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Parental distress is a major issue in pediatric oncology. The literature shows that
intervention programs aimed at supporting parents are effective in reducing par
ental distress following their child’s cancer diagnosis. However, most programs bear
limitations, most often related to their focus on the individual (rather than the
family), and their dissemination possibilities. TAKING BACK CONTROL TOGETHER is
an integrative program which was developed to respond to these limitations and
take the best of effective existing components. In line with development standards
from behavioral medicine (ORBIT model), this 6-sessions program aims to reduce
parental distress by reinforcing both Problem Solving Skills Techniques (PSST) in 4
individual sessions and communication within the couple and dyadic coping in 2
sessions with the parent couple. The program was first developed in Frenchlanguage and is now being adapted in English. Because the program addresses both
individual PSST and dyadic coping, it is expected to yield more benefits for parents
than existing interventions. After this first phase of definition, the program should
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Pediatric cancer is associated with significant
sources of stress for both the children and their
families. Medical and Psychosocial research
strongly suggest that supporting parents is crucial
to promote adjustment in parents and in children.
Therefore, researchers have developed and eval
uated psychological intervention programs to
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their regaining control over the dramatic situation
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yield better emotional outcomes in parents in the
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be pre-tested for refinement, and pilot-tested. This article aims to present the
definition of this program, including handbooks for caregivers and parents, as well
as worksheets and electronic resources.
Subjects: Health Psychology; Oncology; Pediatrics & Child Health
Keywords: Cancer; pediatric; parents; intervention program; development; definition
1. Introduction
Studies conducted with parents of a child with cancer have shown high levels of stress, emotional
distress and loss of control immediately after the diagnosis, during treatment, and over the long term
(Picoraro et al., 2014; Sultan et al., 2016; Vrijmoet-Wiersma et al., 2008). Studies also showed an impact
of childhood cancer on both healthy and dysfunctional parental relationships. Long periods of illness
were associated with parental resource depletion, weaker support, and a reduced sense of cohesion
(Mongeau et al., 2006). As a result, tensions, separations and even divorces are strongly correlated with
the severity of the child’s health status (Statistique Canada, 2008a). Acute parental distress at the time
of diagnosis and during treatment is a risk factor for long-term psychological and relationship distress in
parents and has been associated prospectively with children’s coping difficulties during and after
treatment, as well as with impaired school functioning at the end and after treatment (Barrera et al.,
2008; Maurice-Stam et al., 2008; Yagci-Kupeli et al., 2012). Therefore, it is crucial to address parental
distress as soon as possible in order to optimize the resilience of families confronted with childhood
cancer and to reduce long-term pervasive effects of childhood cancer on parents and children.
The majority of professional services offered to address parental distress in pediatric cancer
settings suffers from a number of issues, including the fact that less than 11% of psychological
services have implemented evidence-based treatments (Kazak et al., 2015). However, it is essential
to offer patients the most effective intervention programs evaluated by rigorous studies, as is the
case in pharmacology for drug development (Craig et al., 2008; Czajkowski et al., 2015). The Office of
Behavioral and Social Sciences Research (OBSSR) and Canadian Cancer Society stressed the impor
tance of developing behavioral treatments to prevent or manage chronic diseases (Office of
Behavioral and Social Sciences Research., 2011; Canadian Cancer Society, 2017). These organiza
tions’ recommendations are in line with recent research and suggest identifying innovative
approaches to solve significant clinical problems based on theory and research in behavioral science.
In a recent systematic and critical literature review, we identified 11 manualized programs to
support parents of children with cancer (D. Ogez, Péloquin et al., 2019). Studies conducted on these
programs showed that they were designed according to various models of change including
cognitive behavioral therapy (CBT), psycho-education, and family therapy. The review revealed
that therapeutic procedures were generally appropriately chosen and that their development
process followed established guidelines for the development of behavioral interventions. Prepost-follow-up distress reduction studies were available for 8/11 programs and quasiexperimental Randomized Control Trials (RCTs) were performed for 7/11 programs. Importantly,
not all programs documented processes followed for concept design and refinement.
Only two programs were evaluated in well-designed studies that followed the standard phases of
behavioural interventions development and were recommended by the NCI: Bright IDEAS and
Surviving Cancer Competently Intervention Program (SCCIP) (Kazak et al., 1999; Sahler et al., 2013).
Bright IDEAS is based on Problem Solving Skills Therapy (PSST) and aims at fostering effective problemsolving skills in mothers (Nezu et al., 2013; Sahler et al., 2002). This 8-session individually based
program involves the teaching of a 5-step problem-solving process: 1- Problem identification; 2Problem definition; 3- Solutions evaluation; 4- Solution implementation; 5- Assessment of its effec
tiveness. Although Bright IDEAS has excellent NCI scores on dissemination (5/5) and research integrity
(4.4/5), this program still bears limitations. However, Bright IDEAS received a limited impact score (2/5)
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because it is only offered to mothers on an individual basis, is relatively burdensome and somewhat
repetitive (8 face-to-face sessions), and has a high dropout rate (42%) (National Cancer Institute, n.d.).
The second program, SCCIP, is based on the principles of CBT and family therapy (Kazak et al.,
1999). This program consists of family interventions that focus on improving intrafamily commu
nication and calls for different activities: the multiple family discussion group, which proposes
a group discussion to clarify parental functions, and the family-oriented approach to help families
cope with cancer (Kazak & Simms, 1996; Ostroff et al., 2004). SCCIP has received fair NCI scores on
research integrity (3.6/5) and dissemination (4/5), but a lower score on impact (1.3/5). This later
score may be explained by lower effect sizes in efficacy studies (Institute). Moreover, the manual is
very general because of the complexity of communicative interventions in the family, and lacks
important details on the specific interventions to be carried out. Thus, it is difficult for professionals
to use the interventions prescribed by the program in a systematic way. Of note, Bright IDEAS was
developed in two languages (English and Spanish), and SCCIP only in English. Like the vast majority
(8/11) of available interventions, these programs were developed for a North American population,
which raises questions about the transferability to other cultural or language contexts (David Ogez
et al., 2019).
With reference to the results of this critical review, we developed a new intervention program in
order to appropriately respond to needs of parents who are faced with pediatric cancer. This
program is specifically based on the advantages and the limits identified in previous programs
and follows recommendations on behavioral treatments development (Czajkowski et al., 2015). In
developing our program, our goal was to capitalize on previous evidence-based interventions and
articulate one individual component based on PSST and one couple component based on a CBTsystemic approach. This paper presents the definition of the program TAKING BACK CONTROL
TOGETHER (in French: Reprendre le Contrôle Ensemble). Specifically, we describe 1- the procedure
followed to define the concept of the program based on previous programs and 2- the interven
tion’s content and material: manuals, paper and electronic tools.

