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ABSTRACT
Obijectives: The study aimed to compare the quality of life (QoL) among cancer-bereaved
parents with a control group and explore how resilience and support from healthcare
professionals associated with QoL of parents 2-8 years after the loss of a child to cancer.
Methods: This nationwide, cross-sectional survey was administered among parents (n= 161)
who lost their child to cancer between 2009 and 2014, compared to a matched control parent
group (n=77). A study-specific questionnaire, Resilience Scale for Adults (six factors:
“Perception of self,” “Planned future,” “Social competence,” “Structured style,” “Family
cohesion” and “Social resources”) and a single-item measure of parents’ QoL were included
for the study.
Results: There was a lower QoL in both bereaved parents (mean=5.1) compared with the
control parents (mean= 5.8), p < 0.001. Two resilience factors, “Perception of self” (OR =
1.8, p =.004) and “Planned future” (OR = 2.05, p < 0.001), and given sufficient information
during the child’s last month (OR = 2.63, p = 0.003) were positively associated with long-
term QoL in cancer-bereaved parents.
Conclusion: The findings indicate lower QoL among both fathers and mothers 2-8 years after
losing a child to cancer. The study also highlights the positive role of resilience and the
importance of informational support on long-term QoL in cancer-bereaved parents.

Bereavement support should be tailored for supporting individual needs.
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KEY MESSAGES

What was already known?
Bereaved parents have low short-term QoL.

Social support and resilience are important factors.

What are the new findings?
Bereaved parents have lower long-term QoL than the control group.

Better informational support and resilience are associated with higher QoL.

What is their significance?
a. Clinical: Improving resilience is helpful for long-term QoL in bereaved parents.

b. Research: Support should be tailored for individual needs.



INTRODUCTION

The loss of a child considerably changes parents’ lives and may cause an identity crisis with a
loss of meaning in life.! The bereavement process is associated with higher risks of poor
quality of life (QoL), depression, anxiety, and prolonged grief in cancer-bereaved parents.?
QoL is often defined as the concept that incorporates physical functioning, mental status, and
a person’s ability to engage in social activities.® Previous research has mainly investigated
QoL in cancer survivors, patients with cancer, and their caregivers.* Lower short-term QoL
has been found in bereaved family members of patients with cancer compared with controls.®
® However, there has been little research investigating QoL among cancer-bereaved parents in
a long-term perspective compared with control parents.’

Although it is important to reduce risk factors during stressful life events, it is also essential
to focus on factors such as resilience that can protect individuals® QoL and increase the
likelihood of positive outcomes.? The growing interest in resilience and its impact on QoL is
primarily motivated by identifying which protective factors and mechanisms promote healthy
adjustment after exposure to significant life stressors.® Resilience refers to “a dynamic
process encompassing positive adaptation within the context of significant adversity”.1°
Resilience was found to be an important moderator of pain and stress, supporting a protective
effect of resilience.* However, to our knowledge, the protective role of resilience on long-
term QoL is unclear among cancer-bereaved parents.

In general, both positive and negative circumstances regarding end-of-life and follow-up care
influences parents’ ability to return to everyday life and resume their routines.'? “Social
support™ is an important resilience factor that can protect and prevent adverse outcomes in the
face of difficulty.®** When a child becomes ill with cancer, social resources of parents also
extend to include healthcare professionals. Availability and support from healthcare

professionals greatly affect both patient care and families’ coping.'®> Moreover, research



indicates that support from healthcare professionals can influence cohesion, safety, and QoL
of families.'?*® Informational support (having a dialogue) is one of five categories of
supportive interactions with healthcare professionals linked with emotional consequences.®
Parental bereavement outcomes can be affected by information’s adequacy and how
healthcare professionals provide information during the child’s illness and after the loss.'’
Bereavement outcome and its related factors are critical issues in assessing palliative care
services. However, it is unclear how given information and support during illness and
following loss would be associated with long-term QoL in cancer-bereaved parents.
Therefore, the present study was designed to assess long-term QoL among cancer-bereaved
parents compared with a control group. The study also aimed to explore associations between
resilience and support from healthcare professionals with the QoL of parents 2-8 years after
losing a child to cancer. It was hypothesized that cancer-bereaved parents would show lower
long-term QoL compared to control parents. Moreover, bereaved parents with higher

resilience and support from healthcare professionals would report higher QoL.

