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A B S T R A C T

Purpose
To examine bereavement mental health service use, barriers to use, and factors associated with
use in parents bereaved by cancer.

Patients and Methods
A multicenter, cross-sectional study of 120 parents bereaved by cancer between 6 months and 6
years after their loss was performed. Parents completed self-report assessments of mental health
service use and barriers, prolonged grief, depression, anxiety, attachment styles, and sense of
meaning by phone, in person, or on their own.

Results
Forty-one percent of bereaved parents were currently using mental health services (talk therapy,
psychotropic medication, and/or a support group), most commonly within the first 2 years after
their loss. Talk therapy was the most frequently used service, although 36% of parents who
discontinued therapy did so because it was not helpful. Forty percent of parents who wanted
bereavement support reported they were not receiving services. The most common barriers to
service use were that it was too painful to speak about the loss (64%) and too difficult to find help
(60%). Factors associated with current mental health service use included more recent loss, prior
mental health service use, subclinical/increased depression, insecure attachment styles, and a
decreased sense of meaning. Minority parents were more likely to have unmet needs than
nonminority parents.

Conclusion
Parents appear to need, want, and often access bereavement mental health services, which
could be offered in oncology settings. However, barriers to service use must be addressed,
particularly for those with more debilitating grief symptoms and for minorities. High treatment
dropout rates suggest the importance of improving retention, training providers, and devel-
oping effective grief interventions.

J Clin Oncol 33:2246-2253. © 2015 by American Society of Clinical Oncology

INTRODUCTION

It is widely accepted that grief after the loss of a
child is more intense and persistent than after
other types of bereavement.1-3 Given this, be-
reaved parents are believed to be at heightened
risk for psychological distress, including pro-
longed grief disorder (PGD),4,5 a syndrome char-
acterized by unremitting, severe, and debilitating
grief. This has implications for service provision,
particularly in pediatric oncology settings. Pediat-
ric cancer care facilities have the opportunity to
provide continuity of care to the family, but be-
cause staff and time are often limited, questions
are common about how much of the available
resources should be devoted to bereavement af-

tercare and for how long.6 This study describes
mental health service use (MHSU) and common
barriers to accessing services in a sample of par-
ents bereaved by cancer to contribute to the dis-
cussion on how best to provide bereavement
aftercare to grieving parents.

It is commonly believed that, despite the psy-
chosocial challenges they face, bereaved parents un-
deruse mental health services after the death of their
child.7-9 However, studies of rates of MHSU in be-
reaved parents are limited. We hypothesize that an
important barrier to parents seeking services is treat-
ment fearfulness,10 especially those who are experi-
encing debilitating grief reactions such as PGD, who
may avoid psychosocial services because the thought
of confronting the unacceptable reality that their
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child has died and tolerating the intense pain associated with their loss
is so aversive.

In fact, some believe that parents who lost a child to cancer do not
seek services affiliated with the institution at which their child was treated
to avoid painful reminders of their loss. However, parents often develop
close relationships with the staff during their child’s intensive treat-
ment,11,12 so it is not surprising that studies have shown that parents
bereaved by cancer commonly want continued connection with the hos-
pital following their loss.11,13 The absence of continued care by hospital
providers may be an additional loss to grieve.11,13,14

Factors that impact mental health service underuse in the general
populationare likelyalsoatplayamongbereavedparentswhomaynotbe
using services because of financial limitations, the general stigma of
MHSU, lack of readiness to change, the unavailability of professional
services, or the availability of support from nonprofessional sources.10 A
further deterrent for bereaved parents may be a belief that service
providers cannot do much to assist them; indeed, past research has
suggested that few bereaved parents who used mental health ser-
vices in the first year of bereavement found them to be helpful.1

Understanding whether and under what circumstances bereaved
parents use services is critical to the development of hospital-based and
community bereavement programs and to improving access to bereave-
ment services for this vulnerable population. However, there is limited
research on rates of and barriers to MHSU and factors associated with use
inbereavedparents15 andnonefocusingspecificallyonparents bereaved
by cancer. This study aimed to address that gap and to examine our
hypothesis that treatment fearfulness is a barrier to MHSU.

