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ABSTRACT ARTICLE HISTORY
This studyinvestigates the need for psycho-oncological care over the Received 7 August 2019
course of a breast cancer treatment and possible associated factors to Accepted 19 May 2020
develop such a need. The PIAT-Study was a longitudinal postal survey KEYWORDS

study conducted in Germany (2013 to 2014) with breast cancer Health Literacy; Fear of
patients (BCPs). Patients received a questionnaire at three-time points Progression; Psycho-
(T1: few days after surgery, T2: after 10 weeks; T3: after 40 weeks). This oncology; Breast cancer;
study considers information about patients’ needs for psycho- needs assessment
oncological care, their breast cancer disease, social support, anxiety,

health literacy (HL) and sociodemographic information. Data were

analysed with descriptive statistics and logistic regression modelling

to estimate the association between a need for psycho-oncological

treatment and patient characteristics. N = 927 breast cancer patients

reported their psycho-oncological need. 35.2% of patients report at

least at one measuring point to be in need for psycho-oncological care.

In a multiple logistic regression, noticeable determinants for develop-

ing such a need are an inadequateHL(OR = 1.97), fear of progression

(FoP) (OR = 2.08) and psychological comorbidities (OR = 8.15) as well as

certain age groups. BCPs with a low HL, suffering from a dysfunctional

level of FoP or mental disorders are more likely to develop a need for

psycho-oncological care.

Introduction

Breast cancer is the most commonly diagnosed cancer among women in Germany
(Robert Koch-Institut, 2016) and can be seen as a chronical disease (van Muijen et al.,
2013). Around 69.000 women are newly diagnosed with breast cancer every year, in
Germany (Robert Koch-Institut, 2016). One-third of breast cancer patients report to
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suffer from mental illness over the course of their treatment (Maass et al., 2015; Mitchell
et al., 2011; Vehling et al., 2012). Patients suffering from breast cancer have a higher
prevalence of a mental disorder in comparison to other tumor entities as shown in a large
diverse sample of cancer patients (Mehnert et al., 2014; Tsaras et al., 2018). Up to 50% of
breast cancer patients show psychological symptoms like depression in the time after
diagnosis and report more depressive symptoms after 5 years compared to the general
female population (Maass et al., 2015; Pinto & De Azambuja, 2011, 2011; Schubart et al.,
2014; Tojal & Costa, 2015).

Prevalent comorbidities of a cancer diagnosis are anxiety and adjustment disorders as
well as depression (Herschbach et al., 2010; Koch et al., 2013; Maass et al., 2015; Mehnert
et al., 2006; Walker et al., 2013). Besides symptoms like fatigue, feeling of isolation, pain
and helplessness, fear of progression (FoP) is a common symptom which is likely to
occur with a cancer diagnosis and its treatment (Crist & Grunfeld, 2013; Koch et al.,
2013). FoP is a common fear among cancer patients and patients with chronical diseases
(Simard et al., 2013). FoP includes fears and worries about the development of the disease
and a possible recurrence. If FoP levels arise to a dysfunctional level it may need to be
treated (Herschbach et al., 2010). Simard et al. stated that 49% of cancer patients develop
a moderate to high FoP (Simard et al., 2013). While Koch et al. found 6% of long-term
survivors to show high levels of FoP (Koch et al., 2014). FoP is associated with distress,
a depressive coping style as well as lower quality of life (Koch et al., 2014; Mehnert et al.,
2009; Simard et al.,, 2013). Cancer-related anxiety and worries are one of the main
motives why patients seek psychological help during their cancer treatment (Salander,
2010).

Fiszer et al. stated in a systematic review that 20-70% of breast cancer patients show
a need for psycho-oncological support (Fiszer et al., 2014). However, the sole occurrence
of symptoms of depression or anxiety is not synonymous to being in need for psycho-
oncological care (Ernstmann et al., 2009). The subjective feeling of distress and suffering
or furthermore the subjective feeling of needing support should be considered (Ernst
et al., 2018). This has already been implicated by the German AWMF Guidelines
Program for Psycho-Oncology that next to an indication, also motivation for psycho-
oncological care is needed (AWMEF, 2014). Around one-third of patients wish for psycho-
oncological support during their hospital stay (Singer et al., 2010).

