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Abstract

Objective: Many children who die are eligible for hospice enrollment but little is known about parental
perceptions of the hospice experience, the benefits, and disappointments. The objective of this study was to
explore parental perspectives of the hospice experience in children with cancer, and to explore how race/
ethnicity impacts this experience.
Study Design: We held 20 semistructured interviews with 34 caregivers of children who died of cancer and
used hospice. Interviews were conducted in the caregivers’ primary language: 12 in English and 8 in Spanish.
Interviews were recorded, transcribed, and analyzed using accepted qualitative methods.
Results: Both English and Spanish speakers described the importance of honest, direct communication by
medical providers, and anxieties surrounding the expectation of the moment of death. Five English-speaking
families returned to the hospital because of unsatisfactory symptom management and the need for additional
supportive services. Alternatively, Spanish speakers commonly stressed the importance of being at home and
did not focus on symptom management. Both groups invoked themes of caregiver appraisal, but English-
speaking caregivers more commonly discussed themes of financial hardship and fear of insurance loss, while
Spanish-speakers focused on difficulties of bedside caregiving and geographic separation from family.
Conclusions: The intense grief associated with the loss of a child creates shared experiences, but Spanish- and
English-speaking parents describe their hospice experiences in different ways. Additional studies in pediatric
hospice care are warranted to improve the care we provide to children at the end of life.

Introduction

Hospice, considered to be the model for quality, com-
passionate care for people facing life-limiting illness, is

both a philosophy and a system of care and is defined by the
Institute of Medicine as ‘‘a comprehensive, socially sup-
portive, pain-reducing, and comforting alternative to tech-
nologically elaborate, medically centered interventions.’’1–4

Hospice focuses on ‘‘caring, not curing’’ and may be pro-
vided in free-standing hospice centers, hospitals, or nursing
homes, but in most cases is provided in patient homes.3

Home-based care often affords the dying person greater
emotional and physical comfort, and therefore, enhanced
quality of life during the terminal phase.5 Many children who

die are eligible for hospice care and many parents of children
who die of cancer report home as a preferred location of
death.6–9 Regardless of whether a child died at home or
elsewhere, parents who are able to plan their child’s location
of death are more likely to report feeling prepared for their
child’s end of life and comfortable with the location of death
than those who did not plan.10 Thus, high-quality commu-
nication surrounding end-of-life care, and the opportunity to
plan the location of death, may represent more relevant
predictors for parental outcomes than the actual location in
which a child dies.10

While multiple studies have documented racial/ethnic
disparities in hospice enrollment in adults,11–17 to our
knowledge only one study has addressed this question in the
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pediatric population.18 In a retrospective cohort study of 95
children with cancer who enrolled on hospice in Texas over 5
years, we found that Latinos were significantly more likely to
enroll on hospice than children of other racial/ethnic
groups.18 A 2008 survey of Children’s Oncology Group in-
stitutions indicated that although approximately 60% had
hospice programs available, hospice services were under-
utilized, with the median number of hospice enrollments less
than half of the number of patient deaths.19 Experts in the
field of pediatric end of life (EOL) care have found that less
than 10% of eligible children receive hospice care, and a
study of children with complex chronic conditions in Cali-
fornia at the end of life found that less than 25% accessed care
designed to meet the physical and psychosocial needs of
terminally ill children.20,21 Pediatric provider perceptions of
barriers to hospice enrollment have been explored, but pa-
rental perspectives about hospice care and those factors that
may impact hospice enrollment and revocation have not.22,23

How children and their families experience hospice, and how
race/ethnicity may modify this experience, remain unknown.
Therefore, the aim of this pilot study was to qualitatively
explore parental perspectives on the hospice experience
among those whose children died as a result of cancer. Spe-
cifically, we sought to explore potential differences in this
experience using Spanish-language preference as a proxy for
acculturation in a diverse sample of pediatric patients with
cancer.

