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Abstract

Background: The National Institute of Health and Family Welfare (NIHFW) reports that India has the highest
global prevalence of oral cancers. The incidence is significantly more in developing countries when compared
to the developed countries. Early detection is key to increasing the survival rate of the patients. Important
causes for this late diagnosis could be self-negligence, lack of patient awareness about the causes and
asymptomatic and subtle clinical presentation of the lesions.

Aim: To assess the causes of self-neglect and awareness levels among oral cancer and pre-cancerous patients.
Settings and Design: A cross-sectional questionnaire study was conducted among pre-cancerous and
cancerous patients.

Methods and Material: A questionnaire with 16 closed-ended questions was framed relating to the causes
of self-neglect and awareness of the patients. A total of 45 patients were selected by convenient sampling
technique from the Institutional Tumour Board register of which 62 per cent were male patients and 38
per cent were female patients.

Statistical Analysis: Data analysis for demographic data, patients’ awareness, and causes of self-neglect
about precancer and cancer was done using SPSS Version 10.

Results and Conclusions: The present study concluded that the patients had adequate awareness that deleterious
habits could lead to cancer but had a low level of awareness about the other causes of cancer, symptoms and
management options available to treat cancer. The study result emphasizes that the government should plan
for more cancer-screening camps in order to prevent the progression of cancer and to increase the awareness.
(Reference I.D.: 2015-05006 for funding the project.ICMR)
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INTRODUCTION

Cancer is a significant public health issue worldwide, and
India accounts for 75,000 to 80,000 new cases every year. The
National Institute of Health and Family Welfare INIHEFW)
reports that India has the highest global prevalence of oral
cancers. In the year 2013 oral cancer resulted in 1,35,000
deaths up from 84,000 deaths in the year 1990. The
incidence of occurrence is significantly more in developing
countries when compared to the developed countries.
According to the WHO report of 2004, the estimated
number of new cases will be 50 per cent more in the next
20 years of time period. In India, the incidence rate of oral
cancer has increased to 12.6 per lakh population.! It has
been reported that 40 per cent of cancer deaths are due to
consumption of tobacco and alcohol. Non-habitual-related
carcinomas have also been reported in recent literatures.
The unhealthy lifestyle, malnutrition, genetic factors and
infections in low socio-economic groups contribute to the
non-habitual-related carcinomas.

In recent years, various advanced treatment modalities
including surgical management, radiotherapy, and
chemotherapy have been used in cancer management.
In spite of advanced approaches, the survival rate of
cancer patients in underdeveloped countries including the
Indian subcontinent is comparatively less. Early detection
is a key to increasing the survival rate of the patients,
but unfortunately most of the oral cancer patients in
underdeveloped and developing countries present with
advanced stage at the time of diagnosis, which could
directly affect the prognosis of the treatment.” Important
causes for this late diagnosis could be self-negligence, lack
of patient awareness about the causes, asymptomatic and
subtle clinical presentation of the lesions, etc.

The number of cancer patients continues to increase,
but the survival rate has shown no signs of improvement
for decades, in spite of various advancements in modern
medicine.’* Early detection is a key to increasing the
survival rate of the patients, but unfortunately most of
the oral cancer patients in underdeveloped and developing
countries present with advanced stage at the time of
diagnosis, which could directly affect the prognosis of the
treatment. Important causes for this late diagnosis could
be self-negligence, lack of patient awareness about the
causes, asymptomatic and subtle clinical presentation of
the lesions, etc.

The key element in poor prognosis is delay in the
y p prog y

presentation of oral cancer and the reasons for the

presentation in the advanced stage are lack of awareness

about the disease, lack of cancer screening, poor
socio-economic status and self-negligence. Eatly detection
of oral cancer offers a better survival rate. Rural areas of
countries have inadequate access to medical facilities.”) In
the present study, 22 per cent of patients reported that
they do not have adequate screening and cancer treatment
facilities in the nearby health catre centres.

Self-neglect is an altered behavioural change in which an
affected individual neglects to attend to their basic needs
ot not attending appropriately to their medical conditions.!
Old age, chronic smoking, alcoholism, functional and social
dependency and financial constraints are the important
causes of the self-neglect. The important causes of oral
cancer like tobacco consumption, alcoholism and ageing
are also predisposing factors for self-neglect.™® The
present questionnaire study was carried out to assess the
common causes of self-neglect (the individuals who have
not taken appropriate treatment even after explaining
the consequences of the disease) among oral cancer and
pre-cancerous patients. Analysing the causes of self-neglect
and awareness will serve as an adjuvant to the standard
medical treatment model.

