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This project is designed as a feasibility study to explore the capability of providing pediatric
palliative care within the Military Health System (MHS). The ultimate goal is to make
recommendations for a program of pediatric palliative care that would integrate palliative care
interventions with therapeutic approaches to disease management from the time of diagnosis and
provide a smooth transition to hospice care, when the child and family is ready to make that
choice (a Children’s Hospice International Program of All-inclusive Care for Children and their
families (CHI PACC®) model). The overall approach is to optimize currently available
healthcare benefits as well as military and community resources in a manner that responds to the
individualized needs of children with life-threatening conditions who are beneficiaries of the
MHS.

Palliative care refers to patient- and family-centered care that optimizes quality of life by
anticipating, preventing, and treating suffering. Palliative care provided across the continuum of
illness involves addressing physical, intellectual, emotional, social, and spiritual needs and
facilitating patient autonomy, access to information, and choice. The current
CHAMPUS/TRICARE authorized benefit for hospice is based on a Medicare model for adults,
and the requirements for these services severely restrict pediatric access and do not provide
appropriate pediatric care.

The project team researched the following areas related to the delivery of pediatric palliative
care in the MHS:

e Assessment of needs of children, families and healthcare providers in the MHS

e Analysis of the benefit and the current status of service delivery

e Determination of eligibility criteria and an estimate of the numbers of children who
would benefit from palliative/hospice care and the costs to serve them
Description of availability and accessibility of community resources
Exploration of case management and care coordination
Documentation of formal and informal education curricula and strategies
Investigation of current approaches to pediatric palliative care through site visits to
existing programs
e Application of the standards of effective quality management systems

The published literature describes four types of children with life-threatening conditions based
on trajectories of dying: those with incurable disease (some chromosome disorders), manageable
disease (cystic fibrosis), possibly curable disease (childhood cancers), or those with significant
co-morbidities that are often associated with hospitalization and death (child with a
tracheostomy). A count based on diagnostic codes chosen for each type of condition was
executed through data searches of the MHS administrative database for FY 2001 through FY
2002 and revealed 3,871 children who would be eligible for palliative care services. This number
of children was verified by the prevalence rate of life-threatening conditions in a comparable
population.

Analysis of the benefit showed the key services necessary for the provision of a comprehensive
program of pediatric palliative care, not available through the current CHAMPUS/TRICARE
1



benefit, are care coordination, respite care, flexible home health care, bereavement counseling,
and the ability to provide hospice care to enhance quality-of-life concurrently with life-
sustaining treatment.

The gap analysis collated and synthesized the findings of this feasibility study by bringing
together the needs of families and providers, the MHS benefit, and the availability and
limitations of resources and services in order to determine the existing gaps. The identified gaps
are the following:

e Processes are needed to improve families’ access to needed services within the MHS.

e Comprehensive care coordination and continuity of care is vital for children with life-
threatening conditions and their families but are inconsistently available.

e While the TRICARE benefit provides for care that addresses a child’s medical needs, the
complexity and duration of care needed by children with life-threatening conditions
creates challenges that require extra coordination.

e A Medical Home, as recommended by the American Academy of Pediatrics, is generally
not available to children with special needs in pediatrics or family medicine clinics in the
MHS.

e Administrative challenges frequently create barriers to access of care and services for
children and families.

e Families and providers are not trained or equipped to advocate for these children, and
there is no specific resource to assist in filling this role for individual patients and
families.

e Many providers remain untrained in effective communication techniques for discussing
palliative and end-of-life care and in the medical options available for palliative care.

e Many of these children and families have various unmet needs for both emotional and
social support.

e There are limited knowledge and resources available to families for either advice or
support financially, a frequent need during relocation of the family to a medical center.

e Not all professional clinical and pastoral counselors are qualified to provide counseling
for parents under the extreme stress of the initial diagnosis of a life-threatening condition.

e End-of-life care for children is inconsistent, rarely planned with a child and family, and,
when done without sensitivity, can increase child and family suffering.

e Both providers and families lack sufficient knowledge about pediatric palliative care and
how to identify and provide the support and services necessary for a comprehensive
approach to care.

e Military issues such as transfers and deployments create unique problems and added
stress for these families. Additional care coordination and services are needed to support
families before, during, and after deployments.

This study concluded that it is not feasible to implement pediatric palliative care as a model
based on CHI PACC® within the MHS. However, it is feasible to implement the principles of
pediatric palliative care within the MHS as set out by the CHI PACC® core standards, the

2



Institute of Medicine, and the National Quality Forum. Military treatment facility commanders
have the administrative flexibility to provide palliative care and care coordination to children
with life-threatening conditions in their catchment area, using a variety of program designs as
best fits their population. Services can be provided by the direct care system and by medical
resources in the community using CHAMPUS/TRICARE. Non-medical community resources
are also important to families, but require additional coordination to facilitate access.

Program models vary across the nation in their structure, staffing, and service delivery model.
Models differ according to the needs of the children and families they serve as well as factors
such as the availability and qualifications of staff, budget constraints, and the population density
of children with life-threatening conditions. The key aspects of palliative care are: education of
all who provide care and services to children with life-threatening conditions and their families
and care coordination across all aspects of care throughout the entire course of the child’s illness
and in all settings of care.

It is recommended that:

1. Education and information appropriate to the provision of pediatric palliative care and
access to necessary resources and services be made available to all healthcare providers
and families of children with life-threatening conditions.

2. Care coordination be made available to facilitate communication, promote continuity
during transitions, and assist in identifying and obtaining necessary resources and
services for all children with life-threatening conditions and their families.

3. TRICARE Management Activity establish an interdisciplinary process team on palliative
and end-of-life care for children and adults to review options, make guidance available,
and address challenges within the MHS.



FINAL REPORT
CHILDREN’S HOSPICE

STATE THE PROBLEM

Recent advances in medicine have greatly reduced infant and child mortality. Providers caring
for children with life-threatening conditions are usually committed to pursuing all curative and
life-prolonging options until death is close and inevitable. Effective, compassionate, reliable
palliative and end-of-life care has not been a priority and most providers lack the knowledge and
experience on how to advise families and approach end-of-life decision-making. Even when a
child is gravely ill, parents want to feel they did everything possible. In addition, families and
providers are bound by the limitations of what the health care system can and will provide.

The goal of this project was to conduct a feasibility study to explore how pediatric palliative care
has been implemented in the medical community, particularly through the use of Medicaid
waivers and the application of the principles promoted under the Children’s Hospice
International Program of All Inclusive Care for Children (CHI PACC®™) goals and standards; to
identify and analyze issues relevant to providing pediatric palliative care within the Department
of Defense (DoD) Military Health System (MHS); and to make recommendations and provide
strategies for implementation of such a program that would enhance the quality of life for these
children with life-threatening conditions and their families.



Definitions

Care Coordination

Care coordination is “a collaborative process of assessment, planning, facilitation, and advocacy
for options and services to meet an individual’s health needs through communication and
available resources to promote quality, cost-effective outcomes.”1 In this report, care
coordination also addresses the needs of the family, is proactive (especially in obtaining
palliative care and integrating palliative care with disease-directed care), and ensures that the
family obtains the support they need while planning for the peaceful and meaningful death of
their child and that the family receives needed bereavement support following the death of the
child.

Care coordination is a component of medical management, which also includes utilization
management, case management, and disease management, as directed by the TRICARE
Management Activity Department of Defense Instruction (DoDI 6025.20) and in the Medical
Management Guide.2 The DoD TRICARE Management Activity defines care coordination as
clinical case management or individually-based case management when provided by a clinical
case manager rather than another member of the health care team, and recommends clinical case
management be available across the entire health care continuum.3

CHAMPUS

Title 10, USC, which defines the Civilian Health and Medical Program of the Uniformed
Services (CHAMPUS), is now known as TRICARE. It outlines the health care benefits to which
uniformed service members and their dependents are entitled.

Disease-Directed Care
Disease-directed care is medical care that is intended to cure or slow the progression of a
medical condition.

Exceptional Family Member Program (EFMP)

The Exceptional Family Member Program (EFMP) is a military personnel function used during
the assignment process to identify active duty service personnel whose family members have
special needs. The purpose of early identification is to coordinate the assignment of the active
duty service member with the medical needs of their dependents. The program serves to ensure
the availability of necessary medical services upon change of duty stations

Life-Threatening Condition (LTC)

A life-threatening condition (LTC) is a medical condition that has a substantial likelihood of
leading to the death of an individual before the age of 24 yrs. This term includes children born
with lethal conditions as well as those who develop a life-threatening illness. As used in this
report, it does not include children who die soon after birth, an injury, or a sudden illness.

1 Case Management Society of America, Standards at a Glance, Accreditation Program Guide for Case

Management Standards; version 2.0, URAC, 2002.

2 DoD TRICARE Management Activity, Medical Management Guide; January 2006.

3DoD TRICARE Management Activity, Population Health Improvement Plan and Guide, December 2001.
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Military Health System (MHS)
The MHS provides medical care for active duty and retired service members and their
dependents. The direct care component includes 70 hospitals and 411 medical clinics in the U.S.

and throughout the world. Medically necessary care is also purchased from the civilian sector as
described in CHAMPUS and implemented by TRICARE.

Military Treatment Facility (MTF)
A military treatment facility is any clinic, hospital or regional medical center within the Military
Health System that delivers direct health care to military beneficiaries.

Palliative Care

Palliative care, as defined by the Centers for Medicare and Medicaid Services in its proposed
Hospice Conditions of Participation and as adapted from the World Health Organization, refers
to patient- and family-centered care that optimizes quality of life by anticipating, preventing, and
treating suffering. Palliative care throughout the continuum of illness involves addressing
physical, intellectual, emotional, social, and spiritual needs and facilitating patient autonomy,
access to information, and choice.

Quality of Life

Quality of life is satisfaction and pleasure derived from living. Quality of life is affected by one’s
physical, interpersonal and social setting. Each person and family may view quality of life
differently, depending on their circumstances and values. Factors that affect their own ability to
derive satisfaction and pleasure from living determine each child and family’s quality of life.

TRICARE

TRICARE is the managed health care program that is established by the Secretary of Defense
under authority of chapter 55 of title 10, United States Code, principally section 1097 of such
title, and includes the competitive selection of contractors to financially underwrite the delivery
of health care services under the Civilian Health and Medical Program of the Uniformed
Services.4 TRICARE uses military health care as the main delivery system augmented by a
civilian network of providers and facilities. TRICARE contractors oversee the purchase of care
from the civilian sector, ensure that it is medically necessary and appropriate, and adjudicate
payment of the provider and/or reimbursement of the service member.

4 USC Title 10, Section 712© Public Law 104-201, September 23, 1996.
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BACKGROUND:
Summary of the Issues from the Literature

For many reasons, current approaches to care for children with life-threatening conditions leave
children, families, and health care providers with unmet needs and unresolved quandaries.
Children account for a relatively small percentage of all deaths in this country because of their
general good health. The causes of death in children are substantially different from the causes of
death in adults and vary considerably with age. Many children are born with rarely seen medical
conditions, which create uncertainty in diagnosis, prognosis, and medical management.
Therefore, limited knowledge and experience leave parents and health care providers unsure
about how to provide care for these children. Even for common medical problems, children’s
general physiologic resiliency complicates predictions about survival and other outcomes.

“Palliative care seeks to prevent or relieve the physical and emotional distress produced by a
life-threatening medical condition or its treatment, to help patients with such conditions and their
families live as normally as possible, and to provide them with timely and accurate information
and support in decision-making. Such care and assistance is not limited to people thought to be
dying and can be provided concurrently with curative or life-prolonging treatments. End-of-life
care focuses on preparing for an anticipated death.......... and managing the end stage of a fatal
medical condition............. Together palliative and end-of-life care also promote clear,
culturally sensitive communication that assists patients and families in understanding the
diagnosis, prognosis, and treatment options, including their potential benefits and burdens.””

Current insurance models for end-of-life care are based on a Medicare model for adults, and the
requirements for these services severely restrict pediatric access. Due to third-party
reimbursement and state licensing requirements, hospice programs generally must limit their
populations to individuals expected to be within six months of death who have elected to forego
curative care and treatment. Few parents or physicians are willing to make such predictions or to
forego curative care for children. As a result, this stipulation restricts the availability of hospice
services to children, given the numerous therapeutic options that are often available, as well as
the unpredictability of the length of survival of this population. Parents, physicians, and other
health care providers move from treatment and curative therapy to palliative care much more
hesitantly with children than adults. There are few hospice programs dedicated specifically to
hospice care for children and most programs are unable to address the unique needs of children
and their families. Palliative care for children requires an integrated interdisciplinary approach
among the child, the family, and all providers of care and services that spans the spectrum of all
the physical, emotional, psychosocial, and spiritual needs of children and families.

Children with life-threatening conditions (LTC) who are entitled to services from the Military
Health System (MHS)- do not receive care in the comprehensive pediatric palliative care and

5 Institute of Medicine. When Children Die: Improving Palliative and End-of-Life Care for Children and Their
Families. The National Academies Press: Washington, DC 2003, p 2.
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hospice model called for by the Institute of Medicine®, Medicaid "> the Children’s Hospice
International®, and the National Quality Forum®® This model is rapidly becoming the standard-
of-care for dying children. Children with LTC include those who have irreversible progressive
conditions in which treatment is exclusively palliative from diagnosis to death; conditions
requiring long periods of intensive treatment aimed at prolonging and improving quality of life;
conditions for which curative treatment is possible but may fail; and conditions with severe, non-
progressive disability causing extreme vulnerability to health complications and death''® The
Institute of Medicine recommends “insurers should restructure hospice benefits for children to
... eliminate eligibility restrictions related to life expectancy, substitute criteria based on
diagnosis and severity of illness, and drop rules requiring children to forgo curative or life-
prolonging care [and] reimburse bereavement services for parents and surviving siblings of
children who die.”'! These key features of a pediatric palliative care and hospice program are
not available to most children with life-threatening conditions in the MHS.

