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Mouth cancer, a serious and often life-changing condition, has become an increasingly
urgent health concern in the UK. Affecting the lips, tongue, cheeks, tonsils and other areas
of the mouth, it is the 10th most common cancer in the country. Latest figures reveal that
10,825 individuals are diagnosed with mouth cancer annually, and the condition claimed an
estimated 3,637 lives last year. Over the past decade, cases have risen by more than a third
(38%), highlighting the pressing need for greater awareness and support for those impacted
by this disease.

The Mouth Cancer Impact Report: From Diagnosis to Daily Life presents insights from mouth
cancer survivors across the UK, providing a comprehensive view of their experiences. This report
delves into the realities of living with and beyond a mouth cancer diagnosis, exploring critical
aspects such as diagnosis, treatment, diet and nutrition, relationships, mental health, financial
implications, and aftercare.

Through these testimonies, this report sheds light on the profound physical, emotional, and
financial challenges faced by those affected. It also highlights the resilience of survivors and
identifies areas where more support is urgently needed, offering valuable perspectives for
healthcare providers, policymakers, and the broader community.

By understanding the full impact of mouth cancer, this report aims to drive meaningful change,
ensuring that no one affected by this devastating disease feels unsupported or unheard.

KEY FINDINGS INCLUDE

Delayed diagnosis Is common and harmful: Over half of mouth cancer cases in the UK
are diagnosed at stage IV. Nearly half of patients did not receive a specialist referral at
their first appointment, and some waited over a year for a confirmed diagnosis. 71% of
respondents believed the delay impacted treatment outcomes.

Treatment comes with severe and lasting side effects: Surgery, the most common
treatment, often leading to scarring, movement and speech issues, and self-esteem
challenges.

Eating and nutrition are impacted severely: 60% experienced major dietary changes.
Older patients were disproportionately affected, and many rely on supplements or food
texture modifications.

Mental health burden is high - yet support is scarce: 98% of respondents reported
negative impacts on emotional well-being. Anxiety, depression, and sleep issues were
prevalent. Despite this, only 7% were accessing mental health support at the time of the
survey.

Relationships and social confidence were heavily impacted: Mouth cancer often led to
changed dynamics in romantic, family, and friend relationships, both positively (increased
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Financial strain Is widespread: 70% reported a negative financial impact,

with costs arising from dental treatment, travel, dietary needs, and loss of income. 60%
reported an effect on savings and future financial planning. Younger patients and women
were more likely to experience severe financial stress.

Aftercare for many is inconsistent and inadequate: Nutrition, mental health support,
dental care, and speech therapy were cited as top needs. However, mental health and
physiotherapy support were under-provided. Many patients had to find care on their own
due to limited signposting. Only 24% said aftercare significantly improved their quality of
life; 14% saw no benefit at all.
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This report presents a detailed overview of 94 cases of mouth cancer, reflecting the diversity
of patient demographics, geographic locations, treatment facilities, and affected sites within
the oral cavity.

The data spans from 1995 through 2024 and provides insight into the clinical landscape of
mouth cancer in the UK, highlighting age trends, hospital involvement, and the progression of the
disease.

GENDER

The gender breakdown of the participants is 57% females and 43% males. This contrasts with
UK-wide statistics where 67% of mouth cancer cases are diagnosed in men, and 33% in women.

AGE

The ages of the individuals in this dataset vary significantly, with the youngest patient being just
29 years old, and the oldest patient at 85 years. The majority of the cases fall within the 60-69
age range, which accounts for 23% of all participants. A number of patients are in their 50s and
60s, which is a common age group for the diagnosis of mouth cancer. However, the dataset also
reflects the presence of mouth cancer in younger patients.

While the data includes a wide age spectrum, the frequency of cases increases significantly
as patients enter their 50s and 60s, with many individuals receiving diagnoses in their later
yvears. This trend is often indicative of prolonged exposure to risk factors. However, age of
diagnosis could also be linked to genetics, weakened immune systems, and the longer latency
periods often associated with mouth cancers and the potential for delayed detection in older
populations.

YEAR OF DIAGNOSIS AND TRENDS OVER TIME

The data spans a wide range of diagnostic years, from the earliest cases recorded in 1995 to

the most recent in 2024. However, a considerable proportion (56%) of cases were diagnosed
between 2020 and 2024. This could reflect shift in more patients accessing support groups post-
diagnosis, or even a greater avdailability of support groups themselves.

The report’s emphasis on more recent cases may be influenced by the higher prevalence of
mouth cancer among older individuals and the impact of survival rates, which vary between 18%
and 57% over ten years, depending on the cancer’s location and stage at diagnosis.

GEOGRAPHIC DISTRIBUTION AND HOSPITAL INVOLVEMENT

Geographically, the dataset reflects a wide spread of cases across the UK. Cities such as
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Liverpool, London, Manchester, and Birmingham feature prominently, with several Action

patients receiving treatment at major urban hospitals. Oral Health Foundation

Many hospitals across the UK appear in this dataset, reflecting a mix of local and regional
facilities as well as national centres. Noteworthy institutions include the Royal Surrey, Aintree
University Hospital, and James Cook University Hospital, all of which are frequently mentioned
and are associated with the treatment of multiple patients. The Royal Marsden Hospital, known
for its expertise in cancer treatment, is also highlighted as the centre for treatment in several
cases. Additionally, smaller regional hospitals, such as Cumberland Infirmary and Queen Victoria
Hospital in East Grinstead, provide care to patients, demonstrating that mouth cancer treatment
is accessible across a broad range of settings, from local clinics to specialised cancer treatment
centres.

The frequent occurrence of multi-hospital treatment plans, particularly for patients dealing

with recurrent or complex cases, also indicates a collaborative approach within the healthcare
system. Some individuals, for example, received initial treatment at one hospital but later visited
specialist centres for things like advanced therapy.

OMISSIONS

For the purposes of this report, 11 cases were excluded as they involved individuals receiving
treatment outside of the UK, specifically from the USA, Canada, and Australia. While this data
offers valuable insights for global perspectives and comparisons, this report is focused

solely on the experiences of mouth cancer patients within the UK, ensuring a more relevant and
localised analysis of the condition and its treatment in the UK context.
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The diagnosis stage of mouth cancer is a critical period that significantly influences treatment
outcomes and patient well-being.

In the UK, mouth cancer is often diagnosed at a later stage, with more than half of all cases
identified at stage IV, when the cancer is most advanced. This late diagnosis can severely
impact the effectiveness of treatment and overall survival rates.

Understanding the intricacies of the diagnosis process is crucial. Factors contributing to delays
and their impact on patient outcomes highlight the importance of timely referrals, efficient
diagnostic procedures, and increased awareness among healthcare professionals and the
public. Addressing these issues is essential to enhance early detection rates and improve the
quality of care for those affected by mouth cancer.

CANCER SITES AND AFFECTED AREAS

The most commonly affected site of mouth cancer in this dataset is the tongue, which appears
in over 50% of cases. This is consistent with broader trends in the incidence of mouth cancers,
where the tongue is frequently implicated due to its high exposure to risk factors such as
smoking and alcohol consumption. Another common site is the tonsils, which appear alongside
lymph node involvement in several cases. The jaw also emerges as a notable site, particularly
among patients diagnosed at older ages, where cancer may have spread to or involved the

bone.
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There are also a significant number of cases involving the floor of the mouth, Cancer
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parotid gland, soft palate, and the cheeks, though these are less frequent Oral Health Foundation

than tongue or tonsil cancers. The variety in the sites of cancer highlights the
complex nature of mouth cancers and their ability to spread across multiple areas, often making
treatment more challenging.

RECURRENT AND MULTI-SITE CANCERS

A noteworthy aspect of the dataset is the recurrence of cancer in several patients. For some,

the initial diagnosis was followed by multiple rounds of treatment. For instance, one patient, had
multiple diagnoses over the span of several years, with cancers occurring at different sites in the
mouth, including the upper gum, lower gum, palate, cheeks, and floor of the mouth. This reflects
the tendency of mouth cancers to recur, especially when they are not detected early or if they
are associated with high-risk factors.

In addition to recurrence, multi-site involvement is a common feature. These cases underline the
complexity of mouth cancer and the need for comprehensive, multi-disciplinary treatment plans
to address cancer that has spread beyond its primary site.

