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Abstract

The psychosocial intervention in cancer patient management has been shown to
reduce anxiety effectively, but no assessment has been made of the effect on health related
quality of life (HRQOL). The aims of this project were to examine head and neck cancer
patient’s level of information and assess anxiety level and HRQOL in an attempt to
recommend the educational psychosocial support needed for oral and pharyngeal cancer

patiehts.

The first part of this research audits the patients’ information support (as part of the
psychosocial support) and preferred format for additional information material. A locally
developed questionnaire was applied to three groups of oral disease patients; the
multidisciplinary team approach was significantly better in informing oral and pharyngeal
cancer patients. The survey also confirmed the patients’ preference for written format
information materials and the low preference for the computer technology as a source for

health information.

The second part of the study aimed to assess oral and pharyngeal cancer patients’
anxiety level and HRQOL. The results showed that patients have levels of HRQOL
comparable to those previously reported in similar studies, although patients had higher

level of anxiety.

The third section correlates the anxiety scores from the HADS to HRQOL scores;
the HADS-Anxiety scores were significantly correlated to the SF-36 scores at the
preoperative stage and to the EORTC H&N35 scores at the postoperative stages.
Predictability equations were formulated for the HRQOL domains scores using the HADS

score.



The final section was a semi-structured interview with 30 head and neck cancer
patients and their families. This was a cross sectional study with the aim of examining the

relationship between information, educational level, anxiety and HRQOL.

In conclusion, oral cancer patients required more sophisticated gating of
information about disease management. There was a significant correlation between
anxiety scores with HRQOL scores; however the high anxiety scores suggested that
patiénts’ education should include methods of anxiety control. Patients’ perception of good

psychosocial support can improve their HRQOL.
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Introduction

Psychology is one of the factors that define health as proposed by the World Health
Organization (1947). Its assessment has been advocated as part of the general health
assessment (Wan et al. 1997) and Tim McElwain (a leading figure in oncology in the U.K.
during the 1980s) often said that patients, who feel better, do better (Mossman et al.

1999b).

In the last century, the success and quality of oncology therapeutic intervention in
clinical and health services focused on traditional indicators such as prolonged survival,
retardation of the disease process, and control of major physical symptoms and this will
remain central in cancer clinical research. However, in the last 20 years quality of life has
emerged as a crucial aspect in the assessment process of emerging therapeutic intervention
and clinicians need to consider the patient’s prospect in how the treatment is going to

influence their functional, psychological, and social health (Aaronson 1991)

Oral and pharyngeal cancers are amongst the ten most common cancers in the world.
The WHO assesses that oral cancer as the 3rd commonest malignancy among males and 6™
commonest in females (Langdon 1995). In the UK head and neck cancers account for less

than 4% of all solid malignant cancers (Hindle et al. 1996).

Despite the fact that cancer is more treatable today, there is still a persistent fear that
attends a diagnosis of cancer; fear of death, pain, loss of attendance/independence, and the

suffering associated with cancer progression in palliative care (Dolbeault et al. 1999).

Moreover, patients with head and neck cancer have to struggle with many losses such

as normal facial appearance, speech, and sensation. This may cause an enormous threat of
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self image, confidence and identity which may lead to anxiety or depression. This is
because changing the individual’s hidden image of their faces is very difficult and adapting
to new changes can be a very long process. Also, removal of part of the jaw bone or tongue
may affect the patient’s ability to communicate efficiently, and with deficient facial
expression to support verbal communication patients can develop a social phobia and

isolation (Kugaya et al. 1999).

It is true that the diagnosis of cancer and its treatment may initiate a period of
confusion, uncertainty and psychological distress. Improvement in diagnostic methods and
recent advances in therapeutic modalities give a better chance for cancer patients today to
live longer, however, there is still disease symptoms and treatment side effects (Rapoport et
al. 1993). Therefore, disease related morbidity is a significant factor in the evolution of

competing interventions and in justifying decisions to provide supportive care.

Anxiety is an expected emotional response for appropriate concern about medical
disorders and it has an adaptive value for most individuals most of the time. However,
patients sometime lose control over anxiety to the extent that it causes physical or social
impairment and becomes maladaptive. There is a substantial number of head and neck
cancer patients at risk of developing mood disorder during the first year of cancer diagnosis

(Hammerlid et al. 1999a).

The government policies emphasize the role of patients’ education in health care.
Research has shown that a majority of patients, regardless of their sex, age, and deprivation,
want as much information as possible (Meredith et al. 1996). Also, health professionals
increasingly recognise that people facing decisions about their health care need good

quality information relevant to their treatments and outcomes.
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The government advocates patients’ involvement as partners in health care. The
increase in office-based procedures and ambulatory surgery coupled with shorter hospital
stays necessitate that patients assume greater responsibility for their own care before and
after procedures (Krouse 2001). Patients’ attitudes of paternalistic health care must shift to
an attitude of full acceptance and encouragement to share responsibility of treatment
choice, and day to day self-care. Surgeons need to evaluate patients’ needs and ability as
well as understand the emotional aspect of learning; and invite patients to discuss
information provided. Also, they need to recognize that people learn in different ways, and

acknowledge that efficient learning calls for interaction between the patient and the doctor.

Health authorities have acknowledged the need for patient’s education, and developed
different departments and organisations to provide health consumers with quality
information. However, the underlying policies for providing that quality information are -
complicated by barriers associated with “teaching” on the side of healthcare providers and
“learning” by the health consumers. This is recognized in research reporting patient
dissatisfaction with the amount of information provided (Coulter et al. 1999, Fallowfield et
al. 1995, Hope et al. 2000, Leydon et al. 2000, Meredith et al. 1996, Semple et al. 2002).
However, it is difficult to know whether patients are dissatisfied with information levels
because the information given is not enough or they are highly stressed and the information

provided is not helping to control their anxiety.

