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1 Background:
use of alternative
medicine

Now and then medicine makes real
progress. The understanding that
patients suffering from pernicious
anaemia could eat liver, not raw as
they had done for years, but fried,
was such a leap forward.

During medical school 1
understood that often discase could
be different entities for the patient
and for the doctor. The suffering and
the feeling of illness were often
forgotten in our search for cure and
understanding of the patients’
disease.

Later, as a young doctor in the
Norwegian Radium  Hospital 1
sensed the exciting world of science
and the hopes of a break-through in
cancer treatment. Each time a new
compound was introduced our hopes
were sky-high and our belief in
science immense. At the same time
we met suffering and broken hopes
on such a scale that often I wondered
how it was possible to survive.
Every day we discovered the
enormous powers that we each hold
inside ourselves. 1 learned that
patients lived their lives of misery
and disease with hope and
unbelievable  strength.  Patients’
gratitude to nurses and fellow
doctors was enormous and their help
greatly appreciated.

In 1988, a colleague, Erik
Wist, asked me to join him at the
Department of Oncology in the
University Hospital of Tromse. 1 am
still grateful for that invitation.

The concept that size is not
always the most important aspect of
life came true in Tromse. The
atmosphere in the Department was
excellent for both patients and those
of us working there, with an
openness that allowed expression of
curiosity. Even with up-to-date
medical  treatment and  good
intentions as caretakers, there was
still a lot to learn about the lives of
our cancer patients. We had many
semi-philosophical discussions about
our patients’ lives and about how we
could improve our skills. In many
areas our knowledge was scarce or
simply lacking. We wanted to
investigate whether patients had
opinions about the causes of cancer
other than those given by health
authorities and to relate patients’
opinions about lifestyle changes with
other aspects of life with cancer.
Communication and information
were important aspects of our daily
work with patients. The extent to
which patients wanted to have all
available knowledge was not,
however, studied among Norwegian
cancer patients.

Our ambitions for our patients
were high. We wanted to be able to
get close to them in such a way that
we could help and comfort them
with their personal and private
problems.



It surprised me that one
problem presented by many patients
maybe was more difficult for me
than for them. There have been
discussions over many years about
how to deal with the use of
alternative medicine in cancer. Most
doctors took a position coloured by a
firm belief that no such method
could have any effect on cancer and
by any legal regulations covering
treatment of the sick which stated
that only doctors could treat cancer.
The answers that I gave my patients
to  different  questions  about
alternative medicine did not satisfy
me. So, during the winter of 1989--
90, we decided to start a study about
patients’ use of alternative medicine
or non-proven therapies (NPTs).

Terminology of alternative
medicine

Alternative medicine is one of many
terms used to refer to a wide variety
of methods of treating disease that
fall outside the bounds of main-
stream or conventional medicine.

Some confusion exists between
different countries within Europe of
what constitutes alternative

medicine: 50 techniques have been
identified in France and 58 in
Germany; the British Medical
Association reported 67 different
therapies in the UK, whereas the
Swedish Medical Association
reported as many as 200 different
methods . In an effort to categorise
the wvast number of alternative

methods, the American Office of
Alternative  Medicine (OAM) ?
grouped them into seven categories
(1) diet and nutrition, (2) mind-body
techniques, (3) bioelectro-magnetics,
(4) alternative systems of medical
practice (or traditional and folk
remedies), (5) pharmacological and
biological treatments, (6) manual
healing methods, and (7) herbal
medicine.

In USA all reported remedies
used as alternative medicine since
the 1940s have been reviewed by a
formal committee, the American
Cancer  Society (ACS). The
committee investigating this use also
reported on methods that no longer
were In official use in the US. In
1986, they identified 51 therapies
that were placed on the inactive list.
However, many of these methods or
remedies like Koch’s glyoxylide °
and Hoxsey’s cancer cure * were
still given in countries like Mexico
and were therefore available to
cancer patients. Another observation
reported by Holland and others ° s
that many methods recycle every few
years, making the total registry of
treatments identified throughout the
last 50 years numerous. In Norway
The «Nitter-kur»® might be an
example of this recycle effect with
its great popularity in the seventies
and again in 1991 to 1993.



Through out Europe different
comities has collected articles on a
big wvariety of unproven cancer
therapies. An example might be the
Swiss Cancer League’s study Group
7 that has reported on the methods in
use in Europe. The most common
used therapies in the German -
speaking regions of Europe were:
mistletoe preparations (Iscador and
others) and  anthroposophically
oriented medicine, various unproven
diets, herbal teas and high dose
vitamins, oxygen therapy, enzymes,
organ exfracts and bioelectronic
methods .

Very recently the Norwegian
government appointed a comity
(Aarbakke kommiteen) giving them
a mandate to broadly ecvaluate
aspects of use of alternative
medicine, within and outside
official Norwegian health care.
Conclusions will be available in
December 1998.

Terms used by proponents of
alternative medicine include:
alternative, complementary, non-
toxic, holistic, natural and non-
invasive. Those used by critics
include: non-proven, unproven,
questionable, dubious, quackery and
fraudulent.

A definition of alternative
medicine is given by the American
Cancer Society (ACN).

Those  diagnostic  tests  or
therapeutic modalities which are
promoted for general use in cancer
prevention, diagnosts, or treatment
and which are, on the basis of
careful review by scientists and/or
clinicians, not deemed proven nor
recommended for current use.

In view of the fact that only
duly tested medicines are used In
the Department of Oncology in
Tromse, the term non-proven
therapies (NPTs) was chosen 1in the
present study. At the time when this
term was chosen (1989), the implied
criticism in this term was not known
to me. If the study were to be started
now, a more neutral term would
have been chosen.



Use of non-proven
therapies by cancer
patients

Number of users of non-
proven therapies (NPTs)

The number of users of NPTs
among Norwegian cancer patients is
uncertain. Two studies from the late
1970s reported the number of users
as being from 16% to over 50% '*
1 Tn a smaller study of outpatients
seen at Ulleval Hospital "2, 44%
were found to be users. In a Finnish
survey from 1980 ', 45% of the
participating cancer patients
reported use of NPTs. As in the
Norwegian study where most of the
participants were users, the most
popular remedy was extract of birch
ash. In a recent large Danish study
with the research question aimed at
patients’ use of Q10 ' a similar
number of users was found.

Studies from Germany, Austria and
Switzerland * '> !¢ have also shown
high number of users among cancer
patients (40-50%). Other European
studies, however, report few
patients who have used NPTs (15—
16%) ' . An investigation in
Poland discovered that more than a
quarter of cancer patients used
NPTs . A Canadian study reported
only 7% of 190 interviewed cancer
patients as users of NPTs %. In the
USA, studies report use of NPTs in
cancer patients of 9-15% >, Some
major studies are shown in Table 1.



Table 1 Some central surveys describing cancer patients’ use of NPT

Research group  Country

Gjemdal (1978) Norway

Arkko (1980) FFinland

Eidinger (1984) Canada

Cassileth (1984)  USA

Clinical oncology New Zealand
group (1987)

Beaufort (1988) Austria

Berger (1989) Switzerland

Lerner {1992) USA

Damkjaer (1994)  Denmark
Zouwe (1994) The Netherlands

Downer (1994) England

100

151

315

463

295

161

5047

769

949

600

Percentage
ever-users

57

45

12

51

44

9

45
15

16

Prominent
types of NPT

Birch ash

Birch ash, vitamins,
homeopathy

Not specified

Metabolic therapy, diet,
megavitamins, Simonton
therapy, spiritual healing,
immunotherapy

Diets

Vegetable juice, tee,

vitamins, homeopathy

Diet, Iscador, faith
healing, vitamins

‘Mind therapies’, diets,
drugs

Q10, homeopath, diets
Diet therapy (Moerman)
Healing, relaxation,
visualization, diets,

homeopathy,
vitamins/herbs

Modified after Zouwe .



Methodological  problems
connected with the number
of users in different studies

Cultural differences/regulations
and time-specific differences

Within Europe two main views are
practised regarding the regulation of
alternative medicine *°. In southern
Europe, France, Belgium and
Luxembourg, only physicians are
allowed to treat disease, in contrast
to the countries in northern Europe,
including the Nordic countries,
where anyone, in principle, can treat
disease. In some of these countries,
the health market is regulated by
laws that make it illegal to treat
certain diseases. (From 1936 the
Norwegian ‘Kvaksalverloven’ states

that only physicians may treat
cancer and a number of other
diseases.) In some countries

(England and Ireland), it is legal to
treat any disease as long as the
practitioner does not advertise him-
or herself as a physician 1f this is not
the case %.

In some countries, such as

Switzerland and Germany, alter-

native methods, thought to be
supportive and  adjunctive  to
mainstream treatment, are more
acceptable  within  conventional

medicine and are therefore widely
used. In Germany anthroposophic
and homeopathic remedies are
accepted and included among other
medicines. In other countries, such

11

as China and Russia, alternative
medicine is placed side by side with
scientific  medicine; in  other
countries only official medical
treatment may be used in cancer
treatment *°. Some reports have
published differences in the use of
NPTs within the same country 2!,
Different types of NPTs have
gained popularity at different times.
In the late 1970s and the early
1980s, extract of birch ash was very
popular among cancer patients in

Scandinavia ' . In the USA,
laetrile 7 was very popular in the
1970s, and metabolic therapies,

special diets, high-dose vitamins
and mental imagery in the 1980s **.
Now, in the 1990s new substances
have appeared such as shark
cartilage *°. However, the major
change in the last decade has been
the sharp delineation of quackery
from complementary, supportive
treatments, which could have
important implications for the status
of alternative medicine in the future.

Study design

Different methods of data collection
could account for some of the diff-
erences found in different studies *°.
In most cases quantitative methods
were chosen: structured interview or
questionnaire-based studies. In both
these methods an anonymous
approach or a promise of patient
confidentiality could be chosen. In
many anonymous studies, the

response rates are very low,



sometimes below 50% % 1, whereas

in studies that are not anonymous
authors worry about the willingness
of patients to respond to sensitive
questions **.

Data material

Whether the sample of patients
studied is representative of the
general cancer patient population is
of great importance. Disease-related
and demographic factors are not
always known in the patient samples
studied. Patients who are cured of
their disease are in a different
situation from those for whom there
is no cure. The location of the study
also has to be known — whether in
hospital, at home, with practitioners
of NPTs.

Definition of non-proven therapy

[f the researcher defines an NPT in
ways that differ from the definition
used by the partisipants, the results
might be confusing. In studies
carried out by Beufort (1988) '°,
Hauser (1981) ** and Obrist (1986)
¥ patients  described  using
vegetable juice, raw vegetables and
different teas as NPTs. It s,
however, possible that patients in
other surveys changed their diet in
minor ways but did not report them
as NPTs. The researcher and
participating patients must therefore
share a common definition of NPTs.

3]

Why do cancer patients use
NPTs?

The most important reason for
patients with cancer to use NPTs is
the fact that many patients cannot be
cured by conventional medicine **
3. Apart from this, different studies
have reported a variety of reasons
for the use of NPTs by patients.

Effects on the disease

Patients’ expectations of NPTs can
vary from no effect to full cure ***
36.37 Some patients start using NPTs
to help with pain or other effects of
the disease or to help with side
effects of the treatment > *? | Some
patients hope to prevent progression
or metastatic disease ' *2. Only a
few believe that NPT could cure
their disease '* !5,

Positive general effects

There is a view among some
patients that ‘as long as the
treatment has no ill effect then why
not try it’ " *". Others believe that,
by using NPTs, their immunological
defence system will be improved.
The opinion 1s prevalent among
many patients that many types of
NPT have only good effects and no
ill effects.



Psychological aspects

Feelings of hopelessness may be
closely related to patients’ feelings
of having no control over the cancer
'8 3% 3 This feeling of loss of
control might be counteracted by
the use of NPTs. To avoid these
feelings of  helplessness and
depression which patients may
develop when they are told that they
have a potentially life-threatening
disease, they may ftry to assert
control over their own health by
turning to alternative therapies, that
is, the use of NPTs may be an
important coping strategy for many
cancer patients. The observation that
information and advice are given to
the patient mainly by family and
close friends has been found In
several studies and supports the use
of NPTs as a coping measure '> 7.
In other cases, advice from family
and friends might take such a form
that a patient feels under pressure to
use NPTs.

Cassileth et al. reported, in
1984 * that patients who used or
had wused NPTs might differ
substantially in their beliefs about
illness from those patients who used
only conventional therapy. One
major  factor  associated  with
patients’ use of NPTs was the belief
that their cancer could have been
prevented and that the cancer might
be reversible through the same
means. Other studies have also
shown that cancer patients using
alternative medicine have a stronger

belief in the importance of
environmental and lifestyle factors
as causes of cancer 17,

Factors influencing patients’
use of NPTs

Demographic factors

The sex of patients does not
separate users from non-users of
NPTs in most studies ', However,
in two Scandinavian studies from
1978 to 1980, and in the English
study reported by Downer in 1994,
women were users more often than
men '“ ¥ However, Obris et al.
(1986) * found, on the contrary, a
higher prevalence of use among
men. This weak relationship
between sex and use of NPTs is
somewhat  surprising  because
women seem to use NPTs more
often for diseases other than cancer
7 Most studies report a lower mean
age and a higher educational level
among users of NPTs than among
non-users > & 232340 Whether
patients are married or not seems to
be irrelevant ',

Disease-related factors

Most of the reported studies have
not demonstrated any significant
correlation between different cancer
types and use of NPTs '> ' %
However, in the large American
survey reported by Lerner and
Kennedy, in 1992 ') use of NPTs
was more prevalent for certain types



of cancer. Downer et al. '* found
that more patients with malignant
lymphomas were users than patients
with other cancer types. After
adjusting  for  the  different
seriousness of different cancers, this
weak or lack of correlation is
somewhat surprising. In most
studies, stage of disease is not found
to be an important factor in
predicting patients use of NPTs ',
Zouwe did demonstrate a higher
degree of use among patients with
metastatic disease and those being
treated for reasons of palliation.
Most studies do not demonstrate
any correlation between the duration
of disease and patients’ use of NPTs
'7. 24 Hauser et al. ** observed a
longer duration of disease among
users than among non-users, but his
study had only a limited number of
patients.

Qther factors

Some studies demonstrate that
patients using NPTs have less
confidence in and are less satisfied
with the conventional medical
treatment than non-users > . In
other studies all patients reported
very positive opinions about general
practitioners and specialists in
hospitals, and no differences were
found between users and non-users
'¥ A correlation has been reported
between side effects of treatments,
such as radiotherapy and chemo-
therapy, and use of NPTs *. Patients
who had more side effects were less

confident about the benefits of
treatment, were more afraid about
the negative effect and were more
prone to use NPTs 24334,

2 Study design:
methods of
administration

The standard assessments used for

measuring a phenomenon such as

patients’ use of NPTs can be based

on either interview or patients’ self-
report questionnaires *'.

Interview

The interview can be carried out
face to face or by telephone.

Advantages
Advantages of the interview,
compared with the self-report

questionnaire, include the certainty
that the actual person is responding
to the questions, reduction in the
number of items omitted by the
respondent and the possibility of
helping the respondent with any
difficult or confusing questions.
Open questions can also be used to
collect additional information. It is
easier to ‘lead’ the patient through
the questionnaire and thereby omit
the problem with ‘skip patterns’
(where patients are instructed that



they should omit a section of the
questionnaire).

The telephone interview has
the advantage of being cheap and
being administered from one central
office.

Disadvantages
Face-to-face interviews are expen-

sive, time-consuming and the
interviewers must be well trained *"
Y There 1is also a risk that

characteristics of the interviewer,
such as sex, race and age, may
affect the response given. If
interviewers have opinions about
the subject in focus their preferred
answers might be communicated to
patients. Some patients will be very
‘eager to please’ — the so-called ‘yea
sayer’ — and will seek the answer
that they believe the interviewer
wants.

Another disadvantage of the
telephone interview 1s that some
people might not have a telephone
(people with low incomes) or have
an unlisted number (middle-
class/rich people). A major problem
with the telephone interview is the
difficulty with questions that require
the person to choose from various
options. A possible solution is to
send the respondent a list of
alternatives (if the respondents are a
known group of people) before the
interview, or to ask them to write
the alternatives on a piece of paper.

Mailed questionnaires/self-report
questionnaires

Advantages

The main advantage is the low cost
and the coordination of the study
from one central office. Further, as
no interviewer is present, bias of
social desirability tends to be
minimized.

Disadvantages

The subject might not return the
questionnaire or could omit some of
the items. If the study is
anonymous, all participants have to
be sent reminders to ensure an
acceptable response rate. This
increases the cost of the survey.
Another important problem could be
that people other than the
participants might influence or
actually answer the questionnaire.
This reduces the wvalidity of the
reported results.



3 Reliability and
Validity

It is necessary to discuss the
possible errors in a conducted study
in order to ascertain whether the
study measured what was intended.

Reliability

This addresses the reproducibility of
the results, that is, the instrument
measures something in a consistent
manner. One study almed at testing
the reliability of the questionnaire
used in the national study (identical
with  the fourth and fifth
questionnaire in the follow-up
study) is described in ‘Materials and
methods® (study D). There exist
various possible sources of error,
such as misunderstanding  of
questions and coding errors.

A possible approach to
measuring  reliability is to
administer the questionnaire to the
same sample of patients on two
occasions. This method is called
test retest reliability * **. The time
separating the two questionnaires
must be sufficiently short to make
the assumption that the underlying
condition is unaltered, but long
enough to ensure that the
respondent does not remember the
first response given. The interval in
a test-retest procedure can be
discussed, but intervals of 2-14
days are usual *.

Different methods has been
described to measure reliability
(analysis of variance, Pearson’s
correlation and kappa statistics). In
the test-retest situation (Self-report
questionnaires) kappa statistics may
be more appropriate . The kappa
coefficients adjust for the proportion
of agreement expected by change.
The coefficient is calculated based
on total agreement and does not
give credit when responses differ
even if only slightly. To adjust for
partial agreement, an extension of
the kappa approach is used called
‘weighted x> **

Validity

This addresses systematic error, that
is, whether the questionnaire
measures what it was intended to
measure. A validation procedure
will therefore differ according to the
phenomena  that are  being
addressed.  Validation of a
questionnaire, or a scale, is really a
process for determining the degree
of confidence that can be placed on
inferences made about people from
their scores on a questionnaire *" .
Two validation studies are described
under ‘Materials and methods’ and
the reported results are discussed
further under ‘Discussion’.



4 Aims of the thesis

The main aim of the study was to
describe the use of NPTs and how
the pattern of wuse changes
throughout the life of Norwegian
cancer patients who are hospitalized
(inpatients and outpatients).

The following are the other
aims of the study:

* To study patients’ opinions about
the importance of NPTs and
whether they should be optional
within Norwegian hospitals.

e To analyse the importance of
disease-related and demographic
factors influencing patients’ use
of NPTs.

» To assess patients’ motivation for
use of NPTs and their hopes about
the treatment.

* To report on the importance of
aspects of information/communi-
cation, patients’ religious beliefs
and their opinions about lifestyle
and environmental factors as
causes of cancer related to use of
NPTs.

* To study patients’ use of NPTs In
terms of survival

17



5 Materials and
methods

Study population and design
This dissertation is based on
responses to  three  different
questionnaire-based studies (A-C),

Table 2 Study population

one reliability study (D) and two
interview-based studies (E and F)
(Table 2). The questionnaires used
in the different parts of the study
have been translated into English in
the appendix

Study Number of patients and design Described in
paper

Questionnaire-based studies

Study A: Follow-up study 252 north Norwegian cancer patients Il and VII

recruited during 12 months answered
five questionnaires during 5 years of follow-up

Study B: Comparative study

252 cancer patients (baseline study

[and II

A)Y305 non-cancer patients from
Health Region V

Study C: National study

Reliability study
Study D: test-retest

642 cancer patients from all {ive
health regions

28 north Norwegian cancer patients

IV, V and VI

page 22

participating in study C, answered the
questionnaire twice at an interval of 4 days

Validating interviews
Study L First interview

31 outpatients with cancer: answered the

page 24

fourth questionnaire at home. Four weeks
fater, interviewed as outpatients

Study F: Second interview

73 surviving patients of 252 in study A

Vil

participated after 5 years of follow-up




Study A

The follow-up study

A longitudinally designed,
questionnaire-based  study  was
carried out at the Department of
Oncology, University Hospital of
Tromse, during the period June
1990 to July 1996. The main aim of
the study was to describe patients’
use of NPTs and how their pattern
of use changed over the 5-year
follow-up study. The study design
also gave an opportunity to study
survival in terms of patients’ use of
NPT. Eligible patients, recruited
between June 1990 and July 1991,
were  patients seen at  the
Department of Oncology or the
Department of Radiotherapy for the
first time. A total of 263 patients

Table 3

Topie Questionnaire no.

was invited to participate in the
study; 252 (95.8%) accepted. At
inclusion in the study, the physician
responsible for the patient com-
pleted a questionnaire describing the
patient’s clinical characteristics. The
patients themselves filled in a
questionnaire giving information
about demographic data such as
level of education, occupation,
marital status and living conditions.

Eligible patients received
follow-up questionnaires at 4, 12,
24 and 60 months (questionnaires
2-5) after their first contact with the
Department of Oncology. Question-
naires 4 and 5 were identical. The
questionnaires  covered  several
topics as indicated in Table 3.

Topics in the different questionnaires

Patients’ perception of diagnostic delay:
from their first symptom to treatment

Patients” opinion on information/communication,

before and after the diagnosis of cancer
Paticnts’ opinion on causes of cancer

Patients’ use of and opinion about
alternative medicine in cancer

Mental distress (measured by GHQ 5%)

Quality of life (GHQ 20 and EORTC 30)

+ + - - ~
- + + i
+ 1 - -

*(GHQ 5 *° is constructed by five selected items from GHQ 20 *".



The number of users of NPTs at
baseline in the follow-up study were
reported differently in papers I
(19.5%) , UI (18%) and VII (17.4%).
In the first paper published in 1995,
only patients answering the question
about whether or not they were users
of NPTs were included in the
analyses. However, 16 of 28 non-
responders answered all specific
questions concerning NPTs
negatively. In paper III, these
patients are reported as non-users,
which gave a somewhat lower
estimate of the percentage users of
NPTs. In paper VII, describing the
follow-up study, all patients are
included in the analysis because they

could respond to other
questionnaires later.
Details about patients’

disease-related and demographic
factors at the start of the study are
reported in papers 1 and VII. The
number of patients participating,
non-responders and patients dying
during follow-up is described in
Table 1 in paper VIL

Study B

The comparative study

In October to November 1990, 400
non-cancer patients, attending four
different health centres in the three
most northerly counties, were invited
to participate in a comparative study,
together with the 252 cancer patients
included in the follow-up study. A
total of 325 patients accepted
participation in the study.; 20
patients were excluded because of

missing data (six) or present or
previous cancer disease (14), leaving
305 eligible participants. The
patients were given identical
questionnaires about use of and
opinions about use of NPTs and their
opinions about causes of cancer
(questionnaire 1). Based on an
interim analysis of the participating
cancer patients, the intention was to
distribute the questionnaires to an
equal number of female and male
non-cancer patients. As a result of
clerical errors in two of the health
centres, the final number of female
participants was somewhat higher
than male patients (53.8% versus
44.6%). In 2% of cases participants,
the sex was not known. Details of
the study samples are presented in
papers [ and II.

Study C

The national study

A nation-wide, questionnaire-based
study, initiated by the Norwegian
Board of Health, was carried out in
December 1992, The aim of the
study was to evaluate the use of
NPTs among cancer patients in
Norway. The study was undertaken
at all five Norwegian regional cancer
cenires to obtain a cross-sectional
national ~ sample.  The same
questionnaires that were presented to
patients after 24 and 60 months of
the follow-up study were used in the
study (questionnaires 4 and 5). At
four of the five regional centres, all
in- and outpatients attending the
centres over one week were invited



to take part in the study. In the fifth
centre, the Norwegian Radium
Hospital, the study was restricted to
one day because of a much larger
patient population. The participating
physicians at each centre reported
the medical characteristics for all
patients attending their institutions.

Altogether 911 patients were
invited to participate in the study;
101 patients decline to participate
and 128 did not return the
questionnaire to the investigator. A
total of 682 patients (74.9%)
answered the questionnaire. Thirty-
three  patients answered  the
questionnaire, but did not sign the
written informed consent form and
so were excluded from the study.
Seven patients were excluded
because of missing information on
age and diagnosis. The final
analysis is based on a patient
population of 642 (70.5%). The
study sample is presented in papers
IV-VL

2]

Study D

Reliability test—retest

All patients included in the national
study (Tromse population) in 1992,
who were expected to stay in the
Department of Oncology (or the
Department of Radiotherapy) for at
least 7 days, were invited to
participate in a test-retest study.
Participants were presented for the
second questionnaire 4 days after
their initial inclusion in the study.

Of the 28 patients partici-
pating in the study, 12 received
some help from nurses in the
department to  fill in  the
questionnaire. These patients were
older than the rest of the patients
(mean age 64 years compared with
44 years) and more of them were
receiving palliative treatment (67%
versus 20%).

Eight patients did not report
their use of NPTs in one of the two
questionnaires, leaving 21 paired
answers. The results are shown in
Table 4.



Table 4 Non-proven therapies reported in the two questionnaires

Questionnaire 1 Questionnaire 2
{(n=21) (n=21)

Healing I 1

Healing by prayers 2 2

Homeopathy 1 1

Diets 0 1

Nitter therapy ! 1 1

Iscador 1 12

Number of users of NPT 6 7

INitter treatment consists of vitamin B12, y-globulins, tranexamic acid, multivitamins and
nutritional supplement.
2The patient who used Iscador reported additional use of diet in the second questionnaire.

The test-retest reliability is analysed oppotrtunities to give more than one
for a number of questions from the answer, kappa analyses were not
questionnaire. If patients were given done (Table 5).
Table S

All participants Participants receiving no help

from staff

(n=28) (n=106)
Questionl Observed K Observed K

agreement agreement
1 1.00 1.00 1.00 1.00
3 0.63 0.49 0.73 0.62
4 0.79 0.67 0.81 0.71
5 0.76 0.64 0.75 (.64
33 0.79 0.67 0.79 0.63
34 0.92 0.85 0.87 0.74
37 0.92 0.82 0.93 0.63

I'The numbers represent the numbers given to each questions as given in questionnaire 4.

I
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The test-retest stability of the
questionnaire, that is, the
reproducibility, was good for most
questions. An exception could be
question 3 in Table 5 where

k = 0.49. The wording of this
question could be somewhat
unclear, Among the patients who
did not receive any form of
assistance from the staff, observed
agreement and «x were higher,
implying that younger and more
healthy patients had fewer problems
answering the question. The
difference between the observed
agreement (0.93) and the x value
(0.63) in question 37 is explained by
a clustering effect because a large
majority of the patients reported no
pressure from anyone or anything.

Study E

The first validation interview study
1993

The interview was carried out by a
specially trained medical student at
the outpatient unit, Cancer Depar-
tment, University Hospital of
Tromsg.

Aim

To find out whether the results in a
questionnaire-based survey differed
substantially from the results found
in an interview-based study, carried
out with the same patients.

Method

The questionnaire (questionnaire 4
in the follow-up study — see the
appendix) were sent to the patients 4

2
195

weeks before a planned evaluation
at the outpatient unit. At the same

time, patients were invited to
participate in a personal interview
during  the  evaluation. The
questionnaires answered by the
patients were stored at the
Department of Oncology and were
not made available to the

interviewer until the interview study
had finished. The duration of the
interview was from 1.5 to 2.5 hours.
It was carried out in a semi-
structured  manner in  which
questionnaire number 4 was used as
an interview guide and filled in by
the interviewer.

Patients

Sixty-eight patients were invited to
participate in the study. Of these, 46
(68%) accepted the invitation and
returned the questionnaire.
However, only 31 patients actually
participated in the interview. The
discrepancy  between  patients
accepting the invitation and patients
being interviewed resulted mostly
from administrative  difficulties
during the time of the interview
(changes of evaluation day, the
office manager forgetting to report
that the patient had arrived to the
interviewer).

Results
Similar numbers of users (13 of 31)
Were found n both the

questionnaire-based study and the
interview. However, two patients
who reported non-use of NPTs in



the questionnaire-based study later
reported spiritual healing and use of
diet in the interview. In the same
manner, two patients who reported
use in the questionnaire, both of
spiritual healing, did not report use
in the interview. Spiritual healing
was reported in 10 of 13 cases
among users in both studies. The
number of users and the methods in
use are reported in Table 6.

2. To explore some topics in the
questionnaire-based study that
were evaluated as sub-optimally
phrased or lacking in information.

Method and patients

A questionnaire was constructed.
The surviving patients  were
contacted by letter and invited to
participate in  the  telephone
interview. Out of 96 eligible

Table 6 Type of NPTs used by the patients!

User? Questionnaire Interview

1-2 Spiritual healing No treatment

3-9 Spiritual healing Spiritual healing

10 Zone therapy/diet Diet

11 Nitter therapy Nitter therapy

12 Nitter therapy Nitter therapy/Spiritual healing
13 Nitter therapy/Spiritual healing Nitter therapy/Spiritual healing
14 No treatment Diet

5 No treatment Spiritual healing/diet

Y Adjusted after a table from the student thesis “ .

213 patients were users of NPTs in the questionnaire-based study and in the interview

Study F

The second interview study 1996
The interview was carried out as a
telephone interview by Terje Risberg
in November 1996.

Aim

I. To find out whether the results in
the follow-up survey differed
substantially from the results
found in an interview-based study,
carried out on the surviving
patients.

patients, 20 rejected the invitation.
Altogether 73 patients were reached
and participated in the study. The
study sample is presented in paper
VIL.

Results
The proportion of  agreement
between the questionnaire-based

study and the telephone interview is
0.96 (x=0.92) for the surviving
patients in the follow-up study



concerning their ever using NPTs
and is satisfactory. The remainder of

the results are presented in paper
VIL

6 Main results

Number of users of NPT

The cross-sectional studies show
varying number of users, from 13%
to 31%, in different parts of Norway
(papers IV and V) . The follow-up
study (paper VII) carried out in
health region V demonstrated the
cumulative use, among 45% of the
patients, during the 5-year follow-up.

Table 7

Spiritual forms of NPTs are defined
in this thesis as faith healing and
laying on of hands. Patients who
used combinations of spiritual and
non-spiritual healing were defined as
users of spiritual healing. This were
the situation among fifteen per cent
of the users in the follow-up study
(paper VII). Patients who defined
themselves as non-religious very
rarely used spiritual forms of NPTs

(paper V).

Kinds of NPT used in the different health regions

Health region

Spiritual NPT (%) Non-spiritual NPT (%)

[ and 1I (Oslo region/ south east) 35.9 64.1

IV (central) 50.0 50.0

[T} and V (north and west) 71.4 28.6

Types of NPTs Information about NPTs,
opinions about their

Cancer patients from north Norway
used spiritual forms of NPTs more
often (paper I), whereas for non-
cancer patients non-spiritual forms
of NPTs, such as homeopathy, zone
therapy and diet treatment, were
frequently used. The different kinds
of NPTs used by cancer patients
differed between the health regions
(paper V) and are described in Table
7.

importance and trust in the
treatment

Cancer patients who used NPTs had
Jearned about the treatment from
close relatives and friends in 55—
64% of cases (papers 1 and VI). In
contrast, only 41% of non-cancer
patients seen in general practice
reported family and friends as their



main informants. More non-cancer
patients believed that practitioners of
NPTs had important knowledge
about cancer treatment than did
cancer patients (61% versus 41~
43%). They also believed that NPTs
should be optional in Norwegian
hospitals (63% versus 43%) (papers
I and VI). Both non-users and users
of NPTs trusted the information
about treatment given by physicians
(71% versus 60%), but not promises
of cure given by practitioners of
NPTs (23% for both groups) (paper
V).

Factors predicting use of
NPT

Patients with long-standing disease
and those offered only palliative
treatment often used NPTs (papers 1
and 1V). Most patients started their
use of NPTs either during the first
months of disease or later after
relapse of disease (paper VII). About
40% of the cancer patients using
NPTs had used NPTs previously for
non-cancer disease, in contrast to
only 13% of the non-users (paper
1V) The users reported being given
less hope of cure by their physicians
(paper VI). More women than men
used spiritual forms of NPT,
resulting in a higher number of users
among women in north Norway
(paper VII). Users of NPTs were
somewhat younger than non-users
with older patients rarely using
NPTs (paper V)
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Other characteristics of NPT
users

Cancer patients using NPTs are more
likely to believe in environmental
factors as a cause of cancer and that
lifestyle changes can reduce cancer
risk and lead to improvement in the
cancer in patients who already have
the disease. Among non-cancer
patients there was an even stronger
difference in opinion between those
who did and those who did not
believe in NPTs as a useful treatment
in cancer (paper II). Users of NPTs
expressed the need to have all
information available about their
cancer (paper I1I), while at the same
time expressing less trust in the
treatment  administered at  the
Department of Cancer (paper 1II).

side

Effects, costs and

effects of NPT

Most users of NPTs have moderate
expectations about the effects of
their preferred method of NPT
(paper VI). Four of ten believed that
NPTs could improve their physical
resistance and/or their general
condition; one of ten believed that
NPTs could cure their disease.
However, among users of spiritual
treatments, 20% Dbelieved In a
possible cure (paper V). Three
believed they were cured by NPT;
four reported side effects of the
treatment (paper VI); one had an
anaphylactoid reaction resulting in



hospitalisation. The costs of spiritual
healing were very low (paper V),
while costs of other NPTs ranged
from nothing to over £4000 (nine
had paid over £1000) (paper VI).

Survival

Use of NPTs did not influence
survival among cancer patients seen
in north Norway (paper VII).

7 Statistical methods

All data were stored in the database
‘Trades’ * and were analysed by the
statistical computer program SAS *.
The different statistical methods
applied are described in each paper.
The  studies performed  were
authorised by the Board of Ethics of
Health Region V. The Norwegian
Data Inspectorate granted permission
to store the data from the national
study (papers [V-VI).
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8 Discussion
Methods and definitions

During the past few years, many
authors have started to divide non-
proven methods of treatment into
alternative and complementary >,
The importance of this division is to
subtract those treatments that are an
adjunct to conventional medicine.
Typical complementary treatment
has the ability to ease patients’
symptoms and mental distress,
including  meditation,  relaxing
massage techniques, acupuncture for
pain and symptom control, or
aromatherapy.  Most  physicians
accept the use of such methods and
recognise the benefits they can give
to patients. However, it must be
remembered that the distinction
between alternative medicine and
complementary medicine is as much
a question of the use of methods as it
is the differences in the methods.
Acupuncture could be given putely
for pain control, although some
therapists believe that it also treats
the underlying disease. If patients
believe that techniques of meditation
can cure the disease, then meditation
is no longer called complementary.
The non-medical method
aimed at treating malignant disease
which is in most use in the northern
and western parts of Norway seems
to be different spiritual forms of
treatment. The wide spectrum of use
and of faith in these methods can be



recognised easily. Many patients
who base their lives on religious
faith use this for support if
endangered by disease. In the
national study, we demonstrated that
over a fifth of the patients reported a
strengthening of their religious
beliefs after a diagnosis of cancer.
This strengthening of beliefs is one
of the most important factors in
sustaining patients’ hopes after being
struck down by a chronic illness or
cancer *. Even so, in some instances,
faith healing is not just a supplement
to  conventional medicine, but
replaces treatment modalities such as
surgery, hormone  therapy or
chemotherapy. In this situation,
religious  activities would be
considered to take life rather than
giving support and comfort.