Children’s Hospice International-Program for All-inclusive Care for Children (CHI-
PACC®)

The mission of Children’s Hospice International (CHI) is as follows

e To create pubic awareness of the needs of children with life-threatening conditions and
their families, and of what children’s hospice care can do to meet those needs

e To promote the establishment of CHI’s Program for All Inclusive Care for Children and
Their Families (CHI-PACC®), which provides an increased array of integrated medical,
social, and spiritual services to children with life-threatening conditions and their
families from the point of diagnosis to the provision of bereavement counseling for
family members if cure is not obtained, on both national and international levels

e To include palliative care and hospice perspectives in all areas of pediatric care and
education

e To include hospice children in existing and developing hospice and home care programs

e To create and maintain a sustaining resource base

Children’s Hospice International (CHI) created their Program for All-Inclusive Care for Children
and Their Families (PACC) model, during a two-year period from 11/97-11/99. The CHI’s
Demonstration Task Force who created the model was comprised of leaders from pediatrics,
hospice and palliative care, home care, and related national organizations. The model promotes a
philosophy that seeks to expand access to curative and palliative services beyond the scope of
the traditional hospice benefit. Children with life-threatening illnesses and their families would

6 Institute of Medicine. When Children Die: Improving Palliative and End-of-Life Care for Children and Their
Families. The National Academies Press: Washington, DC 2003, pp 1-16.
7 Childrens’ Health Services, Home and Community Waiver, Center for Medicaid and Medicare Services
8 http://www.chionline.org/programs/ Last accessed June 20, 2006
9 www.nationalconsensusproject.org/guideline.pdf Last accessed January 5, 2006.
10 Association for Children with Life-Threatening Conditions and Their Families (ACT) 4 Guide To The
Development Of Children’s Palliative Care Services 2" ed; London, 2003.
11 Institute of Medicine. When Children Die: Improving Palliative and End-of-Life Care for Children and Their
Families. The National Academies Press: Washington, DC 2003, pp 1-16.
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have access to this approach to care from the time of diagnosis through cure or, if cure is not
attained, through end-of-life care to include bereavement. This model of pediatric palliative care
(PPC) is in accordance with the recommendations made by the 2003 Institute of Medicine report
on PPC as well with the American Academy of Pediatrics paper from 2000 which also
recommends that PPC commence at the time of diagnosis of a life-threatening condition.
Furthermore, it follows the guidelines from the National Quality Forum (NQF) published in
2004, which provide an extensive outline for the delivery of palliative care.

The CHI PACC®™ model consists of four core standards, each of which contains 16 categories
related to practice guidelines that are required to be in place in order for a program to be
recognized as a CHI PACC® program. See Appendix 1: CHI PACC® Standards of Care and
Practice Guidelines. The four core standards are the following:

Comprehensive care delivered by an interdisciplinary team
Simultaneous curative and palliative care

Care from point of diagnosis with single entry into system
Ample and flexible funding.

The CHI PACC® model stresses family-centered care and creation of an interdisciplinary team.
The guidelines propose development of a broad range of services that provide for medical,
nursing, psychological, and spiritual care for eligible patients and families. While hope for cure
is important, the CHI PACC® model includes structured and adequate bereavement services in
the event of the death of the child. Ethical considerations, volunteer services, plans for
management and operations, and a plan for governance and administration comprise part of the
guidelines as well.

CHI PACC® seeks to ensure that funding will follow the child/family into the most appropriate
treatment setting. CHI has worked very closely with the Centers for Medicare and Medicaid
(CMS) to promote that each state apply for a Medicaid waiver to cover CHI PACC® services.
These waivers must be shown to be cost neutral or have cost savings for Medicaid prior to their
implementation.

The CHI PACC® program is based on the concept of 1915(b) and 1915 (c) federal waivers. The
Social Security Act authorizes multiple waiver and demonstration authorities to allow states
flexibility in operating Medicaid programs. Within the parameters of broad Federal guidelines,
states have the flexibility to develop Home and Community Based Service (HCBS) waiver
programs designed to meet the specific needs of targeted populations, such as children with life-
threatening conditions. Under the 1915 (b), states can implement managed care delivery
systems, or otherwise limit individuals' choice of provider. The 1915 (c) allows states to waive
traditional Medicaid provisions in order to allow long-term care services to be delivered in
community settings. This program is the Medicaid alternative to providing comprehensive long-
term services in institutional settings. For CHI PACC® programs, the cost of hospital or
institutional care is compared to the cost of community care. In addition, key services such as
care coordination and bereavement are incorporated in the programs as they are not traditionally



available under other Medicaid programs. Federal requirements for states choosing to
implement an HCBS waiver program include:
e Demonstrating that providing waiver services to a target population is no more costly
than the cost of services these individuals would receive in an institution.
o Ensuring that measures will be taken to protect the health and welfare of consumers.
o Providing adequate and reasonable provider standards to meet the needs of the target
population.
o Ensuring that services are provided in accordance with a plan of care.

This is a major issue when considering the feasibility of implementing a CHI PACC® Program in
the military system. Based on the nature of the military demographics, and the fact that the
military system has national and international reach, there is no mechanism for the system to
apply for a waiver as the system is beyond the boundaries of a particular state. In addition, the
CHAMPUS authorization for military health care is determined by law and does not allow for
deviation from or flexibility of the authorized benefit.

As 0f 2007, there have only been two waivers submitted to CMS that have come from CHI
PACC® Demonstration Projects. Florida Medicaid was approved for a 1915 (b) Managed Care
Waiver in mid 2005. This waiver includes the comprehensive services as listed above with the
exception of bereavement. It has 900 slots for eligible children. Colorado Medicaid was
approved in January 2007 for a 1915 (¢) Home and Community Based Waiver which covers all
CHI PACC® suggested services including bereavement and has slots for 200 eligible children.
The New York CHI PACC® Demonstration Project hopes to include the CHI PACC® model as
part of a larger 1115 Medicaid waiver. Finally, CHI is working closely with the state of
California to help with submission of a 1915 (c¢) waiver by the end of 2007. The success in
obtaining the waivers clearly signals that the CHI PACC® model is becoming a standard of care
with respect to pediatric palliative care. As more states move to approve Medicaid waivers based
on the CHI PACC® model of PPC, it would be anticipated that private insurance companies and
other entities that provide health care, such as the Department of Defense, would also move to
establish similar models of care, that would prove to be cost neutral or demonstrate cost savings
once implemented.

National Consensus Project (NCP) /National Quality Forum (NQF)13

In December 2001, development of palliative care consensus guidelines was discussed during a
national leadership conference coordinated by the Center to Advance Palliative Care. Under the
direction of a 20-member steering committee, nearly 100 nationally recognized palliative care
experts reviewed and contributed to the development of the guidelines. In addition, over 1000
organizations, representing significant national constituencies, were invited to review and
endorse the guidelines. The Clinical Practice Guidelines, published in 2004, were designed to

12 Centers for Medicare and Medicaid web site, http://www.cms.hhs.gov/MedicaidStWaivProgDemoPGI/, last
accessed May 1, 2007.

13 National Quality Forum: A National Framework and Preferred Practices for Palliative and Hospice Care Quality.
Washington, DC, 2006.
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promote care of consistent and high quality and also to guide the development and structure of
new and existing palliative care services.

The NCP agreed upon the following key elements of palliative care:

Patient population — to include patients of all ages experiencing a debilitating chronic or
life-threatening illness, condition, or injury

Patient- and family-centered care

Timing of palliative care — to ideally begin at the time of diagnosis through cure, or until
death, and into the family’s bereavement period

Comprehensive care — to alleviate physical, psychological, social, and spiritual distress
Interdisciplinary team

Attention to relief of suffering

Communication skills

Skill in care of the dying and the bereaved

Continuity of care across settings — to include hospital, emergency department, nursing
home, home care, assisted living facilities, outpatient, and nontraditional environments
such as schools

Equitable access — to include access to palliative care across all ages and patients
populations, all diagnostic categories, all heath care settings, and regardless of race,
ethnicity, sexual preference, or ability to pay.

Eight different domains were subsequently identified by the NCP and provide the framework for
the Clinical Practice Guidelines. They are as follows:

Structure and processes of care

Physical aspects of care

Psychological and psychiatric aspects of care
Social aspects of care

Spiritual, religious and existential aspects of care
Cultural aspects of care

Care of the imminently dying patient

Ethical and legal aspects of care.

Sl A i o

Institute of Medicine (IOM) Report on Pediatric Palliative Care'

In 2003, the IOM published its report, “When Children Die: Improving Palliative and End-of-
Life Care for Children and Their Families”. The working principles in this document regarding
pediatric palliative, end-of-life, and bereavement care include appropriate family-centered care
for children with life-threatening medical conditions and their families designed to fit each
child’s physical, cognitive, emotional, and spiritual level of development from the time of
diagnosis through death and bereavement, special responsibility on the part of professionals
caring for these children to educate themselves and others about the identification, management,

14 Institute of Medicine. When Children Die: Improving Palliative and End-of-Life Care for Children and Their
Families. The National Academies Press: Washington, DC 2003.
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and discussion of the last phase of a child’s fatal medical problem, change at both the
organizational and individual levels to provide consistently excellent palliative, end-of-life, and
bereavement care for children and their families, and more and better research to increase
understanding of clinical, cultural, organizational, and other practices or perspectives to improve
palliative, end-of-life, and bereavement care for children and families.

Comparison of CHI-PACC® and National Quality Forum (NQF)

Both the CHI PACC® model of care and the Clinical Practice Guidelines as outlined in the NQF
represent very comprehensive approaches to palliative care. Both approaches stress the need for
an interdisciplinary team that can provide care in four domains — physical, psychological, social,
and spiritual. Despite CHI PACC® focusing on only children with life-threatening illnesses, both
models virtually discuss the same concepts with respect to an ideal palliative care model. Most
importantly, both stress the need for palliative care to begin at the time of diagnosis of a life-
threatening illness, a concept which is clearly only beginning to be practiced in health care
today.

There are however some subtle differences between the two models. CHI PACC® explores the
concept of a single point of entry into a comprehensive system of palliative care for children
with life-threatening illnesses and their families. This concept would clearly ease the burden on
primary caregivers and families in terms of having to contact each individual “domain”
separately in order to arrive at a comprehensive care team.

The CHI PACC® model discusses the concept of funding which will follow the child and family
throughout the health care system. This is clearly based on the premise that the CHI PACC® will
ultimately be presented to a state Medicaid agency so that an appropriate waiver can be drafted
to move this model forward. With respect to the MHS, this is not applicable. NQF does not
discuss any funding issues per se. In addition, the CHI-PACC® model discusses governance and
administration as related to a CHI-PACC® program; these issues are not addressed in the NQF
Guidelines.

An important clinical difference between the two models is the emphasis in the NQF guidelines
on care of the imminently dying patient. Specific and important end-of-life care issues are
outlined in this domain. While ethical considerations are discussed in both models, common
ethical concerns encountered in palliative care are listed specifically and in more detail in the
NQF guidelines.

Because of its pediatric focus, the CHI-PACC® model includes a very important aspect of care
under its category, continuity of care. This concept relates to transitioning a child/adolescent,
who reaches adulthood, into the adult system of medical care, allowing for continuity of medical
care to continue. This is an extremely important concept given that many children with life-
threatening illnesses that were once fatal in childhood are now living into adulthood.
Transitioning these patients to adult care providers ensures that they will receive the care they
need by providers, who are knowledgeable about adult onset diseases and health care issues.
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Curative therapies concurrent with palliative care is a hallmark of the CHI-PACC® model of care
and is representative of the patient population enrolled in such a program. This concept is
discussed in greater detail than in the NQF Guidelines.

Finally, both the NQF and CHI-PACC® approaches to palliative care stress the importance of a
commitment to research that is aimed at quality improvement within the program. The CHI-
PACC® model also emphasizes research activities that have scientific value or meeting reporting
requirements.

Despite the subtle differences outlined above, both approaches to palliative care are solid and,
for most part, interchangeable. They are both complete with respect to those services which
should be in place in order to provide a complete program of palliative care. Even if all
components are not in place, implementation of any aspect of this model would enhance the care,
services and quality of life for these children and their families. The CHI PACC® Standards are
specifically designed for children, but the NQF Guidelines are more comprehensive and were
developed by a nationally recognized panel of experts. Together the CHI PACC Standards and
NQF Guidelines establish the standard for how Pediatric Palliative Care (PPC) should be
approached and implemented.

Challenges of Integrating of the CHI PACC® Model of Care into the Military Health
System (MHS)

The MHS, while providing excellent medical care for patients and families, is often complex and
difficult to navigate for health care providers, patients, and families. Services at each of the many
military treatment facilities vary with respect to availability and access. Incorporating PPC into
any institution necessitates a change in culture with respect to how care is provided and when it
is provided. This challenge becomes even more pronounced when attempting to initiate
pediatric-oriented services into facilities that primarily serve adults. New services may need to
be established or existing services made more creative when initiating a PPC program. The
discussion below explores the challenges of implementation of a CHI PACC® program into
military treatment facilities, addressing each of the core standards.

