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ABSTRACT

Childhood cancer impacts the family system, drastically
changing the context within which parenting occurs. Par-
ents of children diagnosed with cancer are profoundly in-
fluenced by their child’s diagnosis and associated
treatment demands at a time completely out of sync with
the broader family developmental cycle. This review synthe-
sizes literature examining the impact of childhood cancer
on parent psychological well-being, as well as parental roles
and reciprocal influences on the ill child’'s adjustment and
development. Potential differences between mothers, fa-
thers, and families of diverse composition are highlighted;
the impact of childhood cancer on the spousal/partner re-
lationship, the parent-child relationship, parenting style,
and the potential for both parents and children to find ben-
efit from the childhood cancer experience is also high-
lighted. Research examining parent and child adjustment
to childhood cancer within the broader family system re-
mains an important area of study if we are to support such
families to better cope long term.

RESUME

Le cancer chez I'enfant a des répercussions sur le systé¢me
familial, ce qui change de fagon dramatique le contexte au
sein duquel se déroule le parentage. Les parents des en-
fants diagnostiqués d’un cancer sont profondément influ-
encés par le diagnostic de leur enfant et les exigences des
traitements qui lui sont associées désynchronise compléte-
ment le cycle de développement de la famille plus large. La
présente étude passe en revue la littérature ayant pour
objet I'impact du cancer de I’enfant sur le bien-&tre psy-
chologique des parents, ainsi que lesrdles parentaux et les
influences réciproques sur l'ajustement et le développe-
ment de I’enfant malade. Des différences potentielles entre
les méres, les peres et les familles de diversement consti-
tuées sont mises en lumiére; de plus, I'examen de I'impact
du cancer de I’enfant sur |a relation conjoint/partenaire, la
relation parent-enfant, |le style de parentage et la possibilité
que les parents et I'enfant trouvent un aspect positif dans
I'expérience du cancer de I'enfant. La recherche qui se

penche sur I'ajustement parent et enfant au cancer au sein
d'un systéme familial large demeure un domaine important
d'étude si nous voulons appuyer ces familles pour mieux

s'ajuster 2 long terme.

According to the Canadian Cancer Society (2008), ap-
proximately 850 Canadian children under 14 years of age
will develop cancer each year. When a child is diagnosed
with cancer, it can become the central focus of the family
system, with a pervasive and stressful impact on all family
members, including parents (Bayat, Erdem, & Kuzucu,
2008) and healthy siblings (Houtzager et al., 2004). Given
that the majority of childhood cancer patients survive into
adulthood(i.e., approximate survival rate of 82%; Canadian
Cancer Society, 2008), parents continue to be formative in
the ill child's development. This review synthesizes research
on the impact of childhood cancer on parents, as well as
parental roles and influences on the ill child's adjustment
and development. It focuses on issues of parenting during
active treatment for the child’s cancer and into survivorship;
it is unable to adequately discuss important and related is-
sues of parental involvement and coping with end-of-life
care or adjustment to the loss of a child to cancer(see Kars
et al., 2011 and McCarthy et al., 2010 for recent research).

Parent Psychological Adjustment

Parenting a child with cancer is very distressing, with
parents reporting a sense of loss of control, uncertainty,
anxiety, depression, sleep disturbance, and lowered self-es-
teem (Boman, Lindahl, & Bjork, 2003). Poorer parental
well-being is associated with poorer child well-being (e.g.,
behavior problems, child depression and anxiety) and clin-
ical factors of the child's disease (e.g., currently in active
treatment, poorer prognosis for the child, more hospitaliza-
tions; Klassen et al., 2007). Parents describe their experi-
ence immediately following the child’s cancer diagnosis as
particularly distressing, characterized by fear, sadness,
grief, loneliness, and dependence on others (Bjork, Wiebe,



& Hallstrom, 2005; Fornider & Norberg, 2010). Parents re-
port feeling governed by their child’s disease, with lengthy
hospitalizations taxing the family system by removing the
child from the home when support is most needed (Miller
& Janosik, 1980), while simultaneously reducing parents’
opportunities to work and increasing financial strain
(Enskar et al., 1997). This experience reflects a fundamen-
tally changed view of the world, drastically altering the con-
ditions within which parenting occurs (Fornider & Norberg,
2010).