Developing a need for psycho-oncological care and the use of psycho-oncological
care require complex skills in terms of self-perception, active coping strategies, and
knowledge about health-care providers and services. A comprehensive construct incor-
porating these individual skills is health literacy. As a complex construct, health literacy
includes features such as finding health information up to applying information about
healthy living (Serensen et al., 2012). A limited health literacy has been associated with
higher FoP (Halbach, Enders, et al., 2016), which influence coping mechanisms and is
associated with a reduced self-care behavior (Matsuoka et al., 2016; Scarpato et al.,
2016). Hence, limited health literacy might be a risk factor for the need for psycho-
oncological care and a sufficient health literacy might be a barrier for developing a need
for psycho-oncological care.

Diverse barriers on individual as well as organizational level to receive and find
psycho-oncological care have been described earlier (Singer et al., 2017) (Fagerlind
et al., 2013; Henderson et al., 2013; Neumann et al., 2010). Individual barriers include
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stigma of psychotherapy, not realizing to be in need or belief to be unable to find
a psychotherapist (Dilworth et al., 2014; Pepin et al., 2009). Main organizational barriers
can be identified in an insufficient and incomprehensible psycho-oncological service
situation (Bergelt et al., 2016; Wickert et al., 2013). There are multiple options for psycho-
oncological care, e.g. some hospitals have their own departments for psycho-oncological
care or they offer consultation service or there are outpatient psycho-oncologist or
therapists as well.

There are studies about psychological comorbidities and FoP within breast cancer patients.
Additionally, the individual health literacy of breast cancer patients has been investigated in
depth (Altin & Stock, 2016; Halbach, Enders et al., 2016; Halbach, Ernstmann et al., 2016;
Schmidt et al., 2016). However, there has been limited research which combines these topics
in regard of changing needs for psycho-oncological support over a course of a breast cancer
treatment as well as in terms of determinants for developing such a need.

Thus the aims of this study are: (1) to investigate distribution and change of need for
psycho-oncological care over the course of a breast cancer treatment, (2) to investigate
individual determinants for reporting a need for psycho-oncological support with special
emphasis on individual health literacy, FoP, and mental disorders. Especially, it is
intended to clarify whether there are positive or negative associations between health-
literacy levels and the need for psycho-oncological care.

Methods
Study design and participants

In 2013 female breast cancer patients, treated in breast cancer center hospitals, were asked to
participate in a prospective, longitudinal and multicenter cohort study (PIAT-Strengthening
patient competence: Breast cancer patients’ information and training needs).98 out of 247
German breast cancer centers hospitals (as certified by the German Cancer Society and the
German Society for Senology at that time) were randomly approached to take part in the
study. In total 56 breast cancer center hospitals participated in the study.

In the participating centers, patients newly diagnosed with breast cancer and receiving
an inpatient surgery between Ist of February and 31st of August 2013 were approached by
nurses of medical staff to be enrolled in the study. If patients were interested in taking part,
they gave written consent and filled out a contact sheet that was sent back to the survey
institute. Participating patients received the first questionnaire while being at the hospital
(T1 = few days after surgery). After discharge those patients were sent questionnaires at two
follow-up time points (T2 = 10 weeks after surgery and T3 = 40 weeks after surgery).
Patients received all questionnaires via postal service. Patients who answered the questions
about psycho-oncological support at every measuring point were included in the following
analysis. The final sample consists of N = 927 patients (see Figure 1 for the flow chart and
the final sample).

Variables and measures

At T1 patients’ socio-demographic information (e.g. age, education, mother-tongue,
living with a partner) was gathered. Data about need for psycho-oncological support
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N=1549 [ Study enrollment ]

Initial non response (n=190)

\ [ T1 survey (during hospital stay) ]
N=1359
Lost to follow-up (n=111)
A 4
N=1248 .
[ T2 survey (10 weeks after discharge) ]
Lost to follow-up (n=44)
\4
N=1202 3
[ T3 survey (40 weeks after discharge) ]
Excluded due to missing data to the
—> need for psycho-oncology at T1, T2
or Tz (n=275)
v
Analyzed:
N=927

Figure 1. Flow diagram of the sample.

and care as well as health literacy were asked at measuring points T1, T2 and T3. FoP
was assessed at measuring points T1 and T3. Information about comorbidity was
asked at T1. Pre-tests were conducted beforehand for all measures and used instru-
ments as described elsewhere (Halbach, Enders et al., 2016; Schmidt et al., 2016).
Information about clinical characteristics (e.g. staging of tumor) were given by
clinical personnel.

