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Abstract

Aim: The psychosocial support for cancer patients in the mental health care is often limited because of difficulties in access
and the expense to patients. In response, informal regional support centers have been developed in the Netherlands called
“Community-based Psychosocial Support Centres (hereinafter: CBPSCs) for cancer patients and relatives. They offer
supporting complementary activities and professional psychological help which are easily accessible and free of charge. We
studied the use (frequency, duration and future use) and the determinants of the visits to CBSPCs.
Method: Visitors covering 701 cases from 25 CBPSCs filled-out a web-based questionnaire, answering questions about how
often they contacted CBPSCs (frequency, duration and future use) and which personal factors, mainly based of the ASE
model, influenced the use of CBPSCs. Also, the well-being of the patient, the evaluation of the visits and the significance of
the support received were studied as dependent variables, in addition to the role of the ASE factors, applying multivariate
analyses. All sum scores showed a strong internal consistency.
Results: Most patients did not know what CBPSCs are or where to find them. About one-fifth was alerted by family, friends
and acquaintances. Another 20% was informed about CBPSCs by hospital oncology nurses and through leaflets. Patients
rarely reported being referred by their GPs and medical specialists. Health care providers in hospitals were much better
informed about CBPSCs, referring approximately half of their patients to CBPSCs. Around two thirds of the patients visited
the CBSPC once a week for 2 to 3 hours and intended to continue these visits in years to come. Present use generally showed
that the most important determinants are the attitude towards the visits, whether the patient is a recent visitor, the patient’s
perceived significance of the visits and having a socially-inactive lifestyle.
Conclusions: The study confirms the high value that this type of organisation provides in informal support in cancer care.
The CBPSCs need to improve their visibility in the healthcare system through more public campaigns and better information
to patients. More countries should introduce and stimulate this type of easily-accessible, cheap, effective and highly-valued
supportive care centres, and explore the needs of patient and family members.
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Introduction

Due to a national higher life expectancies and aging populations
in several countries the number of people with cancer is increasing
[1]. Prevalence statistics? from 2019 show that 578,000 people
in the Netherlands are diagnosed with cancer [2]. Patients and
providers report that the diagnosis of cancer and the ensuing
treatment may influence their lives as both patient and relative,
in practical, physical, emotional, social, and spiritual terms.
This emotional situation, which is frequently severe, stresses the
importance of appropriate and easily-accessible psychosocial care
and aftercare for cancer patients and their family members [3-5].
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Organisation of Psychosocial Supportive Care
The development of adequate psychosocial support for cancer
patients is an important organisational task in the healthcare [3-5].
Cancer patients and their relatives may receive support in hospitals
from the direct involved oncologists and oncology nurses, however,
they often have limited availability due to their work overload.
The primary healthcare system has broadened the psychosocial
support possibilities that can be provided by general practitioners
(GPs), social workers, psychologists, and psychiatrists. Due
to organisational factors such as waiting lists and financial
restrictions, the forms of psychosocial supportive care mentioned
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above are often not easily accessible to cancer patients. For this
reason, patient organisations, often in cooperation with healthcare
professionals, have taken the initiative to establish patient-oriented
support centres in several countries. Examples of these centres
are the Maggie’s Centres in the UK, Barcelona and Hongkong
and in the USA, the MD Anderson Cancer Centre (Houston)
and the Memorial Sloan Kettering Cancer Center (New York) all
offering support groups. In Germany, the psychological support
is organised by the Lenser Institute (Life-valued Institute) in
Cologne and by the Krebsgesellschaft (Cancer Society) in Bavaria
(München). Comparable initiatives exist in Australia, Belgium,
Canada, Denmark, Norway and Israel [6, 7]. In the Netherlands,
it was primarily both former and current cancer patients who took
the initiative to establish CBPSCs, community-based psychosocial
support centres for cancer patients and their family members [8].

