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Abstract

Aims—To determine the need for infor-
mation among survivors of childhood
cancer, to assess the acceptability of an
information booklet, and to investigate the
effectiveness of the booklet in increasing
knowledge and influencing health related
behaviours.

Subjects—Fifty survivors of childhood
cancer (age range 14-32 years) who were
consecutive attendees at a long term
follow up clinic.

Methods—The booklet was developed for
young people aged 14 years and above by
the United Kingdom Children’s Cancer
Study Group Late Effects Group. Included
is information about treatment of cancer,
general advice about a healthy lifestyle,
the rationale for long term follow up, and
information about employment and life
insurance problems.

Survivors were interviewed at the follow
up clinic, offered the booklet, and con-
tacted approximately one week later for a
telephone interview. The clinic interview
assessed survivors’ understanding of their
illness and treatment and its impact on
their lives, and their preferences for
further information. The telephone inter-
view determined survivors’ general reac-
tion to the booklet, whether it increased
knowledge and influenced health related
behaviours.

Results—All those interviewed accepted
the written information and agreed to a
follow up interview. Survivors were enthu-
siastic about being given more infor-
mation. Over three quarters learned new
information from the booklet. There were
no indications that the information was
associated with anxiety for any demo-
graphic or clinical subgroups. After read-
ing the booklet there was an increased
awareness of the risk from sunbathing (p <
0.05), and greater appreciation of the
importance of follow up (p < 0.05).
Conclusions—These results suggest that
written information is likely to be an
acceptable and effective supplement to
discussions with medical professionals
and may readily be incorporated into long
term follow up clinics.

(Arch Dis Child 1998;78:340-344)
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Advances in the treatment of childhood cancer
have resulted in a significant increase in the
number of survivors entering into adult life.

Recent estimates give an overall five year
survival after treatment for malignant disease
in excess of 60%.' It is estimated that there will
be 10 000 survivors over 16 years of age in the
UK by the year 2000. Follow up of survivors of
childhood cancer is considered necessary for
several reasons.

First, while the likelihood of relapse is small
for those who survive more than five years from
completion of treatment,’ it remains important
to monitor any continuing impact of treatment
on growth, fertility and other systems, as well as
psychological wellbeing. This is necessary to
treat any possible sequelae or late effects for the
individual, and also to obtain information on
which to make decisions about the possible
future modification of treatment protocols.

Second, attendance at follow up clinics pro-
vides an opportunity to give information to the
individual about the possibility of late effects.
This approach rests on the assumption that
individuals have a right to details about their
medical history and that education will be one
of the most effective means of influencing
health related behaviour.

Survivors need to be aware of the possibility
of late effects or a second malignancy resulting
directly from the disease or treatment, as well
as to understand how their own behaviour
might increase or decrease their risk of ill
health. Awareness may increase understanding
about the reasons for attending follow up clin-
ics, encourage surveillance and health detec-
tion behaviours and, in turn, the seeking of
help if problems arise. For example, under-
standing the possible effects of chemotherapy
on fertility may allow survivors to come to
terms with their situation and limit the risk of
emotional disappointment. Appreciation of the
possible risks may both discourage health
compromising behaviours and encourage
health promoting activities. For example,
cardiac disease may be a complication of
anthracycline chemotherapy’ and can be aggra-
vated by work involving heavy weights or sports
such as weight lifting. Patients need to
understand this rather than risk further com-
promising their health.

In order to meet these needs for information,
an information booklet was developed by
members of the United Kingdom Children’s
Cancer Study Group (UKCCSG) Late Effects
Group. The booklet includes general infor-
mation for all survivors and more specific
information relating to the likely consequences
of specific aspects of treatment. It is planned
that more specific details will be given,
depending on individual illness and treatment.
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The booklet was developed for young people
aged 14 years or above, who have remained
well for five years after diagnosis. It is planned
that the information will be distributed to all
survivors through long term follow up clinics.
Before national distribution, however, an at-
tempt was made to determine the acceptability
of this information to survivors. In this paper,
we report survivors’ attitudes to the general
information only (that is that considered
appropriate for all survivors).

The purpose of this paper is therefore three-
fold.