Aims and objectives
To assess the causes of self-neglect and awareness among
pre-cancer and cancer patients.

MATERIALS AND METHODS

Study design: A cross-sectional questionnaire study was
conducted among pre-cancerous and cancerous patients
who were not under proper treatment regimen or missed
their treatment module.

Type of study: The study group consisted of oral
pre-cancerous and cancer patients not taking appropriate
treatment even after explaining the consequence of the
disease. A questionnaire with 16 closed-ended questions
was framed. It was designed such that 11 questions were
pertaining to self-negligence and 5 questions were relating
to the awareness of the patients. The questionnaire was
prepared in English and then translated to the regional
language, Tamil. Both the language questionnaires were
peer reviewed and suggestions of the reviewed expertise
were incorporated into the questionnaire. The awareness of
the study group was accessed by a few important questions
like: What is cancer? What are the causes and risk factors of
cancer? Is cancer curable? Is it transmissible, etc. Questions
pertaining to causes of self-neglect were also included in
the questionnaire. Approval from the Institutional review
board and Institutional Ethical Committee (IEC) from SBV
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University, Puducherry was obtained. A patient consent
form was obtained from the study group. Necessary help
was provided for illiterate persons.

Study area and duration of the study: The study was conducted
in Puducherry and Cuddalore populations over a period
of 2 months (August and September 2015).

Sample size: Patient data were retrieved from the institutional
tumour board register. 45 patients were selected by
convenient sampling technique. Of the 45 patients,
02 per cent were male patients and 38 per cent were female
patients and 57 per cent were from rural and 43 per cent
were from urban areas.

Inclusion criteria: Patients suffering from oral pre-cancerous
and cancer lesions who have cither neglected the treatment
or missed the treatment follow-up.

Excclusion criteria:(1) Pre-cancerous and cancer patients under
proper treatment.

(II) Those who did not wish to participate were excluded.

OBSERVATIONS AND RESULT'S

Data analysis was done by using Statistical Package for
Social Sciences (SPSS; version 10). Data regarding the age,
sex and location (either from rural or urban areas) of the
patients were included in the analysis. The results of the
study are as follows:

Demographic factors: The three important demographic
factors considered in the study were age, sex and location
of the patients. The range of age was between 20—80 years.
Among the study group, 62 per cent were males and 38 per
cent were females and 57 per cent were from rural and 43
per cent were from urban areas [Graph 1].

Awareness about cancer, causes and risk factors, symptoms
and early detection:

The questionnaire revealed that 40 per cent of the patients
did not know about what is oral cancer, while 60 per cent of
patients were aware of what is oral cancer. 83 per cent of the
patients knew that oral cancer could be caused by deleterious
habits and 40% were unaware of the causes of oral cancer.
Four per cent of the patients were aware of the genetic
causes of oral cancer. None of the study group was aware
that ill-fitting dentures and altered lifestyle could cause cancet.

Causal role of smokeless and smoking tobacco was known
to 80 per cent of patients. 89 per cent of the patients

used to consume tobacco (smokeless and smoking) and
21 per cent used to consume areca nut and pan. Most of
the patients in the study group were unaware of the fact that
the consumption of areca nut alone can produce cancet.

Seventy-three per cent of the patients did not have any
awareness of the symptoms. Most known symptoms
among the patients were tissue growth (8%), non-healing
ulcer (4%) and red patch (2%). Eleven per cent of the
patients were aware of the fact that they can present any of
the above-mentioned symptoms. But none of the patients
knew that oral cancer can present as a white patch.

Forty-eight per cent of the patients were not aware whether
cancer is curable or non-curable, while 28 per cent of the
patients were aware that it may be cured if diagnosed at
an early stage. The mean value for cancer awareness was
at its peak in the age group between 41 — 60 years (43.58),
followed by 61 — 80 years (41.4) and was least in the age
group between 20 — 40 years (39.82). The mean values
of awareness for cancer based on gender and region are
presented in Graphs 2 and 3, respectively.

Causes of self-neglect among oral cancerous and
pre-cancerous patients:

Five questions pertaining to causes of self-neglect
were included in the questionnaire. The causes of the
self-negligence were categorised as follows:

Category A: Not willing for treatment

Category B: Lack of medical facilities

Category C: Lack of awareness about the disease
Category D: Low socio-economic status category
Category E: Pseudo confidence of well-being category
Category I: Fear of separation from society

Frequency distribution of the causes is represented in

Graph 4.

