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Manuela Brüne,5 Marc Dohmen,2,4 Barbara Drueke,2,4 Franziska Geiser,2,6

Stefen Holsteg,2,7 Andrea Icks,5,8,9 André Karger,2,7 Jens Panse,2,4
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Introduction: Parental cancer afects the whole family and can have negative impact on family as a system as well as on single
family members. Tis multicentre, prospective, interventional and non-randomized family-SCOUT study aimed to implement
a comprehensive psychosocial intervention to provide support for the family during and after the disease. Te purpose of this
study is to analyse the contextual factors that impact the subjective perceived efectiveness of family-scout support for families
afected by parental cancer from the healthy parents’ perspective.
Methods: Semi-structured interviews with the healthy parent as a surrogate of family-SCOUT families from the intervention
group were conducted. All interviews were audio-recorded, transcribed and analysed using template analysis.
Results: Within two years, 23 interviews were conducted. Four themes were identifed, highlighting contextual factors that
indicate successful support for families: Ability to meet the support needs of families; cancer as a family disease—burdens in the
context of the family system; coping strategies—how the individual family members deal with the situation and communication
within the family.
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Conclusion: Family-scouts can provide benefcial support to families afected by parental cancer, but individual time of the
families, communication and stress factors need to be taken into consideration.

Trial Registration: Familien-SCOUT: NCT04186923

Keywords: CIOABCD; family intervention; intervention study; parental cancer; qualitative methodology; template analysis

1. Introduction

Of the 15 million parents of underage children living in
Germany, an estimated 37,000 are newly diagnosed with
cancer each year, 20,000 of them are mothers [1]. Studies
have shown that the negative psychological and physical
efects of the illness can be enormous—not only for the sick
parent (SP) but also for the healthy parent (HP) and their
children [2–4]. Tese efects can involve high stress values,
moderate to high depression and anxiety [2–4]. Further-
more, unmet psychosocial needs might lead to psychological
problems in bereaved children and adolescents [2]. Psy-
chological needs are, for example, to be able to have fun, to
talk to someone at the own age who has been through
a similar experience or to learn ways of coping with the
added stress placed on the family. In a descriptive analysis of
278 bereaved children and 36 siblings, the highest pro-
portion of unmet needs were ‘support from other young
people’ and ‘time out and recreation’. Children’s and ado-
lescents emotional functioning is furthermore associated
with a functional family system. A high family cohesion,
lower confict and higher expressiveness in the family were
associated with lower anxiety and depression among chil-
dren and adolescents [5]. In addition, the well-being of
children can be afected by a parents’ cancer in many ways
and for a prolonged period. Te parents are not only
emotionally but also practically intensively involved in the
disease management [6]. Some studies imply that ofers of
support should be designed for the entire family [7] and
incorporate the family’s communicative resources as es-
sential in accessing appropriate help [8]. A systematic review
has identifed psychosocial interventions and support ser-
vices for families with parental cancer [9]. Inhestern and
colleagues [9] included a total of 19 diferent interventions
for families with minor children in their systematic review
and identifed barriers and facilitators for using psychosocial
support. Family-centred interventions (n= 8) were covering
a wide range of diferent settings (e.g., inpatient programs
and ambulant care) and structures (e.g., weekly sessions vs.
before and after death of the SP). Reported barriers for
successful interventions were practical difculties as time
resources, disease characteristics or lack of collaboration
with institutions, and reported facilitators were efective
collaboration with institutions, facilitating emotional as-
pects, intervention characteristics (e.g., structure of the
intervention and fnancial circumstances among others) and
providing information. In Germany, there are currently no
standardised services that children receive as soon as one of
their parents develops cancer. Psycho-oncological coun-
selling centres and cancer counselling centres can be the frst

points of contact, and there are also other (local) ofers for
counselling and psychological support for children [10].

