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Abstract

A population-based study of quality of life in patients with lung cancer cases and
chronic respiratory disease controls was carried out at Stobhill Hospital in
Glasgow between January 1995 and April 1996. A study-specific questionnaire

was administered in addition to three standérd instruments (the Nottingham
Health Profile- NHP; the European Organisation for Research and Treatment of
Cancer Quality of Life Questionnaire- EORTC QLQ-C30; and its Lung Cancer
complement;rf quéstionnaire— QLQ-LC13) used to measure quality of life. Th-e
aim was to carry out baseline assessments of quality of life following referral by
General Practitioners but before diagnosis was made by consul;ants. The

researcher and patients were blind to the diagnosis. Follow-up assessments were

scheduled only for lung cancer patients but not controls three months after initial

treatment. Two-hundred and thirty-eight patients were interviewed both at their

homes and in the ’clinic. Of these, 129 patients had lung cancer and 109 were

patients with chronic respiratory disease. There were no significant differences

between the characteristics of cases and controls except for age (mean age = 67.5

+ 9.1 and 64.6 + 10.4 years respectively). The majority of cases and controls were

married (56%), retired (56%), with a low level of education (95%), from severely

deprived areas (60%). The main results may be summarised as follows:

e There were no significant differences between quality of life in cases and

controls except for pain and loss of appetite.

e Patients with different socio-economic status had different quality of life. The

poorer reported a lower level of quality of life.
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e Social support systems, social networks, and socio-demographic status of the
patients were found to predict baseline quality of life prior to diagnosis.
e Non-medical factors (Deprivation Category and marital status) were found to

be significant predictors of patients’ global quality of life at follow-up,

whereas medical factors (cell type and treatment modalities) were not.
e (Global quality of life prior to diagnosis was a clear predictor of survival.
e Treatment regimens were found to be ineffective regardless of cell type and

stage of disease when comparing baseline and follow-up assessments of

quality of life in patients with lung cancer.

e Patients’ reactions to the study indicated that they did not find the study
intrusive. However, they preferred to be interviewed at home rather than to

fill in a questionnaire in the clinic.

o Patients’ perceptions of quality of life were found to differ from those of

health professionals.

In the light of study findings it is concluded that conducting a robust
epidemiological study of quality of life in patients with lung cancer is feasible. It

1s essential that such an assessment be carried out in the context of their socio-
economic status. The results suggest that quality of life is a real and useful

prognostic factor. It predicts survival and it is important to include quality of life

measures in future studies of outcomes in lung cancer care.

The above forms the basis of recommendation to improve lung cancer care and to

provide guidelines for further work.
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A General District and Teaching Hospital in the Northern Sector of
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Introduction to the study

Introduction to the study

Lung cancer is an important public health problem and the most common

cause of cancer deaths among men and ranked fifth in females world-wide

(Parkin et al., 1993).

Based on comparable data, Scotland is among countries with the highest
recorded incidence of lung cancer in the world. Within Scotland, the West of

Scotland has an even higher rate as compared to the Scottish average. More
importantly, since 1990 the age standardised incidence of lung cancer in

females in Glasgow has over taken that of breast cancer (Gillis et al., 1992).

The efficacy of treatment for lung cancer remains poor and most lung cancer
patients die with a relative survival rate of approximately 20% at one year

after diagnosis (Black et al., 1993). With sucﬁ a low level of cure on one hand,

and because the disease and its treatment have severe effects on patients’

physical and psychological well-being on the other hand, quality of life is the

most relevant issue in lung cancer care.

Quality of life issues in lung cancer patients are discussed from two broad
perspectives: first, in clinical decision-making for individual patients
including decisions to treat patients with curative or palliative intent, and
secondly, in the evaluation of new treatment modalities in group of patients.
Yet, the question remains, whaf ﬂ are tﬁe factors that determine quality of
survival for lung cancer patients? It is important to assess these factors
prospectively in order to identify, not only the existence of physical signs or
symptoms but also the factors that preﬂisi:)ose to them at a much earlier stage.
This question which has not received enough attention in previous work is the

subject of this project.
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Definition of quality of life

Quality of life has been defined in many ways. One of the most recent and

acceptable definitions has been offered by the World Health Organisation
Quality of Life Group (1994):

"Quality of life is an individual's perception of his/her position in life in the
context of the culture and value system in which he/she lives, and in relation

to his/her goals, expectations, standards, and concerns",

This definition is the basis on which this study is built. In this respect,

studying quality of life in the context of the socio-economic characteristics of

patients becomes essential. Thus, this study addresses quality of life issues in
patients with lung cancer and the extent to which social characteristics

influence quality of life of patients with lung cancer.

Reasons for choosing lung cancer

Given the large number of cases of lung cancer in Glasgow, most of whom
come from deprived areas, and the substantial resources which lung cancer
cases consume; this is an issue which commands significant attention. In
addition, there were two practical considerations which influenced the

decision to undertake this research:

(a) The high incidence of disease which would facilitate efficient recruitment
of patients.

(b) The rapid diagnosis and progression of the disease which would allow

examination of what happened to the patients after diagnosis and treatment.
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The setting

This project was undertaken in the Northern sector of Glasgow. This area of
Glasgow was chosen because of local interest, facilities and a sufficient
number of patients that would allow recruitment of an appropriate sample for
the study. In addition, there is a clear contrast of social structure within the
population. That structure reflects a range of socio-economic deprivation. On
the basis of these considerations, Stobhill Hospital Trust, a large teaching and
District General Hospital, was chosen as an ideal setting for this study. It has:
an active Department of Respiratory Medicine, good relationships with
General Practitioners (GPs) in the area, has been and is presently involved in

other collaborative projects.

The study

There have been many published studies (about 170 reviews, papers,
abstracts, and reports) on quality of life in lung cancer patients since 1970.
This project is an advance on these because it comprises the following eight

criteria that have not been brought together in other studies.

The eight criteria not previously brought together:

1. Quality of life as the main outcome measure.

2. An epidemiological population-based study rather than a clinical study.

3. A prospective case-control study.

4. At the baseline interview both patients and interviewer being blind to the
final diagnosis.

5. A detailed investigation of socio-economic status of patients.

6. Assessment made using an interviewer-administered approach.

7. Data obtained either at patients' home or in the clinic.

8. Patients' attitudes toward the study examined.

23
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These are all important 1ssues both from a methodological point of view and

as far as quality of life studies are concerned.

The thesis

It consists of eight chapters. In the first chapter the study background is

presented in addition to a description of lung cancer and its management. The
next two chapters are a review of literature. While Chapter tw6 reviews the
issue of quality of life in cancer patients iﬁ general; chapter three more
specifically looks at studies of quality of life in patients with lung cancer. In
this chapter a comprehensive review of literature from 1970 (when the first
study of quality of life in lung cancer patients was published) to the end of
1995 is provided. Aims and objectives are listed in chapter four. The
methodology is presented in chapter five. In this chapter the unique design of
the study is explained. In addition, the instruments used to measure quality of
life and study limitations are described. Chapter six presents the results. There

are two main groups of results: the first, measuring quality of life in lung

cancer patients and controls including comparing these outcomes based on
their socio-economic characteristics and secondly, the initial quality of life in
lung cancer patients compared with their follow-up quality of life measures. In
chapter seven the study findings are discussed. Finally, in chapter eight

conclusions, and recommendations are presénted.
It is hoped that this project would provide an insight into quality of life in

patients with lung cancer and identify areas for future improvement in lung

cancer carc.
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Study background

Summary

Lung cancer is one of the most fatal malignancies world-wide. To provide an
introduction for this project, this chapter describes lung cancer, its treatment
and symptoms. There are different types of lung cancers and they require
different management policies. The survival outcome of treatment for iung
cancer is poor and most patients die within one year of diagnosis with a
median survival of less than six months. The disease and its treatment have
severe effects on the physical and psychosocial well-being of the patients.
There are several risk factors for developing lung cancer. Of these, smoking
accounts for most cases of lung cancer. A section on aetiology of lung cancer
and socio-economic deprivation is provided to explain why people in lower
social classes develop more lung cancer as compared to affluent. The
magnitude of the problem is demonstrated by lung cancer statistics from
Scotland, the setting for this study. There were two preliminary investigations
in conducting this research, experiences from a study on cancer
communication, and a study on quality of life in patients with ovarian cancer;
these are described. This chapter however, summarises the situation which a
patient with diagnosis of lung cancer 1s likely to face, a situation which

suggests that "quality of life" is one of the most relevant and important

outcomes in lung cancer care.
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Introduction

Cancer is a generic term applied to a variety of different diseases that have in
common a deformity of cell development, leading to unregulated proliferation
of cell growth that in turn results in invasion and metastases. The primary site
and cell type of a cancer dictates many of its features including rate of
development, response to cancer therapies, common sites of metastatic spread

of the disease, symptoms, and consequent quality of life.

Studying outcome in lung cancer care Irequiresh a primary knowledge of the
disease and its management. ‘Siimilarly, studying quality of life needs initial
information about the disease and the ways that its treatment is managed.
Thus, to provide an introduction to this study and demonstrate the complex
situation that patients with diagnosis of lung cancer and their clinicians are
likely to face, this chapter gives a brief description of the disease and its

management.

The situation for lung cancer patients is different from those which patients
with other cancer types are may possibly confront (Gregor and Macbeth,
1995). First, most lung cancer patients come from lower socio-economic
backgrounds. This is, therefore, against the formation of patient-led political

pressure groups that have made so much political headway in treatment of
other cancers. Thus, one may argue that a patient with a diagnosis of lung
cancer and with an underprivileged life, might suffer from even much poorer

quality of life in the future.