PATIENTS AND METHODS

Study Procedures

Bereaved parents whose child was treated for cancer at Memorial Sloan
Kettering Cancer Center or the National Cancer Institute Pediatric Oncology

Table 1. Participant Characteristics, Mental Health Challenges, and Need
for Services

Characteristic

All Parents (N � 120)

No. % Mean SD

Female sex 84 70
Has surviving child� 103 87
Race/ethnicity

White 99 83
Black 11 9
Hispanic 4 3
Asian 4 3
Other 2 2

Marital/living status
Married/living with partner 98 82
Divorced/widowed/separated 16 13
Never married/unspecified 6 5

Religion
Catholic 48 40
Protestant 25 21
Other Christian 15 13
Jewish 11 9
Other 5 4
None 16 13

Geographic region of the United States
Northeast 75 63
Southeast 21 18
Midwest 17 14
Southwest 4 3
West 2 2
Puerto Rico 1 0.8

Child’s diagnosis
Sarcoma 48 40
Brain tumor 27 23
Neuroblastoma 22 18
Leukemia/lymphoma 18 15
Other 5 4

Mental health challenges
Subclinical/increased level

Depression† 34 29
Anxiety† 14 12
Grief� 36 30
Depression, anxiety, or grief† 52 44

Clinical level
Depression† 16 14
Anxiety† 7 6
Grief� 14 12
Depression, anxiety, or grief† 27 23

Need for services
Expressed need‡ 53 47

Those with need not using services§ 20 40
Symptom-based need† 27 23

Those with need not using services 10 37
Age, years§ 47.4 7.9
Years of education§ 15.6 3.0

Four-year college education or greater 67 57
Child’s age at death 13.0 7.0
Years as caregiver� 3.3 2.8
Depression (population-adusted T

score)† 59.1 8.6
Anxiety (population-adjusted T score)† 55.6 6.7
Grief (PG-13 score)� 28.7 9.4

(continued in next column)

Table 1. Participant Characteristics, Mental Health Challenges, and Need
for Services (continued)

Characteristic

All Parents (N � 120)

No. % Mean SD

Anxious Attachment (ECR-R score)† 2.3 1.2
Avoidant Attachment (ECR-R score)† 2.8 1.2
Existential Vacuum (LAP-R score)§ 26.8 9.1
Personal Meaning (LAP-R score)§ 74.5 17.3
Time since loss, years† 2.4 1.6

6 months to 1 year 23 20
1-2 40 34
2-4 34 29
� 4 21 18

NOTE. Measure scores were calculated with mean replacement of missing
responses if at least 80% of responses contributing to a participant’s score
were provided. Less than 1% of responses were missing and replaced.
Percentages may not equal 100% because of rounding.
Abbreviations: ECR-R, Experiences in Close Relationships-Revised; LAP-R,

Life Attitude Profile-Revised; MHSU, mental health service use; PG-13,
Prolonged Grief-13 (13-item self-report scale).

�Missing one response.
†Missing two responses.
‡Missing six responses.
§Missing three responses.
�Missing five responses.
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Branch were recruited for this cross-sectional study from November 2009
through September 2012. Parents were mailed invitation letters approved by
an institutional review board for a study of grief, meaning, and adjustment in
parents bereaved by cancer. The letter stated that they would receive a phone
call from research staff and included a self-addressed, stamped postcard to
return if they preferred not to be further contacted. Consenting parents
were given the option of completing study measures in person, by tele-
phone, or on their own. Participants received $25 compensation.

Participants

Biologic, adoptive, and step-parents were eligible if they had lost a
child age 6 months to 25 years to cancer, were 6 months to 6 years postloss,
and spoke English fluently. One or both parents in a given household could
participate. We screened the medical records of 1,080 deceased children.

Some households were excluded by hospital administrators (n � 37; 3%)
or the child’s treating physician (n � 96; 9%). We contacted households
only when the treating physician provided explicit approval, resulting in
invitations to 286 households, although not all contact information on
record was accurate. We ultimately reached 204 households, and 160
parents from 125 households consented (61% response rate). Sixty-three
households (31% of those reached) declined participation, providing ei-
ther no reason (n � 33) or the following reasons: too painful (n � 10), too
soon (n � 8), too many life stressors (n � 4), bad experience with treating
institution (n � 3), do not want to discuss the loss (n � 3), and want to get
past the loss (n � 2).

