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Abstract

Aims: To determine the spirituality of parents whose children have life-limiting illnesses and to determine the
factors associated with parents’ spirituality.

Methods: Telephone survey of 129 parents whose children were enrolled in a pediatric palliative care program in
Florida. The Functional Assessment of Chronic Illness Therapy-Spiritual Well-being (FACIT-Sp) scale was used
to measure parents’ spirituality. The Health Utilities Index (HUI) was used to measure health status.

Results: Parents’ average score on the FACIT-Sp meaning/peace subscale was 24.1 out of 32, and 12.5 out of 16
for the faith subscale. Parents’ average total FACIT-Sp score was 36.6 of 48. Multivariate analyses show that
parental black non-Hispanic race, “other” race, being married, as well as children’s higher vision and hearing
health status were associated with higher spirituality, as measured by the total FACIT-Sp. Two parent household
and children’s higher speech health status were associated with lower FACIT-Sp scores.

Conclusions: Our results suggest that non-white parents have greater faith-based and overall spirituality than
white parents. Spiritual assessments should be conducted for all parents as differing supportive services may be
needed. The palliative care team should ensure that parents’ spirituality is being incorporated, as appropriate,

into their children’s routine care.

Introduction

SINCE THE 1990s it has become clear that spirituality and
religion play formidable roles in health care in the United
States. Approximately 90% of Americans report that they
believe in God or a higher power,1 82% believe in the healing
power of prayer, and 77% believe that God intervenes to cure
people.” The link between religion and spirituality and health
has been well documented in the literature. A number of
studies focus on the health care outcomes of churchgoers
versus nonchurchgoers.>® Although it is difficult to claim
causality in these studies, since churchgoers may be more
likely to engage in less risky behaviors such as smoking cig-
arettes or drinking alcohol, many studies found that church-
goers were healthier versus nonchurchgoers.” A 1999 review
by Matthews et al.® of more than 200 studies found a signifi-
cant, positive relationship between religion and health or
physical functioning. Later studies widened their focus to
spirituality instead of religion. Spirituality has a broader
scope and is defined by Ross® as having three primary areas:
meaning and purpose, the will to live, and belief and faith in
self, others, and God.

Studies using the broader scope of spirituality have also
found it to be associated with improved outcomes, particu-

larly when patients are faced with their own death or care-
givers are faced with the death of a loved one. A number of
studies found that greater spiritual well-being in patients with
cancer has been associated with lower levels of stress and
anxiety and higher levels of satisfaction and hope.”'* Another
distinct portfolio of research has also emerged suggesting
that spirituality and faith play a role in medical decision-
making.'*"> For example, a 2003 study by Silvestri et al.'®
found that when asked to rank factors that affect their deci-
sion making, patients and caregivers ranked faith in God
second only to physician recommendation.

Less evidence is available about the spirituality of children
in pediatric palliative care programs or their parents, al-
though a variety of commentaries, guidelines, and editorials
do exist on the subject.'®"? This is somewhat surprising since
pediatric palliative care by definition is meant to “alleviate the
child’s physical, psychological, and social distress” and treat
the family as a whole.?” Puchalski et al.'” highlight some of the
potential reasons for this lack of evidence. They note that
spirituality studies in palliative care have been hampered by a
lack of common definition, lack of clarification about the role
of spirituality in palliative care and who should deliver that
care, and lack of scientific rigor. Two recent studies however
have addressed parents’ spirituality in pediatric palliative
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care. Feudtner et al.”' surveyed 77 pastoral care providers
working in children’s hospitals in the United States. Results
from the survey showed that the pastoral workers perceived
that between 60% and 80% of children’s parents had felt
fearful, had difficulty coping, questioned why they were ex-
periencing these circumstances, and asked about the meaning
and purpose of life. Pastoral workers felt that hospitals were
providing about 60% of needed spiritual care. A second study
by Mack et al.** surveyed 194 parents of children who have
cancer. Using the Functional Assessment of Chronic Illness
Therapy-Spiritual Well-being (FACIT-Sp) scale, they found
that more parents in the study scored at or above a cutoff score
of 4 out of 5 on questions relating to having a sense of purpose
(81%) than peace of mind (24%). Peace of mind was associated
with trust in oncologist and provision of high-quality and
detailed information by oncologist. Yet, it was not associated
with prognosis or time since diagnosis.

