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PATIENT EDUCATION

Counseling of oral cancer patients

by Salima Shams
ABSTRACT

The purpose of this manuscript is to summarize key aspects of care
for patients with advanced oral cancer, metastatic to the head and
neck region. Patients with advanced oral cancer are treated with
multimodal treatment. Surgical intervention leads to limitation in
speech and swallowing abilities while adverse effects of chemotherapy
and radiation treatment can include nausea, vomiting, diarrhea,
mucositis, cystitis, dehydration, nephrotoxicity, skin dermatitis,
myelosuppression, and nutritional deficiencies leading to weight
loss. These toxicities could be overcome through self-care measures
practiced by the patient. Oncology nurses could impart knowledge
about self-care measures via patient and family counseling.

Keywords: advanced oral cancer, head and neck cancer,
counseling, self-care measures

INTRODUCTION AND BACKGROUND

he report on the global burden of cancer (GLOBOCAN)

reported head and neck cancer [i.e., lip, oral cavity, pharynx
(naso, oro, hypo), larynx] incidence as eighth among 36 can-
cer types with 878,348 new cases annually worldwide and lead-
ing to 4.5% (444,347) of all cancer-related deaths (Sung, Ferlay,
Siegel et al., 2021). The International Agency for Research on
Cancer predicted increases in the incidence of head and neck
cancer globally by 2040, up to 1,362,665 cases, with the high-
est number in South-East Asia (Cancer Tomorrow, 2023).
Categories included under head and neck cancer are ones
originating in the buccal mucosa, lips, pharynx, larynx, sal-
ivary glands, and sinuses (National Cancer Institute, 2021).
Most head and neck cancers (HNC) originate from the muco-
sal lining consisting of stratified squamous epithelium, gen-
erally known as squamous cell carcinoma (SCC; Guo et al.,
2021; Johnson et al., 2020). Major risk factors contributing
to head and neck squamous cell carcinoma of the larynx and
oral cavity include tobacco (smoke, smokeless), alcohol, Areca
nuts, betel quid, and airborne pollutants (Hashim, et al., 2019;
Johnson et al., 2020). Prior infection with Human Papilloma
virus and Epstein-Barr virus is associated with oropharynx and
nasopharynx carcinoma (Chow, 2020; Guo et al., 2021).
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PURPOSE OF PAPER

This paper focuses on metastatic squamous cell carcinoma
of the oral cavity treated with surgery, chemotherapy, and/or
radiation therapy. Patients are treated via single or multimodal
treatment approaches depending on the disease stage, pri-
mary or recurrence disease, overall health status of the patient,
comorbidities, and financial status.

TREATMENT APPROACHES IN HEAD AND
NECK CANCER

Chow (2020) reported that 60% of individuals with squa-
mous cell carcinoma of head and neck present with advanced
stages of disease. Hence, they are treated with standard care,
which is chemoradiotherapy (Oosting & Haddad, 2019; Pfister
et al., 2020). For patients with locally advanced disease, or for
the purpose of organ preservation, chemoradiation multimo-
dality treatment without surgical intervention is the approach
used (Nakahara et al., 2012; Pfister et al., 2020). A history of
addictions is another reason for using a bimodality (chemo-
radiotherapy) approach. Compounds present in the addictive
substances cause sub-mucosal hypoxia and fibrosis, which
hamper radiation penetration within the tumour, and can
result in local failure (Overgaard, 2007). Hence, systemic che-
motherapeutic agents are used as radiosensitizers (Hammond
et al., 2018). Chemotherapy drugs produce radiosensitizing
effects through ionizing radiation rays, which facilitate deeper
penetration of radiation rays within hypoxic tumour cells.
Improved cure and survival rates have been reported in locally
advanced oral cancers following combined modality approach
(Geiger & Adelstein, 2020; Guan et al., 2016; Noronha et al.,
2017; Oosting & Haddad, 2019).