Sixteen households were lost to follow-up (Appendix Fig A1, online
only). The average time since loss was significantly lower for parents who
declined (mean, 1.9 years; standard deviation, 1.7 years) than for study com-
pleters (mean, 2.4 years; standard deviation, 1.6 years; t[df, 179], 2.09; P � .04);
there were no significant differences in the child’s age, type of cancer, or
geographic location (Ps � .10).

Of the 160 parents who consented, 120 completed study measures (90
from the Memorial Sloan Kettering Cancer Center; 30 from the National
Cancer Institute Pediatric Oncology Branch; 75% participation rate). The
majority of participants were married white mothers (Table 1). Twenty-three
couples (46 parents; 38%) participated.

Measures

Demographics, MHSU, and perceived barriers. A 63-item survey was
used to obtain demographic information and included items used in previous
studies of MHSU,16 reasons for discontinuing use, level of interest in getting
help to cope with their loss, and barriers to service use.17 MHSU was defined as
use of talk therapy, psychotropic medication, and/or support groups. Partici-
pants also rated how much various factors (identified by previous investiga-
tors10,17,18 and our research group) contributed to why they had not accessed
services on a 5-point Likert-type scale. Factors rated 3 or higher were consid-
ered endorsed barriers to MHSU.
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Prolonged grief symptoms. Prolonged grief symptoms were measured
using the PG-13,19 a reliable 13-item self-report measure that evaluates the
frequency and intensity of PGD symptoms on a 5-point Likert-type scale.19

Scores range from 12 to 60. Parents who scored 34 or above were considered to
have increased levels of prolonged grief symptoms based on a sensitivity
analysis which showed that these parents had significantly more mental health
problems than those scoring lower than 34 (ps � .05). A threshold of 34 was
similarly used to recruit participants for a preventive intervention trial.20

Clinical levels were identified by using the diagnostic algorithm provided
in the PG-13.19

Attachment styles. The Experience of Close Relationships-Revised
(ECR-R) is a well-validated, reliable 36-item measure of anxious and avoidant
attachment.21,22 Items assess how respondents experience close relationships
by using a 7-point Likert scale. Higher scores on each subscale indicate a
stronger expression of anxious or avoidant attachment.

Depression and anxiety symptoms. The Adult Self-Report (ASR) is a
well-validated, 126-item instrument that provides normed scores in several

mental health functioning areas.23 We focus on the DSM Depressive Problems
and DSM Anxiety Problems scales, which reflect Diagnostic and Statistical
Manual for Mental Disorders, Fourth Edition (DSM-IV) diagnoses.24 T scores
70 and above were considered in the clinical range, and scores from 65 to 69
were considered subclinical.23

Meaning and purpose in life. Sense of meaning and purpose in life were
assessed by using the well-validated, reliable 48-item Life Attitude Profile-
Revised (LAP-R),25 which includes the Personal Meaning Index and Existen-
tial Vacuum subscales. Items are rated on a 7-point Likert-type scale. Higher
scores reflect a higher degree of a given subscale.

Data Analysis

Analyses were performed by using IBM SPSS version 22 (IBM, Ar-
monk, NY). Descriptive statistics were used to characterize demographics,
MHSU, and barriers to service use. Because of the potential correlation
between responses of parents of the same child, generalized estimating
equations (GEEs)26 were used to estimate associations. Multivariable
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Parents Endorsing As Barrier (%)

Painful to talk about
(1 missing)

Difficult to find help
(4 missing)

Financial reasons
(2 missing)

No one can help
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Others' bad MHSU experiences
(7 missing)

Transportation concerns
(5 missing)

Embarrassed about MHSU
(4 missing)
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(3 missing)
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B