(1) Firstly, we aimed to determine whether
there is a need for information. This was
addressed by investigating the extent to which
survivors themselves wanted information, ei-
ther about their illness or in terms of any impli-
cations for future health. Although we have
documented the reasons why we think it is
important that survivors are informed, we are
not aware of whether survivors themselves see
such information as necessary. Assessments
were made of initial knowledge about the
illness, understanding of the reasons for follow
up, and awareness of the risk of late effects.

(2) Secondly, we wanted to assess the appro-
priateness of the proposed booklet. We aimed
to evaluate it objectively by assessing its “read-
ability” level, and also subjectively by deter-
mining its acceptability to the survivors. Other
work suggests that individuals differ in the
extent to which they want information about
medical treatments.* We therefore attempted to
identify subgroups, in terms of clinical or
demographic variables, and how they may
respond to information of this kind.

(3) While aware that the impact of a brief,
focused information booklet is necessarily lim-
ited, the ultimate value of such an intervention
is in terms of its potential to influence
behaviour. In evaluating this booklet, we
considered that the criteria for success must
include evidence that survivors were informed
about (i) the purpose of follow up, (ii) the risks
of health compromising behaviours (such as
smoking and sunbathing), and (iii) their illness
and treatment and any possible impact on the
future. Within the scope of this initial survey, it
is clearly not possible to evaluate the impact of
the booklet in terms of changes in clinic
attendance. As in other studies, therefore, we
are forced to rely on indirect indicators of suc-
cess, such as attitude and reported intentions
to change behaviour. The third aim, therefore,
concerned identifying any impact of the book-
let on knowledge, understanding of the ration-
ale for follow up, appreciation of risks, and
intention to adopt a healthier lifestyle by
reducing risks such as smoking and sunbath-
ing.

Subjects and methods

SUBJECTS

Participants were 50 young adults (25 male, 25
female) who were consecutive attendees at a
long term follow up clinic. All those ap-
proached agreed to take part. Clinical data
were taken from medical records. The mean
chronological age was 21.4 years (range 14-32
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years), with a mean age at diagnosis of 8.9 years
(range 3 months—15 years), and mean time
since diagnosis of 12.9 years (range 2-26
years). Thirty survivors had been diagnosed
with a solid tumour or Hodgkin’s disease, and
20 with leukaemia or non-Hodgkin’s
lymphoma.

PROCEDURE

Survivors were initially approached by a doctor
(AB), while waiting for a routine check up, and
asked if they would be prepared to be
interviewed by a psychologist (CE or AE)
about their illness. There were no refusals. The
purpose of the study was explained further and
permission requested to tape record the
interview. Interviews were conducted in a side
ward at the clinic and lasted for approximately
15 minutes.

On completion of the clinic interview survi-
vors were asked if they wished to take an infor-
mation booklet away with them. They were
asked if they were prepared to be contacted
within a few days in order to answer some
questions about their views of the booklet. If
they agreed an arrangement was made to con-
tact them within a one week period. Follow up
was by telephone interview.

Both the clinic and follow up interviews were
tape recorded and subsequently transcribed.

THE BOOKLET

From preliminary discussions it was decided
that the booklet should be designed for
survivors of childhood cancer aged 14 years or
above. (At this age survivors could read and
appreciate the booklet without help from
parents or medical staff.)

The booklet is divided into two main
sections. The first includes general information
relevant to survivors of all childhood cancers.
Information is organised under the following
specific sections: types of treatment; reasons for
follow up; general advice about health, educa-
tion, jobs, life insurance, pensions, and having a
family; whether cancer could happen again;
feelings about yourself, family, and friends.
Each section was written by a member of the
UKCCSG with special expertise, and the
whole coordinated by AB. The second section
includes personalised information about the
specific cancer experienced as well as details
about the treatment received. The evaluation
reported in this paper is based on responses to
the general information in the first section of
the booklet. The readability of the booklet was
determined using the Flesch Reading Ease
Level using Microsoft Word.”

CLINIC INTERVIEW

The format for both clinic and follow up inter-
views included both open ended questions and
Likert style rating scales. Ratings were made on
a series of five point scales with appropriately
labelled end points. The clinic interview
covered the following issues:

Percerved need for information
(A) Wish for information—patients were
asked to rate whether they thought they knew
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enough about their illness, and also whether
they wanted to know any more. In addition,
there was an open ended question “Are there
any special reasons why you think it might be
helpful to have more information about your
illness?”