Medical research and medical practice are synergistic and complementary with a
common aim of increasing the survival rate and improving the quality of life of cancer
patients using the best available therapeutic modality (Meunier 1997). Psychosocial
intervention research and their emphasis on the emotional, social, and functional aspects of
well-being may result in remarkable improvement in patients’ health related quality of life
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(HRQOL) and better assessment of the competing therapeutic modalities. There is
considerable heterogeneity in methodology among psychosocial interventions used in
cancer patients; however, there appears to be little agreement to what type of intervention
will provide maximum benefit for any individual patients. This is because cancer patients
are exposed to different psychological stressors before, during and after treatment; also
patients vary in their age, gender, social/cultural background, education level, financial
situation and family relations. Furthermore, different methods of psychosocial intervention
have been applied sporadically for different primary cancer sites with little consistency on
the objectives of the interventions (Fawzy 1999, Owen et al. 2001a). Therefore, adoption
of more uniform approaches to quality of life assessment can provide a valid evaluation to
the impact of psychosocial interventions and facilitate comparisons between different types

of interventions.

The first chapter in the present study will assess the effectiveness of information
delivery system to oral and pharyngeal cancer patients, and their preferred format of
additional information; the second chapter will look at oral and pharyngeal cancer patients’
HRQOL with more emphasis on anxiety level as it is likely to be affected by level
educational psychosocial support. The last chapter will look into the relationship between
patients’ perception of psychosocial support including level of information about their

disease and patients’ health related quality of life.
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Chapter 1

1. Patient satisfaction and preference for information

(Survey)
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1.1 Literature review

1.1.1 Information patients need

Cancer patients are a diverse population and their needs for information varies
considerably depending on many factors such as their preferences, coping method, age, sex,
type of information provided and stage of disease management (Leydon et al. 2000); thus it
is important to customise information to individual patients’ abilities and needs at different

stages of treatment (Newell et al. 2004).

Common themes of information patients need to know are diagnoses; treatment
options; the chance of cure and possible side effects. In cancer, the overwhelming majority
of patients wish to know if they have cancer, what are their chances of cure, and all the
possible side effects of treatment. Other information patients may wish to know are the
nature of the procedure, its purpose, the outcomes and risks, the options and alternatives,
what would happen to them in the near future, overall care available, key contact names
and phone numbers in the treatment centre (Fallowfield et al. 1999, Harris 1998, Hope et al.
2000, Humphris et al. 1999, Meredith et al. 1996, Ream et al. 2003). Due to the facial
disfigurement and physical impairments that may result from treatment in head and neck
cancer patients, this group of patients have concerns about specific issues such as social

relationships and self esteem.

Patient education often starts in the hospital during their consultation visit to the
multidisciplinary clinic (consultants, nurses, dietician ....etc) and during hospitalisation;
however, education is a continuous process and needs to continue thereafter in the
outpatient setting, at home with family members and friends (Jones et al. 2001, Leydon et
al. 2000, Little et al. 2004). Patients realised that their provision for information was
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different during the course of treatment. Research showed that provision of information is
part of an ongoing process, and for maximum benefit the professionals need to use their
communication skills for continuous assessment of patients’ need for information and
support during care; and reinforce by repetition and discussion (Butow et al. 1997, Hope et
al. 2000). This observation complements the Lazarus theory that describes patients with a
chronic illness who are continually appraising their symptoms, pains, disease progression

with respect to their well-being and survival, and coping accordingly (Lazarus 1991).

The strategy of spacing the appointments apart or discussing treatment in more than
one session is considered necessary. This arrangement will ensure that patients have more
time to think of the treatment options provided and discuss it in a different environment and
a more suitable time. It is not uncommon for patients to come back with new questions and
to bring a relative in the next appointment for support, and help memorising information
provided (Leydon et al. 2000). Informing patients of what to ask their doctors during
consultation visits will improve the effectiveness of communication and satisfaction

without increasing the consultation time (Little et al. 2004).

1.1.2 Current status of oral and pharyngeal cancer patients education

The Department of Health Cancer Patients Survey (Health, 2002) of 6500 hospital
patients reported overall high levels of satisfaction with the provision of care and
information. However, patients under the age of 65 years were more critical and
dissatisfied with many aspects, including information about the diagnosis, treatment and
side effects. In addition cancer patients who scored high psychological distress were
notably less satisfied than were those with lower distress scores (Shilling et al. 2003). The
King’s Fund study on head and neck cancer patients reported that patients had a mixed

experience with receiving appropriate information (Edwards 1998). However, Fallowfield
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et al (1999) in a large study for different types of cancer patients, including head and neck
cancer patients, have reported that a number of patients leave the consultation room
suspicious about the diagnosis and prognosis, unclear about the management plan and

uncertain about the therapeutic objectives of treatment (Fallowfield et al. 1999).

Among the public, studies in the USA have demonstrated that there is a general lack
of knowledge concerning the signs, symptoms and risk factors of oral cancer and
demonstrated the need for vigorous health education and health promotion to increase
public knowledge (Horowitz et al. 1996). In the UK, very little evidence has been reported
in the literature of knowledge held by the public about the incidence, aetiology, signs and
symptoms of oral cancer (Naila et al. 1995). However, a recent survey of the UK public
knowledge of cancer shows a significant deficiency in public cancer knowledge (Adlard et

al. 2003).

Risk factors for oral and pharyngeal cancers include tobacco smoking, alcohol
abuse, old age and auto-immune diseases to name a few; but the two major preventable
ones are tobacco smoking and alcohol abuse. A recent study reported that tobacco smoking
is the only perceived risk factor by people participating in oral screening programs (Hay et
al. 2002). Researchers have suggested that the reason behind this situation may be the
deficiency of information materials for oral and pharyngeal cancers; and most of the
present materials are written at a reading level too high for many target groups, especially

those with lower levels of education (Chung et al. 2000).