Te complex psychosocial intervention family-SCOUT
has been designed to improve care of the whole family, even
after the death of the SP [11, 12]. Te intervention provides
a permanent, specially trained contact person (e.g., social
worker), the so-called family-SCOUT, who provides in-
formation about all options available for organizational,
emotional and communicative matters and facilitates access
to existing support services [11]. Following the MRC
Guidance for the Development and Evaluation of Complex
Interventions, the design of the intervention and the context
are important to understand the mechanisms of action [13].
Context is defned as ‘any feature of the circumstances in
which an intervention is conceived, developed, evaluated,
and implemented’ [13]. Leventhal, Phillips, and Burns’s
Common-Sense Model of Self-Regulation is used as a the-
oretical framework for the contextual factors [14]. Tis
model proposes a causal link between an individual’s belief
about the illness, the coping strategies in response to the
illness and the treatment [14]. Fletcher et al. [15] transferred
the model for the illness cognition among adolescents who
have a parent with cancer, see Figure 1 [15]. In response to an
illness, an individual develops coping strategies which are
consistent with their own representation of the illness. By
identifying these beliefs or representations and their coping
strategies, distress may be reduced and proposed by the
authors, resulting in better psychological adjustment [15].
Furthermore, a positive coping style can have a positive
impact on the psychological level of quality of life [17].

Te aim of this study is to explore which family needs
and contextual factors are associated with the subjective
perceived efectiveness from the healthy parent’s perspective
of the intervention. Te results will be used in the in-
tervention tailoring process to address specifc needs of the
family members and the family system.

2. Methods

2.1. StudyDesign andData Collection. For the description of
study design, data collection and data analysis, the COREQ
guidelines were used, which can be found as Supporting
Information [18]. Te family-SCOUT study comprised
a quasi-experimental, non-randomized, unblinded, pro-
spective superiority control group design with two study
arms (intervention and control) [11, 19]. In addition to
quantitative data collection for summative evaluation, 50
semi-structured, partially longitudinal interviews were
conducted in 32 families from intervention and control
group for formative evaluation of the intervention. Due to
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the changes caused by the pandemic and the (temporary)
stop of further data collection, the study team decided to
conduct longitudinal interviews, which were not previously
planned in the study protocol. In the second interview, the
same interview guide was used as in the frst interview;
however, additional questions were asked about the situation
during the pandemic and about the intensifed communi-
cation within the families. Te interview guideline can be
found as Supporting Information, and the added questions
for the second interview are underlined for better un-
derstanding. Te interviews were conducted by two female
members of the evaluation team, with a Master of Arts in
Sociology and Social Research and with a Master of Science
in Public Health. Te researchers were trained in collection,
management and analysis of qualitative data. No personal
contact was established with the participants prior to the
interviews. Te central topics of the interview were the
current situation in connection with the illness of a parent,
the communication within the family and the need for
support. Detailed information can be found in the study
protocol [11]. Te study was approved by the ethics com-
mittees of RWTH University Aachen (EK 195/18), Uni-
versity Hospital Bonn (267/18) and University Hospital
Düsseldorf (2018-215-ProspDEuA). Written informed
consent was obtained from all participants.

Te actively outreaching, family-centred, cross-sectoral
intervention family-SCOUT was developed within the
Comprehensive Cancer Center, Network Center of In-
tegrated Oncology Aachen–Bonn–Cologne–Düsseldorf
(CIOABCD) including four comprehensive cancer centers in
the German Rhineland region [19].Te study was conducted
at three participating cancer centers of excellence certifed by
the German Cancer Aid, namely, Aachen, Bonn, and
Düsseldorf.Te participants were recruited between January
2019 and December 2020 at the three study sites as well as at
Bad Oeynhausen where only interview partners were
recruited. Tese interview partners were added to address
sampling diversity with including healthy parents from
other regions in Germany. Inclusion criteria were an ICD-C

diagnosis of at least one parent, custody of at least one minor
child and sufcient German language skills. Te exclusion
criterion for participation was withdrawal of consent. Te
selection of interview families was made by purposive
sampling. Criteria for selecting interviewees included gen-
der, place of residence (urban/rural), number of children,
perceived burden and educational background. Te aim was
to represent as heterogeneous a sample as possible. In-
formation for the purposive sampling was obtained from the
surveys of the summative evaluation.