Fear of Progression (FoP)

For measuring FoP, the short-version of the Fear of Progression Questionnaire (FoP-
Q-SF) was used (Mehnert et al., 2006). The questionnaire includes 12 items which can be
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answered on a 5-point-Likert-Scale (1 = never to 5 = very often), thus scores are possible
to range between 12 and 60 points. Higher scores implicate higher fear of progression.
Herschbach et al. stipulate a cut-off value for dysfunctional FoP, which is based on the
total sum score (Herschbach et al., 2010). If a patient scores higher than 33 points (34-60
points), the score indicates a dysfunctional level of FoP. Four dimensions of FoP
(‘affective reactions’, ‘partnership/family’, ‘occupation’ and ‘loss of autonomy’) are
assessed by FoP-Q-SF.

Comorbidity

Information about comorbidity was asked at measuring point T1, this scale has been
already used prior to this study (Pfaff et al., 2009). Ten options were given to choose one
or more from. For this analysis the presence of mental illness was taken in account (‘Do
you suffer from one or more of the following diseases?” ‘1 = Diabetes 2 = Stroke
3 = Chronic Bronchitis, 4 = Kidney Disease, 5 = Cardiovascular Disease, 6 = Mental
Illnesses, 7 = High Blood Pressure, 8 = Arthritis or Rheumatism, 9 = none, 10 = other
diseases’).

Health literacy

The German version of the HLS-EU-Q16 (Sorensen et al., 2012), which is a short version
of the European Health Literacy Survey Questionnaire, was used to assess health literacy.
The HLS-EU-Q16 covers with 16 items four dimensions of health literacy. Every item
could be answered on a 4 point Likert Scale (‘1 = very difficult’ to “4 = very easy’) with an
additional option (‘don’t know’). Patients were classified into following categories
depending on their scores: sufficient (>12-16 points), problematic (>8-12 points) and
inadequate (0-8 points).

Further information about the used questionnaires of FoP and health literacy can be
found elsewhere (Halbach, Enders et al., 2016; Schmidt et al., 2016).

Information about psycho-oncological need and treatment

Information about needing psycho-oncological care or receiving support was measured
with a scale differentiating three options at T1 and four options at T2 and T3. The scale is
an adapted subscale of the WIN-ON-Questionnaire (Pfaff et al., 2014). At T1 patients
could either choose ‘Yes I'm in need for psychological support and I'm already receiving
treatment’, ‘Yes, I'm in need for psychological care and I'm waiting for treatment’ and
‘No, I'm not in need for psychological care’. At T2 and T3 patients had the following
options: T'm in treatment which started beforehand of the diagnosis’, ‘Yes, I'm in need
for psychological support and receiving care’, ‘Yes I'm in need for psychological support
and still waiting for treatment’ and ‘No, I'm not in need for psychological support’.

Data analysis

Data analyses were carried out with IBM SPSS Statistics version 25. If cases were missing
more than 30% of their answers, they were deleted, leaving a sample of 1060 patients in
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a first step. Further patients were deleted, if they did not answer the psycho-oncological
support question at every measuring point, leaving a final sample of 927 patients.
Descriptive statistics were used for all variables. A stepwise logistic regression model
was estimated. The dependent variable ‘need for psycho-oncological support’ was
defined into two groups, those who answered at least once over all measuring times
that they needed support and may even receive treatment and those who did not feel
a need for psycho-oncological support at any measuring point.

Results
Descriptive results

927 patients answered the questions about psycho-oncological support at every measur-
ing point. Table 1 shows the sample characteristics as well as the need for psycho-
oncological care over the course of cancer treatment. Figure 2 shows the need for care
as well as receiving psycho-oncological care at every measuring point. At each time point
around 20% of patients show a need for psycho-oncological care regardless if they obtain
care. 10% of patients obtain care at every measuring point. 1.3% of patients show a need
for psycho-oncological care from T1 to T3 but are still waiting for care at T3. 1.6%
develop a need at T3 and are not receiving care. In contrast 58.4% do not report a need
for a psycho-oncological care at all.

Results of logistic regression analysis and multilevel modelling

Table 2 presents the findings of the stepwise logistic regression analysis regarding the
association of different determinants (e.g. FoP, health literacy) with need for psycho-
oncological treatment. In a first step socio-demographical information was considered, in
a second step comorbidity and UICC stages, in a third step health-literacy and in a final step
FoP. The regression model shows significant effects for breast cancer patients in an age-group
of 50-54 (OR = 0.43; 95%Cl = 0.24-0.77) and 60-99 years (OR = 0.27; 95%-Cl = 0.16-0.47) as
well as for patients with a lower school certificate (OR = 0.53; 95%-Cl = 0.33-0.83).