METHODS
Design
Information was obtained through a self-reported survey. This cross-sectional study was
approved by the Regional Committees for Medical and Health Research Ethics (2014/1997/
REK Midt) and conducted following the Declaration of Helsinki. All participants signed a
written informed consent before participation. The data were collected from July to October

2017.

Participants and Procedure



This nationwide survey was conducted among Norwegian parents who lost their child to
cancer 2-8 years earlier, between January 2009 and December 2014. We identified a total of
246 children/young adults who died of cancer before the age of 24 in that period via the
Norwegian Cancer Registry. Their parents (N=473) were identified through the Norwegian
National Registry. Inclusion criteria were speaking and writing Norwegian and having an
identifiable address. An invitation letter with a written consent form was mailed to all those
parents. One reminder was also sent approximately three weeks after the first invitation. Only
those parents who returned the consent form received a hard copy of the questionnaire with a
prepaid envelope with the returning address by mail. Mothers and fathers received the
questionnaire separately, allowing them to answer independently.

In addition, 492 parents of children without cancer were identified through the National
Population Registry as a control group, matched with the bereaved group regarding the
child’s age, gender, and place of birth. The control parents were invited the same way as the

bereaved group.

Assessment instruments

A self-report study-specific questionnaire for cancer-bereaved parents was used in this
study.® The questionnaire covers items regarding periods of the child’s illness, the time after
the child’s death, the parents’ current life situation, and sociodemographic factors. This
questionnaire was already translated and validated.'® The questionnaire for the control group

consisted of sociodemographic questions, QoL and RSA.

Quality of Life
A single-item question was used to assess global QoL.: “How would you assess your QoL

during the past month?”. The response options were measured on a 7-point visual digital



scale, ranging from 1, “worst possible QoL to 7, “best possible QoL,” and the respondent

was asked to circle the most appropriate value.’ This single-item has previously been used to

assess QoL,” 2% and its construct validity was also confirmed.?

Resilience

Resilience Scale for Adults (RSA) was used to measure healthy adaptation after being

exposed to stressful life events.}* RSA is a 33-item self-report scale; each item is rated on a 7-

point scale, and the overall sum score ranges from 33 to 231. A higher score indicates a

higher level of resilience.?? The RSA comprises six factors covering intrapersonal and

interpersonal protective resources (Table 1). Previous studies have reported RSA as a reliable

and valid instrument to measure different aspects of resilience in various populations.?

<Table 1 about here>

Table 1. The Resilience Scale for Adults (RSA) with its factors.

Subscale

Definition

Perception of self

It consists of 6 items regarding self-confidence, the ability to solve
problems, and trust in the decisions made.

Planned future

It entails 4 items regarding a person’s view of whether they have an
optimistic view of the future.

Intrapersonal
resources ) ) ) ) o
. It consists of 6 items and includes statements regarding flexibility,
Social competence | . . . A ; 4 .
friendships, and how individuals see themselves in social settings.
It consists of 4 items regarding whether the individual is good at
Structured style : L
planning their time or has clear goals for the future
Interpersonal . . It contains 6 items, including statements about supportiveness
Family cohesion . . - .
resources and views of what is important in life among the family members




It has 7 items concerning the individual’s perception of support in

Social resources their life and who can help in difficult times.

