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Purpose
To assess unresolved parental grief, the associated long-term impact on mental and physical
health, and health service use.

Patients and Methods

This anonymous, mail-in questionnaire study was performed as a population-based investigation in
Sweden between August 2001 and October 2001. Four hundred forty-nine parents who lost a
child as a result of cancer 4 to 9 years earlier completed the survey (response rate, 80%). One
hundred ninety-one (43%) of the bereaved parents were fathers, and 251 (66%) were mothers.
Bereaved parents were asked whether or not, and to what extent, they had worked through their
grief. They were also asked about their physical and psychological well-being. For outcomes of
interest, we report relative risk (RR) with 95% Cls as well as unadjusted odds ratios and adjusted
odds ratios.

Results

Parents with unresolved grief reported significantly worsening psychological health (fathers:
RR, 3.6; 95% CI, 2.0 to 6.4; mothers: RR, 2.9; 95% CI, 1.9 to 4.4) and physical health (fathers:
RR, 2.8; 95% ClI, 1.8 to 4.4; mothers: RR, 2.3; 95% CI, 1.6 to 3.3) compared with those who
had worked through their grief. Fathers with unresolved grief also displayed a significantly
higher risk of sleep difficulties (RR, 6.7; 95% CI, 2.5 to 17.8). Mothers, however, reported
increased visits with physicians during the previous 5 years (RR, 1.7; 95% CI, 1.1 to 2.6) as
well as a greater likelihood of taking sick leave when they had not worked through their grief
(RR, 2.1; 95% CI, 1.2 to 3.5).

Conclusion
Parents who have not worked through their grief are at increased risk of long-term mental and

physical morbidity, increased health service use, and increased sick leave.
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death of one’s child as a result of cancer have
not been explored.

The loss of a loved one has been described as one
of the most difficult experiences an individual can
encounter.”” Even though the grieving process is
painful and requires substantial readjustments,
most individuals experience a normal course of
grieving and are able to come to terms with their
loss with time.? Recently, Maciejewski et al* found
that widowed individuals generally go through
identified stages of grief, but the vast majority of
individuals who survive widowhood from natural
causes are able to come to terms with the loss
within approximately 1 year. However, some evi-
dence suggests that the grief associated with the
loss of a child may be more intense and may last
longer than any other types of grief.® To date,
the long-term consequences of grief after the
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Bereavement in general has been associated
with an increased risk of unfavorable psychologi-
cal, physical, and social outcomes’ > and even
with increased mortality.'*'® Unresolved, com-
plicated, or prolonged grief appears particu-
larly detrimental and has been linked with even
higher risks of psychological, physical, and so-
cial problems.'”'®

The present report examines the consequences
of unresolved griefin a national sample of Swedish
parents at 4 to 9 years after the loss of their chil-
dren to cancer. We compared bereaved parents
who reported not having worked through their
grief with those who had, and we focused on self-
assessed mental and physical well-being as well as
aspects of health care utilization.



Impaired Mental and Physical Health 4 to 9 Years Later

Sample

By using Sweden’s National Register of Causes of Death and the National
Register of Cancer, we identified all the children in Sweden who died before age
25 years between 1992 and 1997 and who had been diagnosed with a malig-
nancy before age 17 years. We then identified the parents of these 368 children
through the Swedish Population Register. Study eligibility required parents to
be the guardian of the child at the time of his or her diagnosis. Parents had to be
born in one of the Nordic countries, and they had to be able to speak Swedish
and have a listed phone number. Before any parent was approached, the child’s
former physicians verified the child’s diagnosis and gave their consent to
contact the family. Five hundred sixty-one bereaved parents were identified
and were eligible.

Survey Development and Administration

Survey items were developed on the basis of in-depth interviews with
seven bereaved parents; face-to-face validity was assessed later with 15 parents
to ensure correct understanding of all items. In addition, a pilot study with 45
parents was conducted before the nationwide investigation. The final version
of the questionnaire comprised 365 items.