1.1.3 The advantage of educating patients:

The need to educate patients about treatment prospective is derived from concern

about issues like treatment ethics, improving patients’ trust and compliance with treatment,
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ensuring informed consent, improving patients’ satisfaction, encouraging patients to change
their behaviour; enabling patients to anticipate problems, assisting rehabilitation in patients
with curable cancers and avoiding unnecessary distress (Cawsey et al. 1997, Crawford
1994, Stafford et al. 2001, Thomas et al. 2000). A randomised controlled trial by Little et
al (2004) on patients visiting GPs shows that education can empower patients and improve
their satisfaction and perception of consultation (Little et al. 2004). Also, by encouraging
patients to set and maintain realistic goals concerning their prognosis and treatment process
it is possible to narrow the gap between individuals’ expectations and the perceptible

outcome (Wan et al. 1997).

Patient education is central for acquiring informed consent (Cawsey et al. 1997). A
valid consent entails that the patient has been provided with a satisfactory amount of
information to enable him/her to agree to the proposed treatment plan; this includes the
possible treatment outcome, the side effects, possible complications as well as alternative
treatments including no treatment. Information gives patients the feeling of cognitive
control of their situation; this means that patients will have the autonomy to participate as a
partner in the decision-making process (Semple et al. 2002). However, it is important to
note that information is not the only factor that influences patient decision about their
treatment options. Other factors include the patients personal experience, attitudes and
beliefs as well as family, friends, media and other health professionals (Richards et al.

1995).

Although a direct positive relationship between patients’ preference for information
and their desire for decision-making involvement have been reported (Timmermans et al.
2004); not all patients desire more information than what has been given wish to participate
in decision-making process (Semple et al. 2002). Some find additional information
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confusing, others look for reassurance in the consultation visit to maintain hope and fear of
uncovering more traumatic information (Leydon et al. 2000, McPherson et al. 2001).
Butow et al (1997) found that cancer patients want less involvement in decision-making
when their conditions deteriorate in the process of treatment (Butow et al. 1997). This fine
balance of control over the flow of information gives the patients their psychological
independence and feeling of control. Furthermore, information seeking behaviour is but
one strategy of problem-focused coping methods many patients use to manage their stress
(Van Der Molen 1999). One should not overlook the stress effect on cancer patients’
cognitive ability as stress will make it difficult for the patient to remember all the

information provided and decide on the best course of action (Fallowfield et al. 1999).

A high level of anxiety has been reported in newly diagnosed cancer patients, and
many develop psychiatric disorders within the first 2-3 years of diagnosis (Fawzy 1999,
Maguire 1995, Mossman et al. 1999a). Information can help people manage their health
problems and stresses that may result from the disease and its treatment or the confusion
that may arise with cancer diagnosis (Van Der Molen 1999). There is no doubt that
correcting practical uncertainties of cancer therapy improves patient satisfaction and
reduces a significant amount of the associated psychological distress (Thomas et al. 2000).
Patients who receive preoperative information about disease and treatment were reported to
be less likely to suffer anxiety symptoms or experience depression postoperatively
(Fallowfield et al. 1995). Also, a positive association has been reported between

depression/anxiety and the need for information (Mesters et al. 2001).

Family members have a role in providing support and care to the patient at home,
therefore, their routine life will be affected; providing them with information may help in
understanding the disease and its consequences, and how to cope with the new situation

26



(Van Der Molen 1999). Many cancer patients felt that it is useful at least for family
members to receive written hospital information (Hope et al. 2000). Structured educational
intervention has been found to offer the greatest potential for patients and their families
who are newly diagnosed with cancer or are in the early stages of treatment (Fawzy 1999).
The validity of this form of intervention supported by others for its efficiency over a short
period of time from diagnosis; however, its power as a single form of support in the long
term was questioned (Chumbley et al. 2002, Jones et al. 1999, Leydon et al. 2000, Pruitt et

al. 1993).

The rehabilitation outcome in cancer management is related to the type of treatment
received. One of the goals in quality of life research is to give a description of the recovery
course so patients can assess their own health status and rehabilitation adequately (De Boer
et al. 1999, Mossman et al. 1999b). Self management of chronic illness is central in the
process of transition from one life style to another; this can be a structured process of
education that involves the daily experience of trial and error to know the personal
limitation. Additionally, patient education emphasises the importance of prevention and
early detection of the disease. This hopefully will result in more active individual
participation in the health system by increasing personal competence in self care (Heaney et

al. 2001).

1.1.4 Standards for patients education

The UK government has a growing awareness of the importance of empowering
patients with information. In 1993 the NHS Survey Commission studied the interaction
between hospitals and patients. One of their recommendations was to provide patients with
written information about conditions, procedures and post operative care (Coulter et al.

1998). The Expert Advisory Group report to the chief medical officers for England and
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Wales recommended that “Patients, families and carers should be given clear information
and assistance in a form they can understand about treatment options and outcomes
available at all stages of treatment from diagnosis onwards” (Calman et al. 1995). The
Health Act 1999 puts information for patients and the general public high on the NHS
agenda, and lays down the national standards and defines models through a series of
National Service Frameworks (Duman et al. 2000). The Patient Liaison Group from the
Royal College of Surgeons in England went further and stated that the patient has the rights
to have staff that understand his anxious feelings and vulnerability which may affect the

way he/she behaves (Patient liaison Group 2003).

1.1.5 Factors may affect patient’s education:

The strategies of providing information to patients are complicated by many
factors. They involve both personality and attitudinal characteristics of patients and their
health carers, together with difficulties created by the cancer care delivery systems
(Fallowfield et al. 1999). In the education process there are two principal characters, a
teacher and a learner. The learner is the person (i.e. patient) active in the construction and
development of new knowledge and skills. The teacher (health professional) on the other
hand is the person who activates and supports the learner contribution to the process of
education. It is the teacher who should recognise the learner needs and preferred style; and
make use of the many different ways available to ensure the efficiency of the education
process. The teaching methods are moving from the slow rigid way of spoon feeding to a
more dynamic interactive interplay between the teacher, the learner and a learner based
agenda. This highlights the fundamental idea of education as a self generated process;

health care provider can help setting objectives, providing guidance, support, and
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performing continuous evaluation, and patients must use what is available for them to know

more about their disease and its management (Babcock et al. 1994).