The ‘treatment modalities’
known as spiritual healing consist of
different religious and non-religious
healing techniques such as laying on
of hands. They represent very
different entities from most of the
other methods called alternative
medicine. The reason for their
inclusion in the present studies 1s
their wide use in cancer and the fact
that patients often use them to
improve or even cure their disease.
In retrospect, it would have been
better to investigate the use of faith
healing in a separate study because
most patients do not associate this
with alternative medicine. The
design of the questionnaire was not
optimal for such an investigation.
The inadequacy in this method was
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one of the reasons that the interview
study was carried out among
surviving patients in the follow-up
study. The questions in this part of
the study were designed to shed
more light on different aspects of

spiritual healing as well as to
validate the questionnaire-based
study.

Validity of the reported results

It is difficult to evaluate the validity
of the information reported in
questionnaire-based studies. Very
seldom another well documented
method, «a golden standard», giving
a possibility to compare results from
the new method with the established
one, do exists. Two studies that
addressed validity of  the
questionnaire-based studies were
reported earlier (page 24-26).

The results from the baseline
questionnaire used in the follow-up
study were also compared with the
answers given by participants in the
national  study (81  patients,
November 1992). On inclusion in the
follow-up study, 38% of the patients
expressed a positive attitude about
NPTs being offered in Norwegian
hospitals. In the national study 2
years later, ‘the Tromse patients’
expressed the same view in 42% of
cases.

The number of ever-users in
the follow-up study varied from
17.4% to 27.3%. As many as 74% of
these patients had used faith healing
or laying on of hands, alone or in



combination  with  non-spiritual
forms of NPT, In the national study,
31% reported ever-use and 72% used
spiritual forms of NPT. The slightly
higher number of wusers in the
national study might be explained by
two factors: first, in the cross-
sectional study patients had known
about their malignancy longer than
the participants in the follow-up
study (inclusion  criteria:  first
admittance to the Department of
Oncology); second, during the
period 1991-93, use of alternative
medicine and especially ‘Nitter
therapy’ had been heavily debated in
the media. As a clinician, it was easy
to recognize the immense interest
that this debate evoked in our
patients. The number of patients
using ‘Nitter therapy’ was higher in
November 1992 (one of six test—
retest) and in summer 1993 (three of
13, first interview) compared with
baseline data from the follow-up
study, in which only one of 44
reported use of ‘Nitter therapy’.
Taking account of these factors, the
number of users in the studies seems
to be comparable.

One of the strengths of the
studies presented in this thesis could
be the representative nature of the
study populations. As far as I know,
there has been no other study
reported in which patients from all
the specialized cancer clinics within
one country participated. On the
other hand, all the patients from the
Norwegian Radium Hospital were
recruited during one day whereas

inclusion time for all the other
centres was one week. This could
introduce a selection bias for
estimates of the national use of NPT.
Ideally, the inclusion time in the
study should have been the same for
all the regions.

Another possible bias in the
national study is the relatively low

inclusion rate among patients
recruited at Haukeland Hospital
(Health Region III). A similar

number of participants, about 150, to
the number in the Trondheim area
would have been expected. The
follow-up study in Tromse does not
have the same degree of selection
bias as seen in the national study.
However, some patients from the
county of Nordland were treated in
the Norwegian Radium Hospital,
because of problems of capacity in
Tromse.

The follow-up design in the
Tromse study has not been used by
others, which has given us an unique
opportunity to assess the correlation
between use of NPTs and survival,
and to look at how this use changes
throughout the life of cancer
patients. It should, however, be
remembered that the data in the
Tromse study are unlikely to be
representative of the total cancer
population in Norway.

Another bias n the follow-up
study is the lack of spiritual healing
as an option in the multiple-choice
questionnaire at baseline. Spiritual
healing was added to the second
questionnaire, based on a pre-



liminary analysis of the baseline
questionnaire which showed that this
method was used frequently in the
north of Norway. The reported
prevalence of NPTs among cancer
patients in the first questionnaire was
therefore probably an underestimate.
In the national study, three of 81
(3.7%) participating Tromse patients
reported use of faith healing alone.
In the follow-up study most of the
seven patients, who reported use of
‘other’ types of NPT, reported use of
faith healing, so the underestimate is
probably therefore relatively small.

Patients’ opinions about the

importance of NPTs and
whether they should be
available in  Norwegian
hospitals

Our studies show that a little less
than half the Norwegian cancer
patients believe that practitioners of
NPTs  could provide  useful
knowledge in the fight against
cancer; even more patients want
NPTs to be optional within our
hospitals. Thus, a substantial number
of patients express the wish to
integrate  NPTs with conventional
medicine. This view was also found
among non-cancer patients in north
Norway (paper 1). Our results are
consistent with the findings of a
Norwegian study ** carried out in
1976 in  which 67% of the
participating non-cancer patients
were prepared to try NPTs in the

hypothetical event of  being
diagnosed as having a potentially
life-threatening  disease.  Studies
among cancer patients from other
countries also support our findings.
In a survey carried out at the
Hammersmith Hospital (UK), two-
thirds of cancer patients said that
they would accept some form of
complementary therapy if it was
offered by the hospital '¥. Similarly,
in a Canadian report from 1984 %
only 7% were users of NPTs, but as
many as 70% would consider using
them. In a recent large Dutch study
7. 50% of the patients expressed an
interest in NPTs as treatments for
their cancer.

In our studies, the questions
about patients’ opinions on the
importance of NPTs in the treatment
of cancer, and whether or not they
should be optional in hospitals, were
general and not restricted to methods
favoured by the patients. Patients’
answers could therefore be biased
because it is possible that patients
believe that their preferred methods
should be optional in our hospitals,
but that other methods should be
excluded.

In an attempt to address this
problem, the questions were given in
the interviews of surviving patients
in the follow-up study; 74% (54 of
73) gave positive responses to NPTs
as an option for patients in hospitals.
These 54 patients were asked
whether all methods of NPTs should
be optional to the patients or only
selected types: 30% believed that all



types should be optional; 43% only
selected methods; and 27% could not
answer the question. These figures
are probably not representative of
the opinions of an average cancer
patient, because all the patients
participating in the interview had
survived their cancer for more than 5
years. In fact, most of the patients
defined themselves as cured of their
cancer. It is therefore possible that
they felt that other patients in a less
favourable position should be given
treatments of their own choice.

In conclusion, a substantial
number of Norwegian cancer
patients, a view reported also by
many other investigators, have the
opinion that NPTs should be
optional within Norwegian hospitals.

Factors influencing patients’
use of NPTs

Our findings
former studies

compared with

Geographical factors, former use of
NPTs, sex and age

As reported by others , we found
different patterns of use in different
parts of the country. Our study gave
us the possibility of assessing both
number of users and the different
methods used 1n various parts of the
country. The finding that spiritual
healing is in more common usage in
the western and northern parts of
Norway (paper V) could have been
anticipated as it is common
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knowledge that people in these areas
have stronger religious beliefs.
Former studies conducted among the
general population in northern
Norway also demonstrated that most
participants believed in spiritual
healing ** **. In contrast, only 15%
reported the same beliefs in a study
conducted in central, southern areas
of Norway **. This difference in use
may explain the high number of
women found among users of NPTs
from north Norway. Downer et al. '*
also demonstrated in their study that

spiritual ~ healing  was  more
commonly used by women.
There is an  interesting

association between use of NPTs by
cancer patients and use by them
before developing cancer. We also
demonstrated that patients’ use of
spiritual or non-spiritual forms of
NPTs were closely related to their
preferred former use of NPTs. The
finding that patients who described
themselves as non-religious never
used faith healing underlines this
observation.

Our study confirmed that users
of NPTs are on the whole younger
than non-users. The very low
number of users (5%, paper IV)
among patients over the age of 75
years seems to explain most of the
differences in mean age between the
two groups. These differences
should be remembered before
interpreting the results of a study
such as this one. Older patients differ
from younger patients in many
aspects: they are more frequently



women and they have received less
education. They often perceive less
hope of a cure from their physicians
and indeed they are more often
treated palliatively. Also very young
patients show differences in their
demographic and disease-related
characteristics. In the patient group
aged below 30, most have a better
education, more curable disease and
higher hopes for the future. This
‘sigmoid-shaped’ curve, with good
prognostic factors associated with
younger and bad factors associated
with older patients, 1s important to
bear in mind in future studies where
age might influence the outcome
variables.

Disease-related factors

In the national study, as in most
other studies, there is no significant
correlation between different cancer
types and use of NPTs '> *.
However, in the follow-up study , as
expected, there are more users of
NPTs among patients with cancers
that affect women (breast and
gynaecological )} than among those
who have cancers affecting mainly
men.

As reported by Zouwe '/, in
the national study there are a higher
number of users among patients who
have metastatic disease or are
receiving palliative treatment. At
baseline in the follow-up study,
patients treated palliatively were
more commonly users of NPTs,
whereas there was no significant
difference between patients with

locoregional disease and those with
metastatic  disease. During the
follow-up  study, disease-related
factors such as stage of disease and
treatment intention, could not be
evaluated because these factors were
measured only at baseline.

In contrast to the results
reported by most other investigators
.24 the time since diagnosis was an
important factor in patients’ use of
NPTs in our studies. This is clearly
demonstrated in the follow-up study,
in which only 17.4% used NPTs at
baseline, although 45% reported use
on one or more occasions during
follow-up.  This same  highly
significant difference was found in
the national study. One reason why
Zouwe did not find significantly
more users of NPTs among her
patients who knew about their
diagnosis for a longer time could be
that her cut-off point for her analysis
was about 2 years. In other studies,
patients sometimes started partici-
pating in the study shortly after
diagnosis ¥/, so many of these
patients could possibly not have
started NPTs. Our conclusions are
that, in order to test for prevalence of
use of NPTs in cross-sectional
studies, the time since diagnosis
must be at least 6 months.

Other factors

There is no direct evidence in our
study to support the statement that
patients using NPTs have less
confidence in conventional medicine
than non-users; 60% of the users and



over 70% of non-users completely
trusted a physician who promised
them a cure. As many as 90% of the
patients stated that their physician
had advised neither for nor against
use of NPTs. However, users of
NPTs did report less satisfaction
with the conventional medical
treatment received than non-users.
They also reported less hope of cure
from their physicians than non-users.
The primary contact with the
physician could, therefore, be of
importance in patients’ later use of
NPTs.

Patients’ motivation for use
of NPTs and their hopes of
treatment

The moderate expectations of
treatment which were expressed by
the users of NPTs in our study have
also been reported by others.
Downer et al '® reported that most
patients in their study approached
complementary therapy with the
expectation of some effect on their
disease. Even though these hopes
were not fulfilled for most patients,
they were still satisfied with the
therapies that they had chosen. The
use of NPTs could also fulfil an
important psychological need, with
the difference in perceived hope
reported by users of NPTs possibly
being one of the reasons why they
seek this alternative. This conclusion
is strengthened by similar findings in
other foreign studies, all of which

(¥

ey

stress the importance of giving hope
to cancer patients ' 2 ¥ again
emphasizing the importance of the
primary contact with the physician in
patients’ choice of therapy.

The observation that
information and advice given to
patients about NPTs came mainly
from family and close friends
supports the impression that use of
NPTs represents a coping strategy
for both the patient and family. It
must be remembered, however, that
another reason for seeking NPTs
could be that patients have used this
alternative previously in treatment of
non-malignant disease, that is, NPTs
provide a familiar way of dealing
with a health problem.

Aspects of information and
communication, patients’
religious beliefs and
patients’ opinions about life-
style and environmental
factors

The ambition of this dissertation has
not been to provide an explanation
for patients’ decision to use NPTs in
cancer  treatment, based  on
personality traits. Other authors '’
have tried to describe health-related
behaviours using different models:
the Health Belief Model *, models
describing psychological coping */,
models describing the health locus of

control *® and van Aakster’s model
59



As a clinictan 1 chose to
concentrate on aspect important to
me in my daily work. From the
research of Cassileth and Berger, I
knew that patients using NPTs
differed substantially in their beliefs
about illness from patients using
only conventional therapy. One
major factor associated with this use
of NPTs was the belief that the
cancer could have been prevented
and its development could therefore
be reversed using the same means.
Other researchers, however, re-
ported that cancer patients had much
vaguer beliefs about the course of
their disease than patients with non-
malignant disease .

For me, the first part of
Orwel’s thesis on equality has
always meant that, as a doctor, I
should strive to give every patient
support that is matched to their
needs. It is not always necessary to
understand why some patients need
more communication, information
and psychological support than
others; it is important, however, to
accept this need and to act on it.
Whether patients’ use of NPTs had
an influence on their preferences for
information, communication and
involvement in their treatment was
unknown to me.

A third element that 1s
important to many patients is their
spiritual needs. In addition to the
traditional  psychological coping
strategies, many  patients use
‘alternative medicine’ or seek help
from God, through ‘normal prayer’

or spiritual healing °'. Studies of
nurses have indicated that they often
assessed their patients’ needs
inaccurately > ®. To my knowledge
the place of a pastoral service in
Norwegian hospitals and how this
service should be offered to cancer
patients have never been evaluated. 1
wanted to explore the relationship
between patients' religious beliefs
and their use of NPTs.

We can conclude from these
studies that patients express opinions
that can often be understood in the
light of their use of NPTs. The
positive relationship between
lifestyle and use of NPTs that has
been reported in other studies * is
not  surprising because many
methods of NPTs are aimed at
improving these factors. The finding
that patients who had positive views
about use of NPTs in cancer were
not completely satisfied with the
treatment received 1s not surprising
and nor is the fact that they often
wanted more information than other
patients. It is also possible to
understand that patients diagnosed
with a serious disease such as cancer
seek support in religion. Another
theory is possible: if we look at
disease through the eyes of a health
economist, the number of religious
believers could well go down after
diagnosis of serious disease — why
did they get sick but their non-
religious neighbours are well and fit?
In this ‘marked theory’ a number of
patients could lose their faith.
However, this ‘theory’ has proved



wrong. The finding that faith healing
is closely connected to patients’
personal  religious  beliefs is
important, supporting the impression
that patients retain their standards in
life even with their serious disease.
The adaptation of a religious belief
to treat cancer ‘intentionally’ 1is
probably a very rare event.

Our findings underline the
importance of giving information to
patients in a form that is
understandable and balanced. The
importance of good communication
cannot be ignored. The ongoing
project among Scandinavian
oncologists, which is aimed at
bettering their communication skills,
cannot therefore be underestimated .

Patients’ use of NPTs in

terms of survival

Through anecdotes and case reports,
practitioners of NPTs and their
patients and supporters claim
success for their regimens in curing
cancer. There are, however, few
convincing data about the clinical
efficacy of NPTs . The relationship
between use of NPTs and survival
has been studied very little. In a
population of patients with breast
cancer who attended the Bristol
Cancer Help Centre in the late
1980s, survival was analysed **. No

differences were found between
users and non-users of various
alternative treatments. The same

conclusions were reported by

Cassileth et al. ® in 1991 from a
study comparing survival rates
between late-stage patients receiving
the so-called Livingston—Weeler
therapy * and patients treated with
conventional methods. To our
knowledge no prospective follow-up
study has been carried out that
correlates patients’ use of NPTs with
survival.

The limitations of our study
include the modest number of
participants, the many different types
of cancer and the fact that all
patients were recruited from Health
Region V (more patients used
spiritual healing than in most other
parts of the country). Taking these
into account, the results showing no
difference in survival between the
two  groups were convincing.
Another factor, not discussed in
paper VII, is the finding, also
observed in the national study, that
older patients (< 75) very rarely used
NPTs and had a higher mortality rate
than younger patients. This could
result in a higher mortality among
non-users of NPTs. Reanalysis
excluding patients aged over 75
years gave almost identical results,
as shown in Table 4 in paper VII,
although there was a lower relative
risk (RR) of death among better
educated patients (RR = 0.5; 95%
confidence interval or 95% Cl = 0.3~
0.9).



9 Conclusion

In seven papers, we have aimed to
describe the background and use of
alternative medicine or NPTs, among
cancer patients in Norway. Different
studies have shown us that a
substantial number of patients use
NPTs once or more. The number of
users and their preferred choice of

treatment  differ throughout the
country: the coastal areas in the
northern and western parts of

Norway are characterized by high
use of gpiritual healing, whereas
patients in more urban areas in the
southern part often preferred non-
spiritual types of NPTs. We have
demonstrated that users of NPTs
differ from non-users in various
aspects such as opinions about
causes of cancer and their need for
information and communication. The
insight gained from the studies about
patients’ opinions on causes of
cancer, and their preferences for
information and communication, is
indeed limited, and I hope that other
groups will study these areas in more
detail in the future.

Many aspects of our studies
have confirmed knowledge reported
by others, although we have gained
new information in other areas. We
found that four of ten users of NPTs
among cancer patients had used
some sort of NPT previously as a
treatment for non-malignant disease.
With the results demonstrating that
the methods used were closely
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related to lifestyle and their former
choices of NPTs, this study indicated
that patients do not change their
values even if stricken by serious
disease. An example of this
consistency was shown by the
finding that no patient who defined
himself as non-religious ever used
faith healing. ‘

I believe that our studies point
to some very important relationships
between ourselves as practitioners of
‘school medicine’ and patients. It is
important to remember patients’
modest expectations of the possible
effects of NPTs and their high
degree of trust in conventional
medicine. This tells us that patients
wish to retain the core of
conventional medicine, and that
telling the truth, professional
treatment  and  imparting  of
knowledge are greatly appreciated
by them. Why then do so many seek
to use NPTs? There are probably a
multitude of reasons. Modern
humans would like to ‘live forever’.
Many of our patients need to
participate in their own destiny —
they need a little something, a place
to hide away, somewhere that is
outwith knowledge and common
sense. At the same time, patients
wish to be informed about their
discase and possible treatment. 1
believe it is imperative that scientific
medicine also in the future hold on

to the requirements of exact
knowledge and tidy testing routines
In my opinion conventional

medicine must keep on being just



that. However, elements of NPTs,
known as supportive or
complementary treatments, could be
important in the treatment of some
of our patients.

In the end, 1 believe that it is
important that conventional
medicine secures the place of being
the best possible treatment for
patients, but we have to respect
patients’ choice in their use of
NPTs. The treatment of cancer
patients is related not only to
diagnosis and the correct use of
chemo- and radiotherapy, but also to
the provision of optimal patient
information and communication so
that we can improve patients’ ability
to cope with a difficult situation and
help them adjust to it. Improvement

in this area of doctors’ skills may
reduce patients’ need for NPTs. The
patients must be told that our
commitments as physicians is to
continue care for them even thought
the goals of the treatment might
have to change.

However, as stated by Lerner in
1985 ¢ different «cures» will
continue to appear , whether new or
recycled from the past. This will
happen until cancer is more
generally successfully treated. It is
important that those working in
oncological centres understand the
appeal of NPT to patients and that
they deal sympathetically and in
earnest with patients questions about
them.
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Errata.

The following errors have
escaped correction in proof:
Paper I, page 894, Table 1, last

paragraph should read:

Family Life
Alone 48

With partner

with or without children 247

Other 8

15.8

81.6

2.6

45 17.9
200 79.3
7 2.8

Paper V, page 277, fifth and fourth
last lines should read:

- cancer . Of 88 patients who used
non-religious NPTs as cancer
patients , 33 (38%) had employed
NPTs as treatment for an

Recalculations

An inconsistency is found in paper
V page 279, last two lines were we
reported as follow:

«This study suggested an

underreporting of faith healing of

more than 30%, but the figures are
uncertain due to the small sample
population» (Skarshaug, 1994).

43

The data is interpreted somewhat
erroneously. The analysis is shown
on page 21 in the thesis. Similar
number of users (13/31) were found
both in the questionnaire based
study and in the interview. There is
no underreporting of faith healing,
however, there is a miss-
classification of 2 patients reporting
non-use of NPT in both parts of the
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USE OF NON-PROVEN THERAPIES

Differences in attitudes between Norwegian patients with non-malignant disease and
patients suffering from cancer

TErRJIE RISBERG, FiLiv LUunD and Erik WisT

A comparative study was conducted between a group of patients with non-malignant diseases in
general practice and a group of cancer patients seen in the Department of Oncology at the University
Hospital of Tromsg, The aim of the study was to investigate the prevalent use of ‘alternative medicine’,
here called non-proven therapies (INPTs), among cancer patients and general practice patients, and to
investigate whether there are any differences in opinion between the two groups regarding the beneficial
effects of NPTs as treatment modalities for cancer. A total of 305 general practice patients and 252
cancer patients were included in the final analysis. In both groups close on 20% had been or were
present users of NPTs. Among cancer patients the most preferred NPTs methods were healing by
laying on of hands and faith healing. The patients with non-malignant disease expressed a more positive
view on the possible benefits of NPTs in the fight against cancer than that expressed by the cancer
patients. A total of 63.4% of patients from general practice stated that NPTs ought to be an opfion for

cancer patients within Norwegian hospitals.

During the past ten to twenty years there has been much
debate concerning the role of ‘alternative medicine’ or
non-proven therapies (NPTs) in the treatment of cancer.
The discussion has been going on within both the general
population and the medical profession. The debate be-
tween supporters, followers, and practitioners of NPTg
and physicians defending scientifically based medicine has
sometimes been bitter and characterized by lack of will to
COMpPromise.

In contrast to these heated discussions concerning the
use of benefits of NPTs in the treatment of cancer is the
low level of knowledge about many aspects of NPTs use
and what people, and in particular patients, think about
this matier. A survey conducted in 1978 in the most
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northerly part of Norway revealed that 66% of the partic-
ipating population would consider using NPTs if they
contracted a serious or deadly discase {1).

The use of NPTs among cancer patients was not s{ud-
icd on a broad scale in Norway until 1990, However,
smaller studies have indicated a 15 10 50% use of NPTs (2,
3).

To obtlain more information a guestionnaire-based study
was sel up in June 1990 at the Department of Oncolegy,
University Hospital of Tromse (4). The use of NPTs
among Norwegian cancer patient(s attending a special can-
cer treatment unit for the first time was examined. The
patients’ opinions on the possible ellects of such {reat- .
ments and to what degree NPTs shoudd be an option in
Norwegian hospitals were sought. Our aim was to discover
whether there was a difference of opimion on NPTs and
their use between patients suffering from cancer discase
and patients with non-malignant disease consulting general
practitioners. The questionnaire was therefore presented to
patieats with non-malignant disease attending general
practices.

The initial results from this study are now presented.
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Table 1

Characteristics of 305 non-cancer patients and 252 cancer patients

Non-cancer patients

Cancer patients

n Yo n Yo pvakue
Sex
Female 163 538 122 48.4
Male 136 44.6 30 516 0.2
Unknown 6 2.0
Mean age 50.3 yeurs 58.3 years

Range of age
Age groups {years)

19--85 years

10--29 14 4.6

30--44 105 35.1

4559 81 28.2

60.-75 62 22.3

7595 26 9.8
Education

Pubtic school 193 63.0

Grammer school 63 220

University degree 47 1590
Fanuly hife

Alone LH] 15.8

With partner

with or without children 247 81.6

Other 8 2.6

Material and Methods

In July 1990 a longitudinal questionnaire-based study
was set up in the Department of Oncology of the Univer-
sity Hospital of Tromss. All in-patients at the Department
of Oncology andfor patienls receiving radiotherapy as
out-patients, seen for the first time, who were able to read
and understand the questionnaire were eligible for the
study. Terminally ill patients (ECOG = 4) were not invited
to participate, and only patients who gave informed con-
sent were included. The questionnaires were handed out to
the patients by their physician on arrival at the hospital.
The questionnaire took the form of multiple choice gues-
tions but the patients were invited (o add open comments.
The patients
anonymity because of the longitudinal design of the study.

were  promised  confidentiality but  not
Paticals were asked o respond to fowr further question-
naires in the subsequent two years. The first questionnaire
was designed to evaluate the patients” use of NPTs and
their views on the importance of NPTy in the fight against
cancer. The concept of NPTs was defined as the use of
handling, homeopathy, herbs and diets, zone therapy, the
Nitter therapy (vitamin Bi2-based therapy) and the use of
‘seven-star’ (local variant), The patients could also add
any other types of therapy as a response to an open
question, Out of a total of 263 cancer patients who were
invited to participate in the study, 252 (95.8%) accepted.

The main goal of the study was te compare the views of
a population of cancer patients with those of a population

17--89 years

H 4.7

37 14.9

7 28.2
110 43.7

23 9.1 <0.001
184 74.5

29 1.7

34 13.8 0.008
45 26,2
200 79.4

7 2.8 0.8

of patients with non-malignant diseases. A popujation of
400 patients attending four different health centres in the
three most northerly counties of Norway were invited Lo
answer anonymously the same questions about the use of
NPTs and to give their views on the degree to which NPTy
should be an option for cancer patients within hospitals,
They were also invited to add open comments.

A total of 325 (81.3%) general practice patients an-
swered the questionnaire. Fourteen patients had been or
were being treated for cancer al the time of the study and
six patients did net give any information about prior or
present malignant discase, These 20 patients were exciuded
leaving 305 non-cancer patients (76.3%).

Because of a slight imbalance in age and education
between the two groups of patients, the populations were
compared after standardization for these variables. The
standardization, however, did not alter the results of the
study to any significant degree (4). For reasons of simplic-
ity, our results arc thercfore presented without standard-
ization (SIR). The statistical analysis was carried oul using
the statistical package SAS with a test for difference be-
tween calegorical variables with % as given in the Proc
Freq procedure (5). The study was awthorized by the
Board of Ethics of health region V.,

Results

The number of users in the different age groups was
approximately the same. Crude, not age standardized
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Table 2

Prevalence of diagnoses in the study group compared with thase of

all patienis seen in the Department of Oncelogy {June 1990 10 Jume

1991)

Study

population All patients
Malignancy n Yo it o
Breast cancer 52 26.5 103 17.8
Lung cancer 40 15.8 77 13.3
Urogenital cancer 40 15.8 81 14.0
Malignant lymphomas 30 11.9 72 12.4
Gastroinfestinal cancer 30 1.9 90 15.5
Head and neck cancer 15 6.0 15 2.6
Gynaecological cancer 13 5.2 22 38
Smaller diagnostic groups 32 12.7 119 20.6
Sum 252 100.0 579 100.0

* Prevalence refers to the number of patients with & diagnosis of
cancer scen within the department of cancer in the period 1 July
1990 to | July 1991.

numbers were therefore used in this analysis. The charac-
teristics of cancer patients and general practice patienis
can be found in Table 1.

There were fewer men in the groups of patients with
non-malignant disease, These patients were also somewhat
younger and better cducated than the group of cancer
patients.

The distribution of diagnoses among participaling can-
cer patients compared with that of all patients seen in our
department during the period June 1990 1o June 199] s
presented in Table 2. No significant difference was found.

Table 3

Clinical characteristics of participating cancer palients

Characteristics n

Performance status ECOG*

0 125

I 97

2 27

3 3
Stage of discase

Localizedfregional 145

Metasiatic 107
Months after diagnosis®

0-3 174

4.6 15

712 14

> 12 49
intention ol treatment

Cure 13

Pattiation 139

* Performance status according to the Eastern Cooperative Oncol-
ogy Group.

#* Months after diagnosis refers Lo the interval between diagnosis
and administration of the questionnaire

USE OF NON.PROVEN THERAPIES 895

Among men, lung cancer was the most commen diagnosis,
while breast cancer was the most frequent malignancy
among women.

The clinical characteristics of the cancer patients are
presenied in Table 3. Of the total poputation, 222 patients
{88.1%) had no or only a slight impairment of their
performance status {ECOG 0 and 1}, and 174 patients
(69%) had known about their diagnosis for less than 3
months. In 113 patients (44.8%) the physician responsible
had reported the intention of treatment as being curative.
Masl patients (57.5%) had loco-regional discase.

The attitudes of patients with non-malignant disease and
those of cancer patients regarding to what extent they felt
that practitioners of NPTs might have useful knowledge in
the fight against cancer and whether or not NPTs should
be an option for cancer patients in Norwegian hospitals
are shown in Table 4. In all, 60.8% of general practice
patients the expressed the conviction that practitioners of
NPTs might have important knowledge in the fight against
cancer and 63.4% felt that NPTs should be an option (o
cancer patients within hospitals. In the group of cancer
patients the numbers were 42.5% and 42.9% respectively.

Sixty-seven {21%) patients from general practice and 28
{11%) cancer patients did not answer the question con-
cerning their personal use of NPTs, However, among these
non-responding 95 patients, 59 (88%) general praclice
patients and 21 {75%) of the cancer palienls chose to
answer the question on whether they wanted NPTs to be
available within hospital as well as a question on whether
or not they felt practitioners of NPTs had useful knowl-
edge in the fight against cancer. More than 80% of these
patients, among both cancer patients and patients with
non-malignant disease, expressed doubts with respect 1o a
potential beneficial effect of NPTs in the treatment of
cancer {Table 5). Only 3 cancer patients (14.3%) and 8
general practice patients {13.6%) in this group of patients
expressed the opinion that practitioners of NPTs might
have important and useful knowledge in the fight against
cancer and also thal NPTs ought to be an option within
hospitals,

In the population of 240 general practice palients re-
porting on the use of NPTs, 535 {22.9%) reported that they
were users or had been users of NPTs (95% CL 17.6% -
28.2%3. Among the 224 cancer patients who answered (he
guestion about the use of NPTs, 44 (19.6%) had used or
were using NPTs for their type of cancer (95% CL: 14.4%-
24.8%). Among cancer patients, users of NPTs more {re-
quently received palliative treatment (p = 0.02). Women
used NPTs somewhat mere frequently than men, but this
difference did not reach stafistical significance {p = ¢.07).
Educational level, performance status and spread of the
disease (localized versus disseminated) had no influence on
the use of NPTs, In the group of patients with non-malig-
nant disease no specific factor seemed to influence the use
of NPTs (data not shown).
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Table 4
The attitudes af patients with non-malignam disease (GPP) and cancer patients (CPY on
the extent to which practitioners of NPTy have useful knowledge in the fight against
cancer aid whether NPTy showld be an option for cancer patienis within Norwegion

haospitals

Yes No Do not know

Yo n % n % 1 Total  p-value
Practitioners
of NPTs have
imporant cr 425 103 175 42 396 93 240
knowledge GPP 608 177 65 19 327 95 291 < 0,005
NPTs should be
an oplion for
cancer patients  CP 429 100 184 44 382 g9 233
in hospitals GPP 634 185 79 23 287 84 292 <{L0035

Forty-seven cancer palients (26.1%) who, so far, had not Table 6

used NPTs as treatment for cancer reported that they
possibly would consider using NPTs.

Homeopathy, herbs diets and zone therapy were the
most popular NPTs methods used by patients scen in
general practices, Healing by laying on of hands was the
most pepular method among cancer patients. Other treat-
ments consisted mainly of acupuncture among general
practice patients and religious types of treatment among
cancer patients (Table 6).

Both groups reported that their main information about
NPTs came to them from close friends and Tamily. This
was more predeminant among cancer patients. As many as
54.9% of the cancer patients reported that family and
friends were the main imformants on NPTs compared with
41.1% among gencral practice patients. The difference
between the groups did not reach statistical significance
(p =0.09). Very few cancer patients (7.8%) reported that
they were pul under pressure by family, viends or others
1o use NPTs.

Non-proven therapies wsed by cancer patienis and patients with
aon-malignant disease

Non-cancer Cancer

patients patients

(n =305} {n = 253)

n Yo n Y
Healing 4 1.7 2t 9.4
Homeopathy 12 540 7 3]
Zone therapy 6 2.5 t 0.4
Herbs/vitamins/diets 11 4.6 3 1.3
Others 6 2.5 7 3.1
Combinations 16 6.6 5 2.2
Number of patients 85 2209 44 19.5
Missing information 63 213 28 1.3

Discussion

The use of NPTs by patients with different diseases is
heavily debated in Norway but the documentation of their

Table &

Attitude rowards use of NPTy and feeling that NPT ave impartant for cancer patienis in
the group of paiients that did noi state whether they were users of NPTs or not

Positive Negative 3o not know Total

Ya no% no Y 1 Yo n
Cancer patients 4.3 3 48 1 §1.0 17 83 21
Non-cancer patients 136 & b7 1 84.8 50 193 39
Totai i 2 iyl 144 80

Missing information in 7 cancer patients and 8 patients in general practices.

Postitive: Patients stating that NPFs should be an option with hospitals and that
practitioners of NPTy might have important knowledge in the fight against cancer.
Negative: NPTS should not be an option within hospitals, practitioners of NPTs have no
important knowledge in the fight against cancer.

Do not know: Patients who answered "Do not know’ and patients who were positive {o

one bul negalive to the other question.
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use is fimited. Our findings that 19.6% of cancer patients
and 22.9% of general practice patients were or had
been users of NPTs is, however, comparable with earlier
reports.

In a Norwegian study of a general population from 1978
comprising 808 patients, Brusgaard et al. reported that
20% were using NPTs (1). The use of NPTs in the general
population of Denmark and Sweden is reported to be of
the same magnitude (6, 7). A recent report from the USA
discloses that in a non-selected group of 1539 subjects,
34% of the respondents had used at least one unconven-
tional type of therapy during the previous year {8). This
study showed that the prevalence and frequency of use of
unconventional methods differed in relation to the princi-
pal medical conditions. The frequency of use of non-
proven methods was highest for back problems (36%3,
anxiety (28%), headaches {27%), chronic pain (26%) and
cancer (24%). A total of 28% of patients who consulted a
medical doctor for a medical condition were users of
unconventional therapy. In Norway the use of NPTy
among patients with rheumatic discase was studied in 1980
{9). As many as 61% had been or were using NPTs.

In 1986 practitioners of NPTs claimed that 700 000
patients in Norway had been treated by chiropractors (10)
and that 150-200000 patients were treated yearly by
homeopaths (11).

In anonymous studies low response rates are sometimes
a problem. This was seen in a German study from 1989
where only 33% of the invited patients returned the ques-
tionnaire { {2) and in an anonymous Swiss study from 1991
where 53.3% of the invited patients answered their ques-
tionnaires (13). A response rate of more than 80% among
the invited patients from general practice in our study is
therefore very satisfactory.

A possible biasing factor in our study is that the study
populations were treated differently  with  respect to
anonymity, Some of the cancer patients may consider the
hospital stafl to have negative attitudes to NPTs. Because
of a lack of anonymity they may underreport their use of
NPTs and also be more reluctant to admit that they
support their use within hospitals.

One might postulate that the patients in general practice
would answer the questions about use of NPTs more [reely
than the cancer patients. This could result in a lower
number of missing values in the guestionnaires from gen-
eral practice patients on such sensitive questions, We find,
however, that in the anonymous part of the study there are
more patients who do not answer the questions concerning
their use of NPTs. The reason for this discrepancy is
unknown, There may be doubts in the general population
regarding the concept of anonymity. General practice pa-
tients may, on the other hand, also feel free not to answer
any questions.

The number of patients that use NPTs as cancer patients
differs in different studies. In the USA three major surveys

USE OF NON-PROVEN THERAPIES 897

show the number of users as ranging from 9% to 5%
among hospitalized cancer patients {14-16). A Canadian
study reported only 7% users of NPTs out of 190 inter-
viewed cancer patients {(17). Recent studies from Germany
and Switzerland indicate that as many as 40 to 50% of
cancer patients may be users of NPTs (12, 13} whereas
only 15.2% of the participants in a large Dutch study with
cancer patients were reported to be users of NPTs (18).
Scandinavian siudies on cancer patients’ use of NPTs are
few. A Finnish survey from 1980 rcports a 45% use (19).
In Norway smaller studies have shown a use of between 15
and 50% in cancer patient populations (2, 3}, Recently, an
extensive Danish study was published showing a 44.6% use
of NPTs (20).