Between August 2001 and October 2001, we sent an introductory
letter to all 561 bereaved parents. The letter explained the purpose of the
study and invited the parents to participate. Ten days after the introductory
letter was sent, we telephoned the parents to ask them if they would like to
participate in the study. Parents who agreed to participate separately re-
ceived a questionnaire and a response form to indicate that they sent in the
questionnaire, as the questionnaire was sent in anonymously. Ten days
after the questionnaire was sent out, a card was mailed to all of the parents
as a thank you and a reminder. For those parents who did not return the
questionnaire, an interviewer performed a follow-up call another 10 days
later. Of the 561 bereaved parents who were eligible for the study, 449
(80%) completed the survey.

Measures

Our study centered on parental grief. We sought to assess parental
resolution of grief with one simple question: “Do you think that you have
worked through your grief?” To respond to this question, parents were asked
to select between the following answers: not at all, somewhat, a lot, or com-
pletely. Parents who stated not at all or somewhat were placed in the category
of those parents who had not worked through their grief, whereas parents who
responded a lot or completely were regarded as having worked through their
grief. Before the study, this item was tested in face-to-face interviews to assure
that the item was understood by the parents as intended by the researchers.
Researchers were convinced from the parents’ comments that all parents
interpreted the item as an assessment of whether they had come to terms or
resolved their grief.

Eight parents did not answer the question about having worked through
grief. They were not included in any analyses that involved parents having
worked through grief. However, whenever analyses were performed that did
not include parents having worked through grief, they were included if they
responded to those specific questions.

Self-assessed anxiety and depression were measured with the Spiel-
berger State-Trait Anxiety Inventory (STAI-T)'® and the Center for Epi-
demiologic Studies Depression Scale (CES-D).* In addition, the Tibblin
Score’! was used to assess quality of life. Quality of life according to
physical and psychological well-being was self-assessed by the parents with
a seven-point Visual Digital Scale.?'* Health service use was assessed by
asking parents whether they had taken any medication for psychological
distress or had visited a physician for psychological distress during the last
5 years. Worsening physical and health was assessed by the following
questions: “Do you think that your physical health has deteriorated during
the last 5 years?” and “Do you think that your mental health has deterio-
rated during the last 5 years?” Sick leave was measured by asking if the
parent had been on sick leave for psychological distress during the last 5
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years and, if so, for how many months. All other outcomes were assessed by
single-item questions. Parents also were asked about marital status, age,
sex, number of children, education, employment status, and region of res-
idence.

Analysis
Analyses were conducted with the SAS statistical package (version 9;
SAS Institute, Cary, NC). For outcomes of interest, we reported descriptive

Table 1. Characteristics of Parents Who Lost a Child to Cancer 4 to 9
Years Earlier
Bereaved Parents
Characteristic No. %
Identified as eligible in registries 561
Reasons for no response
Refused to participate 30 5
Agreed but did not participate 59 11
Not reachable 23 4
Total nonresponders 112 20
Participating parents 449 80
Biological parent 438 98
Nonbiological parent 9 2
Not stated 2 <1
Sex
Male 191 43
Female 251 56
Not stated 7 2
Age, years
<30 66 15
30-39 232 52
= 40 146 32
Not stated 5 1
Marital status today
Married or living with the child's other parent 329 73
Married or living with another partner 51 11
Has a partner but lives alone 17 4
Single 45 10
Not stated 7 2
No. of children at child's diagnosis
1 82 18
2 192 43
3 116 26
=4 b4 12
Not stated 5 1
Level of education
Elementary school 83 18
Secondary school 215 48
University 141 31
Not stated 10 2
Employment status
Employed 370 82
Unemployed 10 2
On sick leave/retired 36 8
Housewife/husband 5 1
Home with children 8 2
Student 14 3
Not stated 6 1
Residential region
Rural 99 22
Village/town 273 61
Large city (> 500,000 inhabitants) 68 15
Not stated 9 2
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Table 2. Psychological Well-Being Associated With Unresolved Grief in Bereaved Parents

