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Abstract

Purpose We aimed to (1) describe the utilization of mental
health-care in survivors and siblings, the association with
severity of distress, and visits to other professionals in dis-
tressed survivors not utilizing mental health-care; and (2)
identify factors associated with utilization of mental health-
care in distressed survivors.

Methods Within the Swiss Childhood Cancer Survivor Study,
we sent postal questionnaires to all participants aged <16 years
at diagnosis (1976-2003), who survived >5 years after diag-
nosis and were aged >16 years at study. Survivors and siblings
could indicate if they utilized mental health-care in the past
year. Psychological distress was assessed with the Brief
Symptom Inventory-18 (BSI-18). Participants with scores

Swiss Paediatric Oncology Group (SPOG) Scientific Committee: Prof. R.
Ammann (MD), Bern; R. Angst (MD), Aarau; M. Ansari (MD), Geneva;
PD M. Beck Popovic (MD), Lausanne; E. Bergstraesser (MD), Zurich; P.
Brazzola (MD), Bellinzona; J. Greiner (MD), St. Gallen; Prof. M. Grotzer
(MD), Zurich; H. Hengartner (MD), St. Gallen; Prof. T. Kuehne (MD),
Basel; Prof. K. Leibundgut (MD), Bern; Prof. F. Niggli (MD), Zurich; PD
J. Rischewski (MD), Lucerne; Prof. N. von der Weid (MD), Basel.

M. E. Gianinazzi - C. S. Rueegg * C. E. Kuehni - G. Michel

Swiss Childhood Cancer Registry, Institute of Social and Preventive
Medicine, University of Bern, Finkenhubelweg 11,

3012 Bern, Switzerland

N. X. von der Weid

Department of Pediatric Oncology and Hematology,
University Children’s Hospital Basel UKBB, Spitalstrasse 33,
4056 Basel, Switzerland

F. K. Niggli
Department of Oncology, University Children’s Hospital Zurich,
Steinwiesstrasse 75, 8032 Zurich, Switzerland

G. Michel (<)

Department of Health Sciences and Health Policy,

University of Lucerne, Frohburgstrasse 3, 6002 Lucerne, Switzerland
e-mail: gisela.michel@unilu.ch

T>57 on two of three scales or the Global Severity Index
were considered distressed.

Results We included 1,602 survivors and 703 siblings. Overall,
160 (10 %) and 53 (8 %), utilized mental health-care and 203
(14 %) and 127 (14 %) were considered distressed. Among
these, 69 (34 %) survivors and 20 (24 %) siblings had utilized
mental health-care. Participants with higher distress were more
likely to utilize mental health-care. Distressed survivors not
utilizing mental health-care were more likely to see a medical
specialist than nondistressed. In the multivariable regression,
factors associated with utilizing mental health-care were higher
psychological distress and reporting late effects.

Conclusions Our results underline the importance of devel-
oping interventional programs and implementing psycholog-
ical screening in follow-up of survivors. It is also important to
systematically address siblings' needs. In follow-up, patients
at risk should be informed about existing possibilities or
advised to visit mental health professionals.

Keywords Cancer - Oncology - Mental health care -
Childhood cancer survivors

Introduction

Research on psychological late effects after childhood cancer
has shown that a substantial number of survivors suffers from
a variety of psychological problems [1-3]. Similar to the
general population [4], the most frequent problems among
survivors include depression, anxiety, somatization, and
posttraumatic stress [1, 5-8]. Psychological problems can
have debilitating consequences in daily life, both on the indi-
vidual and social level, and can considerably decrease health-
related quality of life [9]. According to the World Health
Organization, depression is one of the leading causes of dis-
ability in the world [10].
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Psychotherapy, in all its forms, is one of the recognized
treatments utilized to reduce symptoms in the acute phase of a
psychological disorder [11] to prevent recurrence and, for
childhood cancer survivors in particular, to deal with their
cancer history. Moreover, cancer survivors in general have
to deal with their increased risk of developing physical late
effects such as hormone deficiencies, second malignancies,
and others [12]. For these reasons, survivors who experience
psychological difficulties or are at risk for developing them
should be followed by mental health specialists or should be
advised to participate in an internet-based program [1, 2].
Regular psychological follow-up is also recommended in the
Children's Oncology Group Long-Term Follow-up guidelines
and in recent literature [13—15].

Despite this, research on childhood cancer survivors' utili-
zation of mental health care is scarce. Up until now, studies
have focused on health-care services without paying particular
attention to mental health-care. Moreover, no study has so far
investigated health-care utilization of survivors with psycho-
logical distress: it remains unclear whether they utilize mental
health care as a resource, or whether they visit their pediatric
oncologist or other medical professionals. Finally, research on
this topic is lacking for siblings, who also are at risk for
developing psychological distress as a consequence of the
trauma of childhood cancer experienced in the family [16].

According to Andersen and Newman's “model of health
services utilization” [17], three types of factors influence
mental health-care utilization: (1) predisposing (individual
characteristics that exist prior to the illness such as gender
and migration background), (2) enabling (features that influ-
ence the health-care delivery and attitudes, e.g., availability of
care, attitudes toward seeking care, income, and education),
and (3) needs-related factors (physical and mental health
assessment and include features such as severity of symptoms
and perceived need for support). Based on this framework, we
investigated factors associated with mental health-care utili-
zation in childhood cancer survivors.

We therefore aimed to (1) describe the mental health-care
utilization in survivors and siblings, in particular, (a) mental
health-care utilization in survivors and siblings overall and in
distressed participants and (b) utilization of other health-care
services in distressed and nondistressed survivors not utilizing
mental health care; and (2) identify factors associated with the
utilization of mental health care among distressed survivors.
We hypothesized that both nondistressed and distressed sur-
vivors reported to utilize mental health-care services more
often than both nondistressed and distressed siblings; further-
more, distressed survivors who did not report to utilize mental
health-care attended more visits to other medical professionals
than nondistressed survivors. Based on previous research [ 18]
and the model of health services utilization [17, 18], we
also hypothesized that a combination of individual
sociodemographic and clinical factors (e.g., gender,

@ Springer

education, diagnosis and treatment, and presence of late ef-
fects) would be associated with survivors' mental health-care
utilization.