Methods

Participants

Potential participants, mainly bereaved parents, were
identified upon chart review of patients treated for cancer
who died between 2006–2010 while under the care of a pri-
mary oncologist at Children’s Medical Center Dallas, This
cohort was then cross-referenced with the two local hospice
agencies that service the catchment area (unpublished data).
Caregivers of children with cancer who were enrolled in
hospice prior to the child’s death were considered for inclu-
sion in this study. Exclusion criteria included any child who
was older than 18 at the time of diagnosis, or whose death was
the result of an event unrelated to cancer. Participants were
recruited through an initial mailed invitation letter including
an opt-out card, followed by an invitation phone call. Of the
98 families to whom recruitment letters were mailed, 3 re-
turned opt-out cards. Thirty-two (33%) caregivers were
reached by phone; 21 families had at least one caregiver who
agreed to participate, but one family who consented was
unable to complete the interview because of scheduling con-
flicts. Participants provided written consent and completed a
brief demographic survey at the time of the interview. Inter-
views were held in the spring 2013; time since the child’s
death ranged from 3 to 7 years. Participants received an
honorarium for each interview in the form of a gift card ($30).

Institutional Review Board approval was obtained from
the University of Texas at Southwestern (STU 012012-158).

Interviews

A 16-item interview moderator’s guide (Fig. 1) was de-
veloped based on domains drawn from the literature re-
garding parental decision making in pediatrics, parental
decision-making in children with cancer and at the end of life,

and medical decision-making in Latinos. The guide was re-
viewed with an ethnically diverse focus group of eight be-
reaved parents of children who died of cancer, and revised
according to their recommendations. It was edited to an
eighth-grade reading level by a specialist in medical educa-
tion, and translated into Spanish by a bilingual research as-
sistant. Last, it was reviewed and edited for cultural validity
by the University of Texas at Southwestern Language Vali-
dation Services.

Each interview was held at a location that was selected by
the participant. Given the exploratory nature of this research,
participants included whoever was designated as a primary
caregiver to the child during hospice enrollment. Participants
were therefore interviewed based on family preference: in-
dividually, as mother–father dyads, as entire families in-
cluding siblings, and in one case with two cousins and an
uncle. Interviews were conducted by the principal investi-
gator or by research team members trained in qualitative
research methods. Interviews were conducted in English or
Spanish based on participant preference and were approxi-
mately 60 minutes each. Interviews were digitally recorded
and transcribed, and Spanish transcripts were translated by a
bilingual research assistant.

Data analysis

Transcripts of each interview were reviewed by three
members of the research team using an inductive, text-driven
approach to thematic content analysis.24,25 After reading
through all transcripts, team members developed and applied
initial open codes in NVivo 9 (QSR International, Victoria,
Australia). This line-by-line coding led to the understand-
ing and development of thematic categories of codes. The
analysis team members, principal investigator (R.T.), master’s-
level qualitative analyst (E.M.), and bilingual research assistant
(M.F.), met weekly to discuss emergent themes and resolve
any coding discrepancies. In an iterative process, codes were
reconstructed, refined, and revised.26,27

Once coding was completed, the team reviewed results by
participant demographics and determined that comparison
based on participant interview language was most appropri-
ate to examine differences. Team members then reviewed
English- and Spanish-coded utterances individually and met
with coinvestigators (S.C.L., N.W.) to discuss findings until
consensus was reached regarding broad themes.

Results

Thirty-four adult caregivers participated in 20 interviews,
including one self-identified as African American, 18 self-
identified as Hispanic/Latino, and 15 self-identified non-
Hispanic Caucasians. Thirty-one participants were parents;
one patient’s parents remained in Mexico for the duration of
his cancer treatment and death, so his uncle and two cousins
participated as primary caregivers. Participant and interview
demographic characteristics are summarized in Table 1. All
participants who identified as Caucasian or African American
and 3 who identified as Hispanic/Latino were English-
speaking; all remaining participants were Spanish-speaking.
Twelve interviews were conducted in English and 8 were
conducted in Spanish.