There is a need for more empirical research of spirituality in
pediatric palliative care for a wider range of life-limiting ill-
nesses and more diverse populations. Our study begins to
address these gaps by (1) assessing the spirituality of parents
whose children are enrolled in a well-established pediatric
palliative care program for low-income families and (2)
identifying children’s health status and families” demographic
factors associated with parents’ spirituality.

Methods
Sample

Study participants were parents of children aged 1 to
21 years who were enrolled in Florida’s Partners in Care:
Together for Kids (PIC:TFK) program, the first publicly
funded integrated pediatric palliative care program in the
nation.?

PIC:TFK is an integrated program, meaning that children
with life-limiting illnesses and their families receive palliative
care from the point of diagnosis to bereavement if neces-
sary; simultaneously they also receive curative care. All chil-
dren enrolled in the program are eligible for Medicaid or the
State Children’s Health Insurance Plan (SCHIP) and have
incomes less than 200% of the federal poverty level ($44,100
for a family of four). Children are indentified for potential
enrollment by their nurse care coordinator, a referral is then
obtained from the primary care physician, parents are ap-
proached to enroll their children, and services are provided by
a local hospice at the children’s homes.**

All parents whose children were currently enrolled in
PIC:TFK or disenrolled in the 3 months prior to the survey
period were included in the study. Telephone surveys were
conducted in English and Spanish between July and Sep-
tember 2009. Overall, 129 surveys were completed (response
rate, 66%); 127 with parents of currently enrolled children and
2 with parents whose children had been disenrolled. Primary
reason for disenrollment was that the family moved outside of
the program area. The University of Florida’s Institutional
Review Board approved this study.

Outcome measure

The FACIT-Sp scale was used to measure spirituality.” The
FACIT-Sp has been used extensively in research studies of
adults with life-threatening conditions.”*! When used with a
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sample of parents whose children had cancer, the FACIT-Sp
was found to have high internal consistency.**

The FACIT-Sp comprises 12 items that measure two sub-
scales: meaning/peace (8 items) and faith (4 items). Total
FACIT-Sp score is calculated by summing the scores of all 12
items and the maximum total score is 48. Subscale scores are
calculated by summing the items in a specific subscale. In
the case of missing data (approximately 2%), values were
imputed based on the developers” instructions (scoring in-
structions can be requested from the instrument developer’s
at www.facit.org/about/overview_measure.aspx). Higher
scores indicate greater spiritual well-being.

Factors

The second study aim was to estimate the association be-
tween spirituality and children’s health status and families’
demographic factors. The Health Utilities Index (HUI) system
was used to assess children’s health status.*** Hundreds
of clinical studies have used the HUI including pediatric
studies of childhood cancer survivors, cystic fibrosis, spina
bifida, and extremely low birth weight children.?>%° The HUI
consists of two systems: HUI2 and HUI3. In this study the
HUI3 was used because it has full structural independence
and has more attributes than the HUI2.*> HUI3 attributes
have five or six levels of functioning and include: vision,
hearing, speech, ambulation, dexterity, emotion, cognition,
and pain. Single-attribute levels can also be collapsed into
four disability categories: none, mild, moderate, or severe.
Standardized scoring algorithms were used to assess a child’s
health-related quality of life (HRQOL), which assigns a value
to each child’s health status. The algorithms produce a single-
attribute utility score for each attribute ranging from zero to
one, where zero represents the lowest level of function and
one represents the absence of disability in that attribute. The
reader is referred to Feeny et al.? for a further explanation of
the HUI3 system and scoring instructions. Although 129
parents completed the survey, the HUI can only be adminis-
tered to parents of children 5 years and older, as such, 98
parents completed the HUL

Several demographic questions were included on the sur-
vey about parent’s age, parent’s race/ethnicity, parent’s
gender, parental language spoken at home, parent’s marital
status, parent’s educational attainment, and type of house-
hold (single- or two-parent). Children’s age and gender were
also documented.