The treatment of a number of discases is regulated by
law in Norway. Among the diseases that only authorized
physicians are permitted te treat are cancer, diabetes melli-
tus, infectious discases and diseases in children. It is known
that many cancer patients consult practitioners of allerna-
tive medicine. In 1976 a study from the most northerly
counfy in Norway revealed that as many as 66% of the
study population expressed the view that they would possi-
bly use NPTs if they contracted a deadly or very serious
disease (21). Studies from other countries have shown that
more than 50% of the population would consider NPTy in
such a situation (17, 18). Our findings that 60% of patients
with non-malignant discase believe that practitioners of
NPTs might make an important contribution in the fight
against cancer and that 63.4% wanted NPTs (0o be a
treatment option in our hospitals is in agreement with this.
Cancer patients are less likely to want NPTs to be used m
hospitals. They have less confidence in practioners of
NPTs, but, even so, 4 out of 10 cancer patienis would be
willing to introduce the use of methods other than those
based on science within hospitals. This contrast with the
opinion of the health authorities and the medical profes-
sion, According to Norwegian law, only safe and duly
tested medicine, defined as scientifically hased medicine,
should be used in the treaiment of cancer.

There are differences between the attitudes of patients
with non-malignant disecase and cancer patients. This is
true both with respect to how important they think NPTs
are in the treatment of cancer and with respect to the kind
of NPTs they are using.

One explanation for general practice patienis baving a
more positive attitude towards the use of NPTs in cancer
disease might be that such an opinion has no bearing on
them personally, 1t may be easier to voice strong opiniens
when the consequences have no personal relevance, Be-
cause of the personal implications, cancer patients may be
more circumspect in their opinions.

Homeopathy and diet therapy are the most frequently
used treafments among patients with non-malignant dis-
ease. Cancer patienls use treatment modalities such as
healing by laying on of hands and healing by prayer.
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Cancer patients from northern Norway seem to choose
alternative freatment involving an element of miracle and
magic.
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Patients’ Opinion and Use of Non-Proven Therapies Related to
their View on Cancer Aetiology

T. RISBERGi, E. WIST and R.M. BREMNES”

nstitute of Compiunity Medicine and “Depariment of Oncology, University Hospital of Tromsg, Norway

Abstract. Background: The aim of the study was to investigate
patienis’ attitudes to and use of nonproven therapies (NFPTs) in
view of their opinions about causes of cuncer. Material and
Methods: A comparative questionnaire-based study was given o
patients with non-malignant disease (n=305) seen fn general
practice and cancer paiients (n=252) seen ai the Departivient of
Oncology, University Hospital of Tromse, Results: Among non-
cancer patienis significantly more NPT-positive than NPT-
negative patients considered the envivonment o be an important
cancer cavse (74% versus 52%) and that food and drink mey
be carcinogenic {57% versus 40%). For cancer patients, there
was no such difference. 60% of non-cancer patients and 35% of
cencer patients believed that life sple changes could alter the
natural course of cancer. In hotl groups of patients, the NPT-
postiive believed, to o higher degree than the NPT-negative, that
the outcome of cancer could be improved by a change in life
style (699 and 48% versus 53% and 29%). Conclusion:
Patients positive 1o NPTs have firmer befiefs with respect to ihe
importance of emvironmenial factors than non-believers/-users.
Moreover, these patients believed more  strongly than NPT-
negetive patients that change of lifesivie may influence the
owlcome of cancer positively,

Epidemiological studies suggest that environmental factors
might be responsible {or 80-90% of all cancer in humans {1-
3). Heaith autherities and cancer socielies in the western
world have responded to this fact, Primary cancer controd
efforts have been  designed to inform the public about the
risks of cancer and to encousage risk reduction behaviour.

The cornerstone of any cancer prevention programme is Lhe
public’s awareness of cancer. However, knowledge alone does
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not seem o be enough to make people change their babits
and act on the given information. The “kealth beliel model”
and its applicaticn on public health behaviour as described by
Becker {4) suggests that for people  lo act to prevent a
condition, they must, besides possessing the knowledge, sce
themselves  as vulnerable, the condilion as hreatening,
believe in the efficacy of interveation and — perceive few
difficulties in undertaking the action. The preventive aclions
taken may also depend on factors such as gender, age,
cducational level and other cultural and sociocconomic
[aciors.

Cassileth er al (5) reported in 1984 that patients who used
or had used non-proven therapy {(NPT) differed substantially
in their believes about illness [rom patients using only
conventional therapy. One major factor associated with
patients’ use of NPT was the beliel that their cancer could
have been prevented and that the development of the discase
may be reversible by the same means. Other studies have also
shown thal cancer paticnts using allernative medicing believe
more in the importance of cnvironmental factors and life-
style factors as causes of cancer than others {6,7).
Farthermore, the report by Linn ef af (8) indicate that cancer
paticits 10 a greater extent than patients with non-malignant
disease have vague belicls about the causes of cancer,

To our knowledge, comparative studies correlaling cancer
and non-cancer patients’ beliel and use of NPT to their
opinions on causes of cancer have not yet been  performed.
The aim of this study was o examine a) whether palients’
opinion on the importance and use of non-proven therapies
influgnced their views on environmental and life style factors
as cancer causes, b) il cancer patients hold other opinions on
causes of cancer and the importance of life style than patienl(s
with non-malignant diseases, and ¢) whether users of NPT
are more confident that life style change can improve the
natural cause of malignant disease.

Materials and Methods

Questionnaire and recruitment of patierus. A longitudinal questionnaire-
based study (5 questionnaires) was initiated at the  Department of

499
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Oncology, University Hospital of Tromsg in July 1990, A scetion of the
questionnaire was designated to the patients’ use of NPT, their views on
the importance of NPT in the fight against cancer, and their opinien on
causes of cancer. [nclusion in the study  required informed consent,
ability to read and understand the questionnaire, and a WHO
performance slatus of (-3. Al in-paticnts and patients receiving
radiotherapy as out-patients, who were seen for this first time, werc
cligible for this study. Paticnts were recruited  over 12 months. The
cancer paticnls were compared o a palient population with non-
malignant discases from general practice. The examining physician and
the general practitioner delivered the questionnaire Lo the patients upon
arrival at hospital and the community medical centre, respectively. Since
the questionnaire was part of a longitudingl study at the Department of
Oncology, cancer patienls were assured confidentiality but  not
ancnymity. Since all non-cancer patients in general practice received
only one questionmaire, these patients were assured of ancnymity.

The part of the questionnaire retevant to this paper is presenied in
the Appendix.

Use of NPT The concept of NPT was defined as use of healing by hand,
herbs and dicts, homeopathy, zone therapy, injection therapies and the
use of “seven star’ (local variant). Palients could also add any other lypes
of therapy in response o an open question, More than 609 of the
cancer patients used spiritual forms of NPT (healing by hand and {aith
healing). In contrast, the majority of non-cancer patients used other
forms of NPT. Patients™ use and opinions of NPT are deseribed in detail
in a previous publication {9),

Users of NPT and patients expressing a positive opinien on the
usefidness of NPT as (reatment lor cancer were regarded as NPT-
positive (NPT-pas). On the other hand, non users of NPT and patients
expressing negative views on the vsefulness of NPTs in (he treatment of
cancer were defined as NPT negative (NPT-neg).

Cancer patients. OF 263 cligible cancer patients, 252 (96%) participated
in the study, The study popuatation consisted of 122 women and 130 men.
The mean age was 58 years {range 17 - 89), The majority of patients had
an educational level corresponding to elementary school (75 %). Twenty
per cent of the patients were unmarricd. About haif of the study
population was presently employed and working, Sixty per cent of
paticnts had Tocalisediregional  disease while the rest had locally
advanced or metastatic disease.

Assessed by (he ECOG performance status (O-normal activity to 4-
completely bedridden), most patients were in good general condifion
(50% WHO ), 39% WHO 1), The treatment was given with a curative
intent in 45% of the cases. For allocation with regard to cancer
dingnoses, sce Tatble 1

Non-cancer patients. A population of 400 consceulive patients attending
four different community medical  centres in e three northernmost
countics of Norway was jnvited 1o answer identical questions aboul use
of NPTs and causes of cancer as the cancer patients. The selection of
comnmnily cenires were done o secure a geographical spread similar to
the cancer patients, A lotal of 325 (819) of the non-cancer patients
responded, OF these, 20 patients were excluded due o present or
previous cancer discase (n=14) or missing data aboul present or prior
malignant discase (n=06), lecaving 305 included non-cancer patients
(76%). The mean age was 30 years (range 17-83). The study population
conststed of 163 women and 136 men. In 6 cases gender was unknown,
Sixty-three per cent of patients had an cducational level corresponding
to elementary school, Sixteen per cent of the patients lived alone.

Statistics. Statistical analyses were performed using the  statistical
compuler program SASR, testing for diflerences between categorical
variables with chi-square as given in the Proc Freq procedure (10).
Logistic regression analyses were used to simultancously analyse lactors
influencing  paticnls” opinions on the importance of environment and
life style with regard o the cause and prevention of cancer. Mullivariate
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Table 1. Prevalence of cancer dingnoses.

Cuancer patients

Malignancy n %
Breast cancer 52 20
Lung cancer 40 6
Urogenital cancer 40 16
Malignant lymphomas 30 12
Gastrointestinal cancer 30 12
Head and neck cancer 13 4
Gynuecological cancer 13 s
Smalicr diagnostic greups 32 13
Sum 252 100
analyses  were  performed by Logistic regression  analyses  afler

dichotomising the answer calegories, as deseribed by Breslow (11).
Because of a slight imbalance in sex, age and education between the two
groups  of palients, the populations were compared  after direct
standardisation for these variables (SIR) (12). Since the standardisation
did not alter the resulls of the study, our results are shown without
standardisation. The different number of subjects within various
variables is due to missing dala.

Eihis. The patlents were informed that all data would be treated
confidentially. Furthermore, all patients were explained that refusal to
participate i the study would not in any way jeopardise  medical
treatment or care. The study was authorised by the Regional Iithics
Commitice.

Resulls

Among the cancer palients, 28% (n=00) were considered
NPT-pos. In comparison, 36% (n=103) of the non-cancer
paticnts were NPT-pos. Among cancer patients, no significant
differences concerning gender, age, or educational level were
found between the NPT-pos and  NPT-neg group. In the
group of non-cancer paticnts, however, NPT-pos palients
were more  often better educated than the NPT-neg (45%
versus 32%, P=0.04). Otherwise, there were no  diflerences
between NPT-pos and NPT-neg non-cancer paticnls wilh
regard to age and gender.

Among cancer patienls and npon-cancer patients, >4%
(n=129) and 60% (n=176), respectively,  believed
environmental and life style factors were very important in
causing cancer (P=0.05). Only 6 % (n=15) of cancer patients
and 2 % {(n=06) of non-cancer patients totally rejected
environmental [actors as possible causes of cancer, There was
no significant  difference in NPT-pos and NPT-neg cancer
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Table Il Factors influencing patienis™ opinions on importance of
environmental influence in repard 1o carise and development of cancer.

Table [I1. Patienis’ opinion on importance of environment with regard (o
cancer,

Cancer patients Non-cancer palients

Variable OR*® 959 (1 OR* 959 i
Sex
Male 1.00 Reference 1.00 Reference
Female (.72 0.41-1.24 133 0,80-2,23
Age in yeuars
45-59 1.00 Reference 100 Reference
15-29 0.58 0.14-2.37 1.77 0.42-7.47
3044 1.25 (.34.2.923 1.46 (.75-2.84
60-74 .81 {1,36-1,55 0.73 {1,36-1.46
75-91 {1.39 0.12-1.21 (.52 {.19-1.42
Education
Low cducation 1.00 Reflerence 1.04G Reference
High education 137 .69-2.75 1.87 1.01-3.46
Positive 1o use of NPTy
Not positive 1.06 Reference Lo0 Reference
Positive 1.27 0.69-2.33 228 1.28-3.94

*Adjusted for (he other variables included in the Table.

patient views on the importance of environmental [aclors in
cancer development. Among non-cancer patients, however,
74% (n=73) of the NPT-pos thought that environmental
factors were important, whereas a significantly smaller
proportion of the NPT-neg patients (52%, n=98, P={.004)
thought so. In a multivariale analysis among non-cancer
paticats, higher education and positive attitudes to NPT were
found to predict views in favour of environmental factors
being important in causing cancer. No such differences were
found among the cancer paticnts (Table IT).

Patients who believed that environmenial factors were of
fmportance in cavsing cancer, were asked o rank, in a
multiple choice fashion, 7 listed factors with regard {o
importance (Appendix). Of all patienls expressing  the
opinion thal covironmental factors are of importance in
developing cancer, 43% (n=100} of the non-cancer patients
and 41% (n=064) of the cancer patients ranked the (actors as
requested from 7 to 1. In both groups, 20% marked only the
two most important factors, whereas 16% (n=25) of cancer
patients and 9% (2=2{0) of the non cancer patients fisted only
one factor, The rest of the patients ranked [rom 3 Lo 6 factors.
Among patients ranking the factors cited air pollution and
chemical substances were perceived as the most carcinogenic
environmental {actors by both nen-cancer patients and cancer
patients (37% and 306% versus 47% and 34%). The third most

Not - Only Toa Donot  Number
atall ton gread  know of
sl extent responcling
extent patients
Question’ Y Y Ge 2 n
May anything cr? 5 26 43 24 244
we eal of drink
resultin cancer 7 NCP3 4 32 46 19 2593
£e367  df=3 P03
Can tobaceo cp 2 18 0 1) 246
or alcohol
consumplion NCP i 16 8 5 297
cause cancer? fx&sz d.f.=3 P=0.03
[s cancer cr 85 3 4] 12 251
a contagious
discase? NCP 85 3 ] 1Y 3
P20 df=3 P=(03
Is cancer a P 18 25 27 30 251
hereditary
discase? NCP 2230 22 26 301
=390 df=3P=03

'Quc.\‘lions 3,4, 5,6, given in appendix.
27 .

;szccr patients.

“Non-cancer paticnts.

ranked [actor among all patienls were exposure o different
viruses. No patients in any ol the groups believed radiation
from high vollage electricily to be the most important
cancerogenic factor in the environment. Two 1o 5 % in both
groups ranked radiation from the ground, radiation from
computers or radiation from the sun as the most hazardous
factors. Among patients listing only one environmental
factor, more than 90 % chose air pollution as the most
important {actor. A larger parl ol the young and higher
cducated patients in both groups when compared (o the older
and less cducated made a complete ranking. A tendency were
found that these patients more often  rated chemical
subslances as the most carcinogenic. There were, however, no
significant dilferences between the groups.

Among both cancer patients and non-cancer patieals we
found a found a significant difference  between males and
females when asked whether cancer might be a contagious
discase or not. Of all patients, 16% (n=41) of male patients
and 6% (n=16) offemale paticnts expressed doubl with
respect o whether cancer was a contagious disease or not.
Furthermore, 6% (n=16) of male and 2% (n=7) of {emale
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Table V. Factors influencing patients” opinions on importance of lifesiyle
it causing cancer.

Cancer palients Non-cancer patients

Variable OR* 95% ClI OR*  95% C.1
Sex
Male LOO Reference 100 Reference
Female .64 0.36-1.13 090 0.80-2.23
Age inyears
43-59 1.0 Reference 100 Reference
15-29 076 017334 L1 0.41-7.04
30-44 .60 0.68-3.79 .96 0.51-1.84
60-74 073 D.37-1.46 i 1.51-2.00
75-91 .85 0.27-2.63 .69 0.27-1.79
Education
Low educalion 1.0} Reference RS Reference
High education 090 0.49-1.79 247 1193495
Adtitudes (o use
of NPTy
Nol positive 10U Reference 100 Relerence
Positive 234 127438 184 1.07-3.14

*Adjusted for the other variables included in the Tabic,

patients belicved cancer possibly to be a contagious discase.
There was no statistical difference between the groups with
regard Lo age, educational levels, or attitudes o NPTs (Table
1I1).

Considering possible carcinogens in food and drink, there
were 00 slatisticallysignificant differences in views belween
cancer and non-cancer patienls Table 111} However, among
non-cancer patients, NPT-pos patients  believed (o a
significantly farger extent than NPT-nep patients (375 versus
40%, P=0.02) that food and drink may be carcinogenic. This
was also the case with younger (P<0.001} and higher
educated patients (P<0.001). In a multivariale analysis
adjusted for age, education and attitudes to NPT we found all
three factors of statistical signilicance (data not shown).

In both groups of patients more than 70% believed that
stimulants like tobacco and alcohol may cause cancer {Table
HI). Non-cancer patients expressed a stronger positive
opinion and had less doubt about the connection stinulants-
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Table IV. Importance of patients way of Iiving as reported by patients
being positive or negative to non-proven therapies (NPT 5).

Cancer patients Noen-cancer palients

Positive Negative to Posilive to Negative
to NPT-5 NPT s NPT 5 NPT 5
n (%) n(%) P n(%y n(%) ¥

The way of living To a preat 32 (48) 49 (29) 0.01 70 (6Y) 102 (53) 0.02
isimportant to  exlenl
the outcome
of cancer

Notalall 34 (52) 122(7)  31(31) 90 (47)

cancer, Female non-cancer palients believed more strongly
than men in the negative effects of these stimulants (P=0.03).

Both groups of patients expressed doubts with respect to
whether cancer might be hereditary (Table 1II). Almost half
of the patients belicved heredity to be a possibility, while the
rest found this doubtful. There were ne differences between
the groups. Moreover, there were no evident differcnces
between men and women o1 belween patients with different
cducalional levels, though vounger patients scemed 1o believe
more in heredity or were less olten in doubt  than older
palients (p=0.04).

The majority of cancer patients perceived lile style factors
lo be no importance for the outcome of cancer, whereas the
majority of non-cancer patients was of the epposite opinion.
As much as 60% (n=172) of non-cancer patients strongly
believed that a change in lifestyle could have a positive impact
on the outcome of cancer compared o 33% (n=81) of the
cancer patients (P<0.001, Table IV). In both groups of
patients, NPT-pos paticnts believed, 1o a higher degree than
NPT-neg patients, that the ouwlcome of cancer would be
improved by a change in lifestyle (699 and 48% versus 53%
and 29%). By multivariale analysis we found  that NPT
positivity and  ncgativity were  significant  predictors  for
paticnts” atlitudes (o life style as cause of cancer {Table V)
For non-cancer patients, higher education also seemed to be
of significant importance.

According 1o both patient groups, the changes in lifestyle
that would be effective in preventing cancer were cessalion of
cigarette smoking and a more healthy diet (Tabie VI),
Morcover, NPT-pos cancer patients rated healthy dict higher
than NPT-ncg patients.

In both groups the NPT-nep patienls believed more in the
importance o stop smoking than NPT-pos patients (P=0.02).
Otherwise there were only minor differences between the
groups. In fact, no paticnt mentioned alcohol aveidance as
one of the most important changes in lilc style. A larger
proportion of the cancer patients, when compared 1o non-
cancer patients, was in doubt which life style changes would
be imporlant in prevenling development of malignant
discase,
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Table V1. Pasients’ general opinion on swhich change in lfestle that wotdd be most important with respect o prevention of cancer.

Cancer patients

Non-cancer palients

NPT-pos! (n=63)

NPT-ncg2 {(n=167)

NPT-pos (n=101) NPT-neg (190}

Factor’ n {¥0) n (%) n (%) i (%)
Only one given factor
To stop smoking 12 (19 43 (26) 13 (13) 51 {27
To eal healthier 15 (24) 26 (16) 9 ] 14 (10
To do exercise more 2 (3) 0 (D) 1 n 3 (2)
To avoid alcohol consumplion Q0 (1) O 0} { (it Y ()
Two factors mentioned
Smoking/eating 8 {12} 8 rn 32 (31) 40 Zn
Smoking/exercise 2 (3) 2 (1) 2 (2 6 (%)
Smokingfalcohot 2 (3) 3 (2) 0 ()] 5 )
Exercise/eating 6 {9 2 (N 3 &) 3 {3
More than two factors mentioned
12 (18 42 (26) 37 37 53 (28)
Do not know
6 ) 19 (an 4 ) 8 )
SUM 65 {100) 167 {100) 101 {100 160 (100)
i 260 a.f=10 P-0.02 Y1469 =10 P=0.20

Missing 32 patients

'Patients positive to use of NPT
2 . . o
“Patients negative (0 use of NPT
“The question asked with answer categorics are given in Appendix

Discussion

The aim of this study was to examine aftitudes to NPTs in
cancer and non-cancer patients and o relate these atlitudes
to their opinion on the valuc of life style changes and to their
opinion oa cancer. To our knowledge, no previcus study has
comparcd attitwdes o NPT correlated o views on cancer
acticlogy in populations of cancer patienls and non-cancer
paticnls.

Because of a slight imbalance in age and education
between the two groups ol patients the populations were
compared aller standardisation for these variables. The

standardisaticn, however, did not alter the resuits of the study
to a significant degree (12,13). Our resulis are therefore for
reasens of simplicity shown withoul standardisation (SIR}.
One may speculate as 1o whether peacral practice patients
with sceured anonymity would answer more {reely {o sensitive
questions like opinions on and use use of NPTs than the
cancer patients. We have, however, previously shown that
lewer non-cancer patients when compared to cancer patients
answered questions concerning own use of NPTs (9). On the
other hand, cancer patients (no anonymily) duc (o fear of
exploiting unpoputar opinions, may under report their use of
NPT and appear pscudo-sceptical to use the of NPTs within
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our hospitals. The effect of such a bias would be a reduction
ol the differences between the NPT-pos and the NPT-neg
paticnts in our study. Alas, reperted differcnces between the
two groups would then appear smalier than they actually arc.

In the study by Cassileth from 1984 (5), users of NPT
believed that cancer could be prevented primarily through
diet (32% of patients), stress reduction (33%)  and
environmental changes (26%). In contrast, only 15% of
patients treated by conventional therapy alone, believed their
cancer (o be preventable. The {indings ol Cassileth seems 10
support cur observations that users and supporters of NPT
believe thal positive changes in lie style may prevent
develepment of malignant  disease and improve its course.
The positive relationship between life style and use of NPT
reported from other studies, may not be surprising since most
NPTs are aimed at improving the patients’ meantal capacity
and immunology to counteract illness.  Spiritual healing is,
however, the most commonly used NPT among cancer
paticnts  from northern Norway. The consistent correlation
between life style and use of NPT in our study is therefore
somewhat surprising.

The observation thal non-cancer patients are more
dogmatic about the causes of cancer as described by Linn ef
al (8), is also evidenl in our study. The phenomenon  of
expressing strong opinions when the consequences have ittle
personal relevance may be demonstrated in our study by the
nen-cancer patients expressing more  posilive  attifudes
towards use of NPT in malignant discase than the cancer
patients.

With regard to self-inflicted malignant discase, Ling ef aof
(8) postulated that it was likely that cancer patients nceded
to defend themselves against sell-blame as a mean of coping
with a potentiatly fatal discase. Our study was not designed o
answer this hypothesis, but we did not find evidence 1o reject
it. What our study did show is thal presence of malignant
disease influcnced the patients’ opinicn on the importance of
environmental and life style factors. Morcaover, the absence of
malignant disease secems 1o predict a stronger opinion on the
Beneficial role of life style changes on the natural cause of
cancer.

Environmental factors and life-style [actors (like cigarctte
smoking and alcohol consumption} were analysed separately.
The Naticnal health authoritics have focused on cigarclle
smoking  as  the most  dangerous  life-style  factor
Consequentily, the possibitity that tobacco use would override
all other life style factors in a list of potential dangerous
environmental faclors was therefore expected. However, not
more than 41-70% ranked cigarctte smoking alone the most
important factor in prevenling cancer. Interestingly, NPT-pos
patients were less likely Lo indicale ciparefle smoking as the
most important single lifestyle factor with regard (o cancer
development. Unfortunately, there are no data in our stedy
showing whether less  users of NPT are cigarette smokers
compared to non-users. It is possible that users of NPT focus
rather more on fife style factors casier o change like dict and
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exercise. Despite increasing awareness about the carcinogenic
effects ol cigaretle smoking, the number of daily cigarette
smokers have remained unaltered in Norway during the last
decade. A phenomenon parallel 1o this was found by
Weinstein ef af (14) in their study on public perception of the
risk from radon. They concluded that increased knowledge
about raden increased respondents’ readiness to acknowledge
risks within  the community, but hagd no eflect on their
wiltingness 1o admit that their own homes could be at risk.

Regarding environmental factors as cause of malignant
disease, our results may have been influenced by the fixed set
of options in the multiple choice list. Given another selection
of factors, the results may have differed 1o some extent.
Furthermore, the  geographical setting for this study (three
northernmost countics in Norway) may have influenced the
data since there has been much focus on air pollution from
Russia in  this region {nuclear weapon testing during the
1960%s and (oday’s heavy pollution {rom industry near ihe
Norwegian border). However, the finding that air poflution
and chemical substances were regarded as the most
cancerogenic agents in the environment by both groups of
patients is consistenl with the study by Luther er af (15).
Moreover, Berger {6) found that about hall of the cancer
patients  in  his  study  believed that  environmental
contamination could lead to cancer. In the report by Linn et af
(8), patients with non-malignant  disease  estimaled
occupation-related factors the most important, while late-
stage cancer patients believed that God’s will was even more
important as a cancer cause. Eidinger ef af {16} reported that
only 6% of 190 cancer patients considered their cancer as a
punishment for their life style or actions that they had
committed before developing cancer,

Consistent with Linn e ¢f (8), we found that young patients
morc olten believed cancer o be inherited. This underlying
causc may be the only «acceptable» reason [or young
individuals struck by a malignant disease. The reason why
males in both  patient groups accepled more casily then
[emales the possibility that cancer is confagious can oaly be a
matter of speculation

In conclusion, this study supports the view thal cancer
patients appear o have less fivm convictions aboul what is
causing cancer than non-cancer patients. It demonstrates that
paticnts using or belicving in positive benefits from NPT
have firmer beliefs with respeet to the importance of
cnvironmental factors than nonbelievers/-users. Moreover,
these patients belicved more strongly than NPT-neg patients
that change of life style may inffuence the outcome of cancer
positively.
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Appendix.

Question (causes of cancer)

1. Do you believe that the environment surrounding us is important as u
cause of cancer? Not al all. Yes, but only to a slight degree. Yes, very
much so. [ de not know,

2. if you belicve the environment o be important as a cause of cancer,
which environmental factors do you believe are the most important,
Please rank the factors given in the Tist so that the mostimportant {actor
is given the number 7 and the least important factor is given the number
1. If you believe other envirenmental factors lo be more important,
please state so with the name of the factor,

1 Air poliution

2 Radiation from the ground

3 Radiation from high vollage electricity
4 Radlialion from compulers

3 Sun exposure

6 Chemical substances

7 Virus

S Gther eavironmental faclors

3. Do vou belicve that anything you cat or drink might cause cancer? Not
at all. Yes, but only to aslight degree. Yes, very much se. I do not know.

4. Do you betieve that stimulants ( like tobacco and alcohol) might cause
cancer? Not at all. Yes, but only 1o a slight degree. Yes, very much so.
do not know.

3. Do you believe cancer o be & heritable discase? Not at all. Yes, but
only o a slight degree. Yes, very much so. I do not know,

6. Do veu belicve cancer might be a contagious disease? Not at all. Yes,
but only (o aslight degree, Yes, very much so. 1 de not know.

7. Do you believe that (a cancer-patient) by changing your (his/ber) way
of living, in a positive way, would improve on {he outcome ol your
(his/her) discase? Not at all. Yes, but only to a slight degree. Yes, very
much so. [ do not know,

8. What would be the most important change in lfe-style lor most
people (o prevent cancer. 1. Stop smoking. 2. Avoid aleohol, 3. More
(daily) exercise. 4. Healthier diet. 3. 20 not know, Other changes.
Please mark them here...

Questions. Opinion on use of alternalive medicine.
Ahernative medicine

I. Do you believe that others apart from medical doctors ( as
represented by doctors in hospitals) may have knowledge important in
fighting cancer? Exumples on such practitioners could be:
practitioners of zone-therapy, homeopathy. Not at all. Yes, but only (0 a
slight degree. Yes, very much so. [ do not know.

healers,

2, Would you like alternative medicine o be oplional within hospitals?
No. Yes. I do nol know.

3.1 you use or have vsed alterpative medicine as treatment of your

cancer, please sfale the type of treatment you used (patienls were given
alist of different forms of NPT),

505



Paper 111



Frropean Jownad of Cancer Vol 33, No. 6, pp, 883-8490, 1997
2 1997 Llsevier Science Lad, All rights reserved

Primted in Great Britain

Q039-8049/97 §17.00 +0.00

PII: 8$0959-8049(97)00025-7

Original Paper

Communicating with and Treating Cancer Patients: How Does
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Mental Distress Influence the Interaction Between the Patient
and the Hospital Staff

T. Risberg,’ R.M. Bremnes,” E. Wist,” S. Kaasa’ and B.IC. Jacobsen'
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A questionnaire-based study was carried out at the Department of Oncology, University Hospital of
Tromsa, during the period July 1990-October 1991. The 252 participating patientis received a ques-
tonnaire at arrival at the oncology unit and the surviving patients a follow-up questionnaire at
home 4 months later. The aim of the study was to assess whether patients’ attitudes to information
about their malignant disease and saiisfaction with the given treatment correlated to their use of
non-proven therapies (NPTs) and reported mental distress. Patients under 45 years of age signifi-
cantly more often preferved comprehensive medical information than older patients (83% versus
52%, P =0.001). Better educated patients were more satisfied with the information given by their
general practitioner (GP) (= 0.05) and at their local hospital (P = 0.02) than other patients. Of all
responders, 81% of the patients treated in the department were completely satisfied with the oppor-
tunities to ask questions while 87% reported being given comprehensive information. Only 2% of the
patients reported to have received unwanted information. Better educated patients expressed less
satisfaction with the information given and the possibility of influencing their own treatment at the
Depariment of Oncology (P = 0.02)., Patients expressing inental distress wanted less information
(= 0.05) and expressed less satisfaction with the quality of the perceived information in the oncol-
ogy unit (P= 0.004). They were also less satisfied with the treatment given (= 0.05) and their own
influence om the ireatment decision (P=0.02). Users of NPT did not feel the received treatment to
be the best possible (P = 0.04). 1 1997 Elsevier Science Lid.

Key words: Norway, alternative medicine, mental distress, information, commmunication, cancer
patienis

Fur ¥ Cancer, Vol. 33, No. 6, pp. 883890, 1997

INTRODUCTION
THe concerT of the patient as a passive receiver of medical
mformation has dramatically changed during the last dec-
ades. Recent studies {1] have shown that both patients and
their physicians prefer open communication and frankness
about disease-related matters, Qken [2} reported 35 years

Correspondence to 'T. Risherg.
Received 19 Aung. 1996; revised 22 MNov, 1996; accepred 3 Jan.
1967,

ago that the majority of physicians (90%) preferred o con-
ceal the diagnosis of cancer from their patients. Lighteen
years later, Novack and associates [3] documented a com-
plete change in American doctors’ atritudes concerning
patient information, Several studies have shown that chroni-
cally ill patients, and especially cancer patients, often prefer
full discloser of diagnesis and prognosis. Despite being told
“bad news”, correct information may provide patients with
emotional support, reducing psychological morbidity and
enhancing their hopefulness [4-8]. The opinion that the
patients should be told the truth has been accompanied by
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an emphasis on involvement of the patients in the decision-
making with regard to treatment of the disease. However, a
substantial number of patients prefer to receive less than full
information and are reserved with regard to partaking in
decisions concerning their own reatment [9].

Cassileth and associates [9] described that young and bet-
ter educated patients more often prefer open communi-
carion and full disclosure, and prefer to participate in their
own care, compared to older and less cducated patients.
She found that more optimistic patients often wanted full
disclosure of both good and bad news.

One aspeci of active participation may be the patients’
use of non-proven therapies (NPT, In order to avoid help-
lessness and depression when told that they suffer from a
potentially life-threatening disease, patients may try to assert
control over their own health by rurning to alternative thera-
pies. Whether the patients’ use of NPT influences their pre-
ferences regarding information about their discase is largely
unknown. As reported by Cassileth {9], patients’ fecling of
hope, related to their treatment and prognosis, influence
their preferences of disclosure with regard o diagnosis and
prognosis. In a recent study {10], we presented data demon-
sirating that cancer patients cxpressing liztle hope of ben-
eficial treatment results more often were  older, had
metastatic disease, received paliiative treatment, had known
their diagnosis for a longer period of tme and were users of
NPT. Mental distress may be associated with lack of hope.
It is, therefore, possible that mental distress may predict
patients who prefer to be less extensively informed than
more optimistic and less distressed patients,

The aim of this study was to examine attitudes towards
information and active participation in the reatment discus-
sion process among Norwegian cancer patients. Thus, we
have assessed both quantity and quality of diseasc-related
information from general practitioners, focal hospital and
cancer clinics, as viewed by the patents. Turthermore, the
impact of mental distress and use of NPT on patients, pre-
ferences regarding information and participation in the
treatment process were investigated.

PATIENTS AND METHODS

Questionmaires

A longitudinal questionnaire-based study was carried out
at the Department of Oncology, University Hospital of
Tromse, during the period July 1990-June 199:. The ques-
dionnaires were based on multiple choice questions, but
patients also had the possibility of giving open comments,

The two questionnaires dealt with in this paper were part
of a larger longitudinal study over 5 years (5 question-
naires). The first questionnaire, presented to the cancer
patients on arrival at our oncelogy unit, was designed to
assess patients” attitudes to information about their malig-
pant disease and their use of WPTs prior to admittance to
our hospital. This questionnaire also addressed patients’
mental disiress. Psychological distress was measured using a
five-itern  modification  of the 20-item  General Health
Questionnaire [11],

FFour months after discharge from the hospital, patients
included in the study received a follow-up questionnaire by
mail. This guestionnaire focused on possible changes in
their use of NPT, mental distress, satisfaction/dissatisfac-
tion with disease and trearment-related informartion and
communication during the hospital stay. Furthermore, they
were asked to state their opinion on the gquality of the weat-
ment they had received and 1o indicate whether they took
part in the decision-making process regarding their own
treatment.

At inclusion in the stady, the physician responsible for
the patient completed a questionnaire concerning patient
diagnosis, time since diagnosis, stage of disease, perform-
ance status and aim of treatment (palliative/curative).

Patrients

Lidigibie for the study were all cancer patients who had
been referred 1o the Department of Oncology for the first
fime. The ability to read and understand the questionnaire
were criteria for inclusion in the study, Padents with poor
performance status (RCOG = 4) were not eligible.

Tabie 1. Characteristics of 252 cancer patients answering the first questionmaive and 180 ewahiable
patieits answering the second questtonatre

Patient population

Start of study

Follow-up {4 months)

H ("(:) n ("n)

Sex
lFemale 122 (48) 92 {51)
Male 130 {(52) 88 {40

Mean age {range)
Age groups in years

58 (17-89) years

17-29 11
3044 37
455G 71
60-7% 110
7501 23
Education
Primary school 184
Scecondary school 26
University degree 34
Unknown 3
Family life
Living alene 45
Living with others 2017

38 (19--87) years

) 7 (4
(15) 27 (15
(28) 48 27
(44) 83 (46)

(8] 15 (8)
e73) 130 )
112) 22 (12)
(13) 24 (13)

(2 4 (2
(18) 26 (14)

82 154 (86)
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Table 2. Prevalence of diagnoses in the siudy group and in the remaining pavients ajter
4 months

Population at study start  Population after 4 moenths

Malignancy ” (%) ] (%)
Breast cancer 52 20 42 (X3
Lung cancer 40 (16) 23 (1%
Urogenital cancer 40 (16) 28 (1¢)
Malignant lymphomas 30 (12) 25 (14
Gastrointestinal cancer 30 12 i8 (am
Head and neck cancer 15 @) il )
Gynaccological cancer 13 ()] 11 ()]
Smaller diagnostic groups 32 13 22 (a2
Total 252 (100} 180 (100}

Demographic characreristics of the participating patients
at the start of the survey compared 1o the characteristics of
the swrviving/responding patients 4 months later are shown
in Table 1. Of all cligible patients, 95.8% (n = 252) filled
out the first questionnaire. 180 patients filled our the fol-
low-up questionnaire. Of the 72 cancer patients who did
not respond to the follow-up study, 37 were non-responders
and 35 had deceased during the 4 months period. Table 2
shows the dismibution of malignant diagnoses among
patients responding initally and after 4 months.