Methods
Sample and procedure

Since 1976, the population-based Swiss Childhood Cancer
Registry (SCCR) collects data on all cancer patients younger
than 21 years, who were diagnosed with leukemia, lympho-
ma, central nervous system (CNS) tumors, other malignant
solid tumors, or Langerhans cell histiocytosis [19, 20]. The
Swiss Childhood Cancer Survivor Study (SCCSS) is a nation-
al long-term follow-up study including all patients registered
in the SCCR who survived for >5 years and were diagnosed
<16 years of age between 1976 and 2003. Details of the study
are presented elsewhere [21]. For the present study, we in-
cluded all persons aged >16 years at the time of study.

Between 2007 and 2010, eligible participants received an
information letter on the study from their former treating
pediatric oncology clinic. Two weeks later, they received a
questionnaire with a prepaid return envelope. Nonresponders
were sent a reminder letter with a questionnaire 4-6 weeks
later. If they still did not reply, they were contacted by phone
after another 4-6 weeks.

Siblings of survivors, also aged 16 or older, were recruited
as a comparison group. Every survivor was asked to list his/
her siblings in the questionnaire. In 2010-2011, we asked
survivors for consent to contact their siblings and then sent a
questionnaire to siblings who consented. Siblings received the
same questionnaire as survivors without the cancer-related
questions. We sent only one reminder letter to siblings.

Ethics approval was provided through the general cancer
registry permission of the SCCR (The Swiss Federal
Commission of Experts for Professional Secrecy in Medical
Research) and a non-obstat statement was obtained from the
ethics committee of the canton of Bern.

Measures

The SCCSS used an extensive questionnaire similar to those
of'the US and UK childhood cancer survivors studies [22, 23].
The questionnaire covered various domains including utiliza-
tion of health services, psychological distress, quality of life,
fertility, somatic health, health behaviors, current medication,
as well as sociodemographic questions.

Variables assessed by questionnaire

To assess information on “mental health-care,” we asked
survivors and siblings to indicate if they visited a psychologist
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or a psychiatrist in the past year. We also asked whether they
visited other health-care professionals in the past year and we
coded them: “visits to generalist” if it was a pediatrician or a
general practitioner, “visits to oncologist” if it was a pediatric
or an adult oncologist, and “visits to specialists” in the case of
visits to a cardiologist, neurologist, gastroenterologist, or
endocrinologist.

Psychological distress was assessed using the Brief
Symptom Inventory-18 (BSI-18) [24]. The inventory yields
three scales (somatization, depression, and anxiety) and a
Global Severity Index (GSI). Patients were asked to report
their degree of distress in the past 7 days using a four-point
scale ranging from “not at all” to “a lot.” To categorize
individuals with psychological distress, sum raw scores were
standardized into 7 scores according to the manual's norm
population and survivors with a score 7>57 were considered
as distressed as utilized before by the studies of Zabora and
Liptak [25-27]. Sensitivity analyses showed that the utiliza-
tion of this cutoff better represented the expected proportions
of distress in this population [27]. Survivors and siblings who
had scores 7>57 on two scales or the GSI were considered
“with psychological distress” (case rule) [24]. Higher scores
on the BSI-18 represent higher levels of distress.

Participants were classified as having a migrant back-
ground if they were not Swiss citizens since birth, not born
in Switzerland, or had at least one parent who was not a Swiss
citizen. Language region was coded into German, French, and
Italian. For survivors, we also assessed self-reported late ef-
fects by asking survivors whether they experienced any late
effect of their illness.

Information extracted from the SCCR

We extracted information on baseline demographics and pro-
spectively collected medical information on diagnosis and
treatment of survivors from the SCCR including current age,
sex, cancer diagnosis, age at diagnosis, treatment, and time
since diagnosis. Diagnosis was classified according to the
International Classification of Childhood Cancer (third edi-
tion) [28]. In the analysis, we grouped diagnoses into
leukemia/lymphoma, CNS tumors, and other solid tumors.
Treatment was classified as having had surgery (yes/no),
having received chemotherapy (yes/no), having had radiother-
apy (no radiotherapy, body and limb irradiation, cranio-spinal
irradiation), and having had autologous or allogeneic bone
marrow transplantation (BMT; yes/no). We also assessed the
occurrence of one or more relapses, and we coded place of
residence into urban and rural [29].

Statistical analyses

We performed all analyses using Stata 12.0 (StataCorp,
College Station, TX). To compensate for the differences

between the two samples of siblings and survivors, we
utilized a weighting factor based on age, sex, language
region, and migrant background. Hence, we could match
the siblings to the distribution of survivors. We also con-
trolled for family clustering using a logistic regression. We
found no differences and we presented data not including
clustering [30].

First, we utilized Wald statistics to compare the proportions
of survivors and siblings who reported having visited a
psychologist/psychiatrist, first by considering the whole sam-
ple and second by running the analysis separately in distressed
survivors and siblings only. Third, we utilized chi-square
statistics to compare proportions of distressed and
nondistressed survivors who visited other health-care profes-
sionals than psychologists. We then looked whether visiting
one of these health-care professionals was associated with one
of the BSI-18 scales (somatization, depression, or anxiety)
using logistic regressions.

We computed univariable logistic regressions to evaluate
crude associations between risk factors and the utilization
of mental health-care. In the multivariable logistic regres-
sion, we included all variables that were significant (p <
0.05) in the univariable regressions. The outcome was
“utilization of mental health-care.” All variables that were
significantly associated (p <0.05) with the outcome in the
univariable logistic regression were included in the multi-
variable analysis. Additionally, because of established ex-
planatory power or relevance, sex, diagnosis, and treatment
were included in all models regardless of their statistical
significance. Likelihood ratio tests were used to calculate
global p values.

