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This study evaluates and describes disease-related distress in parents, with particular focus on the association between the time elapsed since
the child’s cancer diagnosis and a number of indicators of distress. In a cross-sectional design, 264 mothers and fathers of children with
various malignancies completed a multidimensional questionnaire focusing on 11 illness-specific and general indicators of distress. Parents
were assessed {rom 4 weeks to 14 years alter the child's diagnosis, and age of children at onset of illness ranged from newly born to 21 years
{mean ~ 6 years). The levels of distress related to loss of control, sell-esteem, anxiety. depression, sleep disturbances, and psychological and
physical distress were lower among parents for whom a longer peried of time had elapsed from the time of diagnosis, However, the time
clapsed could not explain all of the variation in these stress reactions, or any of the variation in uncertainty, disease-related fear and
loneliness. The child’s age at diagnosis and treatment situation at assessment were surpassed by time elapsed since diagnosis as predictors of
variance in parental distress. The pattern observed indicates the presence of disease-related distress even years after the completion of
medical trecatment. The findings point to the need for research to identify parents at particular risk of suffering long-term harmful
consequences [rom the prolonged stress ol parenting a child with cancer. The necessity of longitudinal studies to evaluate the proportion of

acute stress in relation to chronic or cumulative parental stress 1s emphasized.
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Marked progress in the detection and treatment of child-
hood cancer has been made during the past few decades.
During this period. there has also been an enhanced
understanding of the necessity of dealing not only with
the psychosocial needs of the sick child. but also those of
the entire family, as part of the total care concept in
paediatric oncology. The psychological and psychosocial
well-being of the family, and in particular of the parents, is
strongly affected by the uncertainty about the initial
outcome of treatment. the immediate experience of seeing
one’s child suffer, worries about invasive treatment proce-
dures and the uncertainty about the future and the child’s
long-term physical and psychological health and develop-
ment (1. 2). Together, these factors constitute potential
sources of immediate, as well as continuous and cumulative
stress —in other words, an extraordinarily complex stress
situation. A deeper understanding of how parental distress
may ol may not be expected to change with time provides
invaluable guidance concerning who should be offered
psychological support, and in what form, during the course
of the child’s illness and treatment.

The psychological consequences of parenting a child with
cancer have been studied from different perspectives and
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with a variety of conceptual targets in focus. such as
psychological or emotional adjustment. mental health,
marital and family dynamics and the overall psychosocial
impact on the life situation. The literature shows that these
areas have been investigated with the focus on a variety of
distress indicators, e.g. psychological symptoms like anxiety
(3-6) and depression (5, 6), mental health (7-9). psychoso-
matic symptoms (10). symptoms of stress (11). posttrau-
matic stress (12-14), marital distress (3. 4) and quality of
life (15).

Previous studies indicate that. immediately after the
information about the diagnosis is given, various indicators
of parental distress and psychological problems are found
to be elevated when compared to normative data and data
from parents of healthy children (3. 7, 11, 16), At this early
phase parents have described how they experienced tremen-
dous stress (17). After a period of time, however, lower
levels of distress are usually found (4, 7). Indeed, according
to single studies. several years after diagnosis, distress has
been found to appear at lower levels corresponding to those
of the general population (7)., although other data suggest
that a number of parents still experience increased distress
and exhibit stress symptoms even after this long period of
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time (5. 9. 11, 16). In addition, certain types ol anxiety
appear to persist for decades after the initial diagnosis (1,
12, 18).

The findings reported in connection with previous
Investigations have been inconsistent. and occasionally the
study designs used have had various shortcomings. The
number of subjects examined has often been relatively
small, making it difficult to draw definitive conclusions
and to arrive at general principles on the basis of the trends
observed. Several studies have restricted their focus to one
or two dimensions of psychological distress only, and those
assessment instruments that have been used have often
failed to cover illness-specific measures of the unique
problems relevant for this population. Furthermore, many
studies have addressed mothers only, instead of both
parents.

In the present study we seek to circumvent these
problems, at least in part. The design, although cross-
sectional, encompasses a large sample. and allows analyses
ol large subgroups of parents at different periods of time
alter diagnosis, thus providing insight into the variations in
the level of parental distress at different points in time. By
considering a number of various indicators of disease-
related distress. the study supplements previous studies,
which have focused primarily on the phenomena of anxiety
and depression, or on more general concepts such as over-
all adjustment or mental health. Finally, in contrast to
several earlier studies, in which only mothers were the
subjects, the explicit aim here is to understand the reactions
of both the mothers and fathers of the children with cancer.