As part of a pretest, three pilot interviews were con-
ducted. No changes were made to the guide after pretesting.
To determine the contextual factors for a successful in-
tervention, the interviews of the intervention group were
analysed. A total of 23 interviews in 16 intervention group
families (seven longitudinal interviews) were conducted
exclusively with the HP as a representative for the family. In
order to keep the burdens within the families as low as
possible, only the HP of the families was interviewed. Te
screening process already recorded how burdened the
families are and the decision was made to keep the burden
on the family as low as possible through the exclusive view of
the HP and not interviewing children and/or the SP. Nine of
the interviews were conducted face to face. Of these, eight
took place at the families’ homes, and one interview took
place in the hospital. Te 14 following interviews took place
by telephone. All interviews were recorded, transcribed and
pseudonymized. Interviews were transcribed by an external
transcription service. Te transcripts were not presented to
the participants.

2.2. Data Analysis. Template analysis, as a variant of the-
matic analysis, was carried out in this study [20–22]. Te
primary objective of template analysis is the development of
a coding template derived from the examination of a seg-
ment of qualitative data, subsequently applied iteratively
across the entire dataset with ongoing refnements [21, 22].
Noteworthy features of this approach encompass its coding
structure’s adaptability, the formulation of a priori themes

Health threat
(e.g., parental

cancer diagnosis)

Emotional
representations

(i.e., emotional beliefs
or subjective feelings)

Appraisal (i.e., was the
coping strategy

effective?)

Cognitive representations:
Identity
Coherence
Consequences
Cure or control
Timeline
Cause

Seeking social support

Coping strategies:
Avoidance or denial
Cognitive reappraisal
Emotion-focused coping
Problem-focused coping Distress

Psychosocial outcomes:

Psychological well-being
Social functioning

Figure 1: Leventhal’s Common-Sense Model of Self-Regulation applied to parental cancer [15, 16].
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and the creation of an original template.Te methodological
progression comprised the following steps: (a) acquainting
oneself with the data material; (b) preliminary coding of
qualitative data, where evaluators identify and mark text
segments deemed signifcant, and predefned a priori themes
aid in organizing the data; (c) arranging themes into
meaningful clusters and delineating their interrelationships,
incorporating hierarchical connections that link narrower
themes to broader ones; (d) defning and creating a pre-
liminary coding template; (e) applying the preliminary
template to the entire qualitative dataset, revising and
reapplying it iteratively until a comprehensive un-
derstanding of themes and expressions is attained and (f)
fnalizing the coding template.

Following these methodological steps, the qualitative data
within the context of the family-SCOUT project underwent
analysis by fve researchers within the evaluation team. Tis
type of analysis was chosen because a pure content analysis of
the data (as described in the study protocol) did not do justice
to the depth and complexity of the data, and a more in-
terpretive option was sought. Consistent engagement in
weekly research workshops and meetings facilitated a con-
tinuous exchange of preliminary and initial fndings, meth-
odological challenges and procedures among the research
team members. Challenges which encountered during the
study were keeping the burden as low as possible for the HP
and their families. Te time and place of the interview were
based on the wishes of HP, and interview breaks were ofered
if the burden became too high. Furthermore, due to the study
design, families with higher levels of parental stress and more
severe illnesses were thus more likely to be found in the IG.
Tese circumstances needed to be addressed during data
analysis, taking diferent stress and burden level into account.
Due to the complexity of the data, no complete consensus was
formed between the researchers.

3. Results

3.1. Sample. Te average age of the 16 interviewed HP in the
intervention group was 49 years (median 50 years and
standard deviation of 10.2), with a range between 20 and
63 years. Nine of the interview partners were female, and
seven were male. Detailed information of the sample can be
found in Table 1. Te interviews lasted an average of about
31min. In total, fve SP of the 16 families died before the frst
or between the frst and second interview. Te time between
enrolment in the study and the interview date was between
22 and 268 days (on average 125.94) for the frst interview.
For the second interview, the time between study enrolment
and interview was between 153 and 645 days (on average
419.43). Te average time between the frst and second
interview was 257 days (median 261), with a standard de-
viation of 128. Te shortest interval was 113 days, and the
longest interval was 527 days.

3.2. Contextual Factors. Overall, template analysis identifed
four central themes which are crucial for the subjective
perceived efectiveness from the healthy parent’s perspective

of the intervention that describe the contextual factors that
impact the perceived efectiveness of family-scout support
for families afected by parental cancer (Table 2).

3.3. Contextual Factors of the Intervention

3.3.1. Teme 1: Ability of Family-scouts to Meet the Needs of
Families. Te support areas of family-scouts are organiza-
tion and bureaucracy, communication within the family and
family relationships as well as emotional support and advice
on dealing with the situation.