REFERRAL TO A SPECIALIST

Among interviewees, 53% reported receiving a referral

to a specialist during their initial appointment, while 47%

did not. This indicates that just over half of the individuals
were referred to a specialist, suggesting a relatively high

level of specialist involvement in the early stages of care.

However, the significant proportion (47%) who did not
receive a referral may highlight inconsistencies in how
initial concerns are addressed or a potential lack of access
to specialist services in certain areas. This underlines the
importance of ensuring that all patients with concerns

are‘?roperly oss'essed ?nd referred w.hen necessary to Referred -to a

facilitate early diagnosis and appropriate care. _ . .
specialist at their

TIME FROM INITIAL APPOINTMENT TO CONFIRMED MR :

DIAGNOSIS initial appointment.

The NHS guidelines for cancer waiting times specify that
patients should receive a confirmed diagnosis within 28 days of an urgent referral, with 95% of
patients expected to be seen within this timeframe.

In this dataset, 45% of participants received a diagnosis within one month, which aligns
well with the NHS standard for urgent cancer referrals. However, the data also reveals that a
significant proportion of participants faced longer waiting times, with 37% reporting diagnoses
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within two weeks and 15% waiting up to three months, which exceeds the NHS %an.cer
guideline of 28 days. ction
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Moreover, 7% of participants experienced delays of up to six months, and

5% had to wait over a year, which significantly exceeds the NHS target. These extended wait

times indicate that, in some cases, there may be delays in diagnosis that could affect patient
outcomes. While the NHS aims for prompt diagnosis and treatment, this data suggests that some
individuals may face challenges in accessing timely care, highlighting the need for improvements

in referral processes and resource allocation to meet national cancer waiting time targets.

40
(/2]
O
¢
s 30
Q
[72]
2
€
s 20 M
S
5 8
2 10 6
] : ()
Two weeks Uptoone Up to Up to six Upto Over one
month three months one year year

SOURCES OF REFERRAL

In the dataset, the majority of participants were referred to a specialist by a GP or a dentist, with
a smaller proportion referred by AGE or other healthcare professionails.

According to NHS guidelines, referrals for suspected cancer are typically made by a GP or dentist,
depending on the patient’s symptoms. GPs are generally the first point of contact for individuals
presenting with symptoms that may suggest cancer, and dentists are responsible for referring
patients who exhibit oral symptoms that may indicate mouth cancer.

The high proportion of referrals from dentists aligns with the role they play in identifying oral
health issues and potentially detecting mouth cancer early. However, GP referrals are also
significant, which reflects the broader role of GPs in diagnosing and referring patients with
various types of cancer. AGE referrals are less common, but they may occur in more urgent or
acute situations.

IMPACT OF DIAGNOSIS DELAY ON TREATMENT OUTCOME

A significant proportion of participants reported that a delay in their diagnosis affected the
outcome of their treatment. Approximately 37% of respondents indicated that the delay had a
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definite impact on their treatment, while 34% were uncertain but acknowledged Cancer
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a potential impact. Oral Health Foundation

Meanwhile, 29% of participants felt that the delay had no effect on their

treatment outcomes, suggesting a varied experience among patients. The data underscores
that timely diagnosis is crucial for effective treatment and highlights the need for improved
diagnostic processes to ensure better outcomes for patients. Addressing these delays could
significantly enhance the prognosis and quality of care for those affected by mouth cancer.

SATISFACTION WITH HOW CONCERNS WERE HANDLED BY HEALTHCARE PROFESSIONALS

The majority of participants expressed satisfaction with how their concerns were managed

by healthcare professionals. 72% of respondents reported being very satisfied or somewhat
satisfied with the handling of their concerns. Of these, 59% were very satisfied, indicating a

strong level of approval regarding the care and attention they received.

However, there was a notable minority of 28% who were somewhat dissatisfied or very
dissatisfied with their experience. 8% of participants expressed very dissatisfied responses,
which suggests that some patients felt their concerns were not addressed adequately,
potentially due to delays, miscommunication, or perceived lack of thoroughness in care.

This generally positive response aligns with the NHS’s focus on providing patient-centred care,
but the dissatisfaction expressed by a significant minority highlights the need for continued
improvements in patient communication, timely responses, and ensuring all concerns are
addressed effectively.

CONCERNS AND WORRIES

A significant proportion of participants reported various concerns after being diagnosed with
mouth cancer. The fear of
death was the most prevalent
worry, expressed by 46%

of respondents, reflecting

the gravity of the diagnosis.

Satisfaction
with how concerns
Telling family and friends was were addressed
a major concern for 43% of
participants, indicating the

difficulty of breaking the news

@ \erysatisfied

- Satisfied
to loved ones. Explaining
the diagnosis to children @ Neutral
was a concern for 28% of Dissatisfied
respondents, underscoring ] o
Very dissatisfied

the challenge of discussing
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serious health issues with younger family members. Action
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Getting support with physical health was a worry for 29% of participants,

highlighting the need for adequate physical health support during treatment. Providing for family
financially was a concern for 25% of participants, while 23% were worried about getting financial
support. The need for mental health support was also highlighted by 23% of respondents,
indicating the psychological toll of the diagnosis.

The fear of leaving behind children was expressed by 35% of respondents, highlighting the
emotional impact of the diagnosis on family dynamics. Paying mortgage or rent was a worry

for 18% of participants, emphasising the importance of maintaining housing stability during
treatment. Job security was a concern for 13% of respondents, reflecting the anxiety about
maintaining employment during and after treatment. Funeral arrangements were a worry for 5% of
participants, highlighting the practical considerations that come with a serious diagnosis.

Fear of death

Telling family/friends
Leaving children
Health support
Explaining to children
Providing for family
Mental health
Financial support

Paying mortgage or rent

Job security ' 13

Funeral arrangements

10 15 20 25 30 35 40 45

Participant responses

This data underscores the multifaceted impact of a mouth cancer diagnosis, affecting not only
physical health but also emotional, financial, and social aspects of patients’ lives. Addressing
these concerns through comprehensive support systems could significantly improve the overall
well-being and quality of life for those affected.

CONCLUSION

The diagnosis of mouth cancer plays a pivotal role in shaping both treatment outcomes and the
overall well-being of patients. As this data has illustrated, delayed diagnoses remain a significant
issue, with many patients receiving care at advanced stages where treatment options are limited
and prognosis is often poor. While referral to specialists is common, the fact that nearly half of
patients do not receive early specialist care signals a potential gap in the healthcare system,
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underlining the need for more timely and thorough assessments. Action
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Moreover, the diverse sites affected by mouth cancer and the prevalence of

multi-site involvement highlight the complexity of the disease. This, coupled with the high rates of
recurrence, emphasises the necessity for comprehensive, multidisciplinary treatment strategies.
Patients’ experiences of delays in diagnosis and treatment, coupled with their concerns - ranging
from fear of death to financial instability - demonstrate the far-reaching emotional and practical
impacts of the disease.

The positive feedback from the majority of participants regarding their care is encouraging;
however, the dissatisfaction expressed by a notable minority suggests there is still room for
improvement in communication and care delivery. Ultimately, a more efficient, compassionate
approach to early diagnosis and patient support could not only improve clinical outcomes but also
provide much-needed relief for those navigating the profound challenges of mouth cancer.
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Mouth cancer can lead to a challenging and multifaceted treatment journey that involves
various medical interventions, including surgery, radiotherapy, and chemotherapy.

Each treatment has its own set of challenges, both in the short term and long term, and
understanding these is essential to providing patients with the necessary support during their
recovery.

TREATMENT METHODS: PREVALENCE AND IMPACT

Based on survey dataq, surgery is the most common treatment method for mouth cancer,
with 78% of respondents undergoing this approach. Radiotherapy follows closely, with 67%
of patients reporting that they received this treatment. Chemotherapy is used by 45% of
participants.

These figures demonstrate the prevalence of these treatment options among mouth cancer
patients, but it’s important to note that many patients undergo more than one treatment. In fact,
36% of respondents experienced only one treatment option, while 64% had a combination of
two or more treatments. Notably, 27% of all respondents had a combination of chemotherapy,
radiotherapy, and surgery to manage their mouth cancer.