2. Methods
The developmental process of TAKING BACK CONTROL TOGETHER followed recommendations that
formalize behavioral treatments development. The Obesity-Related Behavioral Intervention Trials
(ORBIT), initially developed within the framework of an obesity management program, is
a comprehensive behavioral program evaluation model that explicitly describes the preliminary
stages of program development. This model recommends four phases of behavioral intervention
program development: I- program definition phase, II- preliminary tests, III- Efficacy studies and,
IV-Effectiveness studies (Czajkowski et al., 2015). The definition phase includes two steps: the
definition (Ia) and the refinement (Ib) of the design (Figure 1).

Figure 1. The definition phase
of the orbit model.
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With the aim of defining this new program, we focused on Orbit’s stage Ia. Firstly, we conducted
a systematic review of intervention programs that resulted in: 1-formulating a definition of the
target population, 2- selecting the program’s primary and secondary intervention targets, 3justifying our choice of models of change and their translation into interventional procedures,
and 4- formulating a coherent program comprising these procedures (Ogez, Bourque et al., 2019).
Secondly, three researchers and clinicians from the University of Montreal (Québec, Canada),
bringing together skills in psychology, oncology, pediatrics, cognitive-behavioral and couple thera
pies (DO, KP, SS), were involved in defining the concept of the program TAKING BACK CONTROL
TOGETHER. The program’s objectives and conceptual framework were established following train
ing of the team members in the two programs highlighted in our review—Bright IDEAS and SCCIP
—and meetings with core authors in the last three years (Kazak et al., 1999; Sahler et al., 2013).
Finally, in order to systematize this intervention’s administration, we created a manual for practi
tioners and parents, as is standard practice in behavioral sciences (National Cancer Institute, n.d.).
Table 1 summarizes each stage of this program’s definition.