Analyses

Descriptive and multivariate analyses were conducted.
Three ordinary least squares multivariate regressions were
conducted to determine the associations between children’s
health status and demographic factors and (1) total FACIT-Sp
score, (2) meaning/ peace subscale score, and (3) faith subscale
score. P values <0.05 were considered to be statistically sig-
nificant. STATA version 10.0 (StataCorp, College Station, TX)
was used to perform the analyses.*!

Results

Sample characteristics

Table 1 shows the sample characteristics. Table 2 shows
the percentage and number of children in each HUI3 single
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TABLE 1. SUMMARY STATISTICS

Total (n=129)

Variable % N
Parent’s gender

Female 90.7% 117

Male 9.3% 12
Parent’s race/ethnicity

White non-Hispanic 53.1% 68

Hispanic 25.8% 33

Black non-Hispanic 16.4% 21

Other 4.7% 6
Parental language spoken at home

English 80.5% 103

Non-English 19.5% 25
Parent’s educational attainment

Less than high school 23.3% 30

High school graduate 23.3% 30

Some college 21.7% 28

College graduate 31.8% 41
Parent’s marital status

Non-married 59.2% 74

Married 40.8% 51
Type of household

Single-parent 46.8% 59

Two-parent 53.2% 67
Children’s gender

Female 40.3% 52

Male 59.7% 77

Mean (+sd)

Parent’s Age (years) 42.9 (£11.7)
Child’s Age (years) 9.9 (£6.1)

SD, standard deviation.

attribute by level (1 =98). The last row in Table 2 shows the
percentage of children who are moderately or severely dis-
abled (e.g., total percentage of children in levels 4 to 6 for the
cognition attribute, and total percentage of children in levels 3
to 6 for all other attributes). Parents reported the greatest
impairment for ambulation (58% of children are moderately
to severely impaired) and the least impairment for hearing
(12% of children are moderately to severely impaired). Table 3
shows the mean, standard deviation, and median HUI3 sin-
gle-attribute utility scores.

FACIT-Sp responses

Although not shown in the tables, the mean score on the
total FACIT-Sp was 36.6 of 48 (standard deviation = 8.74). The
mean score on the meaning/peace subscale was 24.1 out of 32
(standard deviation = 6.2). On the meaning/peace subscale at
least one half of parents were in agreement with “I have a
reason for living”; “My life has been productive”; and “I feel a
sense of purpose in life” (Table 4). At least one half of parents
were in disagreement with “My life lacks meaning and pur-
pose.” The largest disagreement with a positive statement was
on item 1. Thirty-five percent of parents did not agree or only
agreed a little bit with the statement “I feel peaceful.” A cross
tabulation of those parents indicated that they were primarily
not married (73%), are high school graduates or less (50%),
and are in single-parent households (59%).
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Mean score on the faith subscale was 12.5 out of 16 (stan-
dard deviation =4.1). On the faith subscale at least one half of
parents were in agreement with all four items. The largest
indication of disagreement (16%) with a positive statement
was “My child’s illness has strengthened my faith or spiritual
beliefs.” A cross-tabulation of those parents indicated that
they were primarily married (65%), white non-Hispanic
(90%), and have an associates degree or higher (48%).

Multivariate analyses

Three ordinary least squares regressions were performed
where the dependent variables were: total FACIT-Sp score,
meaning/ peace subscale score, and faith subscale score (Table
5). Table 5 shows that black non-Hispanic race, “other” race,
being married, and children’s vision and hearing single-at-
tribute utility scores were positively associated with the total
FACIT-Sp score while two-parent household and speech was
negatively associated with total FACIT-Sp score.

For the regression in which the meaning/peace subscale
score was the dependent variable, being married and chil-
dren’s hearing were positively associated and speech was
negatively associated with the dependent variable.