Fig 3. Most and least common barriers
to mental health service use (MHSU).
Among parents (A) not currently using
services (n � 67) and (B) with unmet ex-
pressed or symptom-based need (n � 25).
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models examined associations between each mental health variable and
current MHSU, controlling for variables commonly associated with
MHSU, including sex, partner status, minority status, college education,
other child/children, religion, time since loss, parent’s age, and child’s age.
As Vittinghoff and McCulloch27 recommended, the 10 outcome events per
predictor variable rule was relaxed. Prior MHSU as a predictor of current
MHSU was examined separately and not included as a covariate in the
other models because its inclusion resulted in quasi-separation in the data,
which prevented many models from running successfully, and because of
multicollinearity concerns. Because MHSU is a dichotomous variable,
odds ratios (ORs) and 95% CIs were calculated.

RESULTS

Who Needs and Wants Help?

Table 1 details the percentages of parents who met subclinical/
increased and clinical symptom thresholds and who wanted or may
have needed mental health services. Forty-seven percent of parents
indicated a wish for at least “a moderate amount of assistance,” which
we defined as expressed need. Twenty-three percent of parents re-
ported clinical levels of prolonged grief, depression, and/or anxiety,
which we defined as symptom-based need. It is also important to
highlight that, although 12% of parents met full criteria for PGD, 77%
endorsed longing or yearning for their child on at least a daily basis.
Thus, many parents were profoundly missing their children despite
not having clinical or increased levels of prolonged grief.

MHSU Since the Loss: Who Has Gotten Help?

Seventy-eight percent of parents were either currently using ser-
vices (41%) or had used services since their loss (37%). Figure 1
presents rates of MHSU by service type. Talk therapy was the most
commonly used service, and rates of support group use were lowest.
Given that parents’ need and desire for bereavement support may
change over time, we also examined MHSU as a function of the
amount of time that had passed since their child’s death (Fig 2; note
that Table 1 contains data on the number of parents in each time-
since-loss category; missing data vary by service used.). Although the
study was cross sectional, parents who lost their child from 6 months
to 6 years ago were represented. Nearly half of parents less than 1 year

after their loss were currently using services, and rates were even higher
in the second year (58%). Notably, more parents had discontinued
therapy within the first year after their loss (39%) than were currently
in therapy (30%).

What Factors Are Associated With Current MHSU?

Table 2 presents ORs from bivariate and multivariable GEE mod-
els that estimated associations between mental health variables and
current MHSU, controlling for background variables (note that de-
tails on missing data for each of the variables listed are provided in
Table 1). Multivariable models showed that depression symptoms,
anxious and avoidant attachment styles, existential vacuum, and de-
creased meaning were associated with current MHSU. In models that
were able to successfully run with prior MHSU included, the only
predictors that were no longer significantly associated with current
MHSU were anxious attachment and existential vacuum.

Unmet Need: Who Needs Help but Is Not Getting It,

and What Gets in the Way?

Parents who had either expressed or symptom-based need but
were not using mental health services were categorized as having
unmet need. We found that unmet need was prevalent, with 40% of
parents (n � 20) with expressed need not receiving services, and 38%
of parents (n � 10) with symptom-based need not receiving services.

Among those with unmet need, the most common service use bar-
riers(Fig3)werethatitwastoopainfultospeakabouttheirloss(64%)and
it was difficult to find help (60%). Increased prolonged grief was associ-
ated with it being too painful to discuss their child’s death (OR, 6.94; 95%
CI, 2.13 to 22.67; P � .001) and feeling like no one can help with coping
with the loss (OR, 3.18; 95% CI, 1.00 to 10.07; P � .05). Among the 40%
who had been in therapy but stopped (Fig 4), the most common reason
for discontinuing therapy was that it was not helpful (36%).