Support from healthcare professionals

In this study, healthcare professionals were those who provide healthcare treatment and
advice based on formal training and experience, such as medical doctors, nurses, and
psychologists. Two study-specific items were included to measure support from healthcare
professionals.!® One item was “Did you receive any support from healthcare professionals to
handle your feelings and the situation in general during your child’s illness period?”” with four
response options: “No, not at all,” “Yes, some,” “Yes, enough,” and “Yes, very much.” The
item was dichotomized into poor (0) or good support (1) for regression analysis.

The second item was “Did you receive little or no support from healthcare professionals after
their child’s death, and whether the absence of support still affected your life today.” There
were five response options: “Not relevant, not experienced,” “Does not affect me at all
today,” “Affects me a little today,” “Affects me moderately today,” and “Affects me a lot
today.” The response options were reversed before statistical analysis, where a higher score
indicated greater perceived support from healthcare professionals. Then, this item was

dichotomized into no support/negative effect (0) or good support (1) for regression analysis.

Information from healthcare professionals

The information given by healthcare professionals to parents was measured with two study-
specific items.'8 The first item asked: “How much information did you receive from
healthcare professionals during the last month of your child’s life about the progression of the

disease?” Three response options were: “No information,” “A little,” and “Sufficient.” This




item was dichotomized into no/little information (0) or sufficient information (1) for
regression analysis.

The second item asked: “Was the message of your child’s incurable cancer prognosis given
respectfully?” Four response options were “Not relevant, | never received that information,”
“Not at all,” “To a certain degree,” and “To a great extent.” This question was dichotomized

into no/little information (0) or sufficient information (1) for regression analysis.

Statistical analysis

All statistical analyses were performed using SPSS (Version 27). Initially, descriptive
analyses of the variables were conducted. Sociodemographic variables were compared
between the groups using independent sample t-test for continuous variables and Chi-square
or Fisher’s exact test for categorical variables. Since the QoL score was ordinal and skewed,
non-parametric tests were used. Mann-Whitney U test was used to compare QoL between the
groups also between the genders within each group. Spearman correlation analysis was run to
investigate associations between QoL and independent variables. Due to the ordinal nature of
the QoL score (dependent variable), ordinal logistic regression with Proportional Odds (PO)
model was chosen to estimate proportional odds ratios for independent variables. The PO
model is the most common form of ordinal logistic regression in the literature and it is also
named as the cumulative logit model.Z First, the association between each independent
variable (i.e., resilience factors, support items) and QoL was explored using univariate
ordinal logistic regression. Then, significant factors were put into a model and analyzed using
multivariable ordinal logistic regression and the PO model. Due to the number of
comparisons, a nominal significance level of 0.01 was chosen to reduce the risk of false-

positive results.



RESULTS
Out of 473 invited bereaved parents, 10 parents were excluded after informing us that their
child did not die primarily to cancer, 177 individuals did not respond to the invitation, 45
individuals declined to participate, and 11 individuals had a wrong address. We received 230
consent forms; however, 58 individuals did not return the questionnaire, and 11 individuals
withdrew their consent; two gave no reason, and nine stated that the questionnaire was
emotionally too difficult to answer. Finally, 161 parents returned the completed questionnaire
(response rate: 34.9 %). Of 492 control parents, 84 declined to participate, 15 had wrong
addresses, and 309 did not respond to the invitation letter. Finally, 77 individuals had
returned the completed questionnaires (response rate: 16.1%).
Table 2 presents the sociodemographic characteristics of the participants. Altogether,
participants mainly were females (60%) and employed (91%) and had university educations
(67%) (Table 2). No significant differences were found between the demographic variables
except that; the bereaved mothers were older than the control mothers (p = 0.01), and more
bereaved fathers lived in a small town (p = 0.01) than the control fathers. All resilience
factors were significantly lower in the bereaved group compared with the control group (p<
0.05).

<Table 2 about here>

Table 2. Characteristics of the cancer-bereaved (n=161) and control parents (n= 77).