1.1.5.1 The health consumer (patient)

People are different in their needs for information and in their capacity to mentally
absorb new knowledge, also in their physical ability to change. Not to consider these
factors in educating patients is ignoring the diverse nature of human being, and an attempt
to fit patients to what we know or have rather to what is available. It is the learner at the
end who has to make his/her own sense of what is being learned. The followings are
important factors to consider in planning and implementing patient’s education as they may
influence the style or the content of the discussion and ultimately the outcome from the

consultation visit.

1- Aroused interest or motive:

Although, it is universally agreed that information is an important part of cancer
care, the issues of how much, in what form and when will depend mainly on the individual
patient’s approach to seeking information (Mossman et al. 1999a). Motivating factors for
cancer patients to learn more can be divided into extrinsic and intrinsic motivators.
Extrinsic motivators are those where satisfaction of need will come from outside the
person. This type of motivation is rare in health education and may be considered
ineffective for motivating cancer patients. In intrinsic motivators the reward here comes in
the form of inner satisfaction and feeling of accomplishment after overcoming a problem or

acquiring knowledge (Babcock et al. 1994).

It is not uncommon to have intrinsic motivators in cancer patients; a useful

motivator reported to be associated with desire for information is patient’s attitude (Leydon
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et al. 2000). Patient’s attitude from successful past experience such as the past experience
of good management of chronic illness affecting the patient or his relative can be used to
motivate patients to have confidence in themselves as learners, to acknowledge their

chances of success and have the strength to make an effort to change.

The concept of partnership can be a motivating factor. Teamwork was found to be
successful in situations where it has been encouraged. When patients feel that they are a
member of a cooperative team, the outcome is often better than when a number of
individuals are working in isolation. Additionally, head and neck cancer patients are going
to have a major operation that will affect many aspects of their life; this should be a strong
motive for them to learn new behaviours or improve existing one to cope with the

challenges during the rehabilitation phase.

2- Patient’s skills:

Learning is a skill and demands continuous practice in order to become more
autonomic and efficient. Less skilled people will consume a great deal more energy and
time than skilled people and are consequently considered less efficient (Babcock et al.
1994). The use of additional information materials in the form of videotapes will help to

overcome this factor in less skilled people (Foltz et al. 1999).

Some patients may feel that they are getting too old to learn and change, or may fear
that they appear dense relative to others. Others assume that asking a lot of questions is
violating their current role as a good patient (Leydon et al. 2000). Therefore, it is important
to assess the patients’ skills, attitude and cognitive ability to know if the patients can grasp

the meaning of information provided and perform the required behaviour.
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3- Maturity:

Most patients attending the head and neck oncology clinic are fully mature adults
and capable of making decisions of their concern, even teenagers get mature earlier as a
consequence of the disease. However, a small group of patients are very young or mentally
challenged; this group of patients needs more attention to communicate, and their family
cooperation in this case is essential. Also, when adult patients agree to participate in
learning activities they expect to be treated in a way that promotes self-esteem and self
confidence and they expect to be able to make use of what is learned more or less

immediately.

4- Level of wellness:

The stage of acute illness is frequently accompanied by pain, confusion, physical
disability and fear. Patients in the acute illness stage will direct most of their energy to
cope with the psychological trauma, and their learning needs are very limited (Coulter et al.
1999). During recovery and after removal of the immediate threat, patients are more stable

and willing for proper education.

Also type of disease may influence type of information needed. In cancer, where
patients are actively involved in the management, patients wish to see more individualised
information (Ream et al. 2003); however, general public smokers prefer non-tailored letters
that contain advice on behavioural changes than tailored letters with input aimed at
boosting motivation, confidence and self efficacy (Lennox et al. 2001). Also, cancer
patients with poor prognosis and those having palliative treatment were less likely to ask
for detailed information and participated less in the decision-making process (Fallowfield et

al. 1995).
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5- Physical limitation:

There are a considerable number of cancer patients over the age of 65 years.
Associated with this age group is the risk of physical impairment such as poor eyesight or
hearing deficiency or communication difficulty (especially in head and neck cancers).
Such physical impairments are important factor that may hold them back from learning and

need to be accounted for in the education process.

6- Socioeconomic forces:

Patients from affluent areas tend to wish for more information than those from
deprived areas (Gatherer 2000, Meredith et al. 1996). Patients before and after the
treatment are in a state of stress, one way of minimising this stress is by having control of
the surrounding environment. Individuals with financial and emotional resources can pay
for services and rely on support systems to sustain themselves through recovery.
Individuals without such resources are much more deficient and at risk for reaching less

than their potential level of functioning.

7- Educational level:

General knowledge of health is often related to a patient’s level of education. The
higher the level of education, the greater the knowledge base and the more likely the patient
will engage in health promotion behaviour. Furthermore, patients with a high level of
education are expected to have large vocabularies and consequently are more likely to
comprehend what the health professional is saying. Type of newspaper has been used
before as indicator for general knowledge; research reported that broadsheet newspaper
readers desire more information than tabloid newspaper readers (Gatherer 2000, Jones et al.

1999). Moreover, patients are exposed repeatedly to television programs and other media
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about cancer. This makes communication with the overly informed and sometime-

misinformed patients an increasing problem.

8- Adaptation:

Adaptation or adjustment is the process that patients involve in order to counter
stress and reduce or neutralize its effects during the acute changes from the disease or its
treatment. Patients’ use two main coping methods for that, problem focused techniques to
promote recovery and restore function; and emotion focused techniques to control and
protect them from the psychological trauma (Babcock et al. 1994). Many patients and their
families have repeatedly reported that their anxiety level and other concerns interfered with
their ability to comprehend materials that would be quite understandable under normal

circumstances (Fallowfield et al. 1999).