69% of the patients had, ar the start of the study, been
aware of their cancer for less than 3 months. 58% of the
patients had localised/regional discase while the rest had
locally advanced or merastatic disease. Most patients were
in good physical condition. 50% of the patients were classi-
fied as BCOG 0 and 39% as ECOG 1. The treaument was
given with a curative intention in 45% of the cases. A
derailed description of discase-related patient characteristics
are described in an carlier published paper [12].

In the group of patients not responding to the follow-up
questionnaire, significanty more patients had poor perform-
ance status [1-3] and reported mental distress. Otherwise,
there were no differences between responders and non-
responders.

Padienis using NPT

Ar admitrance, 8% (44/240) of the patients had been, or
were, users of NPT, These patients are classified ag users in
analyses from the first guestionnaire. In the second ques-
tionnaire, 36 patients reported that they had started using
NPT bewween the first and the second questionnaire, These
are the patients classified as new users from the second
questionnaire,

General Health Questionnaire (GHQ 3)

In order to estimate patients’ mental distress, five ques-
tions from the GHQ 20 questionnaire were answered by the
patients in the first and the second questionnaire. Due to an
administrative flaw, only the last 179 patients in the first
part of the study were given the GHQ 5 gquestionnaire. In
the follow-up study, all participants were given the five
selected questions. The five jtems were selected in co-
operation with an experienced psychiatist [13].

The items sclecred were:

Been able to concentrate on whatever you're doing?

Felt that vou are playing a useful part in things?

Found everything getting on top of vou?

Been feeling unhappy and depressed?

Been feeling nervous and strung up all the time?

The items were scored continuously according to the
Likert scoring procedure where the score on each question
ranged from i to 4 [11] thereby cbtaining a total score
theorerically ranging from 5 to 20. To obtain comparable
results with other demographic and disease-related factors,
such as educational level and stage of disease, degree of
mental distress was ranked form 1 to 3. Patients scoring
from 5-9 were analysed as having little mental distress,
from 1014 as medium distress and patients scoring from
1520 as expressing high mental distress. A score based on
a few items has been shown to rank the subjects adeguately
according to mental distress {11].

Statistics

The statistical analyses were performed by the statistical
computer program SAS {14] testing differences between
categorical variables as given in the Proc freq procedure.
Multivariate analyses were done by logistic regression analy-
ses after dichotomising the answer categories, as described
by Breslow and Day [15]. Due to missing data, the number
of participants may vary for some of the guestions, The
study was authorised by The Board of Ethics of Ilealth
Region V.

REESULTS
Patienys’ opinton on iiformation received prior w admittance 1o
the Department of Oneology

Forty-three per cent of the available patients (106/247)
reported being well informed to the time of admittance 1o
the Department of Oncology, while 34% (84/247) reported
that they had received some information. Nineteen per cent
{46/24°7) of the patients felr they had received msufficient
information and 4% {11/247) no information at all with
regard to their cancer.

Patients were asked whether their GP and/or their phys-
icians at the local hospital might have concealed information
regarding their malignant disease. Seventy-one per cent of
patients (170/239) believed that their GP had given them all
the available informadon and 74% of patients (170/231)
expressed the opinion that doctors at the local hospital had
mformed them fully. The rest of the patients reported rthat
they had received some or ne informatien prior to admir-
tance to the oncelogy unit.

Questioned whether they wanted all available information
concerning their disease, including information on treatment
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Table 3. Patients™ opinions on the importance of comprehensive information and whether or not their GP andfor their local hospital
had ewithheld iformation before adimittance to the Department of Oncology

Patients want full information

Local hospital gave full

GP gave full information information

Variable 7 OR 95% CI OR 95% CI OR 95% CI
Sex

Male 80 1.0 Ref 1.0 Ref 1.0 Ref

Female 70 1.3 0.6-2.7 1.8 0.8-4.2 1.1 0.5-2.4
Age in years

17-44 39 5.0 1.7-14.9 0.5 0.2-1.7 0.5 0.2-1.7

45-59 50 i.0 Ref 1.0 Ref 1.0 Ref

60--G1 &7 1.3 0.6-2.9 1.2 0.5-3.1 0.9 0.4-2.2
Education

Llementary school 108 1.0 Ref 1.0 Rel 1.0 Ref

More than elementary school 48 1.0 0.4-2.4 5.2 1.6-16.7 3.9 1.3-12.2
Use of NPTs

No use of NPT 125 1.0 Ref 1.0 Ref 1.0 Ref

Use of NPT 31 2.4 0.6-0.3 0.8 (.3-2.1 0.5 0.2-1.4
Mental distress

Low (5-9) 34 1.0 Rel 1.0 Ref 1.0 Ref

Medium (10--14) 86 0.3 0.1-0.9 1.1 0.4-3.1 1.0 0.4-2,7

High (15-20) 36 0.4 01.-1.3 0.5 0.1-1.6 0.9 0.3--3.1

“Mutually adjusted, Also adjusted for performance status (BECOG) and wrearment intention.

and prognosis, 38% of the patients (138/236) wanted (ull
information while 40% preferred only the necessary infor-
mation. Only 2% of the patients felr thar derailed or even
cursory information could be harmful. A significantly larger
portion of patients aged 17--44 years {(83%, 40/48) preferred
to be fully informed when compared 1o patients above 45
years of age (52%, 98/188) (P=0.001). Users of NPT
tended more often than non-users to prefer comprehensive
information (68%, 27/40 versus 57%, 111/196).

The patients’ preferences of information compared to
their perceived level of information when first seen in the
oncology department were as follows: of 11 patients who
said they had not been given any information, 10 (91%)
wanted to be fully informed, while 1 patient wanted only
necessary informaton. Of 42 paiients who replied that they
had reccived inadequate information, 28 (67%) wanted all
the available information and 14 (33%) only the necessary
information. 81 patients said they had received “some infor-
mation” and of these, 48% would prefer o be fully
informed while 352% thought it enough to receive the
necessary information. Among patients who reported being
well informed, 01% (60/98) wanted all available infor-
mation, 37% all necessary information. T'wo well-informed
patients reporred being given unwanted and possibly harm-
ful information,

Patients’ views on disease-related information given by
their GP and local hospital before admittance 1o the oncol-
ogy unit and their opinion on importance of such infor-
mation were analysed, adjusted for gender, age, education,
level of mental distress and use of NPT (Table 3). The cal-
culations were rvestricted to the 179 patients that had
received the GHQ 5 questionnaire. Disease-related factors,
such as time since diagnosis, stage of disease and treatment
intention (curative/palliative), were not associated with any
of the dependent variables. Young age was the most impore-
ant factor in padents wanting full disclosure while patients

cxpressing mental distress were satisfied with less than full
information. Users of NPT more often expressed a wish for
full disclosure (08% wversus 57%), but the differences
between users and non-users did not reach statistical signifi-
cance (P=0.2), Patients with higher education reported
being better informed by their GP (P=0.05) and by
doctors at the local hospiral (P=0.02) than patients with
less education.

Patjenes” opimion of imformarion and commmmication offered then
in Department of Oucology

The follow-up questionnaire given to the patents 4
months after being discharged from the Department of
Omcology dealt with the extent of discase and the treat-
ment-related information patients received while staying in
the hospital (Table 4). Of all responding patients, 81%
{146/180) were completely satisfied with the opportunitics
o ask questions during their stay, and 87% of patients
(156/179) reported being given comprehensive informarion.
Moreover, 79% (142/179) believed that all available infor-
mation was given to them, while 13% believed some infor-
mation was withheld. Only 2% felt that most information
was withheld. Two per cent (4/179) of the patients felt they
had received unwanted mformation, but only to a small
extent. 70% (126/179) of the patents were satisfied with
their level of information, while 23% felt only partly so. Six
per cent of patients felt they had received insufficient infor-
mation.

Thirty-five per cent (61/173%) of the patients reported that
they had a satisfactory influence on the choice of treatment
within the Department of Oncology. Thirty-two per cent
(56/173) reported some influence, while the same number
of patients felt they had little or no influence on the treat-
ment choeice, Seventy-two per cent (128/178) of the padents
felt they had received sufficient information about the treat-
ment. Hight per cent of the patients felt they had been given
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Table 4. Parients’ opinions on the quakiy of information about disease and reanment given ar the Deparoment of Oncology

Only to a

Not at all small extent T'o a grear extent Do not know
n (%) n (%) n (%) " (%)
Opportunities to ask questions (= 180} 3 (2) 25 (14) 146 :38)] 6 3
Were you given information in an understandable 2 (1) 19 [€BY)] 156 (87 2 {1}
way? (n = 179)
Was information held back? Gr = 179) 112 {79) 24 (13 4 () G {5}
Was unwanted information given to you? (= 180) 173 {90) 4 {2) 0 {0) 3 (2)
Was the best available treaunent given to vou? (n = 179) 0 [)] 1 (1) 100 {(56) 78 [CT))
No Insufficient Some Satisfactory
informarion information information information
How well did vou feel informed after the stay in the ] [(B) il {6) 42 (23%) 126 (70)
Departiment on Oncelogy? (7= 179)
How well was the weatment given 1o you 3 [€) 11 (6) 35 (20 128 (72)
explained? (r=177)
No Insulficient Some Satisfactory
mfluence influence influence influence
How much did you influence the wreatiment given to
you? (= 173) 31 (29} 5 3) 56 (32) 6l (35)

none or only imsulficient information regarding thehr medical
treatment, While 56% (100/178) of the padents felt that
they had received the best available trearment, as many as
44% (T7/178) were not sure, One patient feit that he had
received suboptimal trearment.

Inflienee of demographic and disease-related faciors on panents’
satisfaciion with mformation and weatment given at the oilcology
LRt

The level of mental distress had an impact on the
parients” satisfaction with the epportunitics to ask questions
and the guality of medical information given in the oncology
unit. Among patients cxpressing lttle mental disoress, 92%
(47/51) were satisfied with the opportunities 1o ask ques-
tions in the department while 77% (92/120) of the more
distressed patients were satisfied. Patients’ satisfaction with
the quality of the information given was much less among
the distressed patdents (82%, 08/1149) than patients expres-
sing less memal distress {98%, 30/51) (P = 0.004). Better
educated patients seemed less sausfied with opportunities o
ask questions (74%, 34/46) than less educated patienis
(84%, 106/130), but the difference between the two groups
did not reach staristical significance (2 = 0.00). There were
no differences as to paddents’ savisfaction with opportunity
and quality of information givenr in the Depariment of
Oncology with regard e gender, age or use of NPT,
Discase-related factors such as stage of disease or treamment-
intention did not have any impact on patients’ satisfaction,
In a multivariate analysis, mental distress and higher level of
education were found 1o predict low satsfaction with differ-
ent aspects of information in the Deparument of Oncology
{Table 5).

Menral distress was also found to be a strong predictor
for patients not being satisfied with the treatment given,
The less distressed patients were satisfied with the treatment
in 69% of cases (35/51) compared to 52% (61/118) of
patients expressing more mental disoress (2= 0.05). Only

299 (33/115) of distressed patients reported satisfactory
participation in the greatment discussions compared o 51%
{26/51) of the less distressed patients (P = 0.02}. New users
of NPT reported a lower confidence regarding receiving the
best available weatment compared to non-users (0%, 14/
35 versus 59%, 74/125) (P = 0.04). Better educated patients
reported less influence on the choice of reatment modalities
(25%, 9/36 versus 40%, 49/123; P= 0.02), but their satis-
faction with the treatment was the same as that expressed
by patdents with less education.  Multivariate  analysis
suggesis that the most important facrors with regard o
patients’ opinion on treaument quality and influence on
administered treamment are mental disress and educational
Jevel (Table 6).

DISCUSSION

According to recent American {4, 91 and Northemn
Furopean studies {1, 16], most cancer patiears prefer full
information about their cancer. Whether or not this is the
case among Norwegian cancer patients has been largely
unknown. Qur resulis, where 38% of the patients preferred
detailed information whereas 40% wanted only general and
necessary  informaton, that Norweglan  cancer
patients wish to be informed, but not necessarily in all
details. In a recent Norwegian study by Loge and associates
[17] on physicians’ attitudes towards informing the cancer
patients, 81% favoured a full disclosure of the diagnosis and
Progiosis.

Geographical and sociocultural differences may explain
some of the differences between previous studies and our
study. In 1987, Newall and associates [18] reported that
patients in the U.S. demanded more comprehensive infor-
matioen about their illness than UKL patients. However, in a
recent UK study among newly diagnosed fung cancer
patients, Sell and associates {19] found thac 92% felu that
being fully informed about their diagnosis was correct,
Reports from other parts of the world, such as Japan [20]

mdicate
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Table 5. Paticnis’ veported opportunities 1o ask disease-related guestions and qualivy of the fformarion recetved in the Department of
Oncology (answers dichetorised as excellent opportaitiestless than excellent; and very good qualinylless than very good qualizy)*

Qpportunities to ask guestions in the
Department of Oncelogy

Excclent opportunitics

Quality of the information given in the
Department of Oncology

Very good information

Variables il OR 95% (I OR 95% CI
Sex

Male T Lo Ref 1.0 Ref

Female 74 1.G 0.4-2.7 1.0 0.5-2.0
Age in years

15-44 25 0.5 0.1-2.1 0.0 0.2-1.8

4536 39 1.0 Ref 1.0 Ref

60-90 84 0.4 0114 1.4 0.6-3.2
Education

LElementary school 112 1.0 Ref 1.0 Ref

More than elementary school 39 0.2 0.1-0.8 1.0 0.2-4.0
New users of NPT

No 120 1.0 Ref 1.0 Ref

Yes 31 2.3 0.6-9.1 2.3 0.4--12.7
Menval distress (GHQ 3)

Low (5-9) 48 1.0 Ref 1.0 Ref

Medium (10-14) 82 0.2 0.1-0.8 0.4 0.2-1.0

High {15-20) 21 ¢ 0.1-0.6 0.1 0.01--0.07

FMutually adjusied. Also adjusted for performance statug (BCOG) and weanment intention.

and Southern Burope [21], describe opinions among phys-
icians and patients comparable to opinions reported {rom
U.S. and Northern Hurope in the 1950s and 1960s.

All recruited  participants in our study were from
Northern Norway, Whether these data are representative for
the general Norwegian popuiation is not clear, However, a
previous National cross-sectional study [10] did not reveal
geographical differences in pacients’ perceptions of promises

given by physicians. This may indicate that paticnts’ opinion

on general information concerning thelr discase is similar
throughout the nation.

Age distribution may influence study results. In our
study, young patients when compared to older patients pre-
ferred, to a much greater extent, to be told all the details
about diagnosis and weanment. These resules are identical o
those reported by others {4, 91.

Differences in the wording of questionnaires issued to
patients may also influence the results. Muldple choice
questions issued in Cassileth’s 9] and Blanchard’s study [4]

Table 6. Patents’ opiinion on the quality of recerved medical treatment and own inflience on the weatment in the Department of
Onicology  (witswwers dichotomitsed as wery good gualityiless than wvery good quality; and very good tnfluencelless than wvery good
mflence)*

Quality of the treatment given in the
Department of Oncology

Very good guality

Influence of rhe rreatment given iz the
Department of Oncelogy

Very good influence

Variable n OR 95% 1 OR G5% CI
Sex

Male 706 1.0 Refl 1.0 Ref

Female 74 0.9 0419 1.2 0.5-2.5
Age in years

1544 27 0.5 1.4 0.4--4.%

455G 39 1.0 Ref 1.0 Ref

6090 84 0.3 0.2-1.2 1.5 0.0--3.9
Fducation

Elementary school 138! 1.0 Ref 1.0 Ref

More than elementary school 39 0.8 0.3-1.9 0.4 0.1-1.0
New users of NPT

No 120 1.0 Ref 1.0 Refl

Yes 30 0.5 0.2-1.1 1.8 0741
“*Mental distress (GHQ 3}

Mild (5--8) 48 1.0 Ref 1.0 Ref

Moderate (10-14) 81 0.5 0.2-1.0 0.4 0.2-0.9

Severe {15-20) 21 0.2 0.1-0.6 0.1 0.03-0.0

“Mutually adjusted. Also adjusred for performance status (BCOG) and treatment intention.
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has been compared (Appendix). The wording and the num-
ber of cheices are not equivalent.

Consistent with recent American and European reports
{9, 19], we found that only 2% of the patiens believed that
detailed information could be harmful. In contrast, phys-
icians refractory o full disclosure claim that the wish to pro-
tect the patients is the main reason for not giving full
information. However, studies have shown that physicians
favouring only restricted information to patients would pre-
fer full information if they were patients themselves [22].

The strong association in our study, between growing
mental distress and less sarisfaction with the guantity and
guality of medical information, is in accordance with pre-
vious reports [9, 23]. These reports confirm that lack of in-
formation  increases  stress  and  anxiety,  Adequate
information will in most cases prevent depression and acta-
ally assist many patients in sustaining optimistic attirudes.
However, whether mental distress was precipitated by lack
of information, or whether patients perceived information as
inadequate because of their mental distress, cannot be
addressed in a cross-sectional designed study.

Fifty-five per cent of the patients reported that they had
received the best possible treatment. Scarce information
about available alternative weanments may explain the some-
what low number of patients expressing strong confidence
in the received weatment. However, the strongest predictor
of little saisfaction with the received treatment and influ-
ence on the choice of treatment is patients’ reported mental
distress. This finding is consitent with the reports by
Cassileth and associates [9], where hopefulness predicred
patients’ growing desire to participate in decisions regarding
their own trearment.

It has been shown that padents in crivical situations rely

on different coping strategics. Dendal of the consequences of

a malignant disease, if not the diagnosis itself, may help
paticnts to be more optinstic (9, 23], Many paticnrs are
known to seek support from relatives and close friends [9].
Raleigh [24] studied patdents with chronic illness or cancer,
and found thar the most importan: factors in sustaining
hope were family, friends and religious beliefs.

The use of NPT may be an important coping strategy for
many cancer patients. In a previous report, 41% of non-can-
cer patents reported family and friends o be their main
informants of NPTs [12]. Two studies among Norwegian
cancer patients has shown thar 55% and 64%, respectively,
reported family and close friends as the most important
informants of NPT {10, 12]. The cbservation that NPT re-
lated information and advice are largely given by family and
close friends has been shown by others {25, 26]. In order 10
cope with malignant disease in everyday family life, it is
comprehensible that pacvents ke advice from close friends
and family rather than others. This mechanism represents a
way of living with their cancer together with their close
ones. Patients using NPTs tended 1o want more compre-
hensive mformation than non-users. To our knowledge, this
has not been reported previcusly. Zouwe and associates
[26] found, however, that users of NPTs believe less in the
administered trearment and found the reladonship with the
weating physician less supportive. Stoll [23] concluded in
1993 that the growth in use of NPTs among relatively well-
educated European patients reflected two major factors: (1)
their increasing awareness of the uncertainties of orthodox
cancer therapy, (2) the increase in full disclosure of infor-
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mation o the patients, Patients’ use of NPT might thus
reflect & need to avoid awarcness of the consequences of
their cancer. The finding that older patients more scldom
than younger patients use NPTs seems to support this the-
ory [9, 27]. As reported by others [4, 9], we found tha:
younger patients wanted comprchensive information regard-
ing their disease significantly more often than old patients.
In an earlier report [28}], we found thar ameng young
patients using NPTy, significanily more patients would use
hegling by hand or spiritual healing than among middie-
aged and older patients. Furthermore, patients believing
that NPT could cure the discase were often young patients.
These findings may reflect a greater need of “‘miracles”
among the younger cancer patients where only cure of dis-
ease would be acceptable in view of their family situation
and long normal life expectancy.

In conclusion, clinicians treating cancer patients must be
aware of the difficulties related to patients’ feelings of men-
tal distress and  their opinions on  use of NPT.
Comnmunication with the patients might profit from such
awareness and give the patients a better possibility to com-
prehend the medical information.
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APPENDIX
Cassiterh Blanchard [4, 9]
a. I want cnly the information needed o properly care for myseif.
B. I want additional information only if it is good news,
¢. I want as much information as possible, good or bad.

Risberg et af. (present)

a. It is important for me o know all derails abour my disease, o
the extent this informartion exists.

b, It is important for me to possess all the necessary information
concerning my disease, without necessarily knowing all the derails.
Ihe physicians will in any way treat me in the best possible way.

c. 1t is not important with full medical information,

d. Comprchensive information might be harmful.
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A questionnaire-based study was carried out at the Department of Oncology, University Hospital of
Tromse, during the period July 1990-October 1991, The 252 participating patients received a ques-
donnaire at arrival at the oncology unit and the surviving patients a follow-up questionnaire at
home 4 months later. The aim of the study was to assess whether patients’ attitudes to information
about their malignant disease and satisfaction with the given treatment correlated to their use of
non-proven therapies (NPTs) and reported mental distress. Patients under 45 years of age signifi-
cantly more often preferred comprehensive medical information than older patients (83% versus
52%, P=0.001). Beiter educated patients were more satisfied with the information given by their
general practitioner (GP) (P =0.03) and at their local hospital (P =0.02) than other patients. Of all
responders, 81% of the patients treated in the department were completely satisfied with the oppor-
tunities to ask questions while 87% reported being given comprehensive information. Only 2% of the
patients reported to have received unwanted information. Better educated patients expressed less
satisfaction with the infermation given and the possibility of influencing their own treatment at the
Department of Oncolegy (P =0.02). Patients expressing menial distress wanted less information
(P = 0.05) and expressed less satisfaction with the quality of the perceived information in the oncol-
ogy unit (P =0.004). They were also less satisfied with the treatment given (= 0.05) and their own
influence on the treatment decision (P = 0.02). Users of NPT did not feel the received treatment 1o
be the best possible (2= 0.04). > 1997 Elsevier Science Led.

Key words; Norway, alternative medicine, mental distress, information, conmmunication, cancer
patients
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INTRODUCTION ago that the majority of physicians (90%) preferred 1o con-

Tz CONCEPT of the patient as a passive receiver of medical
information has dramatically changed during the last dec-
ades. Recent studies [1] have shown that both patients and
their physicians prefer open communication and frankness
about discase-related martters. Qken [2] reported 35 years

Correspondence to 1. Risberg.
Received 19 Aug, 1096; revised 22 Nov. 1966; accepted 3 Jan.
1997.

ceal the diagnosis of cancer from their patients. Lighteen
years later, Novack and associates [3] documented a com-
plete change in American doctors” attitudes concerning
patient information. Several studies have shown that chroni-
cally ill patients, and especially cancer patients, often prefer
full discloser of diagnosis and prognosis. Despite being told
“Iad news”, correct information may provide patients with
emotional support, reducing psychological morbidity and
enhancing their hopefulness [4-8]. The opinion that the
patients should be told the wuth has been accompanied by
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an emphasis on invelvement of the patients in the decision-
making with regard to treatment of the disease. However, a
substantial number of patients prefer to receive Jess than full
information and are reserved with regard to partaking in
decisions concerning their own weatment [9].

Cassileth and associates [9] described that young and bet-
ter educated patients more often prefer open communi-
cation and full disclosure, and prefer to participate in their
own care, compared to older and less educated patients.
She found that more optimistic patients often wanted full
disclosure of both good and bad news.

One aspect of active parricipation may be the patients’
use of non-proven therapies (NPT). In order to aveid help-
fcssness and depression when told that they suffer from a
potentially life-threatening disease, patients may wy to assert
control over their own health by turning to alternative thera-
pics. Whether the patients™ use of NPT influences their pre-
ferences regarding information about their disease is largely
unknown. As reported by Cassileth [9], patients’ feeling of
hope, related to their trearment and prognosis, influence
their preferences of disciosure with regard to diagnosis and
prognosis. In a recent study {10], we presented data demon-
strating that cancer patients expressing litle hope of ben-
eficial  treatment results more often were older, had
metastatic disease, received palliative treatment, had known
their diagnosis for a longer period of time and were users of
NPT, Mental distress may be associated with lack of hope.
Tt is, therefore, possible that mental distress may predict
patients who prefer to be less extensively informed than
more optimistic and less distressed patients.

The aim of this study was to examine attitudes towards
information and active participation in the treatment discus-
sion process among Norwegian cancer patients. Thus, we
have assessed both quantity and guality of discase-relared
information from general practitioners, local hospital and
cancer clinics, as viewed by the patients. Furthermore, the
impact of mental distress and use of NPT on patients, pre-
ferences regarding information and participation i the
treatment process were investigated.

PATIENTS AND METHODS

Questionnaires

A longiudinal questionnaire-based study was carried out
at the Department of Oncology, University Hospital of
Tromse, during the period july 190-June 1991. The ques-
tionnaires were based on muliiple choice questions, but
patients also had the possibility of giving open comments.

The two questionnaires dealt with in this paper were part
of a larger longitudinal study over 5 years (3 question-
naires). The first questionnaire, presented to the cancer
patients on arrival at our oncology unif, was designed to
assess patients’ attitudes 1o information about their malig-
nant disease and their use of NPTs prior ro admittance to
our hospital. This questionnaire also addressed patients’
mental distress. Psychological distress was measured using a
fivesitem  modification  of the 20-item  General Health
Questionnaire [11].

Four months after discharge from the hospital, patients
included in the study received a follow-up questionnaire by
mail. This questionnaire focused on possibie changes in
their use of NPT, mental distress, satisfaction/dissatisfac-
rion with disease and trearment-related information and
communication during the hospital stay. Furthermore, they
were asked to state their opinion on the quality of the treat-
ment they had received and to indicate whether they took
part in the decision-making process regarding their own
treatment.

Ar inclusion in the study, the physician responsible for
the paticnt completed a questionnaire concerning paticnt
diagnosis, time since diagnosis, stage of disease, perform-
ance status and aim of treatment (palliative/curative).

Pariens

Eligible for the study were all cancer patients who had
been referred to the Deparument of Oncology for the first
time. The ability to read and understand the questionnaire
were criteria for inclusion in the study, Patients with poor
performance status (BCOG = 4) were not eligible.

Table 1. Characteristics of 252 cancer parients answering the first questionmaire and 180 ewvaluable
parients answering the second questionnaire

Patient population
Start of study Follow-up (1 months)

i (%) b (%}

Sex
Female 122 (48) 92 (31
Male 130 (52} 88 (49}

Mean age (range)
Age groups in years
17--29
30--44
45--59
60--75
7591
Iiducation
Primary school
Secondary school
University degree
Unknown
Family life
Living alone
Living with others

58 (17--89) years

58 (19-87} years

il ) 7 (4)
37 (15) 27 (15
71 28) 48 @n
110 (44) 83 (46}
23 ) 15 (&)
184 (13) 130 )
29 (12) 22 a2
34 {13) 24 13)
5 @) 4 )
43 (18) 26 (14)
207 82 154 (86)
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Table 2. Prevalence of diagnoses n the stuey group and i the remaming patients afrer
4 months

Popularion at study start  Population after 4 maonths

Malignancy n (%) b %)
Breast cancer 52 20) 42 (23}
Lung cancer 40 (16) 23 (13)
Uregenital cancer 40 {16) 28 (16)
Malignant lymphomas 30 (12) 25 {14)
Gastrointestinal cancer 30 {123 18 (10}
Head and neck cancer 15 (&) 11 {6)
Gynaecological cancer 13 (9 11 (6}
Snaller dingnostic groups 32 (13) 22 (12}
Total 252 {100} 180 {(100)

Demographic characteristics of the participating patients
at the start of the survey compared to the characteristics of
the surviving/responding patients 4 months later arc shown
in Table 1. OFf all cligible patients, 95.8% (n=252) filled
out the first questionnaire. 180 patients filled out the fol-
low-up questionnaire. Of the 72 cancer patients who did
not respond to the follow-up study, 37 were non-responders
and 35 had deceased during the 4 months period, Table 2
shows the diswibution of malignant diagnoses among
patients responding initiaily and afier 4 months.

69% of the patients had, at the start of the study, been
aware of their cancer for less than 3 months. 58% of the
patients had localised/regional disease while the rest had
locally advanced or merastatic discase. Most patients were
in good physical condition. 50% of the patients were classi-
fied as BECOG 0 and 39% as BCOG 1. The treatment was
given with a curaiive intention in 43% of the cases. A
detailed description of discase-related patient characteristics
are described in an carlier published paper {12].

In the group of patients not responding o the follow-up
questionnaire, significantly more patients had poor perform-
ance status [1-3] and reported mental distress, Orherwise,
there were no differences between responders and nor-
responders.

Pagients wsing NPT

Ar admittance, 18% (44/240) of the patients had been, or
were, users of NPT, These patients are classified as users in
analyses from the first questionnaire. In the second ques-
tionnaire, 36 patients reported that they had staried using
NPT between the first and the second questionnaire. These
are the patients classified as new users from the second
questionnaire.

General Health Questionnare (GHQ 5)

In order to estimate patients’ mental distress, five gques~
tions from the GHQ 20 questionnaire were answered by the
patients in the first and the second guestionnaire. Duce to an
administrarive flaw, only the last 179 patients in the first
part of the study were given the GHQ 5 questionnaire. In
the follow-up study, all participants were given the five
selected questions. The five items were selected in co-
operation with an experienced psychiatrist [13].

The items selected were:

Been able o concentrate on whatever yow're doing?

Felt that you are playing a useful part in things?

Found everything getting on top of you?

Been feeling unhappy and depressed?

Been feeling nervous and strung up all the time?

The items were scored continuously according to the
Likert scoring procedure where the score on each queston
ranged from 1 to 4 {11] thereby obtamning a total score
theorctically ranging from 5 to 20. To obtain comparable
results with other demographic and disease-related factors,
such as educational level and stage of discase, degree of
mental distress was ranked form 1 to 3. Patents scoring
from 5-9 were analysed as having linle mental distress,
from 10-14 as medium distress and patients scoring from
15.-20 as cxpressing high mental distress. A score based on
4 fow items has been shown to rank the subjects adequately
according to mental distress [11].

Staristcs

The statistical analyses were performed by the statistical
computer program: SAS [14} testing differences between
categorical variables as given in the Proc freqg procedure.
Multivariate analyses were done by logistic regression snaiy-
sos after dichotomising the answer categories, as described
by Bresiow and Day [15]. Duce to missing data, the number
of participants may vary for seme of the questions, The
study was authorised by The Board of Lthics of Ilealth
Region V.

RESULTS
Patients® opinion on informarion recetved piior 1o admitiance 16
the Departmeni of Oncology

Forty-three per cent of the available patients {106/247)
reported being well informed to the tme of admitance to
the Deparument of Oncology, while 34% (84/247) reported
that they had received some information. Nineteen per cent
(46/247) of the patients felt they had received msufficient
information and 4% ¢11/247) no information at all with
regard to their cancer.

Patients were asked whether their GP and/or their phys-
icians at the local hospital might have concealed information
regarding their malignant diseasc. Seveniy-one per cent of
patients {170/239} believed that their GP had given them all
the available information and 74% of patients (170/231)
expressed the opinion that doctors at the local hospital had
informed them fully. ‘The rest of the patients reported that
they had received some or no information prior to admit-
tance to the oncology unit.

Questioned whether they wanted all available information
concerning their disease, including information on treatment
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Table 3. Parienis™ opwions on the importance of comprehenstve iformarion and whether or not their GP andlor their local hospital
had withheld information before admitiance tw the Departiment of Oncology

Padents want full information

Local hospital gave full

GP gave full information informarion

Variable n OR 95% CI OR 95% CI OR 95% CI
Sex

Male 80 1.0 Ref 1.0 Ref 1.0 Ref

Female 76 1.3 0.6-2.7 1.8 0.8-4.2 0.5-2.6
Age in years

1714 39 5.0 1.7-14.9 0.5 0.2-1.7 0.5 0.2-1.7

45-59 50 1.0 Ref 1.0 Refl 1.0 Ref

60--91 67 1.3 0.6-2.9 1.2 0.5-3.1 0.9 0.4-2.2
Tiducation

Elementary school 108 1.0 Ref 1.0 Ref 1.0 Ref

More than elementary school 48 1.0 0.4-2.4 5.2 1.6-16.7 3.9 1.3-12.2
Use of NPTs

No use of NPT 125 1.0 Ref 1.0 Ref 1.0 Ref

Use of NPTs 31 2.4 0.9-6.3 0.8 0321 0.5 0.2-1.4
Mental distress

Low (5-9) 34 1.0 Ref 1.0 Ref 1.0 Ref

Medivm (10-14) 86 0.3 4.1-0.9 1.} 0.4-3.1 1.0 0.4-2.7

High (15-20) 36 0.4 01.-1.3 0.5 0.1-1.6 0.9 0,3-3.1

“Mutually adjusted. Also adjusted for performance status (ECQG) and trearment intention.

and prognosis, 58% of the patients (138/236) wanted full
information while 40% preferred only the necessary infor-
mation. Only 2% of the padents felt that derailed or even
cursory information could be harmful. A significantly larger
portion of patients aged 1744 years (83%, 40/48) preferred
to be fully informed when compared to patients above 43
years of age (52%, 98/188) (P=10.001), Users of NPT
tended more often than non-users to prefer comprehensive
information (68%, 27/40 versus 57%, 111/196).

The patients” preferences of information compared to
their perceived level of information when first seenr in the
oncology department were as follows: of 11 patients who
said they had not been given any information, 10 (91%)
wanted to be fully informed, while 1 patient wanted only
necessary information, Of 42 patients who replied that they
had received inadequate information, 28 (67%) wanted all
the available information and 14 (33%) only the necessary
information. 81 paticnts said they had received “some infor-
mation” and of these, 48% would prefer o be fully
mformed while 52% thoughr it enough to receive the
necessary information. Among patients who reported being
well informed, 61% (60/98) wanted alb available infor-
mation, 37% all necessary information. T'wo well-informed
patients reported being given unwanted and possibly harm-
ful information.

Patients’ views on disease-related information given by
their GP and local hospital before admittance to the oncol-
ogy unit and their opinjon on importance of such infor-
mation were analysed, adjusted for gender, age, education,
level of mental distress and use of NPT (Table 3). The cal-
culations were restricted o the 179 patients that had
received the GHQ 5 questionnaire. Disease-related factors,
such as tme since diagnosis, stage of disease and treatment
intention (curative/palliazive), were not associated with any
of the dependent variables. Young age was the most import-
ant factor in patdents wanting full disclosure while patients

expressing mental distress were satsfied with less than full
information. Users of NPT more often expressed a wish for
full disclosure (08% wversus 57%), but the differences
berween users and non-users did nor reach statistical signifi-
cance {(P=0.2). Patients with higher education reported
being better informed by their GP (P=0.05) and by
doctors at the local hospital (2= 0.02) than patients with
less education.

Patients’ opinion of information and commuication offered them
i Departmmeni of Oncology

The follow-up questionnaire given to the patems 4
months after being discharged from the Department of
Oncology dealt with the extent of disease and the treat-
ment-related information patients received while staying in
the hospital (Table 4). Of all responding patients, 8§1%
(146/180) were completely sausfied with the opportunitics
to ask questions during their stay, and 87% of patients
(156/179) reported being given comprehensive information.
Moreover, 79% (142/179) believed that all available infor-
mation was given to them, while 13% believed some infor-
mation was withheld. Only 2% felt that mest information
was withheld. Two per cent (4/179) of the patienrs felt they
had received unwanted information, but only to a small
extent. 70% (126/179) of the patients were satsfied with
their level of information, while 23% felt only partly so. Six
per cent of patients felt they had received insufficient infor-
mation.