The focus of CBPSCs

The Dutch CBPSCs are private initiatives, set up as independent
social enterprises that are funded by local and national policymakers, sponsorships, grants, donations and centre-organized
activities. During the study, more than 40,000 cancer patients and
relatives visited the CBPSCs [1]. These centres are often led by
a part-time, paid professional director or coordinator, in addition
to the organisational support of the specialized trained volunteers.
The support that CBPSCs offer to their visitors can range
from participation in social activities to receiving therapeutic
psychosocial support [8].
Social activities are low-threshold psychosocial support facilities,
offering contact with fellow patients who have or have had cancer
and are dealing with their illness, treatment and care. It may include
personal meetings with fellow patients (e.g., mornings to have a
cup of coffee together), discussion groups, informal talks, creative
expression (painting, photography) and body-mind activities for
relaxation (meditation, singing).
Therapeutic support includes psychological therapy given by
professionals within CBPSC’s or other outside professionals
working closely with the CBPSCs. Such therapy offers cognitive
behaviour therapy (CBT), yoga, mindfulness training and forms of
individual and group therapeutic coaching.
The role and support offered by CBPSCs are a part of the whole
psychosocial oncology care, which acts as the lowest level of
organized support in a stepped-care model [8]. This may lead to a
more convenient availability of informal care and support to cancer
patients, closer to home [9]. This requires, however, appropriate
and adequate referrals from the healthcare system, as well as
informed choices by patients. The lack of information about these
requirements was the impetus for our study.

Aims of the Study

At the start of the foundation and development of CBPSCs, little
information was available about how and why cancer patients
choose the CBPSCs, because they were rather new facilities. We
studied the level of use (frequency, duration and future use) as well
as which factors influenced their choice for CBPSCs.
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Material and Methods

We studied the use of CBPSCs services by cancer patients, by filling
out a web-based questionnaire. Thirty centres were included in this
study, using approximately half of the 60 CBPSC centres that were
available and willing to participate, with data based on the visitors
from eight years ago. Five CBPSCs could not participate due to
practical reasons. Patients from 25 CBPSCs were invited by email,
post and flyers. In total, 3,134 invitations were sent, 2,436 by email
and 698 by regular mail. In total, 701 visitors of 790 participants
decided to participate in this part of the study (a drop-out rate of
11%).

The Questionnaire

The questions focused on the use of the centres and the factors
influencing the choice made by cancer patients to visit CBPSCs.
The use was studied with questions about the frequency of the
visits, the duration of the visits and planned future visits. The
determinants studied included:
a. Social background factors, e.g., gender, education, recent or
more long-term visitors and age.
b. Medical condition such as severity and type of cancer,
comorbidities, present treatment, use of alternative medicine
(CAM).
c. Attitude, perceived social norms and self-efficacy toward the
use, based on the ASE model.
d. Quality of life, complaints, and the burden of the cancer and
its treatment as experienced by the patient.
e. Perceived stress and feelings after the visits.
f. Evaluation of the support and therapy received such as
satisfaction and supply of information.
These factors are integrated in the ASE model, as the explanatory
model driving health behaviours. The usability and validity of the
questions were proved in former studies [8, 10, 11]. Based on the
ASE model adapted the general attitude towards CBPSCs was
measured by 5 questions, the perceived expectations of the social
environment (family, friends, oncologists) and the experienced
efficacy (e.g., how to reach a CBPSC, and the health condition of
the patients) [12].

Statistical Analysis

For the construction of the scales, we checked the reliability by
Cronbach’s alpha coefficients. We used mainly Pearson correlation
coefficients and multivariate analyses e.g., factor analysis to study
the correlations between the determinants (see the measured
indicators above) and the dependent variables. This was also
applied to dichotomy variables. We applied SPSS in all analyses
[13].

Ethical approval

To guarantee ethical procedures both the members of the advisory
board and the scientific committee of the Dutch Cancer Society
approved our research protocol.

Results
The Measurements

In table 1 all the developed scales and single item determinants
are presented, including the numbers of questions. All constructed
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indicators have a high internal consistency, indicated by the
Cronbach’s alpha coefficient. The information about the direction
of the measurement is important to the interpretation of results to
be reported later.

The use of CBPSCs

Most of the cancer patients who visited a CBPSC did not know
what a CBPSC was and had not been informed about how to find a

CBPSC in their region [8]. The largest group of visitors answered
that they were alerted about a local CBPSC by family, friends and
acquaintances (22%). Furthermore, information from hospital
oncology nurses and leaflets each account for 21% of patients
who learned of the existence of CBPSCs. Referrals by health care
professionals from primary and secondary health care were rarely
mentioned: medical specialists (6%) and general practitioners (5%).