Chemotherapy

45%

Radiotherapy

67%

Surgery

719%

WORRIES HEADING INTO TREATMENT

While each treatment offers hope, the path to recovery is fraught with uncertainty and concern.
Many patients express specific worries heading into treatment, the most common being the
potential aftereffects from their treatment.

A significant 42% of patients expressed concerns about long-lasting changes in their
appearance, speech, and swallowing abilities. Another prevalent worry is the fear of not
returning to life as it was before cancer, which affected 38% of respondents. This adjustment to
a “new normal” can be daunting for many patients.
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Learning how to speak again is a primary worry for 34% of patients. In Action

comparison, 37% expressed concerns about relearning how to eat again. These ~ Or?! Health Foundation
physical challenges are often exacerbated by a deep-rooted fear that cancer

may return. In fact, 43% of patients reported worrying about the possibility of a recurrence, leaving
them with a sense of ongoing anxiety despite completing treatment.

Additional concerns included the fear of never feeling like oneself again (25%), as many patients
struggle to adjust emotionally to their post-treatment lives. A further 31% of respondents dealt
with memory issues and a lack of energy, which often led to frustration and fatigue. For some,
restricted mobility or loss of function (28%) was a significant concern, particularly with changes
in movement or taste. Pain (22%) and the possibility of developing neck dissection openings or
stomas (19%) were also troubling for many patients.

These worries were compounded by the emotional strain of not knowing if life would ever truly
return to normail, as reported by 39% of respondents.

SIDE EFFECTS OF CHEMOTHERAPY

Chemotherapy is a vital treatment for mouth cancer, but it also has a variety of side effects

that can significantly impact a patient’s quality of life. The survey data reveals that tiredness

or weakness was the most commonly reported side effect, affecting around 85% of patients.
Nausea and sickness followed closely, impacting 75% of participants, and 70% reported appetite
loss. Other common complaints included dry mouth and changes in taste, which affected 60% of
patients, often making eating and drinking a challenge.

40 39

Most common
answers

Number of participants

Tiredness Nausea Drymouth Change Constipation Mouth Lossof Hairloss Neuro-
in and/or ulcers appetite pathy
taste diarrhoea
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Half (50%) of patients experienced hair loss, and 45% reported mouth sores, ACthn

which caused pain and discomfort. Gastrointestinal issues such as constipation ~ ©r?! Health Foundation
or diarrhoea were reported by 40% of participants, while 35% experienced

an increased risk of infection. Neuropathy, including numbness or tingling in the hands and feet,
affected around 25% of patients. A smaller proportion, 20%, reported experiencing tinnitus or
hearing loss, and 15% had difficulties with fingernails or eyebrow/eyelash regrowth.

These side effects, though temporary for many, are often severe enough to disrupt daily life. Some
symptoms, like fatigue, difficulty swallowing, and increased sensitivity in the mouth, persisted
even after treatment ended, requiring ongoing care and management.

SIDE EFFECTS OF RADIOTHERAPY

Radiotherapy is another cornerstone of treatment for mouth cancer, though it is associated with
its own set of side effects. Tiredness or weakness was the most prevalent side effect, affecting
around 70% of patients. Skin problems, such as redness, irritation, and peeling in the treatment
areq, were reported by 60% of patients. A sore mouth and throat, which made eating, speaking,
and swallowing difficult, was experienced by 58% of participants.

Dry mouth was also common, affecting 55% of patients, and thick, sticky saliva was a concern
for 50%. Almost half (47%) reported pain in the mouth and face, while 42% reported nausea or
sickness. Appetite loss was also an issue for 39%, and 35% of participants experienced hair loss.
A change or loss of taste, reported by 33%, diminished the enjoyment of food for many patients.
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Late side effects of radiotherapy often include long-term complications such Action
as an increased risk of tooth decay (50%), difficulty swallowing (40%), and Oral Health Foundation
stiffness in the jaw, neck, or shoulders (35%). Lymphoedema (swelling in the

head and neck) was noted by 30% of patients, while some reported issues such as trismus
(difficulty opening the mouth), fatigue, and osteoradionecrosis (bone damage). These side effects
may require long-term management and can have a lasting impact on the patient’s daily life.

SIDE EFFECTS OF SURGERY
Surgery plays a critical role in mouth

How surgery
for mouth cancer
affected patients

cancer treatment, but it also brings
its own set of challenges. Many
respondents reported physical and
emotional difficulties, particularly
in relation to scarring, facial ‘ Movement

disfigurement, and the impact on Muscle stiffness

self-esteem. Functional difficulties . Speech
related to eating, speaking, and ] o
@ Eating and drinking
movement were also commonly
Other

reported.

The survey data revealed that 45%

of patients experienced movement

difficulties, such as muscle stiffness and mobility challenges. Speech issues were reported by
41%, and 56% of patients faced challenges with eating or drinking after surgery. Trismus, or
jaw stiffness, was reported by 12% of participants, while 23% indicated that surgery negatively
impacted their self-esteem, primarily due to visible scarring.

IMPACT OF SURGERY SCARS ON PATIENTS

Surgery scars are a constant
reminder of the battle with cancer,
but they also carry emotional weight.
About 38% of respondents reported
that their scars negatively impacted
their self-esteem. Many patients

also experienced increased skin
sensitivity or altered skin texture

around their scars, with 43%

reporting this issue. In some cases,

scars led to physical complications, Self-esteem Skin texture
such as breathing difficulties . .

or incomplete tissue healing, lmpaCted by ImpaCted by
experienced by 11% of patients. surgery scars. surgery scars.
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Interestingly, some patients found that their scars became less noticeable over Action
time, with 17% reporting that their scars faded, leading to less emotional distress, ©' Health Foundation
A smaller portion of respondents (21%) used interventions like scar massage to

improve the appearance of their scars, which many found helpful in both reducing visibility and
improving their emotional well-being.

LONG-TERM SIDE EFFECTS

Long-term effects of treatment can persist well after the initial recovery phase. The survey findings
highlight several ongoing issues that affect many patients. A sore mouth is one of the most
common long-term effects, affecting 70% of patients, making eating and speaking challenging.
Dry mouth was reported by 65% of respondents, while 60% experienced speech problems. Pain
or numbness in the mouth, neck, or face affected about 50% of patients, and tiredness, which
significantly impacted daily activities, was also reported by 50%.

Other long-term issues included changes in appearance (45%), poor mental health (40%), and
PTSD (30%). Lymphoedema and cognitive changes, such as memory or concentration difficulties,
affected a smaller proportion of patients, with 25% and 20% reporting these issues, respectively.
Additionally, about 20% of patients reported challenges related to their sex life, while 15%
experienced hearing loss.

Overall, while the severity of these long-term effects varied, they significantly impacted patients’
lives, highlighting the need for ongoing care, management, and emotional support to help patients
cope with the enduring challenges of mouth cancer treatment and recovery.

CONCLUSION

Mouth cancer treatment significantly impacts patients’ physical health, emotional well-being, and
quality of life. The maijority of respondents experienced a range of challenging side effects from
surgery, radiotherapy, and chemotherapy, such as fatigue, speech and swallowing difficulties, and
changes in appearance. These side effects can lead to emotional distress, including anxiety about
recovery and concerns about life post-treatment.

Despite the extensive challenges patients face, many do not receive adequate support due to
limitations in aftercare and resources. The survey also highlights how long-term effects, like dry
mouth, pain, and speech issues, continue to affect daily living, reinforcing the need for sustained
care. To enhance patient recovery and well-being, it is vital for healthcare providers to offer
comprehensive support that addresses both the physical and emotional aspects of the cancer
journey, ensuring a holistic approach to recovery.
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Mouth cancer presents considerable challenges for patients, not just due to its direct
effects on affected tissues but also because of the secondary complications it introduces,
particularly in the area of diet and nutrition.

As the disease progresses, many patients face difficulty chewing, swallowing, and experience
changes in taste sensations, all of which complicate their ability to maintain a healthy diet.
These issues can lead to malnutrition, further compromising their recovery and overall health.

TOPLINE FINDINGS

Approximately 60% of participants reported a severe impact on their diet and eating habits
due to mouth cancer, with difficulties such as trouble swallowing, changes in taste, and the
need for modified textures. About 20% noted a moderate impact, managing with some dietary
adjustments, while 12% experienced only minor disruptions. Less than 5% reported no impact at
all, suggesting that the severity of the condition’s effects on eating varies widely. Overall, most
individuals face significant changes to their eating habits, underscoring the need for tailored
dietary support.