Challenge 1 — Development of Comprehensive Care, Interdisciplinary Team

An interdisciplinary team with the ability to address the medical, nursing, psychosocial, and
spiritual needs of a patient and family is key to a successful PPC program. Individuals must be
identified who can assess the needs and resources appropriate to the provision of PPC in each
military treatment facility. The individuals must have the explicit support of the commander and
be willing to effect a change in the cultural thinking towards palliative care of the staff within the
institution, particularly if PPC is going to be implemented at the time of diagnosis.
Communication between parents of children with life-threatening conditions and their health
care providers is a very sensitive area and is sometimes difficult. Therefore, it would be
imperative that the individuals providing care have expertise in palliative care or the willingness
to learn. The challenge is to ensure a commitment within the MHS and the specific military

13



treatment facility for providing PPC and to identify providers, knowledgeable in pediatric
palliative care, who are willing to assume a leadership role in implementing these concepts.

A comprehensive, multidisciplinary approach to care is necessary in order to address all the
needs of the patient and family. This is done through a multidisciplinary team of providers, often
representing a spectrum of professional disciplines. The challenge is the identification of the
appropriate individuals in a single military treatment facility, who are willing to work as a team
to identify, access, and coordinate the needed services. Meeting this standard may be particularly
challenging given the varied resources available and the current deployment cycles of health care
providers.

Challenge 2 — Providing Curative and Palliative Care Simultaneously

Providing curative care along with palliative care services usually means changing the culture
and philosophy of an institution. In many arenas, palliative care is seen as synonymous with
hospice care rather than the supportive type of care it actually represents. The medical
components of palliative care (pain and symptom management) are more readily available in the
MHS through the direct and purchased care system if authorized as medically necessary care.
Resources for social, emotional, and spiritual needs are more limited and access for counseling
or treatment often requires a specific mental health diagnosis. The main challenge is integrating
the concept of PPC within the institution through the education of providers, staff and families.
An additional challenge is the provision of psychosocial services and spiritual support in all
settings of care without the need for mental health labels and offered by providers who have
specific expertise in caring for children with life-threatening conditions.

Challenge 3 — Provision of Care from Point of Diagnosis with Single Entry into System

This core principle encompasses the concept of availability of interdisciplinary services not only
in the hospital setting but also through community services, home care, respite care, and
traditional hospice. For the child, who continues to survive into adulthood, continuity of care to
assist with the transition from pediatric to adult health care providers, is a critical factor. A care
coordinator is critical to the development of a complete plan of care, to the identification of and
access to the services necessary to implement the plan, and to the facilitation of continuity across
all setting of care. Case management and care coordination become even more important with
military reassignments and deployments. Transitions and the variability of resources and services
from one region to another offer unique challenges to ensuring continuity of care. The challenge
is the guarantee of a seamless coordination of services across all settings and throughout all
transitions.

Research and program evaluation also fall under this core principle. Program evaluation is
important in order to assess the quality of the processes and services and to measure patient and
family satisfaction. The challenge is the development of the appropriate assessment tools for the
program and the accomplishment of on-going evaluation and change.

Challenge 4 — Provision for Ample and Flexible Funding
14



The CHI PACC®™ model was designed around utilizing the concept of a Medicaid waiver
program, which would allow a CHI PACC® program to exist in that state under the auspices of
the state Medicaid services. The waiver then authorizes Medicaid funds to be available to
provide a more flexible benefit to care for eligible patients and their families as long as cost
savings can be demonstrated. Most military families do not meet eligibility requirements for
disability programs under the Social Security and Supplemental Security Income programs.
Therefore, enrolling these children into a Medicaid waiver following the CHI PACC® model of
care is not feasible. The challenge is to provide the comprehensive services necessary for PPC
within the bounds of the military benefit as established by Congress and to supplement the
medical care with identification and access to resources and services within both the military and
civilian communities. An additional challenge is to identify funding for those services not
covered by the benefit.
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METHODS

This project is designed as a feasibility study to explore the ability to provide PPC within the
MHS. The goal is to make recommendations for a program of pediatric palliative care that would
integrate palliative care interventions with therapeutic approaches to disease management from
the time of diagnosis and provide a smooth transition to hospice care, when the child and family
is ready to make that choice. The overall strategy is to understand and maximize the utilization
of the current benefit and to coordinate the medical care with existing military and community
resources and services tailored to support the child’s and family’s specified needs.

It is first necessary to identify the medical and non-medical care, resources and services that are
currently available to families of children with life-threatening conditions, and to determine
which of the required resources and services were not available, in order to focus on unmet
needs. In order to gain knowledge of what is already available, what should be available, based
on community standards and experience of providers and families within the MHS, and what
might be proposed to meet unmet needs, the project team researched the following areas relevant
to understanding the applicability of pediatric palliative care to the MHS:
e Assessment of needs as perceived by families and health care providers in the MHS
e Analysis of the benefit and the current status of service delivery as it relates to the goals
and principles of PPC
e Determination of eligibility criteria and an estimate of the population among existing
beneficiaries
e Availability and accessibility of resources through the MHS, TRICARE managed care
support contract providers and services, and resources through the military and civilian
community and other federal, state and local government agencies.
e Exploration of case management and care coordination principles as they apply to the
implementation of PPC
e Documentation of formal and informal education curricula and strategies for the
education for both providers and families
e Utilization of site visits to existing programs to understand current approaches to
implementing PPC
e Application of the standards of effective quality management systems to PPC in a
military setting

These data are used to ascertain whether it is feasible to provide the key aspects of a pediatric
palliative care plan within the MHS, as outlined by the core CHI PACC® principles, namely
identification of committed individuals to form an interdisciplinary team, development of a
comprehensive plan of care, provision of curative and palliative care simultaneously, provision
of care from point of diagnosis with single entry into the system, and provision for ample and
flexible funding.
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FINDINGS:
Needs Assessments — Methods and Results

The medical literature provides some insight about needs of children with life-threatening
conditions and their families. The American Academy of Pediatrics has issues recommendations
about palliative care for children based on the work of the Committee on Bioethics and the
Committee on Hospital Care.'>'® An essay in the Journal of the American Medical Association
called for improvements in palliative and hospice care for children.'” A few pediatric palliative
care programs have described their approaches to care. '® ' These efforts report
recommendations based on the clinical experience of healthcare providers.

Some studies and formal assessments of the needs of children with life-threatening conditions
and their families have also been reported. In 2004, Children’s Hospice International provided a
summary of the needs assessment efforts of CHI-PACC® programs. (See Appendix 2 CHI
PACC® Needs Assessments for the DOD mCare Project). At that time, Utah and Kentucky had
completed focus groups and interviews with parents of 40 and 23 children who had died of a life-
threatening condition. Comments from the focus groups and interviews were summarized, but
there was not a formal analysis of the data. Virginia and Florida had done limited needs
assessments but no information was available about their methods or results. New York did a
systematic survey of healthcare providers in that state and identified priorities for care and
service from healthcare providers’ perspectives. The priorities were pain, decision making,
dignity and respect, family-oriented care, spirituality, and psychosocial issues.*

Other published research reports needs described by bereaved parents. This literature describes
need for pain and symptom management for children with cancer;*'*** concerns about
communication between healthcare providers and parents, difficulties with policies and
procedures, needs of siblings and a need for bereavement care; parents’ perspectives on decision-
making and improving quality of life in the pediatric intensive care unit;**** and the importance

15 Toce S & Collins MA (2003) The FOOTPRINTS Model of Pediatric Palliative Care, Journal of Palliative
Medicine, 6(6), 989-1000.
16 American Academy of Pediatrics (2000) Palliative Care for Children, Pediatrics, 106(2), 351-357.
17 Stephenson J (2000) Palliative and Hospice Care Needed for Children with Life-Threatening Conditions, JAMA,
284(19), 2437-2444.
18 Donnelly JP, Huff SM, Lindsey ML, McMahon KA & Schumacher JD (2005) The Needs of Children with Life-
Limiting Conditions: A Healthcare Provider-Based Model, American Journal of Hospice & Palliative Medicine,
22(4), 259-267.
19 Truog RD, Meyer EC & Burns JP (2006) Toward Interventions to Improve End-of-Life care in the Pediatric
Intensive Care Unit, Critical Care Medicine, 34(11) Suppl, S373-S379.
20 Donnelly JP, Huff SM, Lindsey ML & Schumacher JD (2003) Progress in Pediatric Palliative Care in New York
State—A Demonstration Project, Appendix H in When Children Die, Institute of Medicine, National Academies
Press, available at http://www.nap.edu/catalog/10390.html.
21 Wolfe J, Grier HE, Klar N, Levin SB, Ellenbogen JM, Salem-Schatz S, Emanuel E & Weeks JC (2000)
Symptoms and Suffering at the End of Life in Children with Cancer, NEJM, 342(5), 326-333.
22 Contro N, Larson J, Scofield S, Sourkes B & Cohen H (2002) Family Perspectives on the Quality of Pediatric
Palliative Care, Archives of Pediatric and Adolescent Medicine, 156, 14-19.
23 Meyer EC, Burns JP, Griffith JL & Truog RD (2002) Parental Perspectives on End-of-Life Care in the Pediatric
Intensive Care Unit, Critical Care Medicine, 30(1), 226-231.
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of continuity of care.” Two programs assessed needs more comprehensively from the
perspectives of both healthcare providers and parents of bereaved children.”®*’ Three other
studies investigated particular aspects of pediatric palliative care: acceptance of support by
parents of children with profound disabilities,*® spiritual care for hospitalized children and their
families,” and preparation for the end-of-life.”

No reported studies have systematically and comprehensively investigated the needs of children
with life-threatening conditions who receive care in the same large healthcare system, including
the perspectives of a representative sample of both parents and healthcare providers, and no
previous studies have investigated the needs of children with life-threatening conditions in
military families. In addition, most of the needs assessments that have investigated parents’
perspectives on care needs have included primarily bereaved parents, with few parents of
children living with life-threatening conditions. The study reported here addresses these gaps.

Researchers from the Uniformed Services University conducted a needs assessment of children
with life-threatening conditions and their families who are MHS beneficiaries, using data
gathered from parents and health care providers at 6 military medical centers (the National Naval
Medical Center, Walter Reed Army Medical Center and Malcolm Grow Air Force Base in the
National Capital Area; the Madigan Army Medical Center; the Naval Medical Center, San
Diego; and the Medical Center at Wright Patterson Air Force Base). The inclusion of these sites
provided representative information reflecting the military population, as the sites represent
major medical centers of the Army, Navy and Air Force in diverse geographic locations.

At each of the sites, the following data collection strategies were employed to gather information
about the needs of children and families, the services available to address those needs, and
access and barriers to available services:

e Focus groups and interviews with parents of children with life-threatening conditions
(both newly diagnosed and advanced) and parents of children who have died in the
previous two years from a life-threatening condition.

e Focus groups and interviews with pediatricians, pediatric residents, family medicine
physicians and residents, care coordinators, case managers, social workers and other
health care providers that provide care for children with life-threatening conditions.

24 Meyer EC, RItholz MD, Burns JP & Truog RD (2006) Improving the Quality of End-of-Life Care in the Pediatric
Intensive Care Unit: Parents’ Priorities and Recommendations. Pediatrics, 117, 649-657.
25 Heller KS & Solomon MZ (2005) Continuity of Care and Caring: What Matters to Parents of Children with Life-
Threatening Conditions, Journal of Pediatric Nursing, 20(5), 335-346.
26 Contro NA, Larson J, Scofield S, Sourkes B & Cohen HJ (2004) Hospital Staff and Family Perspectives
Regarding Quality of Pediatric Palliative Care, Pediatrics, 114, 1248-1252.
27 Browning DM & Solomon MZ (2005) The Initiative for Pediatric Palliative Care: An Interdisciplinary
Educational Approach for Healthcare Professionals, Journal of Pediatric Nursing, 20(5), 326-334.
28 Brett J (2004) The Journey to Accepting Support: How Parents of Profoundly Disabled Children Experience
Support in Their Lives, Paediatric Nursing, 16(8), 14-18.
29 Feudtner C, Haney J & Dimmers MA (2003) Spiritual Care Needs of Hospitalized Children and Their Families:
A National Survey of Pastoral Care Providers’ Perceptions. Pediatrics, 111, ¢67-€72.
30 Steinhauser KE, Christakis NA, Clipp EC, McNeilly M, Grambow S, Parker I & Tulsky JA (2001) Preparing for
the End of Life: Preferences of Patients, Families, Physicians, and Other Care Providers. Journal of Pain and
Symptom Management, 22(3), 727-737.
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¢ Informal observations and conversations with individuals in the medical centers, with
field notes about available care and services and collection of brochures about available
services.

Appendix 3 contains a schematic diagram of care for children with life-threatening conditions
and their families. The diagram includes curative care, palliative care during all phases of
disease, and a full array of support services from the time of diagnosis through the time of
bereavement. This tentative model was adapted from Feudtner et al.*' and Hutton et al.>* and
modified after initial discussions with parents to include support services at all points on the
continuum of care. The modified model guided interviews and focus group discussions with
families and health care providers in the case studies, as described below.

Institutional Review Board Review and Approval
The needs assessment protocol was reviewed and approved by the Institutional Review Boards
(IRBs) at the following sites:

1. Uniformed Services University of the Health Sciences (USUHS)

2. Malcolm Grow Air Force Medical Center (MGMC)

3. Walter Reed Army Medical Center (WRAMC)

4. National Naval Medical Center (NNMC)

5. Keesler Air Force Base Medical Center (Note: This site was not available for the
study after Hurricane Katrina)

6. Madigan Army Medical Center (AMC)

7. Naval Medical Center (NMC), San Diego

8. Wright Patterson Air Force Base Medical Center (AFMC)

In addition, the protocol was reviewed by the Health Services Research Review Board
(HSRRB) at Ft. Detrick, which agreed to assign oversight of the protocol to the Uniformed
Services University. See Appendix 4: Research Protocol

Sampling strategy and research participants

Parents and health care providers were invited to participate in interviews or focus groups using
IRB-approved recruitment flyers and verbal invitations at the study sites. Participants were
recruited and interviewed in the National Capital Area until the themes in their responses began
to repeat, which indicated that the sample adequately represented the group in this geographic
area. Subsequently, parents and health care providers were recruited and interviewed at Madigan
AMC, NMC San Diego, and Wright Patterson AFMC. Although the same major themes were
described in the focus groups and interviews at all the sites, differences within the themes were
evident outside the National Capital Area. The Army, Navy and Air Force bases surrounding
Madigan AMC, NMC San Diego, and Wright Patterson AFMC included actively deploying

31 Feudtner, C, DiGiuseppe, DL, & Neff, JM (2003). Hospital care for children and young adults in the last year of

life: a population-based study. BMC Med;1:3.