Table 1: Information about the measurements.

I.BACKGROUND FACTORS
Type visit (0=family, 1=self)
Gender (1 = woman; 2 = man)
Education level (three levels)
Age
Social status: active (=1); not active (=2)
Experienced visitor (long ago 1; recent =2)
II.MEDOCAL CONDITION
Severity (less severe = 1; more severe = 2)
Type of cancer: breast cancer =1, other = 0
Diagnosis shorter than 3 years ago =1, longer ago = 2)
Comorbidities (no = 0, yes = 1)
Current med, treatment (not = 1, under control = 2, regular treatment = 3)
Use of alternative therapies outside the CBPSC) (not = 0, yes=1)
III. EVALUATION ACTIVTITIES
Evaluation activities
Support during activities
Informatie supply
IV.EVALUATION THERAPIES
Evaluation therapy
Evaluation therapist
Information supply by therapist
V.ATTITUDE ,PERCEIVED NORMS, SELF-EFFICACY (ASE-MODEL)
Attitude
Social norms
Self-efficacy
***VI MEANING OF THE SUPPORT
Perceived gain
Feelings after the visit
V.EVALUATION OF CBPSCs
VI.EXPERCIENCED WELL-BEING
General quality of life
Complains
Burden of the illness

Number
of items

Scale
range

Number of
Alpha Score
patients
coefficient direction
N.A
1-2
711
701
707
702
704

1
1
1
1
1
1

1-2
1-2
1-3
1-4
1-2
1-2

1
1
1
1
1
1

1-2
1-0
1-2
1-0
1-3
0-1

1
5
4

1-10
1-5
1-4

659
614
639

N.A
89
76

1
5
4

1-10
1-4
1-4.84

139
136
133

N.A
93
84

5
6
4

1-4
1-4
1-4

661
559
599

87
91
86

9
10
4

1-4
1-3
1-10

568
469
698

94
72
93

3
10
4

1-7
1-4
1-10

602
569
610

94
87
84

621
621
621
621
621
621

* p < .05 ; ** p < .01;
***a lower score means higher on this concept.
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Once patients have found their way to a CBPSC, they visit the
CBPSC once a week (28%) or more frequently (10%). A third
(34%) visits the CBSC once or several times a month. A visit
lasts about 2 to 3 hours. Almost half (44%) of the visitors want
to continue visiting the CBPSCs in the coming years. Two thirds
(69%) of the visitors report that they have been visiting the CBPSC
for more than a year. Most visitors only contemplate stopping their
visits to the CBPSC when their health circumstances require that.

Correlations with Behavioural Factors

We studied the correlations between the independent factors with
the frequency, the duration of the visits and the planned future
visits. The three dependent variables are correlated (table 2). This
shows that the frequency of the visits is an indicator of the duration
of the visits and the frequency of the future visits. The correlations
between the behavioural aspects and the visits indicators are
presented in table 3.

Table 2: Correlations between the behavioural aspect of the visits.

Frequency of visits
Duration of visits
Intended future visits

Frequency of visits N=705
--------

Duration of visits N=699
.45*
-

Intended future visits N=701
.58*
,46*
-

*p < .001.
The data in table 3 show that the frequency of the visits is higher in
cases of lower social status, higher evaluation of the activities and
support, positive attitude towards CBPSC, general evaluation of
the CBPSC, perceiving more gain from the visits, positive feelings
after the visits and a heavier burden of the illness.
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The duration of the visits is longer in cases of being a cancer
patient, socially inactive, a higher evaluation of the activities and
support, general evaluation of the CBPSC, perceiving more gain
from the visits, positive feelings after the visits, and a heavier
burden of the illness.
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Table 3: Correlation between the independent factors and the visit indicators: frequency, duration and intended visits,
(Pearson correlation coefficients).