Berear:/?;jo )g roup Contnrczgygroup p-value

Age (years) ? 54.4 (7.6) 51.8 (7.9) 0.012

Children number 2 2.6 (0.9) 2.6 (0.7) 0.910

Region of residence 0.046
Countryside 32 (19.9%) 16 (20.8%)
Small town 38 (23.6%) 22 (28.6%)
Town 58 (36%) 15 (19.5%)
Big city 32 (19.9%) 24 (31.2%)
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Gender
Men
Women
Place of birth
Norway
Another country
Marital status
Married/living together with the child’s other parent
Married/living together with another person
Living alone. but have a partner
Single
Education
Primary and lower secondary school
High school
Technical college
College/university (3 years)
College/university (4 years or more)
Work situation
Work
Studies
Unemployed
On sick leave/receiving disability benefit
Housewife
Time since loss (years) 2
Loss of a boy
Loss of a girl

63 (39.1%)
98 (60.9%)

148 (93.7%)
10 (6.3%)

132 (70.2%)
16 (9.9%)
13 (8.1%)
19 (11.8%)

6 (3.8%)
24 (15.1%)
32 (20.1%)
45 (28.3%)
52 (32.7%)

137 (89.5%)
1 (0.7%)
1 (0.7%)
11 (7.2%)
4 (2.7%)
6.4 (1.5)

73 (45.1%)

89 (54.9%)

30 (39.0%)
47 (61.0%)

66 (85.7%)
11 (14.3%)

62 (80.5%)
7 (9.1%)
3 (3.9%)
5 (6.5%)

2 (2.6%)
7 (9.2%)
11 (14.5%)
20 (26.3%)
36 (47.4%)

72 (93.5%)
0 (0.0%)
1 (1.3%)
3 (3.9%)
1 (1.3%)

0.980

0.045

0.793

0.242

0.532

Note. a: These values are shown as mean (standard deviation).

Quiality of life

Figure 1 demonstrates the QoL scores in each group. Mean QoL values were 5.2 and 5.0 for

males and females in the bereaved group, while 5.9 and 5.7 for males and females in the

control group. Mann-Whitney U Test revealed significantly lower QoL in the bereaved

parents (Mean= 5.1, median=5, n= 161) compared with the control parents (Mean= 5.8,

median= 6, n=77), z=-4.67, p < 0.001. However, there were no significant gender

differences in the QoL score in the bereaved group (z=-1.11, p= 0.27) or the control group

(z=-0.68, p=0.50) (Figure 1).
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Correlation analysis

<Figure 1 about here>

Spearman correlation analysis showed that all resilience factors positively correlated with

QoL in both groups (p <0.001), except for “Structured style” in the control group (Table 3).

Table 4 displays the Spearman correlation coefficients between QoL and support items.

Accordingly, only received information about the progression during the last month was

positively associated with QoL in the bereaved parents (p <0.001).

<Table 3 about here>

<Table 4 about here>

Table 3. Descriptive values, Spearman correlation coefficients (rho) between the quality of
life and resilience factors in cancer-bereaved and control parents.

Mean (SD) QoL (rho) 1 2 3 4 5 6
1. Perception of self Bereaved 51(1.2) 58**
Control 5.6 (1.0) S1**
2. Planned future Bereaved 4.9 (1.4 58** .68**
Control 5.8 (1.0) 61%* J9**
3. Social competence  Bereaved 4.7 (1.2) 35%* bS1**  35**
Control 5.2 (1.0) 39%* A40**  45%*
4. Family cohesion Bereaved 54(1.2) 40** 28%*  30*%*  42*%*
Control 57(1.1) S1** B63*%*  72*%* 47
5. Social resources Bereaved 5.6 (1.0) A4 A3**  40**  BE¥*  79**
Control 6.1(0.8) AQxx Rk 3%k A7Rx 7Qw*
6. Structured style Bereaved 4.9 (1.0) A7 A46**  53** 23%  27**  29**
Control 5.4 (1.0) 15 .30* .29 15 A7 21
Total RSA Bereaved 5.1(0.9) 61%* J8%* 7R 70%*  .69**  79**  62**
Control 5.6 (0.7) 61%* 82*%*  87**  67**  85F*  7O** .38*