32 Hutton, N, Schechter, NL, & Wolfe, J (2004). Pain and Symptom Management in Pediatric Palliative and End-

of-Life Care. Mini Course presented at the Pediatric Academic Societies meeting, San Francisco, CA, May 2004,
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populations of military service members, and the support needs and stresses were different
among these families and health care providers.

Criteria for parents to participate in the study included the following:
e Having a child with a life-threatening illness (as interpreted by the parent) or a child who
had died from a life-threatening illness within the prior two years.
e Being available for a focus group, interview, survey and/or review of written materials
for this study.

Criteria for health care providers to participate in the study included the following:

e Providing health care or care coordination for children with life-threatening illnesses and
their families within the MHS (i.e., residents, staff physicians and other health care
providers in pediatrics or family medicine).

e Being available for a focus group, interview or survey for this study.

In consultation with the study team for the Children’s Hospice project, the description of
children with life-threatening conditions referenced by Himelstein et al. was chosen to define the
group of children for the study. The children of parents who participated represented all four
categories in the Himelstein description. Several parents who participated had experienced the
death of a child. Families represented the Army, Navy, Air Force, and Marine Corps. Health care
providers included staff pediatricians, pediatric residents, staff family medicine physicians,
family medicine residents, social workers, case managers, care coordinators and nurses. Tables
with demographic information about the research participants appear in Appendix 5. A summary
table of participants appears below:

Health Care Parent Participants
Provider
Participants
National Capital Area 31 19
Total
USUHS 6 15
WRAMC 8 2
NNMC 6 1
MGMC 11 1
Madigan AMC 28 35
San Diego NMC 24 24
Wright Patterson AFMC 17 15
TOTAL 100 93

Advisory group of parents in the National Capital Area

An advisory group of research collaborators was developed by contacting parents of children
who have had, currently are ill with, or have died from a chronic life-threatening illness. This
group of parents, initially invited to participate from a group previously assembled under another
project, reviewed focus group and interview plans, provided information regarding adaptation of
a quality of life survey for caregivers, and assisted with interpretation of data analysis. This
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group helped researchers develop an understanding of parents’ experiences and provided insight
about whether themes that emerged during data analysis accurately reflected their
experiences.”>>* Focus group and interview topic guides for the advisory group appear in
Appendix 6. Four focus groups meetings with this advisory group were also taped, transcribed
and included in the analysis.

Focus group and interview plans
The following surveys informed the development of questions and data collection strategies for
focus groups and interviews, with guidance from the advisory group:

e The End-of-Life Survey developed by the Foundation for Accountability (FACCT)
(integrated in questions for focus groups and interviews, with guidance from the advisory
group of parents).

e The Quality of Life of Caregivers of Children with Special Health Care Needs survey
developed by Dr. Randall and Dr. Hanson™ (integrated in questions for focus groups and
interviews, with guidance from the advisory group of parents).

e The Medical Home Assessment Questionnaires and the Medical Home Index (family and
provider3\67ersi0ns), which are available from the American Academy of Pediatrics
website.

In consultation with the advisory group, the researchers developed a set of interview and focus
group questions for parents and a second set of interview and focus group questions for health
care providers. These questions, along with the interview and focus group topic guides, provided
a framework for one-to-one interviews and focus group discussions at all four study sites, and
can be seen in Appendix 7.

Parent focus groups and interviews

Parent focus groups and interviews addressed the following broad topics: (1) how parents define
the needs of children and families when a child has a life-threatening illness; (2) the experience
of children and families with the MHS (direct care system and TRICARE) in meeting those
needs; (3) the experience of children and families in finding and using services in their
communities (both military and civilian communities); (4) education and information necessary
to enable them to find and access the health care and services that they need; and (5) the degree
to which the children’s care has been coordinated and what the mechanisms of coordination have
been. In order to allow unanticipated themes to emerge, questions were open-ended. Focus
groups and interviews were audiotaped and transcribed. In order to make study participation
accessible to as many parents as possible, researchers traveled to parents’ homes to conduct one-

33 Osher, TW, & Telesford, M (1996). Involving families to improve research. In Hoagwood, K, & Fisher, CB
(Eds.), Ethical Issues in Mental Health Research With Children and Adolescents (pp. 29-39). Mahwah, New Jersey:
Lawrence Erlbaum Associates.
34 McBride, SL, Sharp, L, Hains, AH, & Whitehead, A (1995). Parents as co-instructors in preservice training: A
pathway to family-centered practice. Journal of Early Intervention;19:343-389,
35 Randall V, Hanson J. (May 2004) Quality of Life of Caregivers of Children with Special Health Care Needs, A
Survey Tool Constructed in Collaboration with Parents. Unpublished manuscript. Bethesda, MD: Uniformed
Services University of the Health Sciences.
36 American Academy of Pediatrics, Medical Home Measurements, available at
http://www.medicalhomeinfo.org/tools/med home. html. Accessed May 3, 2007.
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to-one interviews. In addition, researchers conducted interviews and focus groups with parents at
the Uniformed Services University, Madigan AMC, San Diego NMC and Wright Patterson
AFMC.

Health care provider focus groups and interviews

Health care provider interviews and focus groups were conducted to discuss three broad topics:
(1) how residents, pediatricians, family medicine physicians, and other health care providers
define the needs of the children with life-threatening conditions and their families for whom they
provide care; (2) participants’ experiences with the MHS (direct care system and TRICARE) in
meeting those needs; and (3) education and information necessary to help them provide
comprehensive care in a Medical Home model for children with life-threatening illnesses and
their families.”” Interns/residents and staff physicians participated in separate focus groups.
Focus groups and interviews were audiotaped and transcribed. Health care providers were
interviewed at the Uniformed Services University, Walter Reed AMC, the National Naval
Medical Center, Madigan AMC, NMC San Diego and Wright Patterson AFMC.

Data Analysis
Interview and focus group audiotapes from all four sites were transcribed, analyzed using the

constant comparative method of qualitative data analysis, and coded using HyperResearch™
software. Two researchers read most of the transcripts from two sites, developed preliminary
themes, and agreed on a set of themes to use for coding. These two researchers then read and
coded all transcripts from these two sites. A research assistant learned the coding scheme and
entered all coded comments in the HyperResearch™ software, noting any disagreements in
coding by the two primary researchers. All disagreements were discussed until agreement was
reached.

The overall approach to data analysis is described by Pope and Ziebland™® and in volumes 5 of
The Ethnographer’s Toolkit, Analyzing and Interpreting Ethnographic Data.” The constant
comparative method is described in The Discovery of Grounded Theory by Glaser and Strauss.*’

Report of parent focus groups and interviews
This report focuses on these four facets of the needs assessment from parents’ perspectives:
e Child and family needs as described by parents.
e Resources families use in the MHS and community.
e Resources needed but not accessible, available or adequate and the barriers families
experience when trying to obtain these resources.
e Families’ needs for information and education regarding these needs, resources and gaps
in services.

37 American Academy of Pediatrics (2002) The Medical Home, Pediatrics 110(1), 184-186.
38 Pope, C & Ziebland, S (2000). Analyzing qualitative data. BMJ; 320:114-117.
39 LeCompte, MD & Schensul, JJ (1999). Analyzing and Interpreting Ethnographic Data. Vol. 5, Ethnographer’s
Toolkit. Walnut Creek, CA: Altamira Press.
40 Glaser, BG, & Strauss, AL (1967). The Discovery of Grounded Theory. Strategies for Qualitative Research.
Hawthorne, NY: Aldine Publishing Company.
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Report of health care provider focus groups and interviews
This report focuses on these four facets of the needs assessment from health care providers’
perspectives:

e How residents, pediatricians (both general pediatricians and subspecialists), family
medicine physicians and other health care providers define the needs of the children and
families for whom they provide care.

e Their experiences with the MHS (direct care and TRICARE benefit) and community
services in meeting those needs.

e How residents, pediatricians, family medicine physicians and other health care providers
describe gaps in needed care and services.

e Education necessary to help physicians and other health care providers provide care in a
Medical Home model for children with life-threatening illnesses and their families.

Results

The researchers have completed initial reports for two study sites, the National Capital Area and
Madigan AMC. Interviews and focus groups have also been completed and transcribed for
Wright-Patterson AFMC and NMC San Diego. Data gathered at all 4 sites that describe
experiences overseas and at small bases have also been analyzed. Results reported here represent
an integrated set of themes that summarize findings across sites. Each report describes the needs
of children and families, the resources used and the resources needed but not accessible,
available or adequate, incorporating the perspectives of both families and health care providers.
The data have been organized according to the themes that emerged from the qualitative
analysis. A separate gap analysis (see pages 72-103) has been completed based on the themes
that resulted from the needs assessment. The gap analysis delineates gaps in services and
support, with program and policy recommendations for the MHS to address these gaps. The
themes also summarize relevant needs of families, physicians and other health care providers for
education and information about care and services and how to access them.

THEME GROUP 1: SYSTEMS

1. Access to Care and Services
1a. Available resources

Children with life-threatening conditions in the MHS receive a wide array of health care,
including pediatrics, subspecialty care, surgeries, treatment procedures, diagnostic
procedures, medications, rehabilitation hospitals, hospitalizations, equipment,
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speech/occupational/physical/feeding/water therapy and nursing. They receive care in
military treatment facilities, Children’s Hospitals, other major medical centers,
emergency rooms, urgent care centers and outpatient settings. There is generally a low
dollar cost to families for care covered by TRICARE if the children are enrolled in
TRICARE Prime. Some families benefit from the catastrophic cap (an annual maximum
for cost-shares and co-pays). Some parents have entered or remained in the military to
obtain or retain health care coverage for their children. They may drive some distance to
military treatment facility or civilian care facilities, or may be air-lifted or
compassionately re-assigned to get the care their children need. Parents described care
received while stationed at different bases in the United States and overseas. They
described getting access to all needed physician visits, hospitalizations and related
procedures, and medication, although they sometimes had to work around the barriers
described below. They also described access to physical therapy, occupational therapy,
speech therapy, and equipment, but with some limitations and delays also addressed in
theme 1b-barriers. The ECHO program in TRICARE provides up to 40 hours per week of
respite care for some children. Some military treatment facilities have well-developed
special services, such as a Developmental Clinic, Cystic Fibrosis Clinic or
Hematology/Oncology Service. Military physicians work hard to help families access
health care, learn the TRICARE system, fax and re-fax forms, and give parents back-up
phone numbers and pager numbers to improve access.

1b. Barriers to access in the MHS (TRICARE and Military Treatment Facilities)

Both parents and health care providers encounter barriers when trying to access care and
services for children. Physicians spend a great deal of time completing paperwork,
writing letters, and helping with appeals. Physicians may have somewhat less time for
clinical care because of limited ancillary staff at military treatment facilities. Low
reimbursement rates for care paid by TRICARE make it difficult to find providers in the
civilian network. Sometimes it appears that the TRICARE contractor may try to shift
costs to other payers (Medicaid, schools) and the other payers may in turn try to shift
costs to TRICARE. Some areas have experienced many denials for physical therapy,
occupational therapy, speech therapy, oral motor therapy, and equipment.

Other services that are hard to access include anesthesia for pediatric procedures (lack of
providers at Military treatment facilities), social work, child life, intensivists, any
equipment (e.g. orthotics, wheelchairs) and help with travel expenses when children are
referred to distant civilian facilities. At the military treatment facility, access is often
difficult for families because of long waits, no day care for other children, or limited
parking. Limitations related to staffing resources at military treatment facilities include
the following: very limited child life and nutrition services, physicians who are too busy
to focus on pediatric palliative care, deployment of physicians, no good system for
continuity of physician care, no personnel to track children for follow-up, few general
pediatricians available to follow medically complex children, few pediatric case
managers, few social workers, an overload in follow-up clinics, the loss of a nurse advice
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line with a new TRICARE contract, limited acute pediatric appointments, and little
physical therapy, occupational therapy and speech therapy at military treatment facilities.

When using military treatment facilities, barriers to care include needing repeated
referrals, no same-day appointments, scheduling challenges, driving long distances to get
to a large hospital, limited parking, not having a general pediatrician, long pharmacy
lines, medications not in pharmacy formularies, no new prescriptions filled at the drive-
through pharmacy, poor maintenance at the large military treatment facilities, inflexible
front-desk staff and poor coordination between facilities. Whether at a military treatment
facility or a civilian facility, civilian providers don’t understand military culture or
regulations. When services are not available at a military treatment facility, parents
encounter excessive “red tape” with TRICARE contractors. Again, they need repeated
referrals, services are sometimes denied several times, there are months-long waits for
equipment, getting authorizations requires repeat phone calls, the contractor does not
return phone calls, rules and processes change with no communication, administrative
staff are poorly informed and there are inconsistencies in what is approved. Retirees do
not have ECHO coverage. Even when therapy, home nursing and equipment are
authorized, parents cannot always find providers in the TRICARE network, or the service
is far from their home, or home care is not available. There is little help navigating the
system. The military treatment facilities seems understaffed and underfunded, especially
to parents who have experienced care at Children’s Hospitals. Parents with a spouse
deployed have no one to help them navigate the system, and little or no help caring for
children. Parents with several children sometimes have a hard time getting them to all
appointments.