Thirty-five per cent (61/173) of the patients reported that
they had a satsfacrory influence on the choice of treatment
within the Department of Oncology. Thirty-two per cent
(56/173) reported some influence, while the same number
of patients felc they had livtle or no influence on the treat-
ment choice. Seventy-two per cent (128/178) of the patients
felt they had received sufficient information about the treat-
ment. Eight per cent of the patients felt they had been given
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Table 4. Patients’ opinions on the quality of information aboul disease and weatment gioen ar the Depariment of Oneology

Quly to a

Not at all small extent To a great extent 120 not know
n (%) " (%0 " (%) n (%)
Opportunities to ask questions {7 = 180) 3 [¢23)] 25 (14) 146 81 6 {3
Were you given information in an understandable 2 €3] 19 (10 156 8N 2 (@)}
way? (1= 179)
Was information held back? (n = 179) 142 (79 24 13) 4 2) 9 (3)
Was unwanted information given to you? (n = 180} 173 (96) 4 (2) 0 (V)] 3 [
Was the best available treatment given to you? {n = 179} 0 [(©)] i (1) 100 {56) 78 (44
No [nsufficient Some Satisfacrory
information information information information
How well did you feel informed after the stay in the 0 {0) 11 (&) 42 (23) 126 rm
Department on Oncology? (= 179)
Iow well was the treatment given 1o you 3 (2) 11 (6) 35 (20 128 (72)
explained? (i = 177}
No Insufficient Some Satisfactory
influence influence influence influence
How much did vou influence the reanment given o
vou? (= 173) 51 29) 5 (3) 50 (32) Gl (33)

none or only insufficient informatien regarding their medical
weatment. While 56% (100/178) of the pavents felt that
they had received the best available treatment, as many as
A4% (T7/178) were not sure. One patient felt that he had
received suboptimal treatment.

Infhuence of demographic and disease-related factors on parients’
satisfaction with tyfermaion and trearment given al the oncology
wtit

The level had an immpact on
patients’ satisfaction with the opportunities 1o ask QUESTIONS
and the guality of medical information given in the oncology
unit. Among patients expressing linde mental distress, 92%
(47/51) were satisfied with the opportunities to ask ques-
fions i the deparsment while 77% (92/120} of the more
distressed patients were satisfied, Patients’ satisfaction with
the quality of the information given was much less among
ihe distressed patients (82%, 98/119) than patients expres-
sing less mental distress (98%, 50/513 (= 0.004). Better
cducated patients scemed less satisfied with opportunities to
ask questions (74%, 34/40) than less educated  patients
{(84%, 109/1303, but the difference between the two groups
did not reach statistical significance (P = 0.06). There were
so differences as to patients’ satisfaction with opportunity
and quality of information given in the Department of
Oncology with regard w0 gender, age or use of NPT,
Disease-related facrors such as stage of discase or treatment-
intention did not have any impact on patients’ satisfaction.
In a multivariate analysis, mental distress and higher level of
educarion were found to predict Jow satisfaction with differ-
enl aspects of information in the Department of Oncology
(Table 5).

Mental distress was also found to be a strong predictor
for patients not being satisfied with the treatment given,
The less distressed patients were satisfied with the treaunent
in 60% of cases (35/51) compared to 52% (61/118) of
patienis expressing more mental distress (P= 0.05). Only

of mental distress the

20% (33/115) of distressed patients reported satisfactory
participation in the treatment discussions compared to 51%
(26/51) of the less distressed patients (P= 0.02). New users
of NPT reported a lower confidence regarding receiving the
best available weatmment compared to non-users (40%, 14/
35 versus 59%, 74/125) (P= 0.04). Better educated patients
reported less influence on the choice of treatment modalities
(25%, 9/36 versus 40%, 49/123; P= 0.02), but their satis-
facrion with the treatment was the same as that expressed
by patients with less  education. Multivariate  analysis
suggests that the most important factors with regard to
pagients’ opinion on treatment guality and nfluence on
admimistered rreatment are mental disiress and educational
level (Table 6).

DISCUSSION

According to recent American [4, 9] and Northern
Turopean studics {1, 16}, most cancer patients prefer full
information about thelr cancer. Whether or not this is the
case among Norwegian cancer patents has been largely
anknown. Our resuls, where 58% of the patients preferred
deailed information whereas 40% wanted only general and
necessary  information, indicate that Norwegian  cancer
patients wish to be informed, but not necessarily in all
details. In a recent Norwegian study by Loge and associates
17} on physicians’ atitudes towards informing the cancer
patients, 81% favoured a full disclosure of the diagnosis and
Progrnosis.

Geographical and sociocultural differences may explain
some of the differences between previous studies and our
study. In 1987, Newall and associates {18] reported that
paticnts in the U.S. demanded more comprehensive infor-
masion aboul their illness than UIK patients. However, in a
recent UK. study among newly diagnosed lung cancer
patients, Sell and associates [19] found that 02% felt that
being fully informed about their diagnosis was correct.
Reports from other parts of the world, such as Japan [20]
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Table 5. Patierus’ reporied opporiunites 1o ask disease-related questions and qualivy of the information received in the Deparunent of
Oncology Canswers dichotomised as excellent opportumitiesfiess than excellenty and wery good qualitylless than very good qualing) ™

QOpportunities to ask questions in the
Department of Oncology

Excellent opportunitics

Quality of the information given in the
Deparmnent of Oncology

Very good information

Variables n OR 95% Ci OR G5% Ci
Sex

Male T 1.0 Refl 1.0 Refl

Female 74 1.0 (1.4-2.7 1.0 0.5-2.0
Age in years

15-44 28 0.5 0.1-2.1 .6 0.2-1.8

45-59 3¢ 1.0 Ref 1.0 Ref

60-90 84 0.4 0.1-1.4 1.4 0.6-3.2
Liducation

Llementary school 112 1.0 Ref 1.0 Ref

More than elementary school 39 0.2 0.1-0.8 1.0 0.2-4.0
New users of NPT

Na 120 1.0 Ref 1O Ref

Yes 31 2.3 0.6-9.1 2.3 0.4-12.7
Mental distress (GHQ 3)

Low (5-9) 48 1.0 Ref 1.0 Ref

Medium (10--14) 82 0.2 0.1-0.8 0.4 0.2-1.0

High {15--20} 21 0.1 0.1-0.6 [ 0.01-0.07

=Mutually adjusted. Also adjusted for performance status (FCOG) and wrearment intention.

and Southern Europe {21}, describe opinions among phys-
icians and patients comparable to opinions reported from
U.S. and Northern Europe in the 1950s and 1960s,

All recruited  participants  in our study were  from
Northern Norway., Whether these data are representative for
the general Norwegian population is not clear. However, a
previous National cross-sectzonal study [10] did not reveal
geographical differences in patients’ perceptions of promises

given by physicians, This may indicare that patients’ opinion

on general information concerning their disease is similar
throughout the nation.

Age dismibution may influence study resuits. In our
study, young patients when compared to older patents pre-
ferred, to a much greater extent, o be told all the details
about diagnosis and treaument. These results are identical to
those reported by others (4, 9].

Differences in the wording of questionnaires issued o
patents may also influence the results. Muldple choice
questions issued in Cassileth’s {9] and Blanchard’s study {4]

Table 6. Patients® opivion on the quality of recerved medical treavment and oson infliwence on the trecoment i the Department of
Oncology (answers dichotomised as wery good qualityfless than wery good quality; and wverv good influencelless than wery good
mifluence)™

Quality of the trearment given in the
Department of Oneology

Very good guality

Influence of the rrearment given in the
Deparnment of Oncology

Very good influence

Varlable " QR 5% Cl OR 95% 1
Sex

Male T0 1.0 Refl 1.0 Ref

FFemale 74 0.9 0.4-1.9 1.2 0.5-2.5
Age movears

15--44 27 0.5 114 1.5 Oupik &

455G 3G 1.0 Ref 1.0 Ref

G090 84 0.5 0.2-1.2 1.5 0.6-3.9
Hducation

Elementary schiool 111 1.0 Ref 1.0 Ref

More than elementary school 39 0.8 0.3-1.9 0.4 0.1-1.0
MNew users of NPT

No 120 1.0 Ref 1.0 Ref

Yes 30 0.5 0.2--1.1 1.8 0.7-4.4
#Mental distress (GFHQ 35)

Mild (5-9) 48 1.0 Ref 1.0 Ref

Moderate (10-14) 81 0.5 0.2-1.0 0.4 0.2-0,%

Severe {15-20) 21 0.2 0.1-0.6 0.1 0.03%-0.6

#Mutually adjusted. Also adjusted for performance status (ECOG) and treatment intention.
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has been compared {(Appendix). The wording and the num-
ber of choices are not equivalent.

Consistent with recent American and Buropean reports
[9, 19], we found thar only 2% of the patients believed that
detailed information could be harmful. In contrast, phys-
icians refractory to full disclosure claim that the wish to pro-
tect the patients is the main reason for not giving full
information. However, studies have shown that physicians
favouring only restricted information to patients would pre-
fer full information if they were patients themselves [22].

The strong association in our study, between growing
mental distress and less satisfaction with the quantity and
quality of medical information, is in accordance with pre-
vious reports [9, 23] These reports confirm that lack of in-
formation stress and  anxiety.  Adequate
information will in most cases prevent depression and actu-
ally assist many patients in sustaining optimistic attitudes.
However, whether mental distress was precipitated by lack
of information, or whether patients perceived information as
inadequate because of their mental distress, cannot be
addressed in a cross-sectional designed study.

Fifry-five per cent of the patients reported that they had
received the best possible weatment. Scarce information
about available alternative treatments may explain the some-
what low number of paticnts expressing strong confidence
in the received treatment. However, the strongest predictor
of lirtle satisfaction with the received treaiment and infiu-
ence on the cheice of treatment is parients’ reported mental
distress. This finding is consistent with the reports by
Cassileth and associates [9], where hopefulness predicted
patients’ growing desire to participate in decisions regarding
thedr own treatment.

Ti has been shown that patdents in critical situations rely

ncreases

on different coping strategies. Denial of the consequences of

a malignant disease, if not the diagnosis ivself, may help
patients to be more optimistic [9, 23}, Many patents are
known to seek support from relatives and close friends [9].
Raleigh {24} studied patients witl chronic illness or cancer,
and found that the most important factors in sustaining
hope were family, friends and religious beliefs,

The use of NPT may be an important coping strategy for
many cancer patients. In a previous report, 41% of non-can-
cer patients reported family and friends o be their main
informants of NPTs {12]. Two studies among Norwegian
cancer patients has shown that 53% and 64%, respectively,
reported family and close friends as the most imporiant
informants of NPT [10, 12]. The observation that NPT re-
lated information and advice are largely given by family and
close friends has been shown by others [23, 26]. In order to
cope with malignant discase in everyday family life, i 1s
comprehensible that patients take advice from close friends
and family rather than others. This mechanism represents a
way of living with their cancer together with their close
ones. Patients using NPTs tended to want more compre-
hensive information than non-users. To our knowledge, this
has not been reported previously. Zouwe and associates
[26] found, however, that users of NPTy believe less in the
administered treatment and found the relatonship with the
treating physician less supportive. Stoll [23] conciuded in
1993 that the growth in use of NPTs among relatively well-
educated Buropean patients reflected two major factors: (1)
their increasing awareness of the uncertainties of orthedox
cancer therapy, (2) the increase in full disclosure of infor-
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mation to the patients. Patients’ use of NPT might thus
reflect a need to avoid awareness of the conseguences of
their cancer. The finding that older patients more seldom
than younger patients use NPTs seems to support this the-
ory [9, 27]. As reported by others [4, 9], we found that
younger patients wanted comprehensive information regard-
ing their disease significantly more often than old patients.
In an ecarlier report [28], we found that among young
patients using NIP¥Ts, significantly more patients would use
healing by hand or spiritual healing than ameng middle-
aged and older patients. Furthermore, patents believing
that NPT could cure the disease were often young patients.
These findings may reflect 2 greater need of “‘miracles”
among the younger cancer patients where ealy cure of dis-
ease would be acceptable in view of their family situation
and leng normal life expectancy.

In conclusion, clinicians treating cancer patients must be
aware of the difficuities related to patients’ feelings of men-
ral  distress and  their opinions on  use of NPT,
Communication with the patients might profit from such
awareness and give the patients a better possibility o com-
prehend the medical information.
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APPENDIX
Cassiferh!Blanchard {4, 9
a. T want only the information necded ro properly care for myself.
b, T want additional information only if it is good news.
c. I want as much information as possible, good or bad.

Risberg et al. (present)

a. It is imporrant for me 1o know all details about my discase, 1o
the extent this information exists,

b. It is important for me 1o possess all the necessary information
concerning my discase, without necessarily knowing all the details,
The physicians will in any way treat nwe in the best possible way.

¢. Ieis not important with full medical information.

d. Comprehensive information might be harmiul.
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use NPTs. Use was high in the northern part of Norway.

Key words: Norway, multicenire study, prevalent use, alternative medicine, non-proven, cancer patienis

Eur ¥ Cancer, Vol. 314, No. 11, pp. 17851739, 1995

INTRODUCTIGN

TrE UsE of “alternaiive medicine” or non-proven therapy is a
master of much debaie. Non-proven therapy (NP1, is defined
as a remedy or treatment of any type used e treat cancer, but
nol proves to be effective in cancer clinical iats, and, therefore,
not preseribed in public hospitals. Little is known about the use
of NPTs ameng Norwegian cancer patients, T'wo studies {rom
the late 1970s reported the number of users as varying from less
than 20% to more than 50% {1, 2].

In Norway, only authorised physicians are atlowed to treat
malignant discases such as cancer. The Jaw that regutates the
treatment of capcer is the law against “quackery” from 1936, It
covers all aspects of diagnosis and trearment of cancer disease
that is not performed by physicians. The law also deals with
situations in which the aspect of healing is the main purpose of
religious activity. For this reason, healing by prayers is included
in the group of NPT in this report. It is known, bowever, from
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studies in other countries that many cancer patients scek advice
and treatment from areas other than the medical profession. The
number of users of non-proven cancer remedies seems {0 vary
with regard to several factors such as geographical, secio-
cconoinical, religious and cultaral [3-5].

In order 1o assess the use of NPTs among hospitalised cancer
patients, a multicentre study, including 21l Norwegian cancer
{reatment centres, was performed. The study was designed 1o
answer 1 broad spectrum of questions about cancer patients and
their use of NPTs. In this first report, data on the prevatent use
of NPT and the factors infiuencing their use, are presented.

PATIENTS AND METHODS

In December 1992, a natonwide questionnaire-based study
was initiated re evaluate the use of NPTs among cancer patients
in Norway. The study was undertaken at all five regional cancer
centres, 10 obtain a good cross-sectional national sample. An
expanded version of a questionnaire developed at the University
of Tromsp, Norway was used [6]. The questionnaire was
designed by a consensus of experts, and its feasibility tested ina
pilot study among outpatients in the Department of Oncology at
the University Hospital of Tromsg. At four of the five regional
centres, all in- and ougpatients atrending the cenires during one
particular week were invited to take part in the study. In the
fifth centre, the Nerwegian Radium Hospital, all inpatients seen
in the Departments of Medical Oncology and Gynaecology on
one specific day were included. The study was restricted to 1

1785




1786

day at this centre because of the much larger sample size due 10
a wider patient recruitment area. The participating physicians
in each centre reported the medical characteristics and intention
of treatment for all patients attending during the specified time
periods.

Patients able to read and understand the written information
and the questionnaire were eligible for the study. The question-
naire was completed by the patients within the outpatient clinics
during their scheduled visits, while inpatients completed the
questionnaire in their hospital rooms. The patients were asked
to answer questions about their thoughts and use of NPTs,
Forty-cight of the 30 questions in the guestionnaire were mul-
tiple choice guestions. In two questions, the patients were
invited to add open cominents.

411 patients were Invited to participate in the study. 101
patients declined to participate and 128 patients did not refurn
the questionnaire to the investigator. A rotal of 682 patients
(74.9%) answered the questionnaire, 33 patients answered the
questionnaire but did not sign the written consent forn and
were, therefore, excluded. 7 patients were excluded because of
missing information on age and diagnosis. The final analysis is
based on a patient population of 642 (70.5%). A total of 374
women and 268 men with a mean age of 58.5 years ranging
from 17 to 91 years were included in the study. The clinical
characteristics of both participating and non-participating pati-
ents are given in Table :. Sex and diagnoses were evenly
distributed. Non-participants were older, had poorer perform-
ance status, and were more often inpatients than the participants.

12 patients did not give information on whether or not they
were users of NPTs, and were, therefore, excluded in the
analysis concerning differences berween the population of users
and non-users.

Logistic regression analysis was used to analyse simul-
tancousty factors influencing the use of NPTs. Relative risk
(RR) with 95% confidence interval (95% CI) was estimated
by the Mantel-Itaenszel statistics as given in the Proc Freq
269

Table 1. Characteristics  of 642 pavticipanis  and

non-partcipants in the study

Non- Number of
Participants  participants patients with
1 %o n %  Pevalue  missing da
Sex
Female 374 (58.2) 148 (58.1) 0.96 14
Male 268 (41.8) W7 (419
Age groups in years
16-29 2 5.0 9 (3.6) =0.001 19
30-44 163 (16.0) 26 (10.4)
45-59 206 (3213 60 {24.0)
60-75 210 (32.7) 95 (38.09
75-95 91 (14.2) 60 (24.0)
Inpatient 344 (57.8) 151 (69.6) 0.002 99
Outpatient 251 (42.4) 66 (30.4)
Performance
statug
ECOGO 275 (44.2y 70 (30.0) <0.001 57
ECOG1 90 (30.6) 80 (34.4}
ECOG 2 86 (13.9) 46 (19.7)
ECOG 3 9 (9.5 23 (5.
ECOG 4 11 (1.8 14 (6.0

T. Risberg er al.

procedure in the SAS [7]. It was explained 1o the patients that
all information offered would be treated confidentially, and that
refusal to participate in the study would not in any way jeopardise
the care and treatment they would receive in the hospital. The
study was authorised by The Board of Ethics of Health Region
V. Permission was granted by the Norwegian Dara Inspectorate
to store personal information concerning each patient.

RESULTS

The diagnoses of the patients in the study populaton com-
pared to the prevalence of diagnoses in the overali national
cancer population is shown in Table 2. Breast, lung and testicu-
lar cancer and malignant lymphomas were meore prevalent in the
study population. Malignant melanonias, kidney and biadder
cancers, prostatic cancer and gynaccological cancer were less
prevalent. This discrepancy is explained by the fact that the
study population consisted of patients offered radiotherapy or
medical oncological treatment,

126 of the 630 (20%) participating cancer patients used one or
more types of NPTy (95% Cl: 16.8--23.1%). (Table 3). There
were no significant differences berween users and non-users in
relation to diagnoses, gender or level of education. However,
there was an mcreasing number of NPT users with increasing
educarion (test for trend: I = 0.02). This effect was not appar-
ent when patients aged 75 years or above were excluded {test for
end: P = 0.17). Users of NPTs were more frequently middle-
aged and had known about their disease {or more than 3 months.
Among the users of NPT, more patients had distant metastases,
and most users of NPT's were receiving palliative treatment. In
the group of patients with relapse of disease, most users had
experienced their relapse within the fast year. Non-users were
maore often older people.

Of the users, 47.6% used more than one method (Table 4).
The preferred NPTs among cancer patients, when used as single
therapy, were healing by hand (18.2%) and faith healing (22.7%).

120 patients (19.0%) had used NPTs for non-malignant
diseases prior to the diagnosis of cancer. The most used forms of
NPTs were homeopathy (32.8%), zone therapy {10.9%) and

Table 2. Diagnoses in the study group compared with prevalence of
cancer diseases in Norway

Mulueenure

population Prevalence of cancer?
Malignancy 1 % # Y
Breast cancer 172 26.8 26480 18.5
Malignant lymphomas 77 12.0 416} 3.8
Gastrointestinal cancer 65 10.1 15004 i3.6
Gynaccological cancer 53 8.3 15885 i4.4
Lung cancer 42 6.5 2326 2.1
Festicular cancer 38 5.9 2580 2.3
Brain wimours 33 5.1 1353 1.2
Proszatic cancer 13 51 4209 8.3
Urclogical cancer 28 4.4 9312 8.4
Malignant metancma 17 2.6 8511 7.7
Unknown diagnosis 0 0.0 576 0.5
Smaller diagnostic groups 84 13.1 21237 19.2
Sum 642 100.0 110634 100.0

*Prevalence figures referring to the number of patients with a diagnosis
of cancer from 1953 10 1992 alive on 1 January 1992 were provided by
the Cancer Registry of Norway,
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Table 3. Characteristics of 126 wusers and 504 non-users of NPTs

Users of  Non-users of
NPTs NPTs
Missing
] % ] %  Povalue  values
Sex
Female 73 (57.9) 295 (58.5y (.90 0
Male 83 (42.1) 209 (41.%)
Age In years
15-29 6 (4.8 25 (5.0 0.002 0
30-44 27 (214 76 (15.1)
45-59 48 (38.1) 157 (31.2}
60--74 41 £32.5) 162 (32.1)
75-91 4 (3.2) 84 (160
Education
Primary schoaol 64 (52.9) 318 (641 04 13
Secondary school 27223 88 (177
University degree 300 (24.8) %0 (8.2
Stage of discase
Mo discase 19 (5.7 98 (201 0.03 22
Localised/regional 44 (36.4) 221 (45.4)
Distant metastases 58 {47.9) 168 (34.5)
Month since diagnosis
(-3 17 (14.2) 160 (32.1) 0,007 12
306 17 (14.2) 48 9.6)
612 17 4.2y %6 (1.2}
=12 69 (57.4) 23 (A7)
1f relapsed, how many months
0--3 200 351y 94 {441y 0.02 14
312 25 (428} 63 (29.6)
=12 12 (2L 30 {26.3)
[ntention of trestment
Cure I (330 210 (46.2) 0.008 66
Palliation T3O(67.0% 245 (53.8)

Table 4. Non-proven therapies used by Novwegian cancer peients

In combination

One type only with other NPTs

(n = 60} {n = 60)
Healing by hand 12 24
Homeepathy 7 2}
Zong therapy 0 8
[Herbs/vitaming 6 15
Diets 9 14
Nitter therapy® 6 11
1scador 8 21
Others 3 16
Healing by pravers ({aith) 15 23

“Nitter treatment consists of vitamin B 12, gammaglobuling, tranexamic
acid, multivitamins and nuwitional supplement.

herbsand diets (7.6%). Asmany as 24.4% had used combinations
of two or mose methods in which homeopathy also was the most
common Ireatment modality.

The various types of NPTs used by the patients before
diagnosis of cancer in relation to their use of NPTs as cancer
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patients are shown in Table 5. The users of NPTs could be
divided into two groups: those who used religious forms (faith
healing) of NPTs and those who did not. Cancer patients wha
used non-religious forms of N¥Ts had very seldom used religious
forms of therapy before the diagnosis of cancer, By contrast,
patients who used faith healing alone or in combination with
other therapies as cancer patients, had often used the same
modality earlier for non-inalignant diseases.

Patients who had used NP'F's before their diagnosis of cancer
were more frequent users of NPTs after the cancer diagnosis
(age-adjusted refative risk: 2.81), Patients from the gorthern
part of Norway (Healsh Region V) used relatively more NPTs
than patents from the rest of the country. Gender, living
conditions and education did not relate significantly to use
of NPTs (Table 6). Patients with poor performance status,
metastatic disease, and those who had their cancer diagnosed
moge than 2 months previousiy used NPTs more freguently
(Table 7). In a logistic regression analysis, including all demo-
graphic and disease-related factors, nomajor changes were found
in estimates of odds ratio (OR) compared to the age-adjusted RR
in Tables 6 and 7. The only exception was for former use of
NPTs where the estimate of QR increased to 8.0, {(95% CL:
4,6-14.0). This was mostly due to the effect of caleulating OR
instead of RR in a situation where the prevalence of NPT was
high (20%).

144 capcer patients (32.1%) not at present using NPTs
yeporied that they might consider using NPTs, whercas 164
(36.5%) rejected the idea (figures not shown). Patients over 75
years of age were less likely to report that they would consider
using NPT, When asked to state what kind of NPT they might
use, most patients preferred homeopathy, zone therapy, herbs
and diets.

DESCUSSION

Cme in (ve Norwegian cancer patients in our sample used
NPT, The study population was likely to be representative of
the cancer patient population seen in Norwegian cancer clinics
since all the major Norweglan treatment centres were rep-
resented in the study. A response rate fo the questionnaire of
70% was deemed accepiable since the study population wis
unselected, including very sick and old patients. The non-
participants in the study were older than the participants. This
could have introduced a selection bias giving prevalence figures
higher than the actual one since elderly patients were more rarely
users of NPTs. Alternatively, participating users may have
ander-reported their use 1o us in & pen-anonymous study,
leading to a lower estimate of users.

We chose to run the major analysis by the use of relative risk
as an estimate of the probability of using NPTs, instead of OR,
mainly as a consequence of the fact that with kigh prevalence,
OR is no longer an unbiased estimate of the relative number of
users [ 8].

In the U.S.A., three major surveys have been carried out in
the last 10 vears. Cassilesh and associates reported that 13% of
cancer cenire patients had been or were users of NPTs [9].
Harris and colleagues indicated 15% users of NPTs in a survey
including 207 cancer patients [10]. Shapiro and associates,
commissioned by the American Cancer Society (ACS), 2 years
later conducted a survey including more than 5000 patients {11},
The study was conducted by telephone interviews and indicated
that 9% of the cancer patients were users. In a Canadian study
from 1984, Bidinger and associates only found 7% users of NPTs
among 190 interviewed cancer patients [12]. In studies from
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Table 5. Relationship between the use of NPT prior to and afier the diagnosis of cancer®
NFPTs after diagnoses of cancer
No use Use of non-religious NPTs  Use of religious variants of NPTst
(n=497) (ri=88) {n=37)
NPTs used prior 1 diagnoses of cancer n Y% H Yo n Y%
Healing by hand 2 0.4 3 3.4 6 16.2
Healing by prayers} 1 0.2 0.0 7 18.9
Hoemeopathy 30 6.0 9 10.7 0 6.0
Zone therapy 9 1.8 2 2.3 2 5.4
Herbs/diets 3 0.6 6 6.8 0 0.0
Others 7 1.4 3 34 0 0.0
Combinations i7 3.4 10 i1.4 2 5.4
Sum 69 13.8 33 37.5 17 45.9

*20 patients did not answer the question of former use as non-cancer patients or use of NPTs as cancer patients. One user of NPTs as 4 non-cancer
patient did not give information as to whether as & cancer patient he was a user of NPTs; +Healing by prayers as only NI'Fs, or together with other

methods of NPTy, are defined in this paper as religious variants of NPTs.

Table 6. The influence of demographic factors on the use of NPTs
among Norwegian cancer patients given as relative risk (RR) with
95% confidence interval (95% CI

Variable RR* 95% (I
Sex

Female 1,00 Reference

Male 1.02 0.74-1.41
Living condition

Living alone 1.00 Reference

Living with others 1.20 0.80-1.81
Education

Elementary education 1.00 Reference

Higher education 1.30 0.94--1.8¢
Usc of NPT's for non-malignant diseases

MNever used NPT 1.00 Reference

Former use of NPTs 2.81 2.08-3.80
Health regions

1 1.00 Reference

1 1.25 0.80-1.96

11 1.51 0.90-2.52

IAY 0.77 0.47-1.25

\% 1.67 1.06-2.63

“Redative risk adjusted for age.

Germany and Switzerland, as many as 40-50% of the participat-
ing cancer patients had been or were users [13, 141, In a recent
Dutch report, 15.2% of the interviewed cancer patients had
some experience with NPTs [15]. Scandinavian studies are few.
A Finnish survey {rom 1980 reported 45.0% users [16].

In 1976, a study from the northernmeost county of Norway of
the general population showed rthar 34% of the respondents had
used NPTs [17]. A nauonal study that was undertaken in 1977
showed that 19% of a general population of 808 had used one or
more of the four studied forms of NPT [18]. Studies from
Sweden and Denmark [19-21] have indicated use of NPTy
among the general population of the same magnitude. A recent
study from the U.§ A, in a non-selected group consisting of
1539 subjects, found that 34% of the respondents had used at

Table 7. Disease-relaied factors m relation w the use of NPTs given
as relative risk (RR) and 95% confidence interpal (95% CI)

Variable RR* 95% CI
Seage of disease
No disease, local discase 1.00 Reference
f.ocoregional discase/merastatic 1.64 1.17-2.28
disease
Performance status
LECQG=] .00 Reference
ECOG=1 and 2 1.73 1.20-2.52
ECOG=3 and 4 1.45 0.80-2.65
Monubs since diagnosis
0-3 1.00 Reference
=3 2.34 1.50-3.04

“Retative risk adiusted for age.

least one unconventional therapy during the previous vear [31.
The study showed that the prevalence and frequency of use of
unconventional methods differed with the principal medical
conditions. The frequency of use of non-proven methods was
highest for back problems (36%), anxicty (28%), headaches
{27%}), chronic pain (26%) and cancer (24%). A 1ol of 28% of
patients who consulred a medical doctor for a medical condition
were also users of unconventional therapy. In our study, we
found that 19.0% of the patients used NPTs prior to the
diagnosis of cancer. This is in accordance with earlier reports.
The preferred types of alternative medicine among patients
with non-malignant diseases in Norway are homeopathy, zone
therapy and acupunciure. This contrasts with the preferred
methods of the cancer patients who use healing by hand, faith
healing, Nitter therapy, Iscador, herbs, vitamins and diets.

Healing by prayer is a well defined concept in Norway. The
probability that patients do not discriminate between “ordinary”
prayer and healing by prayer is, therefore, small.

A strong association was found between cancer patients’ use
of NPTy and their use of NPTs before they developed cancer.
Such an association has not been described in earlier studies, but
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this finding seems to be the most important predictor for later
use in our study,

Some studies conclude that hospiralised users of NPT are
often better educated than non-users {4, 15, 16]. However, we
could not find such a relationship. Our findings are in accordance
with the findings reported by Cassileth and her group in 1984,
and some recently published European studies [7, 11].

When disease progresses, more patients use NPTs. This has
also been reported by others [15]. There is, however, a clear
decrease in the frequency of use of NPTs when performance
status equals ECOG 3 and 4. Older patients’ infrequent use of
NPT has also been reported in otlser studies {15].

Eidinger and associates {12] reperted that 70% of patients
would tike to use NPTs but only 7% were in fact using them. In
the Norwegian national study from 1977, 66.6% of patients were
willing to try NPTs in a hypothetical situation if they had a fatal
disease. In our study, one in three non-users would consider
trying NP Ts, one-third rejected the idea, while one in three was
undecided. In their hypothetical choice of method, these patients
seem o react more like non-cancer patients preferring homeo-
pathy, zone therapy, diets and vitamins.

Time since diagnosis, symptoms of disease, age and former
use are the most important factors related to the use of NPTs. A
typical user in our study is a man or a woman between 30 and 60
years of age, with more than 3 months since diagnosis and who
has used NPTs for other diseases prior to the diagnosis of cancer,
The patient has mild to moderate cancer-related symptoms. The
disease isincurable and the patient is offered palliative treatment.
The methods preferred by cancer patients differ from the
most popular non-proven methods among patients with pon-
malignant disease.
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In a national questionnaire-based multicentre study, the use of ‘alternative medicine’, here called non-
proven therapy (NPT), was examined. Five questions about the patients’ religious beliefs and their
preferences concerning pastoral sexvices in the hospitals were included. Among the 911 invited patients,
642 (70.5%) were included in the analysis. Spiritual healing, defined as faith healing and healing by
hand, was the most frequently used NPT among Norwegian cancer patients. Almost 50% of cancer
patients using spiritual healing had used NPTs, mainly spiritual healing, prior to the diagnosis of
cancer. Women, elderly people and patients using faith healing described themselves more often as
religious. 139 (23%) of the responding patients reported a strengthening of their religious belief after
the diagnosis of cancer. Patients less than 45 years of age and better educated patienis expressed more
frequenily that all patients should be offered pastoral sexvices during the hospital stay. Older patients,
in spite of being more religious, expressed that the patients themselves had to request such services.

Key words: Norway, alternative medicine, spiritual healing, cancer patients, religious belief, pastoral

service
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INTRODUCTION

For Tai majority of cancer patients, the diagnosis of cancer is
a shocking experience caused by the unpredictability of the
disease and the lack of good trearment results seen in many
cancer forms. Patients’ ‘coping strategies’ in this situation
might differ. In additon to the iraditional psvchological
coping strategies, many patients use ‘alternative medicine’ (1]
or seek help from God, through ‘normal prayers’ or spiritual
healing {2]. The official religion in Norway is Lutheran Prot-
estantism. Approximately 88% (last official count 1980) of
the population are registered as such.

The place of pastoral service in Norwegian hospitals and
how the patients shouid be offered this service during hospital
stay have been debated, but to our knowledge never evaluated,
The use of spiritual healing among the Norwegian general
public was described by Bruusgard and associates [3] in 1978.
They reported spiritual healing to be common especially in

Correspondence to 7. Risberg.
Revised 26 Jul. 1995; accepted 5 Sep. 1995,

the northern part of Norway, Faith healing and healing by
hand (spiritual healing) are well-defined entities in Norway,
both clearly separated in peoples mind from well wishing
and normal religious prayers. These phenomena have not
previously been studied among Norwegian cancer patients.

In a national multicentre study, cancer patients’ use of
‘afternative medicine’ including spiritual healing, here called
non-proven therapy (NPT, was studied. The patients were
also questioned about their religious needs while staying in
hospital.

The aim of this analysis was to examine the extent of use of
spiritual healing (healing by hand or faith healing), and the
factors that influence it among Norwegian cancer patients, At
the same time, we wanted to explore the refationship between
healing and religious belief and to clarify ro what extent the
diagnosis of cancer influences patients’ religious beliefs.

PATIENTS AND METHODS
A nationwide questionnaire-based study was performed in
December 1992 to evaluate the use of NPTs among cancer
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patients in Norway. The study was undertaken at all five
Norwegian regional cancer centres, one in each health region,
to obtain a cross-secrional national sample. Health regions 1
and II are sitnated in the south and south-west of Norway,
including the capital Oslo; health region III in the western
part; and health region IV in the central part of Norway, The
most northern parts of the country are defined as health
region V.

At four of the five regional centres, all in- and outpatients
artending the centres during 1 week were invited to take part
in the study. In the fifth centre, The Norwegian Radium
Hospital (NRH) (health region I), all inpatients seen in the
departments of general oncology (combined medical oncology
and radiotherapy) and department of gynaecology on one
specific day in the same period were included, The study was
restricted to 1 day at this centre due to a much larger sample
size. The age distribution at this centre was similar to the
other cenires. Sixty-three per cent {125/200) of the NRH
population were women, At the other centres, the percentage
of female patients ranged from 53 to 61%. These differences
were not statistically significant (P = 0.5). 44 of the 49
patients with gynaecological cancer were included at NRH.
There were, however, no significant differences between the
group of patienss with gynaecological cancer and the rest of
the participants from NRH with respect to their answers to
the questionnaire. The parients with gynaecclogical cancer
could therefore be included in the final analysis. The partici-
pating physicians ai each centre reported the medical charac-
teristics for all patients attending their institutions,

An expanded version of a questionnaire developed at the
University of Tromsé, Norway, was used [4]. The question-
naire was designed by a consensus of experts and its feasibility
tested in a pilot study among outpatients at the Departiment
of Oncology. A validating study including 31 patients using a
structured interview, with the guestionnaire as an interview
guide was performed. The questionnaire was compieted by
the patients wichin the cutpatient clinics during their sched-
uled wvisits, while inpatients completed the guestionnaires in
their hospital rooms. The patients were asked to answer
questions about their religious beliefs and their use of NPTs.
Forty-eight of the 50 questions in the questionnaire were in a
closed form. In two questions, the patients were nvited (o
add open comiments. Five questions concentrated on patients
religious needs, shown in the Appendix.