Note. M: mean; SD: standard deviation; QoL.: Quality of life; *:p <0.01, **: p <0.001
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Table 4. Descriptive values and Spearman correlation coefficients (rho) between the quality
of life and support variables in cancer-bereaved parents.

given respectfully

Median Support during Support after 'Informgtlon
QoL - given during the
(Mode) iliness death
last month
Support during illness 2(2) .20
Support after death 3(5) 15 33
Information given - "
during the last month 303 26 21 18
Incurability information 3 (4) 09 18 11 14

Note. M: Mean; SD: Standard deviation. QoL: Quality of life.
*=p<.01

Regression analysis

Table 5 presents the variables associating with long-term QoL in the bereaved parents.
Among the support items, only one item (information about the progression of the illness
during the last month) was significantly associated with the QoL (unadjusted OR 2.61, p =
0.001). All unadjusted ORs were significant for the resilience factors (p < 0.001) except for
“Structured style.” The assumptions for logistic regression were investigated, indicating that
the model fits the data well. Significant factors were put into a model and analyzed using
multivariable ordinal logistic regression. The ordinal logistic regression on the significant
variables (i.e., information about the progression of the illness during the last month,
perception of self, planned future, social competence, family cohesion, and social resources)
showed that parents who received sufficient information about the progression of the illness
during the last month of their child had a better QoL 2-8 years later (OR = 2.63, p = 0.003).
Only two of the six resilience factors were positively associated long-term QoL, namely

“Perception of self” (OR = 1.8, p =.004), “Planned future” (OR =2.05, p < 0.001). The

13



model significantly predicted the QoL score in the bereaved (Pseudo R?: 52 %, p < 0.001).

Details including parameter estimates and test of parallel lines are presented in a

supplemental Table.

<Table 5 about here>

Table 5. Summary of ordinal logistic regression analysis predicting QoL in the cancer-

bereaved group.

Unadjusted OR Adjusted OR

(95% Cl) p-value (95% Cl) p-value
Age 1.03(0.99, 1.07) 0.095
Gender (females) 0.73(0.41,1.29) 0.278
Time since loss 1.06 (0.88 , 1.27) 0.538
Support during illness (code=1)2 2.18 (1.20, 3.98) 0.011
Support after death (code=1) @ 1.78 (0.99, 3.19) 0.053
::;‘r’]:hm?gé?jgf'i’)e:‘ during the last 261 (146 , 4.67) 0001 | 263(1.39,4.97) 0.003
'r’;ggg;?:j'l'g ('Q;ggji‘g'g“ given 1.48 (0.76 , 2.89) 0.245
Perception of self 3.20 (2.34,4.37) <0.001 1.8(1.21, 2.68) 0.004
Planned future 2.98 (2.25, 3.93) <0.001 | 2.05(1.47,2.85) <0.001
Social competence 1.93(1.48, 2.50) <0.001 1.12(0.80, 1.57) 0.504
Family cohesion 1.90 (1.47 , 2.48) <0.001 1.26 (0.83, 1.93) 0.280
Social resources 2.58 (1.89, 3.53) <0.001 1.23 (0.72 . 2.09) 0.449
Structured style 1.74 (1.28 , 2.37) 0.249

26 108.03, p< 0.001,
Pseudo R%52 %

Note. Predefined reference group was score 7 for QoL.

2 [Code=0, no/little support/information from healthcare professionals]: Reference outcome .
OR: Odds ratio; 95% CI: 95% confidence interval.
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DISCUSSION

To our knowledge, this is the first nationwide study that has assessed long-term QOL and the
importance of resilience and support from healthcare professionals in cancer-bereaved

parents compared with a matched control group.