Overall, English-speaking families reported higher levels
of education than Spanish-speaking families, and their
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FIG. 1. Moderator’s guide.
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children were much more likely to carry private insurance
versus Medicaid or charity care (Children with Special
Healthcare Needs), which may indicate higher socioeco-
nomic status than parents in Spanish-speaking families. More
of the children of English-speaking families (5) than Spanish-
speaking families (1) exited hospice before death. Spanish-
speaking families were much more likely to involve other
siblings or family members in the study interviews (7 of 8
interviews) than were English-speaking families (4 of 12
interviews).

Themes that emerged include: communication with med-
ical providers, which includes the subthemes honesty and
trust in communication; hospice expectations and utilization,
which includes the subthemes transition to hospice care, re-
tention, quality of care, symptom control, prior familiarity
with hospice, and types of services and staff utilized; and
caregiver appraisal, which includes the subthemes geo-
graphic difficulties, financial difficulties, family dynamics,
and social support. These themes, and similarities and dif-
ferences that emerged between English-speaking and
Spanish-speaking participants, are summarized in Table 2.

Communication with medical providers

We found that receiving honest, truthful, direct prognostic
information was important to both English- and Spanish-
speaking families. English-speaking families more com-
monly indicated that they may have been unwilling or unable
to receive bad news early on.

It took the second set of opinions for me to understand she’s
not gonna make it.We all heard the same thing.I just
couldn’t believe it.

Spanish-speaking families were consistently satisfied with
the use and quality of interpreters in the majority of their care.
As exhibited in the quotations that follow, some families did
discuss culture-related frustrations with communication in
the emergency department and the receipt of bad news in the
presence of their child, and a few also described inconsistent
use of interpreters for day-to-day bedside matters when the
child or siblings spoke English.

The doctor knew that, she came in and spoke to him [Dad] but
he [child] was to one side. But [child] paid attention, although
he was over there, he paid attention. He told me, ‘‘I heard the
doctor told dad that I was going to die.’’

At the beginning, what I didn’t like was the ER, yes very
crude, in other words, she tells me ‘‘It can be an infection or
cancer.’’ That yes, I say that if it is something like that they let
it hit you very badly.

Hospice care

Both English-speaking and Spanish-speaking families said
that the decision to enroll in hospice was driven primarily by
the recommendation of the primary oncologist. English-
speaking families often framed the decision to transition to
hospice care as the only option, whereas Spanish-speaking
families more commonly discussed this as a choice provided
by their oncologist.

[English-speaking]Yeah I mean she was on hospice care, she
was going to die, we needed it.because we wanted her
anywhere we were, at home, and that was really the thing, if
she was going to be sick we wanted to keep her home.

Table 1. Participant Demographic

and Interview Characteristics

Participant and interview characteristics

English Spanish Total
Characteristics n = 12 n = 8 n = 20

Age of child at death
Less than 2 years 0 1 1
2 years to 5 years 4 1 5
6 years to 12 years 3 2 5
13 years to 18 years 5 4 9

Gender of child
Female 7 3 10
Male 5 5 10

Payer status of child
Medicaid/CHSCN 3 7 10
Private insurance 9 1 10

Race/ethnicity of participant
Black 1 0 1
Hispanic/Latino 3 8 11
Non-Hispanic white 8 0 8

Location of interview
Participant home 10 6 16
Medical center 1 1 2
Other location 1 1 2

Highest level of education of participants
Grade school 0 1 1
Some high school 0 2 2
High school graduate 0 3 3
Some college 3 1 4
College graduate 5 1 6
Graduate level or higher 4 0 4

Number of other children in the family
None 1 0 1
1 6 3 9
2 2 3 5
3 or more 3 2 5

Retention on hospice at death
Exited hospice 5 1 6
Remained on hospice 7 7 14

Interview participant relationship to child
Mother and father 6 6 12
Mother only 5 1 6
Father only 1 0 1
Parent and/or other

family members
0 1 1

Religion
Christian-Catholic 3 7 10
Christian-Other 7 0 7
Non-Christian other 1 0 1
Unassigned 1 1 2