Patients able to read and understand the written infor-
mation and the questionnaire were eligible for the study. 911
patients were invited to participate. 101 patients declined to
participate and 128 patients did not return the guestionnaire
to the investigaror. A total of 682 patients (75%) answered the
questionnaire. 33 patients answered the guestionnaire, bus
did not sign the written informed consent form and were
exciuded from the study. 7 patients were excluded because of
missing information on age and diagnosis. The final analysis
was based on a patient population of 642 (71%). A total of
374 women and 268 men with a mean age of 58,5 years,
ranging from 17 to 91 years, were included in the study. Non-
participants were older, had worse performance status and
were meoere often inpatients than participants [5]. Sex and
diagnoses were evenly distributed. 12 patients did not answer
whether they were users of NPTs or not and were excluded
from the analysis concerning differences between the users
and non-users, The number of participants differed in differ-
ent questions owing to missing data.
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The statistical analyses were conducted using the statistical
package SAS with tests for differences between categorical
variables with chi-square as given in the Proc Freq procedure
[6). Logistic regression analysis was used to analyse simul-
taneously factors influencing religious belief, change in
religious belief during time of disease and factors influencing
use of spiritual healing {7). The patients were told that all
information offered would be treated confideatially and that
refusal to participate in the study would not in any way
jeopardise their care and trearment in the hospitals. The study
was authorised by The Board of Ethics of Health Region V.
Permission to store personal information concerning each
patient was granted by the Norwegian Data Inspectorate.

RESULTS

Forty-one per cent (246/600) of the participating patients
considered themselves to be religious, 39% (236/600) to be
non-believers, while 20% (118/600} were in doubt (Table 1).

A total of 24% of the patients (145/594) reported a change
in their religious belief after the diagnosis of cancer (Table 2).
130 parients (96%) reported a strengthening of their belief,
whereas 6 patients (4%) reported a weakening {(data not
shown). Patients with advanced disease and patienss diag-
nosed more than 3 months prior to the study reported more
frequently a change in their religious belief. Similarly, patients
using faith healing and patients who defined themselves
religious also reporred a change in religiousness after con-
tracting canecer,

In a multivariate analvsis of religious faith and change in
belief during cancer disease, women, patients older than 60
years and patients using NPTs were found to a larger extent
1o consider themselves religious. There were no significant
differences between believers and non-believers with respect
to educational level, srage of discase, time since diagnosis,
performance status or treatment intention. Users of NPTs
who considered themselves to be believers and with metastatic
disease, more often experienced a change in the depth of
religious belief during disease compared to other patients. In
the multivariate analysis, dme since diagnosis was no longer
found to be a significant risk factor of change of beliels
{Table 3).

79 of 243 patients (33%) who defined themselves as
believers, reported a change in the depth of their belief, 2 of
whom reported a decline. Among the non-believers, 31/227
(14%) reported a shift in their religious belief. 31 of 110
patients (28%) who were in doubt about their religiousness
reported a change after the diagnosis of cancer, Four of these
patients reported a decline in faith during their disease.

Women, patients with performance status ECOG 2-4, pati-
ents treated for relapsed disease and patients from the Oslo
grea and the western part of Norway, were less satisfied with
the availability of pastoral services {Table 4). Young patients
and those with higher educational level more often stated that
patients should be offered conract with a priest (data not
shown), Of patients less than 45 vears of age, 75/131 (57%)
had this opinion compared to 176/465 (38%) of patients
above 45 years of age (P = 0.001). Among patients using faith
healing, 80% wanted pastoral services 1o be offered 1o all
patients. Very few patients felt that all patients should be
encouraged to meet a priest while staying at the department
{(1%).

A total of 126 (20%) of the 6§30 participating patients used
NPTs in one form or another. When summating ali patients
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Table 1. Religious beliefs according 10 sex and age

Religious In doubt Non-religious
n = 246 (41%) n o= 118 (20%) n = 236 (39%)
1 (%) 1 (%) i (%)
Sex
Female (= 344) 173 (70) 74 (63) 97 (41)
Male (# = 2506} T3 (30) 44 (37) 139 {59)
x* = 43.79 d.f =2 P <0.001
Age in years
15-29 (n = 31} 10(32) 6 (19) 15 (48)
30-44 (1 = 9%) 31 (31) 16 (16) 52 (53)
4559 (1 = 196} 73 (37 42 (21) 81 (41)
60-74 {(n = 194) 83 (43) 45 (23) 66 (34)
75-91 (n = 80) 49 (61) G (113} 22 (28}
X = 26.17 df = 8 P 0.001

42 (6.5%) patients did not answer the question.

Table 2. Changes v religious belief afrer comiracting cancer

Stightly Changed to
No change changed a great extent
7 (%) n {%) n {%)
Sex
Female (n = 340} 250 (74) 63 (19} 27 (8)
Male (= 254) 169 (78) 37 (15) 18
x' = 1.94 df = 2 P 0,34
Age in years
15329 (= 30) 25 (83) 20D 3 (10)
30-44 (i = 90) T (T 18 (19) 7 (7
45--59 (1 = 194) 140 {72) 44 (23) 10 (5
6074 (n = 190) 143 (75) 27 (14) 20010
T5-91 (n o= 84} 70 (83) g (11) 5 (6)
o 14,10 d.f. =8 P=0.08
Stage of discase
Nao disease/local (1 = 263) 214 (18} 36 {14) 13 (5)
Regionalmetastatic (v = 312) 222 (71) 60 (19) 30 (10)
x? = 8,76 af =2 P= 001
Users of NP'1's
Non-users of NPTs (# = 461) 365 (72) 206y 24 (5)
Users, non-religions (= 86) 58 (69 18 (213 G (1)
Users, religious forms (n = 36} 16 (44) 10 (28) 10 (28)
X% = 34,0 duf = 4 P < 0,001
Are you a religious person? 164 {68) 44 (18) 35 {(14)
Yes, I am religious (# = 243) O (72) 25 (23) 6 (6)
I do not know (n = 110) 196 {80) 20 (13) 2 (1)
No, [ an: not religious {n == 227) Xt 40,14 df = 4 P 0.001
Months after diagnosis
0-3 months (n = 162) 133 (82} 24 (15} 5(3)
More than % months (7 = 420) 306 (73) 74 (18) 40 (10}
x* = 8.14 df =2 Pe=0.02

Characteristics such as education, number of relapses, inpatient/foutpatient, intention of weaunent or performance status (ECOG),
did not separate the groups.
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Table 3. Factors tnfluencing patients’ religious beligfs and changes of such during cancer
disease

Religious beliefs
among cancer patients

Change of religiousness
during cancer disease

Variable OR* 95% C.IL OR* 95% C.I
Sex
Male 1.060 Reference 1.00 Reference
Female 3.61 2.32-5.59 0.99 NS
Age in years
15--29 1.00 Reference 1.00 Reference
3044 0.82 NS 1.72 NS
45-54 1.06 NS 1.64 NS
60-74 2.16 NS 1.1¢ NS
75-91 4.01 1.28-12.60 1.00 NS
Use of NPT
No use of NPT 1.00 Reference 1.00 Reference
Use of NPT 2,01 1.52-4.50 1.79 1.12-2.86
(refigious forms
inclusive)
Stage of disease
Local disease 1.00 Reference 1.00 Reference
Metastatic disease 1.27 NS 1.62 1.05-2.49
Religiousness
Not believing in God 1.00 Reference
Uneertain e 2.04 1.13-3.68
Believingmy God e 2.67 1.64--4.,37

“Adjusted for the variables included in the table, i addition to non-important facters in
these analysis, education, family life, time since diagnosis, purpose of sreatnent and {unction

status (HCOG).

using spiritual forms of NPTs alone or in combination with
non-spiritual forms, we found that 63 patients used spiritual
and 63 used non-spiritual forms of NI Ts. In the northern and
western part of Norway, we found that 71% of the users of
NPTs (30/42) had used spiritual healing, Patients from the
castern and southern parts of Norway including Osle used
more non-refigious forms of NPTs. Only 36% (23/64) used
spiritual healing, while 64% (41/64) used non-religious forms
of NPT, In central Norway 50% of the users of NPT's (10/20)
used healing by hand or faith healing (Table ),

When patients using healing by hand alone or in combi-
nation with others NI*Ts were defined as users of healing, we
found that healing by hand was more frequenty used by
women (8%, 29/368) than men (3%, 8/262), a difference of
4.8% {(C.I.: 1.29-8.31) and maore often by younger (10%,
14/134) than older patients (6%, 23/408), a difference of
4.8% (C..: 1.04-8.56). Among patients under 30 years of
age, all users {6/31} used spiritual healing (data not shown).
Non-spiritual forms of NPTs seemed to be more frequently
used by men (13%, 33/262) than women (8%, 30/368) but
the difference failed to reach significance (Table 6), In a
multivariate analysis, spiritual healing was more often used by
patients reporting to be religions {odds ratio (OR) = 5,13,
95% (C.1.: 2.46-10.68) and by patients being in doubrt of their
own belief (OR = 3.39, 95% C.1.; 1.43-8.00) compared to
patients who were non-believers. Significantly more patients

knowing their diagnosis of cancer for more than 3 months
used spiritual healing than patients more recently diagnosed
(OR == 3.15, 95% C.1.: 1.40--7.04) while stage of disease had
ro significant impact on patients decision 10 use spiritual
healing or not (mutually adjasted).

Patients were classified according to their religious belief.
Religious patients used non-spiritual NPTs as much as the
non-religious patients, but used more spiritual forms of NPT
(Tabie 7). Of I3 patients that used faith healing only, 2
expressed doubr whether they were religious or not and 11
defined themselves as believers, Patients employing healing by
hand did not consider themselves as more religious than non-
users of NPTs. Non-religious patients never used faith healing
and only seldom healing by hand, In the group of patients
uncertain about their religious beliefs, healing by hand was
employed, while few used faith healing.

17 of 36 {(47%) employing faith healing had been prior users
of NPTs (faith healing, 8/17, healing by hands, 6/17, and
other types of alternative medicine, 3/17). In contrast, users
of non-religious forms of NPT's had in no instance used faith
healing as treatment for other diseases before contracting
cancer. Of 84 patients that used non-religious NI*Ts as cancer
patients, 33 {30%) had cmployed NIPTs as treatment for an
carlier non~-matlignant disease. 4 of these 33 patients (12.1%)
had used healing by hand alone or in combination with other
NPTs (data not shown).
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Table 4. Satisfaction with spivitual care and pastoral services in the hospital
No Yes
n {%) n (%)
Sex
Femate (n = 198) B7 (44) 111 (56)
Male (n = 157) 51 (33 106 (68)
X = 4.84 df =1 P=0.03
Age in years
15-29 {n = 23} g (39) 14 (61)
30-44 {(n = 70} 26 (37 44 (63}
4559 (n = 112) 39 (35) 73 (65)
60-74 {(n = 108) 42 (39) 66 (61)
75-91 (n = 42) 22 {52) 20 (48)
x? = 4.01 df =4 P = 0.39
Treatment
Primary weatment {n = 151) 59 (39) 92 (61)
First relapse {(n = 76) 29 (38) 47 (62)
Second relapse {7 = 63) 34 (52) 31 {48)
Qutpatient control (i = 57) 14 (25} 43 (15)
X% = 9.86 d.f =3 P 002
BECOG
0 (n=155) 5% (34) 102 (66)
i (n=98) 36 (37) 62 (63)
24 {n = 02) 47 (1) 45 (49)
¥ =731 af =2 P=0.03
Health regions®
Central soutlh/east area (I) (v = 113) 48 (43) 65 {(58)
Qslo area (1) {n = 59) 30 (51) 29 {49)
Western areas (111 (n = 33) 19 (58) 14 (42)
Central areas (IV) {# = 91) 23 (25) 68 (75)
MNarthern areas (V) (n = 59} 18 {31} 41 (710)
¥ = 17.86 d.f = 4 P 0,001
Religious beliel
Not believing in God (== 156) 75 (48) 81 (52)
in doubt {n = 66) 17 {26) 49 (74)
Believing in God (n = 130} 45 {35) 85 (65)
X2 s 11.33 df =2 F=0.003
#Health regions: [ {Norwegian Radiumn Hospital), 1 (Ulleval), I (Haukeland), IV (Trondheim),
V (Tromse}.
Characteristics such as education, number of relapses, inpatients/outpatients, intention of treatiment or
performance status (ECOG), did not separate the groups.
Table 5. Nature of non-proven therapies used by the cancer patients according to health regions (n = 630)%
b
Ceniral {11y (N (Ivy vy
south/east areas Oslo area Western arcas Central areas Northern arcas
Health region (1 == 200) (1 = 134) (n = 62) (n = 153) (n = 81)
Non-users of NPTs (r = 504} 165 (83%) 105 (78%) 45 (73%) 133 (87%) 56 (69%)
Healing by hand/healing by 13 10 12 10 18
prayers
{(n=63)
Other NPTs (n = 63} 22 19 5 10 7
Sum users (n = 126) 35 {18%) 20 (22%) 17 (27%} 20 (13%) 25 (31%)
¥? = 3017 d.f =8 P 0,001

*Missing 12 patients.



Spiriznal Healing Among Norwegian Hospitalised Cancer Patients 279
Table 6. Nature of non-proven therapies used by the cancer patients according to sex and age groups (n = 630)
Sex Age in years
Female Male 15-45 4575 =75
(368) (262) (134} {408) (88)

Number % % P % % % P
No NIP'Ts 80 80 0.98 75 78 96 0.004
Non-spiritual NPT 8 13 0.09 9 12 2 0.02
Healing by hand alone or combined* 8 3 0.02 10 6 0 0.005
Faith healing alone or combined 4 5 0.08 5 4 2 0.6

*1 patients used healing by prayers and faith healing. 4 patients used multiple therapy forms also including healing by hand and faith healing,
These 11 patients are included in the group called healing by hand. 4x? test.

Table 7. Nature of non-proven therapies used by the cancer patients according o their religious
beligfs (n = 589)

Religious In doubt Non-religious
= 240 (40.8%) n=115(19.5%) o 234 (39,7%)

1 (%) 1 (%) 1 (%)
No NPTs 117 (14) 93 (81) 199 (85)
Non-spiritual NPT 25010) 8(7) 27 (12)
Healing by hand
alone or combined® 17 (7)) 11 (1) 8 (3)
Faith healing
alone or combined 21 (9) 3 (3) 0

x¥*= 3094 df s

G P <0001

*7 patients used healing by prayers and faith healing. 4 patients used multiple therapy forms also
including healing by hand and faith healing. These 11 patients are included in the group called

liealing by hand.

For 41 patients, answers concerning faith: or use of NPTs were missing,

The cost of faith healing is very low. Al patients had
used less than NOK 500 {approximately £50). No patients
considered this sum o represent an economical burden.

10 of 126 patients that used NPTs believed that this treat-
ment might cure their disease. Among these patients, 7 used
faith healing and 3 patents non-religious forms of NPTs. A
total of 20% of paiients using faith healing believed in the
possibility of cure. Three patients believed they had been
cured by alternative treatment, All of them used faitl: healing.
One patient had seminomatous testicular cancer stage I, one
patient had breast cancer stage 1 and one patient had meta-
static colon cancer. The last patient died later of progressive
disease.

DISCUSSION

This study suggests that spiritual healing (faith healing and
healing by hand) is used by 10% (63/630) of Norwegian
cancer patients. The use of spiritual healing is therefore as
commonly used as non-religious forms of NPTs, Spiritual
healing is often used in combination with other forms of
NIPTs. We have previously documensed that spiritual healing
is the preferred method when only one method of NPT is
used {5].

The study population is likely to be representative for the

patient population seen in Norwegian oncological centres
since all the major Norwegian treatment centres ook part in
the study. A response rate 1o the questionnaire of 70% is
acceptable as the study population was unselected including
very sick and old patients. The non-participants in the study
were older than the participants. This might have introduced
a selection bias giving prevalence figures higher than the actual
one since older patients use NPTs less often. However, the
participants may under report their use in such a non-anony-
mous study leading to a lower estimate of users of NPT,

The inclusion of faith healing in the group of NPTs might
have confused some patients since they may not define faizh
healing as a form of NPT, If so, this would result in a too low
estimate of the number of patents using faith healing. In a
validating study performed at the University Hospital of
Tromse, 31 patients answered an identical questionnaire.
Fourteen days later the patients participated in a structured
interview where the guestionnaire was used as an interview
guide. This study suggested an under reporting of faith healing
of 30%, but this figure is uncertain due to the small sample
population (only 12 patients were users of NPTs in the study).
The use of other forms of NPTs were not under reported {8},

The finding that spiritual forms of healing are more com-
mon in the western: and northern part of Norway is supported
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by a study of 808 participants in the general population from
1978 {3]. Between 50 and 60% of the respondents from the
northern part of Norway did believe in or had actually used
faith healing while only 15-25% of the study sample from
rural areas in the southern and castern parts believed in faith
healing. In a study in 1977, among 150 individuals of the
general population of northern Norway 51 {34%) used NPTs,
More than half of the participants believed in faith healing or
healing by hand [9]. In a report from two hospitals situated in
the southern part of Norway in 1980, next of kin of recently
deceased patients were asked whether rhe patients did believe
in faith healing or not. Only 15% found reason to believe that
the patients had had such a belief {10]. It could be argued rhat
availability of spiritual healing affects use. The more extensive
use of spiritual healing in northern and western Norway could
also be a reflection of non-spiritual NPT not being available
to the same degree in these regions. Similarly, spiritual healing
could be less available in southern Norway. We have, however,
no reason to believe this is so,

From other studies, it has been known that spiritual healing
I$ common in many countries. In an American study from
1984, Cassileth reported an 18.8% use of spiritual healing
among users of NPTs. It was reported 1o be the fifth most
common used NPT [11]. Iz a report from Switzerland, heal-
ing by hand was frequently employed among users of NPTs
{16.9%), while faith healing was seldom reported (3.6%) [12).

The finding that patients using spirvitual healing had often
employed this technique previously in the treatment of non-
malignant disease, corresponds to our findings of patients” use
of non-religious NPTs [5]. These strong associations with
both type and frequency of earlier use are not reported in
other studies, but seem 1o be strong predicrors for use of
NPTs when becoming a cancer paticnt,

4 of 10 in the study population defined themsclves as
refigions. The same number of participants described them-
selves as non-religious white 2 out of 10 expressed doubt in
own beliefs, This corresponds well with the numbers found in
the general Norwegian population [13].

The finding that | of 4 patients experience a change in
religious intensity after the diagnosis of cancer has been sup-
ported by others. Newelles and associaies [14] comparing
patients from the UK. and the U.8. A, found that 36% of the
U.K. patienss and 67% of the patents from the U.S.A.
described themselves as religious before the diagnosis of can-
cer. Among the believers, 56% of UK. patients reported a
stronger belief after contracting cancer compared to 35% of
the American patients. No patients with a firm religious belief
before cancer reported a reduction in intensity of their beliefs
when contracting cancer. In the group of patients being in
doubt whether they were believers or not, 6 and 7% in the two
groups reported reduction in faith intensity. A German survey
by Berger reported that patients using non-religious NPTs
had a stronger belief than patents not using NPTs (67 versus
33%) during cancer disease {15, 16].

As seen in Table 3, advanced cancer, use of NPTs and
religiousness were factors predicting a higher frequency of
change towards stronger belief among cancer patients during
their disease. These resulss correspond to the findings by
Ringdal from 1994. She found that cancer patients with a
serious progrosis more often defined themselves as believers
[17].

Patients’ description of their belief and their use of faith
healing strongly predict changes in religious belief. The find-
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ing in our study that many users of faith healing have applied
1'eligi01is forms of NPTs in an attempt to cure non-malignant
disease, support the importance of prior religious experiences
with respect to use of religious forms of NPT in later sickness.

6 patients reported a decline of their faith after the diagnosis
of cancer. 2 of these patients deseribed themselves as religious
prior to diagnosis. This may indicate that in time of danger
and despair patients with a Christian background might turn
to God for more support, A reaction of turning away from
God and loosing faith seems te occur very seldom among
Norwegian cancer patients.

The common policy in Norwegian hospitals with respect to
pastoral service has been 10 await patents signalling a wish of
contact with the priest. This policy has been grounded on the
view that faith is a private matter. It has been argued that
offering contact with a priest could be interpreted as a way of
conveying information of bad prognosis to the patient, Others
have argued for a selective offer of pastoral service to patients
where the staff have the impression that this is the wish of
the patents. Studies among murses have indicated that they
inaccurately assessed their patients spiritual needs [18, 19].
The difficulties in such assessments are also demonstrated in
our study. The finding that older patients were less satisfied
with the offer of pastoral service in the hospitals is contradicted
by the finding that they felt that pastoral services should be
given only on demand from the patient. Younger patien:s
seemed to be more open-minded and stated more often that
all patients shoutd be offered these services.

The knowledge about the use of spiriteal healing among
Norwegian cancer patients is very scarce. It is the most widely
used NPT in our study, but we have little information about
the form of faith Lealing applied. Many patients see faith
healing as a very powerful remedy. Some cancer patients
believe that spiritual healing might cure even advanced
disease.
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APPENDIX
Froe questions asked concerning refigious beftef and patients needs of
pasteral services within hospital wards

(1} Do you see yourself as a religious/believing person? Yes, No, I do
not knoze.

(2) Would you say that your faith has changed in strength during
your cancer disease? No, Yes, but only to a stight degree, Yes, very
much so.

(3) If your religious faith has changed during your cancer disease.
Arce you then: A seronger believer in God, Less believing im God.

(4) Did vou find the offering of pastoral service/spiritual comfort
satisfying within the hospital? No, Yes.

(5) Do you feel that an offer of pastoral service/spiritual comfort
should be given to the patients within hospitals? Newver, Only if
demanded by the patient, ANl patients showld be offered such service,
All parients shoild be encouraged to seek contact with a priest,
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This study addressed the use of alternative medicine, here called non-proven therapies (NI Ts),
among hospitalised Norwegian cancer patients. A total of 126 (20%) of the assessabie 630 patients
were users of NPTs. Approximately 43% of all patients and more than 60% of the users of NPTs sta-
ted that they would like NPTs to be an option in hospitals belonging to the National Health Service.
Most users of NPTs (82%) consulted traditional medicine first, while 15% started treatment with
NPTs simultancously. Users of NPTs reported to have received less hope of a cure (30%) from their
physicians than non-users (50%). Users mostly learned about NPTs from friends and relatives. Most
users believed that NPTs might give them strength and relieve their symptoms, Very few patients
believed in a cure (10%). Nearly 40% wevre uncertain of any effect of the NPTs or felt there had been
no effect, 4 patients reported adverse effects. 15 patients had been treated abroad, most of them in
Denmark. Expenses incurred through use of NPTs were mosily moderate, but some patients used
farge sumns of money. Patients’ opinions on whether or not the treatment had been expensive were
closely linked to their anticipation of the effect of the treatment. ¢ 1997 Elsevier Science Ltd. All
rights reserved.
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pies, non-proven
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INTRODUCTION Duteh study, and 16% in a Brigsh study from 1904,
ALTERNATIVE MEDICINEG, here called non-preven therapies  reporced experience with NPTs {7, 8. In the U.S.A.; stu-
(NPTs), refers to a multdtude of hererogencous treatment  dies report use of NPTy among cancer patienis from 9% 1o
modalitics used in & wide variety of discases. 15% [9-117.

The number of users of NPTs among Norwegian cancer
patients is uncertain. Two studies from the late 1470s
report the number of users as ranging from 20% 1o more
than 50% [1, 2]. Studics from other Scandinavian countrics
are few, A Finnish survey from 1980 reporced 45% users
among the participating cancer patients {3]. A similar num-
ber of users were {found in a recent large Danish study [4].
In studies from Germany and Switzerland as many as 40-
50% of the participating cancer patients had been or were

The answers 1o why Norwegian cancer patients are using
NPTs, what type of NPTs they prefer, and their opinion on
which role NPTs shouki play within the official Norwegian
healthcare system are largely unknown. This lack of know-
ledge 1s contrasted by the intense public discussions con-
cerning NPTs and thelr usefulness in the treatment of
cancer as well as other diseases.

In order to assess the use of NPT's among cancer patients
seen in Norwegian hospitals a multicentre questionnaire-
based study was undertaken in December 1992, All major

currently users {5, 6], while only 15% of patients in a recent

cancer ceneres in Norway participated i the study. In two

Correspondence to T Risberg. . . . .
Received 19 Aug. 1996; revised 11 Oct. 1996; accepted 28 Nov. carlier publicadons, using data from this study, we reported

1996, that 20% of hospitalised cancer patients used NPT,
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ranging from 15% to 31% in different partg of the country
[12, 13].

The aim of the analysis described in this paper is to
examine the patients’ cxpericnces and their confidence in
NPTs. Patients’ beliefs in practitioners of NPTs and their

attitudes towards having NPTs as an option in hospitals are -

also presented.

MATERIALS AND METHODS

A nationwide survey designed to evaluate the use of
NPTy among cancer patients in Norway wag initiated in
December 1992, All five regional cancer centres participared
to obtain a good cross-sectional national sample. IHealth
regions I and II are situated in the South and Southwest of
Norway, including the capitai, Osio. Health region I3 cov-
ers the western part, and Health region IV, the central part
of Norway. The most Northern parts of the country are
defined as Health region V. Atv four of the cenires, all in-
and outpatients attending the centres during one particular
week were invited to take part in the study. In the fifth
centre, The Norwegian Radium Idogpital, all in-patients
seen  in the Deparmment of Medical Oncology  and
Gynaecology on one specific day were included. The swdy
was restricted to one day at this centre because of the much
larger sample size due to & wider patient recruitment area.

The study was designed to answer a broad spectrum of
questions about cancer patients and their use of NPTs. An
expanded version of a questionnaire developed at the
University of Tromse was used [14]. The questionnaire was
designed by consensus of experts and its feasibility tested in
a pilot study in Tromse among oulpatients at the
Department of Oncology. A validaring swdy was done
including 31 patents, using a structured inverview with the
questionnaire as the interview guide [15]. Most of the 50
questions in the questionnaire were put in a multiple-choice
form. Patdents were also invited 1o offer open conunents.

911 patients were invited to participate in the national
survey. 101 parients declined to participate and 128 patients
did not reiurn the questionnaire 1o the investigator. A total
of 682 patients (75%) answered the questionnaire. 33
patients answered the guestionnaire but did not sign the
written consent and were, therefore, excluded. 7 patients
were excluded because of missing informadon on age and
diagnosis. The final analysis is based on a paten: popu-
lation of 042 (71%). A rotal of 374 women and 268 men
with a mean age of 58.5 years (range 17-91 years) were
included in the study. 12 of the 642 patients did not answer
whether they were users of NPTs or not and were excluded
from the analysis concerning differences between users and
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non-users. A derailed description of patent characteristics
arc described in two recently published papers [12, 13].

The number of partcipants varied in various guestions
due to missing data.

The statistical package SAS was used for statistical analy-
sis. To test for differences between categorical variables, the
chi-square test as given in the Proc IFreq procedure was
used [16]. After dichotomising the answer categorics, logis-
tic regression analysis was used to analyse simultancously
factors influencing patients’ perception of hope connected
to the given weatment at first contact witl their physician
[17]. The answers “No hope of improvement” or “only
very little hope of improvement”, connected to the treat-
ment given, were analysed as “little hope”. Patients report-
ing that their physician had promised them “much
improvement”, “very much improvement” or “1o cure their
disease” were analysed as given “‘rauch hope”.

The study was authorised by The Board of Ethics of
Health Region V. Permission was granted by the Norwegian
Data Inspectorate to store personal information concerning
patients.

RESULTS

As previously published [12, 131, 20% of the participating
cancer patients used, or had been users, of one or more
types of NPTs. At the gme of the survey, 73% of the
reported users were still using NPTs while 27% had ended
their use. The patients had used NPPTs for less than one
month up o more than 2 vears {mean 44 weeks, range 2
144 weeks).

The concept of NPT was defined as the use of faily heal-
ing or healing by hand, homeopathy, zone therapy, herbs,
vitaming or diet treauments, or injection therapics such as
Iscadore (a mustletoc preparation) and “Nioer” therapy.
Nitter therapy consists of vitamin B12, gammaglobulins,
tranexamic acid, multivitanuns and nutritional supplements.
Patients could also add any other types of therapy as a re-
sponse 1o an open question. Fifty per cent of the users of
NPT used faith healing or healing by hand {spiritual tvpes
of NFTY alone, or in combination with non-spiritual forms
of NPT. Spiritual types of NPT were commonly used in the
Western and Northern paris of Norway,

Place and importance of NFPTs in cancer vreamment

Sixty-seven per cent (82/123 patients) of the users of
NPTy and 34% (168/490) of the non-users believed that
practitioners of NPTs possess useful knowledge in the treat-
ment of cancer. Sixty-three per cent (76/121) among users
and 38% (185/487) of the non-users of NPTs reported a
positive artitude with regpect to NPTy being offered in

Table 1. Patient trust in practitioners’ of NPTs and theiy oplvion about the place of NPTs within our public hospitals

Users of non-proven therapy (%)

MNon-users of non-proven therapy (%)

Do not Do not
Questions asked No Yes kiow Ne Yes know P
Might practitioners of NPTs have useful
knowledge in the fight against cancer?™ 4 30 24 34 42 >0.001
Should NPTs be an option within our hospitals?*# 8 20 24 38 38 >0.001

Number of participants in the two guestions

Users of NPT
123
121 487.

Non-users of NPT
400
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Table 2. Parient trust i the prowmises of a practitioner of NPTs compared 1o thelr wust i that of a physician

Users of non-proven
therapy (= 118) (%)
Mayhe cure/ Not 1o be

Non-users of non-proven
therapy (n = 466) (%)
Maybe cure/ Nort 1o be

Questions asked Cure almost cure cured Cure almost cwre cured P
If a practitioner of NFTs promises you that his 23 11 23 48 29 0.001
treatment will cure vou, what would your

expectarions be?

I a physician promises you that his trearment will 60 1 71 27 2 0.06

cure you, what would your expectations be?

Norwegian hospitals (Fable 1), Padents between 30 and 60
years of age belleved more often (52%, 156/300 patients)
than other patients (30%, 97/325) that practitioners of
NPTs possess important knowledge concerning the treat-
ment of cancer (I’ < 0.001). This age group of patients also
fely more often (51%, 151/297) than younger and oider
patients (35%, 110/31%) (P=10.001) that NPTs should be
an option within our hospitals. Sex, education, diseasc-
related characteristics, such as stage of discase, time since
diagnosis and type of planned trearment, had ne impact on
the patienss’ answers to these guestions.

Forty-nine per cent (300/611) of the patients believed
that a closer co-operation between oncologists and prac-
titioners of NPTs with regard to treaument of cancer would
be important, while 28% {173/611) believed thar such ce-
operation would be of lule or no value.

Twenty-three per cent of both users and non-users of
NPTs believed they would be cured from cancer in the
hypothetical situation where @ practitioner of NPT promised
that the therapy would cure them. Sevensy-one per cent of
patients using only conventional treatment believed conven-
fonal treatment would cure them, if promised so, compared
o 60% among users of NPT, Only 1% of users and 2% of
non-users found promises of a cure given by a physician to
be of no value, Twenty-nine per cent of non-users and 11%
of users of NPTs believed such promises given by prac-
tioners of NPTs to be of limited value (Table 2).

The influence of the disease-related and demographic fac-
tors on the amount of hope given to the patients by their
plivsician, as pereeived by the patients, is shown in Table 3.
Patients with widespread diseasc and patients who had
known their diagnosis for more than 24 months feit that
they had been given less hope of cure. Users of NPTs
(30%) felr they had been given less hope of cure than nen-
users (50%). Thirty-seven per cent of the users of NFTs felt
that they had been left no hope or only very litle hope by
their physician. Among non-users, 19% reported being left
lizie or no hope. Patients from the Western part of the
country reported to have received a higher degree of hope
from their physicians than patents treated in other parts of
the country. Gender, family situation and education did not
influence perception of kope given by the physician,

When and why did the patients start use of NPTs

104 patients (83% of users of NPTs) responded to the
question about when they started their use of NPTy in re-
lation to when they started medical treatment. Eighty-two
per cent (85/104) reported that they were treated initially
with conventional methods followed by NPTs. 4 patients
(4%) started NPTs prior to medijcal treatment, while 13

patients (13%) started sciemiific medical wreatment and
NPTs simultancously. 2 patients reported that they did not

recelve any conventional treatment.

Dxpecraions and reported sffects of NP5, recommigndations o
other parients. Patienss were given a muliiple-choice st of
different reasons to start using NPTs. The most common
reason to start MNPTs was Dbelieving in the methods
Table 3. The amowin of percetved hope given 1o the patients by

their physicians

Variable OR 95% (I
Stage of discase
No disease, local disease 1.00 Reference
Locoregional discase/metastatic discase 0.29 0.15-0.56
Use of NPTs
No use of NP Ts 1.00 Reference
Uscr of NPTs 0.42 0.23--0.77
Months since diagnosis
0--3 months 1.00 Reference
46 months 0.71 (0.24--2.12
712 months 1.07 0.37-2.06
1324 months 0.77 0.31-1,93
More than 24 months 0.34 0.15-0.76
Health region™*
\Y 1.00 Reference
I\ 1.01 0.42-2.45
1 1.76 0714130
11 1.10 0.46-2.91
11T 3.83 1.14--12.84
Age in years
1529 1.00 Reference
30--44 0.30 0.06--1.39
4559 0.3 0.06~1.58
6074 0.16 0.03-0.83
7591 0.36 0.06-2.32

“The logistic regression analysis i3 adjusted for the variables
included in the table, in addition to scx, cducation, family life and
performance status (ECOG3.

Question asked:

How much hope did the doctor at heme or at the hospital give you
before start of the treatment he prescribed for you?

Ijlu nn!)rovcnwm (earegorised as ltde hope)
Some improvement i
Much improvement
Very much improvement (catégorised as imuch hope)

Cure of discase

#5{ealth regions 1 and 1T are situated in the South and Southwest
of Norway, including the capital, Qslo, Health region I covers the
Western part and Health region IV covers central Norway. The
most Northern parts of the country are defined as Health region V.
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Table 4. Reported, compared 1o anticipared effects of NPT
among users of NPTs

Paricnrs’ reports Patlents’ reports
of acrual
effect of NPTs

of possible
effect of NPT

Effeet Gr= 1043 (%Y Qe=10d) (%)
1. Prevent rekapse 0 0
2. Give a partial remission 3 3
3. Cure the disease 10 3
4. Prevent growth of disease 4 1
5. Provent merastatic disease 2 1
6. Improve general condition 7 36
7. Do not know 12 32
8. Improvement in physical
resistance 16 No option®
9. No effect No option® 7
Combinations
6, 8 16 No option®
Multiple 21 3
Other combinations ] ]
Total 1300 100.0

*Not an option in the multiple-choice answers.

undertaken or being advised by others 33% (35/1006).
Thirteen per cent (14/106) used the trearment in an attempt
to strengthen their immunological defence. 8 patients (8%)
gave other reasons than those offered in the multiple-choice
list. The rest of the patients stated multiple reasons to start
NPTs. No patients reported that lack of trust in traditional
medicine, or that no offer of treatment was given, 10 be the
main reason for using NP'Ts, The physicians” direct influ~
ence on the use of NPTy was low. Ninewy per cent (94/104)
of the vsers stated that their doctor had neither advised for
nor against the use of NPTs. In 6% (6/104) of the patients,
the physician had advised them to use NPT,

Patients” opinion on a potential effect of NPTs compared
to patients” reported effects of the wearments used are
shown in Table 4. Patients using NP Ts were first asked to
report on the actual effect they had experienced with their
chosen NPT, and in a second guestion o state the theoreti-
al oprimal cffects of the reamment. 41 patdents {39%)
believed that the use of NP T's might improve physical resist-
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ance and/or their general condition. 10 patients {10%)
believed NPTs could cure their cancer. Most patients
expressing this view were users of spiritual NPTs. Only 3
patients (3%) believed they had been cured by the NPTs. 7
patients (7%) believed that the weatment had had no effect.
Thirty-cight per cent (39/104) felt that the weatment had
improved their general condition, whereas 32% (33/104)
were uncertain with respect to whether the used non-proven
treatment had any effect at all.