Approximately 49% of participants over 50 reported a severe impact on their diet and eating
habits due to mouth cancer, a figure more than double that of participants under 50, where only
20% noted a severe impact. Individuals under 50 are nearly three times more likely to report a
minor impact on their diet compared to their older counterparts.
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This disparity suggests that the severity of the impact on diet worsens with
age, possibly due to the cumulative effects of aging on health and the body’s

reduced ability to adapt to and recover from such conditions.

CHANGES IN EATING HABITS

Many individuals with mouth cancer experience significant
changes in their eating habits due to the physical challenges
caused by the disease. Around 60% of patients reported they
could no longer consume the foods they once enjoyed, while
21% adapted their eating methods, requiring additional liquids or
liguidised food. Meanwhile, 18% continued to eat the same foods
without issue, indicating that the impact on eating habits varies
greatly among patients.

These challenges are often compounded by side effects of
treatment, further exacerbating dietary restrictions. Addressing
these concerns requires a clear understanding of the patient’s

Mouth

Cancer

Action

Canteat the
foods they
used to enjoy.

specific nutritional needs to provide adequate support and ensure optimal recovery.

POST-TREATMENT EATING CHALLENGES

Patients frequently face specific difficulties when eating after treatment for mouth cancer. Survey
results reveal that common challenges include food getting trapped in one side of the mouth
(82%), difficulty chewing (78%), food sticking in the throat (75%), and choking or coughing when
eating (72%). Additionally, 67% of patients experienced drooling or dribbling during meals, and
63% reported biting their tongue or the inside of their cheeks. Other concerns, such as weight loss

(52%) and the sensation of excess saliva (38%), were also prevalent.

These challenges underscore the profound impact mouth cancer treatment has on daily life, with

many patients struggling to consume enough food to maintain
proper nutrition. Addressing these difficulties requires tailored
interventions to ensure patients can meet their dietary needs
safely and comfortably.

IMPACT ON CHEWING AND RECOVERY

Chewing difficulties are a major post-treatment concern, with
78% of respondents reporting an impairment in their ability to
chew food. Over half of those affected (53%) received exercises
to improve their chewing ability, while 47% did not, indicating a
gap in post-treatment rehabilitation. Chewing difficulties often
hinder patients’ ability to maintain a normal diet, which can

MOUTH CANCER IMPACT REPORT: FROM DIAGNOSIS TO DAILY LIFE
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This finding highlights the need for more consistent and comprehensive post-

treatment care. Healthcare providers must ensure that all patients who experience chewing
difficulties receive appropriate interventions to improve their ability to chew and maintain a
balanced diet.

SOCIAL AND EMOTIONAL ASPECTS OF EATING

In addition to the physical challenges, many patients face emotional and social difficulties
around mealtimes. Eating in public is a significant source of anxiety for many, with patients
expressing self-consciousness about their slower eating pace, the need for assistance, or the
possibility of choking. Practical concerns, such as uncertainty about food availability in public
settings, were also common, particularly for patients with specific dietary needs. Many patients
reported difficulty finding suitable options at restaurants or social events, often resulting in
frustration and avoidance of eating out.

These experiences highlight the psychological toll mouth cancer can have on patients, making it
essential for healthcare providers to address not only the physical aspects of nutrition but also
the emotional and social challenges patients face during recovery.

USE OF NUTRITIONAL SUPPLEMENTS

Given the challenges in maintaining a normal diet, many
patients rely on nutritional supplements or meal replacements.
Around 43% of respondents use these products daily to
address nutrient deficiencies and manage dietary restrictions.
Supplements such as protein shakes, meal replacements,

and specific formulations help patients meet their nutritional
needs. Another 26% use supplements several times a

week, offering support during times of difficulty. About
38% of participants never use nutritional aids, either due
to adapting to their dietary needs or not requiring them. A Re|y on nutritional
small group (5%) use supplements occasionally, typically Sy pp|ement8 -tO

during post-treatment recovery. These findings highlight the addreSS deﬂCieﬂCieS
varying reliance on nutritional supplements, with daily users )

depending on them heavily for their heaith.

MODIFYING FOOD TEXTURE

Many patients adjust the texture of their food to make eating easier. Approximately 36% of
respondents often modify their food consistency, using techniques like pureeing, blending, or
softening foods to help with chewing and swallowing. Another 43% modify their food texture
occasionally, depending on symptoms or limitations at the time. About 21% do not modify their
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food texture, indicating fewer eating challenges or less severe effects from their Action
condition. The frequent use of texture modifications underscores the importance ~ °"?! Health Foundation
of offering resources and guidance to patients, such as access to pre-prepared

texture-modified meals or consultations with dietitians, to improve their nutritional intake and

quality of life.

PAIN AND DISCOMFORT WHILE EATING

Many individuals experience pain or discomfort while eating
due to their condition. Approximately 51% of respondents
reported occasional discomfort, often triggered by specific
foods or situations. Around 15% face frequent pain, indicating
ongoing challenges such as oral sensitivities or treatment

side effects. For 24% of participants, discomfort is rare,
suggesting more flexibility in dietary choices. However,
9% of individuals always experience pain, significantly Experieﬂce
impacting their ability to maintain proper nutrition. Just 1% of diSCOmert
respondents report no pain while eating. Overall, nearly 76% .

of individuals face some level of discomfort, occasionally Wheﬂ eatl ﬂg.
or more frequently. This highlights the need for tailored care

strategies such as pain management and dietary adjustments.

APPETITE CHANGES

A significant proportion of participants report a decrease in appetite since their diagnosis,
with 36% noting a moderate decline. For 23%, the decrease is severe, leading to challenges in
maintaining adequate nutrition. Another 25% experience a slight decrease, suggesting early
stages of appetite suppression. Conversely, 16% of respondents report no change in appetite.
Overall, 84% have experienced some form of appetite
reduction, underscoring the importance of addressing these
changes through medical, nutritional, and psychological
interventions to support continued nutritional intake and overall
well-being.

DIETITIAN CONSULTATION AND PROFESSIONAL SUPPORT

Approximately 60% of participants sought advice from a

dietitian or nutritionist, with the majority finding it helpful in
managing their dietary challenges. However, 12% reported
that the advice was not helpful, pointing to potential gaps in

Were referred

personalised support. About 28% did not seek professional to adietitian
guidance, with 9% planning to do so in the future. While most for sy pport

who sought advice found it beneficial, there remains a group

MOUTH CANCER IMPACT REPORT: FROM DIAGNOSIS TO DAILY LIFE 22



Mouth

Cancer
whose needs are not fully addressed, highlighting the opportunity for more Action

targeted outreach and tailored interventions. Oral Health Foundation

CONCLUSION

Overall, the data gathered provides a clear picture of the dietary challenges faced by individuals
with mouth cancer. From changes in appetite and pain while eating to difficulties with food texture
and the impact on social interactions, the findings highlight the profound impact of the disease on
daily life.

The majority of patients report significant changes in their diet and eating habits, and while
professional support from dietitians proves beneficial for many, there is still considerable room

for improvement in addressing the specific needs of those who have not yet sought or received
adequate guidance. Comprehensive care strategies, including pain management, dietary
adaptations, and psychological support, are essential to improving the quality of life for individuals
living with mouth cancer.
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A mouth cancer diagnosis can profoundly affect various aspects of an individual’s
relationships, often leading to both positive and negative changes.

In romantic relationships, many people report either a deepened connection with their partner
or, conversely, an increased strain, particularly due to caregiving responsibilities and changes
in intimacy. Relationships with family members can evolve, with some offering greater support
while others may distance themselves. Friendships too can be tested, as some individuals
experience support and understanding, while others face the challenge of friends drifting away.

For many, the emotional and physical impact of the iliness can also affect communication with
colleagues and strangers, further influencing social interactions. These changes highlight the
complexities of maintaining relationships through a cancer diagnosis and underscore the need
for emotional and practical support to navigate these challenges.