(B) Importance of sections—the separate
sections of the booklet (types of treatment; rea-
sons for follow up; etc) were listed and
survivors were asked to rate each one in terms
of how much they would like information on
this topic.

(C) Knowledge of their illness—survivors were
asked if they knew the name of the illness and
the names of any drugs they had had.

(D) Understanding of the reasons for follow
up—reasons for follow up; recall of any
explanation for follow up given by parent or
doctor.

(E) Impact on the future—perceived impact of
the illness on the future.

FOLLOW UP INTERVIEW
Evaluation of the booklet

(A) General evaluation—ratings of the book-
let were made in terms of ease of reading and
understanding. Survivors were asked how they
read the booklet (for example alone, with
someone else), what they would do with it now,
and whether they would like to see a copy of the
final form. Survivors were asked how they
thought it should be distributed: by a doctor,
by a doctor with an explanation, or made freely
available in the clinic. They were also asked if
they were upset in any way by the contents of
the booklet.

(B) Ewvaluation of the booklet sections—ratings
were made for each of the sections as to
whether information was included which
survivors wanted to know.

(C) New wnformation gained—this was an
open ended question where survivors were
asked to report any new information acquired.

Changes from clinic interview to follow up
interview

The following were included in both inter-
views, in order to determine changes in aware-
ness that might be attributable to reading the
booklet.

(A) Percerved importance of attending follow
up—ratings were made on a five point scale
from 1 “not at all important” to 5 “very impor-
tant”.

(B) Risks in relation to friends—survivors
rated their own risks of smoking, sunbathing,
and strenuous activities in comparison with
their friends. Again ratings were made on five
point scales from 1 “a lot less risk than my
friends” to five “a lot more risk than my
friends”.

(C) Intentions to change behaviour—beliefs
about what could be done to stay well in the
future and any intentions to make changes in
behaviour.

STATISTICAL ANALYSIS
Content analyses were conducted on the open
ended questions. All data were entered into a

mainframe computer and the data analysed
using SPSS-X.

Relationships between continuous variables
were assessed using Pearson’s correlation coef-
ficients, and the relationships between cat-
egorical variables were analysed using ¥ statis-
tics. Changes in ratings from clinic to follow up
interview were assessed using ¢ tests.

Results

READABILITY

The booklet was found to have a Flesch Read-
ing Ease of 59.2, which suggests that it is
appropriate for those over 14 years or in year 9
or above.

CLINIC INTERVIEW
Percerved need for information

(A) Wish for information—72% of survivors
felt they did not know enough about their
illness and 62% wanted to know more. The
reasons given for wanting information were
because medication was still needed for exam-
ple for growth or hormonal problems; because
they had to explain to others, especially
employers, about their limited skills or abilities;
or because they were embarrassed by their
appearance. Sixteen per cent knew they could
not have children and were seeking help or
advice. Those who did not want any more
information felt their illness was in the past and
had no implications for their future.

(B) Importance of sections—in terms of the
separate booklet sections, fewer survivors were
interested in information about education,
jobs, and life insurance (41%) or feelings about
yourself, family, and friends (56%). Interest in
the remaining sections was high (reasons for
follow up, 67%; general health advice, 67%;
having a family, 83%; and second malignancy,
94%).

(C) Knowledge of the illness—56% of the
group could name their cancer, 34% could
only give a general name (for example cancer,
tumour), and 10% could not give any infor-
mation about their illness. Sixty six per cent did
not know the names of any drugs they had been
given, 12% reported general class names (ster-
oids), and the remainder could name specific
drugs.

(D) Understanding of the reasons for follow
up—the most common reason given for
attending follow up was that it was a precau-
tionary measure to check their general progress
(44%). Thirty per cent thought it was to check
for second malignancy, 18% that it was for
research purpose, and only 8% that it was to
check for treatment late effects. Forty eight per
cent of survivors could not remember that any-
one had ever discussed the reason for follow up
with them, 44% had been told by a doctor, and
8% by a parent.

(E) Impact on the future—50% of patients
thought the illness would have a negative effect
on their future. They were concerned about
limited job opportunities, infertility, and physi-
cal late effects. Forty per cent felt that their ill-
ness was in the past and did not anticipate any
complications or side effects. The remaining
10% thought the illness would have a positive
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impact on their future citing feelings of greater
maturity, an increased ability to cope, a positive
attitude to life, and greater health awareness.