# Urban

Graph 1: Distribution of the respondents on the basis of region
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Graph 3: Mean value for awareness of cancer based on region
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Graph 4: Categories illustrating the causes of the self-negligence

DISCUSSION

Oral cancer is a major health problem in Indian
subcontinent, and it is one of the top three cancers in
India. World health organization in the year 2010 stated
that 55,000 Indians die because of cancer. The incidence
of cancer has increased in recent decades. In this study,
tobacco-related cancers represented around 18 per cent of

female and 42 per cent of male cancer deaths. In men, two
of the most common fatal cancers were oral cancer and
lung cancer.” There are three most important reasons for
high mortality rate with the first being the diagnosis at a
later stage that leads to poor prognosis. The second reason
is inadequate access to medical facilities especially in the
rural areas of India. The third cause is low socio-economic
status; the low socio-economic group is more vulnerable
to common high-risk factors like consumption of tobacco
and poor dietary habits. And lastly, the occurrence of the
lesion in inaccessible areas is also a reason for the late
repotts.

Most cancer patients report at the advanced stage due to
a lack of awareness about the disease, inadequate access
to medical facilities mainly in the rural areas of India, low
socio-economic status and the occult nature of the disease.
Various public awareness surveys conducted worldwide in
developed and developing countries showed a significant
lack of awareness among the general public. Warnakulasuriya
KA et al™ (1999, in Great Britain), Powe BD e 2/
(2004 in African American), Peker I ez /" (2010, in Turkey)
and Stikanth Reddy B!"* (2012, in South India), highlighted
the general lack of awareness among the public about mouth
cancet, lack of knowledge about its causation and also the
excess risk associated with alcohol.

In this present questionnaire study, there was a significant
lack of awareness about oral cancer among the patients of
rural and urban populations with no significant difference
between the two populations. A low level of awareness was
evident mainly about what is oral cancer, the importance
of its early detection and management. Forty per cent of
the patients did not know what oral cancer is, and 9 per
cent of the patients had a false belief that itis a contagious
and transmissible disease.

Seventy-three per cent of the patients knew that oral
cancer could be caused by deleterious habits. The causal
role of smokeless and smoking tobacco was known to
80 per cent of the patients. These findings were similar to
the findings of the study done by Hertrampf K ¢z o/ in
the year 2012. Few patients were aware of the genetic causes
and none of the study group was aware of the fact that
ill-fitting dentures and altered lifestyle including diet could
also cause oral cancer. Lack of awareness also existed that
consumption of areca nut alone can also produce cancer.

Seventy-three per cent of the patient did not have
awareness of the symptoms. The commonly appreciated
symptoms are tissue growth, non-healing ulcers and red
patch. Most of the patients did not know that it can present
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as a white patch. These findings were similar to Tadbir AA
et al" (2013, in Iran).

Early detection and prevention is the only way to increase
the survival rate and decrease the incidence rate. Creating
the awareness among general public plays a significant role
in it. The present study revealed that only 28 per cent of the
patients were aware that cancer is curable if itis diagnosed
at an early stage.

Self-neglect is an altered behavioural change of an individual
who neglects to attend to their basic needs including
their medical conditions. The important causes like old
age, chronic smoking, alcoholism, functional and social
dependency and financial constraints are also predisposing
factors for cancer. All the participants of the study group
had one or more deleterious habits. The present study
revealed that the common causes of self-neglect are lack
of awareness about the disease, lack of medical facilities,
low socio-economic status and pseudo confidence. Twelve
per cent of the patients were not willing for the treatment.
Lack of appropriate medical facilities for cancer screening
and management is noticed in both urban and rural areas
of the study population. In reviewing the literature, there
were numerous studies conducted to analyse the causes of
self-neglect. Burden of Disease of India— 2005 released by
the National Commission on Macroeconomics and Health
Ministry of Health and Family Welfare, Government of
India also stated that cancer screening and management
programme and medical management facilities have to be
increased in rural and urban health care centres to reduce
the cancer incidence and cancer death.

CONCLUSION

Oral cancer is one of the most common cancers prevailing
in India. There is an increase in the incidence and mortality
rate even after so much of advancements in treatment
modalities. Late diagnosis is an important cause of poor
prognosis and cancer deaths. The present study concluded
that the patients had adequate awareness that deleterious
habits could lead to cancer and had a low level of awareness
about the causes of cancer, symptoms and management
options available to treat cancer. In analysing the causes
of self-negligence, study revealed that most of the patients
were addicted to one or more deleterious habits. The
lack of awareness, inaccessibility to health care centres,
lack of medical facilities in health care centres and low
socio-economic status are the most important causes

for self-negligence. The study result emphasizes that the
government should plan for more cancer screening camps
in order to prevent the progression of cancer and to
increase awareness. It should be looked upon that adequate
cancer screening and management facilities are available in
healthcare centres.
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