Six categories of supportive care needs are outlined
throughout the cancer journey (i.e., practical, spiritual, psy-
chosacial, informational, emotional, physical; Fitch, 1994),
with the highest percentage of parents identifying emo-
tional and informational support as most critical (e.g.,
wanting a full understanding of child’s treatment and pro-
cedures, and coping with fears about cancer spreading or
the child's wellbeing; Kerr et al., 2007). Despite increasing
effort to support families dealing with childhood cancer
(e.g., parental guide; Canadian Cancer Society, 2009), par-
ents continue to report many unmet supportive care needs
(Mitchell, Clarke, & Sloper, 2006).

Research suggests possible differences between moth-
ers’ and fathers’ experiences of parenting a child with
chronic illness (Jones et al., 2010), with mothers reporting
greater stress, particularly regarding childcare and parental
tasks, and risk for emotional distress (Pelchat, Lefebvre, &
Levert, 2007). Mothers report a sense of obligation to re-
main physically near their child (e.g., staying with them in
hospital; Young, Woods, Findlay, & Heney, 2002) and an in-
crease in responsibility in helping the child to manage their
illness and treatment, providing both emotional and prac-
tical support. Mothers’ heightened management of day-to-
day tasks for the ill child can bring additional strain and
impaired functioning in other familial relationships (i.e.,
with other children and partners; Young et al., 2002) and
shifting of roles (i.e., disequilibrium) within the family sys-
tem (Miller & Janosik, 1980).

Investigations have recently examined the role of fathers
in childhood cancer. Fathers recount trying to regain control
of the family's situation and striving for normalization by
actively engaging in practical daily activities, minimizing
the impact of the illness, and encouraging the family’s re-
engagement in everyday life (Hill, Higgins, Dempster & Mc-
Carthy, 2009). Fathers also describe “maternal
gate-keeping” where their involvement in caring for the ill
child is frequently peripheral, largely dictated by the
mother’s preferences and reinforced by the medical team.
Despite dissatisfaction with this peripheral role, fathers per-
ceive themselves as having significant responsibility in help-
ing their family to cope (Hill et al., 2009; Jones et al.,
2010). Parents’ differing experiences of their child’s cancer
may, in part, arise from attempts to fulfill traditional family
roles, and by the differences in how mothers and fathers re-
late to their ill child (Pelchat et al., 2007).

Impact on Spousal/Partner Relatlonship

Childhood cancer poses an atypical stressor for parents
given the stage of the family's life cycle, bringing additional
challenges at a time of typical significant family change
(Pelchat et al., 2007). Parents adjust their relationship to
make space for young children and are fulfilling new par-
enting roles (Carter & McGoldrick, 1999). Evidence is
mixed regarding whether parents of a child with cancer ex-
perience greater marital dissatisfaction as compared to
couples with healthy children (Dahlquist et al., 1993).
Greater marital distress was observed among parents with
highly discrepant levels of anxiety regarding the child’s can-
cer and who used coping strategies that focused intently on
the child’s cancer (Dahlquist et al., 1993). However, parents
of a child with cancer do not appear to be at greater risk
for divorce (Syse, Loge, & Lyngstad, 2010).

Parents of children with cancer reveal greater together-
ness and less marital strain during the most strenuous
times of their child's cancer with increased difficulty during
more restful periods (Enskar et al., 1997). Other research
suggests that marital distress is most prominent immedi-
ately following diagnosis when parents are separated during
the child's frequent and lengthy hospital stays (Lavee &
Mey-Dan, 2003). It may be that parental roles require con-
tinual re-evaluation and adjustment as the stressors evolve
throughout the cancer journey (i.e., diagnosis to treatment
to survivorship), placing increasing and ever changing de-
mands on the family (Miller & Janosik, 1980). Regardless,
mutual spousal support appears important for both mem-
bers of the couple (Pelchat et al., 2007).