59 patients (53%) using NPTs would recommend NPT
to other cancer patients, while 31 patients (41%) would rec-
ommend the use of NPTy with some reservations. Six per
cent would advise other patents not 1o vy NPTs In the
groupr of 90 patients that would reconunend other patients
to ry NPTs to a greater or lesser extent, their recommen-
dations were mostly in accordance with their own choice of
NPTs.

Treaiment abroad, side-cffects and cosi of teatment

Cosis. Fiflty-five per cent (52/94) of 1the responding
patients had used less than £200 on NPTs, 15% (14/94)
had used berween £200 and £400 and 30% (28/94) more
than £400. Users of non-religious variants of NPT's usually
paid more for their weamments. Only 9% (9/103) of the
users had received any form of economical support in re-
lation to the use. A total of 42% (44/105) of the users of
NPTy felt that the treatment had been expensive. Among
patients receiving palliative treatment, 56% reported the
NP'Ts to be expensive as did 19% of patients being treated
with curative intent. Padents who had experienced relapse
of disease after the nmal treamment also  found the
treatment 1o be expensive (Table 53,

15 patients (14%), mostly in the age group of 45-59
vears, had been uweated by practitioners of NPTy abroad.
Most of these pauents were treated in The Norwegian
Radium Hospital (7 patientsy and at Haukeland THospiral,
Bergen {4 patients). IFrom the other centres, very few
patients (4/66) had been treated abroad. 11 out of I35
patients had been reated in Denmark, 7 patients had visited
clinics abroad once, while 8 patients had been weated from
25 times. Diets, herbs and Iscador were the most used
methods offered abroad. 5 parients had paid bewween 100

Tabie 5. Pauents vieze on the cosis of NPT

Trearment ot expensive

Trearment was expensive

Missing
" (%) I (%) Pyalue information
Stage of weatment
Primary rreatment {# = 33) 20 (79) 7 21 0.003 241
First or sccond relapse (= 373) 33 (48) 36 (52)
Intention of trearmient
Cure (= 33) 25 (81) ¢ {19y (0,002 30
Palliation {# = 59) 26 (44) 33 (56)
Treatment modalities
Nen-religious forms (= 735) 37 (49) 38 B0 0.004 21
Mixture of treatment forms with
some sort of faith healing (0= 19) 13 (68) G (32)
Faith healing alone (a=11) i1 (100} o (D)
Costs of treanment
Tess than £200 (n=41) 37 90y 4 (10) <(.001 36
More than £200 (r=51) i5 (29) 36 (7D
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and £1000 for the treatment abroad, 7 patients had paid
between L1000 and £4000 and 2 padents more than
£4000.

Side-effects. 25 patients of the 40 patients that had
stopped using NPTs reported their reason for doing so. 8

patents (32%) stated that they had completed their
weatment. The semaining patients had  stopped  their

treatment becanse of loss of confidence in the methods, for
cconomical reasons, or because of side-cffects. 4 patients
specified  side-cffecrs as the reason for stopping their
rearment. 3 of these patients had used injections with
Iscador. One patient had suffered an anaphylactic reaction
causing hospitalisation. 2 patients had localised  allergic
reactions at the site of the injection. One patient recciving
homeopathic sreatment reported a  generalised allergic
reaction,

Information of NPTs, patients’ experience of outside pressure and
CritCIsin

The users of NPTs were informed about NPTs by their
relatives and friends in 64% (66/103) of the cases. No
patient had received their main information abour NFPT's by
radio or television, while 5% (5/103) of the patients staved
magazines to be their main source of information abour
NP Ts.

A total of 85% (497/587) of all patients, both users and
non-users of NPTs, had felt no pressure from thelr relatives
and friends to use NPTs for their cancer disease. 83
patients {14%) had felt some pressure. Among patients aged
30-45 years, 25% (25/100) had felt some pressure. This
difference  between groups is  highly  significant

age

(P=0.001). Fourteen per cent (15/110) of the users of

NETs fels they had been criticised for their use of NPT,
while 84% (92/110) stated that they had felt no critcism
from anyone because of their use of NPTs.

DISCUSSION

This study shows that approximately 41% of the cancer
paticnis seen in specialised cancer centres believed that
practitieners of non-proven therapy might have some know-
ledge that would be uscful against cancer. Lven more
patients wanted non-proven methods to be an option within
our hospitals, However, the questions given to the patients
concerning their opinion on the importmee of NPT in the
treatment of cancer, and whether or not NPT should be op-
gional in hospitals, were general, and not rveswricted 1o
methods favoured by the patients. The answer given by the
patients might, therefore, be biased since it is possible that
many patents believe that thelr preferred methods should
be an option in our hospitals, but that other methods should
be excluded. The results are, however, consistent with the
findings of a Norwegian study [18] performed in 1976
where 67% of the participating non-cancer patients were
prepared to try NPTs in a hypothetical situation of having
contracted a potentially life-threatening  diseasce. Studics
among cancer patients from other countries also support
our findings. In a Canadian report from 1984 [19], only 7%
were users of NPTs, but as many as 70% would consider
using it. In a recent large Dutch study, 50% of the patients
were interested in NPTs as weatment for their cancer dis-
case |71,

It has been argned that one of the main reasons why can-
cer patients start using NPTs might be that they feel neg-
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lected by their own physicians {20]. This study did not
confirm this hypothesis, Only 2 very small fraction of our
patient pepulation stated that their physician had had any
impact on their decision to start lreatment with NPTs.
However, we found a great difference between the non-
users and the users of NPTs in the way they perceived that
their physician had given them a hoepe of cure. Nearly four
out of ten users felt that they had been given no hope or
only very little hope of a cure from their physicians, com-
pared to two out of ten non-users. The primary contact
with the physician might, therefore, be of importance with
respect to patients’ later choice of therapy, Whether or not
this difference in perceived hope reflects a wue difference in
hope given, or simply reflects a difference in understanding
between the two groups is unknown. In a study by Downer
and associates [8], similar conclusions were made: users of
NPTs were less satisfied with conventional trearment, lar-
gely because of side-effects and lack of hope of a cure.

The patients’” were asked about their reasons for starting
NPT and their expectations from it. The angwers might be
biased by the muliiple-choice design of our siudy, even
though the respondents had other options than those
offered by us. However, the main reasons given, that of
believing in the methods and being advised by others, are
supported by other results in our study. As garlier reported
(12}, more than 4 out of 10 cancer patients had previcusly
wsed NPUs as a wreatment of non-malignant disease. It
therefore, seems likely that the use of NPTs for many
patients is a known way of dealing with a health problem.
The observation that information and advice given to the
paticnts abour NPTs are mostly given by family and close
friends is also supported by others {3, 7]. In a study among
Norwegian non-cancer patients [21], 41% reported family
and friends 1o be their main informants of NI*Ts in com-
parisen to 64% in our patient population, It is possible that
cancer patients in a difficult situation receive advice from
close friends and family, and listen to it, o a higher degree
than patients with less threatening diseases. It is possible
that this process represents a way of coping both for the
patient and the family. Patients” modest expectation of poss-
ible effecis of the treatment are also found in other studics
[5-7]. Most patients scem to use NPTs as supportive reat-
ment, with hopes for improved physical resistance and
improvement of their general conditien. Only few patients
use the NPTs with a curagve intent. It is interesting that
patients trust the promises from a physician, but do not
belicve in promises of a cure given by practitoners of
NP Ts. It supports the low expectations of effect reported by
the paticnts and supports patents” strong beliefs in scientific
medicine. [n the often heated debates between supporiers of
NPTy and supporters of scientific medicine, patients’ mod-
est expectations of NPTs are mostly forgotten. Instead,
possible cure, side-effects of weatments or absolute absence
of such are the topics.

In the same way that many patients have modest expec-
tations of the treatment effect of their chosen NPTs, most
Norwegian users of NPT alse use only small amounis of
money on the tweamment. This is alse reported in forcign
studies [4-7]. The finding thar the padems’ opinjon on
whether the treatment is expensive or not is related to their
Leaith siruation is interesting. It supporss the finding that
the patients’ use of NPTs are linked 1o their expectations of
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benefit and that how they consider the costs is related to
their apinion as to a possible effect of the treatment.

Why should we then bother with patients” use of NP'T's
and the practitioners supporting their treatment? One of the
main concerns amoeng physicians are the possible side-
effects of NPTs. Side-effects may be mild but may also be
life-threatening {22]. The aspect of delay might also be of
importance [23]. Patients with a possibly curable disease
could choose NPTs and postpone medical treatment. In
such situations, physicians have a moral obligation to inform
the patients that no valid documentation exists proving that
NPTs can improve their chances of survival nor relieve their
symptoms. Among the group of young patents in our
study, as many as 25% had felt sirong pressure from rela-
tives and friends to use NPTs. This might add to the
already heavy burden for this vulnerable patient group.

It is important that raditional medicine secures the best
possible treatment for patients. However, we have to respect
the patients” choice of using NPTs, The treatment of cancer
patients is not only refated to diagnosis and the correct use
of chemo- and radiotherapy. Optimal patient information
and communication will improve patients’ ability to cope
with a difficult sitvation and help them adjust to the sim-
ation. Improvement in this part of the doctors’ skill may
reduce the need for use of NPTs.
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Cancer Patients Use of Nonproven Therapy:
A 5-Year Follow-Up Study

By T. Risberg, E. Lund, E. Wist, 5. Kaasa, and T. Wilsgaard

Purpose: To investigate the prospective pattern of
use of dlternative medicine, here called nonproven
therapy (NPT), among oncologic patients during o 5-
year period, and the relationship between this use and
survival, a questionnaire-based follow-up study was
performed at the Department of Oncology, University of
Tromsm, from 1990 to 1996,

Patients and Methods: Two-hundred fifty-two pa-
tients answered the first questionnaire during the pe-
riod July 1990 to July 1991, Eligible patients were
mailed follow-up questionnaires after 4, 12, 24 and 60
months. A telephone interview performed after the last
follow-up guestionnaire showed little disugreement with
the prospective collected information as regards the
number of patients reported as users of NPT (kappa,
0.92).

Resuits: The number of patients who reported ever
using NPT in each cross-sectional part of the study
varied between 17.4% and 27.3%. However, the esti-
mated cumulative risk of being a user of NPT during the

HE NUMBER OF CANCER patients who use alterna-
five medicine or nonproven therapies (NPTs) varies
from 5% to 60% in reported studies.! This large difference
might bhe due Lo geographic, socioeconomic, religious,
cultural, demographic, or disease-related factors. Another
reason for the reported Jarge variation in the number of users
could be the different ways the information is collected
(different interview techniques and questionnaires).” Further-
more, untii now, all of the surveys performed have been
designed cross-sectionally, often with nonrepresentative
samples of patients. The heterogeneity of the reported
patient populations could therefore be of major concern. The
differences in study design might thus expiain some of the
differences found with regard to the influence of demographic
and disease-related factors on cancer patienis’ use of NPT,
The relationship between the use of NPT and survival has
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follow-up period was 45%. Seventy-four percent of NPT
wsers in this north Norwegian study population used
faith healing or healing by hand (spiritual NPT) alone or
in combination with other forms of NPT, The proportion
of patients who used spiritual versus nonspiritual forms
of NPT was consistent throughout the follow-up period.
Women were more often users than men {50% v 31%,
P = .002). Patients older than 75 years of age seldomly
used NPT. The 5-year observed survival rate was not
influenced by the use of NPT. Adjusted for sex, age, and
diagnosis, patients with a high educational level had o
borderline higher 5-year survival rate than patients
with less education (P = .06).

Conclusion: Qur results demonstrate thai cross-
secHonally designed studies will underestimate the num-
ber of ever-users of NPT in a cancer pafient population.
The use of NPT does not influence observed survival
among cancer patients seen in north Norway.

J Clin Oncol 16:6-12. © 1998 by American Seciety of
Clinical Oncology.

rarely been studied. In a population of patients wilh breast
cancer who attended the Bristo} cancer help center in the late
1980s, survival was analyzed.® No differences were found
between users and nonusers of various alternative treat-
ments. The same conclusion was reported by Cassileth et ai’
in 1991 in a study that compared survival rates between
patients who received the so-called Livingston-Wheeler
therapy?® versus patients treated with conventionai metheds,

1n an attempt to study how the pattern of NPT use changes
throughout the life of cancer patients, we started a prospec-
tive study in 199C with a S-year follow-up period. This also
gave us the opportunity to study survival with regard 1o
patients’ use of NPT.

PATIENTS AND METHODS
Questionnaires

A tongitudingl questionnaire-based study was performed at the Depart-
ment of Oneology, University Hospital of Tromss, during the period July
1990 1o June 1996, Questionnaites were based on multiple-choice questions.
Patients were additionally invited 1o give open connnents. The questionnaires
were designed by a consensus of experts and their feasibility tested in & pilot
study in Tromse among owpatients ai the Depatment of Oncology. A
validating study was performed of the last three questionnaires, which were
mailed (o 31 patients affier 12, 24, and 60 months and used a struclwed
interview with (he guestionnaire as an interview guide.?

The first questionnaire, presented o cancer patients on arrival at the
oncology unit in the period July 1990 to June 1991, was designed to
assess patients” attitudes and their use of NPT, The guestionnaire also

Jovrnal of Clinical Oncology, Vol 16, No 1 Uanuary), 1998: pp 6-12
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Table 1. Longitudinal Study of Nonproven Medicine: Five-Year Follow-Up

Patients Answering

Invited Dead Since Last Curnulative Risk of All Possible Questionnaires:
Parlicipanls Queslionnaire Nonresponders Responders Being Dead Percentage Compliance
Questionnaire No. [0Y) {n} {r) {n) {%) {%)
1 {start of study} 263 - 11 252 - 96
2 {4 months) 210 42 29 18} 16.7 86
3{12 months) 162 48 30 132 357 82
4 (24 months) 135 27 37 98 46.4 73
5 (60 months) 110 25 17 93 56.3 85

Total

69*

*Atotal of 173 of 252 participating patients answered cil questionnaires possible, for an overall complicnee rate of 69%.

addressed topics like patients’ opiniens on causes of cancer, need of
information, and psychologic distress connected to delay before admit-
tance (0 our depariment. Results from these parls of the study are
reported elsewhere. ™12

Four months after answering the first questionnaire, patients received
a fellow-up questionnaire by mail. This questionnaire [ocused on
possible changes in their use of NPT and their opinions of perceived
information and communication during their stay i the Departiment off
Oncology. The next three questionnaires were mailed to the patients
after 12, 24, and 60 months after arrival al the oncology uait and
focused in more detail on different aspect of palients’ use of NPT,

In addition, a quality-of-life study was included in the survey. To
estimate patients” mental distress, a validated combination ol five
gquestions’® from the General Health Questionnaire (GHQ) 20 was
submitied to the patients in the first and the second questionnaire. In
questionnaires 3 to 5, eligible patients answered (he complete GHQ 20
and the Buropean Organization for Research and Treatment of Cancer
(EORTCY 30 questionnaire. This information was not used in the
present analysis. Patients who did not respond to the questionnaire were
sent one reminder.

Patients

All cancer patients referred to the Departiment of Oncology, Univer-
sity Hospital of Tromsg for the {irst time were eligible for the study. To
be included, patiems had fo be able 1o read and understand the
questionnaire. Patients with a poor performance status {Fasters Coop-
erative Cneology Group [ECOG] = 4) were considered ineligible.
Patients were promised confidentiality, bul not ancenymity, hecause of
the longitudinal design of the study.

At inclusion in the study, a physician responsible {or the patient
completed a questionnaire that concerned patient diagnosis, time since
diagnosis, stage of disease, performance status (ECOQ), and aim of
treatment (palliative/curative). Patients filled in a questionnaire, stored
by a clerk in the department, which gave infermation on dewmographic
data, including level of education, cccupation, marital status, and living
conditions. Oncology providers were nol given any information about
the patients’ use of NPT

Of 263 eligible patients, 252 (95.8%) filled out the first questionnaire.
The mean age was 58 years (range, 17 1o 89) 52% of (he study
population were men. Most patients (75%) bad only an clementary
school education. Eighteen percent lived atone, while the rest of the
patients Hived with family or close relatives.

Sixty-nine percent of patients had been informed of the malignant
diagnosis less than 3 months belore stedy inclusion. Fifty-eight percent
of patients had localized/regional discase, while the rest had locaily
advanced or melastatic disease. Fifty percent of patients were clagsified
as ECOG 0 and 39% as ECOG 1. Treatment was given with a corative

intention in 45% of cases. Details concerning patients” discase-related
and demographic factors al the stwt of the study have been reported
previously. ™

A total of 142 patients (56%) died during the study period {Table 1).
Response rales (o the mailed questionnaires after 4, 12, 24, and 60
months were 80%, 82%, 73%, and 85%, respectively. A total of 173
patients returned all possible questionnaires, for an overall compliance
rate of 69% (173 of 252; adjusted [or ime of death).

Use of NPT

The concept of NPT was defined a5 the use of fzith heating or healing
by hand, homeopathy, zone therapy, herbs, vitamins, or diet treatments
and injection therapies such as Iscadore and Nitter therapy. Nitter
therapy consists of vitamin Bps, gammaglobuling, tranexamic acid,
multvitamins, and nutritional supplements. Patients could also add any
other types of therapy as & response 1o an open question. Faith healing or
healing by hand are referred 1o here as spiriial NPT, and other types of
NPT as nonspiritual NPT, If patients had used combinations of spiritual
healing and nonspiritual healing, they were registered as users of
spiriluat healing. The concept of ever-user of NPT is defined as a patient
who vsed one or more methods of NPT one or more tmes dering the
follow-up peried.

Telephone Interview (validation)

To validate patients’ status as users or nonusers of NPT, all patients
reported o be alive after 5 years were invited to participate in a short
semistructured telephone interview in November 1996, Ninely-six
patients were eligible. Twenly-one percent {20 of 96) of patients
declined participation. The reasons [or nonparticipation in the interview
are unknown 1o us {he ethical commitice did not give permission o
make such inquiries). Among the remaining 76 patients, 96% (73 ol 76)
were interviewed (one patient was excluded because of deafness and
two patients could not be contacted), Participants in the interview were
somewhat younger than nonparticipants (imean age, 50.2 years v 57.0
years; 7 == 02). (Mherwise, there was no significant difference between
participants and nonparticipants in the inlerview as to sex, educalion, or
use of NPT as measured in the questionnaire-based study. The interview
focused among other things on patients’ knowledge of difTerent types of
NPT and whether they had vsed one or more 1ypes ol NPT as treatment
for cancer. Patents” perceplions of different lorms of spiritual healing
were explored. The proportion of agreement between the guesticnnaire-
based follow-up study and (he telephone inferview with regard to the
status of paticnts as ever-users or never-users of NPT was 0.96 {95%
confidence interval, 0.91 o 1.00) or kappa = (.92.)% Twenty-nine
patients were registered as users in the questionnaire-based study and in
the interview, Three patients registered as users only in the interview; all
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Table 2. Patients Alive ot Start of Study and After 4, 12, 24, and 60 Months

Start Population Alive ot (menths)
Malignency No. % 4%} 12(%) 24 {%} 50 (%)
Breast cancer 52100 96 79 69 42
Lung cancer 40100 45 25 13 13
Urogenita! cancer 40100 85 70 58 58
Malignant lymphomas 30 100 100 97 90 83
Gastrointestinal cancer 30 100 63 37 7 13
Head and neck cancer 15100 100 93 &7 40
Gynecological cancer 13 100 100 49 62 46
Smaller diagnostic groups 32 100 72 63 56 50
Tota}
% 100 83 64 54 44
No. 252 210 162 135 110

reported that their next of kin Tad contacted 2 faith healer one time and
that this contacl were made without their knowledge. These three
patients are registered ag nonusers in the previous caloutation. Among
the three patients reported as users in the guestionnajre and 1ot in the
interview, one paticnt had used zone therapy, one patient used “other’”
methods, and one patient used spiritual healing, Forty-one patients in
both groups were registered as nonusers, However, comparing the
different methods of NPT used among patients who participated in the
interview and in the follow-up study, & somewhat larger discrepancy
emerged. In 77% (56 of 73) of patients, the questionhaire-based swdy
and the interview rendered equal results, while in 11% and 12% (eigh
of 73 and nine of 73}, there was no or only partial agrecment between
the two studies. In 10 cases, additional types of NPT were reported in
the questionnaire-based study compared with information given in the
interview. All of these patients reporied use of nonspiritual types of
NPT. In the interview, three patients reported the use of spiritual NPT
and three patients described the use of herbs that weie nol reported
during the follow-up period in the prospective study. One patient
reported the use of homeopathy in the first guestionnaire and only the
use of faith healing in the interview,

Statistics and Ethics

Statistical analyses were performed by the stalistical computer
program SAS.¢ Cox's proporlional hazards regression was used 1o
assess the impact on survival adjusied for the use of NPT ancl important
demographic factors such as sex, age, level of education, living
conditions, and disease-related factors (diagnosis, iime since diagnosis,
stage of discase, performance status {ECOG], and aim of treatment
patliativefcuraiive). The same statistical method was used to asses the
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importance of the independent variables on the risk of being a user of
NPT during the study. The cumulative risk of being a user of NPT was
calenlated using the Kaplan-Meier method and presented in a life-table
analysis.

The study was authorized by the Board of Ethics of Health Region V.

RESULTS

Longitudinal Questionnaire-Based Study

The distribution of diagnoses among participating pa-
tients at the start of the study and the percentage of patients
alive in each diagnostic group during the follow-up study are
listed in Table 2. As reported earlier, no significant difference
was found with regard to diagnosis between participants
compared with all patients seen in the Department of
Oncology during the study period.™

Table 3 lists the use of NPT in the study population during
the 5-year follow-up period. Users of NPT in each cross-
sectional part of the study were defined as ever-users (used
NET one or more times during the follow-up period) and as
new users of NPT {started use since last follow-up evalua-
tion). The percentage of patients who used NPT varied from
17.4% to 27.3% in the different parts of the study. At
inclusion in the study, 44 patients were users of NPT, Among
these, 41% (18 of 44} had known their malignant diagnoses
for more than 3 months. During the entire study period, 40%
(101 of 252) of patients had used NPT on one or more
occasions. The number of participants who reported new use
of NPT who used faith healing and healing by hand only
varied in the cross-sectional parts of the study from 50% to
64%. In total, 74% of NPT users in this north Norwegian
study population used spiritual forms of NPT (alone or in
combination with nonspiritual forms).

The majority of users (26 of 44) started their use less than
3 months after becoming aware of their cancer or during the
first 4 months (36 patients) of the study (61%, 62 of 101

After 5 years of foliow-up evaluation, 110 patients were
stitl alive. The material was analyzed with the life-table
method adjusted for mortality within the study population.
The cumulative risk of becoming a user of NPT daring the

Table 3. Longitudinal Study of Nanproven Medicine: Number of Users of NPT During 5 Years of Foltow-Up

Type of NPT Among New Users

) Mo Users of NPT
Ever-Users of NPT Since Lasl Questionnaire Spiritual NPT Spiritual NPT Nonspirilual
Quastionnaire No. No. % [n) Grly [n) Combined {n) {nl
1 (Start of study)t (n = 252) 44 17.4 — 28 2 14
2 {4 months)t {p = 210) 54 25.7 36 25 4 7
3112 months)t {n = 162) 38 23.5 10 é 2 2
4124 months)t {n = 135) 24 17.8 4 2 2 0
5160 months|t {n = 110 30 273 7 2 1 4
Totcl - - 101 63 1A 27

*Patients who used NPT 2= 1 fime during the follow-up period.
fumber of putients alive in each cross-sectional part of the study.
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S-year follow-up period was 45.0%. The use of NPT was
established mainty during the first year of follow-up evalua-
tion. The probability of becoming a user of NPT and the
percentage of patients who survived during the follow-up
period is shown in Fig 1.

After 5 years of follow-up evaluation, women more often
than men had used or were users of NPT (women, 50% [61
of 1221, men, 31% [40 of 130]; £ = .002). In accordance
with this difference in use between sexes, we found different
patlerns of use in the different diagnostic groups. The rate of
use of NPT in women with breast cancer or gynecologic
cancer was 54% (35 of 65) during the study period. Among
diagnostic groups composed of or dominated by men
(cancer of the lestis, cancer of the prostate, and cancer of the
lung), 28% (22 of 80) were users of NPT. Seventeen percent
(four of 21) of patients older than 75 years became users
during the study. In the intermediate age group (30 10 39
years), 50% became users.

The risk of being a user of NPT was analyzed using the
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Fig 1. (A} Probability of becoming a user of NPT; and (B} percentage of
patients surviving during the follow-up period,
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Table 4. RR and 95% Cl of Dying During Study Period Related to Disease
and Demegraphic Factors

Variable RR 5%l

Sex {male/female) 11 0.72-1.71
Age, years

45-5¢ 10 Reference

15-29 0.5 0.06-3.42

30-44 0.8 0.43-1,66

60-74 0.9 0.59-1.42

7590 1.4 0.74-2.68
Education {higher/elementary) 0.6 0.36-1.02
Treatment intention (palliation/cure) 2.1 1.26-3.28
Performance statys (ECOG 1-3/0) 1.9 1.22-2.8%
Use of NPT {nonuse/use) 0.9 0.63-1.32

NOTE. Values mutually adjusted for all variables in the table and off
diegnostic groups as shown in Table 2. Cox regression enalysis {proportioncd
hazards madel).

Cox’s proportional hazards method censoring patients at
deathh or the end of the follow-up period, The following
variables measured at the start of the study were included in
the model: sex, age, educational level, treatiment intention,
performance status and time since diagnosis. Women used
NPT more (refative risk {RR], 1.73; 95% CI, 1.14 1o 2.62),
while patients more than 59 years of age used NPT less (RR,
0.53, 95% C1, 0.32 to 0.89). In our study, educational level
did not have a significant mfluence on patients’ use of NPT.
Discase-related factors measured at start of the study, like
stage of disease, performance status, treatment intention,
and time since diagnosis, did not have a sigaificant impact
on patients’ later use of NPT (data not shown).

The elfect of different disease and demographic factors on
survival was assessed in a similar Cox’s proportional hazard
model (which also included diagnostic groups) as deseribed
carlier (Table 4). The use of NPT did not influence mortatity,
Patients offered palliative therapy and patients with reduced
physical function (ECOG performance status 1 to 3) had an
increased mortality rate. Patients with a high educational
level had a higher 5-year survival rate than patients with less
education (P = .06).

Telephone Inierview

The telephone interview confirmed the impression that
faith healing is mostly seen as something other than normal
religions praying. However, a group of patients, 35% (43%
of nonusers and 21% of users of NPT) did express doubt
whether such a difference existed. Only 7% (five of 73)
thought normal religious prayers and faith healing were the
same. No patients who reported use of faith healing ex-
pressed the opinion that faith healing was the same as
normal religious praying,

As found in the questionnaire, most patients (21 of 28)
starled their use of NPT shortly after being informed of their
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cancer. The main reasons given for starling treatment among
users were feelings of despair and confusion. Nonusers
reported 10 have received positive information from their
doctors and that they expected to be cured by traditional
medicine., Most nonusers did not feel that NPT was an
interesting option.

DISCUSSION

In this prospective study, we found that during the 5-year
follow-up period, 45% of ali cancer patients used NPT one
or more times, Spiritual healing was commonly used.
Whether patients survived their disease in the follow-up
period was not associated with the use of NPT.

The number of cancer patients who use NPT varies in
reported studies from less than 10% to greater than 60%.' ™
The reasons for these conflicting results are several. Local
and cultural differences are reported to be important fac-
tors.'? In some countries, like Switzeriand, Germany, and
England, alternative methods thought to be supportive and
adjunctive to mainstream freatment are more accepted
within official medicine and are reportedly widely used, 0!
Some studies demonstrate that the use of NPT as treatment
for cancer differs within the same country. 12422

As described by McGinnis,? one of the major reasons for
discrepancy in the prevalence of NPT use in reported studies
may be explained by the differeaces in data colection. In the
United States, four major studies among cancer patients
were conducted in the 1980s. Lerner and Kennedy™ re-
ported that 9% of participants were users and Harris et al®
indicated that 15% were users, while Shapiro et al,®® in the
American Cancer Society (ACS) study, reported that 7% of
respondents were users. In contrast to these three investiga-
tions, conducted by telephone interview, Cassileth et al,”
who reported use of NPT among 549 of participants,
performed by personal interview, However, in that study, the
patient population was composed of two very different
samples of cancer patients. Approximately 50% of patients
were recruited from institutions that practiced NPT and the
rest from a general hospital that practiced scientific medi-
cine. Among patients treated within the hospital, Cassileth et
al found that 13% were users of NPT. It seems evident that
the mixing of two heterogencous patient populations ex-
plains the difference found between the reported studies 1o a
much larger degree than differences in interview techniques.

Representativity of the study population might be the
mest important factor to ensure whether a study provides
valid information. Clinical and demographic characteristics
in the studied sample must be known, as weli as whether the
study cohort is representative of the cancer patient popula-
tion in question. All recruited participants in our study were
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from northern Narway. The patient population was enrolled
during 1 year and included ail patients seen for the first time
in the Department of Oncology. Our hospital has the only
cancer department in this area of the country. We therefore
believe our patient population to be representative of
patients seen in nosthern Norway. However, as reported
earlier,* there are major differences in the prevalence and
type of NPT used which is preferred by patients from the
north and west of Norway compared with the rest of the
country. The high number of patients who used spiritval
forms of NPT seems to be connected 10 greater religiouns
activily and belief in supranatural phenomena found in these
areas of the country, On the other hand, the inclusion of faith
healing in the group of NPTs might have confused some
patients, since they may not define faith healing as a form of
NPT. The datz reported here are therefore unlikely to be
representative for the total Norwegian cancer patient popula-
tion. However, the methodologic questions addressed in the
study seem (o be important and relevant, and not restricted to
our part of the country.

Until now, all studies on patients’ use of NPT have been
cross-sectional in design. To our knowledge, no prospective
follow-up study has been performed with the purpose to
investigate the changing pattern of use of NPT over time. A
possible bias in follow-up studies is the lack of anonymity.
Some cancer patients may consider the hospital staff to have
negative attitudes to NPT and therefore underreport their use
of NPT. However, in an earlier siudy that described
patients who answered the first questionnaire compared with
305 noncancer patients who answered the same question-
naire on use of NPT, we found that more patients in the
anonymous arm of the study did not answer questions that
addressed their use of NPT. 1t is also known that the
response rates in many anonymous studies are low,2%?! and
therefore might give biased results.

The excellent agreement between the questionnaire-based
study and the interview performed after a follow-up time of
6 vears with regard to the number of users of NPT
strengthens the evidence which suggests that the resulls
found in the study are correct. However, the discrepancy
between the follow-up study and the interview may indicate
that patients tend to forget use of nonspiritual methods of
NPT over such a long period. Another explanation might be
that patients fend to rate the importance of the different
methods, as perceived by themselves, and not report meth-
ods they believe have less potential for cure than others, This
might explain why patients report more use of spirital
healing than nonspiritual forms of NPT in a situation in
which they have fived with their cancer for 5 to 6 years and
in which most of them are cured of their disease.



CANCER PATIENTS USE OF NONPROVEN THERAPY

Most studies have not shown any correlation between
patients’ use of NPT and time since diagnosis.>® However,
the time aspect was an important predictor in our study. The
study reported by Hauser!” supports our findings. It seems
important that at least 6 months should pass before the
number of users of NPT in a population is estimated. Our
patients started their use of NPT in the peried shortly after
heing informed of their cancer and during the subsequent 4
months. This time represents the maost difficult period for
most cancer patients. It is characterized by difficult and
sometimes painful diagnostic procedures, uncertainties, and
for most patients, hard treatments. The disease is new (o the
patient and expectations for the future are uncertain.

In studies in which patients are recruited shortly after
learning their diagnosis, the number of users could be
underestimated. In further cross-sectionally designed re-
search on patients’ use of NPT, the aspect of time since
diagnosis must therefore be optimal.

Most studies in the literature have not found differences in
the use of NPT as treatment for cancer among sexes.”2?
However, in 2 Norwegian study?® and a Finnish study from
1980,%7 women used NPT more than men. Typical for these
studies were the high number of users (45% to 55%) and that
most patients used birch ash, which was popular in Norway
and Finland at that time. At inclusion time in our study, more
women used NPT than men. This difference grew during the
study to highly significant levels. This result may have been
caused by the large number of patients who used spiritual
NPT, In a previously reported national cross-sectional study
conducted in 1993, we found no difference in the overal} use
of NPT among men and women. Men seemed (o use more
nonspiritual forms of NPT than women, whereas women
more often used spiritual forms.?#

The age distribution within a studied population seems to
be important. Patients in the age group from 30 to 39 were
the most prevalent users of NPT in our study, as reported by
others.™'? A correlation between better education and mere
frequent use of NPT is found in most studies 5?13 However,
in the present study, if patients older than 75 years of age are
excluded, the correlation is not statistically significant. The
low level of education found among patients who parlici-
pated in this north Norwegian study (75% of patienis had
only an elementary school education}y might explain why
higher educational level did not influence the use of NPT
However, the same resuits were found in the national study,*
even when patients situated in the west or northern part of
the country were excluded.

A problem in our study, as in most reported studies, is that
patient characteristics are only noted at the start of the study.
The correlation between factors such as stage of disease,
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ECOG performance status, and intention of freatment {o
patients’ ever-use of NPT are thus estimated based on the
baseline measurements of these factors.

In our study, the use of NPT had no impact on survival.
Similar results were reported by Cassileth et ai” in 1991 and
by Bagenal et al® in 1990, who used conventionally treated
cancer patients as control groups in a matched design. As in
the study reported by Ringdal et al,?? the prognosis mea-
sured by treatment objectives and the physical functioning
of the patients were the most important prognostic factors
related to survival adjusted for different diagnostic groups,
The finding that better-educated patients seemed to have a
better survival after adjusting for age and diagnostic groups
is interesting. This observation should be explored in more
detail, especially since income has no impact on the
treatment offered cancer patients in Norway. Possibly,
patient and doctor delay related to sociat class may explain
the findings.

It is possible that the use of outcome measurements other
than the length of survivai could be more appropriate for
measuring the benefits of NPT use among cancer patients.
Measurements of quality of life were included in our study.
However, the question of possible gain in quality of life
among patients who use NPT is difficult to analyze. A major
shortcoming in our data is that demographic and disease-
related characteristics are only noted at the start of the study.
As reported by Stoil,™ any belief that increases hope of cure
or benefit will improve quality of life in cancer patients and
may override other components of quality-of-life measure-
ments. A retrospectively designed study has therefore been
undertaken on ali patient files to add information about
important events that might have happened to the patient
during the follow-up period. This will be published ¢lse-
where.

This study shows that cross-sectionally designed studies
will underestimate the number of ever-users of NPT in a
cancer patient population. However, the number of users
found in each part of the study, as long as the diagnosis of
cancer has been known for more than 6 months, was much
the same. We also found that the percentage of patients who
used spiritual versus nonspiritual forms of NPT was more or
less unaltered among the different cross-sections of the
study. H our findings are also relevant in other populations,
cross-sectional studies seem (o give valid information on the
number of usess and the types of NPT in use, as long as the
probable underestimation is kept in mind and corrections are
made for it.
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ALTERNATIVE MEDICINE AND CANCER PATIENTS
National Study

Serial numMber oo,

PATIEIL S THAITIE cevieeeeiie et e ee ettt e ee e et et s eaes s s et et eraee st tereaeesesnsaassessnasananseneens

Address (and postal Code) ..o
Patient’s date of birth .....ccooooviiii

Is the patient willing to fill out the questionnaire?