The following specific questions were addressed:

1y What are the levels of the various studied indicators of
disease-related distress among parents of children with
cancer?

2) Do the studied indicators of distress in parents vary in
a predictable manner following the time of diagnosis?

3)  Is there a relationship between disease-related distress
and the prognosis. the course of treatment and the age
of the child?

MATERIAL AND METHODS

Procedures

Parents where consecutively included, when they attended
the Paediatric Oncology Unit at Karolinska Hospital in
Stockholm for treatment of their hospitalized child, or
visited the outpatient clinic for their child’s treatment or
medical follow-up after therapy had been completed.
Altogether, the study group comprised a total of 264 parents
of 150 paediatric cancer patients.

Parents visiting the inpatient clinic were informed about
the investigation during their childrens hospitalization,
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while the parents ol children attending the outpatient unit
were informed by telephone. After the parents had received
the initial information. an informative written letter includ-
ing the questionnaires was handed over or sent by mail. If at
the initial contact, parents had not already declared that
they agreed to be included, a member of the study team
contacted the families a second time about participation
after they had viewed the written information and the
questionnaire booklet. The shortest period that elapsed
between the child’s diagnosis and receiving an invitation to
participate in the study was 4 weeks. Both parents received
the questionnaire along with a return envelope, and the
mstructions were that cach parent was to complete the
questionnaire independently, without consulting the other
parent.

Subjects

Parents, whose child had a known poor prognosis, i.e..
would probably die of their disease. were excluded [rom the
study. although exclusion a priori on the basis of the type ol
malignancy was done only in the case of pontine glioma.
Parents of patients undergoing palliative treatment and
parents who had lost their child were not approached.
Insufficient fluency in the Swedish language (in which the
instructions and questionnaires were written) was an
additional criterion for exclusion, The language skills of
parents were assessed by members of the clinical staff who
had been in close contact with them. Of the 345 parents
invited, 268 completed and returned the questionnaires.
Four of the questionnaires received were excluded because
of incomplete data. giving an overall participation rate of
T7%. The final study group consisted of 264 parents (146
mothers and 118 [athers). Although not based on a
participant atirition analysis, the impression was that
attrition was more often than not associated with parents
experiencing a more distressing life situation than ‘normal .
One participant was a stepmother, and another a stepfather.
while the remainder werc the biological parents of the
patients. All of the children were ecither undergoing treat-
ment or being subject to routine medical follow-up for
paediatric cancer or Langerhans’ cell histiocytosis (LCH).
Table 1 documents the distribution of diagnoses among the
150 patients whose parents took part in the study. The age
of the patients at the time of diagnosis varied from
immediately after birth to 21 years, with a mean value of
S years, 10 months (SD 35 vears).

The children were at different stages of treatment or had
even completed treatment. The period that had elapsed
from the time of diagnosis to the evaluations described
below ranged from 4 weeks to 14 years 5 months. the mean
value being 34 months (median 27 months. SD 34 months).
The children of 103 parents (39%) were receiving active or
maintenance treatment for their disease, while for the
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Table 1

Distribution of the parents and their children according to the diagnoses of clhildven, surcival rates, and mean age of children at diagnosis in
different diagnostic subgroups

Children Parents

Diagnosis Prognosis" n Yo Mean age! n Yo
Leukaemia 0.72 68 45.3 55 118 447
Lymphoma 0.82 11 7.3 8.0 19 7.2
CNS tumours 0.69 15 10.0 54 28 10.6
Neuroblastoma 0.53 12 8.0 1.6 22 8.3
Renal tumours 0.88 10 6.7 4.5 20 7.6
Bone tumours 57 10 6.7 12.8 17 6.4
Soflt tissue sarcoma 0.70 4.7 7.4 12 4.0
Germ-cell neoplasms 0.82 7 5.3 9.0 13 4.9
Langerhans cell histiocylocis 0.90" 8 5.3 5.21 12 4.6
Other/unspecified < 2 0.7 0.8 3 1.1
Total 150 264

* Retrospective 12-year survival probability lor diagnostic groups in the Nordic countries (21).

" Soyear survival.
° Survival data not available
4 Age at diagnosis. vears.

children of 161 parents (61%) treatment had been com-
pleted.