Results
Characteristics of the study population

Of 2,621 survivors who were eligible for the SCCSS, we
could trace and send a questionnaire to 2,328 survivors of
whom 1,729 participants replied (response rate: 74 %)
(Fig. 1). Of those, 127 (7 %) completed an abridged question-
naire not containing information on the outcome and were not
included in the analysis. In the final analysis, we could include
1,602 survivors. Compared to nonparticipants (Table 1), par-
ticipants were more often female (47 vs. 39 %), from rural
regions (30 vs. 20 %), were more often diagnosed with leu-
kemia (36 vs. 28 %), and were more often treated with
chemotherapy (all p values <0.001). Participants were also
younger at study (mean age 25.1 vs. 27.2; p<0.001) and had a
slightly longer follow-up than nonparticipants (mean time
since diagnosis 20.5 vs. 19.1; p <0.001). There was no differ-
ence in the rate of cranio-spinal radiotherapy between both
groups.
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Eligible adult survivors from
the Swiss Childhood Cancer Registry (n=2621)

No current address available (n=293) |

A 4

Traced and sent a questionnaire (n=2328; 100%)

Did not respond (n=464; 19%) |

| Refused (n=135; 6%) |

v

Returned a questionnaire (n=1729; 74%)

_| Answered an abridged questionnaire 127 (7%) |

A

Included in analysis (n=1602; 69%)

Fig. 1 Participants and response rate of survivors in the Swiss Child-
hood Cancer Survivor Study. It shows the flow diagram of our study
population starting from those eligible to those included in the
analysis

We were allowed to contact 1,821 siblings. Of those, 835
(46 %) returned a questionnaire and 703 had information on
mental health-care and could be included in the final analysis.
Survivors and siblings did not differ in their demographic
characteristics (Table 1).

Aiml: Mental health-care

a. Utilization of mental health-care in all participants
and in distressed participants only

Overall, 160 survivors (10 %) and 53 siblings (8 %) reported
to have used mental health care in the past year (p =0.085).
With the BSI-18, we identified 204 survivors (14 %) and 127
siblings (12 %) with psychological distress (7' score>57 on
two scales or GSI). Among those who were distressed, 69
(34 %) survivors and 20 (24 %) siblings had utilized mental
health-care in the past year (» <0.001). Among survivors who
utilized mental health-care, 15 (38 %) said that all visits were
cancer-related, 16 (40 %) said that some of the visits were
cancer-related, and 9 (22 %) said that no visit was cancer-
related.

b. Mental health-care and severity of distress

When looking at severity of distress, we found that survivors
and siblings utilizing mental health-care tended to be more
distressed (Fig. 2). The difference between survivors utilizing
mental health-care and survivors not utilizing mental health-
care was seen in all four scales, reaching significance in three
of them: depression (mean T score 62.25, 95 % confidence
interval (CI) 60.21-64.28 vs. 59.37, CI 58.15-60.59), anxiety
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(61.00, CI 59.12-62.88 vs. 57.34, CI 56.09-58.59), and GSI
(63.30 CI 61.96-64.64 vs. 60.39, CI 59.66-61.11). The same
pattern was found in siblings; additionally, siblings showed
different scores in somatization depending on their mental
health-care utilization (58.75, CI 54.73-62.77 in users vs.
53.77, CI1 51.82-55.71 in nonusers) (Fig. 2).

c. Utilization of other health-care services in distressed
and nondistressed survivors not seeking mental health-care

Among survivors who did not seek mental health-care, 46 %
of nondistressed vs. 45 % of distressed survivors visited a
general practitioner (p =0.325), 14 vs. 7 % visited an oncolo-
gist (» <0.001), and 19 vs. 35 % another medical specialist (p
<0.001) (Fig. 3). In survivors, whether distressed or not,
visiting a general practitioner or an oncologist, there was no
association with either BSI-18 scale. However, among dis-
tressed survivors visiting other health-care specialists, high
level of somatization (7" score >57) was associated with more
visits to a gastroenterologist (OR=3.81, CI 1.23-7.89) or a
neurologist (OR=3.19, CI 1.38-7.34).

Aim2: Factors associated with utilizing mental health-care
in distressed survivors

In univariable logistic regressions, determinants for utilizing
mental health-care were severity of distress, higher parental
education, being aged 25-29 years at study, shorter time since
diagnosis, and self-reported late effects (Table 2). Rural place
of residence as well as secondary or unknown parental edu-
cation was associated with not utilizing mental health-care
(Table 2). There was no significant association with sex,
language region, migration background, diagnosis, treat-
ments, and relapse.

In the multivariable model, age at study, residing in rural
regions, time since diagnosis, and parental education were no
longer significantly associated with the mental health-care
utilization. Only the associations with self-reported late effects
and distress severity remained statistically significant
(Table 2).