For the regression in which the faith subscale score was the
dependent variable, black non-Hispanic race, “other” race,
and vision were positively associated and two parent house-
hold was negatively associated with the faith subscale score.

Discussion

Parents of children in palliative care programs are likely to
be faced with a number of medical decisions throughout their
children’s lifetimes and therefore may have a greater reliance
on faith in God, religion, or spirituality as a coping mecha-
nism. As a result, it is important that spirituality, and factors
associated with that spirituality, is understood. Although
several studies have documented spirituality in palliative
care, most are focused on adults.*>** Our study both cor-
roborates and expands the literature in the following ways.

First, our findings speak to parents’ spirituality when their
children are enrolled in a home-based pediatric palliative care
program. Of the few studies that have focused on the needs of
the family, most of those studies are in the inpatient setting
and are focused on the end of children’s lives.*"** Because the
PIC:TFK program provides care from the point of diagnosis
onward, this allows the palliative care team to assess the
spirituality of the parents over different states of illness. Re-
sults from the FACIT-Sp meaning/peace subscale indicates
that an overwhelming majority of the parents have peace and
meaning. The most notable exception was that more parents
who were unmarried, had single households, and had lower
educational attainment disagreed with the statement “I feel
peaceful.” Likewise, parents had high faith scores. Parents
who were married, white non-Hispanic, and had high edu-
cation had higher disagreement with the statement “My
child’s illness has strengthened my faith or spiritual beliefs.”
Further research should determine if support or spiritual
counseling would be beneficial to these parents.

Second, this study contributes to the literature on the FA-
CIT-Sp scale. We chose this instrument because it had been
validated with patients with terminal illnesses and a battery
of psychometric tests point to its validity and reliability.*
However, there are inconsistencies in the literature when the
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TaBLE 2. HUI3 ATTRIBUTES
Vision Hearing Speech Ambulation
n % n %o n % n %o
Level 1 (normal) 37 38.5% 82 85.4% 47 48.0% 33 33.7%
Level 2 21 21.9% 3 3.1% 8 8.2% 8 8.2%
Level 3 3 3.1% 2 2.1% 6 6.1% 1 1.0%
Level 4 15 15.6% 0 0.0% 8 8.2% 2 2.0%
Level 5 10 10.4% 3 3.1% 29 29.6% 8 8.2%
Level 6 10 10.4% 6 6.3% 46 46.9%
Total 96 100.0% 96 100.0% 98 100% 98 100%
% none or mild 58 60.4% 85 88.5% 55 56.1% 41 41.8%
% moderate or severe 38 39.6% 11 11.5% 43 43.9% 57 58.2%
Dexterity Emotion Cognition Pain
n % n % n % n %

Level 1 (normal) 60 61.2% 58 62.4% 20 22.0% 39 40.2%
Level 2 1 1.0% 21 22.6% 16 17.6% 6 6.2%
Level 3 1 1.0% 11 11.8% 3 3.3% 21 21.7%
Level 4 3 3.1% 0 0.0% 13 14.3% 15 15.5%
Level 5 9 9.2% 3 3.2% 12 13.2% 16 16.5%
Level 6 24 24.5% 27 29.7%

Total 98 100% 93 100% 91 100% 97 100%
% none or mild 61 62.2% 79 84.9% 39 42.9% 45 46.4%
% moderate or severe 37 37.8% 14 15.1% 52 57.1% 52 53.6%

HUI, Health Utilities Index.