IMPACT ON ROMANTIC RELATIONSHIPS

A mouth cancer diagnosis can have significant and multifaceted effects on romantic
relationships, ranging from strengthening emotional bonds to introducing stress and challenges,
particularly in terms of physical intimacy and caregiving.

Around 30% of individuals report that their diagnosis either caused or contributed to a
separation, underlining the emotional and practical difficulties couples face. However, about
40% of participants shared that the experience brought them closer to their partners, fostering
increased emotional connection and support.

Despite these positive effects, the diagnosis can also lead to strained relationships. Around 20%
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of individuals noted increased tension and arguments, often due to the stress Action
of the illness. A similar percentage experienced negative impacts on their sex Oral Health Foundation
lives, with intimacy becoming more difficult. Treatment can introduce further
complications, as about 40% of respondents indicated that their partners became the primary
caregiver, which, for many, strengthened the relationship. On the other hand, 20% reported that
their partners struggled with coping, leading to frequent disagreements, while 15% described

partners becoming emotionally distant, focusing more on their own activities.

Intimacy and physical connection are also significantly affected by mouth cancer. Kissing is the
most commonly impacted areq, with about 40% of participants reporting discomfort or difficulty.
Oral sex follows closely, with 30% noting a decline in this aspect of their relationship, and 25%
indicated challenges with smiling and hugging. These difficulties can lead to a decreased desire
for intimacy, with 20% reporting a reduced interest in physical closeness. Interestingly, around
10% of individuals experienced no significant change in their intimate activities, suggesting
some were able to adapt.

Overall, while mouth cancer can result in strengthened emotional bonds for some couples,
others face distance, stress, and challenges in maintaining physical and emotional intimacy. The
caregiving dynamic and adjustments in communication and closeness are critical to navigating
the emotional and practical burdens of iliness, underscoring the importance of support for both
individuals and couples during this difficult time.

RELATIONSHIPS WITH CHILDREN

The impact of a mouth cancer diagnosis on relationships with children varies widely, with some

experiencing a significant shift in family dynamics. Approximately 42% of respondents noted

that their children became more caring and involved in their daily lives, offering both emotional

and physical support. For 28% of individuals, the diagnosis led to their children becoming more
independent, as they

50 were less available

42 to assist due to the

40 illness. In contrast,
21% of individuals

30 28 reported that their

21 children’s anxiety

20 and worry increased,

which affected their

behaviour, with some

children becoming

Participant responses
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dynamic changed as they had to rely on their children for help, which altered Action

the parent-child relationship. This change in dynamics included both practical Oral Health Foundation
help, such as managing daily tasks, and emotional support.
A smaller group, 7%, reported that their children seemed
unaffected by the diagnosis, with no noticeable changes in
behaviour or involvement. The remaining 6% of participants
did not have children, making their experience outside the
scope of this question.

Overall, approximately 63% of individuals experienced a
change in their relationship with their children due to the

illness, either through increased involvement, heightened
anxiety, or a need for more support, highlighting the
emotional and practical challenges faced by families. Experieﬂced a

positive change

RELATIONSHIPS WITH FAMILY MEMBERS iﬂ ]cam”y re|atiOﬂShipS.

The impact of a mouth cancer diagnosis on relationships

with family members varies, with some experiencing

increased support and closeness, while others face challenges in coping with the situation.
Approximately 53% of respondents reported that their family members rallied around them,
providing both emotional and practical support throughout their journey. For 33% of participants,
they became closer to specific family members who were particularly supportive, helping to
foster stronger bonds.

However, 9% of individuals experienced tension and conflict within their families, particularly
around how best to offer support, creating stress and disagreements. In contrast, 19% of
respondents reported that some family members distanced themselves, finding it difficult to
cope with the situation. This distancing could be due to emotional strain or discomfort with the
illness. A smaller portion, 7%, noted that they felt their relationships with their families had not
been significantly impacted, with no major changes in behaviour or support.

For 5% of participants, the relationship with young children or grandchildren changed, as some
expressed discomfort with the appearance or communication challenges brought on by the
diagnosis.

Overall, 71% of respondents experienced some positive change in their relationships with family
members, whether through increased support or closer connections. However, 28% of individuals
faced difficulties such as distancing or tension, highlighting the emotional complexity of the
situation for many families.

RELATIONSHIPS WITH FRIENDS

The diagnosis of mouth cancer has had a notable impact on friendships, with different
individuals experiencing changes in their social circles. A significant number of respondents,
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60%, reported that some friends drifted away or became uncomfortable with Action
the iliness, indicating the strain it placed on relationships. In contrast, 42% of Oral Health Foundation
participants mentioned losing touch with friends who did not
understand their situation, highlighting the emotional and social
challenges that can arise when friends fail to offer the necessary

support.

However, for 41% of those surveyed, new friendships were
formed with individuals who understood their situation, leading
to a sense of connection and mutual support. In particular, 52%
of individuals stated that their existing friendships deepened
as a result of the diagnosis, with friends offering more support

and being more attentive, regularly checking in. This reflects the
positive shift in some relationships where mutual understanding Fe|t their friends
and empathy became the foundation for stronger bonds. d .

rifted away

when diagnosed.

For 15% of participants, no significant changes occurred in their
relationships with friends, either due to their own choice to
distance themselves or because their circle of friends remained
unchanged. Interestingly, 8% of respondents shared that they felt supported by friends,
especially those who worked in healthcare, where knowledge of the condition proved invaluable
in offering support.

Overall, 82% of respondents experienced some positive impact on their friendships, whether
through increased attentiveness, deeper connections, or new supportive relationships. However,
48% also faced challenges, such as the drifting away of friends or a lack of understanding from
their social circles.

RELATIONSHIPS WITH COLLEAGUES

The impact of mouth cancer treatment on relationships with
colleagues varied significantly. About 47% of participants
reported strong support from their colleagues, with many
adjusting workloads and showing empathy during their
recovery. However, 15% felt isolated at work, lacking support
and struggling with workplace dynamics. For 38% of
respondents, the assistance they received strengthened their
relationships, leading to deeper professional connections. In
contrast, 7% experienced distance from colleagues, possibly

due to discomfort or uncertainty around how to interact with

someone diagnosed with cancer. Recleved SJ[I’Oﬂg

22% of participants reported no impact on their workplace Support from
relationships, suggesting either a lack of disruption due to the their CO”eagueS
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nature of their work or sufficient support already provided. Additionally, 33% of Action

respondents who were not currently working noted that the question was not Oral Health Foundation
applicable to them.

Overall, while many experienced positive changes in their relationships due to workplace support
(50%), others faced challenges, including isolation or discomfort from colleagues. This highlights
the varied responses to cancer within the workplace and the importance of understanding and
empathy from coworkers.

CONFIDENCE COMMUNICATING WITH STRANGERS

The impact of mouth cancer on confidence in social interactions with strangers varied

widely among participants. Around 45% of respondents indicated that their confidence was
significantly affected, leading them to feel more self-conscious and avoid social situations.
This group expressed concerns about their appearance and how others might perceive them,
causing them to withdraw from social interactions.

On the other hand, 27% of individuals found that sharing their story with strangers empowered
them and boosted their confidence. For this group, openness about their condition seemed

to foster understanding and connection, which helped them feel more comfortable in social
settings.
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A smaller percentage, 12%, reported that their confidence remained unchanged, Action
and they continued to engage socially without much disruption. These Oral Health Foundation
participants did not feel their diagnosis had any substantial effect on their ability

to interact with others.

However, 9% of respondents mentioned feeling anxious in public, worried about how others would
react to their condition. This anxiety contributed to their increased self-consciousness, affecting
their willingness to engage in social settings.

In contrast, 15% of participants said that being open about their diagnosis had helped boost their
confidence. For these individuals, sharing their experience allowed them to feel more empowered
and less concerned about potential negative reactions, making it easier to engage with others.

PARTICIPATING IN SOCIAL SETTINGS

Since their mouth cancer diagnosis, individuals reported a wide range of changes in their ability to
participate in social activities and communicate with others.

A significant portion, about 34%, mentioned becoming more selective about the social activities
they attended. This selectivity was often due to feelings of self-consciousness about their
appearance or the impact of fatigue and treatment schedules, which affected their social energy.
Many participants also noted a struggle with communicating clearly, which led to increased
frustration. Approximately 17% expressed having difficulty speaking clearly, which affected their
interactions, making social engagements more challenging.