Platinum-based chemotherapy and concurrent admin-
istration of radiotherapy result in amplified adverse effects
in HNC patients (Oosting & Haddad, 2019; Villa & Sonis,
2016).- Common toxicities arising from combination treat-
ment include mucositis, nausea, vomiting, diarrhea, dehy-
dration, nutritional deficiencies, weight loss, and skin
dermatitis (Alfouzan, 2021; Johnson et al., 2020; Lasrado et al.,
2014; Oosting & Haddad, 2019). These toxicities could hinder
the delivery of an optimal treatment plan. However, the high-
dose cisplatin along with radiation therapy can be altered, if
warranted, through cisplatin dose reduction to weekly cycles
(Guan et al., 2016; Marur & Forastiere, 2010; Noronha et al.,
2017), treatment rescheduling, and treatment discontinuation.
However, deviations from the three weekly cisplatin standard
treatment guidelines because of any of the reasons mentioned
have negative implications for disease control and patient sur-
vivorship (Guan et al., 2016; Noronha et al., 2017). With active
involvement of patients in their care and performing self-care
measures at home, the toxicities can be greatly reduced.
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Significance of Patient Education/ Counseling in Advanced
Oral Cancer

Various research studies about oral cancer patients have
reported poor quality of life because of treatment-related tox-
icities (Moore et al., 2013; Valdez & Brennan, 2018). Initiatives
in patient education by oncology nurses could be helpful in
preventing and controlling sequela of adverse effects related to
chemo-radiation treatment. In turn, such initiatives would be
supportive in improving the quality of life of patients and their
family members. Furthermore, initiatives regarding patient
education and counseling on implementing self-care would
also help oncology nurses to establish their distinctive position
within multidisciplinary healthcare teams.

Regardless of the territory of practice, patient education/
counseling is an important nursing responsibility in caring
for patients. While working with oncology patients and fami-
lies it becomes particularly important because of the life-lim-
iting nature of disease in advanced stages and with treatments
adversely affecting the physical, psychological, functional, and
sexual well-being of patients. The National Cancer Institute
conducted an assessment for cancer education offered to
healthcare professionals and patients and families; their con-
clusion was that cancer education is most effective when mul-
tiple methodologies and interactive strategies are used and the
learning is reinforced at multiple instances (Johnson et al.,
2011). According to their results, cancer education directed
towards patients and families is needed at different phases
of the cancer journey. Counseling, videos, interactive com-
puter-based information, and multimedia interventions are
likely to be most effective. Although elearning approaches
hold diverse results in comparison to traditional methods;
elearning approaches are convenient for patients who have
access to internet and computer technology. These eLearning
approaches are expected to increase in the future.

Fridriksdottir et al. (2018) described elements for effective
web-based interventions. The elements documented included
evidence-based information, self-monitoring and reporting of
physical and psychological symptoms by patients, customized
feedback to patients based on their symptoms, self-manage-
ment training to patients to manage cancer/ treatment/ sur-
vivorship, and communication with health care professionals
and fellow patients. These authors asserted that a combination
of various elements would make web-based intervention more
effective than information delivered alone. The review was
inconclusive about the type of web-based interventions and
outcome variables of studies due to prevailing heterogeneity
of these features in the literature. It is also important to men-
tion there are certain limitations associated with web-based
e-health interventions such as technical issues of training of
patients/healthcare providers, availability of electronic equip-
ment, and security issues regarding privacy and confidentiality.

A cross-sectional study conducted with 450 head and neck
cancer patients in Canada (Papadakos et al., 2018) revealed
that patients prefer individualized, face-to-face education,
followed by use of pamphlets and websites. One-third of the
participants in this study had less than high school educa-
tion. Likewise, a study conducted by Jabbour et al. (2017) in

Australia with 597 head and neck cancer patients also docu-
mented the preferred modality as in-person meetings with
health educators and multiple modes of information delivery.
Second on this list was information delivery via internet-based
written information.

