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Abstract

One of the many difficult moments for families of children with life-limiting illnesses is to make
the decision to access pediatric hospice care. Although determinants that influence families’
decisions to access pediatric hospice care have been recently identified, the relationship between
these determinants and access to pediatric hospice care have not been explicated or grounded in
accepted healthcare theories or models. Using the Andersen Behavioral Healthcare Utilization
Model, this article presents a conceptual model describing the determinants of hospice access.
Predisposing (demographic; social support; and knowledge, beliefs, and values), enabling (family
and community resources) and need (perceived and evaluated needs) factors were identified
through the use of hospice literature. The relationships among these factors are described and
implications of the model for future study and practice are discussed.

In the United States, approximately 44,000 children die each year.! For those children
whose deaths are attributed to health problems, families experience emotional turmoil as
they must acknowledge that a child is terminally ill and dying. 2 The hope that a cure might
still be an option slowly transitions to the reality of the child's impeding death.3 It is an
emotional time as families seek the positive in the most current lab results while the child
has stopped responding to treatment options. Individual values, parental understandings of
the clinical situation, and the availability of options add to the complexity of decision
making.# The situation is often further complicated by the physician's inability to predict
when a child may die because of the unique disease trajectories among pediatric conditions,
which makes it difficult for physicians to conduct end-of-life conversations with families.>’
As a consequence of this pediatric end-of-life experience, families are at increased risk for
poor health-related® and psychosocial® related quality of life.

One of the many difficult moments for the family of a child with a life-limiting illness is to
make the decision to access pediatric hospice care. Pediatric hospice care is a program of

care that includes physical, emotional, social, and spiritual support services provided by an
interdisciplinary health-care team for children and their families at the child's end of life.10
Enrollment into hospice care requires that children have a life expectancy of six months or
less as certified by a hospice medical director, attending physician, or nurse practitioner.11
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In addition, the recent passage of Concurrent Care for Children under the Affordable Care
Act, has eliminated the hospice enrollment requirement that children and families
discontinue curative treatment upon entering hospice.12 While enrolled in hospice, children
generally receive care that reduces suffering from pain and other symptoms and improves
quality of end of life.13-14 |n addition, families are generally satisfied with the services
provided for their children and the family support offered, such as bereavement and respite
services.15

Recent qualitative studies have begun to identify common determinants that influence
families’ decisions to access pediatric hospice care. Physician prognosis and comorbid
conditions,316 community support,16 financial hardship, 1718 and the child's suffering3:18 all
contribute to the families” decision making at the child's end of life. However, the
relationship between these determinants and access to pediatric hospice care have not been
explicated or grounded in accepted healthcare theories or models. A conceptual model is
often used for this purpose: to summarize and integrate knowledge, define concepts, and
provide explanations for causal linkages.19 Although several adult end-of-life conceptual
models have been developed,20-22 there has been no exploration of the determinants linked
to families’ decisions to access pediatric hospice care. Developing a multifactorial
conceptual model to explain access to pediatric hospice is important for advancing the
science of quality pediatric end of life care by providing a foundation for further model
testing and for developing interventions aimed at improving family decision making.

Two questions are addressed in this article: (1) Can families’ decisions to access pediatric
hospice care be predicted? and (2) How can models of healthcare access be used to guide
pediatric hospice research and clinical practice? The main objectives of this research were to
develop and justify a conceptual model that explicated the relationships between
determinants and a family's decision to access hospice care for their child. This article is
organized into two sections. The first section synthesizes the literature from adult and
pediatric hospice care and develops a model to explain why families may access pediatric
hospice care. The second section discusses future research and the implications for clinical
practice.

Model Development

Background

The question posed by this study was: What determinants affect parental decision making to
access (or not access) pediatric hospice care. As one of the most frequently used frameworks
to examine healthcare utilization, the Andersen Behavioral Healthcare Utilization Model is
relevant to this question.23:24 The Andersen Model suggests that there are three primary
determinants of healthcare service utilization: (1) predisposing factors (demographics;
position within social structure; and health knowledge, beliefs, and values); (2) enabling
factors (financial and physical access to healthcare services); and (3) need factors (evaluated
and self-perceived health status).25-26 These factors are considered the most immediate and
important causes of healthcare utilization.23
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Conceptual Model

The present study adapts the Andersen Model to examine the relationship among
determinants and pediatric hospice access. The framework presented in Figure 1 stresses that
predisposing, enabling, and need factors influence the decision of families to access
pediatric hospice care. This study draws on the adult and pediatric hospice literature to
explicate the relationships between the determinants of the child and family and how those
may predict the use of pediatric hospice care services.

Predisposing factors—Predisposing factors are defined as socio-cultural characteristics
of children and families that exist prior to accessing pediatric hospice care.26 These include
demographics; social structures; and health knowledge, beliefs, and values.