Long-term QoL

In agreement with the first hypothesis, the findings revealed significantly lower QOL among
the bereaved parents than the matched control group. This result supports prior observations
of lower QoL in bereaved parents than control parents several years after their loss.” 24
Previous studies have shown lower short-term QOL in bereaved family members of patients
with cancer than that of the general population.®® This finding indicates that bereaved parents
are vulnerable, even 2-8 years after the loss, which supports the notion that bereavement
outcomes after the loss of a child are intense and long-lasting.” Therefore, both bereaved
fathers and mothers are vulnerable to be affected, and this should be investigated further.?*2
Parents of children with cancer need longitudinal, interdisciplinary, and multifaceted support
during the child’s treatment, end of life, and following the child’s death, continuing for as
long as parents benefit.26 2 Parents should be offered various interventions for supporting
different needs.?® However, the optimal timing and ideal components of bereavement support
are not well-defined, and future RCTs should explore proper timing and interventions.?

No significant differences were found between the genders in either group in the present
study, consistent with some previous studies.?® Similarly, we found no evidence of gender
differences on QoL in bereaved parents who lost their children due to different death
causes.?® However, some studies found a higher risk for lower QOL in female bereaved

family members.>?° These conflicting results may have resulted from the various instruments
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used to measure QoL in bereaved groups. QoL is a complex, multifaceted concept and its
lack of consensual definitions is because QOL is a multidisciplinary term.%® Thus, research

with multiple approaches may be necessary to capture the QoL concept.>°

Resilience and QoL

Bereavement outcome depends on both interpersonal and intrapersonal protective resources.
However, the findings revealed that only two resilience factors (perception of self and
planned future) were significantly associated with a higher QoL in the bereaved parents. The
results indicate that intrapersonal resources are more important than interpersonal resources
to protect the bereaved parents from highly stressful experiences in a long-term perspective.
Accordingly, the second hypothesis was partly confirmed as only two resilience factors were
significantly associated with QoL. Similarly, one study showed that among resilience factors,
perception of self and planned future were associated with long-term psychological distress in
cancer-bereaved parents.® Planned future means that an individual has a positive outlook on
own future and the ability to plan ahead and make clear goals. Perception of self includes
self-confidence and the ability to solve problems.?? Hence, parents with a well “Planned
future” and positive “Perception of self” may have greater capacity and confidence in
recovering and establishing a new life.® The bereaved parents may benefit from interventions

commonly used in practice such as psychotherapy, support groups, and professional

counseling.

Support and QoL
Only 36% of the bereaved parents experienced enough/very much support from healthcare
professionals during their child’s period of illness. However, in the questionnaire, healthcare

professional was a general term, including all professions, and did not specify which
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healthcare professionals these parents received support from. Higher support from healthcare
professionals during the illness period was associated with better long-term QoL in the
bereaved parents; however, the effect disappeared when controlled for other significant
factors. Previous studies have defined support from healthcare professionals as emotional and
practical support,®? close relationships, physical and emotional availability, and a common
understanding between physicians and parents.*® End-of-life support in palliative care can
facilitate the grief process and enhance resilience and well-being in the bereavement period.
Thus, support from healthcare professionals should be available during the illness period as it
may reduce the adverse effects of having an incurably ill child.

In the present study, 36% of the parents reported insufficient support from healthcare
professionals after their child’s death moderately/greatly affected them at the time of the
survey. This item was also associated with a lower long-term QoL among cancer-bereaved
parents. The finding is similar to other studies where cancer-bereaved parents missed contact
with the healthcare team that treated their child.3* The follow-up received from their home
community after the loss was also inadequate.?” Support should focus on parents’
intrapersonal resources; for example, individual therapy can strengthen the intrapersonal
traits of bereaved parents.®® Although existing guidelines highlight the importance of
communication between children’s parents and the healthcare team for end-of-life
decisions,® the present study indicates a lack of regular contact from the healthcare
professionals following parents’ bereavement. Thus, healthcare professionals should enhance
compassionate connection (i.e., reassurance and empathy) and guidance to patients and their
families in end-of-life care.®” It is crucial to acknowledge that personalized plans are essential

for bereavement support to meet their needs at the right time.