I. BACKGROUND FACTORS
Type visit (0=family, 1=self)
Gender (1 = woman; 2 = man)
Education level (three levels)
Age
Social status: active (=1); inactive (=2)
Experienced visits (long ago 1; recent =2)
II. MEDICAL CONDITION
Severity (less severe = 1; more severe = 2)
Type of cancer: breast cancer=1, other = 0
Diagnosis shorter than 3 years ago =1, longer ago = 2)
Comorbidities (no = 0, yes = 1)
Current medical treatment (none = 1, under control = 2, regular treatment = 3)
Use of alternative therapies outside the CBPSC) (none = 0, yes=1)
III. EVALUATION ACTIVTITIES
Evaluation activities
Support during activities
Information supply
IV.Evaluation therapies
Evaluation therapy
Evaluation therapist
Information supply by therapist
V. ATTITUDE, PERCEIVED NORMS, SELF-EFFICACY (ASEMODEL)
Attitude
Social norm
Self-efficacy
VI MEANING OF THE SUPPORT
Perceived gain
Feelings after the visits
EVALUATION OF CBPSC
VI.EXPERCIENCED WELL-BEING
General quality of life
Complaints
Burden of the illness

Frequency
of visits

Duration of
visits

Intended future
visits

,065
,009
-,090*
,074
,136**
,052

,079*
-,001
-,061
-,042
,080*
,015

,162*
,034
-,048
-,013
,126**
,001

,038
-,032
-,012
,021
,068
,033

-,028
,011
-,009
-,011
,130
,059

-,056
,024
-,038
,048
,104
,024

,197**
,145**
,052

,189**
,106**
-,014

,164**
,098*
,003

,026
-,082
-,044

,026
-,021
-,040

-,025
-,122
-,010

,398**
,029
,013

,247**
,042
,001

,319**
,075
-,024

263**
,187**
,245**

,162**
,176**
,207**

,119**
,254**
,182**

-,039
,072
,116**

-,064
,088
,102*

-,043
,085
,109**

* p < .05; ** p < .01
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The future use is mainly correlated with being a cancer patient,
socially inactive, higher evaluation of the activities and support,
general evaluation of the CBPSC, perceiving more gain from the
visits, positive feelings after the visits, a heavier burden of the
illness.
Given several of the indicators mentioned in table 3, a regression
analysis was conducted in order to explore which factors influence
the behaviours (Method Enter). If we take the frequency of visits
as the main independent variable, then the analyses show that the
attitude towards the visits, being a recent visitor and a less active
social life are the most important determinants. The explained
variance of this model is 30%.

Other Dependent Variables

In addition to the direct behavioural aspects as mentioned
above, there may also be more indirect indicators of the patient’s
behaviours. In this context, we studied the correlation with the
patient’s well-being, the evaluation of the CBPCs and the social
support received.

Correlations with Patient’s Well-Being

The correlation was studied between the independent behavioural
indicators and four aspects of the well-being: feelings after the
CBPSC visit, general quality of life, complaints and burden of
the illness. Table 4 shows the correlation between the well-being
indicators. The three indicators of the patient’s well-being are
correlated, but the correlations are not so strong to construct one
well-being score.

Table 4: Correlation between the well-being measurements

Quality of life
Complaints
Burden of the
illness

Quality of life
N=602
-

Complaints
N=564
-.635**

Burden of
illness N=600
-,454**

-

.649**

* p < .05, **P < .01
The correlations with the patient’s well-being indicators are
presented elsewhere [14]. A regression analysis shows that for the
general quality of life, the following factors are the independent
determinants: positive feelings after the CBPSC visits, selfefficacy, the severity of the illness, comorbidities, and the attitude
towards the visits. The explained variance is 22%.

Correlation with evaluation of the CBPSC.

The three indicators of the evaluation are quite high (see table
5). The correlations with the independent factors are presented
elsewhere [14]. Regression analysis show that that the evaluation
of the activities (highest N) is mainly influenced by the attitude
toward the CBPSC, the perceived gain from the visits and positive
feeling after the visit. This model explains 24%.

Table 5: Correlations between the evaluation measures.