1c. Other payers and community resources

Some families qualify for Social Security Income (SSI), Medicaid and Division of
Developmental Disabilities/Developmental Disabilities Administration services on the
basis of low income, but rules for eligibility determination vary by county and state.
Medicaid is available to children with SSI, and qualification for SSI changes with moves
between states, availability of base housing, military promotions and payment of child
support. When a family does not qualify on the basis of income, there are income waiver
programs that enable families to access Medicaid-provided services, but there are limited
slots and long waiting lists. When families qualify, Medicaid may cover TRICARE co-
pays, diapers and related supplies, formula, personal care hours, respite care or home
nursing. Sometimes families are later asked to repay costs of services provided if
eligibility has changed. The TRICARE contractor may require a written denial from
Medicaid before providing some services (e.g. physical therapy, occupational therapy,
speech therapy), even for families with higher incomes.

Schools and early intervention programs also provide some therapy and equipment.
Home nursing of any kind is extremely limited, even for occasional visits. Care
coordinators may help families negotiate complicated applications for service and
payment from community, state, and federal sources. Some families have purchased
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supplemental insurance, which covers co-payments and deductibles not paid by
TRICARE. The Women, Infants, and Children WIC program covers formula up to a
certain age for financially eligible families. Some families have experienced tension
about who should pay for some services — schools call them health care and TRICARE
calls them educational. In some cases service may be delayed or denied. No parents
reported difficult with TRICARE paying for early intervention services. As with
TRICARE, some services that are covered by Medicaid or a community program lack
available providers at the rates paid. Community programs that provide some funds
include county Developmental Disabilities Administration and private organizations (the
ARC, United Cerebral Palsy, Easter Seals, Quantus Foundation, Muscular Dystrophy
Association). When a child turns 18, he/she is eligible for Supplemental Social Security
Income if he/she meets disability criteria. If the child will be dependent life-long, military
members can apply for life-long TRICARE for that child. If a child dies, some expenses
may be covered through the military (transportation of the body to a funeral home, burial
in a government cemetery).

Services in communities include early intervention, schools, emergency care registries,
limited visiting nurses, and community libraries for families with children with special
health care needs, county social workers, 911 services, a care coordination center, and

therapeutic horseback riding.

2. Care Coordination
2a. Needed care coordination

“During an already chaotic and stressful time, families are providing the large majority
of the care coordination. It is exhausting and the process is exhausting.”

Children with life-threatening conditions need many health care and community
resources, as do their families. Parents provide most of the care coordination to locate
and utilize these resources, especially when services are not available on base. They need
help coordinating information and records about their child’s medical history (especially
when on leave and during moves; see theme 2¢ — transitions), help finding child care and
respite care (especially when one parent is deployed and especially for children with
special needs), help negotiating systems, and help finding needed resources in the
military and civilian communities. They need help negotiating TRICARE, Medicaid, SSI,
the Exceptional Family Member Program (EFMP) and state services. In TRICARE,
referrals and faxes get lost in the system. There are few care coordinators and case
managers apparently fewer since the change in TRICARE contractors—and many of
these children have been dropped from case management. Parents spend hours and hours
on the phone; they get tired, frustrated, and overwhelmed and don’t have the time, energy
or knowledge of resources necessary to find everything their children need. They need
help with denials, appeals and authorizations, and need help coordinating large numbers
of follow-up appointments even keeping track of dates for prescription renewals and new
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appointments. They don’t know the system and they don’t know the resources available
until someone helps them.

Some care coordination is available and tremendously appreciated (see theme 2b—
available care coordination), but much more is needed. More local care coordinators are
needed and an MHS-wide network of care coordinators is needed to communicate across
the MHS. Within a military treatment facility, families need coordination of several
appointments in one day when care is complex and/or when they travel long distances to
get care in a military treatment facility. Within TRICARE, they need someone to help
them figure out TRICARE requirements, to keep track of the timing of needed re-
authorizations, to negotiate requirements for services such as medical supplies and to
communicate with TRICARE contractors who tell parents they will communicate only
with physicians. Both parents and physicians need care coordinators who are
knowledgeable about TRICARE and community resources.

Specific needs that are not well met include follow-up for complex patients with long-
term needs, follow-up for consults that are not completed, facilitation of provider-to-
provider communication, care coordination of community resources that go beyond
medical care, assistance for physicians who don’t have time to do all needed care
coordination, and coordination for families whose children require care in civilian
hospitals. Neither physicians nor families know how to navigate the TRICARE system,
and families sometimes struggle with resolving bills or become frustrated trying to
navigate the system independently. Case management for TRICARE-covered care is
more available than coordination of care across community resources.

2b. Available care coordination

Madigan AMC health care providers spoke highly of the Referral Coordination Center,
which finds resources to fulfill referrals for TRICARE-authorized medical appointments
either at the military treatment facility or in the civilian medical community. There are, in
addition, a few mental health case managers with TRIWEST, but there are many fewer
nurse case managers than there were under the previous contract. A care coordinator in
the Developmental Clinic at Madigan AMC helps families order durable medical
equipment; navigate TRICARE, SSI and of Developmental Disabilities services; find
respite care, therapies, and home nursing; coordinate end-of-life care; meet paperwork
requirements; and arrange all needed care and services when families first arrive in the
area. Physicians also provide care coordination, which requires a lot of time without
generating Relative Value Units RVUs. There are also social workers in the Neonatal
Intensive Care Unit (NICU) and inpatient units at the military treatment facility.

Care coordination is provided in the National Capital Area by pediatric nurse case
managers at WRAMC who focus on equipment, home care, hospice care, moves from
other locations and transition to other payers (each nurse case manager does about 1,400
case management interventions per year); clinical nurse specialists for hematology-
oncology and for cystic fibrosis who coordinate equipment, home care, hospice care and
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with schools; a nurse discharge planner for the NICU at NNMC; case managers through
HealthNet who focus on home care and equipment for medically complex children;
family medicine physicians and pediatricians; and a nurse care coordinator in the
pediatric clinic at Malcolm Grow AFMC. The referral management center at Malcolm
Grow AFMC helps arrange appointments. TRICARE service centers help physicians and
families figure out what TRICARE covers. Family support centers may help families find
support and financial help in communities. Some limited care coordination may be
available through Army Community Services (ACS). Exceptional Family Member
Program (EFMP) offices in Europe provide some care coordination. Early intervention
(birth to three) programs have service coordinators to help coordinate community
resources. Available care coordinators help parents find care, make arrangements to get
care and get care paid for. When parents describe available care coordinators and case
managers, they always express appreciation and explain how they made it easier to get
the care their children needed.

2¢. Transitions

“On average for the special needs families when they relocate, it takes six to nine months
before you get all your care providers, educators, and anyone that has to deal with that
child, it takes six to nine months to get settled in.”

Transitions require additional care coordination in order to proceed smoothly. Care
coordination is especially needed at the time of a transition from pediatric to adult care
and services (during ages 18-21), from active duty service to retirement, from a military
treatment facility to a Children’s Hospital or back again, from hospital care to home care
or hospice care, when a family uses civilian health care with TRICARE (whether Prime
or Standard), to coordinate care between military treatment facilities, at the time of a
move between bases or a medical evacuation from overseas, at the time of a deployment
or when TRICARE contractors or procedures change. Rules change, service delivery
changes, new authorizations are needed and parents don’t know who to contact to find
resources. Even if coordination, care and services were going smoothly, a move or other
transition creates a huge need for care coordination.

3. Long-Term Care Needs of Survivors
3a. Needs and resources for cancer survivors

Cancer treatment can take several years. If a remission is achieved, there follows a period
of watching for a relapse and wondering about options for further treatment if cancer
recurs. If long-term remission is achieved, then questions arise about the late effects of
chemotherapy or radiation. Parents feel a burden of responsibility to watch for relapse
and late-effects and to help their children deal with long-term consequences of cancer
therapy. A late-effects clinic has been established in the National Capital Area, but not all
long-term survivors have been connected with it, and not all questions and issues have
been addressed by this clinic or pediatricians. There remains a need to help parents
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maintain vigilance and answer questions that arise for cancer survivors over time.
Children and families also have some needs for support and emotional healing after an
experience with cancer.

3b. Long-term follow-up

Many children with life-threatening conditions live for many years with incredibly
complex needs for care and support. They need good primary care, but they need much
more than that. They need an extensive array of subspecialty care, equipment, supplies,
and support. They need medical care and coordination and follow-up that goes far
beyond what is required for well-child care and resolution of acute illnesses. They need
care not only directed toward cure or improvement, but also focused on achieving a good
quality of life. They need every bit as much care, coordination and support as children
who are at the end of their lives. The need for care can go on for a very long time.

3c. Continuity

When parents and children live with complex conditions that require sophisticated
understanding and complicated care, it is especially hard to change physicians due to a
move of the family or a move or unavailability of the physician. Once a physician
understands the child’s needs, it is hard to lose continuity of care with that physician.
Parents worry about disruptions in communication and about physicians who may not
have knowledge and experience with their child’s health condition. They will sometimes
go to great lengths to maintain the continuity they need—for example, one parent
voluntarily remaining in one geographic location while the other moves with the military.
Dealing with lack of continuity exacts an additional emotional toll from parents. Some
parents have been in one location with the same physicians for a long time; some have
physicians who have given them phone numbers and pager numbers that make it possible
for them to experience more continuity of care. Parents always appreciate this and feel
more confident about their children’s care.

Physicians described two important aspects of continuity of care—seeing a care provider
who understands the child’s and family’s needs over time, and having access to a
physician via phone, cell phone or pager to ask questions about scary things that happen
or care that needs attention. Health care providers acknowledged that continuity with a
physician can be difficult to accomplish with limited appointments being available, but
they are willing to help the family work around the system to accomplish continuity of
care. The continuity clinics for residents can sometimes address this need, but often the
residents are not available for continuity clinic when their patients come so there is some
breakdown here. Sometimes relationships with pediatricians or family medicine
physicians break down during long-term complex care as the subspecialists become the
main source of continuity instead. If a child enters a formal hospice program, continuity
may be disrupted again—although care providers from the hematology-oncology
program do remain involved as a child approaches death. If a child gets better, they need
to transition to a primary care physician for continuity. Continuity of care is sometimes
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harder in the MHS, where both families and physicians move and deploy. Still, planning
and attention to the importance of continuity can make these transitions a bit easier.

4. Descriptions of a Medical Home

Few health care providers were familiar with the concept of a medical home. One did
provide a succinct and accurate definition: “It’s the idea for patients to have one facility
or group of doctors or medical clinic that is their medical home and they are not tied to
one person but there is a set that manages their shot records and their chronic health
needs. The place where things are coordinated. That’s their base.” A family medicine
resident described the concept in detail and called it “the core of family medicine.”

A medical home in general pediatrics or family medicine is generally not available in the
MHS. The hematology-oncology clinic provides many aspects of a medical home for
children in treatment there, with hematology-oncology physicians also serving as primary
care managers. Some but not all pediatricians, family medicine physicians and other
health care providers are familiar with the medical home concept, but care in the military
treatment facility is not organized to provide a medical home. Some aspects of a medical
home are available in some places — case management at WRAMC, family physicians
who coordinate some care and individual general pediatricians or pediatric subspecialists
who make themselves available for continuity and coordination of care. There are
pediatric resident continuity clinics, but it has been hard to establish continuity of care in
these clinics. There are also family medicine resident continuity clinics, but the family
medicine residents do not follow medically complex children.

5. Roles and Administration
5a. Administrative issues

Administrative problems and conundrums have slowed down the health care system and
over-burdened physicians to the point where there is less time for adequate patient care
because of unnecessary, redundant and in-the-end ineffective administrative
responsibilities. Physicians have few secretaries or support staff, and without ancillary
support there is less time for physicians to meet with patients and engage in providing
actual health care. A large amount of bureaucratic “red tape” limits physicians’
productivity and effectiveness, as they must deal with greater amount of paperwork for
small approvals, such as orthotics, physical therapy, speech therapy and home health care
equipment. The time required to fill out the paperwork, fax letters, handle missing
paperwork or jammed fax machines, and then re-write letters for specific terminology or
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to appeal a denial challenges physicians’ efficiency and results in a great deal of wasted
time and fewer contact hours with patients.

Military treatment facilities are understaffed and under-resourced. Families have trouble
scheduling appointments and are sometimes sent to the emergency room for non-
emergency situations. The EFMP representatives are also overloaded; more staff would
be needed to enable these staff to help families find information and support. It
sometimes seems to families that physicians are doing tasks that could be done by staff in
other positions, were staff available to fill these other roles. Inadequate maintenance of
hospitals and clinics was also mentioned by parents as a concern._Lack of information
about military regulations, policies and administrative procedures sometimes complicates
care as well. For example, lack of clarity about procedures following the death of a child
created additional heartache for one family.

5b. Family medicine excluded

Some family medicine physicians and residents are excluded from caring for children
with life-threatening conditions, despite a willingness to coordinate these children’s care
and remain their primary care manager. While they cannot provide subspecialty care,
they could fill an important role in providing support to families and coordinating
medical care and communication among a child’s physicians.

5c. Need coordination between military treatment facilities in the National Capital Area

While most services are available between the different military treatment facilities in the
National Capital Area, it is difficult to coordinate and communicate between facilities
when different specialties are at different sites.

5d. Definitions and eligibility for services: vocabulary

Some health care providers identified a fine distinction in the vocabulary of a life-
threatening condition versus a life-threatening condition. For a general definition, health
care providers described life-threatening conditions as a more immediate, intense threat
on the child’s life where death could be expected within the next year, and described life-
threatening conditions as a condition putting the child at risk for a long time period, with
no specific time-line for death. This distinction may help physicians advocate for
additional support for families when a child’s life is imminently threatened by illness.