3. Program definition
3.1. Target population
Most authors in this field stress the importance of supporting both parents, echoing studies that
observed similar long-term levels of distress in mothers and fathers at the end of their child’s
treatment (Maurice-Stam et al., 2008). Studies have also shown that the couple’s intimacy,
sexuality, time, and activities are negatively impacted by cancer (Burns et al., 2018). This distress
can even lead to separations and divorces, strongly correlated with the severity of the child’s
health condition (Statistique_Canada, 2008b). Previous research suggests that parents who are
better able to function as a team under stressful conditions by developing better dyadic coping are
better able to cope with major stressors, including their child’s illness (G. Bodenmann et al., 2006;
G Bodenmann & Shantinath, 2004). To address parental distress, it is therefore important to
support individuals as part of their relationship and to promote unity and relationship adjustment
to optimize the individual adjustment of each partner. Yet, despite this recommendation, very few
intervention programs target both parent couple. In rare cases, couple or family programs include
fathers (Cernvall et al., 2017; Kazak et al., 2005; Manne et al., 2016).
Addressing this limitation, the present program equally targets mothers and fathers, and use
individual as well as couple intervention modalities. In order to address the needs of both mothers
and fathers, we offered individual sessions independently to both parents. We also included singleparent families to whom we offer only individual sessions. Moreover, to address the lack of Frenchlanguage interventions, the program was developed in international French and draws on the
team’s language competencies.

3.2. Program targets
In oncology, research highlighted the importance of treating anxiety and depression in cancer
patients and their family (Kangas, 2015). Previous programs in pediatric oncology have targeted
psychological distress, depression, post-traumatic stress (PTS), quality of life, and perception of
uncertainty. In regard to Bright IDEAS and SCCIP, their intervention targets were emotional distress
in mothers and PTS in family, respectively. In most programs, these targets were understood as
being the result of parental overload (e.g., child support, financial difficulties) in the pediatric
cancer context (Manne, 2016; Mullins et al., 2012; Sahler et al., 2013). Interventions thus aimed
to reduce feelings of parental overload through mediator targets and foster parents’ optimal
involvement in the medical care of their child. As such, improving problem-solving skills led to
a reduction of negative affectivity and parental distress, while decreasing the perception of
uncertainty led to a reduction of parents’ stress levels (Sahler et al., 2013, 2005; Santacroce
et al., 2010) . SCCIP’s efficacy evaluation also showed very positive results on relationship and
family well-being (Kazak et al., 1999).
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Table 1. Definition of the program taking back control together

Major overload: being responsible for
medical care, undergoing socioprofessional changes, financial difficulties,
taking care of other children.
Risk of tension within the couple and not
feeling mutually understood. Seeking
mutual support to express distress and
stress.

●

Elevated distress in parents following cancer
diagnosis.
Explanations:

Primary target:
Parental distress
Secondary target:
PTS
Impact of cancer on the couple
Mediating targets:
- Problem-solving skills
- Marital intimacy
- Dyadic coping
●

Theoretical models of difficulties

Targets

a. Targets, models of change and procedures

Improve parents’ problem-solving skills to
help them cope with obstacles (problemoriented coping).
Empower parents in their ability to solve
problems.
Support marital identity to reduce
tensions.
Promote a collaborative dynamic within
the couple to cope with difficulties (dyadic
coping).

●

●

●

●

Improve awareness of stressful situations and
find solutions to help manage the distress of each
partner within the couple.

Models of change

Reinforce dyadic coping.
Empower the couple by prescribing tasks
to be performed at home.

●
●

(Continued)

Encourage communication within the
couple through the family-oriented
approach.

Improve problem-oriented coping through
problem-solving training in 5 steps: iden
tify the problems, define options for solu
tions, evaluate these options, implement
the solution and see if it is effective.