Siblings or other family present at interview
Yes 4 7 11
No 8 1 9

Location of interview
Participant home 10 6 16
Cancer support center 1 0 1
Children’s Medical

Center
1 1 2

Other (Local library) 0 1 1
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Table 2. Important Themes and Differences and Similarities between English and Spanish Participants

English Spanish

Trust in the provider/medical communication

Differences
Parents would have preferred to be given difficult news

honestly, clearly, directly from the beginning
Parents would have preferred to hear difficult news before

the child; some were told simultaneously due to the
language barrier

Some parents heard bad news more directly from a second
opinion and may have been unprepared or unwilling to
receive bad news early on

Sometimes, the child or sibling overheard difficult news due
to the language barrier

Some parents expressed regret in that had they understood
sooner, they may have done more enjoyable things with
the time they had left

Patterns of communication were at times different between
the family, patient and team due to language barrier

Having a doctor that you trust is very important; this person
does not necessarily have to be the primary oncologist

Parents appreciated all efforts to make sure they understood
news during ‘‘big’’ conversations, but on a minute-to-
minute or day-to-day basis at the bedside, language was
frequently an issue

If any doctor came to the funeral, was present at the death,
or acknowledged the death in some way, this was very
special to the family

Communication in the emergency department was very poor

Many participants received honest, truthful communication
from providers, and felt that doctors were forthcoming

Overall, though, many felt communication was good, used
interpreters, explained things clearly to the patient and the
parents

Hospice

Prior familiarity with hospice

Differences
Most participants had heard of hospice, and thought it was

for the very old, to provide care at home
Most had heard of it, but no strong themes

Most never considered the notion that a child would need
hospice

Hospice conversation: Transition

Differences
Families seemed feel to that hospice was next step, there

were no other options
Families were aware that they could go home or stay in

hospital
Most parents knew prognosis was poor early on Parents felt that their options were explained well by

physicians
Transitions were described as following a progression of at-

tempts at chemotherapy, cancer progression, and then hospice
The child’s preferences often drove the choice to go home

Family wanted to be home
Similarities

Hospice was chosen because it was recommended by the doctor

Hospice nurse communication

Differences
Many parents disliked the personality of the hospice nurse and

felt that she made a negative first impression; these families
often felt that they did not get along well with nurse

Most families felt that the communication with the hospice
nurse was overall very positive, despite the language
barrier

Some parents, when asked about coming to the hospital,
were told to stay home and not return to the hospital

Most families felt that the nurse explained hospice care very
well

The doctor’s high opinion of the nurse influenced the
decision to continue hospice care

Some families had a very positive impression of their
hospice nurses

Some families felt that communication with the nurse was broadly very positive

(continued)
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Table 2. (Continued)

English Spanish

Similarities
Hospice providers normalized the death and dying experience, which was very helpful to caregivers

Quality of hospice care

Differences
Variable, but overall families described positive experiences Most families felt that experiences were overall very

positive
If families complained, it had to do with the personality of

the hospice nurse, being told they were not able to return
to the hospital, or pain and symptom control

If families complained, it was that they would like more
time after the death before hospice arrived to pick up the
equipment

Symptom control

Differences
Many families felt that pain and symptom control was poor,

with a few notable exceptions who felt that the hospice
provided excellent pain and symptom control

Overall families felt symptoms were well controlled, with
few exceptions

Services and staff provided

Differences
Many described that child life was critical in the hospice

experience
Some described extra support in terms of hospice helping

with planning the funeral

Retention on hospice

Differences
Many families needed to go back to hospital due to poor

pain or symptom control
Many families described that it was most important to be

home, no matter the quality of symptom control
Some families believed that insurance would not cover

returning to the hospital, or were told by the hospice that
this was not an option

The child preferred to be home

The family wanted to be home

Similarities
Many families described a sense of panic and fear in anticipating the moment of their child’s death, or just after the death; a

hospice provider frequently was not present with these families when the child died