FACIT-Sp scale was used, making interpretation and com-
parisons difficult. For example, the 2009 study by Mack et al.**
study provides the closest study to make comparisons to ours.
Mack et al.** administered the FACIT-Sp to 194 parents of
children with cancer. The authors report that they dichoto-
mized the meaning/peace subscale score using 4 as a cutoff
because they “felt [that a score of 4 out of 5] generally indi-
cated a strong sense of peace.” The authors state that their
findings raise the question of whether peace of mind is possible
for parents. Our findings are contradictory. Parents in our
sample report a mean meaning/peace score of 24.1 of 32.
Perhaps this illustrates the need to establish clinically mean-
ingful cutoff scores for the FACIT-Sp, which could be validated
by known-groups related to the parents” psychological well-
being or quality of life. This information could be useful for
pediatric palliative care staff when deciding if families should
receive a spiritual screening, a spiritual history-taking, or a
formal spiritual assessment as illustrated by the biophysical-
spiritual model of care by Sulmasy.'” Further psychometric

TaBrLE 3. HUI3 SINGLE-ATTRIBUTE UTILITY SCORES

Attribute Mean (+ standard deviation) Median
Vision 0.75 (+0.33) 0.95
Hearing 0.91 (£0.26) 1
Speech 0.62 (+£0.44) 0.82
Ambulation 0.43 (+0.47) 0.16
Dexterity 0.66 (£0.45) 1
Emotion 0.92 (£0.19) 1
Cognition 0.54 (+£0.41) 0.7
Pain 0.70 (+0.36) 0.77

HUI, Health Utilities Index.

testing may be needed to compare the validity and reliability of
the FACIT-Sp scale against other scales designed to measure
similar constructs, such as the JAREL (Spiritual Well-Being
Scale), MiLS (Meaning in Life Scale), and MPS (Mental Phy-
sical and Spiritual Well-being Scale).**

Third, results from the multivariate analysis in which FACIT-
Sp and its subscale scores are the dependent variables indicate
that non-white race is significantly associated with greater faith
and spirituality. Our findings corroborate those from several
existing studies of adults with cancer or end-of-life care. These
studies found that black patients are more likely to rely on
faith and spirituality than their white counterparts.*® Black
patients are also more likely to desire life-sustaining interven-
tions and less likely to have a living will.** Other studies have
found that church attendance and black race are associated with
disagreement with the hospice concept.*® Our multivariate re-
sults also suggest that parents of children with higher vision
and hearing functioning had higher spirituality scores. Inter-
estingly, these single attributes are in and of themselves not life-
threatening. Perhaps parents whose children are not blind or
deaf associate that with greater meaning, faith, and spirituality
because their children already have a life-threatening diagnosis.
The lack of association between other child health attributes
(e.g., pain, cognition, emotion, dexterity) and spirituality is in-
teresting and warrants further research. Since we do not have
information on time since diagnosis, perhaps these factors have
a lesser effect the further out from diagnosis.

Admittedly, there are several study limitations that merit
attention. First, the response rate for the survey was 66%. While
this response rate is consistent with prior surveys conducted
with this population*”** a 2009 study by Knapp et al.*’ noted
that inherent differences between responders and non-
responders may exist. Using telephone survey data from par-
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TABLE 4. PARENTAL SPIRITUALITY USING FACIT-Sp

FACIT-Sp

Not at all A little bit Somewhat Quite a bit Very much

Meaning/Peace subscale
11 feel peaceful

2 I have a reason for living

3 My life has been productive
4 T have trouble feeling peace of mind
51 feel a sense of purpose in life
6 I am able to reach down deep into myself for comfort
7 1 feel a sense of harmony within myself
8 My life lacks meaning and purpose

Faith subscale

11 find comfort in my faith or spiritual beliefs

2 I find strength in my faith or spiritual beliefs

3 My child’s illness has strengthened my faith or spiritual beliefs
4 T know that whatever happens with my child’s

illness, things will be okay

10% 25% 16% 22% 26%
2% 3% 2% 19% 74%
3% 9% 9% 21% 59%

46% 25% 14% 6% 10%
3% 4% 14% 21% 58%
8% 6% 20% 25% 41%
6% 10% 21% 24% 39%

65% 6% 10% 10% 9%
5% 3% 14% 21% 57%
6% 6% 11% 22% 56%

10% 6% 10% 22% 52%
4% 6% 12% 27% 51%

FACIT-Sp, Functional Assessment of Chronic Illness Therapy-Spiritual Well-Being scale.