Role of Famlly Composition

To date, research in childhood cancer has focused pri-
marily on two-parent families. However, a number of chil-
dren with cancer are embedded within single parent or
blended/stepparent family homes. Single parents may ex-
perience increased burden caring for the ill child, greater
financial stress, and may have generally fewer resources
from which to draw upon (Brown et al., 2008). Single moth-
ers appear more depressed, although they do not report
higher levels of posttraumatic stress or using different
problem-solving strategies (lobst et al., 2009). However, pe-
diatric cancer survivors from single parent homes appear
to be at increased risk for behavioural problems (Brown et
al., 2008). Given the inherent shifting of family structure
boundaries facing stepfamilies, they may face unique chal-
lenges and potential sources of conflict when dealing with
childhood cancer (Kelly & Ganong, 2011).

Impact on Parenting and the Parent-Child Relationship
The parent-child relationship is likely altered as a result
of their shared experience with childhood cancer. Chronic
iliness disrupts the typical parent-child attachment process
(Odegard, 2005) as repeated hospitalizations simultane-
ously exacerbate and challenge attachment needs (Gold-
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berg, 2000). Parents’ ability %0 support developing child au-
tonomy can become impaired by increases in child and par-
ent anxiety, substantial continued parental involvement due
to the child's iliness and treatment, as well as continued
dependency on clinicians (Odegard, 2005). Despite desiring
autonomy, adolescents with a life-threatening illness, such
as cancer, rely more on their parents for support, conse-
quently limiting their opportunities for peer interaction and
relationship development (Knapp et al., 2010).
Differences in parenting have been observed between
parents of healthy children and paren¥ of children with
cancer. Parents report greater worry about their child's
health, a tendency to be overprotective, allow less independ-
ence, are more lenient in disciplining, and perceive their
child to be vulnerable (Hillman, 1997), often resulting in
less parental attention for other healthy siblings (Forinder
& Norberg, 2010). However, the greater the time since di-
agnosis, the more closely parenting appears to approximate
that of healthy families (Hillman, 1997). This may be due
to parents' developed knowledge and use of effective strate-
gies, as well as a greater sense of mastery, for managing
their child’s health condition aver time (Klassen et al.,
2007). More research is needed to understand potential dif-
ferences in parenting as survivors of childhood cancer have
higher levels of depression and anxiety, and display more
antisocial behaviours and deficits in attention, as compared
to their healthy siblings (Schultz et al., 2007). Parenting
style is relevant to treatment outcomes as children with
cancer whose parents have a “supportive” style (e.g., seek
child input, are nonrestrictive and nurturing) are more likely
to attend all treatment appointments and are quicker to re-
port adverse treatment reactions (Manne et al., 1593).

Impact of Parents on Child Adjustment

Parents’ experience of the child's cancer significantly
impacts child adjustment, as parent and child distress are
strongly related (Robinson, Gerhardt, Vannatta, & Noll,
2007). Positive parental coping, family support, and quality
of the parents’ relationship are associated with better out-
comes for the child (Suzuki & Kato, 2003). Parents experi-
ence a variety of caregiver demands, such as physical and
emotional care of the child, financial managemssnt, main-
tenance of family roles, and communication with the child’s
care team. Increased caregiver demands are associated
with poorer child adjustment (Wolfe-Christensen et al.,
2010). Children exhibit fewer internalizing problems when
parents report low parenting stress, despite high caregiver
demand (Wolfe-Christensen et al., 2010). Higher levels of
parenting stress and overprotection are related to later in-
ternalizing and behavioural problems for the child (Fedele
et al.,, 2011). Parental uncertainty regarding the child's ill-
ness {e.g., greater fears of death, unpredictable treatment
side effects and late effects, and interruptions in school and
peer relationships) has been associated with higher child
uncertainty and increases in child anxiety and depression

Potential Resources for Families
Dealing with Childhood Cancer:

Canadian Cancer Saociety (2009). Childhood Cancer: A
guide for families. Taronto, Canada.