Secondly, despite advances in the treatment of other cancers, the treatment of
lung cancer remains unsatisfactory and the outcome survival of the treatment

for this cancer is short. This by itself raises the question of cost-benefit issues,
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cost in terms of resources used and social costs and benefit in terms of health

gain and the quality of life. For example, despite aggressive treatments for

lung cancer, the survival benefit is sometimes a matter of living for a few
extra weeks with major adverse side-effects. In such a situation therefore, the

question for example, is: does staging make any differences in the outcome

with outcome measured both in terms of survival and quality of life?

Thirdly, more than half the patients with lung cancer are never seen by an
oncologist and also lung cancer specialisation within oncology is uncommon.
This in turn may cause several problems including “nihilistic attitudes”

towards treatment of lung cancer patients.

This chapter provides introductory information and basic facts about lung

cancer that was necessary for the investigator, and that would perhaps be

necessary for the readers of this thesis in order to appreciate the problem.

1. Global overview

“..a disease which, I am satisfied, is more common than it is supposed to be by the
profession, and which, unless a careful examination be made, both of the history of the

case, and of the physical signs attending it, i1s very apt to be mistaken for some other
complaint.” -

Kilgour A. (1850)
[cited in: Thatcher and Spiro (1994) New Perspectives in Lung Cancer]

Lung cancer is the most common cancer of men and the fifth most frequent
cancer of women world-wide (Parkin et al.,, 1993). It is a complex
environmental disease involving the accumulation of several risk factors
(Economou et al.,, 1994). The study of the epidemiology of lung cancer has
been one of the rewarding aspects of medical research in the past 50 years and

it has already taught us enough to ensure that lung cancer can be considered to
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be the most common form of fatal yet preventable cancer throughout the

world (Doll, 1994).

A world-wide lung cancer epidemic has occurred during the 20th century.
Parkin et al. (1993) estimated that lung cancer was the most common cancer

in the world in 1985, with 896,000 new cases, or 11.8% of the total, about

61% of which occur in developed countries. They calculated that this is a

large increase (36%) since the 1980 estimate.

The highest incidence rates of lung cancer currently observed in men are in

the Maori population of New Zealand (119.1 per 100,1000), and several black
populations of the United States including New Orleans (115.9), San
Francisco Bay area (107.4), Detroit (107.2), and Alameda county (106.9). The

incidence rate in the West of Scotland remains very high (97.2). The lowest

incidence rates in men at the present time are reported from Indian, African

and South American populations ranging from 13.5 to 1 per 100,1000
respectively. In women, the highest incidence rate is found in the Maori
population (62.2), Canada (51.8) and among black and white populations of
the United States (36.5 and 37.9). The lowest rates occur in similar

populations to those in men (Parkin et al., 1992).

Although the incidence of lungﬁ cancer is presently declining among middle-
aged men in some countries, it is increasing among women in many developed
countries (Gillis et al., 1992). For example, in the United Kingdom the Chief
Medical Officer of the Department of Health reported that in England and
Wales over the period of 1979-1990 age-adjusted rates of lung cancer
decreased for males but for females increased. This report did not indicate the
fisures (Department of Health, 1995). Data from United States indicate that

from 1973-1977 to 1983-1987, the age-adjusted rates of lung cancer increased
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by 30%, with the gain markedly greater in women (70%) than in men (17%)
(Travis et al., 199)5).

The rise of smoking in developing nations will inevitably be followed by

spread of the lung cancer epidemic. Epidemiological research has

convincingly established that cigarette smoking is a cause of lung cancer
(early studies such as: Wynder and Graham, 1950; Levin et al., 1950; Doll and
Hill, 1950; 1952), accounting for the majority of lung cancer cases in most

countries. The international variation in incidence rates of lung cancer is well
explained by different current and past exposures to the main cause of lung

cancer- cigarette smoking (Tomatis et al., 1990).

Overall risk of lung cancer for smokers depends on several factors including

age at starting, number of cigarettes smoked, the products smoked and
inhaling pattern. Other causes of lung cancer include exposure to occupational
agents, environmental tobacco smoke (ETS), residential exposure to radon,

radiation, diet, and alcohol consumption (Tomatis et al., 1990; Samet, 1993;

1994; Kabat, 1993).

Discussions about risk factors for developing lung cancer still continue to be
topical in biomedical literature. For instance, in a recent study Gross (1995)
after reviewing 32 studies world-wide (29 case-control and 3 cohort studies)
involving exposed and unexposed male and female smokers concluded that a
causal relationship between ETS and lung cancer is currently not supported by
the data. In response, Leeuwen (1995) argued that epidemiological studies,
provide strong evidence for a causal association between ETS and lung cancer

risk.
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However, since smoking is the main cause of lung cancer, it is argued that
over 90% of lung cancer may be avoided simply through avoidance of
cigarette smoking. There 1s a world-wide epidemic of smoking among young
people, which will be translated into increasing rates of lung cancer cases in

the coming decades. (Boyle and Maisonneuve, 1995).

2. Diagnosis of lung cancer

A chest X-ray is the initial test to establish diagnosis of lung cancer.
Following abnormal X-ray, a pathological diagnosis is required. Sometimes
this is established from sputum cytology. More clinicians prefer to have the
greater accuracy and confidence by examining a piece of the tumour itself (a
biopsy). This can be done by biopsy of an abnormal lymph gland (usually at
the root of the neck) or a piece of the pleural lining of the chest (if there was
pleural effusion, fluid between the lung and chest wall). More often,
bronchoscopic biopsy is needed. This test allows the doctor to look int6 the
airways and the lungs. By this test it is also possible to take a small piece of
tissue for examination. However, if it 1s not possible to make a diagnosis by

these tests, an exploratory operation (thoractomy) can be done to examine the

lungs (Williams, 1992; Hancock and Coleman, 1996).

3. Screening for lung cancer

Two techniques were used for detecting lung cancer: the chest X-ray and
sputum cytology. The intention is that the patients found on screening, will
have a better chance of cure. Studies have shown that the benefit achievable
by screening is limited both by the sensitivity of currently used methods for
early lung cancer detection and by the cure probability associated with
treatment of those patients who were found by screening techniques

(Flehinger et al., 1994). Thus, population-based screening or large-scale
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screening for those who are in risk of developing lung cancer, has not been

recommended.

4. Types of lung cancer

Lung cancer is not one disease and there are several types of cancers that can
develop in the lungs. Lung cancers have been divided into two major groups;
small cell and non-small cell lung cancer. Table 1.1 presents the main types of

lung cancer in a typical population.

Small cell lung cancer is a unique form of lung cancer characterised by rapid
growth and dissemination at diagnosis (Hinson and Perry, 1993). Non-small
cell lung cancer is the most common type of the disease and consists of three

major histologic types: squamous cell carcinoma, adenocarcinoma, and large

cell carcinoma.

Table 1.1 Main types of lung cancer

Type Estimated incidence %
Small cell lung cancer (oat-cell) 25
Non-small cell lung cancer 74 (34, 25, 15)
(squamous, adeno, and large cell

carcinoma)

Mesothelioma (pleura 1

Source: adapted from Williams (1992)

There was a long-standing belief that squamous and oat-cell carcinoma were
smoking associated, but that adenocarcinoma was not. It now appears that

adenocarcinoma and bronchioloalveolar carcinoma (a special type of

adenocarcinoma) are both associated with smoking (Petersen, 1994).
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5. Staging of disease

There are separate staging systems for small-cell and non-small cell lung

cancer. The staging system of small cell lung cancer is very simple (Table

1.2). , -
Table 1.2 Staging system for small cell lung cancer

Limited disease |
The tumour is confined to one side of the chest and to the draining lymph nodes on that
side.

Extensive disease

The tumour is spread beyond the chest including distant lymph nodes, bone, liver, bone
marrow, brain, etc.

Source: adapted from Williams (1992)

In non-small cell lung cancer the staging system is more complex and is based
on tumour size, lymph nodes and metastases (TNM) system. The various T,
N, M categories are organised into stage groupings: stage I, II, IIla IIIb, and
[V (Table 1.3)

While in small cell lung cancer the distinction between limited and extensive
disease is more important in understanding patient's attitude towards
treatment, in non-small cell lung cancer staging is part of the treatment
procedure and the importance of such staging system is in selecting those

patients who will benefit from an operation.

Table 1.3 Simplified staging system for non-small cell lung cancer

Stage Description

Limited disease Stage I Tumour size less than 3 cm, no spread
to lymph nodes, no metastasis.

- Stage 11 ‘ Tumour size more than 3 cm, spread to
the first group of lymph nodes, no
metastasis. *

Extensive disease Stage Illa, Stag ITIb Locally advanced, tumour with any
size spread to other respiratory organs,
no distant metastasis.

Stage IV | Advanced, tumour with any size,
distant metastasis found.

Source: adapted from Mountain (1986)
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6. Treatment of lung cancer

Treatment of lung cancer continues to be one of the greatest challenges in
oncology today. In the following sections a brief description of different

treatment policies in management of lung cancer is presented.

6.1. Small cell lung cancer

6.1.1. Surgery

Most patients are not candidates for curative surgical resection due to their
tumour extent or coexistent disease (Ginsberg, 1989). Therefore, surgery is

usually considered only an as addition to chemotherapy in small cell lung

cancer.

6.1.2. Radiotherapy

Small cell lung cancer is quite sensitive to radiation therapy and historically it

was managed with radiotherapy (McLennan and Roder, 1989). The results of

radiation when used as the main treatment for small cell lung cancer, have
proved to be similar to surgery. However, chemotherapy was subsequently
introduced as an adjunct to radiotherapy, and is now routinely administered to
patients with limited disease (Pignon et al., 1992). Radiotherapy does not
appear to have any benefit in patients with extensive disease except for

symptom palliation.