Bereaved Parents

Fathers (n = 191)

Mothers (n = 251)

No. Who Reported Total No. of

No. Who Reported Total No. of

Grief Response by Psychological Test®  Given Response  Responders %  RR 95% ClI Given Response  Responders %  RR 95% ClI
Tibblin score < 10%t 44 17t0115 27+ 1.2t06.1
Not/little 10 51 20 10 61 16
Moderate/much 6 135 4 1 183 6
STAI-T > 90% 49t 22t010.8 3.6t 20to6.5
Not/little 15 52 29 19 61 31
Moderate/much 8 135 6 16 184 9
CES-D > 90% 43% 21t08.9 24% 13t04.2
Not/little 16 50 32 17 62 27
Moderate/much 10 135 7 21 181 12

Abbreviations: RR, relative risk; STAI-T, Spielberger State-Trait Anxiety Inventory;
“Response is to the question of whether the parent worked through grief.
tTibblin score is the score that measures quality of life.

FStatistically significant results.

CES-D, Center for Epidemiologic Studies Depression Scale.

statistics, such as frequencies and percentages, and we calculated the rela-
tive risk (RR) ratios with 95% ClIs (by using the Mantel-Haenszel formula
for the variance).

To assess whether measures of anxiety and/or depression were associated
with unresolved parental grief, we calculated RR ratios with 95% Cls and crude
and adjusted odds ratios (ORs). We additionally adjusted for time since the
loss for fathers, because it was a significant confounder.

To assess whether having worked through grief was associated with
outcomes of interest independent of anxiety and/or depression, we used mul-
tivariable logistic models with forward selection (entry criteria of P < .05) to
calculate adjusted ORs. To account for a shift in effect measure, we also report
crude ORs.

The Regional Ethics Committee of the Karolinska Institute approved
the study.

Participants

One hundred ninety-one (43%) of bereaved parents were fa-
thers, and 251 (56%) were mothers; seven did not state their sex. The
sociodemographic characteristics of the bereaved parents are summa-
rized in Table 1.

Resolution of Grief

One hundred sixteen (26%) of 449 bereaved parents reported
that they had not worked through their grief at 4 to 9 nine years
after the death of their children; 12 (3%) stated that they had not
worked through their grief at all; 104 (23%) said that they had
worked through their grief somewhat; and eight (2%) did not
answer the question.

Mothers were no more likely than fathers to have worked
through their grief (P < .60) The number of parents with unresolved
grief did not decrease with time (P < .13).

Psychological Well-Being Associated With
Unresolved Grief

Parents who had not worked through their grief were more likely
to report symptoms of anxiety, depression, and poor quality of life
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compared with parents who had worked through their grief (Table 2).
The number of fathers with unresolved grief decreased significantly
over the study period (P < 0.02). This was not seen among the
mothers with unresolved grief (Figure 1).