Evaluation of activities
Evaluation of therapy (if present)
Positive aspects of the CBPSC

Evaluation of the activities
N=659

Evaluation of the therapy
N=136

-

.575**
-

Positive aspects of the
CBPSC
N=652
.672**
,516**
-

* p < .05, ** p < .01

The Meaning of the Support

The significance of the support experienced may be important to
the continuation of the visits. That significance is measured by the
gain that patients experienced from the visits, e.g., having a better
grip on one’s own feelings, the exploration of the significance of
the cancer, respect of boundaries, personal development (in total
9 items) and the feelings after the visits (10 items). Both factors
correlate r= .33, p < .001. The correlations with the independent
variable are presented elsewhere [14].The regression analysis
Med Clin Res, 2021

shows that the following factors are the main determinants: not
actively work/unemployed, less severe condition of the illness,
intention to visit the CBPSC in the future, positive evaluation
of the activities and a positive attitude towards the CBPSC. The
explained variance of this model is 52%.

The Role of the ASE factors

The attitude, the perceived social norms and the efficacy are
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potential determinants of the visitors’ behaviour (ASE model). Two the three indicators are collated, as shown in table 6. Self-efficacy
is not correlated with social norms.
Table 5: Correlation between attitude, perceived social norms and self-efficacy.

Attitude
Social norm
Self-efficacy

Attitude
N=661
-

Social norm
N=559
.268**
-

Self-efficacy
N=599
.151**
,025
-

* p < .05, ** p < .01
The regression analysis show that attitude is mainly correlated with
the perceived significance of the visits, having paid employment,
evaluation of the CBPSC, frequency of visits to the CBPSC and
the planned future visits. The explained variance of this model is
52%, showing that the ASE factors are important determinants of
the behavioural indicators.

Conclusion and Discussion
Conclusion

Adequate social support for cancer patients is an organizational
task for healthcare. This requires a patient-centered approach
which is often not very well developed in healthcare for cancer
patients. Consequently, cancer patients frequently struggle to
find appropriate psychosocial oncological care, within the often
medical-technically and not psychosocially-oriented medical care
[15-17]. Dutch psychosocial cancer healthcare tried to solve this
problem through the foundation of community-based support
centres for cancer patients (CBPSCs). In a quantitative study, we
explored which factors influence the frequency of the visits, how
cancer patients came in contact with CBPSCs and how the referral
process within healthcare functions.
The study showed that the greatest number of visitors are rarely
referred through the healthcare system but that this occurred
through informal contacts of the patients themselves, because
CBPSCs were rather unknown in the healthcare system. The
patients who were referred participated in a lot of supportive social
activities and used therapeutic activities within a broad range of
therapies. The main determinants of the number of visits were the
attitude towards the CBPSC, being a recent visitor, having a less
active social life, and the significance of the visits.

Discussion

This is the first extensive study on the organization of CBPSCs in
the Netherlands. It confirms the results of earlier smaller studies
[10]. The number of participants in our study was lower than
expected, because we intended to include the number of visitors,
whilst the CBPSCs often count the number of visits. The patient
sample is possible biased by the participation of a large number
of women with breast cancer and a smaller number of men
with prostate cancer, as compared to national statistics [2]. The
limitations of the cross-sectional survey method in this study are
compensated by a more qualitative study on the factual reported
supplied care by oncological providers [15]. However, our study
cannot (yet) prove cause and effects relations.
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Referrals to CBPSCs is rather limited in the healthcare system,
especially referrals by oncologists, medical doctors or GPs. Other,
and more recent studies show that this situation has not improved
much [18, 19]. An effective Public Relations campaign for
CBPSCs should especially be concentrated in hospitals and the
primary healthcare system, to improve their visibility and make
them more well-known to the public. In the meantime, the number
of Dutch CBPSCs is rising, but the finances are still limited.

Practical Implications

The study also implies lessons for the psychosocial cancer in
other countries. Since conducting this study, a few other countries
have introduced and implemented similar organizations like the
CBPSCs. Meanwhile, there is a growing interest for the foundation
of comparable support centers in other countries [6, 7]. However,
the organization of healthcare systems and the position of CBPSCs
differ from country to country. In the Netherlands, the CBPSCs
function independently from hospitals. In a few European countries
and the USA, Canada, and Australia, that is not the case [6, 7].
Therefore, these informal support centers may receive more cancer
patients from the affiliated hospitals. Furthermore, comparative
international studies are necessary on the referral, the use of, and,
particularly. the possible effects of several types of CBPSCs.
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