6.1.3. Chemotherapy

Although small cell lung cancer remains largely incurable, considerable
progress has been made over the past 20 years in the development of
combination chemotherapy regimens that significantly improve patient
survival and quality of life. The chemotherapy of small cell lung cancer
includes many active single and combinations agents. In limited disease it is

not uncommon to see response rates of greater than 80 per cent to
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combination chemotherapy, and even in extensive disease, response rates of

over 50 per cent can be achieved (Natale, 1995).

For patients with limited disease the current standard of care is chemotherapy
plus thoracic radiation therapy. Patients with extensive disease initially

receive combination chemotherapy. Radiation therapy is not used for most

patients with extensive disease, since their disease has spread to distant parts

of the body.

It is argued that ultimately to provide the maximum palliative benefit for
patients with extensive small cell lung cancer, the therapeutic benefit must be
balanced against the costs (physical, psychological, and financial) of treatment
(Loehrer, 1995).

6.2. Non-small cell lung cancer

6.2.1. Surgery

In case of stage I and II non-small cell lung cancer surgical resection is
considered to be the treatment of choice, but the problem is that two thirds of
the patients present with a late stage of the disease and therefore are not
suitable for surgery. After surgery, long term survival is seen in approximately
70 per cent of patients with stage I and 1n 40 to 50 per cent of patients with
stage I disease (Friedland and Comis, 1995).

6.2.2. Radiotherapy
For inoperable non-small cell lung cancer, radiotherapy used to be the

standard treatment in most institutions (Palmer et al., 1990). Effective
radiotherapy of locally advanced non-small cell lung cancer remains a

challenge. Distant relapse is the main cause of failure of radiotherapy to
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control disease (Koukourakis et al., 1995). Radiotherapy has a major role in

patients with non-small cell lung cancer for the palliation of symptoms.

6.2.3. Chemotherapy

Chemotherapy, sometimes combined with radiotherapy, can be administered
before surgery (neoadjuvant chemotherapy) or after surgery with or without
radiotherapy (adjuvant chemotherapy). The role of neoadjuvant and adjuvant

chemotherapy in non-small cell lung cancer remains undetermined, although

there are some encouraging results (Milroy and Macbeth, 1995). -

Previously there was considerable pessimism about the role of chemotherapy
in the treatment of non-small cell lung cancer, but a recent meta-analysis of
the 52 randomised clinical trials concluded that chemotherapy may have a role
in treating this disease (Stewart and Pignon, 1995). Meta-analysis suggests
that modern combination chemotherapy regimens may provide absolute
benefits of about 5 per cent with surgical treatment, 2 per cent with radical

radiotherapy, and 10 per cent from supportive care-all at five years.

Comparing modern combination chemotherapy with single agent

chemotherapy, again the literature suggests that combination chemotherapy
does improve the probability of survival of patients with non-small cell lung

cancer (Marino et al., 1995).

Therefore, it is argued that non-small cell lung cancer can no longer be
regarded as resistant to chemotherapy and that chemotherapy can produce a

small but modest survival benefit (Thatcher et al., 1995).

6.2.4. Supportive care

This refers to no active treatment policy and sometimes is called "Best

supportive care". The best supportive care is usually used for symptom relief
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and includes one or more analgesic treatment, palliative radiotherapy and

psychological support. Patients with poor performance status or elderly
patients in advanced stage of disease are the most appropriate candidates for

supportive care.

The results of a recent meta-analysis, which also included a review of
individual patient data, comparing chemotherapy versus supportive care in

advanced non-small cell lung cancer suggests that chemotherapy is superior to

supportive care. However, the authors conclude that the results have to be

considered in the light of their actual clinical relevance and of the balance

between quality of life, toxicity and costs of chemotherapy and best

supportive care (Marino et al., 1994)

7. Syﬁpfoms of lung cancer

There are two major categories of symptoms: disease- and treatment-related

symptoms. Often, it is difficult to dlfferentlate between these two, but

generally speaking, disease-related symptoms are those that patlents report at
the time of diagnosis of the disease and treatment-related symptoms (side-

effects) are those appearing after recetving treatment.

7.1. Disease-related symptoms

The most common symptoms for lung cancer patients are: cough, coughing up
blood (haemoptysis),* breathlessness (dyspnoea), chest discomfort and pain,
chest infection and obstruction, hoarseness, swelling of the neck or face
caused by pressure on large veins in the chest, symptoms caused by tumour in
the brain or tumour pressingt on a nerve. Mures et al. (1993) studied symptoms
in a group of non-small cell patients and observed that patients at presentation

reported the following symptoms (Table 1.4). They graded symptoms as

severe, moderate, and mild.
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However, patients with metastatic disease, for example with brain or spinal
cord metastases, may suffer from additional symptoms. Common symptoms

are: severe headache, nausea and vomiting, weakness of parts of the body

usually both legs, disturbances in balance and of vision, and change in mood.

Table 1.4 Some common symptoms at presentation

Symptoms All grades Severe Moderate Mild
No. (% No. (% No. (% No. (%
Cough 228 (79) 12 (4) 101 (35) 116 (40)
Haemoptysis 101 (35) 4 (1) 30(10) 67 (23)
Breathlessness 216 (75) 23 (8) 95 (33) 08 (34)
Chest pain 107 (37) 9(3) 40 (14) 58 (20)
Hoarseness 32(11) 6 (2) 6 (2) 20 (7)
Anorexia 130 (45) 10 (3) 47 (16) 73 (25)
Malaise 136 (47 6(2 43 (15 87 (30

Source: adapted from Mures et al. (1993)

7.2. Treatment-related symptoms (side-effects)

7.2.1. Potential complications of surgery

Despite careful selection of patients for surgery on the lungs, a very small
proportion die soon after operation and this is usually due to heart problems in
older patients. The potential complications of surgery include excessive

bleeding, change in heart rhythm, persistent leakage of air into the chest,

collapse or infection in the other lung, and infection in the chest between the

lung and the chest wall.

7.2.2. Side-effects of radiotherapy
Common side-effects include cough caused by the inflammation of the lung,

pain on swallowing, tiredness, nausea and loss of appetite, sleepiness and loss

of concentration and memory, reddening and soreness of the skin.
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7.2.3. Side-effects of chemotherapy
Common side-effects include tiredness, loss of appetite (anorexia), hair loss,
feeling sick, vomiting, constipation, diarrhoea, sore mouth or tongue, tingling

hands or feet, anaemia, and susceptibility to infection.

In a typical sample (100 patients) of the general lung cancer population
receiving different treatment regimens, Krech et al. (1992) found that the most

common and severe symptoms were pain (86), dyspnoea (70) and anorexia

(68). There were no difference between males and females. The following

common symptoms are reported (Table 1.5).

However, apart from physical symptoms, psychological morbidity has often
been reported after diagnosis of cancer. This is an additional symptom which

may reinforce physical morbidity as well as affecting their family and social

life. These will be discussed in more detail in chapter 3.

Table 1.5 Some common treatment-related symptoms in lung cancer patients

Symptom All grades Severe Moderate Mild No rating
No. % No. % No. % No. % No. %
Pain 86 32 38 16 0
Dyspnoea 70 12 35 17 6
Anorexia 68 13 33 16 6
Constipation 52 9 26 12 S
Fatigue 52 6 29 11 6
Cough 47 0 17 26 4
Weakness 47 8 27 6 6
Sleep problem 43 2 24 16 1
Weight loss 39 39 0 0 0
Depression 34 7 18 S5 4
Anxie 27 1 17 8 ]

Source: adapted from Krech et al. (1992)
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8. Lung cancer in Scotland

“This is the only case of cancer of the lung which I have ever met with; so I presume the
disease rarely attacks this organ in Scotland”.

Bennett J. H. (1849, in Edinburgh)
[cited in: Thatcher and Spiro (1994) New Perspectives in Lung Cancer]

Now lung cancer is the most common cancer both in men and females in
Scotland. In 1980 lung cancer ranked first in males and third in females. From
1981 to 1990 the incidence of lung cancer declined by 15.9% in men and
increased by 25.5% in females. This has resulted in lung cancer becoming the

second most common cancer in Scottish females in 1990 (Sharp et al., 1993).
This may be partly explained by the changes in smoking habit among males
and females in Scotland. Smoking has declined in recent years amongst men,
and there is evidence that morbidity rates for lung cancer have fallen in

Scottish men under 50 years. In women, where the numbers smoking are

increasing, the lung cancer rates are also increasing (Gillis, 1987, Gillis et al,

1992).

Within Scotland, the West of Scotland has an even higher rate as compared to

the Scottish average. The West of Scotland is among countries with the
highest recorded incidence rate of lung cancer in the world; with incidence of

97.2 per 100,000 for males and 33.6 per 100,1000 for females (Parkin et al.,
1992). Greater Glasgow has more than 30% higher incidence than the Scottish
average (Sharp et al., 1993). With a population of 1,000,000; each year there
are more than 1000 new case in Greater Glasgow. More importantly, since

1990 the age standardised incidence of lung cancer in females in Glasgow has

overtaken that of breast cancer (Gillis et al., 1992).

‘The most recent figures available indicate that 33% of adult males (over 16

years) and 35% of adult females are smokers (Scottish Health Statistics,
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1992). In young adults (16-24 years) the corresponding figures are 28% for
males and 38% for females. The level of smoking in Scottish males has
steadily declined since 1972 but in females there was an increase between

1984 and 1988 (Scottish Forum for Public Health Medicine, 1994).

Gillis and his colleagues (1988a; 1988b) in their two most cited works showed
that the risk of lung cancer did not increase significantly with increasing

amounts of tobacco exposure above an average consumption of 20 cigarettes

per day. They argued that:

"...it is not just the West of Scotland smoker who is at an increased level of
risk compared with his equal smoking counterpart elsewhere but also the West
of Scotland non-smoker who may also experience a higher than expected lung

cancer risk."