This paper aims to summarize relevant patient education
themes for advanced oral care cancer patients treated with sur-
gery and chemo-radiation treatment to improve their physical
and psychological health. These educational themes could also
be relevant for patients with other sub-categories of head and
neck cancer originating with other anatomical origins receiv-
ing Platinum-based chemotherapy and external radiation.

TOPICS TO BE TAUGHT TO CANCER
PATIENTS WITH ADVANCED ORAL CANCER

Common educational topics or themes for patients under
treatment for advanced oral cancer include basic information
about chemo-radiation therapy and its side-effects (Oosting &
Haddad, 2019), percutaneous endoscopic gastrostomy (PEG)
site care, and diet via PEG tube (Zheng et al., 2021), mouth
opening/jaw exercises, and prevention of radiation dermati-
tis (Alfouzan, 2021). The purpose of having these discussions
with patients and their caregivers is to decrease and prevent
treatment related toxicities during the active phase of treat-
ment. Moreover, these therapeutic measures are equally ben-
eficial during the initial period of survivorship to prevent
long-term treatment related complications and to maintain
patient’s quality of life (Ringash, Bernstein, Devins et al.,
2018).

Chemotherapy and radiation therapy

Receiving a diagnosis of life-threatening illness and under-
going its treatment has the potential to create anxiety, fear and
other psychological reactions in patients. This also applies to
individuals with oral cancer (Butow et al., 2015). A prospec-
tive, longitudinal study conducted by Fernandes et al. (2020)
reported that head and neck cancer patients experienced the
highest level of anxiety prior to beginning radiation treatment.
Patients usually inquire how radiation therapy and chemother-
apy are going to be administered, their schedule, and side-ef-
fects. Providing information to patients and families about the
basics of chemotherapy and radiation treatment is important
and can help to reduce the anxiety patients experience (Garcia,
2014).

Providing basic information means offering general infor-
mation about chemotherapy and radiation treatment and how
these treatments will be delivered. For example, chemotherapy
for advanced oral cancer is given via an intravenous route and
the drugs result in no pain or discomfort during the admin-
istration phase or later at the administration site. Preferred
chemotherapy drugs given for advanced, primary oral cancer
include platinum-based drugs (e.g., cisplatin or carboplatin;
Lasrado et al., 2014; Oosting & Haddad, 2019). Common cispla-
tin side effects can be nausea, vomiting, diarrhea, nephrotoxic-
ity, ototoxicity, and myelosuppression.

Another treatment modality for individuals with oral can-
cer is radiation therapy for which patients need general
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information. Patients receive this therapy as external beam
radiation to a limited area of the head and neck. The number
of radiation cycles varies from patient to patient, but gener-
ally depends on the stage of cancer and on the patient’s over-
all physical health. Common side effects of radiation therapy
are skin irritation or dermatitis. Basic information about treat-
ment and side effects will help patients and their family mem-
bers to prepare by knowing what to expect from treatment.
Moreover, discussion, pictorial presentation, educational vid-
eos or visiting chemotherapy and radiation departments prior
to treatment day, may alleviate patient anxiety and negative

psychological reactions to treatment (Gracia, 2014; Valenti,
2014). A narrative synthesis on educational intervention for
selfmanagement by Howell et al. (2017) documented that
patient education not only reduces anxiety in cancer patients,
but also alleviates depression, emotional distress, pain, fatigue
and is, overall, beneficial in preserving patients’ quality of life.
Table 1 summarizes patient education information on com-
mon physical side effects patients can experience while receiv-
ing platinum-based chemotherapy concurrently with radiation
therapy.

Table 1

Patient education information on Nausea-Vomiting, Diarrhea, Nephrotoxicity and Mucositis

Side effect

Patient Education Instructions

Nausea and Vomiting

Diarrhea

It is a condition in which
patient experience
frequent, loose bowel
movements.

Nephrotoxicity

Mucositis

Mucositis is inflammation
of mucosa of mouth is
common side effect of
chemoradiation treatment.
It hinders in food intake
and causes discomfort.

« To prevent dehydration, fluids intake of at least 2,000-2,500 ml per day.