People sometime protect themselves when under pressure from traumatic changes
by denying the existence or magnitude of these changes and this is acceptable for a short
period of time; though, it is this time where they need help and support to give-up the
unrealistic hopes and find the new but more realistic ones; patients in denial stage may

spoil or suppress whatever behaviour changes attempted (Leydon et al. 2000).

9- Age:

There are many factors related to age that will affect patients physically and
psychologically including: life style pattern, attitude, cognitive functioning, the presence of
meaningful relationship and life accumulation of happy and unhappy events. Furthermore,
there are common health problems among the elderly including gastrointestinal problems,
cardiovascular diseases, and respiratory problems. In addition, elderly people may be

fragile and less adaptive. This may affect patients’ learning ability like cognition, the

33



degree they are willing to comply with treatment prescribed or change in their behaviour

(Babcock et al. 1994).

10- Ethnicity:

The UK is an open country and hosts immigrants from all over the world which
results in a community of diverse ethnicity with different cultural backgrounds. This may
raise a few problems which need to be considered; for example in patients’ values and
beliefs about health and illness, religion, family relationship, nutritional habits, language

barrier and communication patterns.

1.1.5.2 The health care provider:

The health care system can help patient’s education by setting objectives, providing
guidance, support, and performing continuous evaluation. This process is influenced by

many factors including:

1. Health professionals:

Doctors consistently underestimated patients’ desire for information (Gamble
1998). Clinicians need to be skilful in assessing patients’ requirements for information and
realistic about their ability to assimilate it. Doctors’ communication skills are essential in
the decision-making process; their behaviour during the consultation has a major role in
reducing discrepancy between patients’ preferred and perceived role in the decision-making
process (Ford et al. 2003). Patients who perceived that their roles of involvement were
matched to their preference for involvement in the decision- making process were more
satisfied than patients who perceived that either they or their doctor had an exclusive
control over the decision-making process (Gattellari et al. 2001). Surgeon’s attitude has

been identified by patients as an important factor in acquiring information during treatment;
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being encouraged to ask questions, and giving realistic expectations and information about

postoperative care (Harris 1998, Wolf 2004b).

Nurses have an important role in the care of cancer patients; they spend more time
than any other member of the multidisciplinary team with patients, and consider patient
education as part of their routine care. They also help in identifying and directing patients
to quality health information sources (written, audio-visual or computer based) (Semple et
al. 2002). Howeyver, despite the increasing use of specialist nurses and counsellors, the
majority of patients prefer to hear the diagnosis from the hospital consultant (Meredith et
al. 1996) as they consider doctors to be the main and trusted source of information, and
nurses are recognised to be the main source for providing and clearing up additional

information (Chumbley et al. 2002, Hope et al. 2000).

Gender differences in medical practice are real and can have a significant impact on
the communication process and outcomes. Research to date indicates that women health
care providers generally tend to conduct longer consultations, give more information,
engage in more partnership conversation, are less directive, express more interest in
psychosocial aspects of health (e.g. emotions, lifestyle, family), and are more openly
reassuring and encouraging than male clinicians (Elderkin-Thompson et al. 1999, Roter et
al. 1998, Street Jr 2002). Researchers in communicative behaviour realize gender
difference but believe it is small in magnitude, and that male and female clinicians are
generally more similar than different in their communication act (Roter et al. 1998);
clinicians are likely to be more responsive to those patients who actively participate in the
meeting and patients are likely to become more involved when their doctors are more

patient-centred in their communication (Street Jr 2002).
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2. Patient-doctor relationship:
Good patient-doctor relationship has a significant impact on the production of high
quality of healthcare (van den Brink-Muinen 2002) and the professionals’ role in the clinic

is to establish a conducive environment for learning.

Doctor-patient relationships develop according to a complex interplay of style,
perception and adaptation (Roter et al. 1997). The ability of the doctor to establish mutual
understanding rests upon their ability to demonstrate a sympathetic attitude towards the
patient such as showing understanding, paying attention, making eye contact with the
patient and speaking in a pleasant voice; the patient’s willingness to follow the doctor’s
directions can be achieved to motivate patients to foresee the outcome of treatment and its
relevance to their lives. Also, the doctor needs to adjust to the patient’s educational level,

previous knowledge, cognitive function and life-situation (Stromberg 2002).

Patients’ satisfaction with consultation is difficult to accurately measure; however,
staff attention to psychosocial issues when providing medical treatment predicts patient
satisfaction. Moreover, patient satisfaction with consultation was significantly influenced
by the patient’s age and psychological morbidity (Kindler et al. 2000, Shilling et al. 2003,
Thomas et al. 1998, Walker et al. 2003). The doctor’s social behaviour and attitude,
including the affective quality of verbalisation made by both patient and physician, clearly
predicted patient satisfaction (Ong et al. 1999). Other factors that may influence patients’
satisfaction with clinical visits are not seeing the same doctor at each visit, waiting too long
to see the doctor, and not being provided with enough time to discuss problems with the

doctor (Grunfeld et al. 1999).
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3. Health care system:

The patient education process is hampered by time limitations for teaching due to
shorter hospital stay (bed shortages) and greater use of out-patient care settings. This factor
is also aggravated by the shortage of numbers in professional staff which resulted in shorter

out patient appointments to patients (Fallowfield et al. 1999).

4. Information sources:

The main form of information-giving is verbal during the consultation clinic or with
the oncology nurse thereafter. Many patients do not retain much of the information given
about their condition and its treatment in this manner (Fallowfield et al. 1999). Therefore, a
majority of patients are provided with additional information from their cancer treatment
centre. This can be in many forms but the most common one is in written format (Hope et

al. 2000).

The role of well-designed, practical ‘take-away’ information material is to support
the verbal consultation and continue the educational process outside the clinic (Thomas et
al. 2000). Furthermore, the protective effect which preparatory information has on
patients’ psychological distress has been reported in randomized (Kerrigan et al. 1993,
McHugh et al. 1995) and observational studies (Fallowfield et al. 1994) in a variety of

medical conditions using a range of information materials (Thomas et al. 2000).