Suffering from a mental disorder is significantly associated with showing a need for
psycho-oncological care (OR = 8.15; 95%-Cl = 3.72-17.86). Furthermore, patients with an
inadequate health literacy are significantly more likely to develop a need than patients with
a sufficient health literacy (OR = 1.97; 95%-Cl = 1.26-3.08). Patients suffering from dysfunc-
tional FoP are significantly more likely (OR = 2.08; 95%-Cl = 1.38-3.15) to develop a need for
psycho-oncological care than those with a functional FoP. Pseudo-R2 of Nagelkerke assumes
a value of .210.

Discussion

Aim of our study was to identify possible changes of psycho-oncological need over time
as well as looking for determinants for developing a need for psycho-oncological care
over the course of a breast cancer treatment. No studies to our knowledge were found
about longitudinal studies, which focuses on our combination of determinants of devel-
oping a need for psycho-oncological care.
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Table 1. Sample characteristics.

Variables n (%)
Sociodemographic characteristics
Age 18-44 years 102
(11.1)
45-49 years 138
(14.9)
50-54 years 171
(18.4)
55-59 years 127
(13.7)
60-99 years 379
(40.9)
Missing 10 (1.1)
Educational level No leaving certificate 4 (0.4)
Lower school certificate 222
(24.2)
Intermediate school certificate 397
(42.8)
Vocational diploma/university entrance 289
(31.2)
Missing 10 (1.1)
Children Yes 740
(79.8)
No 175
(18.9)
Missing 12 (1.3)
Living with a partner Yes 685
(73.9)
No 209
(22.5)
Missing 33 (3.6)
Psychological Comorbidities Yes 58 (6.3)
No 869
(93.7)
Missing 0
UICC Stages uicc o-1 430
(46.4)
uicc 286
(30.9)
uIcC H-1v 109
(11.8)
Missing 102
(11.0)
Psychosocial Factors (at T3)
FoP (for T3) FoP dysfunctional 175
(18,9)
FoP functional 750
(80.9)
Missing 2(0,2)
Health Literacy (for T3) Sufficient 450
(48,5)
Problematic 299
(32,3)
Inadequate 164
(17,7)
Missing 14 (1,5)
Wish for psychosocial support over the course of Wish for psychosocial care at least at one 386
treatment (T1-T3) measuring point (41,6)
No wish at all over the course of treatment 541

(58,4)
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Figure 2. Distribution of need for psycho-oncological care at all three measuring points.

Table 2. Logistic regression with need for psycho-oncological care at any point in time (T1-T3) as
dependent variable.

p-value OR 95%-Cl

Age 45-49 360 076 042 137
R: 18-44 years
50-54 .005 043 024 0.77
55-59 315 074 040 134
60-99 000 0.27 0.6 047
Educational level No leaving certificate/lower school 006 0.53 033 083
R: Vocational diploma/university certificate
entrance
Intermediate school certificate 075 072 049 1.03
Living with a partner Living with a partner 119 073 049 1.08
R: no
Language German as Mother-tongue 444 072 031 1.68
R: other
UICC Stages UICC 0-1 288 0.76 047 1.26
R: UICC 3-4
uicC 2 073 062 037 1.05
Comorbidity mental disorder (yes) (for T1) Suffering from a mental disorder .000 8.15 3.72 17.86
R: no
Health literacy (for T3) Inadequate Health literacy 003 197 126 3.08
R: Sufficient health literacy
Problematic health literacy 295 122 84 177
Fear of progression (for T3) Dysfunctional fear of progression 000 208 138 3.5

R: functional
Nagelkerke Pseudeo-R* =.210.

Our results show that around one-fourth of patients are in a need for psycho-
oncological care at every measuring point over the course of their treatment and one-
third of all patients report to be in need at least at one measuring point, which is in line
with other studies (Mitchell et al., 2011; Singer et al., 2007; Vehling et al., 2012). Our
study focused on reporting needs rather than only on the appearance of symptoms of
mental disorders. Because the subjective feeling of distress and having an urge for
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treatment should always be considered (AWMEF, 2014) as an indication for treatment.
Moreover, there is recognizable decrease of being in need for psycho-oncological care
over the course of a breast cancer treatment, which might be caused by adaptation
processes and gained information that could lead to less distress.

Our second aim was to identify determinants for developing a need for psycho-
oncological care. Patients aged 50-54 years and especially those over 60 years are
significantly less likely to develop a need for psycho-oncological treatment. Elderly
cancer patients tend to have a higher Quality of Life (Adam et al., 2018; Parker et al.,
2003), experience less FoP (Mehnert et al., 2013), also they tend to suffer from less
aggressive forms of breast cancer and might not have to take care of children or need less
support in their everyday lives (Mor et al., 1994).