Canadian Cancer Society: www,cancer.ca

Childhood Cancer Canada: www.childhoodcancer.ca

Children’s Oncology Group:
www.childrensoncologygroup.org

Arerican Childhood Cancer Organization: www.acco.org

Cure Search: www.curesearch.org

Lacal children’s hospitals typically have a list of recam-
mended resources available to families dealing with
childhood cancer.

(Stewart, Mishel, Lynn, & Terhorst, 2010).

Parents’ decisions around what and how to communi-
cate with their child about the cancer can also influence the
child’s experience. Honest and direct communicate be-
tween parents and children about the child’s cancer diag-
nosis and prognosis, is associated with better child
adjustment, less distress, higher social competence, and
closer parent-child relationships (Suzuki & Kato, 2003).
Furthermore, parents play a pivotal role in encouraging
their cancer-survivingchildren to maintain healthy lifestyles
to counteract late treatment effects (e.g., physical activity;
Norris, Moules, Pelletier, & Culos-Reed, 2010).

Family Resiliency and Ability to Find Benefit

Although childhood cancer is undoubtedly a traumatic
experience, research suggests that childhood cancer sur-
vivors and their parents report sonte ability to find bensfit
from the cancer experience (referred to as posttraumatic
growth; Barakat, Alderfer, & Kazak, 2006). Childhood can-
cer survivors and their parents were more likely to report
post-traumatic growth when the child was older at the time
of diagnosis and when greater life threat and treatment in-
tensity were perceived. Most often they report positive
changes regarding how they think about their lives, their
plans for the future, and how careful they are (Barakat et
al., 2006). After experiencing childhood cancer, parents re-
count renewed strenghh, improved communication, trust,
conflict resolution, and mutual support in the spousal rela-
tionship (Brody & Simons, 2007; Lavee & Mey-Dan, 2003).
Families engage in behaviours and attitudes geared towards
mending their broken lives soon after the shock of the ini-
tial diagnosis has subsided (i.e., “striving to survive”; Bjork
et al., 2005). These efforts to cope positively include feel-
ings of hope and optimism, and actions intended to help
the family regain closeness with others and control over
their lives.

These findings are consistent with the family resilience
framework, which emphasizes strengths that contribute to
the well-functioning family unit and offers the possibility for
positive family growth after a difficult experience (Walsh,



2003). Identified resiliency factors include the rapid mobi-
lization and reorganization of the immediate family to the
initial diagnosis, prolonged hospitalizations, ability to rec-
ognize both positive and negative impacts (McCubbin et al.,
2002), and support from various systems surrounding the
family (i.e., child's oncology team, extended family, com-
munity, parents’ workplace; McCubbin et al., 2002). Par-
ents with lower social support are more likely to report
feeling hopeless and depressed (Bayat et al., 2008). Infor-
mal support from parents of other children with cancer
may be particularly helpful, as parents report that many in-
dividuals outside of the family do not understand the expe-
rience and the impact on the entire family (Hill et al., 2009).

Conclusion

The impact of childhood cancer on families is far-reach-
ing, dramatically altering the manner in which the family
system functions. Parents experience substantial distress
and their roles within the family, both marital and parental,
must adjust. Parents’ distress influences the ill child’s ad-
justment and can lead to strain within the marital relation-
ship. Mothers and fathers appear to perceive and manage
their child's cancer differently and changes in parenting are
observed as the ill child is seen as vulnerable and in need
of greater protection. Although these differences in parent-
ing may lead to later child behavioural and psychological
difficulties, parents and children identify potential benefits
arising from the cancer experience. The ability of families
to respond with such resiliency in the face of challenge is
something all families can foster when facing difficult situ-
ations. Areas highlighted for future research, include the
potential differential experience of single-parent and
blended/stepparent families, differences in parenting be-
tween healthy children and those with cancer, as well as
when and how to best support parents throughout the can-
cer journey. Additionally, families from minority groups re-
main underrepresented in this area of research overall.
Research examining familial factors in childhood cancer re-
mains an important area of study if we are to support such
families to better cope long term.
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