Demographics refer to the age and gender of children. From an Andersen Model
perspective, demographics represent biological imperatives associated with accessing
pediatric hospice care.2327:28 Although infants under one year of age have the highest
mortality of any pediatric age group,! their parents infrequently admit them to hospice
care.2%:30 One reason is that the new parent may be uncomfortable caring for a terminally ill
baby at home, away from the Neonatal Intensive Care Unit (NICU). The NICU has the
equipment, supplies, and trained nursing staff to monitor and care for these medically fragile
infants,3! whereas parents may feel unprepared and unsure delivering complicated medical
care such as ventilator support for an infant, especially if this is their first child, even with
the support of a hospice team at home.32 Thus, demographics may play an important role in
determining whether or not families access hospice care for their child.

Social structures include the education, ethnicity, social networks, social interactions, and
culture that are inherent in the family and affect whether parents access pediatric hospice
care.23.27.33 As an example, African American families continue to have low hospice
utilization, which is often attributed to their racialized experience with the healthcare
system.34-39 On the other hand, Hispanic families have been shown recently to be using the
social structures such as strong kinship networks within Hispanic communities to navigate
the healthcare system, resulting in increased healthcare utilization, including pediatric
hospice care.3340 As a result, social structures may be a determinant of parental decision
making to access pediatric hospice care.

The Andersen Model suggests that the knowledge, beliefs, and values that families have
about health and the healthcare system also influence pediatric hospice utilization.23
Parental healthcare knowledge may increase healthcare service access because information
about services, location, and providers enables parents to make informed decisions about
care access.*! More specifically, mothers may play a critical role in gathering information
and articulating the family's beliefs and values, influencing whether or not hospice care is
accessed. 42 In the case of pediatric hospice, it is common for terminally ill children to
receive home healthcare in the early phase of their illness,10 which includes skilled nursing
services, skilled therapy services, medical social services, medical supplies, and durable
medical equipment.#3 Of the approximately 14,500 home health and hospice agencies in
2007, 10% or 1,450 of home health agencies provide both home health and hospice care.?4 It
is also estimated that less than 30% of hospices provide pediatric care.#> Families who use
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home health care may be able learn about pediatric hospice services offered by these
agencies. Therefore, if children and their families become aware of the hospice care services
while in home health care, they may be more likely to transition the child to hospice as the
child's health deteriorates.

Enabling factors—Enabling factors refer to family and community resources that must be
available and accessible to families and children in order for them to access pediatric
hospice care.

Family Resour ces. The Andersen Model suggests that family resources are the means and
know how to access hospice services.2% Family resources may include family income, health
insurance, and transportation. When families have a terminally ill child, many experience
the financial hardship associated with trips to the doctor, out-of-pocket expenses, and
overnight travel to hospitals.1”-18 Health insurance is a mechanism by which some families
are able to afford hospice care, whether it be private insurance or public insurance (e.g.,
Medicaid, Medicare, CHIP).33. 46-50 |nsyrance may mitigate the financial burden these
families encounter by covering medical services, medical transportation, and equipment and
supplies. Under most insurance plans, hospices cover these costs at no additional out-of-
pocket expense to the family. Thus, family resources may enable families to access pediatric
hospice care, and the lack of certain resources may prohibit families from accessing hospice.

Community Resources: The resources in the community are also important for families as
they decide to access pediatric hospice care.l” Community resources such as available
pediatric hospices and pediatric hospice staff in their particular location may be a critical
component in whether or not families can even access pediatric hospice care.>1-54 Children
who reside outside the general hospice service area of pediatric providers cannot use that
hospice's services. Although adult hospices are common in most communities in the United
States,>® many areas have an inadequate supply of pediatric providers.>6 One of the critical
barriers to providing pediatric care is a lack of trained pediatric hospice staff.>’ Pediatric
hospice care necessitates that staff have specialized knowledge of pediatric health
conditions, medications, and procedures,>® which are lacking on many locations. Therefore,
the availability of community resources may be important for parents to actually access
pediatric hospice care.

Need factors—Finally, families must recognize that there is a need in order for them to
use pediatric hospice care services. Establishing a need for hospice may be based on how
children and families view the child's health (perceived) as well as professional judgment
about health status (evaluated).2

Per ceived Need: Perceived need refers to how children and families view the general health
and functional state of the child, as well as how children experience symptoms of illness and
pain and whether or not the family judges the child's problems to be of sufficient magnitude
to seek hospice.?® Children at end of life often have comorbidities, or additional health
conditions, along with their primary diagnosis.3® For example, the disease progression
among children with central nervous system tumors often includes neurological deficits,
paralysis, cognitive deterioration, and behavioral alterations.>® At the end of life, these
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children typically experience multiple body function failures that often include uncontrolled
pain, shortness of breath, and fatigue.®? At these times, many families express that they
believe their child is suffering and they want to make the suffering stop.3: 18 Hospice is a
care option that specializes in managing pain and other symptoms in complex medical cases
such as those with multiple comorbidities.38: 48: 61. 62 Ag such, parents may perceive a need
to access pediatric hospice care based on the comorbidities of a child.