On completion of the interview, all survivors
were enthusiastic to take a copy of the booklet
and agreed to the follow up interview.

FOLLOW UP INTERVIEW

Forty seven follow up interviews were con-
ducted. Three survivors could not be contacted
and were not at home at the times arranged.
(These three had all rated, during the clinic
interview, that they did not perceive any need
for further information.)

Evaluation of the booklet

(A) General evaluarion—all those who were
interviewed were very positive about the value
of the booklet. Eighty seven per cent found it
easy to read and understand. Eighty seven per
cent read the booklet alone. When asked what
they would now do with it, 85% said that they
would keep it, 13% said they would keep it and
show it to someone else, and 2% (n = 1) said
they would throw it away. All but one wished to
see the final version.

Respondents thought that the most appro-
priate method of distribution was that a doctor
should discuss the booklet with the survivor
during a clinic consultation. Eight per cent
thought it should be given by a doctor but felt
it did not need discussion, and 22% thought it
should be made freely available in clinics for
people to take or not as they wished.

Sixty seven per cent said they were not upset
or distressed in any way by the booklet. The
remainder did not like being reminded about
the treatment, or felt upset for children who
were now having to undergo such experiences.
However, they all accepted that the infor-
mation was important, and did not regret hav-
ing been given it.

(B) Ewvaluation of the booklet sections—the
separate sections of the booklet were rated
positively, with almost 70% reporting that the
information was appropriate and answered
their questions. The exception was the section
concerning recurrence, where just 55% felt
their questions were answered.

Criticisms of the booklet
There were no major criticisms of the booklet,
though 38% would like further information,
especially with regard to fertility and their own
personal vulnerability.

Changes from clinic interview to follow up
interview

(A) Impact of the booklet on knowledge—81%
reported that they learned at least one new
piece of information from the booklet (reasons
for follow up, 28%; general advice about
health, 42%; education, life insurance, 8%; fer-
tility issues, 16%; second cancers, 6%).

(B) The importance of follow up—there was an
increased awareness of the importance of
follow up after reading the booklet; 65%
(ratings of 4 or 5) thought it important at clinic
interview compared with 95% (ratings of 4 or

343

5) at follow up interview. A paired ¢ test on the
mean scores indicated that this was a signifi-
cant increase (z = 2.13, df = 38, p<0.05).

(C) Risks with respect to friends—a paired ¢t
test on the mean scores indicated there was a
non-significant increase in the number of
survivors reporting that smoking was particu-
larly bad for them (70% (ratings of 4 or 5) ini-
tially thought they were at greater risk from
smoking than their peers compared with 77%
(ratings of 4 or 5) at follow up). There was a
similar non-significant shift in awareness of
risks associated with strenuous activities (from
12 to 28% giving ratings of 4 or 5).

However, a paired 7 test on the means scores
indicated there was a significant increase in
awareness of the dangers of sunbathing (z =
2.45, df = 40, p<0.05). Twenty two per cent
(ratings of 4 or 5) thought they were at greater
risk that than peers from sunbathing before
hand compared with 59% (ratings of 4 or 5) at
follow up.

Four survivors (8%) were smokers. All real-
ised that they were at greater risk from smoking
then their friends and two stated that, because
of the booklet, they would try to give up.

(D) Intentions to change behaviour—40%
intended to make changes in their behaviour in
order to keep healthy. These included paying
greater attention to diet, weight control, more
regular exercise, greater care when sunbathing,
more regular visits to the dentist, and breast
self examinations.

In addition to the general health promotion
issues, other practical advice was obtained
from the booklet. This included greater insight
into how to obtain insurance, intentions to
consult a doctor when considering starting a
family, and help in formulating questions that
they wished to ask at their next follow up
check.

Reaction to the booklet as a function of
demographics and initial opinions

There were no significant associations between
age, sex, age at diagnosis, time since diagnosis,
and whether survivors were upset by the book-
let, or whether they still wanted more infor-
mation having read it. However, survivors with
a diagnosis of a solid tumour learned more
than those with leukaemia (y* = 5.7, p<0.05).

Discussion

Our data suggest that knowledge in this group
of survivors was generally low both about past
treatment and the possible implications for the
future. One tenth of survivors could not name
their illness in the simplest of terms (cancer or
tumour). Surprisingly few studies have as-
sessed knowledge in children with cancer,
though there have been occasional reports
drawing similar conclusions.’