These findings however, led the authors to investigate other possible risk
factors including environmental tobacco smoke (Hole et al.,, 1989),
occupational exposure (de vos Irvine et al, 1993), and socio-economic

depﬁvation (Hart et al., 1996). These will be described in the following

section.

It has been reported that the five year relative survival rate for males is 6.6%
and for females the figure 1s 6.4%. In 1994 there were 4,237 deaths from lung

cancer in Scotland (Registrar General for Scotland, 1995).

9. Lung cancer and socio-economic deprivation
It is often found that lung cancer is inversely related to socio-economic status
of individuals (Baquet et al., 1991). Socio-economic deprivation is usually

regarded as an indicator for lifestyles such as smoking, and exposures to
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occupational carcinogens that have been recognised as possible risk factors for
lung cancer (Firth et al., 1993). There is evidence that differences in smoking
partially are responsible for the difference in lung cancer risk (Levi et al.,
1988). In most divided societies smoking has been found to be more prevalent

among lower social classes (Rosen et al., 1990) and therefore they are more

likely to have lung cancer as compared to the more affluent.

Although not a direct cause, it is argued that in aetiology of lung cancer

poverty plays a role. For example, it has been suggested that unemployed men

and their families have increased mortality experience, particularly from
suicide and lung cancer (Wilson and Walker, 1993). In the United States of
America data from the Western Collaborative Group Study, a prospective
cohort study with a 22-year follow-up, showed that after adjustment for other

risk factors, having lower income did increase the relative risk for lung cancer

mortality (Bucher and Raglend, 1995).

Austoker et al. (1994) argued that smoking is undoubtedly associated with the
problems of poverty, unemployment, and other kinds of socio-economic
deprivation. They pointed out that in the United Kingdom men and women in
social class V are nearly four times more likely to be smokers than are those in
social class I. Working class men are three times more likely to die of lung
cancer than are those in middle class occupations. Among females, death rates
from lung cancer increased in social class IV and V and decreased in social

class I and II.

A Danish study found substantial social inequalities in the risk of lung cancer.
They found that the people in lower social classes had a higher risk for lung
cancer even after adjustments were made for form of smoking, amount

smoked, whether inhalation took place, number of pack-years and age. In
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contrast to the findings from other studies, the effect of these adjustments was
small. They, therefore, concluded that these inequalities in lung cancer risk in
Denmark are only to a minor degree explained by social class differences in

tobacco smoking (Hein et al., 1992).

A recent prospective cohort study of 58,279 men from Netherlands concluded
that there is an inverse association between highest level of education and
lung cancer even after adjustment for all other possible socio-economic
related risk factors including age, smoking habit, dietary intake of vitamin C,
beta-carotene and retinol. They also found that lower white collar workers had
a significant lower lung cancer risk as compared to the blue collar workers
that could partially be explained by their smoking habits (Loon et al., 1995).
Similar findings were previously reported from Italy where in a case-control
study it was observed that the men in the lowest level of education had
increased risk of lung cancer, but not females. There was also an inverse

association between risk-for lung cancer and housing tenure for both sexes

(Faggiano et al., 1994).

There is a strong deprivation gradient in the incidence of lung cancer in

Scotland, with some 80% higher incidence in the most deprived areas (Sharp
et al., 1993). Studies have shown that in 1980-1982 the standardised mortality
rate of carcinoma of the lung and bronchus for patients with most deprived
backgrounds was 120% greater than that for affluent patients but was 170%
greater by 1990-1992 (McLoone and Boddy, 1994). This may be attributed to
several factors including smoking habit in lower social class and exposure to
occupational hazards. Studies of incidence of mesothelioma and asbestos
related lung cancer in Glasgow and the West of Scotland clearly suggest that
part of the excess of lung cancer in these groups of people may be explained

by occupational exposure to asbestos (Gillis et al., 1990; de vos Irvine et al.,
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1993). Other studies from Scotland found a less clear pattern of association
between lung cancer and social class (Williams and Lloyd, 1991). They only
observed a negative correlation in social class II and a positive correlation in
social class V. This finding could not be generalised since the method of

statistical analysis was based on the percentages of the districts' populations

with each group of social class not based on each individual characteristics.

A recent study by the West of Scotland Cancer Surveillance Unit (Hart et al.,
1996), comparing three prospective cohort studies in the UK including a male
cohort population from the Renfrew/Paisley general population study (a
typical population of the West of Scotland) found that there is a difference in
cancer risk between social classes in addition to the effect of smoking. Social
class was measured by the Registrar General’s classification based on
occupation. They concluded that this may help to explain why the West of

Scotland, an area of high socio-economic deprivation and levels of smoking,

has such high lung cancer mortality.

To sum up it is clear that socio-economic status as measured by educational
level, occupational social class, house ownership, and level of income all play

important roles in the aetiology of lung cancer.

10. Preliminary investigations

To set the stage for the main study of quality of life in patients with lung
cancer two practical investigations were conducted. The first was a study of a
cancer support group, Tak Tent, and the second involved a preliminary
investigation to set up a study of quality of life in ovarian cancer patients. The
objectives were:

I. To understand issues in communication with cancer patients in general.

I1. To develop the study protocol
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[1I. To test the study-specific questionnaire

In the following sections brief description are presented.

10.1. Communication with cancer patients: Tak Tent study

To have a better understanding of cancer patients, and to practice interviewing
skills, it was decided to participate in a cancer support group known as “Tak
Tent”-Old Scots for “Take Care” (Appendix I). Permission was asked from
the Tak Tent Executive Committee and on several occasions the researcher
took part in activities of the six branches of Tak Tent in the West of Scotland.
Following visits to, and conversations with, patients and their relatives a
descriptive study was carried out by means of a structured interview. Patients
and their families were asked about their demographic and socio-economic
status, support they were receiving, their concerns and problems, and their
general health status and global quality of life.

The study had several results:

I. It was shown that interviewing cancer patients was feasible and that they

were pleased to talk about their concerns and quality of life issues.

II. A purposed-designed questionnaire was tested and it was found that the

questionnaire could be used in the main project.
I11. A paper for publication was prepared.

Full details of the study can be found in Appendix II.

10.2. Quality of life in patients with ovarian cancer

The West of Scotland Cancer Surveillance Unit originated and carried out a
series of investigations on variation in the care of ovarian cancer in the West
of Scotland and demonstrated significant differences in outcome of therapy
between hospitals inside and outside Glasgow (Gillis, 1991). Their recent

study showed that improvement in survival is significantly associated with
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multi-disciplinary therapy and optimal treatment (Junor et -al., 1994). Thus,

- based on these clear-cut findings, the researcher was interested in a
fundamental question: does optimal treatment result in better quality of life?

This was the subject of the research proposal submitted to the Department of
Public Health, University of Glasgow.

To set up the study, several visits, including meetings with a leading

gynaecologist in Glasgow, were held. These provided an opportunity to

discuss the proposed project and to evaluate the practicality of the research.

After careful consideration it was realised that it would be difficult to conduct

this research study. First, because of time constraint, since during one year it

would only be possible to collect or interview a very small number of the

patients even in the whole of Glasgow because the incidence of the disease is

very low. Secondly, it was unrealistic to assume that the researcher alone
could catch all possible cases in Glasgow during a particular period.
Therefore, because of insufficient numbers of patients for the study and time

constraint, this led to the submission of a new proposal on quality of life in

Jung cancer patients.

Several lessons were learned. First, all experiences gained during the setting

up of the ovarian cancer study were applied to the present study. Secondly, a
comprehensive literature review on quality of life in ovarian cancer was

carried out. This, by itself led to interesting results:

I. A recommendation for an international study on quality of life in ovarian

cancer patients was made.

I1. It was learned that relying solely on standard measures of quality of life is

not enough. Based on this understanding it was decided when studying quality
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of life in lung cancer patients, that socio-economic status of patients be taken

Into account.
I11. The main study protocol had been developed.

IV. A similar method of literature search was used in the lung cancer study.

V. The review has been published (Montazeri et al., 1996a).

11. Conclusion
Against these backgrounds the study set out to investigate quality of life in
patients with lung cancer with the hope that the results would contribute to

existing knowledge in lung cancer care.

This chapter summarises the situation which a patient with a diagnosis of lung
cancer is likely to face. A situation which will change the patient's and his or
her family's life. The effects of disease and its treatment, the short survival
time, and the psychological morbidity all suggest that there is nothing more

important than the "quality of life" in lung cancer patients, although
improving survival should not be neglected. The question is- at what price?
This is why it is argued fhat "quality of life" in oncology is essential. In the
following two chapters the literature on "quality of life" in cancer patients in
general and in lung cancer patients in particular will be reviewed to give a

better perspective on the subject.
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Summary

This chapter examines some of the fundamental issues in health related quality
of life measurement with particular attention being given to assessment of
quality of life in patients with cancer, thus helping to focus the direction and
methodological rigour required in future investigations. Three relevant topics

are discussed to illustrate the importance of quality of life measures in cancer
therapy. A perspective on the meaning of "outcome" and "quality of life" 1s

presented to demonstrate the controversies that exist in the field. Some

experiences from the treatment of cancer are discussed, relevant literature is
reviewed and new directions in measuring quality of life are highlighted. It is
argued that in a chronic condition, adding life to years instead of years to life
is an important task. Adding years to life may prolong survival, but whether
this is to the benefit of patients is debatable. Considering patients' views may
improve the quality of care and at the same time, reduce the psychological

distress and physical discomfort in patients with cancer. It is concluded that

quality of life measures have considerable potential in this challenging issue.
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Introduction

The issues of measuring health are always surrounded by a number of
uncertainties, strengths and weaknesses. Four distinctive components or
approaches related to the measurement of health and outcome can be
identified: quantity of life, health related quality of life, satisfaction with care,
and process based outcome measures (Long et al.,, 1993). Studies in the

outcome of clinical treatment have concentrated increasingly on subjective
health-related measures. There is, however, a long standing debate on the
topic- sometimes called "unresolved issues” (Patrick and Bergner, 1990). This
chapter attempts to examine general aspects of quality of life measurement
and in particular, as it relates to oncology. Since quality of life can be viewed
primarily as an outcome measure, issues relating to "outcome" are described
in order to demonstrate the place and role of perceived health assessment in
the health care system. Difficulties in measuring health status are also

discussed.