Discussion

Considering the whole population of cancer survivors and
siblings, we found that, in the overall sample, only a small
proportion of them reported to have utilized mental health-
care (10 and 8 %, respectively). When looking at participants
considered distressed, the numbers were, as expected, higher
with 34 % of survivors and 24 % of siblings having utilized
mental health-care. Factors associated with the utilization of
mental health-care among distressed survivors were the pres-
ence of self-reported late effects and the severity of the
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Table 1 Demographic characteristics of cancer survivors comparing participants, nonparticipants, and siblings

Characteristic Cancer survivors
Participants (n=1,602) Nonparticipants (n=1,019) Siblings (n=703)*
n (%) n (%) P n (%) p°
Sex <0.001 na.
Male 850 (53) 620 (61) 372 (53)
Female 752 47) 399 39) 331 47)
Language 0.329 na.
German 1,180 (74) 728 (71) 541 (77)
French 367 (23) 259 25) 140 (20)
Italian 55 3) 32 “4) 22 3)
Migration background <0.001 na.’
Swiss 1,462 1) 654 (93)
Immigrant 140 ) 49 7
Place of residence at study <0.001 0.489
Urban 1,000 (70) 624 (80) 492 (70)
Rural 426 (30) 157 (20) 211 (30)
Parents' education 0.145
Primary 150 ) - - 70 (10)
Secondary 1,057 (66) - - 471 67)
Tertiary 287 (18) - - 127 (18)
Unknown 30 @) 35 %)
Diagnosis (ICCC-3 main groups) <0.001 na.’
I Leukemias 574 (36) 289 (28) - -
II Lymphomas 291 (18) 203 (20) - -
III CNS tumors 212 (13) 169 (17) - -
IV Neuroblastomas 69 “) 43 4 - -
V Retinoblastomas 38 2) 28 3) - -
VI Renal tumors 108 7) 42 “) - -
VII Hepatic tumors 10 (€))] 4 ) - -
VIII Bone tumors 77 5) 41 4 - -
IX Soft tissue sarcomas 90 6) 70 ©6) - -
X Germ cell tumors 45 3) 42 “) — -
Langerhans cell histiocytosis 69 “4) 52 ) - -
Other? 19 1) 36 “) - -
Surgery 0.357 n.a.’
No 691 (58) 432 (60) - -
Yes 505 (42) 289 (40)
Chemotherapy <0.001 - - na.’
No 256 (16) 291 29) - -
Yes 1,346 (84) 728 (71) - -
Radiotherapy n.a.
No 986 (62) 677 (66) - -
Body & Limbs radiation 318 (20) 180 (18) - -
Cranio-spinal radiation 298 (18) 162 (16) - -
BMT na.
No 1,534 (96) 981 (96) 0.514 - -
Yes 68 4) 38 4) - -
Self-reported late effects na.
Without late effects 996 (64) - - - -
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Table 1 (continued)

Characteristic Cancer survivors
Participants (n=1,602) Nonparticipants (n=1,019) Siblings (n=703)"
n (%) n (%) P’ n (%) P’
With late effects 558 (36) - - - -
Relapse na.’
No 1,331 (89) - - - -
Yes 163 (11) - - - -
Psychological Distress® 0.923
Not Distressed 1,304 (86) - - 576 (86)
Distressed 204 (14) - - 127 (14)
mean (SD) mean (SD) Pt mean (SD) Pt
Age at study 25.1 8.1) 27.2 (7.8) <0.001 25.2 5.7) n.a
Age at diagnosis 7.7 4.7) 8.1 4.8) 0.178 - -
Time since diagnosis 20.5 (7.4) 19.1 (7.9) <0.001 - -

Percentages are based upon available data for each variable
ICCC-3 International Classification of Childhood Cancer Third Edition, CNS Central nervous system, SD Standard Deviation, BMT bone Marrow

transplantation

#Matched proportions and numbers of siblings according to the marginal distribution in survivors on age, gender, language, and migration background

® P value calculated on chi-square statistics

¢ Populations are standardized on these variables to make them comparable

9 Other malignant epithelial neoplasms, malignant melanomas and other or unspecified malignant neoplasms

¢ Participants with scores 7>57 on two scales or the Global Severity Index were considered as distressed

TP value calculated on two-sample mean comparison test (¢ test)

psychological distress. A trend for not utilizing mental health-
care could be observed in male survivors, in older survivors,
in participants coming from rural areas and with lower levels

71

69

67

65

63

61

59

Mean of T-Scores (95% CI)

57

T

Cutoff for being

;

distressed (T=57)

of parental education. Distressed survivors not seeking psy-
chological support reported more often to have visited another
health-care specialist than nondistressed survivors.

Survivors not using
mental health-care

Survivor using
mental health-care

Siblings not using
mental health-care

Siblings using
mental health-care

A

i

53

51

Survivors

I

Siblings

Somatization

Survivors Siblings

Depression

Survivors Siblings

Anxiety

Survivors

GSI

Siblings

Fig.2 Psychological distress in survivors and siblings using mental health-care vs. survivors and siblings not using mental health-care. It shows mean 7’
scores and 95% confidence intervals for the three BSI-18 scales and the GSI
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Fig. 3 Proportions of distressed General Practitioner Oncologist Other Specialist
and nondistressed survivors not 100 100
. 100 -
utilizing mental health-care, who 9% I visits
visited a general practitioner, an 90 90 Novisit
oncologist, or another specialist 80 80 80
(gastroenterologist, neurologist,
cardiologist, or endocrinologist) = 70 70 70
2
o
Z 90 60 60
c
Ig_) 40 40 40
%0 46% 45% 3 30
20 20 20 35%
10 10 14% 10 19%
0 0
No Distress Distress No Distress Distress No Distress Distress

This is the first study which investigated the utilization of
mental health-care in childhood cancer survivors with psycho-
logical distress. A previous study assessing the more general
utilization of health-care among survivors found that 12 % of
survivors and 8.7 % of controls reported to have seen a
psychologist, a psychiatrist, or a social worker in the past year
[31]. These proportions are similar to the ones we found in the
overall sample. That study, however, did not investigate the
utilization of mental-health care among survivors or siblings
with psychological distress. Another study which focused on
adult survivors of adolescent cancer reported that only 3 % of
the overall sample and 12 % of survivors with a psychological
condition were receiving mental health-care [32].