●

●

Propose procedures derived from CBT and marital
therapies in order to reinforce parents’ problemoriented coping and marital unity.

Procedures used
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Table1. (Continued)

Nurse

Psychologist

●

For both parents
4 individual sessions for single parents

Social Worker

●

Session 1: Establish a relationship of trust
with the parents and introduce the pro
blem-solving technique.
Session 2: Practice problem solving with
a simple problem. Reinforce the benefits
of the technique.
Session 3: Continue problem-solving
training with a moderately difficult pro
blem. Work on barriers to problem solving.
Session 4: Continue problem-solving
training with a complex problem.
Summarize the method, evaluation of the
parent’s progress and recommendations
for future use of the technique.

●

●

●

●

Session 5: Establish an alliance with the
parents and communicate about the
effects of stress on the couple and about
the importance of teamwork. Practice the
management of a stressor identified by
the couple.
Session 6: Promote communication about
the couple’s stress and on their under
standing of it from each partner’s point of
view. Practice the management of
a stressor identified by the couple while
respecting the needs and solutions
brought forth by each partner. Summarize
the method, evaluation of the couple’s
progress and recommendations for future
use of problem-solving and stress man
agement techniques within the couple.

●

●

Two 1.5-hour couple sessions promoting the
communication of each partner’s difficulties and
the search for a team solution (dyadic coping).
These sessions are offered to parents together
and are carried out at the hospital or at the
parents’ home.

Four individual training sessions in problem
solving: one 1.5-hour session and three 1-hour
sessions carried out at the hospital during the
child’s treatment
These sessions are offered to parents separately.

Health practitioner:

●

Couple sessions

Individual sessions

Participants

b. Format and program content

Health practitioner manual (64 pages)
Parent manual (28 pages)
Problem-solving workbook
Workbook for the couple sessions
Video capsules of the program (presenta
tion of sessions on problem solving and
couple sessions)
Internet platform to download program
material

●
●
●
●
●

●

Materials
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Based on these results, we chose self-reported parental emotional distress as the primary target
of TAKING BACK CONTROL TOGETHER. In line with studies on previous programs, we also chose
three secondary process targets (mediators) for which evidence strongly suggests an effect on
individual emotional distress: problem-solving skills, couple communication, and dyadic coping
(Kazak et al., 1999; Sahler et al., 2013). That is, intervening on these process targets was expected
to reduce perceived emotional distress in parents.