A multivariable GEE model showed that minority parents were
more likely than nonminority parents to have unmet expressed need.
Barriers to service use among minority and nonminority parents were
generallysimilar,but69%ofminorityparentswhowerenotusingservices
reportedthat itwastoopainful todiscuss their losscomparedwith32%of
nonminority parents (OR, 4.00; 95% CI, 1.42 to 11.29; P � .009).
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8%

8%

10%

33%

36%

Parents Endorsing As Reason (%)

Was not working
or did not help

Felt better or no
longer needed help

Insurance or
financial reasons

Treatment offered
was time limited

Scheduling difficulty or
too time consuming

Sought other
services or support

0 5 10 15 20 25 30 35 40

Fig 4. Reasons for discontinuing talk
therapy among parents who used talk
therapy after loss and were not currently
using it (n � 39 parents; 46 qualifying
parents, seven of whom did not report
a reason).
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DISCUSSION

This study examined MHSU in a sample of parents who lost a child to
cancer. We found that MHSU occurred most commonly within the
first 2 years after their loss, with rates highest in the second year after
their loss. Indeed, many parents report that “the second year is harder”
with respect to their grief, because the defenses and informal support
that initially protected them from the profound pain of their loss begin
to wane.11 It may also be that parents do not view persistent grief as a
problem until the second year.28

The desire for support services was quite common, with nearly
half of bereaved parents expressing a wish for assistance with
coping with their loss. Unfortunately, 40% of these parents were
not receiving services. Similarly, among the 23% of parents report-
ing clinical levels of psychological symptoms, 37% were not receiv-
ing services. In short, a significant subset of bereaved parents’ need
was not being met.

These findings are consistent with research on general MHSU,
which similarly showed that the uptake of services is “disturbingly
low” in other populations.29 This literature has suggested that being
younger, non-Hispanic white, previously married, not having low
income, and not living in a rural area are associated with increased
service use.29 We did not find significant associations between de-
mographic variables and MHSU in exploratory multivariable
models, but we did find that parents were more likely to use
services if their loss was more recent, they had an insecure attach-
ment style, they had previously used services, and they were expe-
riencing at least subclinical depression symptoms. Parents who
reported decreased meaning in life also tended to want and use
services more, suggesting the importance of developing meaning-
centered interventions for this population.30

We found that, similar to our previous work,31 the presence of
increased prolonged grief symptoms was not an independent predic-
tor of service use in multivariable analyses. Notably, despite the fact
that 89% of parents with increased PGD symptoms reported they
would like help with their coping, only 56% were actually using mental
health services. The magnitude of the emotional pain parents experi-
ence in the wake of their loss appears to impede service use, supporting
our hypothesis that treatment fearfulness is an important barrier. In
fact, the most frequently cited barrier among those with unmet sup-
port needs was that it was too painful to speak about their loss, which
nearly two thirds of this subsample endorsed when asked to what
extent various factors contributed to why they had not accessed ser-
vices. Furthermore, parents with increased levels of prolonged grief
were more likely to identify communicating about their loss being too
painful and believing no one could help as barriers to service use.
Unlike prior research,32 we did not find stigma to be a barrier to
accessing services in our sample, perhaps because obtaining support
after the devastating loss of a child is generally socially acceptable.
Instead, what may have a greater impact on MHSU and dropout in
grieving parents is treatment fearfulness or finding it too painful to
engage in treatment.

As expected, dropout seems to be related to the efficacy of the
services received. Although talk therapy was the most used service by
bereaved parents in our sample, it was also the most frequently dis-
continued: 33% discontinued because they were feeling better, but
36% dropped out of treatment because they felt the therapy was not

helping or that providers did not get (understand) their pain. In
fact, of all parents using talk therapy after their loss, a total of 40%
dropped out for a reason other than symptom improvement. This
appears to be increased compared with the general population;
Edlund et al32 found a treatment dropout rate of 19% in a commu-
nity sample.

This study should be interpreted with its methodologic limita-
tions in mind, including the cross-sectional design and the explor-
atory, hypothesis-generating nature of the analytic approach, which
could have resulted in spurious findings because of the number of
models run and in reduced statistical power because of the large
number of predictors included in the multivariable models. In addi-
tion, because parents who were excluded from or declined participa-
tion (explicitly or passively) may have been more distressed, resulting
in a healthy selection bias, the need observed may be an underestimate.
There was also limited racial/ethnic diversity in the sample. It should
be noted that the data collected was self-report without clinician as-
sessments, and thus formal psychiatric diagnoses could not be made;
rather, the symptoms were suggestive of diagnoses. Finally, this study
did not examine the quality of mental health services received or the
needs of surviving siblings, which may influence when and how par-
ents reach out for professional support.