Evaluation of distress

A multidimensional questionnaire was used to evaluate
indicators of disease-related distress. The assessment instru-
ment focused on Parental Psychological Distress in Child-
hood Cancer, and will hereafter be referred to as PPD-C.
This instrument was originally developed by van Dongen-
Melman (19). The conceptual framework of the assessment
model is based on theoretical modelling, the literature and
in-depth interviews with parents of childhood cancer
patients. A detailed account of the development of the
instrument and the conceptual model behind it is presented
elsewhere (6. 19, 20). The three subscales used to assess state
anxiety, depression and psychological and physical distress
were originally adapted for the childhood cancer parent
population from three commonly used psychological scales,
Le.. the State-Trait Anxiety Inventory, The Zung Self-
Rating Depression Scale and the Rotterdam Symptom
Checklist.

The remaining eight scales employed were constructed on
the basis of the stress theory, scientific literature on
emotional consequences of childhood cancer and in-depth
interviews with parents of paediatric cancer patients aimed
at identifying problems specific for this population. In the
present study, we used a version of this questionnaire
translated into Swedish which consisted of 11 subscales
designated to evaluate the following variables: degree of
uncertainty; loss of control by the parents as regards their
functioning as individuals: loss of control as regards their
parenting the sick child; loss of control as regards their
parenting the sibling(s); level of self-esteem: anxiety:

disease-related fear; feelings of loneliness; sleep distur-
bances; depression; and psychological and physical distress.
The 125 items of the questionnaire were answered according
to 2-, 3-, or 4-point Likert scales (Table 2). The in-depth
interviewing of parents, which was part of the construction
process of the original questionnaire. ensures the construct
validity of the scales (19). Comprehensive validity and
reliability evaluations will be documented in a forthcoming
article focusing especially on the psychometric properties
and on presenting normative data for the Swedish version
of the assessment instrument.

Handling of the data and siatistical analysis

For each subscale of the assessment instrument. a score was
calculated for the respondents by dividing the total of all the
individual values by the total number of answered items, In
this way each parent had a mean value for each of the 11
scales. Respondents who had not completed at least 75% of
the items at a given subscale were not included in the
analyses of that particular scale.

In order to examine the distribution of scores and levels
ol distress (research question 1), parents were classified into
three categories defined a priori. i.e. low, intermediate or
high distress. In the case of 4-point scales, low, intermediate
and high mean values were defined as <2, 2-3 and >3,
respectively. For 2- and 3-point scales only low (value < 1.5
and <2, respectively) and high (value =1.5 and =2,
respectively) categories of distress were employed. This
classification strategy was chosen to be in concordance
with the one used by Van Dongen and co-workers (6), and
to facilitate comparisons with the Dutch study. The
categorization, together with a supplementary statistical
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Table 2

Measurement of psyvchometric variables by the PPD-C scale, and basic outconie data for the study group

fariable No. of  Response lormat  Disease-related Mean value for ~ SD Cronbach’s
1tems (Likert scale) or general” all parents alpha
Uncertainty 21 4-point DR 235 0.72 0.95
Loss of control - personal functioning 10 2-point DR 1.39 0.30 0.82
Loss of control— being a parent 9 2-point DR 1.39 (.29 0.80
Loss of control  the sibling(s) 10 2-point DR 1.38 0.29 0.84
Sell-esteem 4 3-point G 1.76 0.55 0.76
Anxiety 17 4-point G 243 0.68 0.95
Disease-related fear 11 4-point DR 1.95 0.64 0.91
Loneliness 8 4-point DR 2.08 0.69 0.91
Sleep disturbances 5 2-point DR 1.47 0.34 0.77
Depression 10 4-point G 2.08 0.59 0.86
Psychological and physical distress 20 4-point G 172 0.56 0.93

Abbreviations: " DR = disease-related: G = general.

approach. was also used to delineate the level for clinically
significant distress.

The length of time that had passed between when the
parents found out that their child had cancer and when they
answered the questionnaires was treated as a continuous
variable. The situation regarding treatment of the child was
considered as a dichotomous variable, with patients receiv-
ing active or maintenance treatment being assigned the
value of 1. and those off treatment the value of 0, The value
assigned for prognosis was based on retrospective statistical
data for the Nordic countries concerning the probability (in
%) of 12-year survival with the given diagnosis (21).

An explorative analysis of the interrelationships between
the background variables was done by calculating the
Pearson correlation coefficients, and the relationships
between distress and background variables (research ques-
tion 3) were analysed by performing a univariate regression
analysis. Finally, a series of multiple regression analyses
(MR As) were executed in order to examine the absolute and
relative abilities of the background variables—time from
diagnosis in particular (research question 2)—to predict
disease-related distress. In the first phase of these MRAs,
the variables age of the child at the time of diagnosis,
prognosis and situation with regards to treatment were
considered. In the second phase, the variable of primary
interest, i.e. the amount of time that had elapsed since the
parents were told that their child had cancer, was entered, in
order to assess the unique influence of this parameter alone.

