation, all of which demon-
strate strong performance across multiple areas, including gen-
eral information, access to clinical trials, research funding, and
support through community groups.

Over 80% of the identified NPOs offer comprehensive in-
formation on risk factors, prevention, screening, diagnosis,
signs, and symptoms related to HNC. Many of these organi-
zations also provide details on treatment modalities, therapy
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side effects, and practical mouth care advice, using inclusive
language to ensure patients fully benefit from the informa-
tion. The most commonly used treatments for HNC are sur-
gical treatment, radiotherapy, and chemotherapy (Machiels
et al. 2020). However, these treatments can result in sequelae
such as functional impairments, esthetic defects, and other po-
tential side effects, all of which can directly impact a patient's
quality of life (Adkins et al. 2024; Brook 2021). Therefore, ed-
ucation during oncology treatment becomes essential. A study
on nurses implementing educational plans found that these
sessions significantly reduced patient anxiety, strengthened
patient-nurse relationships, and provided crucial information
about procedures and their potential side effects (Portz and
Johnston 2014).

NPOs extended their reach beyond website visitors through
various awareness campaigns. 80% of NPOs regularly organize
events like running/walking activities or awareness months,
during which they supply materials for others to conduct their
own cancer awareness campaigns. For example, the Oral Cancer
Foundation promotes Oral Cancer Awareness Month in April
with options such as scheduled screenings at dental offices, of-
fice events, and public events in collaboration with local phar-
macies. While these screening strategies are vital, Continuous
Education Activities (CEA), which were not prominently fea-
tured in this search, are essential for long-term impact. One
notable example is the “Red May” initiative in southern Brazil,
which has been running since 2011. This campaign's education
events have shown that 88.9% of dentists who frequently detect
oral lesions attend these CEA sessions (Braun et al. 2021). Such
initiatives are highly valuable and could be effectively promoted
by NPOs working with general practitioners (GPs) and dentists
in primary care settings, similar to public health systems like
the NHS in the UK.

Peer support groups can significantly aid patients by connect-
ing them with others who share similar experiences. In this
study, it was found that 44% of NPOs offered direct access to
these groups, while 28% provided indirect access, making it one
of the most common services available. A systematic review of
18 publications investigating the effectiveness of mutual sup-
port among cancer patients concluded that peer support groups
significantly improve psychological well-being and resilience,
while reducing depression, anxiety, and fear of disease recur-
rence (Kiemen et al. 2023). Another review examining various
types of support groups found that they positively influence
psychological adaptation to cancer diagnosis and treatment by
reducing feelings of isolation, encouraging healthy habits, and
promoting positive psychological states. They also help patients
reconsider their circumstances and improve their coping strate-
gies (Hoey et al. 2008).

HPV-associated HNC are on the rise, especially among young
people in North America and northern Europe (Chow 2020).
Peer support dedicated to these groups can be beneficial.
Specific support groups for younger patients, such as Young
Tongues (Home—YoungTongues), provide a space for shared
experiences and unique challenges faced by this age group.
These groups help alleviate isolation, provide tailored informa-
tion and resources for young adults, and offer emotional support
targeted at the specific psychosocial issues of this audience. For

example, the Mouth Cancer Foundation selected YoungTongues
as one of the winners of the Support Group Award in 2022, rec-
ognizing the group's work in supporting young patients with
HNC. However, few of the NPOs websites mention this valuable
resource. There is an opportunity for other NPOs to include this
in their additional resources.

Legal advice was the least addressed topic among NPOs, with
only 32% providing this type of information directly or indi-
rectly, and only 12% mentioning Financial Assistance under the
“others” tab of Table S2. Considering that this is an extremely
specific and specialized aspect, not all NPOs need to provide it;
however, patients can be directed to available resources. Triage
Cancer (https://triagecancer.org/, accessed on July 15, 2024) is
a national NPO that provides free education on legal and prac-
tical issues affecting individuals diagnosed with cancer and
their caregivers. A recent study analyzed the development of the
Triage Cancer Conference, conducting a comprehensive pro-
gram evaluation to assess its reach and impact. Its services ex-
tend beyond cancer patients and survivors to include caregivers,
healthcare professionals, employers, and legal experts (Ghazal
et al. 2024). This multifaceted approach aims to mitigate finan-
cial difficulties associated with cancer diagnosis and treatment.
This initiative would not only strengthen the support network
for those affected by cancer but also broaden the reach of educa-
tional and support services offered. All these considerations can
encourage an expansion in the communication network among
the mentioned NPOs, whereby one may provide information
that the other does not possess, and vice versa.