Clinical Implications and Future Research

So if we build it, will they come? Our data suggest that parents
need, want, and often access bereavement mental health services.
Hospital-based programs offer continuity of care and are appreci-
ated by parents.11,33 Yet bereavement programs seem to be under-
used.9 These services could be improved to promote access for
those with more debilitating grief symptoms and to increase per-
ceived effectiveness.

This study’s findings have several implications. First, screening
efforts need to be improved. Such efforts should continue at least
through the second year postloss, and ideally beyond, because we
observed that 47% of parents expressed need 2 to 4 years postloss.
Minority parents in this study were more likely to have unmet
expressed need and treatment fearfulness, indicating the impor-
tance of greater outreach to bereaved minority parents. Prior re-
search has suggested strategies to decrease racial/ethnic disparities
in MHSU, including facilitating access to quality care and a diverse
community of providers and improving patient and clinician edu-
cation.34 Emotional and logistical barriers to accessing care might
be addressed through inclusion of bereaved parents who report
they are coping well in intervention development and outreach
efforts and through the use of telemedicine.11 Finally, our finding
that more than one third of parents dropped out of talk therapy
because they did not find it helpful, with some feeling that provid-
ers could not understand the intensity of their pain, suggests the
importance of improving the quality of bereavement care6 and
increasing providers’ sensitivity to bereaved parents’ yearning for
their child and their ability to foster parents’ sense of hope about
the future. In addition to efforts to replicate our findings, future
research might therefore focus on developing adequate screening
tools, evaluating the use of technology to reduce barriers to access-
ing care, and developing effective, tailored grief interventions with
input from bereaved parents.
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Appendix

Households assessed for eligibility 
(N = 1,080)

Households eligible for approach
(n = 509; 47.1%)

Not approached
(n = 223; 20.6%)

Households approached
(n = 286; 26.5%)

Unreachable
(n = 82; 7.6%)

Lost to follow-up
(n = 16; 1.5%)

Households reached
(n = 204; 18.9%)

Declined
   Too painful
   Too soon after child’s death
   Too many life stressors
   Bad experience with institution
   Did not want to discuss loss
   Wanted to get past the loss
   Unknown reason

(n = 63; 5.8%)
   (n = 10; 0.9%)

   (n = 8; 0.7%)
   (n = 4; 0.4%)
   (n = 3; 0.3%)
   (n = 3; 0.3%)
   (n = 2; 0.2%)

   (n = 33; 3.1%)

Households that consented
(n = 125; 11.6%; 160 parents)

Households completed
(n = 97; 8.8%; 120 parents)

Ineligible
   > 6 years since loss
   Already approached at NCI
   Child’s age < 6 months or > 25 years
   Not fluent in English

Excluded
   Physician excluded
   Child received limited care at MSK
   Physician declined participation in study
   Child was an international patient
   Child treated by a service not initially approached
   Administrator excluded (eg, legal/ethics issues)
   No physician response
   Other

*Reasons for physician exclusion
   Physician not familiar with family
   Abusive/unstable family situation
   Child received limited care at MSK
   Parents angry
   Unknown

(n = 96; 8.9%)
 (n =  24; 2.2%)
  (n = 12; 1.1%)

 (n = 6; 0.6%)
(n = 4; 0.4%)

(n = 50; 4.6%)

(n = 396; 36.7%)
(n = 96; 8.9%; see reasons*)

(n = 69; 6.4%)
(n = 61; 5.7%)
(n = 58; 5.4%)
(n = 43; 4.0%)
(n = 37; 3.4%)
(n = 18; 1.7%)
(n = 14; 1.2%)

(n = 175; 16.2%)
  (n = 97; 9.0%)
   (n = 35; 3.2%)
   (n = 23; 2.1%)

(n = 20; 1.9%)

Fig A1. Recruitment flowchart. MSKCC, Memorial Sloan Kettering Cancer Center; NCI, National Cancer Institute Pediatric Oncology Branch.
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