The target group for patients’ education is people from different social classes,
different background, different languages, different education levels and span over wide
age range. This pool of people is vulnerable and amenable to education because of their

illness. Therefore, the teaching agenda certainly needs to be comprehensive (but brief); and
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cover diverse subjects with a degree of certainty and accuracy. Also, it needs to recognize
that patient education can be provided by a large number of organizations and can take

different forms at different places.

There are a wide variety of information sources used by cancer patients with
positive outcomes. This includes family members, nurses, the internet, and independent
charities for information and support (Hope et al. 2000, Jones et al. 2001, Leydon et al.
2000, McPherson et al. 2001, Stromberg 2002, Wolf 2004a). Information sources may be

categorised into:

1) Population or large group targeted methods; these frequently use methods of
mass communication like the media. The mass media sources include: hospital written
information, books, magazines and newspapers, TV and radio, video and the internet
(Bilodeau et al. 1996, Mills et al. 2000). The mass media may have little effect on
individual behavioural change, but it has a large impact on the population level (cost
effective); however, one of the major draw backs of mass media is that it is one-way
communication. This means the users have little chance of stopping the presentation and/or

asking questions to clarify difficulties they may encounter.

2) One-to-one or small group educational or counselling methods; these
interpersonal sources include doctors, nurses, family and friends, voluntary organisations,
support groups and professions allied to medicine (Nair et al. 2000). This form of
intervention may significantly affect individual behaviour, but it has minimal impact on
population (outcome-effective). The advantage of this form is that it is a two way
communication. This means the individuals’ understanding of the issues in question can be

appraised and information provided customised to their level of knowledge. This form of
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education can be personalised to the individual needs and any difficulties can be identified

and worked through.

In a study of cancer patients, the consultant was the main source of information,
followed by other health professionals (e.g. GP, oncology nurse...etc) parallel to family
and friends. The internet, occupational therapists and patients support groups were the least
frequently cited sources of information. Of particular interest in this study was the poor use
of written information, TV/radio and support/voluntary groups by patients aged over 65
years (Mills et al. 2002). Public surveys at GP clinics in the UK on sources of information
on cancer showed that people preferred the mass media methods. The sources were ranked
in the order of books (39%), internet (36%), cancer charities (32%), magazines (18%) and
others (10%). These results were influenced by the disease status, patients’ gender and age.
The study sample was non-cancer patients dominated by women (63% versus 37% for
men) with a median age of 47 years (range 17-94) with mixed social classes. However, a
careful look at the results revealed that people with a history of cancer in the family or
relatives or friends and aged 65 years and above are likely to have same preference as
cancer patients and rank the sources in the order of GP, books, cancer charity and last the

internet (Adlard et al. 2003).

Criteria to be applied to patient education materials are related to accuracy, content,
objectives, currency, point of view, scope of coverage, organisation, style and format and
audience level (Dalton et al. 1981). There is a detailed description and guidelines for the
production and advantages of different educational materials in The POPPi Guide (Duman

et al. 2000) and the client education (Babcock et al. 1994).
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Many information sources are criticised for being written in a language too difficult
for patients to understand, for its high readability level to the public, for not addressing
patients’ needs adequately, for its poor design, received too late for use and for reflecting
the professionals’ views only (Coulter et al. 1998). Additionally, there is a wide gap in
research for the efficacy of these methods in long term retention of knowledge gained and
its ability to change patient’s behaviour. Because of the lack of main aims and description
of educational intervention used in clinical trials, researcher’s could not measure the
efficacy of each method nor the consistency between different sources (Lauver et al. 2002,
Meredith et al. 1996, Semple et al. 2002). Furthermore, because the patient has access to
many different sources, there is a dilemma about when it is appropriate to give specific

information to patient (Entwistle et al. 1998).

1.2 Aims and objectives of the study

By the end of this study we aim to achieve the followings:

e Survey patients’ satisfaction with information provided at the maxillofacial unit and the
oral medicine clinic and illicit area of deficiencies; and factors may contribute to

differences between patient groups.
e Verify patient’s demand for additional information and from whom.
e Find out patient’s preferred format of additional information
¢ Identify the best source of information for patients
e Report any correlations between the patients’ demographics and their information level

as well as the preferred format of additional information.

40



1.3 Material and methods

The study will survey the information delivery system in two different places the
oral medicine clinic and the maxillofacial surgery clinic. Thus, postoperative oral and
pharyngeal cancer patients from the Maxillofacial Unit and pre-cancer and non-cancer
patients on regular follow-up in the Oral Medicine Unit were recruited to the study. A self

administered survey questionnaire was used for this purpose (Appendix 1).

1.3.1 Standard applied:

e The maxillofacial unit: The unit was providing services described in the NICE guidance
on commissioning cancer services (2004) Improving outcomes in Head and Neck cancer
manual. Information provided to patients informally through the multidisciplinary team;
the team is made-up of a maxillofacial oncology surgeon, an oncologist, a dietician, a
speech therapist, a clinical nurse specialist and one/two senior house officers. A
prosthodontist has a clinic in the Unit to complement the dental treatment for the cancer
patients and can be consulted when needed. A liaison psychiatrist is also available in the
dental hospital. Patients included were postoperative oral and pharyngeal cancer patients
who have gone through the experience of cancer diagnosis and treatment and in the

rehabilitation phase.

Education for the patients (including the families) is the main form of psychosocial support
provided in the unit as part of routine patient care, and patients offered information to
improve compliance, to reduce anxiety, promote self-care and development of appropriate
coping strategies. This can be in the form of providing leaflets on the racks in the waiting
area from voluntary cancer organisations plus a locally produced handout describing briefly

the procedures patients need to follow during the course of treatment and include the
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important contacts (names and phone numbers) in the Unit that the patients might need. A
support group is organised once a month by the oncology nurse at the Unit with voluntary
attendance, although patients are encouraged to attend. This group aim to provide peer
support diminishes feelings of isolation, which may facilitate the sharing of information

and experience and reinforce active coping strategies.