RESULTS

Basic findings

Basic outcome data for the parents’ responses to the
questionnaire are presented in Table 2. All 11 scales

exhibited acceptable-to-high internal reliability, with Cron-
bach’s a values ranging from 0.76 to 0.95 (Table 2).

For uncertainty, the group mean (2.75 for this 4-point
scale) was within the higher hall of the severity span.
corresponding to almost two-thirds of the parents respond-
ing at the higher end of the severity span. This means that
they reported a fair amount or a considerable amount ol
uncertainty concerning, for example, the degree to which
the illness had permanently affected the child, possible late
effects of treatment and/or whether their child had suffered
permanent damage because of the treatment. For anxijety,
the group mean (2.43 for this 4-point scale) indicated a
similar degree of severity, corresponding to about 45% of
the parents feeling fairly or very afraid, worried. and/or
brooding about unpleasant things.

The group mean for sleep disturbances (1.47 for this 2-
point scale) indicated that about 46% of the parents
reported that they suffered from difficulty in sleeping, early
wakening, and/or during sleep re-experiencing situations
associated with the child’s illness. For loss of control items
the group means (1.38—1.39 for these three 2-point scales)
indicated that 26—37% of the parents reported experiencing
these problems; for example they felt they were less in
control of their emotions, had difficulty in feeling that they
understood what was going on in their ¢hild’s mind, and/or
felt that their relationship with the patient’s sibling(s) was
less casy than before.

Less severity was noted for the other factors, with
psyehological and physical distress being the distress cluster
with the least severity reported. Here, the mean (1.72 for
this 4-point scale) corresponded to about 38% of the
parents reporting problems in the lower half of the severity
span. That is, they reported little, or no. suffering from, for
example. headaches. tiredness, lack of energy and/or feelings
of despair when thinking about the future.
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Cutegorization fito distress level groups

Table 3 documents the categorization of the scores of the
parents with respect to the different indicators into low,
intermediate and high levels of distress. As can be seen,
uncertainty was an indicator for which high levels were
reported by most of the parents, with about only 17% of the
parents expressing low levels of uncertainty. Seventy percent
of the parents expressed intermediate or high levels of
anxiety. while 28% of the parents in the entire group
reported psychological and physical distress at intermediate
or high levels.

Based on the distress level group categorization, an eflort
was made to delineate the amount of clinically significant
distress. With regard to the 4-point scales (categorized as
Jow’. intermediate’ and ‘high’). clinically significant dis-
tress was considered to be present if the parent had been
assigned to the intermediate or high distress group, For 2-
poimnt and 3-point scales (categorized as ‘low” and “high’
only), clinically significant distress was considered to be
present if the parent had been assigned to the high distress
group. Parents were then grouped into three subgroups of
different distance in time from their child’s diagnosis: 0-1
year: > 1-4 years; > 4 years. Analysis revealed that in all
three parent groups the mean score for uncertainty, lone-
liness and anxiery exceeded the cut-off limit for clinically
significant distress based on distress level group member-
ship. indicating the presence of clinically significant par-
ental distress in these areas close to time of diagnosis as well
as in the long-term. Supplementary analyses using a general
cut-off corresponding to the 75th percentile of the distribu-
tion of the scores on each separate scale, without reference
to the high, intermediate and low distress group categoriza-

Table 3

Diseribution of the scores for the different variables assessed o fow,
mtermediate and high lerels of disease-reluted distress

Variahle Distress
Low Inter- High
Yo mediate” %
“/[)
Uncertainty 16.5 41.7 41.7
Loss of control — personal 57.8 ! 422
[unctioning
Loss of control  being a parent 60.3 * .7
Loss of control-—the sibling(s) 66.1 ! 339
Self-esteem 59.0 N 41.0
Anxiety 209 46.2 239
Discase-related fear 60.2 3.8 8.0
Loneliness 42.7 46.2 11.1
Sleep disturbances 529 N 47.1
Depression 447 46.2 9.2
Psychological and physical distress 72,0 245 34