1. Outcome: measuring health, '"hard" and "soft" data

There is no single definition for outcome, but perhaps Donabedian's (1985) is
the most familiar one. He defines outcome as "those changes either favourable
or adverse in the actual or potential health status of persons, groups or

communities that can be attributed to prior or concurrent care". But as

Gulliford (1992) notes:

health care is only one of the factors which determines the
outcome of disease. Age, gender, ethnicity, psychological factors, the social
and physical environment, and the nature of underlying and associated
conditions also combine to influence the prognosis. A clear distinction should

therefore be maintained between the general term "outcome" and the specific

term "health care outcome”.
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Alternatively in examining measured "outcomes" the factors which might

have contributed to the "outcome" should be ascertained and identified.

There is also concern about the distinction between the notions, "impact" and

"outcome". The former can be taken to refer to short term, while the latter
refers to long term consequences of health care interventions (McCallum,
1993). Metcalfe (1990) defines outcome as the output of medical intervention,
and he argues that outcome cannot be measured unless the medical

intervention is correctly explained so that the end point can be judged.

In fact, the term "outcome" means different things to different people.
Clinicians are concerned with the results of their practice; patients seek relief
and satisfaction; carers have an interest in improving services; managers are
concerned with resource utilisation to provide a more effective and efficient
service; and there is a concern that patients should be treated as individuals
and given choice, respect and dignity (Austin and Clark, 1993). It is suggested
that in assessing medical outcomes five key aspects should be considered.
These include the facts that: outcomes are multidimensional; most outcomes
are qualitative; assessment of outcomes will be affected by timing; subgroups
of disease may have differing outcomes; and outcomes may not be attributable

to specific treatments (Orchard, 1994).

However, a number of systematic ways exist to measure health care outcomes.
In some ways “hard” data such as morbidity and mortality statistics are
outcomes, but these are not always enough (Spitzer et al., 1981) or relevant
(Ebrahim, 1990). First, they have their own limitations in the context of
completeness and validity and - secondly, for chronic illnesses such as

malignancy, they may not be very useful measurements. It is understood that
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for cancers "in which treatment has improved mortality, statistics must be

interpreted with care” (Coggon and Inskip, 1994).

As Bardsley and Coles (1992) pointed out in the case of chronic conditions, it
is necessary that outcomes be considered as changes in the patient's health

status whether improvement or deterioration. When the aim of clinical
treatment is to control disease or its progression and associated symptoms,
outcome should be expanded "from objective evidence of the effect of disease
and treatment to the subjective or personal perception of patients" (Wamer
and Williams, 1987). In other words, outcome measures in chronic situations
must also rely on other sources of information, namely "soft" data.
Information which is more cognitive, perceptual, or’ filtered by human
judgement is likely to be considered soft (Read, 1993). In this respect, there
are several other reasons to judge outcomes based on “soft” data. These are:
objective standards of assessment with cut-off points indicating desirable
outcomes are limited, objectively defined disease is not always a causal
association with subjectively experienced illness, and finally certain forms of
objectively defined disease may be so prevalent that they are rarely viewed as

illness by people who are experiencing them (Jenkinson, 1994a). Therefore,

outcome measures, for example, may rely on ‘individuals’ judgements,
whether patients' or clinicians' views (Donovan et al., 1993). In oncology (and
other chronic diseases) this judgement is seen as lying beyond the scope of
survival and traditional measurements (Ware, 1984) and usually refers to
terms such as quality of life (Najman and Levine, 1981) or more accurately,

health related quality of life, or health status measures.

2. Quality of life: meaning and purposes
Although the concern over health related quality of life is relatively recent

(Olweny, 1993) quoting Heroditus- 450 BC-, Rosser (1993) believes that the
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issue had been investigated in early medical care in Egypt. As she explains,
"in the second millennium the tombs in the valley of the kings and those of
nobles at Thebes showed an anticipation that the quality of life after death
would be desirable"! More generally, McEwen (1993) argues that the efforts

to measure health began in the 1930s when Stouman and Falk (1936)
introduced the concept of health indicators, but that it was in the 1970s that

the explosion of interest began.

The history of quality of life measures in cancer generally, goes back to the

use of Karnofsky's Index in the 1940s as a key measure of performance status

(Spitzer, 1986). However, as Strain (1990) points out quality of life had its

earlier roots in the political and social arena rather than the medical one.
Psychologists, and sociologists carried out most of the early empirical social
research on quality of life studies with an intention to estimate well being,

satisfaction or happiness (Bowling, 1995a). It is argued that the “social

indicators movement” of the 1960s and 1970s actually initiated quality of life
studies before current research interest on the subject emerged (Andersen et
al., 1994). In this instance, it is believed that Breslow (1972) and some other
social scientists conceptualised quality of life research, adopting the World
Health Organisation definition of health focusing on physical, mental and
social well-being. According to such a view, quality of life encompasses all
aspects of life including literacy, leisure activities, housing, employment, the
physical environment, etc. (e.g. Campbell et al., 1976). Thus, it 1s not far from
reality to say that measuring quality of life is an emerging science in health

and medicine.

Quality of life can be defined in two ways: conceptual and operational.
Conceptually, it refers to well-being, quality of survival, human values and the
satisfaction of needs (van Knippenberg et al., 1988). It has also been described
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as the "complete life". Calman (1987) refers to Oliver Wendell Holmes (1860)

and quotes:

The longer I live the more I am satisfied of two things. First

that the truest lives are those that are cut rose-diamond fashion, with many

facefs. Second that sociely is always trying in some way or another to grind us

down to a single flat surface.

Fallowfield (1990) states that "quality of life is not a unitary concept, but
rather a complex amalgam of satisfactory functioning in essentially four core
or primary domains"; these are: psychological, social, occupational, and

physical. She argues that this was recognised by Herophilus in 300 BC:

To lose one's health renders science null, art inglorious,

strength eﬁ"o}tless, wealth useless and eloquence powerless. (Quoted by Sextus

Empricus in Adversus Ethicus, X1.50.)

Operationally, quality of life refers to patients' evaluation of their own life as
compared to what they expect to be possible or ideal (Cella and Tulsky,
1990). It can also be seen as a measurement of difference between the hopes
and expectations of the individuals (Calman, 1984). Quality of life sometimes
has been explained in a form of formula: QL = NE x (H+S) where NE is the
patient's natural endowment, and H and S are the efforts made on behalf of
patient by his or her family, and society (‘de Haes and van Knippenberg,
1985). It is argued that many people talk about quality of life, but nobod){
knows precisely what it is or what to do about it (Campbell et al., 1988).
Being abstract as it is, Aaronson et al. (1988) suggest that quality of life

should be defined and broken into its components, but they did not attempt to
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demonstrate how to achieve a unique agreement about its component parts.

This is the focus of the following section.

It seems that to overcome the problem of definition, specially on operational
grounds, it should be understood that quality of life as a global term is usually
not relevant and can not be used. But as far as health is concerned it should be
regarded as perceived health and a self-rated measure, and therefore it should

be lay-defined. However, there are considerable variations in the purposes of

quality of life studies. Table 2.1 illustrates some suggested areas.

Table 2.1. Examples of variations in purposes of quality of life studies

Katz's (1987) suggested list  Application of quality of Three general reasons for
life measures by measuring quality of life in

Fitzpatrick et al. (1992)  patients with cancer by
Cella et al. (1993)

—_ [ T S —— -~ - W e - —_—— -
[ —

To measure well-being Screening and monitoring of Assessment of rehabilitation
psychosocial problems needs

To improve treatment and care for Perceived health investigation As an end point of health care

chronic illnesses outcome

To provide data for policy-making Medical audit As predictor of response to

and planning future treatment

To provide information about risk  Evaluation of health services

factors

To develop new and cost-effective  Cost-utility analyses

methods of health care

Clinical investigation

There are two main gaps in quality of life measures, whatever the purposes
are. First, the comparison betwee;l studies with different objectives are
difficult (Gelber et al., 1993) and sometimes impossible (Fallowfield, 1993;
1994). This is due to several facts including: variations in methodology,
sampling procedures, and instruments used. Secondly, there is a gap between
the expectation of patients from such studies and res;afchers' achievement.

Patients are concerned about their immediate needs of relief from symptoms
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whereas psychologists, sociologists, clinicians and other contributors to
quality of life studies concentrate on their study objectives. In a study on
quality of life in lung cancer patients, Bernhard et al. (1995) reported that “ an
unexpected and more difficult problem was that some patients thought that

their individual response would be the basis for further treatment decisions

and a worse level of self-estimation was to be avoided”. These may therefore,

not only influence quality of life studies in the context of external validity but

also in reliability.

3. Quality of life: Controversies

There are several useful reviews of quality of life measures (e.g. Fallowfield

1990; Bowling, 1991; Wilkin et al., 1992; Walker and Rosser, 1993; Patrick
and Errickson, 1993; Jenkinson, 1994a; Bowling, 1995a) and these provide an
excellent insight into the issue. Considerable literature also exist in the area of

cancer therapy (e.g., Clark and Fallowfield, 1986; Aaronson and Beckmann
1987; Donovan et al., 1989; Osoba, 1991; Selby, 1993). Full discussion of all

these works is beyond the scope of this chapter, but some of the key issues

have been selected.