Caregiver appraisal

General

Differences
Those who understood that their child was dying were able

to, and would recommend to other families in a similar
situation, to stop and smell the roses, live every minute,
appreciate the time you have

Many participants described themes of being the bedside
nurse to their child

Those who did not realize that their child was dying regret
that they had not made more memories

Many participants described that not speaking English was a
barrier to feeling like an effective parent, and fear of not
being able to do what was needed due to language

Similarities
Many families described the difficulty of bearing witness to child’s suffering and, in retrospect, thought, ‘‘How did we do it?’’

Geography

Differences
There were no strong themes Many participants described having family in Mexico who

were unable to help and limited by immigration status
In one family, the patient, a teenager, was cared for by a

group of second-degree relatives because his parents

(continued)
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Table 2. (Continued)

English Spanish

remained in Mexico, yet he remained in the United States
to die because he believed his pain control would be poor
in Mexico

One family moved from out of town to be closer to the
hospital

One family described that a charitable foundation refused to
provide them a car with air conditioning, and they felt that
this would have provided considerably more relief and
comfort to their ill child than a wish or a party

Financial

Differences
Some families described the difficulty of maintaining a job

with a sick child
Most participants described that father maintained a job and

the mother was the primary caregiver
Some families discussed concerns about being able to

maintain insurance and to also be present to care for the
child

Many parents shared the responsibility of caring for the
child and working

Some described that they would have paid anything to cure
their child and were thus vulnerable to scams

Spirituality/Religiosity

Differences
There were no strong themes Many described that the child’s death was the will of God or

God’s plan

Family Dynamics

Differences
Many families described having honesty and open, poignant

conversations with the child about his or her death and
were very thoughtful about how to discuss this with the
child

Many parents described not wanting to be honest with child
and protecting the child from the truth, although doctors
encouraged the family to be honest and were willing to
facilitate those conversations

Many families also described having open and honest
conversations with siblings

Some described situations where the child may have been
protecting them and was very mature, particularly when
children were teenagers and bilingual

Parents were concerned about the short- and long-term
impact of the child’s death on their siblings

Many described the child’s wishes drove their decision
making, particularly in the desire to be at home

Similarities
Many parents described being ‘‘in different places’’ during the journey of the child’s illness and death

Social support

Differences
Some families described deriving strength from the school

community
Many parents derived support from other families they met

in the hospital
Many wish they were able to connect with other families

who had been through it
Some needed resources not well understood by charity

organizations
Similarities

Many described social isolation from friends and family who ‘‘couldn’t handle it’’ or from ‘‘normal’’ families and friends
Systems Issues

Positive Experiences

Differences
Many described that it was special when doctors acknowl-

edged the child’s death
Many described that the care received by their child was no

different than that received by other patients

(continued)
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[Spanish-speaking]They gave me the option of letting [child]
stay at the hospital if he wanted to, or if he wanted, to come to
the house. And he told the doctor that he wanted to come
home.

[Spanish-speaking]But I think that he was comfortable being
at home, that he was with his family rather than if he were at
the hospital. I feel that in the hospital, well perhaps the nurse
would have been there, the doctor there at his side, but he was
much calmer at home. He liked being there at home, he didn’t
like being admitted very much.

Both mentioned a sense of panic and anxiety surrounding
the moment of their child’s death, and that hospice providers,
when present, were able to normalize the changes they wit-
nessed as the child died.

[Mother]But as soon as she got there we all felt a whole lot
better because you know I’ve never experienced somebody
dying let alone my own child, and so just not knowing.
[Father]I said is this normal? It’s like yes don’t worry about it,
his body is shutting down.

Some English-speaking families voiced discomfort with
the hospice nurse who cared for their child; frequently these
families relied on the positive recommendation of the pri-
mary oncologist in continuing hospice care. English-
speaking families were also more likely to describe frustra-
tions with hospice when they compared care delivered to
their child to that delivered to older relatives.