Patients with an inadequate health literacy are almost twice more likely to develop a need
for psycho-oncological care. Halbach, Enders et al. (2016) showed that elderly patients with
an inadequate health literacy are more likely to develop high FoP-Levels and in combina-
tion with Salanders (Salander, 2010) results, that anxiety and worries are the most common
reasons to seek help, these findings support our results that health literacy as well as FoP are
determinants for developing a need for psycho-oncological care.

18.9% of patients showed a dysfunctional level of FoP, which is less than Simard et al.
reported but in contrast twice as much as Mehnert et al. found for long-term survivors
(Mehnert & Koch, 2008; Simard et al., 2013). Fear can lead to a feeling of helplessness
which increases the likelihood to develop depressive symptoms (Miller & Seligman,
1975). A low health literacy can lead to extreme views on cancer (Morris et al., 2013)
which could increase a feeling of fear and helplessness, since an understanding of the
disease and possibilities of treatment and coping are not accessible for those patients.
Hence these patients are more likely to develop depressive and anxiety symptoms which
can influence their quality of life.

Patients who already suffer from a mental disorder are eight times more likely to be in
need for psycho-oncological care. Symptoms of mental disorders can lead to increased
suffering and may influence coping strategies and thus promote a subjective desire for
psycho-oncological care. Since a cancer diagnosis is usually overwhelming and leads to
a feeling of further distress, patients who are already suffering from a mental disorder
might have less resources and resilience to deal with this new burden in their life.

Furthermore, a dysfunctional level of anxiety and mental disorders shape coping styles
and information processing (Amaral, 2002; Lazarus & Folkman, 1984; Steimer, 2002).
A high arousal might hinder a successful coping, which supports our findings that those
are significantly more vulnerable who have dysfunctional levels of FoP and suffer from
a mental disorder.

Breast cancer patients with a lower educational status are significantly less likely to
develop a need for psycho-oncological care. This might be because of a lack of knowledge
about this type of intervention and stigma of psychotherapy (Andritsch, 2001).

The independent variables explain a certain amount of variance in the need for
psycho-oncological care. However, a large amount of variance remains unexplained.
Other factors influencing the need for psycho-oncological care might be associated with
individual coping strategies, sense of coherence or resilience. Beside those individual
factors also supporting relationship to health-care professionals (others than psycho-
oncologists) might be helpful for patients and fulfil their psychosocial needs.
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Limitations and strengths

There are some limitations to our study which should be considered. The observational study
design included mostly self-reported items, a common method bias might lead to an over-
estimation of the associations found. No causal interferences can be drawn from this sample
due to the observational design. There might be a selection bias in terms of higher education
and an underestimation of immigrants since the questionnaires were not translated into
foreign languages. The question about psycho-oncological care needs differed from T1 to T2
and T3, a fact which might have biased the answers, since patients had more options at T2
and T3. Although the items were pretested by cognitive think-aloud interviews, it cannot be
excluded that respondents might have different understandings of the concept ‘psychological
support’. Furthermore, there is no knowledge if patients are actively seeking help and are
enrolled on waiting lists or whether they are in need for psycho-oncological care but have not
initiated to search for help yet. Strengths of this study are the longitudinal design, a high
response rate, the multi-centered design with a random sample and the use of validated
instruments. Since the data was hierarchically structured and patient data was embedded in
breast cancer centers, multilevel modeling was used to consider clustering. Multilevel model-
ing was carried out with STATA version 15 and showed no significant associations for breast
cancer centers and psycho-oncological need.

Conclusion and implications

In conclusion, insufficient health literacy, mental disorders, dysfunctional levels of FoP,
higher education and younger age are significantly associated with a need for psycho-
oncological care. Our findings give new insights in the development of a need for psycho-
oncological care in breast cancer.

Practical implications can be seen on different levels. First health-care systems and health
insurances should provide a realistic supply on psycho-oncological care as well as structures
and to ensure that health-care providers are able to take part in further education programs
without much effort or loss of money or their leisure time. Further education should ensure
that oncologists and doctors should be able to identify and address emotional distress and
foster their knowledge about treatment options to enable their patients. Health-care providers
should pay attention to indicators of health literacy levels and may screen their patients for
mental comorbidities. Further research should investigate determinants for other tumor
entities and also focus on partners of oncological patients and their determinants for
a need for psychotherapy (Ketcher & Reblin, 2019; Zimmermann, 2015).
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