ORIGINAL ARTICLE

Educational Support Programme for Gynaecological
Cancer Patients and Their Families

Maria E. Carlsson and Peter M. Strang

From the Department of Gynaecological Oncology, University Hospital, Uppsala, Sweden (M. E. Carlsson)
and Linkoéping University Palliative Research Unit (P. M. Strang), Vrinnevi Hospital, Norrkdping, Sweden

Correspondence to: Maria Carlsson, Department of Gynaecological Oncology, University Hospital, S-751 85
Uppsala, Sweden. Fax: + 46 18 50 52 09. E-mail: Maria.Carlsson@vard.uu.se

Acta Oncologica Vol. 37, No. 3, pp. 269-275, 1998

In order to improve psychosocial support for gynaecological cancer patients and their families a project with educational and supportive
group programmes was started. This article presents an evaluation of the project. The study group consisted of those patients and
next-of-kin who wished to participate in the educational support group programmes (n = 36 + 8). Patients from distant parts of the
catchment area who were not able to participate constituted the controls (n = 25). A graded Likert-like questionnaire and a short profile
of mood state (POMS) were completed before and after intervention. Patients who actively chose to participate differed from the
unselected control group even prior to educational intervention. In certain issues their perceived knowledge about cancer was inferior to
that of the controls and they felt more confused and angry than the control group (p < = 0.05). After intervention, the patients in the
interventional group reported a significantly improved level of knowledge about cancer than the controls (p <0.001, group by time
interaction). The qualitative section of the evaluation revealed that the most positive experiences coupled with participation were the

information and knowledge received and the mutual understanding experienced together with the other group members.
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A diagnosis of gynaecological cancer can come as a great
shock and can give rise to considerable personal uncer-
tainty. One way of offering support and reducing the feeling
of uncertainty is to provide information. A study of psycho-
social predictors for adjustment to gynaecological cancer
showed that there is a correlation between uncertainty and
pessimism (1). Inadequate information resulted in a de-
crease in motivation to alter the situation. However, when
the women had learned more about their illness and had
acquired some knowledge, they reflected a more positive
attitude towards both the current situation and the future.

A Swedish study by Lalos et al. (2) showed that most of
the partners of the women felt that they had not been
given basic information about the cancer and its treat-
ment. Furthermore, the study revealed that some of the
men wrongly believed that they had caused the cancer in
their women and they also thought that cancer was trans-
mitted by sexual intercourse. Both these misconceptions
created barriers with regard to their sexual activity. An-
other study by Carlsson & Strang (3) found that patients
also express misconceptions about cancer and cancer
treatment.

During the past 20 years, many different support groups
and educational groups for cancer patients have been
initiated. The groups are of two main types. Many groups
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are mainly supportive and the patients have the opportu-
nity to meet other patients in comparable situations and
with similar problems and are encouraged to discuss
thoughts, feelings and problems under structured condi-
tions. Other groups emphasize information and education.
It is well known that women, compared with men, are
generally more interested in different kinds of support and
educational groups (4-8). However, studies show that, if
the educational aspects are increased, men are more in-
clined to participate (9).

A project run over 3 years was initiated to improve the
psychological support to gynaecological cancer patients
and their next-of-kin. Prior to its start, a prestudy was
conducted in order to evaluate to what extent the patients
and their relatives were interested in participating in such
groups. Another aim was to determine which specific
issues were of most interest (10). The support and educa-
tional groups were based on the results of the prestudy and
were focused on education, this being defined as pedagogic
groups. Education and knowledge might constitute a con-
siderable psychological support in a period of crisis and
uncertainty. Another important function is to exchange
experiences with other patients in similar situations and
this constitutes an important part of the aims associated
with support groups (11, 12).
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Table 1

Demographic data
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Group members

Control Patients

Patients Next of kin (n=25) %
(n=36) % (n=23)
Age
Mean 57 54 56
Variation width 25-79 25-67 35-75
Employment status
Full-time work 5 14 3 0
Full-time sick leave 7 19 1 3 52
Retired 16 44 3 0 40
Part-time work 6 17 1 8
Others 2 5 0 0 0
Legal status
Married or cohabiting 25 69 17 47
Single 4 11 0 0
Divorced 5 14 5 20
Widow 2 6 3 12
Relationship
Husband 6
Parent 1
Children 1
Education
Secondary school 12 33 3 18 72
Upper secondary school 10 28 0 5 20
University degree 14 39 4 2 8
Cancer type
Cervical cancer 3 8 4 11
Endometrial cancer 42 7 19
Ovarian cancer 42 13 52
Other 3 8 1 4

* Owing to occasional missing data in the questionnaires, the sum of the subgroups, might be lower
than the corresponding total number of individuals.