*2- and 3-point response scales, for which only the categories ‘low”
and “high” were employed
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tion. revealed that 6%-30% of parents in the group most
distant from diagnosis presented scores at. or above, the
cut-off. Within this most distant group parents scored at. or
above. the cut-off most frequently at foneliness (30.3%).
wncertainty (23.4%) and control—the sibling (19.7%). The
lowest proportions of high scorers were found for anxieiy
(6.1%0), depression (7.6%). and physical and psyvchological
distress (12.1%). while the percentage for the rest of the
distress variables ranged from 15.2 to 17.2,

Regression analysis

Regression analyses were preceded by the exploration of the
relationships between the studied background variables. As
might be expected. there was a marked correlation between
the child’s treatment situation and the time that had elapsed
since the parents were informed about the diagnosis (r =

0.56. p<0.001). The age of the child at the time of
diagnosis was weakly associated with the time that had
elapsed since the parents were informed about the diagnosis
(r=0.16, p<0.05). No other associations between back-
ground variables were found.

Univariate regression analyses revealed that the para-
meters time clapsed since diagnosis, freatment situation and
age of the child at the time of diagnosis were associated with
some aspects of discase-related stress (Table 4).

Time clapsed explained a certain amount of the variance
in all the variables examined, with the exceptions of
uncertainty. disease-related fear and loneliness. The R7
values obtained indicate that variation in time elapsed
could explain 2.2%-13.9% of the variations in the different
aspects of distress. The longer the period since the parents
had been informed about the diagnosis. the lower were the
levels of disease-related stress. as shown by the negative B-
coefficient values. The regression lines for those three
distress factors for which a marked decrease with time
from diagnosis was indicated, together with three factors for
which persistence over time was indicated are presented in
Fig. L.

The univariate regression analyses indicated that the
other background variables examined were less strongly
associated with distress, The treatment situation explained
part of the variations in seven of the distress variables, while
the age of the child at the time of diagnosis predicted a
small degrec of the level of four of the distress variables
assessed. The prognosis failed to explain to any significant
degree any variation in any of the outcome variables (not
shown).

The MRA was performed in order to determine the
relative significance of the time elapsed when the other
background factors were controlled for (Table 5). Variation
in time elapsed could predict 2.6%-35.5% of the total
variance in the outcome concerning loss of control—
personal functioning, loss of control—being a parent.
self-esteem, anxiety. sleep disturbances. depression, and
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Table 4

Univariate regression analyses of associations between background and distress variubles

Variable Time elapsed Treatment situation Age of child at time of diagnosis
R’ B F R’ B F R- p F

Uncertainty n.s. n.s. 0.023 0.150 5.8%
Loss of control —personal functioning 0.120 —0.346  349%% (0097 0312 27.6%** n.s.
Loss of control—being a parent 0139 —-0.372 4L.1%%* 0,127 0,336 37.0%**  0.018 0.134 4.6%
Loss of control — the sibling(s) 0.022  —0.150 5.2% 0.019 0.138 4.4* 118,
Sell-esteem 0101 —0318  29.1%**  0.039 0.196 10.4%*%  0.016 0.127 4.3%
Anxiety 0.133  —0.364  40.0***  0.084 0.289 23.9%**  0.020 0.142 5.4%
Disease-related fear n.s .5, n.s.
Loneliness n.s. LS. .S,
Sleep disturbances 0.048 —0.219 13.2%* 0025 0.158  6.7%* 1.5,
Depression 0.094 —0306 268*%**  0.049 0.221 13.3%%% n.s.
Psychological and physical distress 0.063 —0.250 [17.3%** 1.8, n.s.

B <0001 ¥ p < 0.01; * p < 0.05; n.s. = not significant.

psychological and physical distress, In accordance with the
outcome of the univariate regression analysis, level of
distress was predicted to decrease as the time elapsed since
information about the diagnosis increased.

In summary, certain symptoms of distress tended to be
somewhat less frequent in parents whose children were in
the post-treatment follow-up stage. whereas the child’s age
at the time of diagnosis and prognosis apparently did not
contribute systematically to variation in distress. For most

for parents who a longer time ago had been informed that
their child had cancer although this association appeared to
be weak.

