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Aims: Study
v To present and evaluate levels of Vital Exhaustion, an outcome related to
burnout, which has rarely been addressed in international studies regarding
parental distress of children diagnosed with cancer

v The main focus will be on mapping and analyzing levels of long-term distress
in the terms of Vital Exhaustion

v A secondary aim was to examine the possible association of levels of acute
stress symptoms and levels of vital exhaustion symptoms with the purpose of
possible early screening, sufficient intervention and prevention
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Method:
v Participants were parents of CC patients whose child at time for
the study was either in treatment, or had completed treatment,
diagnosed between 1986-2007

v Comparisons and analysis of data between the clinical group
with normative general population data were carried out when
possible
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Study questions
v Is vital Exhaustion evident in parents of childhood cancer patients?

v If thus, to what extent does VE occur in this group?

v Does time from child’s cancer diagnosis, type of cancer as well as the
number of different cancer treatments affect parents’ level of VE?
v Is there a relationship between levels of VE and TSS in parents of
children with cancer?
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QUESTIONS

- Does time from child’s cancer diagnosis, type
of cancer, and number of different cancer
treatments affects parent’s VE?
- Is there a relationship between levels of VE
and Traumatic Stress Symptoms in parents of
children with cancer?

Overview study

SAMPLES

ASSESSMENT
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Parents of short & long-term survivors
437 Swedish AND Icelandic CC parents
Reference group
174 parents of children not having any known
illness

1. Gender, cancer diagnose, number of
differential cancer treatments, time from
diagnose
2. Maastricht Questionnaire (MQ)
3. Impact of Event Scale-Revised (IES-R)
(GHQ-12)
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Parents in the clinical group had a significantly

Overview
ASSESSMENT

1. Gender, cancer diagnose, number of
differential cancer treatments, time from
diagnose
2. Maastricht Questionnaire (MQ)
3. Impact of Event Scale-Revised (IES-R)
(GHQ-12)

study, results

OUTCOME

Parents in the clinical group had a significantly
higher mean level of VE score compared to
parents in the non-clinical group.
A significant difference in MQ mean score between
males and females in the clinical group, women
having a higher mean MQ total score than men.
Analysis of MQ and IES-R total scores
demonstrated a strong relationship between VE
and TS
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understanding of the complexity and diversity
of
childhood cancer-related parental burden over

Results, cont.
v Results demonstrated that the proportions of parents having levels of longterm distress in the terms of Vital Exhaustion were large, levels not beginning
to decline until 2.5 years after child’s cancer diagnosis

v Proportions of parents scoring at the “high clinical cut-off” (>20), thus
possibly having an excessive risk of developing severe complications, were
45.4% compared to 17.4% of parents not having a child diagnosed with
cancer.
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Mean and standard deviation for the VE and
TSS in the clinical group, by time from dx.
TSS

VE

(range 0-88)

(range 0-42)
Time from
diagnosis

M

SD

N

M

SD

N

0 – 1 years

20.13

8.18

40

25.43

14.74

58

1.1 – 2.5 years

19.85

9.74

92

24.92

16.24

108

2.6 – 5 years

17.9

10.41

92

23.49

15.93

93

5.1 – 10 years

16.61

11.00

75

17.44

14.03

61

12.68

8.45

25

16.33

14.44

18

18.11

10.16

324*

22.75

15.64

338

10.1 – 15 years
Total
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OUTCOME

having a higher mean MQ total score than men.
Analysis of MQ and IES-R total scores
demonstrated a strong relationship between VE
and TS

Overview study, conclusions

The results extend current knowledge and
understanding of the complexity and diversity of
childhood cancer-related parental burden over
time.

CONCLUSIONS

Correlations between levels of acute stress
symptoms and levels of VE symptoms indicates
a possibility of using IES-R in early screening,
useful for sufficient intervention due to
differential levels of traumatic stress symptoms
for better prevention of the development of
long-term distress in terms of Vital Exhaustion.

Dr. Eygló Guðmundsdóttir - SIOP 2018, Kyoto

13/02/19

Figure 1 – Overview of thesis studies

Conclusions, cont.
v Long-term distress symptoms were elevated more than 9 years after a
child’s cancer diagnosis, clinical cut-off scores in the clinical group
being close to those of patients experiencing cardiac arrests (the score
being 20).

v This suggests that parents of children with cancer could be at elevated
risk of developing different physical complications over time (as well as
developing severe psychological problems).
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Future Perspectives

v When it comes to symptoms of long-term distress, in terms of Vital Exhaustion, it
takes approximately 10 years from diagnosis before parents scores are in line
with the general population. The findings thus confirmed the need for a longterm intervention programs following parents over a long time

v The EGG-protocol is a suggestion for such a program built on the results of the
studies from my PhD-project
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The EGG protocol (brief version)
§ Screening for traumatic stress symptoms using IES-R as well as
establishing the baseline level of long-term distress symptoms
using the Maastricht Questionnaire – this should be done
approximately 1-2 weeks after the child’s diagnosis.
§ Parents hypothetically being in Allostasis the first weeks after
their child’s cancer diagnosis. Measuring parent’s levels of
cortisol levels could give a more “true” and “stable” insight into
parent’s stress levels than using questionairres only.
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The EGG protocol, cont.
§ Subsequent to the measurement of cortisol levels, three months
after child’s diagnosis by a baseline measurement of
concentrations of pro-inflammatory cytokines should be added
e.g. interleukin 1; IL-6; IL-1 ; IFN ; and TNF , these cytokines
showing increased levels in PTSD, Anxiety, Major Depression,
and Eating Disorders e.g.Bremner et al., 2003; Moonga et al.,
2011; Passos et al., 2015; Zunszain et al., 2011) this
considering chronic low-grade inflammation as a potential target
or biomarker (Passos et al., 2015).
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The EGG protocol - Intervention
§ Adding together levels of traumatic stress symptoms, baseline
levels of long-term distress, measurement of cortisol levels, and
the scores of SOC assuming parent’s resilience, parents should
be divided into one of three arms of intervention, the one best
suitable for their group:
§

Dr. E.Gudmundsdottir

13/02/19

The EGG protocol - Intervention arm 1
1 = high levels of traumatic stress symptoms, mean levels of
long-term distress, high Cortisol levels, high resilience
This group should receive the Standard intervention program, this
including: meeting with a psychologist at least once a week for 3
months; psychoeducation using theories of cognitive behavioural
therapy, teaching relaxation techniques, as well as focusing on
helping parents getting sufficient quality of sleep this being one of
the crucial things trying to prevent the development of Vital
Exhaustion.
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The EGG protocol - Intervention arm 2
2 = high levels of traumatic stress symptoms, high levels of
long-term distress, high Cortisol levels, high resilience
This group should receive the Standard intervention program with
addition of physical examinations ensuring and preventing the
development of different physical conditions and medication if
needed, if levels of hyperarousal and sleep deficiency are higher
than in 75% of the cancer parent group.
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The EGG protocol – Intervention arm 3
3 = high levels of traumatic stress symptoms, high levels of
long-term distress, high Cortisol levels, low resilience
§ This group should receive both the Standard intervention
program as well as the intervention used in group 2 with addition
of support focusing on strengthening parent’s resilience, e.g.
teaching them different coping techniques useful for developing
better ways in how they can handle this extremely stressful and
straining situation, as well as working with possible difficult lifeexperiences having occurred earlier in life and/or ongoing
difficult life situations NOT “connected” with the child’s illness
(e.g. earlier psychological problems; having experienced
violence and/or other form of abuse; traumatic life-events; drug
use; bad economic situation; unemployment).
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