In contrast, around 22% reported finding new ways to engage socially, such as adapting their
communication methods to accommodate their condition. These individuals often turned to
alternative communication methods, like writing or gestures, as a way to maintain connections.
Some participants (about 12%) felt their communication skills had improved as they adapted to
their condition, while others found it difficult to communicate clearly and struggled with frustration
due to these limitations.

Interestingly, about 16% of respondents reported that their ability to participate in social activities
had not changed significantly. These participants noted that, despite challenges, they continued
to attend social gatherings and communicate as they had before their diagnosis. A small group,
around 7%, indicated that their participation in social activities had not changed significantly, with
no significant impact on their communication either.

Lastly, fatigue and treatment schedules were noted by approximately 18% of individuals as factors
that limited their social participation. These participants found that their physical limitations, rather
than communication issues, were the primary reason for reducing social interactions.

SOCIAL SUPPORT NETWORKS

Since their mouth cancer diagnosis, many individuals reported changes in their social support
networks, with varied experiences in terms of the strength and dynamics of their connections.
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A large portion, about 29%, stated that their support network had grown Action
stronger, with more people offering help. This was often due to the support they O Health Foundation
received from family, friends, or even new acquaintances who became more
understanding of their situation. Similarly, around 21% noted that they had lost some support but

gained new, more understanding friends who were more empathetic to their condition and needs.

Some individuals, approximately 15%, had to seek out new support resources such as support
groups or online communities to fill the gaps in their social networks. This was especially true for
those who had fewer immediate family members or friends available to help but found comfort in
connecting with others facing similar challenges.

On the other hand, about 16% felt their support network had remained the same, with no
noticeable change in the number or quality of connections. In contrast, about 9% reported a
weakening of their support network, citing fewer people available to offer help or a sense of
isolation.

Finally, a small group, about 10%, experienced no impact on their support network at all, indicating
that their relationships remained stable despite their diagnosis.

CONCLUSION

The impact of mouth cancer on relationships is multifaceted and deeply personal, with each
individual experiencing unique challenges and shifts in their social dynamics. While some
relationships are strengthened through increased support and understanding, others may face
strain or even separation due to the emotional and physical toll of the iliness. The changes in
intimacy, caregiving roles, and communication can affect not only romantic partnerships but also
family, friends, and colleagues. For many, seeking out new support networks or adapting to new
forms of connection becomes essential. These findings highlight the importance of providing
comprehensive support to individuals and their loved ones, fostering open communication, and
offering resources that can help navigate the complexities of relationships during and after a
mouth cancer diagnosis.
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A mouth cancer diagnosis can profoundly impact an individual’s mental health, leading to a
range of emotional challenges.

Patients often experience anxiety, depression, and feelings of isolation. Sleep disruptions
are common, exacerbating emotional struggles and hindering recovery. While some seek
professional mental health support, many do not, due to barriers like stigma and lack of
resources.

The ability to enjoy hobbies and stress-relieving activities is frequently affected, further
highlighting the need for comprehensive emotional and psychological care.

AT A GLANCE

The emotional and mental health impact of a mouth cancer diagnosis varies significantly among
individuals. Based on the responses, 98% reported a negative impact on their emotional well-
being and mental health. Around 23% of individuals indicated a severe impact, highlighting
significant emotional distress and mental health challenges. Approximately 52%, reported a
moderate impact, suggesting that while they experienced noticeable challenges, they were able
to manage their emotions and mental health to some extent.

Mental health Recieved mental
nas been affected nealth support.
by mouth cancer.

About 22% of respondents experienced a minor impact, indicating that while the diagnosis
affected them, the emotional and mental health challenges were relatively manageable.

A small group, 2%, reported no impact on their emotional well-being and mental health,
suggesting that they were able to maintain their mental health despite the diagnosis.

Overall, the data indicates that a mouth cancer diagnosis can lead to varying degrees
of emotional and mental health challenges, with the majority experiencing moderate to
severe impacts. This underscores the importance of providing comprehensive emotional and

MOUTH CANCER IMPACT REPORT: FROM DIAGNOSIS TO DAILY LIFE 31



Mouth
Cancer
psychological support to individuals diagnosed with mouth cancer. Actlon

Oral Health Foundation

PTSD, ANXIETY, DEPRESSION, AND ISOLATION

The emotional responses to a mouth cancer diagnosis reveal a range of experiences among
individuals.

Many respondents report regular difficulties navigating relationships, with 82% indicating that
they sometimes, often, or always face such challenges. Feelings of loneliness or isolation are
also common, with 75% of individuals regularly feeling this way.

Sadness or low mood affects 72% of respondents, while 72% also reported regularly feeling
anxious. Trouble sleeping is another prevalent issue, with 74% indicating they sometimes, often,

or always struggle to get enough rest.

Trouble
sleeping

4%

Depression

12%

Anxiety

/2%

8% of people surveyed were  That is significantly
diagnosed with PTSD higher than the
(Post Traumatic Stress Disorder)  NHS average of 5.7%.

The responses also indicate that a small percentage of individuals have been diagnosed with
PTSD as a result of having mouth cancer. Specifically, 8% of respondents reported having a

PTSD diagnosis. This highlights that while PTSD is not a common outcome for most mouth cancer
patients, a notable minority do experience it, underscoring the need for psychological support
and monitoring for those affected.

This data highlights the widespread impact these challenges have on individuals, with many
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SEEKING PROFESSIONAL HELP

Despite the prominence of mental health issues among people who have had mouth cancer, only
7% of respondents are currently accessing support to manage this aspect of their wellbeing. An
estimated 60% have chosen not to seek help from a medical professional. Within this group, 49%
have no plans to access mental

health support in the future, while Was emotional
11% plan to do so eventually. 12 state addressed
Among those who have sought adequately?

support, 29% received short-
term assistance initially but did @ Yes, completley

not pursue long-term support. To some extent

@ Neutral
o

No, not really

Additionally, 4% had long-term 22
support after treatment but have
not accessed any recently.

Thi nderscor h
s data underscores the Not at all
need for increased awareness

and accessibility of mental

health resources for cancer patients. It also highlights the importance of reducing stigmma and

encouraging individuals to seek the support they need.

IMPACT ON HOBBIES AND COPING MECHANISMS

The diagnosis and treatment of mouth cancer often interfere with patients’ ability to engage in
hobbies or activities that previously brought joy and reduced stress. While some participants
discovered new interests or reignited old ones, this was relatively uncommon. Most respondents
reported either slight or severe impacts on their ability to enjoy pleasurable activities,
highlighting the need for interventions that promote engagement in fulfilling pastimes.

Based on the responses, 61% of individuals reported that mouth cancer led to a negative impact
on their ability to enjoy hobbies. This included 17% who said hobbies were severely impacted by
their diagnosis.

When it comes to discovering new hobbies or reigniting old interests, 40% of respondents said
they had not, while 60% indicated they had found new interests or revisited old ones.

This data underscores the significant impact that mouth cancer can have on patients’ ability to
engage in enjoyable activities, emphasizing the importance of support and interventions to help
maintain or rediscover fulfilling pastimes.
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Mouth cancer significantly impacts mental health, affecting emotional well-

being, daily activities, and personal relationships. The majority of respondents reported significant
emotional challenges, including anxiety, depression, and feelings of isolation. Sleep disruptions
further exacerbate these issues, hindering recovery.

Despite the high prevalence of mental health struggles, many patients do not seek professional
support due to stigma and resource barriers. The survey also reveals that mouth cancer
affects patients’ ability to enjoy hobbies and stress-relieving activities, emphasising the need
for comprehensive emotional and psychological care. By recognising and addressing these
challenges, healthcare providers can better support patients through their cancer journey,
fostering resilience and improving quality of life.
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Mouth cancer imposes significant financial burdens on many patients, extending beyond
medical treatment to affect various aspects of their daily lives.

The costs associated with cancer care, including specialised dental treatments, travel to
medical appointments, and additional expenses for medications and dietary needs, can strain
personal finances. Many patients find themselves having to adjust their spending, with some
dipping into savings or relying on external financial support.

This chapter examines the financial challenges faced by individuals with mouth cancer,
highlighting the impact on their overall financial well-being and the coping strategies they
employ. The findings reveal a considerable variation in the financial strain experienced,
underscoring the need for targeted financial assistance to support those navigating the
economic challenges of mouth cancer.