Se. Issues with TRICARE rules, interpretations of benefit, and TRICARE Management
Activity oversight

Apparent inconsistencies in interpretation of the TRICARE benefit lead to confusion and
frustration for both parents and health care providers. For example, some parents have
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been told they cannot leave their houses when a nurse is providing respite care; others
have been told they must sleep while the nurse is there; others have been able to leave
their child in the care of the nurse and accomplish errands or health care appointments.
Rules also change with little communication, creating not only confusion but also denials
and delays in services. Some military treatment facility health care providers see a role
for TRICARE Management Activity (TMA) in overseeing consistency of benefit
interpretation across TRICARE contractors.

THEME GROUP 2: RELATIONSHIPS

6. Advocacy

Parents who participated in this study persist until they get the care their children needs.
They often have to fight to get what their children need in the health care system and in
schools, and sometimes have to fight to get health care bills paid. They take them to
doctors and emergency rooms until they find out what they need; they pursue medical
care at military treatment facilities, civilian providers and in community organizations;
and they find the physicians and care coordinators who will help them find and get what
they need. Parents express gratitude for the health care providers who advocate for their
children. Some parents also think about and try to influence care for children and families
in general. These parents also go to great lengths and personal sacrifice to care for their
children, meet their physical needs and improve their children’s quality of life as much as
possible.

Many health care providers in the National Capital Area are equally determined, faithful
advocates for individual children and families, finding and connecting families with
needed services, contacting TRICARE or case managers directly, making phone calls and
completing paperwork. They also recognize the important role that parents fill as
advocates for their children, and they encourage and support them in this role.

7. Relationships and Communication with Health Care Providers
7a. Health care provider/family communication

Comments about communication between health care providers and families came from
different types of health care providers: a hospice nurse, a neonatalogist, a pediatric
hematologist/oncologist, a pediatric cardiologist, a NICU discharge planner, a family
physician, a pediatric intensivist. They discussed many special circumstances in which
sensitive, relationship-based communication is important to families. Families need
different communication during different phases of care (diagnosis, treatment, end-of-
life). A child’s mother and father may each need different communication. A family may
be overwhelmed by a lot of information from many providers and need someone to help
them sort it out. Conversations about end-of-life care and what dying is like should occur
between parents and a physician with whom they have a relationship, before they get to
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the Pediatric Intensive Care Unit (PICU). In hospice care, families build close
relationships for communication with those who visit their homes, but still want to hear
from the physicians who cared for their children earlier, just to know they care. Children
with long-term conditions like cystic fibrosis and their families need supportive
communication to build motivation to take care of themselves when well. Overseas,
communication may be hampered if a child is born or diagnosed in a host nation hospital
and the physicians either do not speak English or do not talk to parents; a translator may
be needed. Parents of children with special health care needs want relationships with
pediatricians, and many pediatricians go out of their way to build these relationships and
be accessible to families. Family physicians can also build these relationships with
families and can sometimes convey families’ needs to other team members. Respect for
families and their differing needs is paramount.

Parents expressed some angst about communication with physicians. They find
themselves explaining their child’s conditions to physicians who do not know about
unusual health conditions or their children’s individual problems - sometimes with the
burden of knowing that their child’s life may depend on their communication of urgency
and accurate information. They have learned to speak up loudly on behalf of their
children. They educate new physicians about their child’s history, and sometimes grow
weary of the emotional energy required to tell painful stories again and again. They have
a deep need to have doctors listen to them and believe them. The time of diagnosis
creates special communication challenges; several parents received confusing,
contradictory and upsetting information in insensitive ways. Many parents expressed the
need to build trust and good communication with physicians and a deep appreciation for
the physicians with whom this had occurred. Once parents establish a relationship of trust
with a physician they can contact with a need, it makes all the difference for them.

7b. Health care team communication

Families need to know that the health care team members are communicating among
themselves about test results and treatment plans and that someone is communicating
about these plans with the families. Health care team communication works well within a
small team (like the hematology-oncology team or the cystic fibrosis team), and quite
well between providers in the same military treatment facility. If available to a family, a
primary care physician can coordinate this communication. Challenges to health care
team communication arise when the team includes providers both in the military
treatment facility and in the community. Most often, physicians at the military treatment
facility do not receive information about test results or subspecialty consults for referrals
to the civilian community. Often, the parent becomes the one who conveys information to
a physician at the military treatment facility about test results, needed labs and
subspecialists’ information, without anything in writing. Case managers, social workers
and referring physicians help facilitate team communication, even between the military
and civilian communities.

7¢. Cultural issues
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Parents discussed several aspects of culture than can affect communication between
families and health care providers. One is the language spoken - do the health care
provider and family speak the same language well, and if not are there some resources for
helping them communicate well? Several families had experienced physicians with
whom they could not communicate easily because of language differences. A second area
comprises the culture of an individual family’s belief systems, values, religion, and
priorities as they affect care for the child and communication with providers. Third, the
military culture has an effect on communication, particularly when attitudes about rank
and authority exert an influence. Finally, there is a culture of parents who have children
with serious health care needs. These parents often become strong advocates for their
children, and their advocacy is not always understood or interpreted by health care
providers as a strength.

8. Decision Making

Parents find it very hard to make decisions for their child, and often have to do so in the
face of great uncertainty about outcome, big risks, and huge implications for quality of
life. They want to be included in decisions, but need the information necessary to make
good decisions and don’t want to feel like they are all alone in making the decisions.
Sometimes they have to make decisions between options that all have a likelihood of
negative outcome.

THEME GROUP 3: FAMILY NEEDS

9. Social and Emotional Needs
9a. Families’ emotions and need for support

Physicians, care coordinators and social workers recognized the emotional needs of
families in some detail. They described parents’ stress, grief, isolation, and difficulty
coping. They noted needs for one-to-one counseling, support groups, respite care, help
with appeals, and help funding community resources. They noticed needs for concrete
support in the hospital — meals for breastfeeding mothers, a comfortable place to sleep,
support for staying with a sick child. They described respite care as an opportunity for
parents to spend time with their healthy children or attend medical appointments for
themselves and other children. They also realized parents’ need for someone to listen to
their stories — someone to listen without counseling, just listen and try to understand.

Parents of children with life-threatening conditions in an actively-deploying military
community described social and emotional needs in three broad categories: dealing with
the intense emotions evoked by their children’s suffering, coping with continuous and
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strenuous care demands, and living in settings with limited informal social support. They
feel scared, worried, sad, anxious, weary, angry, isolated, discouraged, frustrated, upset,
confused, and stressed. They sometimes have trouble communicating as spouses and
experience stress on their marriages. They are often mentally and emotionally exhausted.
Their children’s care demands are often exhausting also, requiring 24-hour daily care,
heavy lifting, complex and repeated care procedures, and long-term care. They need help
with care, time for their other children, time with their spouses, time to sleep, and a break
from continuous care-giving. The military situation sometimes makes it hard to find
informal social support. Families move near a major military medical center to get health
care for their children, but this often leaves them far from family and friends.
Deployments mean separations from spouses and no break at all for the parent or
grandparent who cares for the child. Concrete social supports like temporary housing,
accessible base housing, help with a child’s care, respite care, child care for healthy
children during hospitalizations of the sick child and transportation to health care when
their cars have been left overseas make a big difference when available, but are not
always available.

9b. Children’s needs for emotional support

“We ought to have a vibrant Child Life program that interacts integrated with social
work and case management and psychologists.”

Parents worry about their children’s social needs (a wig when they don’t have hair,
participation in social activities), coping with procedures and medicines, pain and fears.
They see the psychological stress of being different or losing abilities and worry about
how to talk about death and how to support living children after a child dies as they
grieve and need support. They worry about long-term anxiety in their children and how
to ameliorate it. They wonder how to provide as much of a normal life as possible, and
often struggle to do so. They do not want their sick children to be alone in the hospital,
and wish the hospital had a more comfortable and interesting environment for them.
Many parents have seen Child Life and social workers at Children’s Hospitals and wish
for these services at the military treatment facility. They see the needs of their healthy
children for time with their parents, care while a brother or sister is in the hospital and the
opportunity to participate in childhood activities. They also see a need for support groups
or other ways to help siblings cope with their brother or sister’s special needs. They
worry about their children witnessing or experiencing too much suffering. They see
strength in their children and are proud of them for helping one another, but they still
worry that their needs are compromised by the demands on a family of a condition that
requires constant care and creates continual uncertainty and stress. They see their
children’s reactions to the lack of understanding from healthy children and adults around
them.

9¢. Health care providers need support
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Some health care providers mentioned their own reactions to caring for children with
life-threatening conditions and their families. Some wished for more time to build
relationships with these patients. A few health care providers mentioned that it is hard for
them to think about people dying, and they mentioned meeting among themselves to talk
about it. One mentioned an educational program about pediatric palliative care that was
educational and provided some support for her. Some health care providers go to
memorial services for children who die, and one mentioned a chaplain who had been
available for the staff when they were caring for an especially complicated baby and his
parents. Parents notice and comment upon the emotional responses of physicians and
nurses to their children, especially when their children die. They appreciate their
compassion and how they have emotional support as caregivers. They see and appreciate
the sacrifices these health care providers make in spending time with and caring for their
children.

9d. Available support, counseling, and other mental health resources

Health care providers know of some limited one-on-one counseling for adults or children
and parents. They know about Military OneSource, but think a website is inadequate.
They are very aware that parents need a break, during deployments but also just because
of the demands of caring for sick children. A care coordinator knows of community
resources and funding for respite care and helps parents find these resources.

Parents described EFMP support group meetings and social activities, respite care
through ECHO, Medicaid and the state Division of Developmental Disabilities, Muscular
Dystrophy association support groups, accessible base housing and equipment that made
a house functional for a child with disabilities. They described siblings who helped and
loved each other and family who lived in the area, flew in or moved to the area. They
often had spouses who helped with care and support when they were not deployed,
neighbors who helped care for children and friends who helped healthy siblings
participate in activities. Formal and informal support was available from support groups
for children with special needs, Special Olympics, talking with other parents, social
workers and Child Life workers at Children’s Hospital and Madigan AMC, the county
Zero-to-Three program and a social worker in the NICU. They also experienced support
from health care providers at the hematology-oncology clinic and developmental clinic,
counseling and marriage counseling through the Life Skills Center, the family support
center and Air Force Aid Society. Some have obtained help in receiving TDY pay and
getting belongings shipped from overseas. Other sources of support included the
Footprints support group for parents of children with cancer, the Fisher House, friends
from church and workshops for siblings. They found ways to support one another within
their families, such as taking walks together, finding a way to take a family vacation,
reading books about special needs, watching movies at home and enrolling healthy
children in activities they enjoy. Some commanders made it possible for an active duty
parent to take time off or return from the field to participate in critical care. The active
duty parent found some support and a break from child care by going to work; sometimes
the caretaking parent found a way to work part-time or go to school, thus also relieving
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the constant stress of caregiving. Parents also found joy in their children and strength in
themselves, their families, and their network of friends as they met the challenges they
faced with their children’s needs.

The pediatric hematology-oncology service provides a great deal of support for children
with cancer and their families through a clinical nurse specialist, case managers,
physicians, and a parent support group. This service sometimes goes to families’ homes
and children’s schools to provide support; they routinely spend a great deal of time with a
family when a child is dying. Many health care providers are personally supportive in
their interactions with children and families and aware of the importance of sensitivity.
Some find themselves in the role of informal counselor for families. Health care
providers in general know of some child psychology and psychiatry services, chaplains,
some pediatric social work and case management. The NICU also provides a social
worker, a discharge planner and a support group with educational resources for parents,
as well as extra support if a baby is going to die. They follow-up with parents of babies
who have died. The NICU also knows of some military and community support resources
(New Parent Support program, Navy/Marine Corps Relief), but sees them as
“diminishing rapidly.” The NICU knows that 8 counseling sessions are available to
parents through the TRICARE network but they do not know of parents who have used
this benefit, although they have made referrals. The Cystic Fibrosis clinic has a full-time
nurse who provides follow-up, support and information for both children and parents.
She knows of websites for children and links them by email, which is a better source of
support for children with cystic fibrosis because in-person support groups expose them to
infections. Parents of children with cystic fibrosis are also linked by email. Hospice
services are available, and they provide support and some respite for families. Family
medicine physicians know of behavioral health services available through Family
Medicine clinics and Life Skills clinics in the Air Force. Short-term behavioral health
services are available to help families figure out if they need more extensive care through
the TRICARE network. Case managers point parents to support groups. There is limited
Child Life in the hospital. Some health care providers know about the ECHO program
through TRICARE; they are also familiar with family support centers, Army Community
Services, family advocacy and social work, and some are aware of Military OneSource.
There is a clinical nurse specialist through the EFMP program. In general, more support
is available through special clinics/services (hematology-oncology service, Cystic
Fibrosis clinic, NICU). There are general behavioral health services but they are not
especially equipped for families with children with life-threatening conditions or children
who die. An individual physician, nurse, social worker, or case manager can make a big
difference for a particular family.