Awareness of the possibility of late effects
was also limited. Only half considered that
their illness might have a negative effect on
their future, and only one tenth thought one of
the reasons for attending follow up clinics was
to check for late effects. Few survivors recalled
that a doctor had discussed the reasons for
attending follow up clinics with them. This
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finding highlights the special difficulties of
working with survivors of childhood cancer, in
that it may be unclear when is the most appro-
priate time to raise questions about late effects
and need for regular follow up.

It may be that these children were not previ-
ously given much information about their
illness or that they have forgotten or chosen to
ignore any suggestions that they may
experience problems in the future. It seems
that some patients (both adults and children)
cope with long term illness by minimising the
severity of their condition.! In our efforts to
inform patients, we must remain sensitive to
the needs of those who choose to adopt this
approach to managing their lives. Information
may be helpful for some, but not all, patients,
and for this reason individual rights to not
know need to be respected.

However, our data suggest that the majority
of these survivors of childhood cancer welcome
the availability of information both about their
past medical history as well as about any future
consequences of the illness. While some are
simply curious about their pasts, others need
the information in order to deal with ongoing
consequences of the illness. Information is
especially important for those who require fur-
ther treatment, especially for growth or hor-
mone problems, for those with visible sequelae
and for those seeking employment. It is impor-
tant that survivors’ very real needs for infor-
mation are considered sympathetically and met
in long term follow up clinics.

Although this group of survivors were aware
of their increased risk from smoking compared
with their friends, they did not appear to
appreciate any additional risks which may be
associated with sunbathing or strenuous activi-
ties. These findings are consistent with previ-
ous work,” which suggests that some areas of
general health promotion may be over empha-
sised in clinics at the expense of others.

We were unable to identify individual differ-
ences in response to the booklet, at least in
terms of the clinical and demographic variables
investigated. The exception is diagnostic
group. As might be expected, given that they
form a more heterogeneous group, those with
solid tumours learned more compared with
those with leukaemia. We were unable to iden-
tify any subgroups who were distressed by the
information provided. The implication so far is
that there do not appear to be certain groups of
survivors for whom information of this kind is
not appropriate.

It is important to use some discretion when
distributing the booklets. Since many were not
aware of the names of specific drugs they had
been given, it would be possible for them to
interpret some sections of the booklet inappro-
priately. Some anxiety may be caused if
survivors read the general information, without
professional support, since they may be con-
cerned unnecessarily about risks that do not in
fact affect them.

The effectiveness of this brief, focused inter-
vention is particularly reflected in the findings

that survivors subsequently viewed attendance
at follow up clinic as more important. In addi-
tion, some 40% expressed some intention to
alter their behaviour as a result of reading the
booklet. While we recognise that good inten-
tions are rarely enough to change behaviour, it
is encouraging that such a relatively high
percentage at least expressed interest. It is also
important to note that this was a minimal
intervention; survivors were given the booklet
in clinic with only a brief explanation. In prac-
tice, we believe it is important that the contents
of the booklet are discussed during clinic visits,
and the key messages reinforced on subsequent
appointments. This preliminary evaluation was
conducted in an established long term follow
up setting, which means that the survivors
included may be relatively well informed about
possible late effects. Further work is necessary
to determine the impact of the information
among those who are more naive about
possible consequences of treatment.

The success of the booklet was apparent in
that (i) well over three quarters of the survivors
learned something new, (ii) there was a signifi-
cant change in awareness of risks from
sunbathing, and (iii)) there was increased
awareness of the importance of follow up.
There were no changes in perceived risks asso-
ciated with smoking (although the incidence of
smoking in this group was low, and the major-
ity were already aware of the associated risks)
or from strenuous activities.

Although some survivors wanted more
information than was provided, this was most
frequently with respect to their own treatment.
The intention has always been to include
personal information about treatment when
the booklet becomes available for wider distri-
bution. This will clarify specific treatments
experienced and how individuals may expect to
be affected. As a result of this evaluation, some
revisions have been made in order to reduce the
reading age. It is now planned that the booklet
will be distributed through long term follow up
clinics. In addition, future work will aim to
develop age appropriate information for
younger survivors.
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