DISCUSSION

The study was designed to investigate the level of disease-
related distress, and to examine the time elapsed since
diagnosis as possible predictors of psychological disease-

of the distress factors examined, lower scores were observed related stress among parents of children with cancer, Seven

LOSS OF CONTROL - parenting the patient ANXIETY LOSS OF CONTROL - personal functioning
2,0 -‘ 4 20
3
1.5 1.5
2
months
10 menths Ve months
0 20 40 60 80 100 120 140 0 20 40 60 80 100 120 140 0O 20 40 80 80 100 120 140
UNCERTAINTY DISEASE-RELATED FEAR LONELINESS
4 4 44
3 ] 3
2 2 —_— 2
months months months
1 1 1
0 20 40 60 80 100 120 140 0 20 40 80 B0 100 120 140 0 20 40 80 80 100 120 140

Fig. 1. Regression lines for distress indicators among parents of children with cancer associated with a decrease over time (upper row). and
g g g PP

persistence over time from diagnosis (lower row). Distress represented by subscale scores (y axis), and time shown as months from diagnosis
(X axis).
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Table 5
Multiple regression unalyses of predictors of discase-related distress in pavents of children with cancer
Variable Step 1 Step 2
R® proopP B Change in R* ¢ p° e [
Uncertainty n.s. 1.5,
Loss of control  personal functioning 0.109%%  ns s 0.319%%*  0.050%*#* ns. —0.140*  0.167* —0.275%*%
Loss ol control —being a parent 0.148*** ng  ns 0.355%%%  ().034%#+* n.s. ns. 0.220%x* () 227k**
Loss of control  the sibling(s) 1.5 n.s.
Self-esteem 0.053**  ns ns 0.191%*  0.055%** 8. IS 1.5, —0.288*+*
Anxiety O.100%%%  ns 0.130%  0.283%*%  (,053%* .S NS .8, —0.282%**
Discase-related fear n.s. n.s.
Loneliness n.s. IS
Sleep disturbances 0.039* n.s. NS 0.150* 0.026%* ns. ns. n.s. —0.200%*
Depression 0.054**  ns  ns. 0.221%%%  (.044%%* ns. ns, n.s. —(.258%**
Psychological and physical distress ns. 0.048%*%* n.s NS n.s. —0.269%**

#EEp < 0.001: ** p <0.01: * p < 0.05; n.s. = not significant.
* Prognosis.

" Child’s age at time of diagnosis.

© Treatment situation.

< Time elapsed since being informed about the diagnosis.

of the 11 manifestations of distress assessed demonstrated a
negative linear relationship with the time elapsed, as might
be expected. It is remarkable, however, that four of the
symptoms of distress examined were not affected by the
time in this manner and, furthermore, that the time elapsed
explained only a minor portion of the variation in the other
seven symptoms, It can be surmised that differences in the
distress levels of parents with children who have cancer are
influenced more strongly by other factors.

Certain study limitations should be considered. Although
the presented analyses indicate that the stress symptoms
assessed are sustained over time, the design of the study
prevents us from drawing definitive conclusions regarding
the amount of psychological discomfort experienced by
these parents in comparison with parents of healthy
children. The PPD-C questionnaire used consists largely
of disease-specific scales that address the unique problems
of this parent population and thus cannot as such be used
to evaluate control parents. Consequently, these disease-
specific scales only allow for within-group comparisons of
parents presenting with various amounts of distress. How-
ever, facing a potentially fatal disease of one's child
constitutes an indisputable threat. It is. therefore, reason-
able to assume increased levels of stress in parents of
children with cancer compared to what would be seen in
parents of healthy children. And it is, of course, essential to
characterize the particular difficulties experienced by par-
ents whose children suffer from life-threatening illness. and
who may often have to depend on years of invasive. and
physically and menlally demanding treatment, Guided by
how parents in the entire group reported severe distress
along the severity span. in an attempt to ease the
interpretation and understanding of the findings, we came
to the conclusion that. with regard to some of the indicators

studied, clinically significant distress was still experienced
by a substantial number of parents, even distant in time
from the child’s diagnosis and treatment.

Classification of the parents into groups exhibiting low,
intermediate and high levels of distress was designed as a
measure of how strongly and frequently the various
symptoms were expressed. Uncertainty was reported most
noticeably. while psychological and physical distress was
experienced less often. In the case of the other symptoms
assessed, the distribution of low and high scores was more
similar. Using the same questionnaire in a Dutch sample.
Van Dongen-Melman et al. (6) have reported a similar
distress profile, although they found lower levels of parental
distress at almost all subscales of the instrument. This
difference between findings may be explained by differences
between the samples. Unlike in our study. all of the children
of the parents in the Dutch sample had successfully
terminated their cancer treatment at assessment. In our
study some of the indicators of distress were represented at
a somewhat lower level among parents of children off
treatment. The systematic differences in distress outcome
between these two studies may also be an effect of cultural
differences; for instance, how care is organized and how
psychosocial demands are met in the two national medical
care systems may influence the findings. In line with part of
the results presented here, the Dutch study did not find any
significant variation in distress over time within the group
of parents studied. The lack of such a {inding for any of the
distress factors may partly depend on the Dutch group
being more homogencous with regard to amount of time
that had passed from diagnosis to assessment.