TABLE 5. MULTIVARIATE ANALYSES

Total ~ Meaning/Peace  Faith
FACIT- Subscale Subscale
Variable Sp score score score
Parent’s gender
Male —2.73 -1.74 -0.99
Parent’s race/ethnicity
Hispanic —0.33 —2.06 1.73
Black non-Hispanic 6.71% 2.46 4.25%
Other 6.67° 2.98 3.70%
Parental language spoken at home
Non-English 6.43 4.86 1.57
Parent’s educational attainment
Less than high school —-3.52 —1.98 —1.54
High school graduate —1.46 -1.18 —0.28
Some college 1.92 2.00 —0.08
Parent’s marital status
Married 7.16% 4.91% 2.26
Type of household
Two-parent household  —6.02° -3.21 —2.81°
Children’s gender
Female —0.67 0.17 —0.84
HUI3 single-attribute utility scores
Vision 10.55% 6.74 3.82°%
Hearing 12.60% 10.84% 1.76
Speech —10.36" —8.35° —2.02
Ambulation 0.79 0.72 0.07
Dexterity 1.45 1.92 -0.47
Emotion 6.68 5.44 1.25
Cognition —4.90 —2.44 —2.46
Pain —2.61 —1.65 —0.96
Parent’s age (years) 0.08 0.05 0.03
Child’s age (years) —0.30 -0.22 —0.09

p <0.05.

Referent groups: Female, white, non-Hispanic, English, college
graduate, non married, two-parent house hold, female child.
FACIT-Sp, Functional Assessment of Chronic Illness Therapy-

Spiritual Well-Being scale; HUI, Health Utilities Index.

ents whose children were enrolled in the PIC:TFK program, the
study found that black, non-Hispanic parents and parents
whose children were in the mid stage of illness were less likely
to participate in the pediatric palliative care telephone surveys
(p=0.01 and p = 0.04, respectively).*’ Second, the homogeneity
of our sample may restrict the generalizability of our findings.
Our sample included parents of children enrolled in the
PIC:TFK program. As compared with other pediatric palliative
care programs, Florida’s program is large, well established, and
has a large number of enrollees. Thus, we are able to avoid a
major problem that plagues pediatric palliative care research:
small sample size. Yet, we are still faced with lack of general-
izability. Third, there are likely other factors that affect parents’
spirituality that we did not assess on the survey such as child’s
prognosis and parents” perceptions of child’s suffering. Long-
itudinal studies should be conducted to determine if the par-
ents’ spirituality changes as their children’s illnesses progress.
Fourth, we did not ask parents to report their children’s specific
diagnosis. Yet, we do not necessarily view the inability to report
the spirituality results by diagnosis negatively. Oftentimes
children are admitted to the program with more than one life-
threatening diagnosis and some children are admitted because
the combination of multiple diagnoses is considered life-
threatening. Therefore, interpreting the data by diagnosis may
lead to misleading conclusions. Assessing children’s functional
status using the standardized HUI3 scale may be a more robust
way to examine the associations between health status and
parental spirituality and can lead to more generalizable find-
ings. However, the HUI can only be administered to children 5
years and older and so the results of the three ordinary least
squares multivariate regressions are for the subset of parents of
children 5 years and older. Finally, we acknowledge that doc-
umenting and incorporating the child’s spirituality into the care
plan is equally as important as collecting this information from
parents. However, there are two issues that make this infor-
mation difficult to assess. First, approximately one third of the
children in the PIC:TFK program are nonverbal or do not have
age-appropriate cognitive skills. Second, there is a deficit in
standardized, validated, child-report instruments for spiritual-
ity. Future research should explore ways to address these two
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challenges so that the spirituality of children in palliative care
programs can be understood and compared to the spirituality of
their parents and/or healthy peers.

Despite these limitations, our findings contribute to the
literature on the spirituality of parents whose children have
life-limiting illnesses. The ability to measure spirituality, as
well as comment on the factors associated with spirituality, is
important for recognizing the opportunities and challenges
for improving family-based spiritual care.
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