In Switzerland, to date, there is no tailored national follow-up
program and no dedicated late effects clinic for survivors of
childhood cancer [33]. However, all survivors are followed up
by their pediatric oncologist for the first 5 to 10 years and are
then usually transferred to their general practitioner.
Psychological screening is not offered systematically within
regular follow-up visits. It is thus not entirely surprising that
more than half of survivors with psychological distress did not
utilize any type of mental health-care. While a similar proportion
of distressed survivors utilized general practitioner care as
nondistressed survivors, fewer visited an oncologist and more
other health specialists. This might also be due to some survivor
suffering from posttraumatic stress preventing them from attend-
ing oncologist care and instead looking for help at other special-
ists. We also found that higher levels of somatization were
associated with visits to gastroenterologists and neurologists
partly confirming previous research: patients with high somati-
zation show increased medical care utilization, but not necessar-
ily mental health-care [34]. A reason for this may lie in the Swiss
health-care system, in which patients can see a medical specialist
without having to be referred by a general practitioner [35].

Fewer siblings utilized mental health-care than survivors
despite their distress. This difference might be due to the fact
that childhood cancer survivors have regular medical visits

during follow-up, allowing detection of psychological prob-
lems and the reference to a psychologist. Furthermore, it is
now widely known that cancer survivors may be more prone
to psychological distress, but siblings and family members in
general are still an under-considered and under-studied group
even though, research has shown that they may also be at risk
and that offering psychological support to the whole family
has positive consequences for both siblings and survivors
[36].

Patients in psychotherapy are still stigmatized in many
countries [37]. It is therefore possible that even if survivors
and siblings were actually advised to start psychotherapy or to
visit a mental health specialist, they would not follow the
advice or would not report the attendance in the questionnaire.
Studies have proposed models to overcome these barriers such
as implementing mental health-care in oncological or primary
care settings in order to avoid the stigma related to mental
illness [15]. However, to our knowledge, nothing alike has yet
been implemented in follow-up of childhood cancer survivors
in Switzerland.

Furthermore, there are several sociocultural factors playing
arole in a person's attitude towards mental health-care as it is
clearly pointed out in the model of health services utilization
[17]. In the present study, we found for example that
sociodemographic factors may play a role in determining
whether a survivor utilizes mental health-care or not. We
found that male survivors [38], participants older than
35 years, with a rural background, and coming from families
with lower education tended not to utilize mental health-care.
The same trend was observed for survivors with longer time
since diagnosis.

Interestingly, we found no direct association with disease-
related factors. However, the association with self-reported
late effects suggests that cancers and treatments inducing
somatic late effects might indirectly influence the utilization
of mental health-care. Survivors reporting late effects may be
more prone to see a health professional and have
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Table 2 Sociodemographic, health-related, and cancer-related factors associated with the utilization of mental health-care in distressed survivors

n

% attending

Univariable regression

Multivariable regression

OR 95 % Cl P OR 95 % CI P
Age at study, years
<20 90 19 1 0.037 1 0.208
20-24 84 29 1.72 0.85-3.49 1.07 0.34-3.37
25-29 51 41 3.01 1.40-6.48 4.54 1.13-18.24
30-34 41 34 223 0.97-5.13 238 0.52-10.91
>35 36 19 1.04 0.39-2.76 0.56 0.04-7.59
Sex
Female 188 29 1 1
Male 114 25 0.79 0.46-1.34 0.186 0.38 0.14-1.08 0.072
Language
German 219 59 1 0.145 1 0.767
French/Italian 83 41 1.48 0.88-2.49 0.87 0.36-2.07
Migration background
Native Swiss 264 29 1 0.186
Immigrant 38 18 0.56 0.24-1.32
Place of residence at study
Urban 194 31 1 0.009 1 0.213
Rural 77 16 0.40 0.20-0.80 0.63 0.15-3.54
Parents' education
Secondary 158 30 1 <0.001 1 0.942
Primary 36 14 0.37 0.14-1.01 0.85 0.21-3.50
Tertiary 50 44 1.80 0.94-3.46 1.22 0.37-3.98
Unknown 58 14 0.37 0.16-0.83 0.65 0.07-6.41
Diagnosis
Leukemia 105 21 1 0.322 1 0.847
Lymphomas 39 26 1.30 0.55-3.07 1.61 0.34-7.69
CNS tumors 57 32 1.74 0.84-3.61 0.85 0.12-5.82
Other 86 31 1.73 0.90-3.32 1.10 0.21-5.75
Surgery
No 133 34 1 0.256 1
Yes 97 27 0.72 0.40-1.27 1.44 0.38-5.44
Chemotherapy
No 68 32 1 0.308 1 0314
Yes 234 26 0.74 0.41-1.33 0.51 0.16-1.89
Radiotherapy
No radiotherapy 177 28 1 0.849 1 0.074
Body & limbs radiation 61 25 0.83 0.43-1.62 0.25 0.09-0.98
Cranio-spinal radiation 64 28 0.99 0.53-1.88 0.98 0.29-3.33
BMT
No 286 27 1 0.732 1 0.177
Yes 16 31 1.21 0.41-3.60 0.13 0.07-2.44
Time since diagnosis
<10 47 13 1 0.023 1 0.196
10-14 72 33 3.42 1.27-9.17 322 0.81-13.71
>15 179 30 2.87 1.15-7.18 1.53 0.34-6.87
Self-reported late effects
No late effects 122 15 1 <0.001 1 0.021
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Table 2 (continued)
n % attending Univariable regression Multivariable regression
OR 95 % CI P OR 95 % CI p*

Late effects 158 39 3.63 2.01-6.58 3.33 1.20-9.27
Relapse

No 262 27 1 0.446

Yes 40 33 1.32 0.65-2.70
Severity of distress®

GSI (T score) 1.13 1.06-1.20 <0.001 1.14 1.03-1.26 0.013

OR 0Odds ratio, CI Confidence interval, BMT Bone marrow transplantation, CNS Central nervous system

*Global p values calculated with likelihood ratio test

® The variable “Severity of distress” is the T score (mean=50, SD=10) of the Global Severity Index of the Brief Symptom Inventory 18

psychological distress detected. Beyond late effects, our re-
sults, although not statistically significant due to the small
sample size of distressed survivors, suggest that a person's
sociocultural background may be a stronger predictor for the
utilization of mental health-care than the disease history. In
other words, the patent's “social anchorage” may be a more
important player than the medical illness in determining the
mental health-care utilization. Though not empirically
assessed, we have reasons to believe that in Switzerland, a
rural background works is a proxy for a certain attitude
towards psychological distress and utilization of mental health
care, rather than being a distance barrier for attending care
[39].