3.1. The use of objective health measures

Although quality of life measures are today more acceptable than at their
earlier stages, Donovan et al. (1993) in their paper "assessing the need for
health measures”, heavily criticised the use of subjective health-related
measures. They argued that "it 1s not clear what would be gained from the
health status questionnaire material that might not be found more
economically from routinely available statistics". They concentrated on the
Nottingham Health Profile (NHP) as an example and pointed out that these
measures do not "allow people to express what they really feel". They

observed that several people with serious disease assigned themselves as
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being relatively healthy because their symptoms had become part of their

normal life. However, they pointed out that the extent to which these measures
would in practice modify the interpretation of conventional measures of health

need are not clear, although some assessment of perceived health might in

principle be desirable.

Their discussion is limited. First, they de-emphasise the fact that people's

feelings are subject to changes overtime. If therefore, there are differences

between data obtained by a questionnaire at a particular time and an interview
sometime later, this could be true for any subsequent new interviews as well.
People's views may change with time. Although interview is a better way of
providing in-depth information, this 1s not a sound basis for judging the
measurement of people's perceived health status as worthless. Secondly, it is
not clear what the outcome for chronic diseases should be- a situation in
which the power of medicine to cure is limited and the main objectives of
health care are relief of symptoms and/or reduction of side effects of

treatments. Thirdly, it is not a systematic approach to extract data from tape

and come to a general conclusion about health measures or even about that
particular instrument. There is supporting evidence for the applications of
these measures in well designed studies (e.g., Kind and Gudex, 1994; Visser
et al., 1994; Westlake and George, 1994), although the limitation of the NHP
is recognised both by its own pioneers (McEwen, 1993) and others (Kind and
Carr-Hill, 1987). In a recent paper there is a critical review of international
assessments of health-related quality of life including the NHP. The authors
stated that "the NHP has performed well in the role for which it was
developed: to measure distress in functional status and estimate major needs
for health services in popufations from major disabling health conditions"

(Anderson et al., 1993).
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3.2. Definitions of quality of life

Quality of life is not well defined. The literature reveals that much effort has

been made to define quality of life, but there is no "common rules and

language" (Aaronson, 1990) to bring into agreement all contributors to the
quality of life studies.

However, there should be at least a clear distinction between conceptual and
operational definitions, and secondly, different approaches to quality of life
assessment should be recognised. Fries and Spitz (1990) pointed out that in

clinical studies quality of life does not mean happiness, satisfaction, living
standards, climate or environment, but rather it can be defined as those
dimensions of life that might be influenced positively or negatively in clinical

studies and in the clinical situation. Five basic approaches to definition of

quality of life have been recognised (Schipper et al., 1990). These are:

(i) The psychological approach and this refers to the fact that measﬁring
quality of life means distinction between illness and disease as perceived by

patients (Kleinman, 1986).

(ii) The time trade-off or utility concept which refers to the desirability or

preference that individuals exhibit for a particular condition, for example
preferring quality of life instead of survival or vice versa (Torrance, 1987).
(iii) Ware's concept of quality of life which emphasis five concepts as minimal
standards for the content validity of health measures: physical health, mental
health, general health perceptions, social functioning, and role functioning
(Ware, 1984; 1987).

(iv) The reintegration to normal living concept which has been defined as "the
reorganisation of physical, psychological, and social characteristics of an

individual into a harmonious whole so that one can resume well-adjusted
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living after an incapacitating illness or trauma" (Wood-Dauphinee and
Williams, 1987).

(v) Calman's Gap Theory which defines quality of life as a measurement of
difference between the hopes and expectations of individuals (Calman, 1984).
It appears that these are all different, but at the same time, the same. In other
words, all are discussing a subjective impression perceived by the patients or a
normal population about their own health status, but with different names and

different usage. Thus, expending much more time on definition is no longer a

beneficial practice.

3.3. Differing approaches

A decade ago quality of life was "a glimmer in the eye of a small number of
psychologists and sociologists”, but the issue " at best rarely entered the
clinician's mind. At worst it was an anathema" (Schipper, 1990). It 1s argued

that there are two different approaches to quality of life measures: a pragmatic

clinical point of view, and the methodologist's point of view (Greer, 1987).
The former refers to clinicians who believe in simple instruments of direct use
in their speciality. The latter refers to those who are more concerned with
methodological aspects of quality of life instruments. These are reliability,

validity and responsiveness, namely psychometric properties of quality of life

measures (Hays et al., 1993).

However, it is recommended that "the gap between these two points of view
must be closed if we are to create a sound methodology of quality of life
evaluation which will be both useful and used in the clinical realm". Similarly,
Tchekmedyian and Cella (1990) highlighted that there is a gap in information
and communication between social scientists and clinicians and that this gap

should be filled. In other words, social scientists should realise that in a

practical setting, for example in a clinic or in a clinical trial, it is very difficult
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to consider all methodological aspects, and in contrast, clinicians require to
accept that any instrument for measuring quality of life should be valid and

reliable. Such considerations by both sides, however, may make the issue

easier and reduce conflicts.

3.4. Use of general or specific measures

There are several names for different classifications of health measures,
although some of these categories are the same. Two basic types of
instruments have been identified: disease specific and generic (Fletcher et al.,
1992). The former refers to the measures which are used for one disease or
narrow range of illnesses while the latter refers to those which can be used for
a wide range of purposes. Donovan et al. (1993) identify health status
instruments as falling into seven basic categories: general health measures,
measures of physical function, pain measures, social health measures,

psychological measures, quality of life measures, and specific disease
measures. As it is clear, there is no need for such a classification, because

many of these instruments fall into the same category.

In cancer literature, these categories are mostly described in two ways. In their
review van Kinppenberg and de Haes (1988) distinguished three types of

instruments: ad hoc instruments constructed for a specific ‘study, general
instruments, and instruments specifically designed for measuring quality of
life of patients with cancer. Aaronson (1989) describes four categories:
generic, disease-specific, ad hoc, and disease-cluster that "have a somewhat

narrower focus, while still maintaining a generic element”.

Advantages and disadvantages of these measures are discussed in the
literature. There is "a spectrum of opinions from those who discourage generic

measures preferring diagnostic- or individual-specific measures through to
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those still look for a single index for use at the top level of government
decision making" (Rosser, 1993). It is argued that "generic measures should
not be expected to completely capture the particular effects of disease or

treatment” (Ware, 1987). In contrast, it is suggested that, because generic

measures contain many health related dimensions, these are more likely to
detect unexpected effects (Fletcher et al.,, 1992). It is argued that generic

measures make the comparison between studies possible, while specific

approaches have the advantage of detecting specific disease related quality of

life problems.

However, there are no simple answers to the question, rather it depends on
which dimension of quality of life is under study, for which type of people it
is used e.g. ill or general population, and to what type of disease it is going to

be applied.

Several instruments have been used for the measurement of quality of life of
cancer patients. Maguire and Selby (1989) reviewed all available measures
with regard to their clinical application, ease of administration, scoring, and
reliability and validity (20 instruments). They concluded that the "best- bet"
instrument is the Rotterdam Symptom Checklist. Sometime later Selby (1993)

concluded that no single measurement method for quality of life in cancer

patients is yet satisfactory. In examining item content of these measures, it

appears that many concepts measured are generic rather than cancer-specific.

A recent review of measures widely used in oncology (10 instruments)
addressed the problem (Cella, 1995a) showing that there is little attention to

underlying factors which contribute to the quality of life in cancer patients

such as social and family life. Since patients with cancer need more support,
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for example, the issues of fémily and caregivers become very vital to patients’

daily life.

Progress has been made in synthesising a single modular assessment strategy
which provides a combination of general and disease-specific measures. The

European Organisation for Research and Treatment of Cancer questionnaire

(EORTC Quality of Life Questionnaire) is a product of such an approach
(Aaronson, 1989) and the final stages of development and validation of their
instrument was recently reported (Aaronson et al., 1993). Similarly, Fletcher
et al. (1992) argued that "'a common recommendation is to include both
disease specific and generic measures in a study”. In addition, it seems that in
each study it would be beneficial to consider a set of study specific questions

to cover all quality of life related problems of the subjects under study.

It is difficult to indicate the best available instrument, but to meet the major

principles that quality of life measures require, the EORTC QLQ-C30 (cancer
core questionnaire) seems to be one of the best developed measures across

different European and North American languages and cultures (Cella,
1995a). In a cbmprehensive review of more than 30 instruments used in

oncology settings Bowling (1995a) concludes that the best developed measure
for use with cancer patients is currently the EORTC QLQ.

However, an ideal selection depends on the objecti\}es of the study and the
current emphasis is on supplementation with other measures. For exafnpie, the
EORTC, now has developed a modular supplement (QLQ-LC13) to the core
questionnaire (QLQ-C30) for use in lung cancer clinical trials (Bergman et al.,
1994). Another example of such a develbpment is the Functional Assessment
of Cancer ’I'herapj—Lung qualityhc)f life queétionnaire (FACT-L). The FACT-

L has been developed after the FACT-G (generé.l cancer core questionnaire,
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34-item version 2) and its reliability and validity have recently been published
(Cella et al., 1995). Yet, a major question remains: to what extent does the

initial quality of life and socio-economic status of patients contribute to their

recent quality of life?

3.5. Major dimensions to be included

From the literature review it appears that a quality of life instrument should at
least contain four areas as important dimensions: physical, psychological,
social, and performance. It is argued that physical function, mood, symptoms

and social support are the key predictors of the assessment of the quality of

life and should be monitored from diagnosis, through treatment to terminal
illness (Mor, 1987). Although quality of life measures only include a few

items related to the social aspect of quality of life, many researchers emphasis
that social well-being should be considered as an important part of these

instruments. In their review de Haes and van Knippenberg (1985) suggest that

social aspects of quality of life "may account for some of the unexplained

variance in the indicators of well-being".