The aim of the study was to evaluate whether educa-
tional groups have an effect on the perceived level of
knowledge and, secondly, whether this has a positive effect
on mood. Another aim was to investigate whether those
who chose to participate differed from the control group
in perceived knowledge and mood.

MATERIAL AND METHODS

The groups comprised 3-8 participants and a group leader
(MC) attended every group session. In addition, a
‘speaker’, or resource person, participated in most of the
sessions. The groups were mixed (patients and next-of-kin)
or comprised only patients. Each group had seven sessions
and each sessions lasted for 1.5-2 h. The patients were at
different stages of their disease. Some were newly diag-
nosed, some had undergone treatment, whereas others had
regular follow-ups at the out-patient department.

Issues that patients had previously (10) ranked as the
most important were included:

— What is cancer and how does it affect your body?
— Different treatment modalities, their side effects and
how to counteract them.
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Fig. 1. Mean value of perceived knowledge, on a 9-point scale.
Baseline and follow-up measurements for patients (white bars)
and controls (black bars).
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Table 2

The group members’ and the controls’ experience of their level of knowledge, on a 9-point scale, before and after the intervention. Time
(p time) is the overall positive change over time (patient—control). Interaction (group x time) is the relative improvement, i.e. mainly how
much more the patients improved compared with the controls

Mean values

ANOVA effects

Patients Next of kin Control p p p
Before  After Before After Before After time group  group x time

I know a lot about cancer and how 3.7 6.0 3.6 6.2 3.6 4.5 <0.0001 0.05 0.05
it affects the body

I know a lot about different gynae- 32 5.5 2.1 6.0 34 3.7 <0.0001  0.05 0.001
cological cancer types

I know a lot about different treat- 3.5 5.6 3.6 6.3 3.5 4.5 <0.0001 NS 0.05
ment modalities in cancer

I know a lot about side effects and 3.5% 59 39 6.4 4.6 4.8 <0.0001 NS 0.001
the treatment of side effects

I know a lot about pain and pain 2.5% 5.2 32 6.2 3.7 4.2 <0.0001 NS <0.0001
treatment

I know a lot about common psycho- 3.3 5.9 34 6.4 33 4.6 <0.0001 NS 0.05
logical reactions in cancer patients

I know a lot about coping with the 3.0 5.5 3.6 6.5 3.8 4.5 <0.0001 NS 0.01
disease

I know a lot about common psycho- 3.6 5.6 4.0 6.4 3.7 4.6 <0.0001 NS 0.05
logical reactions in families

I know a lot about questions related 32 5.5 2.7 6.0 3.5 4.7 <0.0001 NS 0.05
to food intake and cancer

I know a lot about dietary advice for  3.4* 6.1 2.9 6.1 4.6 5.2 <0.0001 NS 0.001
bowel problems

I know a lot about relaxation and its 3.7 5.4 3.9 5.5 4.0 4.7 <0.0001 NS 0.05
benefits

I know a lot about altered family life 3.7 5.8 3.2 5.9 4.0 5.2 <0.0001 NS NS
(partner, parents children, etc.)

Total 33 5.8 3.4 6.2 3.8 4.6 <0.0001 NS 0.001

* Significant between-group difference independent 7-test p<0.05.

— To live with a cancer diagnosis.

— Family relations and changes in roles.

— Pain and pain treatment.

— Diet and cancer. Diets for the treatment of gastrointes-
tinal problems.

— Common psychological reactions associated with cancer
and cancer treatment.