Strengths and limitations

A major strength of this study is the large population-based
sample of adult survivors with prospectively collected data
and information on diagnosis, treatment, and relapse. Despite
a rather long questionnaire, the response rate of 74 % was
high. Furthermore, thanks to the broad spectrum of questions
asked, we could assess mental health-care utilization in survi-
vors and siblings presenting with psychological distress.

The present study has, however, limitations. It is likely that
self-selection bias influenced the findings, because survivors
of specific groups may have been reluctant to complete the
questionnaire or even may not have been able to fill it out due
to severe late effects or impairments. Another limitation that
our study shares with other questionnaire-based assessments
of childhood cancer survivors is the utilization of self-report
measures for mental health-care and psychological distress.
Admitting to utilizing mental health-care is for many sub-
groups still problematic, and it is possible that survivors of
childhood cancer underreported it [40]. Further, there are
currently no Swiss norms available for the BSI-18, and the
real prevalence of distress in our sample might be slightly
different. These are two possible reasons for the relatively low

prevalence of distress found in our sample. The lower re-
sponse rate in siblings might have influenced results in terms
of representativeness. Finally, we were not able to look in
more detail which type of mental health-care survivors had
sought because it was not the focus of the questionnaire.

Implication for practice and conclusions

Our findings may imply that mental health-care utilization
is not yet systematically implemented in Switzerland, es-
pecially within follow-up care for survivors of childhood
cancer [41]. In a medical setting where time constraints are
often dictating the priorities, the development of an appro-
priate, short screening program with the possibilities to
refer patients to adequate psychosocial care seems manda-
tory. Health-care professionals should also be made aware
of the importance of prioritizing mental health issues [15].
Further, knowing the factors associated with the utilization
of mental health-care will contribute to develop targeted
interventions to reach all patients in need, even those who
might be less prone to accept it. Future research will have
to investigate whether underreport of psychological dis-
tress occurs in the population of childhood cancer survi-
vors. Finally, knowing that siblings suffer from distress
due to the traumatic experience with cancer in the family
will allow developing specific screening procedures to
monitor this vulnerable group more closely.

Our results underline the importance of introducing regular
screening for psychological distress and appropriate referral to
mental health-care. Our findings also suggest that it is imper-
ative to systematically address siblings' needs. In follow-up,
patients at risk for psychological distress should be informed
about existing possibilities or advised to visit mental health
professionals.

Acknowledgments We would like to thank all survivors and siblings
who participated in this study. This study was supported by the Swiss

@ Springer



348

Support Care Cancer (2014) 22:339-349

Cancer League (grant numbers KLS-01605-10-2004, KLS-2215-02-
2008, KLS-02631-08-2010, and KLS 02783-02-2011), the Cancer
League Aargau Cancer League Bern, and Cancer League Zurich. Gisela
Michel was funded by the Swiss National Science Foundation (GM:
Ambizione Fellowship grants PZ00P3-121682 and PZ00P3-141722).
The work of the Childhood Cancer Registry is supported by the Swiss
Paediatric Oncology Group, Kinderkrebshilfe Schweiz, Stiftung fiir
krebskranke Kinder Regio Basiliensis, and other sponsors.

Presented in partat Swiss Public Health Conference, Lausanne, 2012.

Conlflict of interest The authors declare no conflict of interest.

References

1. Michel G, Rebholz CE, von der Weid NX, Bergstraesser E, Kuehni
CE (2010) Psychological distress in adult survivors of childhood
cancer: the Swiss Childhood Cancer Survivor study. J Clin Oncol
28(10):1740-1748. doi:10.1200/JC0O.2009.23.4534

2. Kahalley LS, Wilson SJ, Tyc VL, Conklin HM, Hudson MM,
Wu S, Xiong X, Stancel HH, Hinds PS (2012) Are the
psychological needs of adolescent survivors of pediatric can-
cer adequately identified and treated? Psychooncology 22(2):
447-58. doi:10.1002/pon.3021

3. Zebrack BJ, Gurney JG, Oeffinger K, Whitton J, Packer RJ, Mertens
A, Turk N, Castleberry R, Dreyer Z, Robison LL, Zeltzer LK (2004)
Psychological outcomes in long-term survivors of childhood brain
cancer: a report from the childhood cancer survivor study. J Clin
Oncol 22(6):999-1006. doi:10.1200/jc0.2004.06.148

4. Prince M, Patel V, Saxena S, Maj M, Maselko J, Phillips MR,
Rahman A (2007) No health without mental health. Lancet
370(9590):859-877. doi:10.1016/s0140-6736(07)61238-0

5. Jim HS, Jacobsen PB (2008) Posttraumatic stress and posttraumatic
growth in cancer survivorship: a review. Cancer J 14(6):414-419.
doi:10.1097/PPO.0b013¢31818d8963

6. Rourke MT, Hobbie WL, Schwartz L, Kazak AE (2007)
Posttrauamatic stress disorder (PTSD) in young adult survivors of
childhood cancer. Pediatr Blood Cancer 49(2):177-182. doi:10.
1002/pbc.20942

7. Zeltzer LK, Lu Q, Leisenring W, Tsao JCI, Recklitis C, Armstrong G,
Mertens AC, Robison LL, Ness KK (2008) Psychosocial outcomes
and health-related quality of life in adult childhood cancer survivors:
a report from the Childhood Cancer Survivor Study. Cancer
Epidemiol Biomarkers Prev 17(2):435-446. doi:10.1158/1055-
9965.epi-07-2541