Families experienced a wide variety of informal social and emotional support, from
family, friends, colleagues at work, neighbors and churches. Community and non-profit
organizations provided respite care programs, funds for respite care, parent support
groups, sibling support groups, education, and advice. Parents devised their own coping
strategies — making scrapbooks, stopping at Starbucks, eating take-out food, buying
another car when theirs was overseas. Doctors, nurses and social workers provided
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important emotional support in the context of providing care — listening, understanding,
writing referrals, writing prescriptions for medications labeled properly for camp, holding
a baby, and even crying with parents during especially difficult times. “Experienced
parents” of children with special needs helped each other. Doctors, nurses, and social
workers shared books and websites. Several families commented about support that was
available because they were able to live in one location for a long time or return to an
area where they had lived before. Formal support was occasionally available also —a
social worker in a hospital, a counselor, medication to help parents cope or sleep, a
Medicaid waiver program to pay for home nursing, emergency leave, compassionate re-
assignments, pastors and chaplains. Flexibility in response to extenuating circumstances
helped, too — a supportive commander, last-minute appointments, someone watching a
child in the hallway so a parent could go to the bathroom or stay with a sick child for a
procedure or welcoming young siblings in the hospital.

9e. Barriers to support and mental health resources

“They said, ‘You are on compassionate reassignment, you re supposed to have your
family help you.’ I said, ‘My family is in Nebraska.’ ‘Okay,’ they said, ‘friends or
neighbors.’ I said, ‘I don’t know anyone. I just moved here.’ They said, ‘Don’t you have
a neighbor?’ I said, ‘She works.’ I asked my case manager ‘So what are you doing
tonight?’ She said ‘Oh, I have such and such to do.’ I go, ‘So you probably couldn’t
come over and watch my son while I go to the store.” She said, ‘Well, that’s not fair, I
have obligations.’ I said, ‘So do other people.””

“Well, we were supposed to have a compassionate reassignment after my husband lived
in Germany for three and a half years and the compassionate reassignment was
supposed to be to the West Coast. They sent us to Virginia. I just looked at this one guy
and he said, ‘What made you think you were going to get the West Coast?’ I said, ‘It’s a
compassionate reassignment. Everyone we know in the world is on the West Coast, but
you are sending us to the furthest east that you can.’ And it didn’t make a bit of
difference. No difference whatsoever.”

Many parents of children with life-threatening conditions do not have the energy to
attend support groups or figure out how to negotiate the system of services. Health care
providers do not always have enough time to listen or training to listen effectively or
counsel informally. Referrals needed for formal counseling can be a barrier — resources in
a primary care setting would be easier to access. Formal counseling and social work
resources in the military treatment facilities are very limited — even more limited for
children than adults. Some counseling is available through TRICARE, but low
reimbursement rates make it hard to find providers. In addition, few available counselors
have experience with issues regarding very sick children or children who die. Families
also need care coordination to access counseling, respite care and the various community
resources that could provide support. There is some care coordination but not enough.
Finally, parents have been told not to leave the home when respite care is provided
through the ECHO program limiting its effectiveness.
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Barriers to respite care from parents’ perspectives include difficulty qualifying, difficulty
finding providers if you do qualify and requirements for parents to stay with nurses who
provide respite under ECHO. Distance from family and friends is another barrier. Many
families were compassionately reassigned to a major military treatment facility to get
medical care, but their families are on the opposite coast or overseas, and they left a
familiar base to go to a place where they do not know neighbors or have a network of
friends. Parents also have a hard time finding informal support because no one wants to
talk about hurtful, sorrowful stories, and sometimes because their children have rare
diseases and they cannot find other parents with similar experiences. Formal support
services are hard to access because counselors are not effective for their needs, they
worry about implications for their careers if they seek mental health support, and there
are no pediatric social workers or child life workers available to them at the military
treatment facility.

Other barriers to meeting families’ emotional and social needs in the National Capital
Area include the following: limited staff in psychology, psychiatry (especially pediatric),
behavioral health, social work and nursing; limited case management or care
coordination; lack of providers knowledgeable about palliative care or dying children and
the related needs of families; physicians and nurses not knowing about available
community resources; limited funding for military community resources; and limited
knowledge about how to access the system. Services are available but inadequate in
scope

and amount. Recently, services have focused primarily on active duty service members
and service members wounded in Iraq and Afghanistan, with less available for children
and their families.

10. Financial Toll

When children need care not covered by the military treatment facility, care can quickly
become expensive. In addition to co-pays and cost-shares, families need to pay travel
costs, sometimes driving long distances to get their child’s care, and must pay for
specialized child care and child care for other children during hospitalizations -
especially if one parent is in Iraq. Families struggle with SSI and Medicaid income
requirements, sometimes qualifying as E-4 or E-5 but losing benefits when the military
service member is promoted. Diapers and formula, for example, are covered by Medicaid
but not TRICARE and their costs can become a financial burden. Families sometimes
also get thousands of dollars in bills inappropriately and spend a great deal of time and
energy fighting them. Overall, though, most families are very grateful for access to
military health care, and many remain in the military because they could not get health
insurance for their child otherwise.

Items typically not covered by TRICARE or not adequately covered include special
formulas, diapers, home nursing, respite care, some equipment, home ramps and other
modifications, special clothing, special toys and expenses of moving to get care. Families
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also need to pay for child care for other children during treatment, funerals and other
expenses. Even when care is covered by TRICARE, they may have prescription co-pays
or co-pays and cost-shares for civilian health care. Medicaid helps but few families
qualify, or they qualify only for a short time. Army Community Services and Relief
Societies may offer a small grant or loan and supplemental insurance, which helps
parents if they have it, helps too. Still, the financial toll can be substantial.

11. Search for Meaning/Spiritual Care

Both children and parents need spiritual care and a chance to talk about spiritual issues
and questions about the meaning of what is happening to them. Sometimes they want to
talk with a nurse or other health care provider about these things. A chaplain service is
available at most military treatment facilities and can arrange for religious rites such as
baptism. However, some chaplain services tend to offer more religious practice than
support or counsel about the spiritual questions and need for care that arise when a child
is very sick, and many families rely on their own pastors or religious leaders rather than
hospital chaplains.

Parents of children with serious illnesses seek meaning for their children’s lives and their
own lives. They may try to understand how God fits into the things that have happened to
them and their children. Many turn to God or a religious community or leader for
support, religious rituals and an understanding of what their lives mean. Sometimes they
yearn for something of themselves or their lives from the time before they had a sick
child. They may see having to fight for the care and services their child needs as an
injustice - the care should be available to them without a fight. Many parents move
through this search and emerge with a desire to help someone else who has a child with
serious health issues, to make life better for other children and families. These parents
love their children and see all the special, wonderful things about them. They are grateful
for the time they have with them and the things they learn from them.

THEME GROUP 4: PALLIATIVE CARE

12. Palliative Care

Parents focus on quality of life for their children. This may mean being with people who
love them, finding a way for the child to communicate or walk, or supporting children’s
participating in typical activities such as school. Quality of life may mean listening to
voices, laughing and being at home. Helping a child be comfortable and controlling
symptoms is very important. Palliative care may also mean making decisions together,
honoring a child and family’s wishes or taking care with a child’s appearance.

Health care providers’ understanding of palliative care varied widely in the National
Capital Area. Some see it as pain management while a child is dying, some as care that
enables a child to live but with limitations rather than a full cure, some as interventions to
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increase comfort and quality of life while living, some as all of these. Several health care
providers described a sharp line between curative care and palliative care, such that
palliative care is only provided when all hope for cure or recovery has past. Others saw
palliative care integrated with curative care - trying to help a child live but also trying to
make them comfortable and enable them to enjoy life.

13. End-of-Life Care

Health care providers’ experience with end-of-life care varies widely, from none or
nearly none to a great deal. Those with more experience emphasize the importance of
beginning conversations with families about end-of-life care early, long before the last
crisis, preferably in the context of a well-established relationship with a pediatrician.
Families’ choices vary; their preparation and a chance to talk about the choices is very
important. Some families want their child to remain the hospital to die. When this is a
family’s choice, Military treatment facilities have the flexibility to create a supportive
environment. Others want their child to be at home to die. In this instance, a transition to
hospice care is usually possible. Military treatment facility physicians and nurses
sometimes stay involved in a child’s care and a family’s support after the involvement of
hospice services; some communication with physicians and nurses who have been
involved with a child’s care is very important to families. Hospice nurses are very
attuned to pain management and handle this well, and some pediatric hospice workers are
available.

Parents and children need information about what death will look like and an opportunity
to talk about it before the last crisis. Parents don’t want their children to be alone. Parents
and close family often want to be in the hospital together if a child dies there, and they
may need a comfortable sleep chair in the last days. Parents need information and
communication and an opportunity to make decisions together. Parents need some
support after a child dies, and wish a physician would call afterwards to see how they are
doing. They also need help with logistical details - a “death checklist” with information
about what forms to fill out and what details need to be handled. The hospital can provide
a supportive environment for a child and family at the time of death, and parents
appreciate this immensely when it happens.

THEME GROUP 5: EDUCATION

14. Education for Health care Providers and Families
14a. Parents’ education needs

Parents described a need for a clear understanding of their child’s diagnosis, the
treatment plan, associated symptoms, and possible outcomes. A need was clearly
identified for education in how the child’s diagnosis would impact their development and
future abilities. Parents also need practical education in how to care for their child in the
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home and handle necessary medications and equipment. Beyond their child’s specific
medical needs, parents identified a need for education about available resources for their
diagnosed child and also for the child’s siblings. There is a need for parent education in
how to advocate for themselves and their children, and education in the appropriate
points of contacts and how to reach them. The need for education about the MHS and the
military health benefit, as well as local procedures and practical information about the
hospital, was also identified. Education on the death process was a clear need, especially
among parents who had lost children, and parents saw a need for education in what dying
looks like, what the health care providers will do at the end-of-life, and what happens
after death.

Health care providers also identified a need for parent education about end-of-life care
and hospice, and saw a need for parents to understand the death process and feel prepared
for the possibility or reality of a child’s death.

14b. Health care providers’ education needs

While the MHS provides excellent medical care to children with life-threatening
conditions, there are a number of educational needs for health care providers caring for
these children. Physicians and care coordinators need education and frequent updates on
the policies, regulations, and programs both within the hospital administration and within
TRICARE, possibly from a central, accessible information center, and should specifically
receive education about military-specific programs for children with special health care
needs, such as EFMP and ECHO. In order to feel comfortable and provide appropriate
care, health care providers need exposure to caring for these children’s ongoing or
chronic health care needs, even if the provider will only see these children in an
occasional emergency situation. Individual providers may further need targeted education
on how to address a pediatric patient’s specific medical need when the provider has
limited experience in that area, such as a rare condition or a specific piece of equipment.
All physicians, nurses, and care coordinators who provide care to these children need
education about pediatric palliative care and pain management. End-of-life care is also a
specific area in which health care providers need education, both in how to provide end-
of-life care to pediatric patients and also how to guide parents of dying children through
the death process and beyond with necessary paperwork and appropriate psychosocial
support. Beyond caring for these children’s specific medical needs, health care providers
need education in how to advocate for children and families and must be knowledgeable
about available support services and resources for families. They also need training in
counseling and communication skills, cultural sensitivity, and handling both their own
and the families’ emotional reactions.

14c. Resources for education
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Parents at Madigan AMC identified two specific educational resources. A booklet
outlining the diagnosis, treatment plan, possible reactions, and contact information was
given to parents at Children’s Hospital for them to take home, allowing parents to clearly
understand each step of their child’s medical care. Another resource was found in classes
paid for by TRICARE for parents to learn how to give medications at home and take care
of their child’s basic health care needs without bringing them in to the clinic.

Parents in the National Capital Area identified several specific resources that have been
helpful to them in caring for their children with special health care needs. The National
Institutes of Health was mentioned for its exemplary care coordination and the support
given to parents, and other institutions could benefit from contacting the National
Institutes of Health to see how they handle this particular area of care. Compassionate
Friends was another specific resource identified for its bereavement care, and could be a
resource for institutions looking to provide better care for grieving families. Parents also
found it helpful to receive information about the military health benefit and the MHS,
such as the TRICARE benefits manual or the ECHO program, in a simple brochure
format that they could take home with them and refer to in the future.

A number of existing sources of information and practical knowledge about pediatric
palliative care were mentioned by health care providers in the National Capital Area.
Existing mechanisms for health care provider education in the MHS include TRI Service
required Continuing Education through computer modules, home visits and required
residency education. Palliative care curricula and pain management education already
exist within the medical education field, and these resources can be accessed and adapted
for use at specific institutions. Home visits are another valuable resource for information
and knowledge, allowing a health care provider the opportunity to learn about chronic,
complex care in a different, often more intimate environment than in-clinic appointments.
Finally, the internet is a helpful resource with a wealth of information not only for health
care providers but for parents raising a child with special health care needs as well.

THEME GROUP 6: MILITARY

15. Military Issues

For most families, unique military administrative issues are a major determinant in the
experience of air evacuation or transfer to a higher level of medical care. For most, the
experience of moving and settling into a new location, beyond being traumatic because of
the child’s condition, is also confusing, lengthy, costly, and disrupts their ability to attend
to their child. Administrative issues such as the type of orders, the type of leave, whether
the sponsor is reassigned to a valid military role, availability of appropriate housing and
unexpected changes in pay (often to the detriment of the service member) make a bad
situation even more difficult to negotiate. Disruption of the support system they had
previously established contributes to their sense of powerlessness. The situation is worse
for families coming from overseas to stateside Military treatment facilities, leaving
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behind their car, their housing uncleared, and having to establish temporary living
arrangements near the military treatment facility without a car, without the location
housing allowance, without furniture, without friends and with an overwhelming need to
understand their child’s medical condition, learn to trust their child’s new doctors and
keep their family together.

The support or antipathy of command strongly influences the transition experiences of
the families as does finding or not finding someone with knowledge and ability to apply
suitable regulations. Most families did not find EFMP efficient or effective, leaving the
family to coordinate many issues which could have been addressed by others on the
installation.