Te family-scout made ofcial calls, provided advice on
matters related to authorities or social security and helped
with the organization of a hospice if needed. Tey arranged
appointments and activities for the children, as well as
psychotherapeutic or psycho-oncological support. Tey
provided emotional and practical life advice and support and
were always available to turn to. Families felt especially
positive about the family-scout compared to other service
providers, as they provided a low-threshold contact with no
efort to organize individual help for each family member
and facilitated their everyday life.

“She supported me, for example, at the very beginning
with all the insurances. I had to deal so much with the
health insurance, I had to make so many phone calls, I just
couldn’t do it anymore because I had to look after my
husband, I had to look after my child. And it took somuch
work away from me, with all the health insurance. And,
yes, it worked.When (name f-scout) came, then it worked,
it became calmer, I became calmer.” I023 (second
interview)

3.4. Contextual Factors of Families

3.4.1. Teme 2: Cancer as a Family Disease—Burdens in the
Context of the Family System. Family burden was impacted
by the stage and severity of illness. In some cases, the illness
was the only problem; in others, it exacerbated existing ones
(e.g., problems in the partnership/marriage, health or f-
nancial issues). Subjectively families with milder illness had
moderate beneft from family-scouts and those with severe
courses of illness benefted more, especially if the illness had
lasted several years. In these cases, the family-scout provided
stability and relief from the shock of diagnosis. Tree pat-
terns emerged when the illness was identifed as the de-
termining or one of several family problems: Some families
had enough capacity to cope without family-scouts; some
did not want to incorporate someone else into the func-
tioning system and some welcomed support and a contact
person for various family members.

“Because the f-scout asked: “Here, do you need some-
thing?We could only say: “No, this is on the way, this is on
the way, THIS is on the way”. And so, great that he asked,
but couldn’t DO anything for us.” I014

“Well, my husband and I, we are not exactly the open
people who wear our hearts on our sleeves. It has always
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been a bit difcult for us to really open up to someone we
don’t know [...].” I028

And, yes, we are very happy that the (name of F-scout)
then came. Ten she had talked to my husband like that.
With me, when I was there. Ten she also talked to my
mother-in-law when she was there. And with (name of
daughter). And of course, also talked to my son.” I019

In other families, there were previous burdens, but the
illness was seen as the trigger that the problems were hardly
manageable anymore (e.g., closed communication and f-
nancial issues, nobody to talk to). In these families, the
family-scout was often only present for one parent, usually
the HP and served to stabilize and protect the family system.
Te family-scout could help to alleviate and order the
problems.

“And then, at some point, I agreed with the (name of F-
scout) that she/ Because my husband absolutely: “No, no,
we don’t need it”. I also told him: “It’s not just about you,
is it? It’s a family disease, it’s also about us.” I022

3.4.2. Teme 3: Coping Strategies—How the Individual
Family Members Deal With the Situation. Te interviewees
reported that they particularly beneft from the intervention
when the illness and its efects are openly addressed. Te
discussion can be accompanied by feelings such as grief,
insecurity and fear and is often accompanied by the re-
alization of needing help. Te outreach aspect of the in-
tervention was emphasised as helpful. Te family-scouts
gave the individual family members the opportunity to
accept support without having the strength or time to ac-
tively demand it.

“But in the beginning, she also called very often of her own
initiative, I think she saw right through me that I’m
someone who says, “I need help”, but has a lot of difculty
in fnally getting it started.” I015

Tose SPs who faced their illness and its infuence on
their families were more open to the intervention and of-
fered a source of relief to their families. A person who takes
care of the perspective of the individual family members, as
well as the whole family as a system, was seen as a relieving
aspect.

‘Until I told my psychologist, yes, it’s a bit, bad like that, I
tell the child psychologist about my mother everything,
then I tell with my husband and the psychooncologist.
And I also have to tell my son. I think that’s really bad.
And then my husband said, “okay, maybe that is the better
solution with the family-scout. And then it worked
out.”’ I019

On the other hand, those SPs who resorted to defence
mechanisms like denial and belittling did not beneft from
the intervention. Inner attitudes on how to deal with the
situation, the disease and upcoming burdens.