Four of the sessions were attended by ‘speakers’, a
doctor (3 times) and a dietician (once). The participants
were encouraged to deliver written questions to these
sessions (the nature of the questions is reported elsewhere).
The education concentrated on these actual questions and,
thus, the sessions were of great interest to the particular
group. On occasions when psychological issues were dis-
cussed, the approach was different and mainly character-
ized by discussions about the patients’ experiences related
to established crisis- and coping theories (13, 14).

The study had a quasi-experimental design. Patients and
next-of-kin who lived relatively close to the hospital and
had a reasonable possibility of participating were invited

to the programme, and patients from more distant parts of
the region who had undergone a 6-week course of radio-
therapy were also invited to participate, thus making this a
heterogeneous group. Some of the patients were severely
ill, in a progressive phase of their disease, and could not
therefore complete the programme. Only those patients
and next-of-kin who participated in more than half of the
sessions were included in the evaluation. The evaluation
consisted of an interventional group of 36 patients, 8
next-of-kin (no statistical comparison) and a control group
of 25 patients from distant parts of the region who were
unable to participate due to geographic difficulties. The
mean age was similar in both patient groups (interven-
tional group 57 years and control 56 years) and somewhat
lower for the next-of-kin (54 years). The patients diagnoses
were quite similar in both groups except for a greater
number of patients with endometrial cancer in the inter-
ventional group than in the control group (42% and 19%
respectively) and the opposite trend for ovarian cancer
(42% and 52% respectively). These differences were at-
tributable to the recruitment to the control group (patients
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Fig. 2. Mean value of total score of a short profile of mood state
(POMS) at baseline and at follow-up stratified for patients (white
bars) and controls (black bars). A reduction signifies an improve-
ment.

from distant parts of the region treated with chemother-
apy). Demographic data are presented in Table 1.

A section of the evaluation was common to both the
interventional group and the controls and one part was
applicable to the interventional group only. The common
part consisted of a short version of POMS (profile of mood
state) with 6 questions in the LASA format (15, 16) and an
instrument constructed for this study. In this instrument, the
respondents graded their perceived knowledge on a 9-point
scale (12 questions). The questions selected were based on
a review of the literature and the authors’ own experience
(a cancer nurse and a senior gynaecological oncologist) and
were presented in a combined numerical (9-point) and verbal
scale of the Likert type and would therefore have a
reasonable degree of face and construct validity. The inter-
ventional group completed the questionnaire at baseline and
after the educational sessions were finished. The control
group completed the questionnaire at the first treatment
evaluation (baseline) and 2—-3 months later.

Acta Oncologica 37 (1998)

An extra part of the evaluation that only the interven-
tional group completed comprised open questions where
they were free to describe the impact the groups had had.
They were also encouraged to rank the two most positive
and the two most negative experiences with the educa-
tional and support groups (see Tables 4 and 95).

The statistical analyses used were 72 (demographic data)
and analysis of variance for repeated measurements and
independent groups. Student’s z-test was used for single
comparison of baseline values. For the evaluation of total
score of POMS, a reverted LASA was used for the vari-
able ‘energy’ in order to include all LASA from negative
to positive (15, 16). The qualitative analysis of the written
comments was performed by content analysis (17).

RESULTS

Quantitative evaluation

There were some significant demographic differences be-
tween the patients in the interventional group and the
controls. Those who participated in the groups had a
longer formal education (p <0.01) and had different em-
ployment status (p < 0.05, see Table 1).

In general, the participants of the interventional group
reported that they had rather limited knowledge about the
different issues before the start of the educational groups,
but that their perceived knowledge increased significantly
(Table 2). The control group had higher baseline values,
but their improvement during treatment was rather limited
(Table 2).

There were some differences in perceived knowledge at
baseline (Table 2). Both groups improved at follow-up but
the improvement was significantly greater for the patients
in the interventional groups than for the controls (p <
0.001, group by time interaction). (See Fig. 1. and details
presented in Table 2.)