Some of the subscales of the questionnaire used assess
general psychological symptoms and some of these are
derived from scales commonly used in clinical psychological
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practice and research. However. these scales were employed
here in abbreviated form and the findings can thus not be
directly compared with existing normative data for the
complete versions. In a forthcoming report. the psycho-
metric propertics of the combination of subscales included
in the PPD-C will be described comprehensively. That study
will also include data concerning a sample of parents of
healthy children, ie.. normative data for the general
subscales of the PPD-C.

The study design employed here was cross-sectional. i.c.
the parents were asked to respond on one single occasion, at
which point diflerent lengths of time had elapsed since the
diagnosis of their child. A longitudinal design. in which
individual parents are followed over a period of time. would
provide more reliable indications of the nature of the
changes occurring with time. However, since our study
focused on the stress process over a period of a decade. a
corresponding longitudinal investigation could not have
been completed for many years to come. A problem that is
indeed pertinent to this study, but which would remain
unresolved even in a longitudinal follow-up design. con-
cerns the rapid alterations and the improvement in the
treatment ol these patients. It is unavoidable that the way in
which the parents experience their child’s cancer will always
be influenced by the standards of treatment and care at the
time.

It has been shown that it is not unusual for parents of a
child with cancer to worry about the possibility of a relapse
years after successful completion of treatment, even when
the patient has reached adulthood (1, 12, 18). When item
content is examined. the closely disease-related items of
some subscales in our questionnaire provide more detailed
information about the specific worries of parents. A kind of
concern, which was not lincarly related to the time elapsed
since diagnosis, is the feeling of uncertainty, with respect to
which 40% of the parents experienced levels of distress
categorized as high. Those parents expressed a strong or
very strong desire to know more about the majority of the
21 disease-related issues covered by the items of the
subscale. One such concern is the uncertainty about “what
is going on in (the) child’s mind because of his/her disease’,
with respect to which 80% of the parents exhibited great
worry, Eighty-four percent reported a need to learn more
aboul the possible long-term side effects of the treatment.
With regard to disease-relared fear, 7.5% of the parents
experienced a high level of distress, declaring that they were
to some extent or extremely worried about most of the
issues referred to in this subscale. In addition, almost two-
thirds (63%) of the parents were extremely worried that
their child’s illness would reappear in the future, making this
the most frequently reported concern. Approximately half
ol the parents (47%) were equally concerned about possible
late effects of treatment. In contrast. only 12% were
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extremely worried about how their childs illness might
affect his/her relationship with other children,

In our study, the time elapsed was to some extent
associated with the level of psychological and physical
distress, a subscale which covers a number of common
physical symptoms of distress. However, this was the cluster
where problems were experienced to the lowest degree by
our subjects, almost three-quarters of whom reporting little
ar no suffering from the majority of the symptoms. This
finding suggests that general physical stress symptoms do
not truly reveal the core concerns of these parents.

In general. parents’ experience being told that their child
has cancer as a trauma, and anxiety and dissociative
symptoms, indicative of psychological crisis, appear to
occur immediately after such a diagnosis (16. 17). The
most significant reduction in anxiety is usually observed
during the first month following diagnosis (c.g. 4). In this
study, the shortest period between diagnosis and assessment
of parents was 4 weeks. Primarily owing to ethical
considerations. parents were not approached earlier. In
addition. the focus here was on distress in a long-term
perspective. Tt is likely. however, that the immediate reac-
tions caused by the crisis had declined in strength during
this first month.

Our findings indicate a continued reduction in the level of
many distress symptoms with time, although the decline is
not common to all the types of distress studied, and the
suggested reduction is relatively small for many of them.
Experiences of anxiety and loss of control could be the
consequence of chronic stress, and, indeed, these indicators
of distress were still prevalent among some of the parents
for whom the longest priod of time had elapsed sine the
child’s diagnosis. On the other hand, experiences of anxiety
and loss of control could also be the consequence of chronic
stress, and, indeed. these indicators of distress are still
prevalent among some of the parents for whom the longest
period of time had elapsed since the child’s diagnosis.