TOPLINE FINDINGS

Mouth cancer has a significant financial impact on many individuals. Around 70% report that
mouth cancer has had a negative impact on their finances, with 28% reporting an “extremely
negative” impact, indicating severe difficulties. Meanwhile, 30% of respondents selected
“neutral,” suggesting that some individuals have experienced little or no financial disruption.
Nobody who participated in the research found their
financial situation improved following a mouth cancer
diagnosis.

Women are more likely to report severe financial
difficulties, with 24% describing the impact as
“extremely negative,” compared to 18% of men.
These results indicate that women may face unique
challenges, such as lower average income or
caregiving responsibilities, compounding the financial
strain of mouth cancer.

Participants over 60 are less likely to report severe

financial effects, with 42% stating no significant FOU nd
change, likely due to access to pensions or financial .
stability in retirement. Younger participants (under fl ﬂa DCGS

60) are disproportionately affected, with 64% :
reporting moderate to severe financial challenges. | m paCted

This group may face ongoing employment pressures by Ca ﬂcer
or insufficient savings to cover medical and related

expenses.
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Mouth cancer patients often face higher dental treatment costs due to the need  Oral Health Foundation
for specialised care both during and after treatment. Cancer treatments such

as surgery, radiation, and chemotherapy can significantly damage the oral cavity, leading to
complications like dry mouth, tooth decay, and gum disease. As a result, patients often require

more frequent and intensive dental procedures, including restorative treatments, ongoing check-
ups, and specialist care that may not be fully covered by the NHS.

Additionally, some patients may need to rely on private dental care or pay for specific treatments
and products not available

through public health services, Amount spent on
further increasing their costs. dental treatment

Around 60% of participants because of cancer

incurred additional costs for
dental treatments, including

‘ Less than £50

procedures directly related to

mouth cancer or general oral £50-£100
health maintenance. ‘ £100-£200
Several respondents mentioned . £200-£500
private dental care or partial

More than £500

insurance coverage, as

additional financial challenges.
Participants noted they had to
cover costs because their preferred products or treatments were unavailable through the NHS.

The additional annual spending on dental treatments varied significantly among participants,
with some facing substantial costs. Around 8% of participants reported spending more than
£500 more per year compared to before their diagnosis, while 17% incurred costs between £200
and £500 annually. A quarter of respondents (25%) reported spending £100 to £200 more per
year, and 17% saw moderate increases of £50 to £100. The most common increase, however,
was relatively small, with approximately 33% spending less than £50 more annually on dental
care.

These findings reveal that while some individuals manage relatively low additional expenses, a
significant portion experiences considerable financial strain, particularly when relying on private
care or covering treatments not available through the NHS. The variation in costs reflects the
diverse needs and circumstances of patients undergoing treatment for mouth cancer.

OTHER AREAS OF FINANCIAL BURDEN

The financial burden of mouth cancer treatment is substantial, with many participants
highlighting increased expenses across various categories.

Travel to medical appointments was the most reported expense, with approximately 70% of
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respondents citing it as a significant financial strain. Many highlighted the %ac?genr
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frequency and distance of travel, as well as associated costs like fuel, public Oral Health Foundation

transport, and parking fees.

Nearly 50% of participants reported increased spending on special dietary needs due to
treatment-related challenges like difficulty swallowing,
dry mouth, or reduced appetite. Many had to buy
liguidised or texture-modified foods or supplements,
which are often more expensive. Participants shared
the difficulty of sourcing specific products not
available through typical outlets, further driving up
costs.

Some participants also noted expenses for travel
insurance when seeking treatment abroad, with one
respondent identifying travel insurance as their single
largest financial burden.

Around 40% of respondents reported spending more |_| -t n
on medications, including prescription drugs and ad O Spe d
over-the-counter products for symptom management. mOﬂey onN

Dry mouth treatments were a recurring expense, with g
several respondents highlighting that NHS limitations nu-trltlona'

required them to purchase these items privately. SU p p | emen‘ts

Other additional financial expenses incurred included

costs for additional care at home, particularly during recovery. Participants also highlighted
general financial strain due to reduced income, with some citing early retirement as a direct
result of their condition. Individuals mentioned having to replace their wardrobe after losing
substantial weight (in some cases up to 40kg), while others bought new mattresses due to

illness-related issues.

A minority (less than 5%) reported no increase in expenses, indicating that financial impacts vary
widely among patients.

Unique costs, such as paying for non-covered oral hygiene products or significant one-off
purchases, illustrate the nuanced challenges faced by individuals.

IMPACT ON SPENDING

The data reveals varying degrees of financial adjustments participants have made due to
the costs associated with mouth cancer. A significant portion, about 30%, has had to reduce
spending significantly, indicating a major impact on their overall financial situation.

Around 25% of respondents report somewhat reducing their spending, reflecting a moderate
level of financial strain.

Around 40% have utilised their savings or retirement funds to cover costs. Many participants
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money from family or friends. A few individuals have delayed retirement Oral Health Foundation

to extend their working years, while others have had to leave work due to
treatment side effects or the condition itself.

On the other hand, 45% of individuals have not had to make any adjustments to their spending,
suggesting that for some, the financial burden of mouth cancer may be more manageable.

Overall, the data shows a reliance on adjusting personal finances, including both savings and
assistance from external sources, to cope with the financial burden of mouth cancer.

SAVING FOR THE FUTURE

A significant proportion of participants reported that mouth cancer has impacted their ability
to save for the future. Approximately 60% of
respondents indicated that their savings have
been affected to some degree, with 25% noting a
significant impact.

Many of these individuals reported a reduction

in the amount they are able to save, and some
mentioned reduced pension payments as a result.
On the other hand, 40% of participants stated
that mouth cancer had no effect on their savings,
suggesting that while the financial strain of mouth
cancer is common, it is not universal.

Overall, the financial burden of managing the
condition clearly affects long-term financial FOU nd
planning for many patients, underscoring the need

for targeted support to address these challenges. Sa\/| ﬂgS g Oa | S

STRESS CAUSED BY INCREASING FINANCIAL m paCted

PRESSURE Dy cancer.

The financial stress experienced by participants

due to the costs associated with managing mouth cancer varies significantly. The majority

of individuals report experiencing mild to moderate stress, with around 50% indicating mild
stress and approximately 30% reporting moderate stress. A smaller group, around 10%,

have experienced severe stress, pointing to the more significant impact that these financial
challenges have had on their lives. However, a notable portion, about 25%, report no stress at
all, suggesting that for some, the financial burden may be more manageable or less impactful.
Overall, the data highlights that while many participants feel some level of financial strain, a
considerable number are coping without significant stress.
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The financial impact of mouth cancer is significant, affecting a broad spectrum

of patients in various ways. The data highlights that a substantial proportion of individuals
experience severe financial strain due to treatment costs, including specialised dental care,
medications, and additional expenses like travel and dietary needs.

While some patients manage to cope without substantial financial adjustments, many face
considerable financial challenges, often relying on savings, financial assistance, or loans from
family and friends. The results also reveal demographic disparities, with women and younger
patients (under 60) more likely to experience higher levels of financial stress.

Furthermore, the financial burden extends beyond direct medical costs, impacting long-term
savings, retirement planning, and overall financial stability. The financial stress reported by many
participants underscores the need for targeted support, particularly for those who struggle with
the ongoing costs of care. Addressing these challenges is essential to improving the overall well-
being and quality of life for individuals living with mouth cancer.
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Aftercare for mouth cancer patients is a crucial yet often complex aspect of their recovery
journey. Following treatment, patients face a variety of challenges, from physical to
psychological, that demand a comprehensive and tailored support system.

Nutrition support is vital, as many struggle to regain strength and maintain overall health.
Similarly, treatments affecting the mouth or throat often lead to speech and swallowing
difficulties, requiring speech therapy and regular dental care.

Mental health concerns are prevalent, with anxiety, depression, and emotional strain frequently
reported, necessitating accessible counselling and peer support networks. Additionally, the
need for physiotherapy, GP oversight, and even financial guidance reflects the diverse nature of
post-treatment needs. However, gaps in accessibility and professional signposting often leave
patients to navigate these services on their own, highlighting the need for a more cohesive and
patient-centred approach to aftercare.