3.3. Models of change and activities
We chose models of change and activities that are likely to reduce distress through the modifica
tion of the secondary process targets (mediators). First, consistent with Bright Ideas’ model of
change, we chose to offer problem-solving training (Nezu et al., 2013). Pilot studies’ results and
Bright IDEAS’ RCTs showed a significant decrease in distress and improved problem-solving skills in
mothers post-treatment and at 3 months follow-up for participants in the intervention program
compared to the control group (Sahler et al., 2013, 2005, 2002). The significant dropout rate during
Bright IDEAS was caused by parents’ refusal to participate and the program’s length (8 sessions),
that is—many mothers considered the treatment too long and preferred to spend their time with
their child during treatment. To address this limitation, the Brief Problem-Solving Intervention for
Parents of Children with Cancer, a short version of Bright IDEAS, which included only 2 sessions,
was developed (Lamanna et al., 2017). However, this short program yielded no significant effects
on parental distress, mostly because it did not allow enough time for problem solving. Balancing
considerations for attrition and intervention intensity, we chose to include 4 individual problemsolving training sessions (50% of Bright IDEAS sessions) in TAKING BACK CONTROL TOGETHER.
Second, we chose to integrate a module focused on couple adjustment in the program based on
SCCIP’s systemic orientations which also draws from CBT models of change: coping readjustment
centered on the change of beliefs that each family member has about cancer (Kazak et al., 1999). This
model of change has been used in the majority of existing manualized intervention programs for parents
of children with cancer (7/11 programs) and has been found to significantly reduce parents’ distress and
improve their quality of life (Kazak et al., 1999; Ogez et al., 2019). SCCIP and its revised version, Surviving
Cancer Competently Intervention Program Newly Diagnosed (SCCIP-ND) have been evaluated in RCTs,
which have shown beneficial effects on relationship and family well-being, as well as significant improve
ments in parental distress (Kazak et al., 2005, 1999). Accordingly, TAKING BACK CONTROL TOGETHER
includes two couple sessions during which activities are designed to foster positive stress communication
between partners and enhance dyadic coping by encouraging parents to work as a team (G Bodenmann
& Shantinath, 2004; Kazak et al., 1999). Interventions targeting dyadic coping consist of supporting one or
both partners to engage in a stress management process that aims to create or restore physical,
psychological or social homeostasis in both partners individually and within the couple as a unit (G
Bodenmann & Shantinath, 2004). In line with previous research on resilience in couples faced with
pediatric cancer, our couple module aims to improve couples’ resilience by 1- supporting partners’ sense
of we-ness, 2- helping partners to gain a common vision of the pediatric cancer context, and 3- fostering
the implementation of a collaborative dynamic within the couple (Martin et al., 2014).
The program sessions in TAKING BACK CONTROL TOGETHER are conducted by a health practi
tioner (social worker, nurse, psychologist, etc.). The first individual session and the couple sessions
last one hour and a half to allow time for the initial contact, to introduce the program, and to share
information on the disease and its treatments. The other individual sessions, (3 and 4) last
one hour. Home tasks are also required between each session and are related to the practice of
problem-solving techniques acquired during individual and couple sessions, and the practical
implementation of identified solutions.
To provide an easily transferable program, TAKING BACK CONTROL TOGETHER was manualized.
A manual for health practitioners presents specific instructions for each intervention to be used in
all program sessions and numerous examples of transcripts to convey the information to parents
adequately and in a standardized manner (64 pages). The program also includes a manual for
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parents (28 pages), a problem-solving toolkit for individual and couple sessions, and two videos
illustrating 1- an example of problem solving and 2- relationship challenges in the context of
pediatric cancer through interviews with couples. These documents and tools can be accessed free
of charge through our web platform after registration (www.cpo-montreal.com). Given the useful
ness of having electronic versions of intervention programs, we also propose a simple and easily
accessible electronic platform for parents that provides access to all program resources in electro
nic version as well as videos summarizing each program sessions (Askins et al., 2009; Cernvall
et al., 2017; Wakefield et al., 2016).

4. Conclusion
Our team of researchers and clinicians in pediatric oncology developed the program TAKING BACK
CONTROL TOGETHER to better support parents during their child’s treatment. To carry out this
project, we followed recommendations for designing behavioral interventions and requirements
for evidenced-based interventions in this field (Czajkowski et al., 2015). To define this new inter
vention, we relied on a careful analysis of previous experiences and identified gaps.
The definition of the intervention program is an important and integral part of the intervention
development stages (Czajkowski et al., 2015). According to recommendations for the development
of health care intervention program, it is essential to develop new interventions in oncology based
on previous studies and taking the best evidence-based therapeutic procedures available
(Ownsworth et al., 2015). Research on interventions program development is currently in agree
ment with studies in pharmacology on drugs (Craig et al., 2008). Therefore, it must be organized
and follow strict protocols. Its main function is to significantly improve therapeutic procedures and
their articulations in intervention programs.
Following this definition step, our next tasks on this program was to refine its content and format with
end-users in a qualitative inquiry. The program, manuals and tools was presented to parents who have
experienced their child’s cancer and to healthcare professionals to be evaluated and criticized (D. Ogez,
Bourque et al., 2019). Next, we will be in a position to lead a full pilot study, to assess the program’s
acceptability, feasibility and treatment fidelity. As the TAKING BACK CONTROL TOGETHER program draws
on the best evidence and an explicit and coherent model of change and activities, we expect this
intervention to yield a clear clinical signal on the primary outcome of emotional distress and process
outcomes, i.e. problem-solving skills, impact of cancer on couple communication and dyadic coping.
In reference to previous studies, we have developed TAKING BACK CONTROL TOGETHER which
enhances procedures and formats of existing manualized programs. Following efficacy testing, we
hope to provide the clinical community with a new and more effective program that will reduce
parents’ emotional overload and thus improve the quality of life of families in pediatric oncology.
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