This approach has been described before (Clark 2000) and the oncology nurse is central in
organising this support, although the process is delivered by all members of the

multidisciplinary team with the aim of improving the treatment outcome.

Newly referred patients are routinely seen within a maximum period of two weeks from
referral and if d}agnosed with cancer, preparation for surgery will take approximately 3-4
weeks. Postoperative care and the risk of recurrence demand that patients are reviewed
once every week for the first month, once every two weeks for the next three months, once
a month for the 1** year, every 2-3 months for the 2™ year and every 3-6 months up to the
5™ year. Some patients will start adjuvant radiotherapy treatment after surgery then will
resume follow-ups after completion of the radiotherapy course. The Unit is located in the
Camden and Islington area for central London. Patients in this area are very diverse in

education levels, ethnic background and socioeconomic status.

e The Oral Medicine clinic: Pre-cancer and Non-cancer patients were recruited from
patients attending the Oral Medicine Unit at the Eastman Dental Institute for Oral Health
Care Sciences, University College London. Pre-cancer patients are patients have been
diagnosed with known precancerous mouth conditions (mucosal mainly) such as epithelial
dysplasia and lichen plants. Non-cancer patients are patients have been diagnosed with

known chronic mouth diseases or condition (mucosal mainly) such as Recurrent Aphthus
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Stomatitis or Sjogrens disease; it is important that the disease does not carry an increased
risk of malignant transformation. Information provided by the consultant or one of his
specialist registrars. The department policy is to give patients information sheet after
verbal explanation of their newly diagnosed disease and re-enforce this at subsequent
appointment. A general information booklet about the direction and services provided by
the Eastman Dental Hospital is also available at the information help desk. Patient’s
comments regarding the level of services they receive are invited by cards to be filled in

and placed in a box at reception.

Patients are seen and treated within two weeks of referral; also, patients are kept on regular
review appointments depending on the severity of the disease signs and symptoms. As a
teaching hospital, patients expect also to see postgraduate dental students, medical
undergraduate and nurse students. The Eastman Dental hospital is also in the Camden and
Islington area for central London and it is a tertiary referral hospital, so patients can be very

different in their characteristics.

The exclusion criteria were kept to a minimum and only people who had major
limitations such as (couldn’t speak or understand English, or were physically or mentally
challenged) were excluded. This is in order to have a representative sample and avoid
selection bias as much as possible. Also, newly referred patients were not given the option
to participate. During the two month period of the study 120 patients approached but only

116 patients were recruited from the three groups.
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1.3.2 The survey questionnaire

The survey instrument was self-administered questionnaire. The design and content
of the questionnaire were made according to the following steps, the process has been

described by L. Frazer and M. Lawley (Frazer et al. 2000):

e The required information was determined (table 1.3.2.1) and the sample of the study
was decided to be oral cancer and oral medicine patients (pre cancer and non-

cancer).

e The interview method was decided to be self administered questionnaire and to be
completed in the clinic while patients waiting to see their doctors. Therefore, it was

decided that the questionnaire should not take more than 10 min. to complete.

e A draft questionnaire was prepared, careful attention was paid to the content and
words of the questions, also to the response format and layout. The questions were
made to be fairly general and comprehensive. This may reduce the sensitivity of the
questions but ensured that it was suitable for different types of patients. Moreover,
the questions were made to be self explanatory as much as possible, the wordings
were made to be clear and simple, in a kind and personalised manner. The Eastman
logo was placed on the cover page so that patients could clearly identify the

organisation sponsoring the study.

e The design of the questionnaire and its outlay was surveyed and revised by the

researcher and oral medicine consultant, patients were involved as well.

e Upon piloting the questionnaire on a few patients, few changes were made. The

questionnaire designed to have Yes/No responses in sections A & B, but in order to
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reduce the numbers of non-responses (blank) the option of (Not sure) answer was

added and considered at the end as No answer. The number of questions reduced to

10 items in section A and 4 items in section B. There were some changes in the

wordings of some questions.

e The final draft produced and applied (see appendix I).

Table 1.3.2.1Contents of the patients’ knowledge survey questionnaire

No. of Subject examined

items
Section A 10 items | patients’ awareness of their overall management
Section B | 4 items patients’ understanding of their treatment plan
Section C | 4 options | patients’ rating for sources of information about their disease
Section D | 4 options | patients’ desire for more information (yes/no) and from whom
Section E 5 formats | patients’ ranking of forms they prefer to see additional

information in

1.3.3 The design of the study and implementation

This is a cross sectional survey study where patients completed the questionnaire

once. This type of studies focuses mainly on three goals:

1. to describe the characteristics of a population

2. to describe the differences between the people in the population

3. to describe the correlations of patients’ characteristics to the questionnaire scores.
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Patients’ recruitment was limited to one day per week from each clinic as the
multidisciplinary oncology clinic is running once a week and the oral medicine unit was
limited to one consultant clinic once a week. The study was explained to both consultants
involved and the two receptionists and nurses in both units in case patients enquired about

the study.

The researcher approached the patients in the waiting area before they entered the
surgery to explain the aims of the study. After brief introduction, patients were verbally
consented and asked to complete the questionnaire and hand it over to the receptionist
before they leave the clinic. There were no interferences from the researcher or the
receptionist during the process of answering the questionnaire as the wording and questions
were simple and self explanatory. This was intended to minimise bias response between

patients.

The intention was to include all patients attending the clinics during the recruitment
period, however, there was occasional filtering-out for patients whom the researcher felt
they were too unwell or too depressed to answer the questionnaire. Also there was some
random exclusion of eligible patients when clinics workloads were very heavy. One cancer

patients refused to participate due to traumatic memories.