The association between non-profit organizations (NPOs) and
professional societies or academies can offer mutual benefits.
For NPOs, such collaboration may enhance their credibility,
facilitate access to up-to-date clinical guidelines, and promote
integration with the scientific community. For professional
societies, partnering with NPOs represents an opportunity to
broaden the reach of their initiatives, promote evidence-based
health education, and strengthen engagement with patients and
caregivers. However, the findings of this study revealed that
few NPOs explicitly mention partnerships with such institu-
tions. Notable exceptions include the Oral Cancer Foundation,
which refers to the American Society of Clinical Oncology
(ASCO), Association of Oncology Social Work (AOSW),
National Comprehensive Cancer Network (NCCN), American
Dental Association (ADA), American Head and Neck Society
(AHNS), and International Association for the Study of Lung
Cancer (IASLC); and Head and Neck Cancer Australia, which
cites the Clinical Oncology Society of Australia (COSA), Royal
Australian and New Zealand College of Radiologists (RANZCR),
the United Kingdom's National Health Service (NHS), ASCO,
and the National Tracheostomy Safety Project (NHS UK). A few
other NPOs mentioned organizations that support research and
the broader scientific community, although without clearly es-
tablished institutional affiliations. These findings underscore
the importance of encouraging structured partnerships between
NPOs and professional societies as a means to foster stronger in-
tegration between science, clinical practice, and patient support.

Most of the NPOs (n=23/92%) of the analyzed NPOs offer a
tab on their main website where consumers can make dona-
tions through various means. A systematic study evaluating
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https://triagecancer.org/

the effectiveness of patient-activists and allies in fundraising
for Disease Advocacy Organizations found that groups directly
affected by the disease, particularly those connected through
friendship bonds, have higher fundraising potential.
Additionally, the workplace environment proved more favor-
able for fundraising compared to private networks of friends,
due to employees' commitment to their colleagues and em-
ployers, which can be converted into a pro-social asset (Walker
et al. 2023). This finding is relevant for Awareness Months pro-
moted by some NPOs, which enable companies to conduct their
own awareness campaigns using materials supplied by the NPO.
Fundraising opens opportunities for various initiatives, includ-
ing research grants, which 40% of NPOs provide. The Adenoid
Cystic Carcinoma Research Foundation (ACCRF) is an exam-
ple of how targeted investment can transform research into rare
cancers, with an average of eight research projects funded annu-
ally in recent years.

Beyond promoting grants, NPOs have something extremely
valuable: the patients themselves. Patient and public involve-
ment (PPI) is increasingly being incorporated into international
government guidance to improve the relevance of research ques-
tions (Hoddinott et al. 2018). The research world is gradually
changing, placing greater value on the voices of patients. Many
funding agencies now seek this interaction to set research prior-
ities, and NPOs can serve as a crucial link between researchers
and patient groups, ensuring that patient needs and perspectives
are incorporated into research strategies.

This study has some limitations worth mentioning. First, the
analysis focused exclusively on English-language NPOs, which
may have excluded relevant information available in other lan-
guages and resulted in an incomplete global overview. Second,
new developments and additional NPOs may have emerged
since the review was conducted, and these may not be reflected
in the findings. Finally, NPOs that do not have a mention in the
literature or any electronic address may not have been found.

5 | Conclusion

NPOs play a crucial role in supporting patients with HNC, pri-
marily focusing on squamous cell carcinoma. Many of these
organizations are founded by survivors or their families, which
brings a personal and direct commitment to the cause. These
NPOs are essential in educating, providing emotional support,
advancing research, and strengthening the support network, es-
pecially given the scarcity of resources and the need for greater
visibility for head and neck cancer. Finally, through online plat-
forms and social media, they expand their reach, making sup-
port more accessible.
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