Outcomes Associated With Unresolved Grief
in Fathers

Table 3 summarizes the outcomes associated with unresolved
grief in fathers. In general, fathers who reported that they had not
worked through their grief 4 to 9 years after the loss of the child were
significantly more likely to suffer from poor physical and mental
health compared with fathers who had worked through their grief.
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Fig 1. Numbers of mothers and fathers who have not worked through their grief
over the study period.
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Table 3. Analyses of Outcomes Associated With Unresolved Grief in Fathers
Patients Analyses™
Unadjusted Adjustedt
No. Who Reported  Total No. of
Grief Response by Outcome Given Response Responders % RR 95% ClI OR OR 95% ClI
Low or moderate physical well-being 1.5 1.1t0 1.9 25 16 0.7t0 35
Little/no 35 52 45
Moderate/much 62 136
Moderate or much worsened physical health in the last 5 years 28 1.8to44 48 29% 13to6.5
Little/no 27 52 52
Moderate/much 25 136 18
Low or moderate psychological well-being 24% 1.8t03.1 74 3.0 12t079
Little/no 40 51 78
Moderate/much 45 136 &3
Moderate or much worsened psychological health in the last 5 years 3.6% 20to64 54 1.0 0.31t03.1
Little/no 21 52 40
Moderate/much 15 134 11
Low or moderate quality of life 21+ 1.6t02.7 5.7 22 0.8t05.7
Little/no 40 52 77
Moderate/much 49 133 37
Visited physician because of anxiety or depression in the last 5 years 1.8 0.8t0 4.1 20 22 09t05.8
Little/no 9 51 18
Moderate/much 13 136 10
Visited physician because of other psychological distress in the last 2.0 0.5t08.6 21 08 0.1t05.5
5 years
Little/no 3 51 6
Moderate/much 4 136 3
On sick leave for psychological distress in the last 5 years 2.1 0.91t05.0 23 07 0.2t02.5
Little/no 8 52 15
Moderate/much 10 135 7
Received medication for psychological distress in the last 5 years 1.5 0.5t04.2 1.5 03 0.1t01.6
Little/no 5 51 10
Moderate/much 9 135 7
Regular use of tranquillizers 1.3 0.1t0135 1.3 0.3 0.0to5.7
Little/no 1 53 2
Moderate/much 2 133 2
Regular use of sleeping pills 2.6 04t018.1 2.6 0.8 0.1t08.7
Little/no 2 52 4
Moderate/much 2 136 1
Regular difficulties falling asleep at night 2.6% 1.3t05.1 32 15 0.6to4.1
Little/no 14 52 27
Moderate/much 14 136 10
Regular waking at night with emotional distress 6.7+ 25t0178 85 27 0.8t09.8
Little/no 13 58 25
Moderate/much 5 136 4
Abbreviations: RR, relative risk; OR, odds ratio.
“Analyses of parents’ response to question of working through grief compared not/little v moderate/much answers for each outcome.
tAdjusted for anxiety (with the Spielberger State-Trait Anxiety Inventory), depression (with the Center for Epidemiologic Studies Depression Scale; except for the
outcome of physician visit because of anxiety or depression in the last 5 years), and time since loss.
FStatistically significant results.

They were also more likely to report that their physical and mental
health had deteriorated in the preceding 5 years. We found no signif-
icant differences in reported usage of tranquillizers, sleeping pills, or
other medication for psychological distress between the groups. How-
ever, fathers with unresolved grief were more likely to report regular
difficulties falling asleep and waking up with emotional distress more
often than the other fathers.

When analysis was adjusted for anxiety, depression, and time
since loss, fathers with unresolved grief continued to have a higher
likelihood of reporting greater physical and mental health problems
compared with the other bereaved fathers (Table 3).

WwWW.jco.org

Mothers

Similar to fathers, mothers with unresolved grief 4 to 9 years after
the loss of their child exhibited a significantly higher risk of poor and
worsening physical as well as mental health compared with mothers
who had worked through their grief (Table 4). In addition, the num-
ber of physician visits for anxiety and depression and the likelihood of
taking sick leave were significantly higher among mothers who had
not worked through their grief compared with the other bereaved
mothers. We found no significant differences between the two groups
with regard to sleep difficulties, reported use of tranquillizers, sleeping
pills, or other medication for psychologicaldistress. When analysis was

© 2008 by American Society of Clinical Oncology ~ 5873
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Table 4. Outcomes Associated With Unresolved Grief in Mothers

Grief Response by Outcome

Low or moderate physical well-being
Little/no
Moderate/much
Moderate or much worsened physical health in the last 5 years
Little/no
Moderate/much
Low or moderate psychological well-being
Little/no
Moderate/much
Moderate or much worsened psychological health in the last 5 years
Little/no
Moderate/much
Low or moderate quality of life
Little/no
Moderate/much
Visited physician because of anxiety or depression in the last 5 years
Little/no
Moderate/much
Visited physician because of other psychological distress in the last 5 years
Little/no
Moderate/much
On sick leave for psychological distress in the last 5 years
Little/no
Moderate/much
Received medication for psychological distress in the last 5 years
Little/no
Moderate/much
Regular use of tranquillizers
Little/no
Moderate/much
Regular use of sleeping pills
Little/no
Moderate/much
Regular difficulties falling asleep at night
Little/no
Moderate/much
Regular waking at night with emotional distress
Little/no
Moderate/much