In addition to the time elapsed, three other independent
variables were analysed as possible predictors of distress,
i.e., prognosis, treatment situation and the age of the child
at diagnosis. When evaluating our findings, with respect to
the prognosis. it must be remembered that the longer the
time-lapse since diagnosis, the greater the proportion of
children who have been cured. In other words, among
parents who have received the diagnosis more recently, there
is a greater proportion of their children who will later die.
Therefore, a higher level of distress among these parents
could be expected. However, the medical prognosis ap-
peared not to be associated with the level of distress. This
highly interesting finding implies that the statistically based.
diagnosis-specific estimate of survival is relatively far
removed from the core sources triggering the traumatic
crisis of parents. Dockerty et al. obtained a similar outcome
(9) when they found no associations between prognosis (as
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perceived by the parent) and the level of parental distress.
Thus, the childs prognosis—as based on statistics or
perceived by the parent—does not appear significantly to
influence parental distress, regardless of whether the child is
presently being treated or not. It can. nevertheless. be
assumed that the worsening of the prognosis associated with
a relapse is an additional cause of distress. Grootenhuis &
Last (5) have demonstrated that the recurrence of the child’s
cancer is associated with an intensification of the parents’
feelings of helplessness and uncertainty, In our study,
parents of children being treated for relapse were not
analysed separately. The reactions of parents to a relapse
in their child’s illness are an important issue. which has
received little attention to date. The increased emotional
vulnerability of such parents is of obvious psychosocial
interest and deserves further investigation.

For some distress factors. parents of children undergoing
treatment reported higher levels of distress than parents of
children off treatment. To establish the influence of the
treatment situation per se is difficult, however, as it interacts
strongly with time elapsed since diagnosis in particular. The
effect of the treatment situation was reduced or even
eliminated when the time factor was taken into considera-
tion. For age of the child at the time of diagnosis. only weak
linear associations with a few of the distress subscales were
detected. In the multivariate analysis the effect of child’s age
disappeared for all subscales except for uncertainty, indicat-
ing a minor importance of the variable for distress outcome
in comparison to time elapsed since diagnosis.

The psychological distress observed among parents long
alter the diagnosis and treatment of their child have been
given indicates that the parents have to adjust not only to a
new situation. but also to an ongoeing. long-term process
that is characterized by recurrent and chronic causes of
stress. On the other hand. remaining symptoms of distress
may also originate from traumatic disease-related early
experiences that have not been successfully coped with or
worked through. Although usually the most upsetting
individual moment. hearing the diagnosis is not the only
traumatic stress factor and may not even be the most crucial
one for all parents (14). A large number of factors,
situational as well as others, may potentially influence the
amount of distress experienced by parents of a child with
cancer. and the present study has focused on only a few of
them. Having to witness invasive treatment of one’s child.
and the subsequent experience of being unable to protect
the child from suffering can create additional uncertainty
regarding the parental role, and this can become an
additional source of distress (22, 23). Furthermore. the
psychological status of the parents has, not surprisingly,
been shown to be related to the level of disease-related
distress; especially the presence of trait anxiety (12, 16).
Other factors likely to aflect the level of distress include the
parents’ life experiences prior to the child’s illness (9, 16),
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socioeconomic factors (9. 10), perceived social support (8.
9. 13), and the quality of the relationship between the
parents themselves (10, 15). With the exception of the
distressing treatment procedures, all these factors are of the
kind that they may hypothetically affect parental distress at
all stages in time, and far beyond the time of diagnosis and
treatment, Thus, if a relationship between time and distress
does exist, it would not necessarily need to be systematically
affected by any of those factors.

Contrary. perhaps. to what might be expected. the
relationships detected in this study between time and
disease-related stress were relatively weak. or, for some
indicators, could not be demonstrated whatsoever. As the
study did not include a control group. we cannot be sure of
how the suffering of these parents compatres to data from
parents in the community. However, our attempt to
delineate the amount of clinically significant levels of
distress among the parents, and the fact that the data
demoenstrate a considerable dispersion with regard to
individual distress scores at different points in time. together
demonstrate that a substantial number of parents experi-
ence significant distress all along the time span studied.

CONCLUSIONS

The results demonstrate the presence of significant disease-
related distress in a substantial number of parents, even
years alter their child’s cancer diagnosis. These findings
suggest that psychosocial attention is required, not only at
the early stages of onset and treatment of the child's illness,
but even several years after treatment has been completed.
Longitudinally designed research would further reveal the
nature of the stress process following the exceptional life
situation of parents of children with cancer.
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