Table 3

Mean values of group members and the controls for their experiences of mood (POMS), on a 10-point
scale, before and after the intervention. Time (p time) is the overall positive change over time (patient-con-

trol)

Mean values ANOVA effects

Patients Next-of-kin Controls P p p

Before  After Before After Before After time group group X time
Fatigued 4.0 4.0 4.1 2.9 3.1 3.2 NS NS NS
Anxious 3.7 29 29 29 3.5 2.7 0.05 NS NS
Confused 1.7% 1.3 0.7 0.8 0.5 0.9 NS NS NS
Depressed 3.3 2.9 2.2 1.8 2.4 2.2 NS NS NS
Energetic 4.0 4.4 5.7 5.6 4.8 4.9 NS NS NS
Angry 2.0* 1.2 1.2 2.1 0.8 0.8 NS NS NS
Total 3.5% 2.9 2.6 2.5 25 2.4 NS NS NS

* Significant between-group difference independent 7-test p<0.05.



Acta Oncologica 37 (1998)

Educational support programme

Table 4

The positive comments to the open questions

Categories

Comments

Information

Education

Mutuality

‘To be able to address questions about every aspect and still get an answer!’

‘I have received answers to questions that others have asked and that I had not
even thought about!”

“The opportunity to discuss and address questions to competent professionals.’

‘As a “layman” I feel that I know a lot now. Most of my questions have been
answered and now I understand the important things about cancer’

‘Good to hear other patients’ reactions to their illness and also to understand how
“science” looks upon reactions that cancer patients express. One becomes
reassured that one has ‘“normal” reactions.’

“To have achieved a greater knowledge about illness and its course and how to
make one’s life as good as possible now.’

‘The need to meet others in a similar situation is great. One gives and takes and
gains new perspectives about the problems.’

‘It has been valuable for me because, being a patient at the “outpatient
chemotherapy unit”, there are few opportunities and little time to meet others in a
similar situation. It is important to feel that you are not alone in the world with
your problems. The groups have provided me with such a feeling of support and
consideration both from patients and the staff.” “To have experienced this special

24

22

20

closeness with others, one is not alone.’

Positive atmosphere in the group

‘The openness and the positive attitude.’ 18

‘The open and matter -of-fact attitude without it being frightening for the patients

or next-of-kin.’

‘To receive answers to important questions in a relaxed and neutral atmosphere.’

Feel reassured, reduced anxiety,

security the illness.’

‘Reducing the frightening misconceptions about all these different matters about 9

‘I feel that information and patient education provide me with a feeling of security

and reduce my anxiety.’
Better coping

“Very valuable when trying to cope with the situation today and in the future.’ 7

‘As I am single, I have really appreciated this group. To share with others
thoughts and experiences, those thoughts that I have been pondering about myself,
has given me a great amount of courage to carry on living.’

There was also an overall difference in mood (POMS) at
baseline (z-test < 0.05). Patients in the interventional
group reported a higher degree of confusion and anger at
baseline (z-test p <0.05). There was no significant im-
provement after the intervention for the patients compared
with the controls for the total score of POMS variables at
follow-up (see Fig. 2). There was a numerical improvement
for the interventional group for the variables ‘anxious’,
‘confused’, ‘angry’, and when these three items were put
together there was a significantly greater improvement for
the interventional group compared with the controls (p <
0.05) (see Table 3 for details).

Qualitative analysis

The comments to the open-ended questions were generally
positive; several participants could not list any negative
comments. The categorization of the positive and negative
comments can be found in Tables 4 and 5. Every catego-
rization is followed by a representative quotation. Cate-
gories with many comments
quotations.

may contain several

The positive comments about the group sessions can be
divided into three levels. The first one is about the condi-
tions for positive effects and mainly the positive atmosphere
of the groups. The second level is about the content and
meaningfulness of the educational groups. Several partici-
pants commented that they had not only gained a better
level of understanding and that their questions have been
fully answered, but also that the contact with others was a
very positive experience. The third level is about the effects
of education and knowledge and of becoming acquainted
with other persons in the same situation. Generally, partic-
ipants reported that they felt more relaxed and confident
and that they now have a better possibility of coping.