‘I: Why didn’t your husband want the family scout to
support you?

B: He doesn’t deal with his illness. He doesn’t want to give
the illness any more space than it already is. I then told
him, “Tat’s all well and good, but it’s not just about you
in that case.”’ I022

Te handling of the children with the illness situation is
a contextual factor for the intervention that is difcult to
assess. Te inner handling of the children was answered
rather vaguely by the HPs and hardly linked to the in-
tervention. In some cases, the HP reported that the children
liked the family-scout and had conversations. Tis was
mostly the case with younger children.

3.4.3. Teme 4: Communication Within the Family. In
partner communication, openness, closeness, confict and
insecurity were examined. Family members who were open
to the situation and emotionally engage with it coinciding
with willingness to communicate and be empathetic within
the family. Tose with a defensive, closed attitude avoided
talking about the topic. Fewer conficts seem to occur among
couples who have a similar coping strategy.

‘Well, my husband and I are not exactly open-minded
people who carry our hearts on our sleeves. It was always
a bit difcult for us to really open up to someone you don’t
know, but it was helpful because you know you have
someone you can call, email, who cares, who comes
over.’ I028

‘And my husband was also impressed because someone
came to him and listened to him. And asked him what he
needed, what he liked. And if he is well. And through her
neutral views, she gaveme some good advice, also in terms
of my relationship with my in-laws.’ I019

In families where the coping styles are diferent, conficts
and alienation of the partners were reported. Communi-
cation is either confict-ridden or hardly present. Te in-
tervention only failed in cases where extreme avoidance was
present from both partners, making conversations about the
topic almost impossible. In cases with opposite communi-
cation styles, the family-scout found an approach point with
the more open parent to help the family.

Just like with coping style, communication with the
children is difcult to evaluate and to link to the success of the
intervention. In one case, where the parents had a diferent
communication style, loyalty conficts of the children were
reported, who received contradictory information. Most
parents are striving for age-appropriate and topic-appropriate
communication and describe themselves as open to the
children. Te impression arose that the parents’ way of
dealing with the illness was partly transferred to the children.

4. Discussion

Te aim of this study was to explore which family needs and
contextual factors are associated with the subjective
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perceived efectiveness of the family-SCOUT intervention
from the healthy parent’s perspective. Semistructured in-
terviews with the HP of families afected by parental cancer
were evaluated using a template analysis. Four diferent
themes of the contextual factors of the intervention were
evaluated.

Te various contextual factors interact individually in
the families and led to diferently pronounced help needs,
which were reported by the HP. Te family-scouts were
perceived as an important reference person especially in
organization and bureaucracy, communication within the
family and family relationships and emotional support and
counselling for dealing with the situation. Tey ofered
support tailored to the individual needs of the families,
reducing barriers to help services and linking the diferent
providers. Te family-scout was perceived to be helpful in
transitional situations such as diagnosis of the cancer disease
and death of the SP, and the fexible response to family and
individual needs through interventions directed to all
members (HP, SP and children) was valued. Other service
providers seemed to be limited to acute illness or treatment
phase needs and to one person, usually the sick person, only.
Te intensity and degree of stress infuence the individual
need for help, with severe courses of disease associated with
intensive secondary problems and increased help needs [6].
Te HP of minors with a partner sufering from cancer is
often burdened by everyday tasks, caring for the SP and
fnancial problems due to the loss of income [23]. Whether
the disease is the determining problem or interacts with
further underlying problems has an impact on the need for
help. Partners have a higher risk of mental health problems
when treatment enters the palliative stage [24] besides of-
fering psychological support and logistic assistance for their
spouse [25].

A close relationship between communication style and
coping strategy was observed. Tose families who actively
dealt with the situation showed a willingness to commu-
nicate and interact with others. Defensive attitude was
usually associated with the desire not to be confronted with
the topic in conversations. When couples had similar coping
styles, conficts seemed to be less reported by the HP.
Conficts and drastic alienation processes could result from
diferent coping strategies. Pitceathly and Maguire showed
that relationship problems increase the risk of mental health
problems [24]. For success of intervention, an open attitude
and communication style of one partner was sufcient [24].
Coyne et al. concluded that open and normalizing com-
munication enable families to gain better access to resources,
positive adaptation strategies and appropriate support [6].
Information about communication with children was spo-
radic and mostly superfcial, so it should be given great
importance in further investigations into efectiveness of the
study and the intervention as open communication by
parents helps support afected children [26]. Some parents
are not aware of the importance of communicating with
children about the illness [27]. Tastum et al. found emo-
tional communication between parents and children can
take place to limited extent, but children observe the parental
emotional states and react with diferent coping strategies

[26]. Terefore, further studies should investigate the per-
spective of children and the SP in more depth and should
focus on children’s perceptions, burdens and coping
strategies.