Patients Analyses™
Unadjusted Adjustedt
No. Who Reported Total No. of

Given Response  Responders % RR 95% CI OR OR 95% CI
15 12t01.7 38 15 0.6t035

52 62 84

105 182 58
23 16t033 37 22 1.1to45

32 62 52

41 185 22
1.7 14t020 63 1.8 0.7t049

54 62 87

94 182 52
29 19to44 47 20 09to43

30 62 48

31 185 17
19 16t023 71 21 08tob7

53 62 85

84 185 45
1.7 11t026 21 21 1.1t039

22 61 36

39 183 21
0.8 02t028 08 03 0.1to1.4

3 61 5

1 183 6
21 12to35 25 12 05t026

18 62 29

25 178 14
1.7 09t029 19 08 04t01.9

15 61 25

27 182 15
45 0.8t0260 46 16 02t0125

3 62 5

2 184 1
1.0 02t047 1.0 07 0.1tob54

2 62 3

6 183 8]
14 08to26 15 06 02to1.6

12 62 19

25 183 14
1.7 07t038 18 05 0.1t01.6

8 62 13

14 183 8

Abbreviations: RR, relative risk; OR, odds ratio.

tStatistically significant result.

“Adjusted for anxiety (with the Spielberger State-Trait Anxiety Inventory) and depression (with the Center for Epidemiologic Studies Depression Scale; except for
the outcome of physician visit because of anxiety or depression in the last 5 years).

adjusted for anxiety and depression, bereaved mothers with unre-
solved grief continued to have a higher likelihood of reported worsen-
ing physical health (Table 4).

Study results show that, even 4 to 9 years after the loss of a child as a
result of cancer, a significant proportion of bereaved parents (26%)
had not worked through their grief. Both mothers and fathers with
unresolved grief are more likely to report higher levels of anxiety and
depression as well as decreased quality of life compared with other
bereaved parents. These comorbidities appear related to other forms

5874 © 2008 by American Society of Clinical Oncology

of dysfunction; parents who were unable to work through their grief
displayed significantly worse outcomes in various other areas of their
lives. Specifically, mothers with unresolved grief were more frequently
on sick leave and were more likely to have required physician visits
during the last 5 years. Fathers who had not worked through their
grief were more likely to experience difficulties sleeping and in-
stances of waking up with emotional distress. Some of these out-
comes, such as worsening physical health for mothers and fathers
and decreased psychological health for fathers, appear attributable
to unresolved grief beyond anxiety and depression.

A number of studies have reported on how the loss of a spouse
affects men and women differently.”®*%* A review of the literature on

JOURNAL OF CLINICAL ONCOLOGY
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bereaved spouses suggests that men generally display greater risks of
developing health problems as a consequence of bereavement than do
women.”* Even though our findings confirm this to a certain extent,
we do not believe a direct comparison can be made between different
types of losses. To the best of our knowledge, our study is the first to
highlight long-term consequences of parents who lose their child as a
result of cancer, and it provides new information on the ways in which
unresolved grief in bereaved parents affects fathers differently from the
way it affects mothers.

In our sample, the greatest difficulties for fathers appeared to be
sleep disturbances. It has been reported elsewhere that sleep distur-
bances are common in bereaved individuals.'***” Most studies,
however, have examined individuals closer to their initial period of
bereavement. We find it striking that sleep disturbance can persist in
bereaved fathers who have not worked through their grief even 4 to 9
years after the loss; it is particularly striking when one considers that
sleep deprivation can further increase the risk of various adverse health
outcomes.”® One might also wonder how sleep deprivation in fathers
affects their work performance and productivity during the day. In-
terestingly, Germain et al* point out that sleep disturbances are not
part of either of the two most commonly used criteria for complicated
grief.'”*® Our study points to disturbed sleep as one of the strongest
outcomes of unresolved grief, particularly for fathers. Notably, we
found no evidence that parents with unresolved grief use more tran-
quillizers, sleeping pills, or any other medication for psychological
distress than parents who have worked through their grief. Nor were
these fathers more likely to have visited a physician, which suggests
that their sleep difficulties are under-diagnosed and under-treated.