DISCUSSION

This evaluation is based on small, controlled groups but
without randomization (quasi-experimental design), which
tends to be a weakness because of generalized results. One
of the strengths, however, is that the evaluation is based
on the clinical reality—this kind of support group must be
voluntary, patients cannot be allocated to such groups
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Table 5

The negative comments to the open questions

Categories Comments n
The amount of time/too short ‘There was too little time for discussions after the teaching sessions.” “When we 11
sessions/too few sessions had learned to know each other and had created a wonderful rapport, well that
was when the groups were disbanded.’
Too small a group ‘We were too few in the group. It would have been more valuable with more 6
participants.’
Course of illness—the timing ‘I would have preferred the education before treatment.’ 5
A difficult reminder ‘I was so sad about all the other participants who had cancer, especially the young 5
ones. And now I think more about the risk of cancer dissemination in my own
body.’
Too few next-of-kin ‘It was a pity that so few next-of-kin chose to participate.’ 3
Place ‘The room and the location in the oncology department were not optimal 3
Too little of... ‘The mental aspects and how to become mentally stronger should have merited 3
more time.’

against their will. Moreover, the survey of support groups
at 42 NCI centres (18) has great similarities with the
current group.

The patients who actively chose to participate expressed
a higher need of support than the unselected control
group, regarding both knowledge and emotional support.
Berglund et al. and Berglund (7, 19) report similar results
and found in their studies of a rehabilitation programme
for cancer patients that those who wanted to participate
reported more problems at baseline than the controls.

Despite the fact that the participants had a significantly
longer formal education in the current study, their subjec-
tive feeling of perceived knowledge about cancer was lower
than that of the controls. Although this may seem contra-
dictory, it is not unexpected and probably reflects the fact
that persons with a higher degree of education are more
prone to use information-seeking as a coping strategy (20).
In fact, it is unlikely that these patients have less actual
knowledge than the others. On the contrary, the study by
Streptoe et al. (21) showed that those with the best actual
knowledge were more dissatisfied with the information
given.

At follow-up, the participants reported that they had
gained a deeper understanding of cancer and cancer treat-
ment. Furthermore, patients in the control group perceived
that their knowledge had increased with time but the
difference was significantly greater for the interventional
group. Berglund et al. showed in their studies (7, 22) that
patients in the rehabilitation programme were more sa-
tisfied than controls. The experiences from other education
groups are similarly positive (23—25). In the study by Cain
et al. (23) using an experimental design, the psychosocial
effects of information were investigated. The results were
strongly in favour of actively planned, structured informa-
tion. An interesting finding was that the effect was com-
parable between those who received individual information
and those who received the more cost-effective group
information.

Concerning mood, as reflected by short-POMS, there
were no significant differences as in improvement (before—
after), this finding is in good agreement with similar stud-
ies (7, 22, 25), i.e. patients are satisfied and content with
the educational groups, their perceived knowledge has
increased, but this is not reflected in specific variables such
as ‘anger’ or ‘energy’, and so on. Taking into consider-
ation all the other concomitant factors, such as ongoing
treatment, the lack of significant differences is not
surprising.

Many of the comments on the open questions strongly
indicated that the participants were very satisfied with the
opportunity to address all kinds of questions in a relaxed
and unrestricted atmosphere. We think that it is necessary
to be explicit and to assure both patients and their families
that the staff have the time and are interested in answering
their questions; not only direct patient-related questions
but also questions about cancer and treatment in general,
since this kind of knowledge facilitates the coping process.
For patients and next-of-kin who require a deeper under-
standing, educational support groups are an effective and
even a cost-effective way of providing knowledge and
support. One advantage is that the participants realize that
they are not alone but that their questions and experiences
are shared by others. Moreover, they learn from the
questions that are addressed by other members of the
group. In our experience patients who have been dissa-
tisfied with their treatment and have had follow-up visits
for 1-3 years also benefit greatly from educational ses-
sions. Once they have received proper explanations to their
questions/misconceptions, they feel relieved and can go on
with their lives without this burden of uncertainty.

Conclusion

Patients who chose to participate in an educational and
support programme differed at baseline from the unse-
lected control group in that they expressed a lower per-
ceived level of knowledge and more confusion and anger
than the controls.
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After the intervention the participants felt more in-
formed, perceived a deeper knowledge about cancer com-
pared with the controls.

The most positive experience was gaining new knowl-
edge as a basis for coping and sharing personal experiences
with other participants.
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