You know, she didn’t even know our names sometimes, but
maybe that was just a personal thing . if this is who Dr.
[Oncologist] worked best with then you know we’ll accept
that.

With parents on hospice, I’ve seen people that have 24-hour
care, you know, three shifts, seven days a week, but with our
child, she only came by when she had to.

Spanish-speaking families consistently commented that
they were pleased with what they perceived to be a high
quality of care provided by the hospice group.

[Mother]And if she wasn’t here, she’d send another person.
[Father]She’d send another person. Or she’d come and look
over him and she would call [the doctor], ‘‘Hey, I need this
medicine.’’ Within half an hour they’d knock the door and
there would be the medicine. It’s to say it was a good service,
really a very good service. We don’t have a single complaint.
They provided us with everything, I tell you.

Here too we’d call [hospice nurse] and this or that and she’d
come. Sometimes she’d come by to see how she was. ‘‘I came
to see another child around here’’ and like that. She wanted to
check on [child] to see how she was.

Six families of 20 in this study revoked hospice care, 5 due
to uncontrolled symptoms and 1 due to fear of caring for the
child in the home at the moment of death. All 5 who revoked
hospice due to poor pain and symptom control were English-
speaking, and the parents of one additional English-speaking
child described terrible suffering through her death, but ex-
pressed a belief that having elected the hospice benefit, they
were unable to return to the hospital for care.

I’m still—I look back and I don’t know what I was thinking. I
would have hired private duty, but the response I got, ‘‘Well
you’re the mother, you’re the parents, don’t you want to take
care of your child?’’ Cause I was thinking I needed to bring her
to the hospital because she was having trouble breathing.

[Mother]Her death was bad. I can’t say she had a good death.

[Father]She cried and cried and the Saturday before she passed.
I held her, she held her. She [mother]—She was inconsolable.

Caregiver appraisal

Both English-speaking and Spanish-speaking participants
in our study discussed themes of caregiver appraisal, in-
cluding the physical strain of caring for a dying child, family
stresses, and the need for social support. English-speaking
families were more likely to describe caregiver appraisal in
terms of the financial cost of caring for their children, and to
highlight concerns about maintaining their jobs specifically
to maintain insurance coverage for their child.

I carried our insurance so I had to go to work each day. My
company is really known for firing people that take leaves or
after so we just thought I’d better, I maintained my job and I
had the flexibility to go in when I, you know I still had to put
my 40 hours in, but I would go back and spend the night at the
hospital. but then he stayed with her during the day.

I can tell you I don’t think I slept very much. There was you
know you’re up all night and then you have to go to
work.with the stress of knowing that you know, well, my
child is going to die.so I think for some parents it might be
very difficult to try to do that and try to maintain a job and, you
know, bills and all the same stuff and it’s, it’s you know it’s
hard financially.

Table 2. (Continued)

English Spanish

Some felt that the hospital was an important source of
support

Similarities
Many parents believed that their child was a special patient to all caregivers, who was well-loved by the entire team

Negative Experiences
Differences

Some parents described language barriers at the bedside in
being able to access interpreters

Similarities
Many families described the negative impact of long wait times in the oncology clinic and the emergency department

Many felt that communication in the emergency department was broadly poor
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These parents also described that the stress of balancing
work with the care of a terminally ill child frequently led to
physical strain and near-exhaustion. Yet concerns about fi-
nancial strains and insurance loss were not described by our
Spanish-speaking families, who more commonly focused on
concerns about their role in providing bedside nursing care
to the child, or who discussed geographic restraints in living
far from family or only having one car for transportation.

We didn’t live here in Dallas, we lived in Sherman. We didn’t
have any family here. He, my son, the big one, and I were there at
the hospital. We practically lived in the hospital the first months.