Different from fathers, mothers with unresolved grief appear to
be at higher risk for increased health resource utilization and sick leave.
Stroebe et al* note in their review about sex differences in bereaved
spouses that, although men show more relative excess of symptom-
atology than women, there are significant differences in the ways the
two sexes cope: women are more likely to express their emotionality,
vent their distress, confide in others, and use formal resources; men
remain silent and keep feelings of distress and anxiety to themselves.
Although no similar studies have been conducted for bereaved par-
ents, these findings may help explain the sex differences found in the
present investigation.

In this sample, no difference was found in how many parents had
resolved their grief in respect to how long it had been since their child
had passed away. This may be an indication that unresolved grief is
quite persistent with time. However, because of the cross-sectional
design of the study, no clear conclusions can be drawn in this regard.
Nevertheless, Prigerson et al,*'®* in their longitudinal studies of
bereavement, found that elevated levels of grief persist through the
examined 2 years post-loss. Because these symptoms of grief appear
unlikely to resolve on their own and because they significantly affect
individuals’ mental and physical health,'®'>*>?! effective interven-
tions ought to be developed. In the past, few interventions have
proven effective at improving the situation of bereaved individu-
als.*®?? However, new interventions that specifically target individu-
als who had developed symptoms of complicated grief were recently
tested in randomized, controlled trials. These interventions demon-
strated some success at reducing a number of the symptoms associated
with complicated grief.>*** Furthermore, as shown elsewhere,”° sup-
port from the health care professionals directly involved in the child’s
care before and following the loss may have an impact on parents’
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bereavement adjustment and thereby may have the potential to reduce
the adverse effects associated with unresolved grief.

The findings of this study have significant implications for clini-
cal practice: assessment of parents’ long-term resolution of grief in a
simple, one-sentence question can give the provider important feed-
back on the parents well-being and functioning in long-term follow-
up. The utilization of a simple way to ask parents is suitable for the
time constraints of clinical, daily practice. Also, the question is a way to
assess resolution of grief that can easily be understood by parents.

Even though this study was comprehensive in its recruitment and
response rate, it still has a number of limitations. One is its cross-
sectional design, which may limit the conclusions made about causal-
ity. For example, it is possible that fathers with a history of sleep
problems have more difficulties working though their grief, rather
than the other way around. Also, concerns may be raised about the
independence of the information for mothers and fathers, because
some of the individuals were parents of the same child. However, this
issue should be resolved by looking at the two sexes separately, which
was done in this study. Furthermore, because of the anonymous
nature of the study, it was not possible to obtain objective information
about health and functioning, such as medical chart extraction about
health service use or clinical assessment. Instead, we had to rely solely
on parents’ self-reports. In addition, the use of a single-item question
to assess unresolved grief can be considered a substantial limitation.
However, interviews were performed with parents to test the face-to-
face validation of the item, and all parents appeared to understand the
question as intended and responded to it in terms of whether they had
come to terms with or had resolved their grief. Notably, the use of
simple, single-item questions can even be a powerful way for the
clinical practice to find out how parents are doing after the loss of their
child and to detect significant complications from parent bereave-
ment. Finally, this study was done in the cultural setting of Sweden,
which has a relatively homogeneous population. The results may not
be generalizable to other populations.

In conclusion, our study has shown that parents who have not
worked through their grief are at increased risk of long-term psycho-
logical symptoms as well as impaired physical health, sleep distur-
bance, and increased health service use. Effective interventions to
support this group of bereaved parents are warranted.
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