PRIORITIES FOR PATIENTS

The analysis of responses reveals the essential components of an ideal aftercare package for
cancer patients, highlighting the diverse needs of individuals during recovery. Nutrition support
emerged as the most commonly mentioned element, identified in 85% of responses. This reflects
its critical role in aiding physical recovery and overall health following treatment.

Mental health support was also a priority for 82%, underlining the psychological challenges
many patients face. Access to counselling and emotional support can address issues such
as anxiety and depression, which are often heightened
during recovery.

Dental checks were highlighted by 78% of respondents,
demonstrating the importance of maintaining oral health,
particularly for those whose treatments impact the mouth
or throat. Speech therapy, mentioned by 72%, is also
significant, with many patients experiencing challenges

in speech or swallowing after treatment. Similarly, 68%
identified physiotherapy and rehabilitation as vital for
restoring mobility, strength, and overall function.

Patient support groups were considered essential by

65%, emphasising the value of shared experiences and \/|eV\/ed Ora|
peer support. While some preferred in-person interactions, hea |-th aS
others advocated for flexible options like online or local _

groups. Support services such as Maggie’s Centres and M porta ﬂt tO
Macmillan were highlighted in 60% of responses, showing ma | nta | Nn.

their critical role in providing holistic care and guidance.
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continuity in care and regular monitoring. A smaller proportion (15%) emphasised ., c.ith Foundation

financial advice, particularly regarding benefits, as an overlooked yet important
area. Together, these components illustrate the necessity of a comprehensive, accessible, and
patient-centred approach to aftercare.

THE REALTY OF AFTERCARE

The feedback on aftercare received by cancer patients provides a detailed view of the support
mechanisms accessed during recovery, highlighting common and essential services. Nutrition
support was the most frequently mentioned, included in 91% of responses, emphasising its
foundational role in recovery and overall health maintenance. Speech therapy followed closely,
mentioned in 75%, reflecting its importance for those with challenges related to speech or
swallowing due to their treatment.

Dental checks were included by 70%, underscoring the necessity of addressing oral health
needs post-treatment, particularly for patients experiencing side effects affecting their

mouth and throat. Patient support groups were cited by 62%, showing the demand for shared
experiences and peer connections to enhance emotional and psychological resilience. Support
services like Maggie’s Centres and Macmillan featured in 60%, highlighting their role in providing
comprehensive, localised support for both patients and their families.

GP support was noted in 55% of responses, signifying the need for consistent, personalised
care through regular check-ups and monitoring. Mental health support was identified in 48%,
reflecting the importance of addressing psychological well-being, which is often impacted by
the cancer journey. Physiotherapy and rehabilitation, mentioned in 42%, were valued for helping
restore physical function and mobility.

Additionally, some participants noted access to pain management clinics, though this was
less common. A smaller group reported challenges with accessing services, including private
arrangements for dental or lymphoedema care, reflecting
gaps in the availability of long-term support for some patients.
Together, these insights underline the critical components of
aftercare that patients rely on and the areas where improved
accessibility and support are needed.

FINDING HELP AND SUPPORT

The responses about how patients accessed aftercare
services reveal a varied experience. A combination of

professional signposting and personal research was the FOU nd

most common approach, reported by 48%, demonstrating

that many patients navigated their options through a mix of afte rcare

guidance and self-directed effort. services
themselves.
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18% of respondents indicated they had to find services themselves, often
through their own research, highlighting gaps in systematic support or clear referrals.

This data emphasises the importance of professional guidance in ensuring equitable access
to care while also highlighting the challenges faced by those left to navigate the system
independently. Improved communication and proactive signposting could help address these
disparities and enhance patient recovery journeys.

THE OUTCOMES OF AFTERCARE

The responses about aftercare’s impact on quality of life post-treatment show varied outcomes. A
significant portion of respondents, 62%, reported that aftercare somewhat improved their quality
of life, highlighting the incremental but meaningful role these services play in recovery.

Meanwhile, 24% experienced significant improvements, demonstrating the transformative
potential of tailored and accessible aftercare. However, 14% of respondents indicated that
aftercare had not helped them at all, underlining gaps or inefficiencies in meeting their needs.

These findings suggest that while aftercare generally benefits most patients, there remains a
need to enhance its effectiveness and ensure it reaches all individuals to maximise post-treatment
recovery and well-being.

CONCLUSION

The analysis of the aftercare data highlights key gaps between patient expectations and their
actual experiences. While services such as nutrition support, speech therapy, dental care, and
organisations like Maggie’s Centres and Macmillan were commonly available, crucial aspects
like mental health support, physiotherapy, and patient support groups were less consistently
addressed. This reveals a mismatch between the holistic care patients need to rebuild their lives
and the limited support some receive.

Many patients relied on signposting or a mix of professional recommendations to access services,
but a significant proportion had to navigate the healthcare system on their own. This reflects

a lack of integrated care planning and raises concerns about inequalities in access based on
individual resources and persistence.

Although most patients reported aftercare improved their quality of life, for many, the benefits
were only moderate, and a notable minority experienced no benefit at all. This underscores the
limitations of current aftercare measures in meeting patients’ aspirations for a full recovery.

These findings underline the need for more comprehensive, patient-focused aftercare systems.
Greater emphasis on mental health support, rehabilitation, and accessible patient networks is
essential to align services with patient priorities. Standardising professional signposting can
further ensure equitable access and help deliver the tailored, transformative care patients need
post-treatment.
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The responses from patients who filled out this survey have revealed the deeply challenging and
often isolating journey faced by people diagnosed with mouth cancer. While survival rates have
improved over time, the broader picture shows that the personal, social, and economic toll of
this disease remains significant and often inadequately addressed. The report underscores the
urgent need for systemic improvements across the entire patient pathway from diagnosis and
treatment to long-term care and quality of life.

A major concern is the continued prevalence of delayed diagnosis. Despite national guidelines
aiming for a 28-day diagnosis timeframe following urgent referral, many patients still experience
significant delays and we can see some are even waiting up to a year or more. These delays
often lead to later-stage diagnoses, with over half of cases identified at stage IV, where
treatment options are more aggressive and survival outcomes are poorer. This then will directly
impact not only prognosis but also the intensity and duration of treatment, and, consequently,
the patient’s long-term quality of life. Greater public awareness, streamlined referral pathways,
and enhanced primary care training are essential to achieving earlier detection.

Once treatment begins, patients face a grueling and often life-altering experience. The
combination of surgery, radiotherapy, and chemotherapy leads to extensive side effects, many
of which are long-term or permanent. Common issues such as fatigue, dry mouth, difficulty
swallowing, speech challenges, and chronic pain deeply affect daily living. Emotional distress
was declared frequently by patients - including anxiety, depression, PTSD, and a sense of
isolation - which also affect quality of life greatly, yet mental health services are underutilised,
with only a small percentage of patients receiving ongoing support. This signals a critical gap in
the healthcare system’s response to the psychological dimensions of cancer care.

The impact of mouth cancer extends well beyond the physical health into their social circles and
the people around them. Relationships with partners, children, family, friends, and colleagues
often shift dramatically. While some individuals report increased emotional closeness and
support, others experience separation, emotional distance, and social withdrawal. Confidence
in public settings and social participation is frequently diminished, especially when speech or
appearance is affected. These shifts underline the importance of emotional and social support
structures being integrated into recovery plans.

Financial strain emerges as another major consequence, with many patients facing out-of-
pocket expenses related to dental care, transportation, nutritional supplements, and lost income.
Younger patients and women were more likely to report significant financial hardship. The
cumulative stress from economic insecurity can further compromise both mental and physical
recovery.
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accessed, many patients are left to find services on their own - either completley

or in combination with singposting from professionals. A more integrated approach to aftercare,
one that includes regular signposting, mental health counselling, rehabilitation, and peer support,
is crucial to improving outcomes and restoring a sense of normalcy for cancer patients and those
around them.

In summary, the findings of this report call for a more responsive, holistic, and person-centred
model of care. Improving early detection, enhancing emotional and financial support, and ensuring
equitable access to long-term aftercare are not just beneficial. They are necessary to uphold the
dignity, health, and well-being of those living with and beyond mouth cancer.
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