« Instead of warm fluids, cool and clear fluids are better.

+ Intake of prescribed anti-emetic, prior to mealtime.

+ Refrain from foods that have strong or unpleasant smell.

« Sucking ice cubes, hard candies, dry snacks such as toast, crackles and dry fruits could improve mouth taste.

+ Intake of non-greasy food is recommended.

« For easier digestion, take small frequent meals instead of three large meals, and chew food well.

« Frequent oral care could improve mouth taste.

« Avoid going to bed just after a meal and too many fluids with meals.

+ Enhancing the environment during mealtimes through television, music, surrounded by family and friends
might alleviate nausea and vomiting.

« If symptoms persist after intake of prescribed anti-emetic and measures mentioned above, then patient
should consult physician or emergency services.

+ Record frequency and characteristics of bowel movements.

« For easy digestion soft, blended low fiber diet, e.g., noodle, rice, white bread, and others.

+ Use of yogurt and banana are recommended. Yogurt promotes a probiotic effect.

+ Intake of High fluid and Oral Rehydration Salt (ORS) could replace water and electrolyte loss.

« Foods and drinks that should be avoided in the condition of diarrhea include raw vegetables, fried food, whole
grains breads and cereals, nuts, cabbage, and carbonated beverages.

« Avoid intake of contaminated food or water.

+ Hand washing prior to food intake. Other hygiene practices include proper washing of fruits and vegetables
before eating and cooking. Using clean utensils for eating and cooking is also important.

« Proper food preparation, cooking and storage is crucial to prevent food contamination.

+ Nephrotoxicity could be prevented through adequate hydration before and after chemotherapy.

« 1-1.5 liters of intravenous fluids administration with each Platinum-based chemotherapy cycle is a standard
practice for patients with no underlying cardiac issues.

+ Post chemotherapy patients should take at least 10-12 glasses of fluids.

« Prior to chemotherapy administration, renal status should be monitored via Blood Urea Nitrogen (BUN) and
Creatinine (Cr) levels check.

+ Mucositis could be prevented through use of frequent mouth wash.

« Frequency of mouth wash should also be increased as chemo-radiation treatment progresses. Patients could
even use mouth wash on an hourly basis.

+ Multiple mouth washes could be used to treat mucositis. Saline and sodium bicarbonate could be used to
prevent and treat mucositis (Hong et al, 2019)

« Frequent intake of sips of water would also keep mucosa hydrated and less prone to break down.

+ Reduce discomfort due to mucositis through intake of less saltish, acidic, and spicy diet.

+ Use of cool, liquid, soft blenderized diet is recommended.

« Mouth must be rinsed after meals.
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Radiation dermatitis

Dermatitis is a common side effect of radiation therapy
(Alfouzan, 2021). Therefore, information related to skin care
must also be provided to patients and their families to pre-
vent it from occurring early during the course of treatment.
Dermatitis could also interrupt treatment and could lead
to treatment delay (Hafner et al.,, 2013). Table 2 summarizes
patient education points on dermatitis.

Jaw opening exercises

Jaw opening exercises are an important aspect to incor-
porate into education and counseling of oral cancer patients.
Undergoing surgical resection and radiation treatment can
restrict mouth opening which, in turn, hinders food intake via
mouth. There could also be pain and reduced verbal commu-
nication by patients. Clearly, this has implications for patients’
quality of life (Lee et al., 2015). There are multiple reasons for
restricted mouth opening in advanced oral cancer patients
including tissue lost due to surgical tumour resection (Hashim
et al., 2019), and tissue fibrosis because of tobacco and other
addicted substances. Tissue fibrosis also occurs secondary to
radiation therapy and is termed “trismus.” Ongoing practice
of jaw opening exercises could improve swallowing function
during and after acute treatment ends (Banda et al., 2021) and
lessen speech-related problems. Furthermore, patients should
be advised to continue mouth opening exercises after acute
treatment ends. According to Lee et al. (2015), measures to pre-
vent or manage trismus in patients with head and neck cancer
need to be implemented, as they may contribute to enhanced
quality of life over the long term (p.193). A prospective study
by Karlsson et al. (2021) found statistically significant effects
of jaw exercises in the intervention group participants on max-
imal interincisal opening (MIO), health-related quality of life,
and reduced trismus-related symptoms. Jaw opening devices
should be placed opposite to the surgical site of mouth. Jaw
opening devices include tongue blade/depressor/Engstréom

