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Palliative Care Answers the Challenges of Transitioning
Serious Illness of Childhood to Adult Medicine

Toluwalase A. Ajayi, MD1 and Kyle P. Edmonds, MD2

Abstract

Advances in the field of medicine have improved the overall life expectancy in children. Consequently, many
children with previously lethal diseases now live into adulthood. There is an urgent need to develop approaches that
assist with the transition of care from pediatrics to adult medicine. Palliative care, by virtue of its unique skills, is
ideally positioned to play a part in this transition. This report will summarize the urgency for proper transition
modalities and then introduce palliative care as a proposed solution for current challenges in transition. Along the
way, it will touch on financial and workforce obstacles to this solution and will offer a potential funding option.

Introduction

As a result of advances in medicine, many children
with previously life-limiting disease now live into adult-

hood. Thus, there is an increasingly urgent need to develop
approaches to assist with the transition of care from pediatrics
to adult medicine. This report will summarize the urgency for
proper transition modalities and then introduce palliative care
as a proposed solution for current challenges in transition.
Along the way, it will touch on financial and workforce ob-
stacles to this solution and will offer a potential funding option.

The American Academy of Pediatrics (AAP), American
Academy of Family Physicians (AAFP), and American Col-
lege of Physicians/American Society of Internal Medicine
(ACP/ASIM) have endorsed a consensus statement empha-
sizing the need for greater support of children with chronic
health conditions as they transition from pediatrics to adult
care.1 Studies have shown that, while there are increasing
numbers of transition clinics for specific diseases, there are still
factors impeding the success of these care models.2–4

Children with diseases such as cystic fibrosis and sickle
cell, who would not have been expected to reach adulthood in
the 1970s, are now living into their 40s and 50s.5,7 Despite
these advances in life expectancy, maintaining their quality
of life during the transition period remains problematic.6

Most alarmingly, the highest mortality for these populations
occurs during the transition from pediatric to adult medical
homes.8 Quinn and colleagues showed that the majority of
deaths occurred after 18 years of age and after transfer to an
adult provider (85%) in patients with sickle cell disease.

Furthermore, they demonstrated that the mean time to death
after transfer to adult provider was 1.8 years.9

At the time of transition, patients struggle to form a rela-
tionship with members of their new medical home. Meanwhile,
care plans and routine surveillance are disrupted by the lack of
bridging communication from one medical home to the next.
Patients and their families are not well suited to bridge these
worlds. A national survey of parents of youth with special
health care needs found that only 50% reported any discussion
with their primary care provider regarding their child’s
changing health care needs in adulthood. Among the 50% with
whom a discussion occurred, 40% reported that the discussion
lacked a plan for addressing those changing needs.10

Barriers to a successful transition include developmental
considerations of adolescence, limited staff, financial diffi-
culties, and anxiety in both the patients and their provid-
ers.11,12 These barriers are compounded by the complexity of
their conditions; changes in their illness trajectory; insuffi-
cient knowledge of the resources required for living, educa-
tional and vocational pursuits; and lack of a trusting
relationship with adult care providers.21

Solutions that address transition are needed not only at the
patient level, but also at the family and health care system
levels. One elegant solution to the barriers on all three levels
is pediatric palliative care.

Palliative Care Answer

The primary goal of the multidisciplinary palliative care
team is to improve the quality of life for the patient and
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family through expert management of physical symptoms,
care coordination, and psychosocial support. The pediatric
palliative care team is experienced in caring for children and
young adults with complex medical conditions. In addition to
complex symptom management, it is part of the expertise of
this team to facilitate communication between multiple
caregivers and different medical teams.

Embedding a member of the palliative care team as part of
the medical home early in the course of the patient’s disease
would allow the patient and the family to become familiar with
the palliative care team and build the same level of trust as they
would have with any member of the medical home. The pal-
liative care team would then work together with members of
the primary medical team creating an interdisciplinary team
that can follow the patient on an inpatient and outpatient basis.
Members of this team then follow their patients into the adult
world serving to lower feelings of abandonment that families
often have when the topic of transition is broached as well
as carrying the care plan through the transition period and
reducing the discomfort of the new medical team.