8. Hobbie WL, Stuber M, Meeske K, Wissler K, Rourke MT, Ruccione
K, Hinkle A, Kazak AE (2000) Symptoms of posttraumatic stress in
young adult survivors of childhood cancer. J Clin Oncol 18(24):
40604066

9. WHO (2005) Mental health: facing the challenges, building solu-
tions. Report from the WHO European Ministerial Conference.
Copenhagen, Denmark

10. Harnois GP, Gabriel P (2000) Mental health and work: impact,
issues and good practices. Geneva: published jointly by the World
Health Organization and the International Labour Organization

11. da Silva P, Blay S (2010) Prevalence and characteristics of outpatient
psychotherapy use: a systematic review. J Nerv Ment Dis 198(11):
783-789. doi:10.1097/NMD.0b013e318197e1f

12. Oeffinger KC, Robison LL (2007) Childhood cancer survivors, late
effects, and a new model for understanding survivorship. JAMA
297(24):2762-2764

@ Springer

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

Children's Oncology Group (2008) Long-term follow-up guidelines for
survivors of childhood, adolescent, and young adult cancers V3.0.
http://www.survivorshipguidelines.org. Accessed 25 Sep 2013

Mehta A, Hamel M (2011) The development and impact of a new
Psychosocial Oncology Program. Support Care Cancer 19(11):1873—
1877. doi:10.1007/s00520-011-1204-y

Fann JR, Ell K, Sharpe M (2012) Integrating psychosocial care into
cancer services. J Clin Oncol 30(11):1178-1186. doi:10.1200/jco.
2011.39.7398

Buchbinder D, Casillas J, Krull KR, Goodman P, Leisenring W,
Recklitis C, Alderfer MA, Robison LL, Armstrong GT, Kunin-
Batson A, Stuber M, Zeltzer LK (2011) Psychological outcomes of
siblings of cancer survivors: a report from the Childhood Cancer
Survivor Study. Psychooncology 20(12):1259-1268. doi:10.1002/
pon.1848

Andersen R, Newman JF (1973) Societal and individual determinants
of medical care utilization in the United States. Milbank Mem Fund
Q Health Soc 51(1):95-124

Fleury M-J, Grenier G, Bamvita J-M, Perreault M, Kestens Y, Caron
J(2012) Comprehensive determinants of health service utilisation for
mental health reasons in a Canadian catchment area. Int J Equity
Health 11(1):20. doi:10.1186/1475-9276-11-20

Michel G, von der Weid NX, Zwahlen M, Adam M, Rebholz CE,
Kuehni CE (2007) The Swiss Childhood Cancer Registry: rationale,
organisation and results for the years 2001-2005. Swiss Med Wkly
137(35-37):502-509

Michel G, von der Weid NX, Zwahlen M, Redmond S, Strippoli
MPF, Kuehni CE (2008) Incidence of childhood cancer in
Switzerland: the Swiss childhood cancer registry. Pediatr Blood
Cancer 50(1):46-51. doi:10.1002/pbc.21129

Kuehni CE, Rueegg CS, Michel G, Rebholz CE, Strippoli M-PF,
Niggli FK, Egger M, Weid NX (2011) Cohort profile: the Swiss
Childhood Cancer Survivor Study. Int J Epidemiol 41(6):1553—
1564. doi:10.1093/ije/dyr142

Robison LL, Mertens AC, Boice JD, Breslow NE, Donaldson SS,
Green DM, Li FP, Meadows AT, Mulvihill JJ, Neglia JP, Nesbit
ME, Packer RJ, Potter JD, Sklar CA, Smith MA, Stovall M,
Strong LC, Yasui Y, Zeltzer LK (2002) Study design and cohort
characteristics of the childhood cancer survivor study: a multi-
institutional collaborative project. Med Pediatr Oncol 38(4):229—
239. d0i:10.1002/mpo.1316

Hawkins MM, Lancashire ER, Winter DL, Frobisher C, Reulen RC,
Taylor AJ, Stevens MCG, Jenney M (2008) The British Childhood
Cancer Survivor Study: objectives, methods, population structure,
response rates and initial descriptive information. Pediatr Blood
Cancer 50(5):1018-1025. doi:10.1002/pbc.21335

Derogatis LR (2000) Brief symptom inventory 18 (BSI 18). NCS
Pearson, Minneapolis, MN

Zabora J, Brintzenhofeszoc K, Jacobsen P, Curbow B, Piantadosi S,
Hooker C, Owens A, Derogatis L (2001) A new psychosocial screen-
ing instrument for use with cancer patients. Psychosomatics 42(3):
241-246. doi:10.1176/appi.psy.42.3.241

Liptak C, Manley P, Recklitis CJ (2012) The feasibility of psycho-
social screening for adolescent and young adult brain tumor survi-
vors: the value of self-report. J Cancer Surviv 6(4):379-387. doi:
10.1007/s11764-012-0237-7

Gianinazzi ME, Rueegg CS, Wengenroth L, Bergstraesser E,
Rischewski J, Ammann RA, Kuehni CE, Michel G (2013)
Adolescent survivors of childhood cancer: are they vulnerable
for psychological distress? Psychooncology 22(9):2051-2058.
doi:10.1002/pon.3249