Table 2

Patient Education Instructions for Dermatitis

and Therabite jaw devices. Patients should perform jaw open-
ing exercises as frequently as possible. Patients should con-
tinue with verbal communication and oral intake as tolerated
by them, as these measures also facilitate mouth opening.

Percutaneous endoscopic gastrostomy (PEG) tube

Another crucial aspect of education in advanced oral can-
cer patients is about feeding via a percutaneous endoscopic
gastrostomy (PEG) tube. Literature supports prophylactic
PEG insertion in patients with advanced disease who require
higher doses of radiotherapy and providing nutritional sup-
port to patients (Axelsson et al., 2017; McClelland et al., 2018) is
important. A prospective study conducted by Mello et al. (2009)
with 136 head and neck cancer patients determined minor
complications following PEG tube insertion was at 17.6% (e.g.,
local pain, tube site infection). Major complications, includ-
ing tube displacement, occurred in only 2.2% of participants.
Based on these study findings, authors recommended gastros-
tomy as safe and viable in select HNC patients. Patient coun-
seling information on PEG tubes is summarized in Table 3.

CONCLUSION AND PRACTICE
IMPLICATIONS

In conclusion, toxicities occur secondary to chemotherapy,
radiation, and surgical treatments in patients with advanced
oral cancer. The treatment toxicities could be overcome
through the patient’s utilization of self-care measures. Hence,
patient education/counseling is needed to impart information
about self-care measures to patients and their family mem-
bers and should be given early and prior to treatment starting.
Patient education/counseling holds the potential to maintain
or improve quality of life for HNC patients and their family
members during the cancer journey.

Table 3

Patient Counseling information on PEG tube

« To prevent PEG tube infection, do daily dressing for an initial 7
to 10 days post-insertion.
+ Monitor for signs of infection which includes fever, redness at

Side effect Patient Education Instructions tube site, localized pain, oozing and blockage of tube.
Dermatitis  + Daily bathing and use of mild soap lather gently on « Home-made or commercial formulas that are clear or full liquids
radiation skin. Avoid direct application of soap or could easily feed via PEG tube.
scrub on radiation skin. « Patients could be fed between 150-250 ml via PEG at once.
+ Avoid scratching radiation sites. Amount and frequency could vary as per tolerance, caloric
« Cover radiation skin with light, clean, cotton cloth, requirements of individuals. Nutritionists could determine
especially during sun exposure and intense cold caloric requirements for individual patients.
temperature. « Liquids that are slightly warm or are at room temperature are
+ Broad neck clothing could also be helpful. best fed via PEG.
 Patients should refrain from the application of « Patients should be in sitting or semi-fowler position during and
makeup, perfumes, and talcum powder over the after feeding via PEG.
skin. « PEG tube should be aspirated prior to feeding to evaluate
+ Only fresh Aloe-Vera gel application is digestion.
recommended. « Tubes should be flushed with water after use to prevent clogging.
 If dermatitis doesn’t improve with aloe-vera « Patients could continue oral intake via mouth if allowed, along
application, then, radiation oncologist could with the PEG tube feedings.
recommend other ointments.
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Prospective studies with strong research methodology are
required to evaluate the impact of counseling on quality of
life of advanced oral cancer patients undergoing chemoradi-
ation treatment. Moreover, capacity building and training of
healthcare professionals about special informational needs of
advanced oral cancer patients (e.g., language, literacy) would
contribute to prevention of the sequelae of adverse effects due
to multimodal treatment.

INFORMED CONSENT AND PATIENT
DETAILS

Not applicable for this type of manuscript.
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