Many of our Spanish-speaking families described being far
from family in Mexico; seven of eight Spanish-speaking in-
terviews specifically mentioned Mexico as the country of
origin. They did not describe involving their extended fam-
ilies in the decision-making and instead discussed making
decisions as a small unit, often mentioning a lack of under-
standing by other family members who were not directly
experiencing the loss. Consistent with prior research, themes
of withholding bad news from the patient and of not dis-
cussing death openly as a family were reported.28

We didn’t want to [tell her] because, um, because we have
always known that she is very, um, is very, how can I tell you?
That they know because if they are fighting to live, and then if
the doctors go and tell them, for example, ‘‘No, well, you have
this, and this and this.’’ So I think that [the child thinks], ‘‘Well,
enough.’’

However, Spanish-speaking families did mention being
encouraged by providers to be honest with their child, and
that at times, they allowed older children to discuss difficult
news with providers in English. English-speaking families
were more likely to discuss death openly as a family and to
prepare the child for his or her death, which is consistent with
studies examining communication at the end of life in Cau-
casian adults.28

Obviously there were scary times and when we started talking
about those, but he got to a point where he, he knew he was
going to die and we talked openly about that and you know we
tried to prepare him as best that we could with our religious
beliefs and what we believe would happen after he died.so
we have some really amazing memories of, associated with
those kind of experiences.
Most parents teach their child how to live. We taught ours how
to die.

Many English-speaking families mentioned the impor-
tance of the child life specialist in facilitating these conver-
sations and their disappointment when child life services
were cut from those provided by hospice either during or after
the child’s care.

We need the medical, but if I had to name one person that
made the most significant difference it was Child Life, it was
[therapist] and the chaplain.

The child life really made a difference because she worked
with my son too because [child] and our son are, were very
close in age and very tight.

Discussion

Public health scientists have investigated language pref-
erence as a marker of acculturation, a construct for the pro-

cess by which foreign-born individuals and their children
acquire and accommodate the values, beliefs, language,
customs and mannerisms of the new society in which they
live.29,30 We explored the hospice experience, from the per-
spective of bereaved parents whose children had died of
cancer and were enrolled in hospice, to gain an understanding
of hospice care for children and to ascertain whether any
major differences exist in the hospice experience between
Latino and Caucasian families. In our study context, accul-
turation theory would suggest that family preference to in-
terview in Spanish or English may act as a proxy for other
sociocultural factors shaping parent perspectives on the
hospice experience.31,32

Previous studies have highlighted tremendous communi-
cation barriers to receiving adequate pediatric palliative care
for Mexican American and Chinese American parents who
did not speak English, leading to long-lasting distress and
dissatisfaction with care.33 Based on this, we anticipated that
our Spanish-speaking families might express frustrations in
communication with oncology and hospice providers and
describe significant language barriers to providing adequate
care for their children. While we did learn of instances of
poor communication from Spanish-speaking families, these
instances were not more common among the Spanish-
speaking versus English-speaking families. Models for the
provision of culturally competent care are available and our
data further support incorporating them into oncology and
palliative care training.34,35 However, while it is imperative
for providers to receive training in culturally sensitive com-
munication, we are also mindful that individual patient
considerations also matter. Our findings indicate a distinction
between language barriers with quality communication and
poor communication with providers, regardless of patient
language preference.34

Prior retrospective interviews with bereaved parents of
children who died of cancer have indicated that many of
these children suffered from pain and other symptoms at the
end of life.36 Yet our study is the first to describe inadequate
symptom management specifically among children receiv-
ing hospice care, and the first to link hospice revocation
with poor pain and symptom control. This phenomenon
was more commonly reported by English-speaking families.
During our interviews, we did question our Spanish-speaking
parents about pain and symptom management, and some
responded that ‘‘It was more important to be home’’ and did
not further elaborate on symptom control for their children.
Thus, we are not convinced that these children had superior
pain and symptom control, only that the family’s priority
was to experience the death of the child in the comfort of
their home.