Evaluated Need: Evaluated need represents professional medical judgment about a child's
health status and the child's need for medical care.2> Children are commonly diagnosed with
neuromuscular problems, cardiovascular conditions, and cancer at end of life.30 The treating
physician is often the healthcare provider who will make the referral to hospice care in
consultation with the family;316 however, determining a child's prognosis is complicated
because the disease trajectories for children are generally unpredictable.®3 Predicting the last
6 months of a child's life, as required by hospice admission rules, is often difficult. Given
the complexity of a child's diagnosis at end of life, parents may rely on the best medical
judgment of the treating physician to suggest when is the appropriate time for hospice care,3
or they may use their own intuition and judgment of the child's disease progression to decide
when to access pediatric hospice care.18 Although there may be instances when the family's
and physician's perception of imminent death conflict,54 parents report that when physicians
provide health and prognosis information and advice, they are enabled to make autonomous
decisions about their child's health care at end of life.55 Thus, the evaluated need based on
the child’ diagnosis may be a critical determinant of pediatric hospice use.

Discussion

This article sought to address an important issue facing families with terminally ill children:
What factors influence their decision to access pediatric hospice care? It developed a
conceptual model based on the Andersen Behavioral Healthcare Utilization Model that
captures the complex multifactorial determinants of accessing care. Families’ decisions to
access pediatric hospice care may be affected by the predisposing, enabling, and need
factors of the child and family.

The proposed framework is one of the first attempts to specify the determinants that are
critical in predicting whether or not families will access pediatric hospice care. However,
there are some limitations of the proposed conceptual model that can be viewed as research
opportunities. First, the proposed constructs were not yet operationalized in the conceptual
model. Although there is an abundance of healthcare literature that has operationalized the
constructs of the Andersen Model, the predisposing, enabling, and need factors have not yet
been proposed or validated in a pediatric hospice context. For example, there are challenges
associated with measuring community resources. The service area of a pediatric hospice
provider can vary from a specific county to a time or distance radius from the hospice office.
For example, a recent study of California children who used hospice care showed that
children and families generally had access to a pediatric hospice providers in their county. 6
On the other hand, children who died with a cancer diagnosis in Tennessee were found to
lack access to pediatric hospice providers.®® Thus, it may be difficult to accurately compare
hospice availability between states. The constructs of the model may pose challenges to
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researchers due to the multiplicity of measurement choices. Future conceptual research
should continue to explicate these constructs.

Second, this model only demonstrates potential linear relationships of the determinants of
access to pediatric hospice care. Some authors have argued that the predisposing, enabling,
and need factors may interact with each other and influence utilization.8” As an example,
family social supports may enhance a family's knowledge, beliefs, and values about health
care. On the other hand, a lack of family resources may attenuate the families’ perceived
need for pediatric hospice care. Hypothesis testing with interactions or moderating variables
provides knowledge about the direction and/or strength of the relationships between
different factors of interest and whether or not families access pediatric hospice care.58
Further analytical research that tests the conceptual model with interactions may provide
important insight into the complex nature of family decision making for children with
terminal illnesses.

Despite its drawbacks, the model suggests actionable practices by nurses to engage and
support families in their decision-making process about accessing pediatric hospice care.
Community resources are an example. As part of the discharge process, nurses can identify
pediatric hospice providers that may assist families in understanding their options because
pediatric hospices vary in the services offered.®® Healthcare professionals rarely know
where pediatric hospice are located in their community and that lack of knowledge can be
intensified when children and families are from out-of-state.’? Developing a resource list of
pediatric hospice providers may aide families in the discharge planning process. Information
on pediatric providers is often available from state Departments of Health. In addition,
pediatric hospices can be identified with the assistance of pediatric end-of-life advocacy
groups such as Children's Hospice and Palliative Care Coalition in California or the National
Hospice and Palliative Care Organization Children's Project on Palliative/Hospice Services.
Connecting with online hospice communities such as www.pallimed.org may also offer
information on pediatric providers. Finally, emerging technology resources such as hospice
mobile apps may identify hospice providers who offer pediatric services and map where
they are located.”? Nurses have an opportunity to improve the quality of end-of-life care by
educating families about resources at this difficult time.

In summary, the goal of this study was to develop a conceptual model based on the
Andersen Behavioral Healthcare Utilization Model that describes how families make the
decision to access pediatric hospice care. As one of the first conceptual explanations of the
determinants of accessing pediatric hospice care, the Andersen Model appears to provide a
useful framework for future studies examining the determinants that may influence a
family's decision to access hospice care for their terminally ill child, developing cases
studies of children and families accessing hospice care, and understanding trends in access
to hospice care. The conceptual model proposed in this analysis provides an important
conceptual foundation from which future empirical research can be developed and clinical
practice enhanced.
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Proposed Conceptual Model of Access to Pediatric Hospice Care
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