Funding and Workforce Obstacles

As elegant a solution as this might appear on paper, the
viability of the plan lies in how it can be financed and staffed.

Adult palliative care teams are able to demonstrate that
palliative care consultation fundamentally shifts the course of
care away from the usual hospital pathway and, in doing so,
significantly reduces costs by preventing expensive, non-
beneficial interventions.15 Using these cost saving methods,
adult palliative care programs have been able to expand much
faster than pediatric programs.

Medicaid, as the largest payer for pediatric health care
services, is a program that has, historically, operated under
fee for service mechanisms that reward volume of service.18

Therefore, demonstration of a decrease in the utilization of
high-cost services is not necessarily as powerful an indicator
for pediatric hospitals as it is for hospitals serving primarily
adult populations.

As a result of funding realities as well as health system
priorities, the pediatric palliative care workforce is under-
developed and not at present in a position to have an impact
on the system at large. The number of board-certified phy-
sician specialists in pediatric palliative care is small, and
pediatric palliative care services are heterogeneous in ma-
keup and largely limited to the acute care setting.22,23

Supporting a Workforce

It is, therefore, imperative that mechanisms be put in place
to generate a pediatric palliative care workforce that address
these difficult care transitions. One possible answer lies in
accountable care organizations (ACOs).

The underlying intent of ACOs is to encourage a health
care delivery system that fosters optimal quality of care for
patients through greater clinical integration of care across
health care settings and greater financial efficiency. Providers
within an ACO are still reimbursed on the traditional fee-
for-service basis, but they are also eligible to receive shared
savings for reducing costs without sacrificing the quality of
care provided to the patients served by them.

Because pediatric palliative care providers need to be the
leaders in the formation of pediatric ACOs, the U.S. Secre-

tary of Health and Human Services has established a Pedia-
tric Accountable Care Organization Demonstration Project.
Providers in participating states will be allowed to form
ACOs for the purpose of receiving incentive payments.19

Providers can vary between professionals in group practice
arrangements to partnerships or joint venture arrangements
between hospitals and professionals.20

Pediatric palliative care providers forming ACOs with
medical homes could provide the necessary funding mecha-
nism to establish and embed these teams for transition of
children with chronic illnesses. By creating ACOs for chil-
dren with chronic illness that are inclusive of pediatric pal-
liative care, providers will be incentivized to increase access
to palliative care, leading an overall improved quality of care.
Joining this demonstration project will not only have the
benefit of providing the financial argument necessary for
continued growth and evolution of a pediatric palliative care
workforce, but could also lead to an overall increase in access
to specialty palliative care for children.

Conclusion

Over a decade has passed since the AAP, AAFP, and ACP/
ASIM endorsed a consensus statement emphasizing the need
for greater support of children with chronic health conditions
as they transition from pediatrics to adult care and yet very
limited progress in new services has been made.

This report proposes a model for such progress. By em-
bedding the components of the pediatric palliative care team
into the primary team early in the course of serious illness, the
palliative care team can then serve as the bridge between the
existing care model and the future one.

We will never know whether proposed solutions such as
the one outlined herein answer the need for better transitional
care without clinical trials, health system investment, and
measures to increase the pediatric palliative care workforce.
Pediatric palliative care is a field that is early in gestation; to
viably address transition, we need to seek sustainable ave-
nues of growth into settings that are beyond acute care. There
is an enticing funding model in ACOs, but we need specific
demonstration projects to further elucidate the best medical
home structures. Viable models and sustainable funding
structures will also allow for the infrastructure necessary to
support more robust research in pediatric palliative care
outcomes and quality.

We believe that pediatric palliative care offers a solution to
the transition problem, but workforce changes will not occur
on their own nor will supporting research manifest itself. It is
time to take the next step, as our seriously ill pediatric pa-
tients cannot afford another decade of high-mortality transi-
tions to adult medical homes.
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