1.3.4 Scoring and Statistical analysis

The patients’ answers were collected from the questionnaires with their
demographics and diagnosis data taken from the departments computers or patients case
notes. The combined data was tabulated in a statistics programme-SPSS (Statistical

Programme for Social Science) version 11. At the end of data collection, the data was
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revised and cleaned of repetition and discrepancies in the responses and a recoding

procedure was carried out for some variables for further analysis.

| For section (A) and (B), patients who left more than 50% of the items (5 items for
Sec-A, 2 items for Sec-B) were excluded. These procedures will validate the responses and
help to filter out patients who probably didn’t understand the questions or were not
interested in answering the questions; patients who were excluded by this method were
counted as missing. The categorical answer (yes and no) for questions in these two sections
were recoded into numerical value of 1 and O respectively. The yes answers were further
transformed to percentages of the number of questions in the section (i.e. yes = 10% in Sec-

A, and yes = 25% in Sec-B).

For computing the final score in sections A & B for each patient, there was the
problem of missing answers. As the intention was to know how well patients were
informed the final (yes) answers was calculated as a percentage from the total
items/questions in the section, and the (no) answers and missing answers were considered

together.

In section C, patients needed to answer at least 2 out of 4 options for their answer to
be included in the analysis. Section D was in two parts (do patients want more information
and if yes, from whom); it is expected that only those who answered Yes would further
choose from whom. In both sections the results were presented as a percentage of the

patients answers.

Section E was a Likert scale where patients ranked the different sources of
information listed from 1 (most preferred) - 5 (least preferred). Patients needed only to

make at least two choices in order to have their answers included in the analyses because
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some patients were not able to rank some sources due to the lack of previous experience of

the method as a source for information.

Patients were asked to complete the questionnaire before they see the doctors as
their responses could be influenced by their feelings about the consultation that day after

the consultation.

Descriptions of the participants involved in the study are summarized in tables by
using percentages, means, standard deviation, confidence intervals (95%) and box &
whisker plots (25" and 75™ centiles and range) where appropriate. For testing the null
hypothesis, parametric and non-parametric tests will be used where appropriate.

Correlations will be tested by the Pearson Chi square test for correlation and scatter plots.
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1.4 Results

Over a period of two months 116 patients were recruited from the three groups. Ten
patients out of the 116 patients were excluded due to the inability to acquire a clear
diagnosis from their case notes. The sample was 106 patients divided into three groups; 35

oral cancer patients, 34 pre-cancer patients and 37 non-cancer patients.

1.4.1 Patients characteristics

Patients’ distribution by gender, marital status and diagnosis are summarised in
figure 1.4.1.1. The median age of the patients is 59 years (range 16-88) with symmetrical

distribution around a mean age of 56.5 years (figure 1.4.1.2).

Figure 1.4.1.1: Summary of patients' demographics
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The graph shows a similar distribution of patients’ number according to their gender,
marital status and disease group.
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Figure 1.4.1.2: Age distribution for all patients
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The graph shows a normal distribution of patients’ age around a mean age of 56 years for
all the patients included in the study.

The mean age in non-cancer patients was 55 (SD 17.3) with a median age of 56
years; the pre-cancer patients was 54.7 (SD 13.4) with a median age of 59 years; and in the

cancer patients it was 60.3 (SD 17.8) with a median age of 63 years (figure 1.4.1.3).

Figure 1.4.1.3: Age distribution in each group
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The graph shows the age range and median age for the patients in individual group
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For analysis purposes patients age were coded into 1-55 years and >55 years, the

patient distribution in each group by this coding is illustrated in figure 1.4.1.4.

Figure 1.4.1.4: Patients' age in each group (coded)
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The graph shows the distribution of patients in each group (based on their age code) which
replicate the routine patients attending these clinics.

The male/female distribution according to the disease groups was even in the non-
cancer group; however, there were a higher number of females in the pre-cancer group,
probably as patients diagnosed with Lichen Planus (L.P.) are common in the oral medicine
clinic and L.P. is predominant in females. There were a higher number of males in the
cancer group. This data reflects a normal distribution of patients attending these clinics

(figure 1.4.1.5). Distribution of patients according to their marital status is shown in (figure

1.4.1.6).

Figure 1.4.1.5: Gender distribution in each group
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The graph above shows more male patients in the cancer group as oral cancer is more
common in males than females. Pre-cancer group has more female patients as this could be
due to the high frequency of patients with Lichen planus in the oral medicine clinic.
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The variable marital status was viewed under two categories; married which include
married patients and patients with partner; single which include single, divorced and
widowed patients. There were 29 patients with missing marital status, 16 patients from the
non-cancer group, 8 patients from the pre-cancer group, and 5 patients from the cancer

group.

Figure 1.4.1.6: Marital status distribution in each group
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The graph above shows a similar distribution of patients in each group (based on marital

status) but more married patients in the pre-cancer group as there were more female
patients in this group.
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1.4.2 Overall management (section-A):

This section aimed to examine the hypothesis that all patients would have a
satisfactory information level about their disease and its management. Out of the 106
patients included in this study 6 patients failed to answer at least 50% of the items and were
excluded (see scoring procedure page 103). Therefore, the final sample size for this section
was 100 patients (94%). The questions ask the patients to state (yes / no / not sure) as to
whether the following topics have been explained before treatment; a positive answer could
imply satisfactory level of information, but negative answer does not imply a need for
more:

1. the diagnosis

2. the possible cause of the disease

3. the kind of investigation he/she needs

4. the treatment required

5. who is going to treat him/her

6. where is he/she going to be treated

7. the possible complication of treatment

8. the likely outcome of treatment

9. the effect of the disease or treatment of his/her emotion

10. details of patients support groups

A summary of the patients’ scores for these questions is presented in table 1.4.2.1.
It is noteworthy that the “not sure” answer considered as “no” answer in the final analysis.
The patients’ level of information (Yes answer) varied in each group; the pre-cancer and

non-cancer group had a comparable mean score but the median score was higher in the pre-
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