All four themes can be assigned to the coping strategies
in the Leventhal’s Common-Sense Model of Self-Regulation
applied to parental cancer [15, 16]. Based on the model, the
coping strategies identifed are infuenced by the cognitive
and emotional representations of the family and individual
members [15]. Tese representations are based on in-
formation provided by three domains: social interactions,
personal experiences and cultural knowledge of the disease
[15]. Te contextual factors which are associated with the
subjective perceived efectiveness from the healthy parent’s
perspective of the family-SCOUT intervention can therefore
be a result of the experiences and beliefs about the cancer
disease individually of each family, before the intervention
started. Tis needs to be taken into account from the family-
SCOUT and other support interventions. Avoidance or
denial, emotion- or problem-focused coping along with the
form and the degree of seeking (social)support of the family-
scout can be all build on that. With regard to the four
themes, previous experiences and beliefs about the three
domains need to be identifed to relate the context factors
individually to the family and Leventhal´s Common-Sense
Model of Self-Regulation applied to parental cancer in more
detail.

4.1. Limitations and Strengths. A methodological and the
main limitation of this study is that the HP was interviewed
as a representative of the family. Te efort not to burden the
families even more than they are by the disease and the
associated changes already led to the following limitations:
From this representative perspective, blind spots were
created in the present analysis, since the perspective of the
entire family could not be adopted. Te contextual factors
which are present in the study are describing the subjective
perceived efectiveness from the healthy parent’s perspective
of the intervention. Methodologically, we were not able to
pick up the family perspective through the interview, and it
became clear within the interviews that it was very difcult
for the HP to report the perspective vicariously.

Te form of purposive sampling was used to recruit the
interview partners, which may cause a possible selection
bias. Another limitation is the nonstandardized timing of the
interviews. Terefore, HPs with little experience of the in-
tervention were not yet able to make reliable statements
about their satisfaction with the intervention. In terms of
content limitations, it cannot be conclusively determined in
some cases whether the low emotional engagement with the
situation conveyed in the interview refects the family or the
experience of the participants. Another limitation is the
selection of the urban regions of Aachen and Bonn, where
the intervention took place. It can be assumed that there was
a good connection to other health services, which could have
infuenced the subjectively perceived efectiveness of the
intervention. Rural regions with poor connections to uni-
versity hospitals, medical care or cancer counselling services
were not included.
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Te methodological strengths of this study include the
fact that the subjective experiences of the HP could be
collected accompanying the intervention and partly longi-
tudinally. Tis allows for a comprehensive formative eval-
uation of the intervention and thus the possibility of
adapting the intervention in healthcare reality bases on the
presented results. Te HP’s view of the contextual factors of
the intervention (in addition to the limitation) is also amajor
strength of the study: Initial fndings on the family’s per-
spective could be collected and thus provide indications of
subjective perceived efectiveness of the intervention.
Studies based on the fndings of the family-SCOUTstudy are
currently being developed and will take up the fndings and
limitations to get a more comprehensive understanding of
families afected by parental cancer, by taking the per-
spectives and experiences of children, SP and HP in account.

5. Conclusion

A new family-centred, complex psychosocial intervention
has been developed. It has proven to be feasible and helpful
for families afected by parental cancer. Family-scouts can
provide benefcial support, but individual time of the
families, communication and stress factors need to be taken
into consideration. Possible follow-up studies can deal with,
among other things, the frequency of individual topics,
subdivided according to subgroups such as gender, number
of children or socioeconomic status. A specifc analysis of
changes over time in the longitudinal interviews also rep-
resents a need for further research. Since the present study
does not take into account the views of the complete family
or the views of the children, further qualitative research is
needed with regard to a more holistic subjective perception.
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