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Commentary

The impact of pediatric chronic pain on the family
Abbie Jordan

Chronic pain is a significant problem for many
children and adolescents. One large study found that
25% of children and adolescents report recurrent or
continuous pain for more than three months, while
8% report intense, disabling chronic pain (Perquin
et al., 2000). Pediatric chronic pain influences the
whole family, and family factors reciprocally affect
the child in pain. While the relationship between
pain and family factors is bi-directional, in this
commentary [ will address only the impact of
chronic pain upon the family, its members, and af-
fected domains of functioning.

Recent research has focused on the influence of
pediatric chronic pain on the family (e.g. Chambers,
2003). Clinical research in pediatric chronic pain
has predominantly focused on the experiences of
mothers as primary caregivers with some interesting
results. For example, in two Dutch self-report stud-
ies (Hunfeld et al., 2001; Hunfeld et al., 2002a,b),
mothers of children and adolescents with chronic
pain reported limitations in social functioning and
increased levels of personal strain. Significantly
greater impairment was reported by mothers who
perceived their child to experience more severe
pain. Similarly, results of a qualitative study of
mothers of children and adolescents with recurrent
abdominal pain found that mothers reported feelings
of guilt, inadequacy and the perception that parent-
ing a child with chronic pain challenged their sense
of maternal competence (Smart & Cottrell, 2005).

One mixed-methods study has examined the
paternal experience of parenting an adolescent with
chronic pain. In the qualitative aspect of the study,

fathers reported feelings of frustration, helplessness
and inadequacy (Eccleston et al., 2004b). The re-
sults of the self-report component conducted with
16 matched mothers and fathers demonstrated that
fathers reported significantly lower levels of parent-
ing stress, anxiety and depression than mothers.
Such preliminary results suggest that fathers may be
affected by pediatric chronic pain to a lesser extent
than mothers.

A small number of studies have focused on ex-
amining the effects on both parents. One descriptive
study of 20 parents of children and adolescents with
inflammatory bowel disease investigated the practi-
cal impact on parental life. Results demonstrated
that 15% of parents reported career restriction as a
result of their child’s pain condition (Akobeng et
al., 1999), suggesting that practical issues associ-
ated with parenting a child with chronic pain are
faced by only a sub-set of parents.

Parenting a child or adolescent with chronic
pain also appears to influence emotional function-
ing. This was investigated in two UK self-report
studies of parents of adolescents with chronic pain.
The first study demonstrated that mean scores of
parental anxiety and parenting stress were clinically
significant prior to treatment (Eccleston et al.,
2003). The second study found that parental pre-
treatment scores for depression, anxiety and parent-
ing stress were clinically significant in 40%, 62%
and 31% of the sample respectively (Eccleston et
al., 2004a). These results lend support to the sug-
gestion that parenting a child with chronic pain is
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emotionally distressing for a substantial number of
parents.

The findings reported so far have been related
to the extent to which daily life is disrupted as a
result of parenting a child or adolescent with
chronic pain. There may, however, also be implica-
tions for identifying impaired levels of parental
functioning. First, one could argue that evidence of
poor parental mental health suggests that parents
have their own clinical needs. Second, one could
contend that parental distress may influence pain
related outcomes in the child or adolescent. Given
the dearth of research in this area, it is only possible
to speculate about the potential mechanism of such
a relationship.

Little attention has been paid to the impact of
pediatric chronic pain on siblings, with only three
studies identified. The first study included 20 sib-
lings of children and adolescents with inflammatory
bowel disease. Results indicated that siblings re-
ported more feelings of anxiety, depression and
reduced levels of self esteem than matched siblings
of healthy children and adolescents (Engstrom,
1992). Similar results were reported by a self-report
descriptive study of 7 siblings of children and ado-
lescents with inflammatory bowel disease. This
study found that 57% of siblings worried about ‘be-
ing kept in the dark’ and 14% worried about their
sibling’s condition (Akobeng et al., 1999). In the
third study mothers of children and adolescents with
juvenile idiopathic arthritis qualitatively reported
that siblings developed a more compassionate and
protective role towards their ill sibling (Britton &
Moore, 2002). The sibling relationship is especially
important for children and adolescents with chronic
pain as it involves the development of a relationship
akin to a peer relationship. This is significant as
many children and adolescents with chronic pain
report few meaningful peer relationships.

General literature examining the effects of hav-
ing a sibling with chronic illness offers further in-
sight into the impact of pediatric chronic pain on
siblings. A meta-analysis of 51 published studies
demonstrated a modest effect size for children and
adolescents with chronically ill siblings compared
to individuals with healthy siblings (Sharpe & Ros-
siter, 2002). The effects were largely negative with
chronically 1ill siblings reporting fewer peer rela-
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tionships, reduced levels of psychological function-
ing and impaired cognitive development (Sharpe &
Rossiter, 2002). A review of 43 studies found that
60% of studies reported an increase in sibling risk,
30% reported no elevated risk and 10% reported
both positive and negative outcomes associated with
having a chronically ill sibling (Williams, 1997). In
conclusion, it appears that although siblings of chil-
dren and adolescents with chronic conditions ex-
perience an elevated risk of negative outcomes,
positive outcomes are also possible for a small
number of siblings.

It is important to consider methodological is-
sues when reviewing the impact of pediatric chronic
pain on the family. With the exception of qualitative
studies, all reviewed studies have involved the use
of self-report inventories. Limitations of self-report
methodology include restricted outcomes and sub-
jective reporting. Additional research would benefit
from the use of a more diverse range of methodolo-
gies, including observational methods. This would
enable the objective measurement of a wider range
of outcomes such as physiological anxiety and par-
ent-child interaction.

Future research in this field would also benefit
from addressing a number of omissions in the re-
search base. First, it is necessary to examine the
experiences of a wider range of family members
including fathers and grandparents. A second area
of interest is the measurement of a more diverse
range of positive and negative familial outcomes.
As little is known about positive outcomes, explora-
tion of a wider range of outcomes could be achieved
using an exploratory qualitative approach (Pope &
Mays, 1995). Another topic deserving of further
study is the role that parental factors play in the
maintenance of child pain and associated disability.
Initial studies could usefully focus on the predictive
value of parental functional outcomes in relation to
child pain-related disability. Additionally, it would
be interesting to examine whether the impact of
chronic pediatric pain on the family differs accord-
ing to the characteristics of the study sample (e.g.
population versus clinical sample). Finally, consid-
ering parallels between the familial experience of
pediatric chronic illness and chronic pain (Cham-
bers, 2003), it may be of use to consult the literature
on pediatric chronic illness. In this more established
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field, models have been developed which could be
integrated into the field of pediatric pain to offer a
useful framework for further understanding the im-
pact of pediatric chronic pain on the family (e.g. the
risk and resistance model; Wallander & Varni,
1992).

In conclusion, the impact of pediatric chronic
pain on the family is varied. Parenting a child or
adolescent with chronic pain appears to have a sig-
nificant impact on emotional functioning, with a
small number of parents also experiencing effects
on other areas of parental life. Studies of siblings of
children and adolescents with chronic conditions
suggest that siblings are at risk of developing nega-
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tive outcomes including symptoms of emotional
distress. Further research and use of additional
methodologies would enhance our understanding of
the effect of pediatric chronic pain on the family.
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