Steliarova-Foucher E, Stiller C, Lacour B, Kaatsch P (2005)
International classification of childhood cancer, third edition.
Cancer 103(7):1457-1467. doi:10.1002/cncr.20910


http://dx.doi.org/10.1200/JCO.2009.23.4534
http://dx.doi.org/10.1002/pon.3021
http://dx.doi.org/10.1200/jco.2004.06.148
http://dx.doi.org/10.1016/s0140-6736(07)61238-0
http://dx.doi.org/10.1097/PPO.0b013e31818d8963
http://dx.doi.org/10.1002/pbc.20942
http://dx.doi.org/10.1002/pbc.20942
http://dx.doi.org/10.1158/1055-9965.epi-07-2541
http://dx.doi.org/10.1158/1055-9965.epi-07-2541
http://dx.doi.org/10.1097/NMD.0b013e3181f97e1f
http://www.survivorshipguidelines.org
http://dx.doi.org/10.1007/s00520-011-1204-y
http://dx.doi.org/10.1200/jco.2011.39.7398
http://dx.doi.org/10.1200/jco.2011.39.7398
http://dx.doi.org/10.1002/pon.1848
http://dx.doi.org/10.1002/pon.1848
http://dx.doi.org/10.1186/1475-9276-11-20
http://dx.doi.org/10.1002/pbc.21129
http://dx.doi.org/10.1093/ije/dyr142
http://dx.doi.org/10.1002/mpo.1316
http://dx.doi.org/10.1002/pbc.21335
http://dx.doi.org/10.1176/appi.psy.42.3.241
http://dx.doi.org/10.1007/s11764-012-0237-7
http://dx.doi.org/10.1002/pon.3249
http://dx.doi.org/10.1002/cncr.20910

Support Care Cancer (2014) 22:339-349

349

29.

30.

31.

32.

33.

34.

Schuler M, Dessemontet P, Joye D (2005) Die Raumgliederung der
Schweiz. Bundesamt fiir Statistik (BFS), Neuenburg

Williams RL (2000) A note on robust variance estimation for cluster-
correlated data. Biometrics 56(2):645-646

Shaw AK, Pogany L, Speechley KN, Maunsell E, Barrera M, Mery
LS (2006) Use of health care services by survivors of childhood and
adolescent cancer in Canada. Cancer 106(8):1829-1837. doi:10.
1002/cner.21798

Dieluweit U, Seitz DCM, Besier T, Debatin KM, Grabow D,
Kaatsch P, Goldbeck L (2011) Utilization of psychosocial care
and oncological follow-up assessments among German long-
term survivors of cancer with onset during adolescence
(Inanspruchnahme psychosozialer Betreuung und onkologischer
Nachsorge durch langzeitiiberlebende ehemals jugendliche
Krebspatienten in Deutschland). Klin Padiatr 223(03):152,158.
doi:10.1055/s-0031-1271779

Rebholz CE, von der Weid NX, Michel G, Niggli FK, Kuehni CE
(2011) Follow-up care amongst long-term childhood cancer survi-
vors: a report from the Swiss Childhood Cancer Survivor Study. Eur J
Cancer 47(2):221-229. doi:10.1016/j.jca.2010.09.017

Barsky AJ, Orav EJ, Bates DW (2006) Distinctive patterns of
medical care utilization in patients who somatize. Med Care 44(9):
803811

35.

36.

37.

38.

39.

40.

41.

European Observatory on Health Care Systems (2000) Health care
systems in transition—Switzerland. World Health Organization (WHO)
Northouse L, A-1 W, Given B, McCorkle R (2012) Psychosocial care
for family caregivers of patients with cancer. J Clin Oncol 30(11):
1227-1234. doi:10.1200/jc0.2011.39.5798

Hinshaw SP, Stier A (2008) Stigma as related to mental disorders.
Annu Rev Clin Psychol 4(1):367-393. doi:10.1146/annurev.clinpsy.
4.022007.141245

Drapeau A, Boyer R, Lesage A (2009) The influence of social
anchorage on the gender difference in the use of mental health
services. J Behav Health Serv Res 36(3):372-384. doi:10.1007/
s11414-009-9168-0

Butow PN, Phillips F, Schweder J, White K, Underhill C, Goldstein
D (2012) Psychosocial well-being and supportive care needs of
cancer patients living in urban and rural/regional areas: a systematic
review. Support Care Cancer 20(1):1-22. doi:10.1007/s00520-011-
1270-1

Breetvelt IS, Van Dam FS (1991) Underreporting by cancer patients:
the case of response-shift. Soc Sci Med 32(9):981-987

Surbone A, Baider L, Weitzman T, Brames M, Rittenberg C, Johnson
J (2010) Psychosocial care for patients and their families is integral to
supportive care in cancer: MASCC position statement. Support Care
Cancer 18(2):255-263. doi:10.1007/s00520-009-0693-4

@ Springer


http://dx.doi.org/10.1002/cncr.21798
http://dx.doi.org/10.1002/cncr.21798
http://dx.doi.org/10.1055/s-0031-1271779
http://dx.doi.org/10.1016/j.ejca.2010.09.017
http://dx.doi.org/10.1200/jco.2011.39.5798
http://dx.doi.org/10.1146/annurev.clinpsy.4.022007.141245
http://dx.doi.org/10.1146/annurev.clinpsy.4.022007.141245
http://dx.doi.org/10.1007/s11414-009-9168-0
http://dx.doi.org/10.1007/s11414-009-9168-0
http://dx.doi.org/10.1007/s00520-011-1270-1
http://dx.doi.org/10.1007/s00520-011-1270-1
http://dx.doi.org/10.1007/s00520-009-0693-4

	Mental health-care utilization in survivors of childhood cancer and siblings: the Swiss childhood cancer survivor study
	Abstract
	Abstract
	Abstract
	Abstract
	Abstract
	Introduction
	Methods
	Sample and procedure
	Measures
	Variables assessed by questionnaire
	Information extracted from the SCCR

	Statistical analyses

	Results
	Characteristics of the study population
	Aim1: Mental health-care
	a. Utilization of mental health-care in all participants and in distressed participants only
	b. Mental health-care and severity of distress
	c. Utilization of other health-care services in distressed and nondistressed survivors not seeking mental health-care

	Aim2: Factors associated with utilizing mental health-care in distressed survivors

	Discussion
	Strengths and limitations
	Implication for practice and conclusions

	References