However, there have been different ideas about major dimensions to be
included in a quality of life measure. Some argue a minimum of four
components should be contained in a quality of life instrument: physical
functional status, disease symptoms and treatment side-effects, psychological
status, and social functioning (Aaronson, 1990). After consideration of 30
different categories for component parts of quality measures applied by
various authors, Cella and Tulsky (1990) distinguished ten dimensions:
physical concern (symptoms; pain), functional ability (activity), family well-
being, emotional well-being, spirituality, treatment satisfaction (including
financial concerns), future orientation (planning; hope), sexuality/intimacy

(including body image), social functioning, and occupational functioning.
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This problem (including different items and domains by different researchers)
may explain why there are so many instruments. Some of these are not truly
quality of life measures (e.g. Kamofsky Performance Status), some are
generic measures (e.g. Sickness Impact Profile) and a few are cancer-specific

(e.g. Functional Living Index-Cancer). In addition, including several

dimensions in an instrument may cause other problems such as administrative
difficulties and an excessive burden on patients. Different people, perceive
quality of life differently. For example, in a study on quality of life in lung

cancer patients including a sample of patients with chronic respiratory disease

it was found that patients defined quality of life as “good health” (42%),
“enjoyment of life” (25%), “good family life” (24%), “happiness” (21%),
“ability to do what one wants to do/work” (16%), “financial security ” (16%),
“o0ood social life/leisure activities” (13%), and “living longer” (5%)
(Montazeri et al., 1996b). There is no way to include all these dimensions in

an instrument. Again, it is very unlikely to find an instrument which covers all

these items.

On the other hand, the development of new instruments is not a solution to the
limitations of existing quality of life measures. Simply, to create a new

specific measure will result in subsequent similar criticisms of not meeting
another defined need. Sometimes behind the development of these new
instruments there is a lack of logical reasoning and theoretical justification.

The establishment of any new measurement requires to be justified. It may be

preferable to use existing measures and improve their application to reduce

confusion in the field.

3.6. Who should measure
The next question is, who should measure quality of life, patients or

clinicians? It has been suggested that there are three possible options for
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measuring quality of life: measurement by outside observer, by the patient,
and by measuring objective parameters e.g. physiological ones (van
Knippenberg and de Haes, 1988). All are different however, and all require
different approaches and measuring instruments. Several studies have shown

that assessment of quality of life by doctors and nurses correlated poorly with

those rated by the patients themselves (Slevin et al., 1988).

In contrast, in a study of quality of life measurement in breast cancer patients,
Bell et al. (1985), using a physician as an independent observer, reported that
in general there is good agreement between "patients self-rating and
independent observer assessment of quality of life. Hunt and McKenna (1992)
pointed out that "since quality of life is assumed to encompass psycho-social

elements which are not normally accessible to doctors, it is possible to argue

that the patient is the best judge of quality of life and that it is the patient's
self-report which should carry most weight".

However, in palliative care, in which sometimes the patients may not be able

to speak for themselves, proxy rating (observer rating on behalf of the patient)

must be .considered. This also is crucial in assessing quality of life in
cognitively impaired individuals (Cella, 1995b). Since the proxy assessments
reflect the caregivers’ concerns (family or health professionals) rather than the

patients’ feelings, then, the challenge is how reliable are these measures?

Finally, sometimes clinicians are rather reluctant to judge outcomes based on
quality of life measures. Thus, it is difficult to ask them to measure patients’
quality of life as outside observer. This is due to several reasons (Feld, 1995;

Montazeri et al., 1996¢):

1. The benefits of these measures are not clear relative to standard endpoints.
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2. In a busy clinic it 1s not possible or it is very difficult to administer these
measures. In other words, in a clinical setting measuring quality of life is not
the first priority.

3. Some clinicians are concerned about burden on patients in such
assessments.

4. There are some uncertainties about how to measure quality of life and how
to analyse the information obtained and how to interpret them. This is true
even for some researchers, especially those who are dealing with analysing
these data. Difficulties in analysing quality of life data include the

multidimensional nature of data, attrition, and missing information (Hopwood

et al., 1994).

However, difficulties which arise from theoretical concepts through to

operational practices all demonstrate the limitations rather than possibilities.
For example, since each individual has his or her own values and norms even
within a study it is difficult to compare quality of life scores among study
subjects; or from a more radical point of view it is difficult to judge on quality

of life scores of the same individual through time in the same study. Jenkinson

(1994b) argued that, to date, the benefits of including health status measures

routinely in clinical practice are far from conclusive.

Criticism about quality of life measures continues, since it is argued that these
measures are subjected to measurement of many variables which are often
neglected. This means that quality of life does not, to some extent, reflect a
sound scientific approach where the basis of any measurement is the
perception of individuals which changes over time either due to change in
their own values or because they are human beings. In addition, experiences

of illness change because people learn, adjust, or accommodate over the

course of illness (Liang et al., 1990).
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In contrast, it is argued that despite so many shortcomings in measuring

quality of life; it can do more good than harm if the basic principles are

considered. Measuring quality of life may help to build up a more realistic
picture of patients’ feelings, and their needs. In the following -section

experiences from the treatment of cancer may help to justify the application of

these measures.

4. Experiences from the treatment of cancer

In assessing the outcome of clinical treatment it is important to identify
whether treatment results in a better quality of life- if not a longer life (Katz,
1987). 1t is argued that if the patient would not be able to enjoy his or her own
time, survival for a few extra months is meaningless. This will only cause the
patient to suffer more. A patient with cancer experiences a "living-dying"
situation and this is "the intolerable incompatibility of life and death" (Muzzin
et al., 1994). For example, 30-40% of patients with cancer "experience
periods of depression or anxiety or both" (Higginson, 1993), and

psychosexual morbidity is one of the most important problems in women with

gynaeocologic malignancies (Crowther et al., 1994).

Three reasons have been mentioned to justify considering quality of life as an
important part of cancer treatment (Slevin, 1992). First, a patient with cancer
has no control over his or her disease. Secondly, the cause of illness cannot be
explained. The explanation can only create confusion and sometimes there is
no answer even for experts. Thirdly, patients are often told "there is nothing
we can do for you".

it is thergfore not surprisingly that patients with cancer often
feel more miserable and despondent than patients with othér potentially fatal

illnesses and that quality of life is a much bigger issue in cancer than it is in

other equally life threatening disease.
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In addition, others observed that in cancer therapy it is difficult to describe
whether a patient has benefited overall from a treatment or not (Rees, 1991),
because the side-effects of treatment have also a major contribution to the
quality of life. Surgery can sériously damage a patient's body, radiotherapy
may cause physical and emotional discomfort, and chemotherapy can often be
toxic (de Haes and van Knippenberg, 1985). Quality of life studies, however,
have several advantages in cancer treatment. A few examples are given to

demonstrate why measuring quality of life is so important.

4.1. Quality of life and survival
Quality of life measures can be used as an end point in clinical trials to
compare different treétments, to measure outcome of health care or as a

predictor of survival (Weeks, 1992). Quality of life studies may influence
decisions about the effectiveness of therapies, enhance supportive care, and

identify the patient's reaction towards treatment.

In a prospective clinical trial of different treatment protocols for advanced
breast cancer, Coates et al. (1992) found that there is a significant association
between scores obtained from quality of life measures and changes in scores
on survival duration. To explore the relationship between quality of life and
subsequent survival, stud&ing lung cancer patients it was found that
nonmedical factors such as quality of life assessment and marital status play a
role in survival and that fhey should be evaluated and described as potential

predictors of survival in cancer patients in clinical trials (Ganz et al., 1991).

In addition, survival is not patients’ only consideration towards treatment. In a
study of attitudes towards the quantity and quality of life in a group of healthy
volunteers, presented with hypothetical options for treatment of advanced

laryngeal cancer, it was found that 20 per cent of volunteers preferred to trade
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off their life expectancy so that they can retain speech (McNeil et al., 1981).
This is true even in trade off between two different treatments. When survival
for two different regimens are the same, it will be useful to judge outcomes
based on the quality of life which is perceived by the patients. If survival for

one treatment is better, but the quality of life is decreased, the patient may

contribute to the process of decision-making. In this situation offering a
choice of treatment, when 1t is possible, may help to overcome some problems

related to the treatment. It is"argued that patients with cancer in choosing

between two treatments, when disease is likely to be cured, may be willing to
accept a treatment that effects their quality of life in a negative way; but if the

chance of survival is small, then the quality of life becomes the main concern

(Slevin et al., 1990; Kiebert et al., 1994).

The literature suggests that several contextual factors may affect the patients’
choices between survival and quality of life; for example age, sex, marital and
domestic status of the patients, and probability of survival (Coates et al., 1983;
O’Conner, 1989). To explore the issue further, in a study by Kiebert et al.
(1994) it was found that having a partner, having children, the nature of side
effects of treatment, and baseline. quality of life were all of considerable
importance in choosing between quality of life and survival. This is why it has
been argued that survival and quality of life are not competing predictors of

outcome measures, but rather complement each other in decision making. The
initiative to combine length of survival and quality of life into a single end

point to provide quality-adjusted life years is an example (Olschewski et al.,

1994).

Quality-adjusted life years (QALYs) measure the health gain which combine
the survival time and quality of life. Quality of life is usually measured on a

scale from zero (death) to one (full health). Thus, to calculate QALYs, first

69



Mea.;'uring quality of life

the change in both survival and qﬁality of life from a ﬁarticular treatment
should be estimated, then QALYs can be calculated as: change in survival
multiplied by change in quality of life (Petrou and Reritdn, 1993). The two

proposed applications for QALY's are as a measure to be used in the allocation

of resources and second as a measure to determine which individuals should
receive the available treatment (Goodinson and Singleton‘ i989). On this basis
the use of QALY has been criticised in many ways. For example, it is argued
that QALY-based analysis will tend to discriminate against elderly people and
those with shorter life expectancies because greater QALY benefits can be

obtained by treating younger patients and those with longer survival

(Spiegelhalter et al. 1992; Selai and Rosser 1993).