Informational support and QoL

17



The second hypothesis was partly confirmed: bereaved parents with higher informational
support from healthcare professionals reported better QoL. An interesting finding was that
sufficient information about the progression of the illness during the child’s last month was
associated with higher long-term QoL in the bereaved parents (Table 4). Only 53% of the
bereaved parents received sufficient information from the healthcare professionals during the
last month. The primary goal of therapy is recovery,!22242%31-40 pyt when there is no realistic
chance for a cure, one study showed that only 49% of the parents learned that their child had
no chance for cure from a discussion with the medical team.*® This finding supports previous
studies suggesting the importance of honest and sensitive communication that empowers
decision-making and prepares parents.* Pediatric advance care planning (pACP) is
increasingly recognized as a way to improve care at the end of life. Lotz et al. (2017)
emphasized the need for improving communication with families for good pACP to elicit
realistic hopes and make meaningful plans, following the principle “hope for the best, prepare
for the worst.” 33% A qualitative study also concluded that anticipatory mourning allows
parents to begin grief and make choices before a loved one’s death.** Therefore, bereaved
parents appear to benefit from the sensitive conversations during their child’s end-of-life
care, particularly the last month.

Although 78% of the parents stated that the information about their child’s incurable cancer
was given respectfully by the healthcare professionals, this factor was not significantly
associated with long-term QoL among the bereaved parents. In contrast to this finding,
previous studies showed that parents value physicians approaching them empathically and
compassionately.!” Bereaved family members may benefit from receiving information about
prognosis and the end-of-life period in a direct, honest way.®" Furthermore, healthcare
professionals are a great resource in helping parents plan ahead, make clear goals, and

strengthen their perception of themselves.
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Strengths and limitations

The main strength of the present study was the nationwide sample for both bereaved and
control parents. Although matching the bereaved group to a control group for several
characteristics is a strength, there may be large residual confounding for unmeasured
covariates. Also, low response rates may have led to a greater covariate imbalance between
the bereaved parents and control groups. Two main reasons for the low response rate were:
some bereaved parents felt that answering questions regarding the deceased child was
emotionally very hard, also, we were not allowed to call participants following the Ethical
Committee’s decision. The response rate was very low in the control group compared with
the bereaved group. Another limitation was using a single-item question to measure QoL,
which results in a less discerning measure of different aspects of QoL. Also, in the
questionnaire, healthcare professionals were a general term, not identifying which healthcare
professionals were in focus. Future prospective longitudinal studies are needed to examine
the interaction between QoL, protective factors, and support over time. RCTs are required to

examine effectiveness of interventions to improve outcomes for bereaved families.

CONCLUSION

The present study indicates lower QoL among bereaved parents 2-8 years after losing a child
to cancer than matched control parents, with no evidence of gender effect. The findings
emphasize the positive role of resilience (particularly “Perception of self” and “Planned
future”) for better long-term QoL in cancer-bereaved parents. It also seems that information
about illness progression during the last month may positively influence the long-term QoL
of bereaved parents. Thus, healthcare professionals should have honest and emphatic

conversations with parents of children with cancer and promote parents’ resources.
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Considering previous research and this study, some bereaved parents struggle to adjust to
their new life; thus, multidisciplinary supportive interventions should be available and offered
to those in need during the bereavement period. Some needs may also be addressed by social
(non-professional) support in the community. The support should be tailored for supporting

individual needs.
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Figure Legend

Figure 1. Quality of life scores for each gender in the bereaved and control groups.
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