Yes U

No U

Diagnosis
Breast cancer (R Head and Neck
Prostatic cancer Q Kindey cancer
Gastrointestinal cancer a Bladder cancer
Lung cancer a Sarcoma
Malignant melanoma u Brain cancer
Malignant lymphoma (- Cervix cancer
Myelomatose (¥ Uterine cancer
Testicular cancer U Ovarian cancer

Treatment Modality

Chemotherapy

Primary treatment 0 Hormonal therapy
1. relapse (3 Radiation
2. later relapse 2 Surgery
control (

Surgery + Radiation
Surgery + chemo
Chemo + radiation
Other ... Specify

vopooouooguo

cLoopouoooR



Medical data at the start of the study

HIStOLOZY oo
Stage

T4 NQO MQ
ECOG 0 1 2 3 4

Number of months since diagnosis

0-1 months

1-3 months

3-6 months

6-12 months
more than 2 years

cooUuUu

If treated earlier, how long is it since the initial diagnosis

0-1 months d
1-3 months
3-6 months
6-12 months

u
U
u
more than 2 years

Goals of the treatment
Curative a
Palliative symptom preventative treaiment W

Palliative symptom relief treatment a



QUESTIONNAIRE 1990-91, Follow-up Study

RST

INITIAL FORM FOR THE 1999-91 RST QUESTIONAIRE

Medical information:

Is the patient willing to fill out the questionnaire?

Yes O
No 0O
1o, Why not? oo,

SOCIAL STATUS

Sex:
Female ]
Male (W
Mawital status:

Single, never married [
Matried u
Divoreed, separated U
Widow, widower U

The patient lives:

alone

with a spouse

with children

with other relatives
in an institution

U000 e



The patient’s level of education is comparable to:

7 years primary school

9 years secondary school
High school diploma
College degree

Graduate school degree

oo

The patient is for the present

Working U

Please specifly profession e
Unemployed

Unable to work/senior citizen

Medical data af the start of the study

Diagnosis
Histology
Stage
ECOG

cooo

The patient is an inpatient af the Cancer centre  Yes

No

If no, Referred as an out-patient -l

Referred by another Cancer centre d



INITIAL FORM FOR THE QUESTIONNAIRE (1992-93)

Dear patient,

As a supplement to the questionnaire you are asked to participate in it is very important that
you answer the following questions.

The information will be kept confidential.

Are you a man or a woman?

Woman d
Man Ll

Muarital status

Single, never married 4
Married u
Divorced, separated A
Widow, widower

What kind of education do you have?

7 years primary school

9 years secondary school
High school diploma
College degree
Graduate school degree

00 C o

Are you living:

alone

with a spouse

with children

with other relatives
in an institution

UooCceo



What is your present occupation?

Working a
Please specily profession s
Unemployed d
Housewife d
Student (N
Unable to work/senior citizen (W



QUESTIONNAIRE _Part 1
Please mark an X in the box next to the answer that best fits your situation.

All information will be strictly confidential.

A} A few questions about the waiting period

1) How long did you experience symptoms before contacting your doctor?

Less than a week A
-4 weeks g
1-3 months (I
More than 3 months O
Not sure N
2) How long did it take to get an appointment with your doctor?
Less than a week a
1-4 weeks a
1-3 months u
More than 3 months
Not sure (]

3) How much time passed from the time you first contacted your doctor until he referred you
to an outpatient clinic, specialist or local hospital?

Less than a week (I
1-4 weeks a
1-3 months a
More than 3 months O
Not sure Qa

4y How long did it take before you were admitted 1o the local hospital after being referred?

Less than a week a
1-4 weeks |
1-3 months "
More than 3 months &l
Not sure u

5) How long did it take before you were admitied to the Cancer centre afier your doctor, a
specialist, or the local hospital referred you?

Less than a week |
1-4 weeks |
1-3 months d

More than 3 months Q4
Not sure Ul



B) The Cancer cenire’s roll

Now that there is a Cancer centre in Northern Norway, please rate the following according to
what is important for you. Please mark an X on the line next to each statement. If you mark
off at the left it means that this is not important, whereas if you mark off at the right it means
that you think this is very important.

6) Short distance to 0 10

travel for treatment

7y Being closer to 0 10

friends and relatives

8) Easier to obtain 0 10

leave of absence

9) Easier to travel 0 10

to check ups

10) How does the treatment available at the Cancer centre here in Tromse compare to the
treatment available at another Cancer centre in Norway?
Not as good in Tromse
Just as good in Tromse
Better in Tromse
Not sure

COo0D0

)Y Information

11) Which of the following statements do you agree with most? Please mark one of the
following.

4 [t is very important to me to know everything there is to know about my
disease.
U It is important for me to have a general understanding of my disease without

needing to know all the details. The doctors are doing their best anyhow,
W It is not important for me to know about my disease.

A It 1s not wise to know too much.



12) How well informed were you before being admitted to the Cancer centre?
Well informed
Somewhat informed
Not well informed
Had no information

cooo

13) Do you feel that your primary doctor held back any information about your disease?

The doctor gave me all the information (
The doctor held back some information a
The doctor gave me very little information |

14) Do you feel that your primary hospital held back any information about your disease?
The primary hospital gave me all the information Q
The primary hospital held back some information u
The primary hospital gave me very little information ol



D) Causes of cancer

15) Do you believe that the environment surrounding us is important as a cause of
cancer? (M Not at all

u Yes, but only to a slight degree

Q Yes, very much so

(W I do not know

16) If you believe the environment (o be important as a cause of cancer, which

environmental factors do you believe are the most imporiant. Please rank the factors
given in the list so that the most important factor is given the number 7 and the least
important factor is given the number 1. If you believe other environmental factors 1o

be more important, please state so with the name of the factor.

1. Air pollution u
2. Radiation from the ground (I
3. Radiation from high voltage electricity d
4, Radiation from computers (W
5. Sun exposure d
0. Chemical substances (W
7. Virus ("
8. Other environmental factors (]

17) Do you believe that anything vi eat or drink might cause cancer?
W Not at all
U Yes, but only to a slight degree
U Yes, very much so
ul I do not know

18) Do you believe that stimulants ( like tobacco and alcohol) might cause cancer?
Q Not at all
a Yes, but only to a slight degree
W Yes, very much so
(I 1 do not know



19) Do you believe cancer to be a heritable disease?
4 Not at all
a Yes, but only to a slight degree
u Yes, very much so
d I do not know

20) Do you believe cancer might be a contagious disease?
a Not at all
¥ Yes, but only to a slight degree
O Yes, very much so
o I do not know

21) Do you believe that (a cancer-patient) by changing your (his/her) way of living,
in a positive way, would improve on the outcome of your (his/her) disease?

Not at all

Yes, but only to a slight degree

Yes, very much so

I do not know

U0 ogo

22) What would be the most important change in life-style for most people (o prevent
cancer?

Stop smoking

Avoid alcohol

More (daily) exercise
Healthier diet

Do not know

HOoLOOoDC

Other changes. Please mark them here ..o



E) Psychosocial relationship

23) Do you think that your friends and family will act differently towards you now that you
have cancer? No a

Somewhat u
Yes, very muchso U
Not sure d

In connection with your illness you have experienced watling periods. Can you rate the
following questions by marking on the line. 1 means that this hasn’t bothered you whereas 10
means that this has been very difficult for you.

24)  Waiting period before your first doctors appointment

0 10
25)  Waiting period before admittance to the local hospital

0 10
20)  Waiting period before admittance to the Cancer centre

0 10

F) Alternative Medicine

27) Do you think that others than medical doctors ( as represented by doctors in hospitals)
could have knowledge which may be helpfil in the fight against cancer. Examples of such
practitioners could be: healers, zone therapists, homeopaths

No, not at all a

Somewhat (W

Yes, very muchso U

I don’t know (W

28) Would you consider consulling someone who practices «othery cancer treatments,
besides those which are offered by traditional medical doctors

No, not at all i
Somewhat 4
Yes, very muchso 4
I don’t know 4

29) Would you like alternative medicine 1o be an optional treatment offered within the
hospitals? No U

Yes (]

I don’t know W |



30) If you are using or have used alternative medicine please mark which type

Do not use a
Iealer Ll
Homeopath d
Zone therapy u
Herb/vegetable cure U
“Nitterkur” a

Sevenstar treatment
Other types of alternative treatment

31) If you have used or are using alternative forms of medical treatment, how did you hear
about these? Via friends or family

TV or radio

Newspaper or magazine

I do not know

Other sources_

pooog

32) Have you ever felt pressure by those around you fo try alternative medicine?
u No, not at all
(. Somewhat
Q Yes, very much so
Q I don’t know

33) Been able to concentrate on whatever you're doing?

Better than usual
Same as usual

Less than usual
Much less than usual

000 C

34) Irelt that you are playing a useful part in things?
u More than usual
Q Same as usual
d Less useful than usual
(I Much less useful



35) Found everything getting on top of you?

Not at all

No more than usual
Rather more than usual
Much more than usual

(W) M

36) Been feeling unhappy and depressed?

Not at all

No more than usual
Rather more than usual
Much more than usual

OO0 0O

37) Been feeling nervous and stung up all the time?

Not at all

No more than usual
Rather more than usual
Much more than usual

(M) Sy iy

38) We have asked you a number of questions. Did any of the questions make you
uncomfortable or did you find any to be offensive? If so, please state the number or numbers
below.

() None O The following questions made me uncomfortable, were offensive
aaaag
39) Did you need help to fill out the questionnaire?

| Yes
il No

Who helped you

40) If vou have any comments regarding the guestionnaire, please write them in the space
provided below



QUESTIONNAIRE
1990-91, Cancer centre, RST
Par¢2

QUESTIONNAIRE

Please mark an X in the box next to answer that best fits your situation.
All information will be strictly confidential.
A Infomation

The following questions concern your reaction to the information given to you during your
first inpatient visit o the Cancer centre, or at another Cancer centre while you were receiving
radiation treatment.

1} Do you feel that it was easy to ask questions at the time you were admitied?
No, not at all
Somewhat
Yes, very much so
[ don’t know

coou

2) Do you feel that the information you were given at the Cancer centre was easy io
undersiand? No, not at all
Somewhat
Yes, very much so
I don’t know

oo

3) Do you feel that any information was held back
No, not at all
Somewhat
Yes, very much so
[ don’t know

ooo0oo



4y Were you given any information that you did not want (o know?
No, not at all
Somewhat
Yes, very much so
[ don’t know

COoC0C O

5) How well informed were you after admittance to the Cancer centre?

Well a
Somewhat well informed L
Not well informed -
Had no information o

B The Cancer centre’s roll

6) Do you feel that we at the Cancer centre explained why we recommended a particular type
of treatment Explained well (I

Some explanation a

Too little was explained U

Nothing was explained (

7Y Do you feel that you had influence on the choice of treatment thaf you received?
A lot of influence
Some influence
Too little influence
No influence

[y N

8) Do you feel that you have received the best treafment available?

No, not at all (I
Yes, absolutely a
I do not know M

C Psychosocial relationship

9Y Do you feel that your friends or family act differently towards you now that you have
cancer? No
Somewhat
Yes, very differently
I don’t know

U000



10) If vou feel that your relationship to your fiiends or family has changed since you became
ill, how has it done so? Please mark on the line below. If you cross off on the right it means
that your relationship (o your family or friends has become more difficult, to the left means
that it has become much easier.

Much easier Unchanged Very difficult

). CE— S O —— X

11) Been able to concentrate on whatever you 're doing?

Better than usual
Same as usual

Less than usual
Much less than usual

00O

12) Felt that you are playing a useful part in things?
d More than usual
(I Same as usual
U Less useful than usual
(I Much less useful

13) Found everything getting on top of you?

O Not at all

| No more than usual

d Rather more than usual
(W Much more than usual

14} Been feeling unhappy and depressed?

| Not at all

4 No more than usual

u Rather more than usual
Ll Much more than usual

15) Been feeling nervous and stung up all the time?

Not at all

No more than usual
Rather more than usual
Much more than usual

cood



D Alternative medicine

16) Have you been involved with alternative medicine after you were admiited to the Cancer
centre? No
Yes O

17) If vou are using or have used alternative medicine please mark which fype

Healer

Homeopath

Zone therapy

Herb or vegetable cure

“Nitterkur”

Sevenstar {reatment

Healing by prayer

Other types of alternative treatment

cCooocoooU

18) If you have not been in touch with persons practicing «othery (alfernative) treatment,
would you consider doing so?
No, not at all
Maybe
Yes, absolutely
Not sure

OO0 0OC

19) Have you ever fell pressure from those around you to try alternative medicine?
No, not at all Ll
Somewhat 1
Yes, very much so [
I don’t know L

20) If you are in contact with or are thinking about contacting someone who practices
alternative medicine, would you find this difficull to discuss with the doctors af the Cancer
cenire,
No, not at all
Somewhat
Yes, very much so
[ don’t know

(I Ny I



QUESTIONNAIRE
1991-92, Cancer centre, RST
Part 3

Alternative medicine (Alternative treatment)

Alternative medicine is a very diverse concept under which many forms of treatment are
represented. In question 2 we have listed some of the most common types of treatment.

The use of these methods by cancer patients in Norway has not been documented previously,
and for those of us who work with cancer disease it is therefore important to know more
about this. Please try to answer all of the questions. The fact that you use one or more of

these methods will not effect our relationship to you.

1} Have you used alternative medicine to treat other ailments prior to having cancer?

(W No
L Yes

2} If so, what type did you use prior (o having cancer?
Healing

Homeopathic

Zone therapy

Herb or vegetable cure

“Nitterkur”

Iscador

Sevenstar treatment

Change of diet

Cure by prayer, anointment

Other types of alternative (other) treatment

(WS IR I N I R A I B N

3) Do you think that others than medical doctors ( as represented by doctors in hospitals)
could have knowledge which maybe helpful in the fight against cancer? Examples of such
practitioners could be: healers, zone therapists, homeopaths.

U No, not at all

(| Somewhat

W Yes, very much so

W I don’t know



4y Do you think that the option of such an alternative treatment should be given fo you by the
hospitals? A No

L] Yes

QO I do not know

5) If you are using or have used alternative medicine please mark which type
Donotuse O

Healing

Homeopathic

Zone therapy

Herb or vegetable cure

"Nitterkur”

Iscador

Sevenstar treatment

Change of diet

Healing by prayer

Other types of allernative {other) treatment

(W T R W WU NN IS R M W)

6) Do you know if your disease has spread beyond the area where ii first started
U No it has not spread
(I Yes it has spread
(W Not sure

If you have not used alternative medicine in connection with your cancer illness
please move on to question 20.

7y Did you know whether the cancer had spread before you began using allernative
medicine?

It had not spread

Yes, [ knew that it had spread

No, I did not know that it had spread
Not sure

N H

8) When was the first time that you used an alternative treatment afier you learned that you

had cancer? After 0-1 month (
After 2-3 months (W
After 6-12 months a
After 1-2 years O
Afier more than 2 years o



9 What is your main reason for using another treatment besides the one that the health
service has to offer?

cuuococooo

Was not offered treatment by the health service

The health service’s treatment is not working

Alternative treatment has been shown to be curative before

It is curative, contains active substances, and strengthens the immune system
Have heard from others that it works
Believe in it

Not sure

Other reasons for using alternative medicine

10Y What do you think might be the effect of the alternative treatment? You may select several

oplions

Q

vocCoog

Prevent recurrence

Cure the disease

A partial remission

Prevent the disease from spreading
Increase the body’s resistance
Improve general health

I do not know

11) What do you feel has been the effect of the treatment?

U

G
Q
Q
a
a
J

Prevent recurrence

Cure the disease

A partial remission

Prevent the disease from spreading
Increase the body’s resistance
Improve general health

1 do not know

12) Have you stopped using the alternative treatment you used?

u
u

No, I am still using the {reatment
Yes, 1 stopped

13) How long have you used (or did you use) the treatment?

Q

Q
a
(W
(i
|

0-1 months

2-3 months

4-6 months

6-12 months

I-2 years

more than 2 years



14) If you stopped using the alternative freatment, why did you stop?
The treatment was completed

The treatment did not work

I stopped believing in it

It was recommended that I stopped

[ experienced side effects

It was to tiring/ difficult to obtain treatment

For financial reasons

I do not know

cCoooooocd

15) If you stopped because of side effects, what were they. Please describe the side effects in
the space provided BelOW. ......c.ccovce i

16) Do you think that the alternative ireatment has been expensive?
L No
M Yes

17) What has been the total cost of the treaiment?
Kr 0-500

Kr 500-1000

Kr 1000-2000

Kr 2000-4000

More than Kr 4000

ooCcoo

18) Have you obtained financial aid in order to undergo treatment?
U Yes
1 No

19) How were you informed of the treatment?
" Via friends or family
L TV or radio
U Newspaper or magazine
u I do not know

20) If a practitioner of alternative medicine (for example homeopath, zone therapist, healer)
says 1o you that you will be cured by the trealment, do you expect

to be cured

1o be almost cured

maybe to be cured

not to be cured

o000



21) If a traditional docior (for example your local doctor or a doctor at the hospital) tells you
that you will be cured by the treatment he or she gives you , do you expect:

to be cured

to be almost cured

maybe to be cured

not to be cured

U0 0 C

22) What kind of hope did the practitioner of alternative medicine give you when you started
the treatment? ( If you have used alternative medicine)

No improvement

A little improvement

Much better

Very much better

Be cured

1 haven’t used alternative medicine

cgogoopoog

23) What kind of hope did your doctor give you when you started the treatment? (Hospiial
doctor or local doctor)

No improvement

(| A little improvement

a Much better

u Very much better
4
d

U

Be cured
I haven’t used alternative medicine

24) Have you ever felt pressure from those around you to try alternative medicine?

No, not at ajl a
Somewhat (I
Yes, very much so  (J
I don’t know (|

25) If you have not been in touch with persons practicing «othery (alternative) treaiment,
would you consider doing so?
No, not at all
Maybe
Yes, absolutely
Not sure

coad



26) If you have not been in touch with alternative treatment, but would like to try such
treatment. In that case, what sort of treatment would you like to try

Healer

Homeopath

Zone therapy

Herb or vegetable cure

”Nitterkur”

Iscador

Sevenstar treatment

Healing by prayer

Other types of alternative treatment

pocoocoo0oCcoo

27 If vou are in contact with or are thinking aboul contacting someone who practices
alternative medicine, would you find this difficult to discuss with the doctors at the Cancer
cenire.

No, not at all

Somewhat

Yes, very much so

I don’t know

o0o0do

28) Do you consider yourself to be a religious person?

(| Yes
(| No
U 1 do not know

29) Do vou feel that your faith has changed since you gol cancer?

(W No
(W Yes, somewhat
(I Yes, very much so

30) If your faith has changed afier you became ill,
(] have you become more religious
. fess religious?

31) Do you think that the spiritual/clerical services offered to you by the hospital has been
satisfactory?

u Yes

o No



32) Do you feel that spiritual/clerical services should be made available to patients?
Never

Only when the patient asks for it

Each patient should obtain clerical services

Each patient should be encouraged to contact a clergyman

COoa0



QUESTIONNAIRE
1992-93, Cancer centre, RST
Part4 and 8

1) Have you used alternative medicine to freat other ailments prior (o having cancer?
U No
u Yes

2) If so, what type did you use prior o having cancer?
Healing

Homeopathic

Zone therapy

Herb or vegetable cure

“Nitterkur”

Iscador

Sevenstar treatment

Change of diet

Healing by prayer

Other types of alternative (other) treatment

oo duUpDBpo

3) Do you think that others than medical doctors (as represented by doctors in hospitals)
could have knowledge which maybe helpful in the fight against cancer? Examples of such
practitioners could be. healers, zone therapists, homeopaths.

(I No, not at all

(% Somewhat

(R Yes, very much so

(W I don’t know

4) Do you think thal the option of such an alternative treaiment should be given to you by the

hospitals?
a No
| Yes
| I do not know

5} Some people think thal there should be a cooperation between alternative medicine and
iraditional medicine when it comes to treating patients who have cancer. Do you feel thet
such a collaboration would be beneficial?

(W Yes

(. No

d Somewhat

d I do not know



6) If you are using or have used allernative medicine please mark which type
Do not use ul

Healing

Homeopathic

Zone therapy

Herb or vegetable cure

“Nitterkur”

Iscador

Sevenstar treatment

Change of diet

Healing by prayer

Other types of alternative (other) treatment

poooLduopogo

7Y Do you know if your disease has spread beyond the area where il first started?
(] No 1t has not spread
a Yes it has spread
u Not sure

If you have not used alternative medicine in connection with your cancer illness
please move on to guestion 20.

&) Did you know whether the cancer had spread before you began using alternative medicine?
It had not spread

Yes, | knew that it had spread

No, I did not know that it had spread

Not sure

(SN I M

9) When was the first time that you used an alternative treatment affer you learned that you
had cancer?

After 0-1 month

After 2-3 months

Afler 3-6 months

After 6-12 months

After 1-2 years

After more than 2 years

CEoO0DOE



10} Afier you learned that you had cancer did you choose the treatment offered by alternativ
medicine as the primary form of treatment, or did you choose the treatment that your
physician recommended?

I was treated initially by practitioners of alternative medicine

I was initially treated by traditional doctors

I started with both types of treatments

[ have not been treated by doctors

Ugddo

11} If you chose to begin with alternative medicine as the first treatment, how long did you
use it before you obtained treatment from traditional doctors { doctors at the hospital)?

[ have not been offered treatment by traditional doctors a
d 0-1 months

d 1-3 months

a 3-6 months

ad 6-12 months

U More than a year

12} Have you ever sought treatment abroad in connection with your disease?
A No, I have never been abroad to obtain treatment
(W Yes, I have sought treatment abroad

I you have not sought treatment abroad, go on to question 17.

13} If you sought alternative treatment abroad, what kind of treatment did you obtain?
Do not use H

Healing

Homeopathic

Zone therapy

Herb or vegetable cure

“Nitterkur”

I[scador

Sevenstar treatment

Change of dict

Healing by prayer

Other types of alternative {(other) treatment

(W NE S N I N B I

14) In which couniry was the treatment administered.
Please write the name of the country here




15) How many times have you been abroad fo obtain treatments for your illness?
Once

Twice

Three times

4-6 times

6-10 times

More than 10 times

oo

16) What is the total cost of the treatments you received abroad?
Kr 1000-16000

Kr 10000-20000

Kr 20000-40000

More than Kr 40000

[ NERY W

17} What is your main reason for using another ireatment besides the one that the health
service has to offer?

Was not offered treatment by the health service

The health service’s treatment is not working

Alternative treatment has been shown to be curative before

It is curative, contains active substances, and strengthens the immune system
Have heard from others that it works
Believe in it

Not sure

Other reasons for using alternative medicine

cooopogdg

18} Has your doctor at home or a doctor at the hospital influenced the choice of alternative
medicine?

U The doctor recommended the treatment
a The doctor has neither recommended nor advised against the {reatment
u The doctor advised against the treatment

19} Do you feel that the public health service, your doctor or the hospital staff have shown
you consideration and tried to meet your needs, including your daily needs?

4 No, not at all

a Yes, somewhat

u Yes, very much so



20) Do you feel that the health service's lack of consideration or interest in you was one of the
main reasons for choosing the alternative treatment?

o No, not at all

4 Yes, somewhat

(W Yes, very much so

21)What effect might the alternative treatment have on your disease? [f you believe the
treaiment will be effective in several ways, please mark in the box next to the one which is
most important.

Prevent recurrence

Cure the disease

(ive a partial remision

Prevent the disease from spreading
Increase the body’s resistance
Improve general health

I do not know

LuuopoDoo

22D What effect has the alternative treatment had

Prevent recurrence

Cure the disease

Give a partial remision

Prevent the discase from spreading
Increase the body’s resistance
Improve general health

I do not know

coooopdo

23)YHave you stopped using the alternative treatment?

EI No, I am still using the treatment
u Yes, I stopped

28 How long have you used (or did you use) the treatment?
0-1 months

2-3 months

4-6 months

6-12 months

1-2 years

more than 2 years

Lpoopopo




25) If vou stopped using the alternative ireatment, why did you stop?
The treatment was completed

The treatment did not work

I stopped believing in it

It was recommended that T stopped

[ experienced side effects

It was to tiring/ difficult to obtain treatment

For financial reasons

I do not know

(W

poooLoo

26) If you stopped because of side effects, what were they. Please describe the side effects in
the space provided below.

27) Do you think that the alternative treaiment has been expensive?
;| No
d Yes

28) What has been the total cost of the treatinent?
Kr 0-500

Kr 500-1000

Kr 1000-2000

Kr 2000-4000

More than Kr 4000

M R A N

29) Have you obtained financial aid in order (0 undergo (reatment?
u Yes
4 No

30) How were you informed of the treatment?
(. Via {riends or family
(W TV or radio
u Newspaper or magazine
(W I do not know



31) Using your experience with alternative medicine as a basis, would you recommend thai
other cancer patients should seek alternative treatments?

Q No, not at all

W Yes, somewhat

(W Yes, very much so

32) If you recommend that other cancer patients should use alternative medicine, what type of
treatment would you recommend., Mark in the box next to the treatment that you feel is most
effective. ( choose one answer).

Healing

Homeopathic

Zone therapy

Herb or vegetable cure

“Nitterkur”

Iscador

Sevenstar {reatment

Change of diet

Cure by prayer, anointment

Other types of alternative (other) {reatment

oo ouduoo

33) If a practitioner of alternative medicine (for example homeopath, zone therapist, healer)
says (o you that you will be cured by the treatment, do you expect.

to be cured

to be almost cured

maybe to be cured

not to be cured

C0 00

34 If a traditional doctor (for example your doctor or a doctor at the hospital) tells you that
vou will be cured by the treatment he or she gives you , do you expect:

to be cured

to be almost cured

maybe to be cured

not to be cured

RNy S

35) What kind of hope did the practitioner of alternative medicine give you when you
started the treatment? (If you have used alternative medicine)

No improvement

A little improvement

Much better

Very much better

Be cured

[ haven’t used alternative medicine

pouoocoo



36) What kind of hope did your doctor give you when you started the treaiment? (Hospital
doctor or local doctor

Q

Q
Ul
a
W
g

No improvement

A little improvement

Much better

Very much better

Be cured

I haven’t used alternative medicine

37) Have you ever felt pressure from those around you fo try alternative medicine?

Q

U
Q
(W

No, not at all
Somewhat

Yes, very much so
I don’t know

38) Have you ever been criticized by those around you for using alternative medicine?

U

(]
Q
a
u

No, not at all
Somewhat

Yes, very much so
I do not know
Have not used it

39) If you have not been in touch with persons practicing «othery (alternative) treatment,
would you consider doing so?

B W W

No, not at all
Maybe

Yes, absolutely
Not sure

40Y If you have not been in touch with alternative treatment, but would like to try such
treatment. In that case, what sort of treatment would you like (o try

poooodadooo

Healer

Homeopath

Zone therapy

Herb or vegetable cure

“Nitterkur”

Iscador

Sevenstar treatment

Healing by prayer

Other types of alternative treatment




41) If you are in contact with or are thinking about contacting someone who practices
alternative medicine, would you find this difficult to discuss with the doctors at the Cancer
cenire.

No, not at all

Somewhat

Yes, very much so

I do not know

cCooo

42) Do you consider yourself to be a religious person?
d Yes
o No
ol I do not know

43) Do you feel that your fuith has changed since you got cancer?

U No
0 Yes, somewhat
u Yes, very much so

44Y If your faith has changed afier you became ill,
4 have you become more religious
ol less religious?

45) Do you think that the spiritual/clerical service offered to you by the hospital has been

satisfactory?
A Yes
Ll No

46) Do you feel that spiritual/clerical services should be made available to patients?
u Never
U Only when the patient asks for it
4 FEach patient should obtain clerical services
| Each patient should be encouraged to contact a clergyman



47y When you think about the way things are going at this lime are you salisfied with your
situation or are you dissatisfied?

Very satisfied

Quite satisfied

Somewhat satisfied

Ok

Somewhat dissatisfied

Quite dissatisfied

Very dissatisfied.

cooooo o

48) Do you feel fit and sirong, or tired and weak?
Very fit and strong

Fit and strong

Somewhat {it and strong

Ok

Somewhat weak and tired

Weak and tired

Very weak and tired

oopooeoo



EORTC QLQ-C30

Please answer all the questions yourself by circling the number that best applies to you.

No Yes
49) Do you have any trouble doing strenuous activities,
like carrying a heavy shopping bag or a suitcase? 1 2
50) Do you have any trouble taking a long walk? 1 2
51) Do you have any trouble taking a short walk
outside of the house? 1 2
52) Do you have to stay in a bed or a chair for the
most of the day? 1 2
53) Do you need help with eating, dressing washing
yourself or using the toilet? 1 2
54) Are you limited in any way in doing either your
work or doing houschold jobs? 1 2
55) Are you completely unable to work at a job or to
do household jobs? 1 2

During the past week:

Notat A  Quite Very
all  little a bit wmuch

56) Were you short of breath? 1 2 3 4
57y Have you had pain? 1 2 3 4
58) Did you need to rest? 1 2 3 4
59) Have you had trouble sleeping? 1 2 3 4
60) Have you felt weak? 1 2 3 4
61) Have you lacked appetite? I 2 3 4
62) Have you felt nauseated? 1 2 3 4
63) Have you vomited? 1 2 3 4

64) Have you been constipated? 1 2 3 4



65) Have you had diarrhoea? I 2 3 4

66) Did pain interfere with your daily activiies? 1 2 3 4
67) Have you had difficulty in concentrating on

things, like reading a newspaper og watching television? 1 2 3 4
68) Did you feel tense? 1 2 3 4
69) Did you worry? 1 2 3 4
70} Did you feel irritable? 1 2 3 4
71) Did you feel depressed? 1 2 3 4
72) Have you had difficulty remembering things? 1 2 3 4

73) Has your physical condition or medical treatment
interfered with your family life? 1 2 3 4

74} Has your physical condition or medical treatment
interfered with your social activities? 1 2 3 4

75) Has your physical condition or medical treatment
caused you financial difficulties? 1 2 3 4

For the following questions please circle the number between 1 and 7 that best applies to
you

76) How would you rate your overall physical condition during the past week?

] 2 3 4 5 6 7
Very poor Exellent

77) How would you rate your overall quality of life during the past week?

I 2 3 4 5 6 7
Very poor Exellent



GHOQ-20

Have you recently:

78} been able to concentrate on
whatever you’re doing?

79) lost much sleep over worry?
80) been managing to keep yourself
busy and occupied?

81) been getting out of the house
as much as usual?

82)felt on the whole you were
doing things well?

83) been satisfied with the way
you,ve carried out your task?

84) felt that you are playing a
useful part in things?

85) felt capable of making
decisions about things?

86) felt constantly under strain?
87) felt you couldn’t overcome
your difficulties?

88) been able to enjoy your normal
day-to-day activities?

89) been taking things hard?

90) been able to face up to your

problems?

91) found everything getting on

top of you?

92) been feeling unhappy and

depressed?

93) been loosing confidence in

yourself?

Better than
usual

Not at
all

Better than

usual

More than
usual

Better than
usual

More
satisfied

More so
than usual

More so

than usual

Not at
all

Not at
all

Not at
all

Not at
all

More so

than usual

Not at
all

Not at
all

Not at
all

Same as
usual

No more
than usual

Same as

usual

Same as
usual

About the
same

About the
same

Same as
usual

Same as
usual

No more
than usual

No more
than usual

No more

than usual

No more
than usual

Same as
usual

No more

than usual

No more
than usual

No more
than usual

Less than
usual

Rather more
than usual

Rather less

than usual

L.ess than
ustual

Less well
usual

Less satisfied
than usual

Less useful
than usual

Less so
than usual

Rather more
than usual

Rather more
than usual

Rather more

than usual

Rather more
than usual

Less so
than usual

Rather more
than usual

Rather more

than usual

Rather more
than usual

Much less

than usual

Much more
than usual

Much less

than usual

Much less
than usual

Much less
well

Much less
satisfied

Much less
useful

Much less
capable

Much more
than usual

Much more

than usual

Much more
than usual

Much more
than usual

Much less
able

Muci more
than usual

Much more
than usual

Much more
than usual



94) been thinking of yourself as a
worthless person?

95) been feeling reasonable happy,
all things considered?

96) been feeling nervous and
strung-up all the time?

97) found at times you couldn’t do
anything because your nerves were
to bad?

Not at
all

More so
than usual

Not at
all

Not at
all

No more
than usual

About same
as usual

No more

than usual

No more
than usual

Rather more
than usual

Less so
than usual

Rather more

than usual

Rather more
than usual

Much more
than usual

Much less
than usual

Much more

than usual

Much more
than usual



Appendix 11

Questionnaire; telephone interview




Patiet NI IE. oot e e e ar et r ey

Interview

What is the first thing that comes to mind when I ask you what alternative medicine is ?

.....................................................................................................................................
.....................................................................................................................................
.....................................................................................................................................

.....................................................................................................................................

Did you use NPT as treatment for your cancer disease Yes...., No......

Which types of alternative medicine do you know about ?
Know about Have used ( cancer)

1. Healing by prayer s e
2. Healing by laying on ofhands .o e
3. Health food/ diet cure s
4. herbal medicine/ vitamin cureé  .cvciiiene e
5. Homeopathic medicine s e
6. foot zone therapy e
7. Iscador e e
8. Nitterkur e,
9. Acupuncture e e

10. Other types e e



We consider now healing by prayer and healing by laying on of hands as forms of alternative
medicine.

A) Healing by prayer Yes No  Notsure

Is healing by prayer something that is often practised A W i
in the region you live in?

Have you used healing by prayer before? ( (I (I
Is healing by prayer different than the usual «evening prayer»? [

Was it you or someone else who got the idea that you should a o EZ]
try healing by prayer?

Do you believe that «healing by prayer» can cure cancer? (3 E] Q
Comments

B) Laying on of hands Yes No  Notsure
Is healing by laying on of hands something which ts Ll i (W

commonlty practised in the region you live in?

Have you used healing by laying on of hands before (for CI (N 4
another illness)?

Do you know about different ways of healing by (4 (d L3
laying on of hands?

Was it you or someone else who got the idea that you should U . Q
try healing by laying on of hands?

Do you believe that healing by laying on of hands can cure cancer? o (W .

Comments



Alternative medicine at the hospital

Would you like alternative medicine to be an optional treatment
offered within the hospitals?

Do you feel that the hospital should offer all forms of alternative
treatment or just certain types?

If so, which types?

Yes

a

No

U

Not sure

i

.......................................................................................................................................................

Non users of Alternative medicine

What is the main reason for not trying an alternative to the treatment offered by the doctors?

Patient’s answer:

1. Was cured by the traditional medical treatment

2. Was not offered an alternative

3. Do not believe in alternative medicine

4. Was advised not to try alternative treatments

5. Thought that the alternative treatment was too expensive

6. Other reasons

0 o o o o DO



Use of alternative medicine as a cancer patient

What is the main reason for using another treatment besides the one that the health service has
to offer?

1. Was not offered treatment by the health service

2. The health service’s treatment is not working

3. Alternative treatment has been shown to be curative before

4. Tt is curative, contains active substances, and strengthens the immune system
5. Have heard from others that it works

6. Believe in it

o0 0o 0 o £ o

7. Not sure

8. Other reasons for using alternative medicine

How soon after your diagnosis did you stait the alternative treatment?

0-1 months 1-3 months 3-6 months 6-12 months  12-24 months >24 months

Was a change in the progression of your illness an important factor in your decision to start
the alternative treatment?

Yes [ No &3

If so, what was the change?



How many times have you used alternative medicine? Ix 2x 3x 4x

Which treatments have you used?

Explain in your own words:
What is the most important reason for trying alternative medicine

.......................................................................................................................................................



- 10.

ISM SKRIFTSERIE - F@R UTGITT:
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