A more acceptable model of such an approach is Time Without Symptoms
and Toxicity (TWiST). This model of quality-adjusted survival analyses the

length of survival without symptoms of disease and toxicity of treatment can

be used as an outcome to describe patient’s quality of life (Gelber et al.,

1986).

4.2. Contribution to development of cancer treatment
There is an extensive body of literature on the role of quality of life studies in

clinical trials and development of cancer treatment.

Barofsky and Sugarbaker (1990) demonstrated that quality of life aééessment
can lead to improved cancer treatment in two ways: when it is an integral part

of the treatment development process (single step), and when it contributes to

improvement through a multistep procedure. E

To explain these two procedures they discuss the development of soft tissue

sarcoma and breast cancer treatment. For example in the case of the extremity
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soft-tissue sarcoma it was found that the limb-sparing surgery procedure did
not produce better quality of life than amputation. Then, other studies
modified the limb-sparing surgery and radiotherapy that patients received.
Subsequently, new evidence shows that compared with the previous method,
the modified procedure can lead to a better quality of life. At last, the
modified limb-sparing method was confirmed and accepted as the new

protocol.

4.3. Identification of psychological needs
Modern therapies in medicine have become increasingly effectual and, at the

same time, more likely to produce harmful side effects (Greer, 1984). Thus,

with regard to the psychological morbidity associated with cancer medicine, it

is recommended that clinical trials should contain measures of psychological

adjustment to enable clinicians to base their decisions not only on survival but

also on the quality of that survival.

In this instance, studies of quality of life measurements in breast cancer

provide an interesting experience. While it was thought that lumpectomy

would reduce psychological morbidity in women who underwent breast

conservation it was found that there are no significant differences in the

incidence of anxiety and depression between women who underwent

mastectomy and those who have had breast conservation (Fallowfield et al.,
1986; 1990). Morris and Ingham (1988) showed that choice of surgery
treatment, independent of the type of operation, is attributed to better
psychological outcomes. This finding, however, was not supported by a recent
study on which patients with stage I or II breast cancer were offered choice of
surgery. The patients were followed up for 3 years after their treatment and
the results showed that there is no evidence to support the notion that choice

prevents psychological morbidity (Fallowfield et al., 1994).
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It is, however, suggested that quality of life of patients with breast cancer may

be improved by a good communication style (Fallowfield, 1993). A
prospective randomised trial indicated that adjuvant psychological therapy can

lead to a reduction in psychological distress (Greer et al., 1992). This adjuvant

psychological therapy is a "cognitive behavioural treatment programme” in six

sessions, focusing on an individual's personal strengths to overcome

psychological morbidity related to cancer (Greer et al., 1991).

4.4. Quality of life and alternative therapy

Use of alternative therapy or complementary medicine for the treatment of
cancer has increased in recent years (Hauser, 1993). It is argued that these
therapies may lead to a better quality of life. A study on survival of patients
with breast cancer attending the Bristol Cancer Help Centre (BCHC), offering
alternative treatment, showed that "patients choosing to attend the BCHC do
not gain any substantial benefit. Whether quality of life is enhanced is yet to

be answered" (Bagenal et al., 1990), although subsequent debate revealed that
this study suffered from design flaws, since patients attending BCHC had

more advanced disease (Morris et al., 1992).

Another study on survival and quality of life among a group of patients with
cancer receiving unproven cancer therapy as compared with a group of
patients receiving conventional treatment showed no difference between the
two patient groups in length of survival. On the other hand, the same study
shows that quality of life i1s better among conventionally treated patients

(Cassileth et al., 1991).

Recently the BMJ (Downer et al., 1994) reported a study on use of
complementary therapies by cancer patients receiving conventional treatment.

Overall, a high proportion (82%) of those using complementary treatments
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along side the conventional therapies indicated that they are either satisfied or
very satisfied. They specified that the benefits are both physical and

psychological. The psychological benefits, included feeling more optimistic
and hopeful about the future. This indicates that patients with cancer need

more support and help which may make life more meaningful to people with

an incurable disease (Taylor, 1993).

4.5. Obtaining additional information

A critical review on quality of life in patients with ovarian cancer shows that

there is much to learn from such studies (Montazeri et al., 1996a). For
example, studies have shown that psychological factors, experience of pain,
gastrointestinal symptoms and experience of fatigue and malaise all contribute
to quality of life of patients with ovarian cancer (de Haes et al., 1990). Thus,
measuring quality of life in this way may help to identify people in need and

provide interventions required, especially psychological support to enhance
the quality of life in these groups of patients who are affected by life

threatening disease.

However, interpretation of results concerning studies of quality of life is not
an easy task. van Knippenberg et al. (1992) reported on a study of quality of
life in patients with resected oesophageal cancer and showed that quality of
life of surgically treated patients can be assessed in two opposite ways-
depending on the indicator chosen: from a medical point of view patients were

considered to have been adequately treated, but when other variables such as

physical symptoms and the effect on activity level are taken into account

quality of life had deteriorated.

Furthermore, social and cultural contexts also affect one’s perceptions of

health and illness. Thus, patients’ feelings ‘and problem contexts are also
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essential in understanding health status and quality of life (Albrecht, 1994;
Fitzpatrick, 1994).

S. New directions

Several lessons have been learned from measuring quality of life in oncology.
These include: quality of life 1s multidimensional; observers are poor judges
of how patients feel about their quality of life; symptoms are associated with

quantifiable disruptions in quality of life; and pre-treatment quality of life may
be predictive of on-treatment quality of life and survival (Osoba, 1994). Yet,

several challenges remain. One such challenge is how should the values and

preferences of patients be integrated into quality of life measures?

It is argued that since quality of life 1s a uniquely personal perception, most
measurements of quality of life in the medical literature seem to aim at the

wrong target. Reviewing 75 randomly selected original quality of life articles,
Gill and Feinstein (1994) observed that in 87% of the articles, patients were

allowed to respond only to a list of 1tems previously selected by experts and
were not invited to add any individual responses. This is a serious problem

which questions the face validity of these instruments.

Recently, there have been interesting attempts to identify the components of
quality of life as perceived by individuals. Two examples of these are the

Schedule for the Evaluation of Individual Quality of Life (SEIQoL), and the
Patient Generated Index (PGI). -

The SEIQoL was developed using the judgement analysis technique in a semi-

structured interview form and provides a list of five areas that individuals
judge to be the most important to their quality of life. It also indicates the

relative weights of importance attached to the components of quality of life
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nominated by the individuals (McGee et al.,, 1991; O’Boyle et al., 1992;
O’Boyle, 1992).

The PGI was developed using the priority evaluator method (to take account
of the preferences) and designed as a self-completed questionnaire. It is very
similar to the SEIQoL and allows patients to define quality of life and to value
the relative importance of improvement in their chosen areas of life (Ruta and

Garratt, 1994; Ruta et al., 1994). A similar method was used by Guyatt et al.
(1987) when they developed a questionnaire that asks patients to specify the

five most important areas of their lives affected by their condition, or to

choose the five most important from a list of 20 items.

Using the SEIQoL, in a limited sample of healthy individuals (42) it was
found that a variety of areas of life were nominated as being important to their

overall quality of life. Considerable variability was also found in the relative
importance attached by participants to the various aspects of their quality of

life. For example, those who nominated health as an ‘important factor,

weighted health varying from 3 to 59 out of a possible 100 score. A similar
study with a sample of 40 patients indicated that leisure, family and work

were significantly more important components of quality of life for the
patients than for the healthy comparison sample, while fewer patients referred

to health than did members of the healthy group (McGee et al., 1991).
Although this method has been reported to be valid, the bias of introducing

life domains by showcards to those who have no idea about nominated areas,

‘remains to be resolved.

Two recent publications by Farquhar (1995) and Bowling (1995b) are the
most advanced in these series of investigatioﬂs. ‘While the former aimed to

identify lay definitions of quality of life among people aged 65 and over living
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in three different areas (204 subjects), the latter aimed to provide population
norms on the dimensions of life that people perceive to be important in
relation to their quality of life based on a large sample (2033) of the general
public. The former study (Farquhar, 1995) using a set of simple questions
highlights how quality of life varies among different age groups of the elderly
population living in different geographical areas. The study conclusions also
indicate that social contacts appear to be as valued as health status. The latter
study (Bowling, 1995) which used a method very similar to the SEIQoL found
that relationship with family or relatives, the respondents’ own health, the
health of someone close, and finances (good or bad) were the most important

things in respondents’ lives.

However, considering the patient's viewpoint, validity of quality of life
measures must become the central measure of efficacy for a quality of life
instrument. To achieve this research into the best ways of measuring and
assessing quality of life must continue to seek individual values and
preferences. These methods now are being applied in assessment of quality of
life in cancer patients. Examples of such instruments are the Functional

Assessment of Cancer Therapy, FACT (Cella et al., 1995), the Subjective

Quality of Life Profile, SQLP (Dazord, 1995), and an Italian instrument the
GIVP- individual ranking of values and preferences (Belli et al., 1996).

5. Conclusion
Since health and illness are not confined to a biomedical model of well being,

quality of life is a potential perspective of individuals' judgement about their
own values and expectations. The recent definition by the WHO Quality of
Life Group confirms this where they state that quality of life is "an

individual's perception of his/her position in life in the context of the culture
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and value systems in which he/she lives, and in relation to his/her goals,

expectations, standards, and concerns" (WHOQOL Group, 1994).

There are several practical and acceptable measures, to all sides (clinicians,

patients, social scientists, psychologists), and these should be used.
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