Caregiver appraisal has been defined as the ‘‘physical,
psychological or emotional, social, and financial problems
that can be experienced by family members,’’ and the ex-
perience of caregiving is viewed as having both positive and
negative dimensions.37,38 Financial burdens, psychological
distress, and emotional hardships borne by parents and family
members of children receiving treatment for cancer have
been previously described.39–45 Prior to this research, studies
have yet to examine such burdens in families of children
receiving hospice care or at the end of life. Importantly,
English-speaking and Spanish-speaking families here de-
scribed differing themes of caregiver burden that invoked
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issues of socioeconomic status. Our English-speaking fami-
lies were more likely to have attained a higher level of ed-
ucation and to carry private insurance coverage for their
child, which may indicate a higher socioeconomic status
than parents in Spanish-speaking families. English-speaking
parents were more likely to describe the strain of main-
taining a job through the child’s illness and death, such that
insurance coverage would be protected. Spanish-speaking
families did not mention concerns regarding insurance and
instead focused on the difficulties of bedside caregiving
and distance from family in Mexico. More studies are
warranted to describe all constructs of caregiver burden in
parents of children receiving hospice care, to understand the
impact of socioeconomic status in caregiver burden, and
to explore how hospice providers may best allocate re-
sources to ameliorate this burden. Because the Affordable
Care Act allows for concurrent hospice and curative care in
children, more children may be eligible for hospice care than
ever before; this may challenge existing resources and fur-
ther impact the quality of care provided to children at the
end of life.21,46

In 2012, Latinos represented the largest minority group in
the United States, comprising 17% of the population; this
number is expected to rise to 31% by 2060.47 Contro et al.48

described the experiences of Mexican American immigrants
who moved to the United States and then experienced the
death of a child; challenges faced by these families in being
far from home included a backdrop of poverty, absence of
traditional social support, and challenges in caring for healthy
siblings. Other studies about the influence of culture in hos-
pice care have highlighted the importance of the family in
EOL decision-making in Latino families, the belief that truth
telling about prognosis was harmful to the patient, and a
preference to not discuss death openly.29,49 While some of
these themes were reflected in our interviews, they were not
universally shared. As the Latino population of the United
States grows, research in EOL care must also evolve to en-
gage children, adolescents, and young adults that reflect both
the breadth and unique needs of this population.

This is the first pilot study to examine differences in the
racial/ethnic experiences in pediatric hospice care. Because
of the exploratory nature of this analysis in a single institution
with a small number of patient participants, findings may not
be generalizable, but we believe these data are noteworthy in
light of significant shifts in population diversity nationally.
It is possible that parents who participated in the study
represent a different group from those who opted out or re-
fused study participation, but it is impossible to know whe-
ther participants represent families who had a ‘‘better’’ or
‘‘worse’’ experience with hospice. Recall bias may have been
introduced in that studies were conducted months to years
after the child’s death. Our study found differences in par-
ents’ experience of hospice care varied by language prefer-
ence. Language preference as a marker of acculturation
processes may be mediated by education or other socioeco-
nomic factors; however, our study design did not allow us to
differentiate among these variables.

Conclusions

Hospice is an important provider of care for children
with cancer at the end of life. While the intense grief as-

sociated with the loss of a child creates common shared
experiences, we identified areas where Spanish-speaking
and English-speaking families differ in their description of
the hospice experience. While parents in both groups de-
scribed caregiver strain, English-speaking families were
more likely to highlight concerns about finances and in-
surance loss, while Spanish-speaking families described
the difficulty of bedside caregiving and geographic hard-
ship. Five English-speaking children in this study revoked
hospice because of poor pain and symptom management;
an additional English-speaking child died at home with
uncontrolled pain because her parents believed they could
not return to the hospital. Additional prospective research
is warranted to improve the care we provide to children at
the end of life, and to establish best practices for the care
of those children for whom hospice is an appropriate op-
tion. Infrastructure has been created for researchers to
conduct outcomes research in adults who receive hospice
care, but pediatric researchers lack a comparable vehicle
for national research.50,51 Establishing the infrastructure to
accomplish such research in pediatric populations should
be a priority for pediatric palliative and hospice providers
nationally.
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