Stress of frequent and lengthy deployments, both of the active duty member and the
primary care physician for the child, adds another difficulty for families wherein the
uncertainty associated with their child’s medical condition is exacerbated by the absence
of trusted advisors and helpmates. Yet, many families emphasize their commitment to
the military community and culture, and to the service of their county. They wish that
their commitment and willingness to sacrifice was matched by a commitment on the part
of the command to make their difficult transitions easier.
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FINDINGS:
Analysis of CHAMPUS/TRICARE Coverage of Medically
Necessary Services for Children with Life-Threatening Conditions

The CHAMPUS/TRICARE benefit provided to beneficiaries in the MHS (MHS) was analyzed
for the availability and accessibility of services pertaining to care for children with life-
threatening conditions (LTC) that are found in a comprehensive pediatric palliative care and
hospice program The actual health care benefits likely to be used by a military family and child
with a life-threatening illness were analyzed with specific citation, description, definitions and
comments. (See Appendix 8: Military Health System Analysis Report - Care for Children with
Life-Threatening Conditions, for the complete report on analysis of the benefit ).Medical
services needed to serve children with life-threatening conditions and their families may include:
medical care, occupational, physical, and speech therapy, respite care, home health care,
custodial care, homemaker services, skilled nursing facility care, prescription drugs, dental care,
counseling services including pre-bereavement and bereavement care, care coordination/case
management, hospice program, expressive therapies (music, art, play), durable equipment,
durable medical equipment, structural alterations to dwelling, and transportation by other than
an ambulance. Most of these services are provided to all TRICARE beneficiaries under the Basic
Program or to family members of active duty service members under the Extended Care Health
Option (ECHO) Program. Some of these services are not available under CHAMPUS/
TRICARE to any beneficiary. (See Appendix 9: Benefits Available in TRICARE/CHAMPUS
for Children with Life-threatening Illnesses and Their Families.)

CHAMPUS/TRICARE authorizes extended home health care only to children who meet a high
threshold of disability and who are dependents of active duty service members.*! The patient’s
condition must quality under one of the following eligibility criteria: mental retardation, serious
physical disability, extraordinary physical or psychological condition, an infant/toddler with
serious disability, or multiple disabilities. ECHO includes Extended Home Health Care (EHHC)
that provides benefits to patients who (i) meet ECHO definitions and (ii) who are homebound
and (ii1) require medically necessary skills services that exceed the Basic Program home health
care benefit, or (iv) require frequent interventions such that respite care is necessary. Pre-
authorized ECHO/EHHC services are paid for by the government up to $2,500 per month. There
is a monthly co-pay based on the rank of the sponsor. Family members receiving services under
ECHO cannot receive those same services under the Basic Program, but can receive other
services under the Basic Program such as prescription drugs, acute care visits, and medically
necessary hospital care. (See Appendix 10 for the Table 12 on Summary of Benefits.)

There is currently no unique TRICARE-defined hospice benefit; rather, the Basic Program
authorizes hospice care in a Medicare-approved hospice and only when the patient meets
Medicare/Medicaid criteria: life expectancy of less than six months and the requirement to forgo
disease-directed care. Most available Medicare-approved hospices care for adults, and skilled
care for children may not be available. The services, however, are interdisciplinary, delivered
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under a plan of care, include intermittent skilled nursing as well as health aide and homemaker
services, and provide counseling to beneficiary and family members prior to the death.
Bereavement counseling is explicitly excluded as a benefit under CHAMPUS/TRICARE unless
the beneficiary meets a definition of mental illness™*.

There are significant gaps in services available to children with LTC and their families when the
Institute of Medicine (IOM) recommendations for pediatric palliative care and hospice services
are addressed. Specifically, the IOM recommended that “Public and private insurers should
restructure hospice benefits for children to ... eliminate eligibility restrictions related to life
expectancy, substitute criteria based on diagnosis and severity of illness, and drop rules requiring
children to forgo curative or life-prolonging care (possibly in a case management framework.)”*
The IOM report also calls on policy to “reimburse bereavement services for parents and
surviving siblings of children who die.”** These benefits are unavailable through the
CHAMPUS/TRICARE benefit structure. The IOM also recommends specific clinical care
practices. Many of these aspects of clinical care could be delivered (and in some cases are being
delivered) to children with LTC if staff are available with the time, training, and experience in
the MHS direct care system. (See Appendix 11: MHS Benefits and Services vs Institute of
Medicine Recommendations).

The Children’s Hospice International has developed a model Program for All Inclusive Care for
Children and Their Families (CHI-PACC) in coordination with the Centers for Medicare and
Medicaid Services. (See Appendix 12 “Services/Resources Proposed in Developing CHI PACC®
Models” Chart.) The CHI-PACC Implementation Manual® provides a list of core domains for
clinical care. The clinical care called for is only available in the MHS where adequately trained
and experienced staff is available and have time to provide it, either through the direct care
system or through purchased care. If using purchased care, the following care and service listed
in the CHI-PACC core domains cannot be reimbursed: care coordination, respite care, flexible
home health care, and bereavement counseling. Furthermore, bereavement counseling, an
important component of clinical care, is explicitly excluded as a benefit under
TRICARE/CHAMPUS. Appendix 13 discusses the availability of this clinical care through the
MHS.

The National Consensus Project represents a consortium of five leading national organizations
(American Academy of Hospice and Palliative Care, Center to Advance Palliative Care, Hospice
and Palliative Care Nurses Association, Last Acts Partnership, and National Hospice and
Palliative Care Organization). The project has compiled a list of preferred practices for
palliative and hospice services that are based on evidence of effectiveness, unique to
palliative/hospice care, and endorsed by these professional organizations.*® For these reasons,

42 Title 32, CHAMPUS, Part 199.4.- Basic Program
43 Institute of Medicine of the National Academies. When Children Die. The National Academies Press:
Washington, DC; 2003, pp 290
44 Institute of Medicine of the National Academies. When Children Die. The National Academies Press:
Washington, DC; 2003, pp 291
45 Zarbock S, Childrens’ Hospice International Program for All-Inclusive Care for Children and Their Families:
CHI-PACC Implementation Manual, 2003.
46 www.nationalconsensusproject.org/guideline.pdf. Last accessed January 5, 2006.
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these preferred practices are used as one standard against which to measure the benefits and
services available through CHAMPUS/ TRICARE for children with LTC. Appendix 14 lists the
preferred practices versus the benefits and services available to children in the MHS.

In summary, the key services necessary for the provision of a comprehensive program of
pediatric palliative care, that are not available through the current CHAMPUS/TRICARE benefit
are care coordination, respite care, flexible home health care, and bereavement counseling, and
the ability to provide supportive care to enhance quality-of-life concurrently with life-sustaining
treatment.
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FINDINGS:

Eligibility Criteria and Estimate of the Population

Eligibility Criteria

Methods are available for estimating the numbers of children with “special health care needs” in
a population. See Appendices 15, 16, and 17. However, methods to estimate the actual numbers
of children with life-threatening conditions (LTC), which is a subset of the children with special
health care needs, are not readily applicable to the military population, and they depend upon the
definition of LTC and the purpose for which the estimate is being done. As a first step in
estimating the numbers of these children in the military population, several methods of defining
cases of children with life-threatening conditions (LTC) were examined:

L.

Based on pre-determined ICD-9 codes. The ICD-9 codes proposed by Kentucky
for eligibility criteria for a Medicaid waiver for a pediatric palliative care program
(See Appendix 17, pages 5-6.) were reviewed and the frequency of specific ICD-9
codes appearing in records of children who were seriously ill and enrolled in a
case management program in the MHS were tabulated. Redundant coding for the
same patient and omissions in coding made this method of defining children
unreliable for data retrieval for the purpose of program design or planning.

2. Based on cost data. States preparing an application for a CHI PACC® Medicaid

3.

waiver calculated costs retrospectively for hospice and related services paid for
children through Medicaid and then constructed a way of identifying children that
they could serve through flexibility of the benefit, while maintaining cost
neutrality. In the DoD, the difficulty of accounting for direct care costs makes this
method unreliable. Further, conceptually, cost does not always correlate with the
presence of an LTC, at least in the years prior to the year of death.

Based on characteristics of the condition. The descriptive definition of
“Conditions Appropriate for Pediatric Palliative Care,” proposed by ACT 47 in
1997 and endorsed by Himelstein, Hilden and Boldt* in 2004 is widely used by
pediatric hospice policy makers. This is the definition of eligibility chosen for this
study for medically necessary pediatric hospice services in the MHS. The
Himelstein definitions of conditions requiring pediatric hospice care describe a
different death trajectory for each condition. In When Children Die® the Institute
of Medicine describes different patterns of death in children, ranging from death

47 ACT/RCPCH. A4 Guide to the Development of Children’s Palliative Care Services: Report of the Joint Working
Party. ACT/RCPCH; London, 1997.
48 Himelstein B, Hilden J, Boldt A, et al. Medical progress: pediatric palliative care. N Eng J Med 2004; 350:1752-

62.

49 Institute of Medicine, When Children Die: Improving Palliative and End-of-life Care for Children and Their
Families. The National Academies Press, Washington, DC. 2003, pp 41-71.
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moments after birth or trauma, to death months and years after a diagnosis of a
LTC with the utilization of health care services varying from intermittent to
continual. A case definition based on characteristics of conditions, therefore, has
implications for program design, service delivery, and costs, making this a
reasonable definition to use for retrieval of data on numbers of children and costs.
ICD-9 codes were selected for each condition that would account for the majority
of children with that condition and would be a reasonable search string in the
DoD medical databases.

The following table (Table 1), based on the work of ACT and Himelstein, displays the case
definition and the ICD-9 codes used for the searches:

Table 1
Life-Threatening Conditions in Children

Designation for

data retrieval ICD-9 codes used to

Description of condition Examples chosen for

purposes this study search databases
Progressive conditions in which Spinal muscular 335.0, 335.10, 335.11,
“incurable” treatment is exclusively atrophy, trisomy 13 or 758.1,758.2,758.3,

palliative from diagnosis.

18, severe infantile

768.0, 768.1, 768.2,

asphyxia 768.5
Conditions requiring long
« . periods of intensive treatment Cystic fibrosis,

manageable aimed at prolonging life and muscular dystrophy 277.00,277.01, 359.1
improving quality of life.

« " Cond1t10n§ for Wl.nCh curative Any childhood 191.x, 204.xx, 206.xx,

curable treatment is possible but may .
Fail. malignancy 207.xx, 208.xx, 209.xx
Conditions with severe, non- Spastic quadriplegia,

progressive disability causing
extreme vulnerability to health
complications.

presence of a
tracheostomy with any
diagnosis

“co-morbid” 3432, V55.0

Data was extracted from the MHS Master Data Repository (MDR), which contains
administrative inpatient and outpatient records for all care provided in MHS facilities as well as
care from other sources that has been purchased by the MHS. For each inpatient discharge or
outpatient encounter, data were available on diagnoses, procedures, associated costs or
payments, and certain patient demographics. The data existed in separate tables (e.g., home
health), by both year and record source, but could be linked by a unique patient identifier field
across all tables. These data were organized and combined in the following manner. All inpatient
and outpatient records for dependent children aged 24 years and below, from FY2001-FY2002
were selected
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Study Period
FY 2001 and FY 2002
Child born -
before study . Child enters >
period begins ~ study period _| o
1 Child dies during Child alive at
—1—1¥ study period the end Ofthe
Child born study period
during study
period —>

Table 2
Children Included in the Study Population

from the original tables. Any child with LTC alive during the study period was included (See
Table 2). Deaths were identified based on either a Defense Eligibility and Enrollment Record
System (DEERS) record date of death within the two years in question or by a clinical record
having a disposition code indicating death. Records for both years were combined, creating a
non-duplicate record analytic data set for the period under examination.

Using the previously published Himelstein “criteria” (see Table 1 above for definitions), four
trajectories of patients were selected from the data: those with incurable disease, manageable
disease, curable disease, or those with significant co-morbidities that are often associated with
hospitalization and death. For each of the four categories, total encounters, inpatient admissions,
use of special services, and associated costs were tabulated separately by whether or not the
patient had died during the two-year period of observation. All data manipulations and
tabulations were conducted using SAS software version 9.1.

Estimation of the Population
Two methods were used to determine the approximate number of children who meet the case
definition for LTC who are entitled to care in the MHS.

o An estimate was made based on the numbers of children registered in DEERS, and to
which prevalence rates from the United Kingdom (UK) were applied. A search of the
literature found three reports of prevalence data for children with LTC that were judged
appropriate for use in this study because: (1) the definition of LTC closely matched that
chosen for this study; (2) data came from actual counts of UK records, and (3) the
purpose of the studies was for program planning. The prevalence rates found are:
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1:1000 (0.1%)>*!
1.2:1000 (0.12%)*>3
1.72:1000 (0.17%)>*

Applying these prevalence rates to the numbers of children in DEERS provides an estimate of
from 2,642 to 4,543 children entitled to care in the MHS during FY01/02 who have a life-
threatening condition.

The numbers of children in DEERS by age groupings were tabulated as follows (Table 3):

Table 3
Numbers of TRICARE-Eligible Children in DEERS
During FY 01/02 by Age Group56

Age Group Numbers of

Children
<lyr 180,909
1-4 yrs 471,752
5-9 yrs 584,566
10-14 yrs 591,247
15-19 yrs 579,227
20-24 yrs57 233,853

Total 2,641,554

50 Association for Children with Life-Threatening Conditions and their Families (ACT). 4 Guide to the
Development of Children’s Palliative Care Services. 2™ ed, London; 2003.
51 Davies RE. Mortality in all children in South Galamorgan. Welsh Paed J, 2001
52 Association for Children with Life-Threatening Conditions and their Families (ACT). 4 Guide to the
Development of Children’s Palliative Care Services, 2" ed, London; 2003.
53 Lenton et al. Prevalence and morbidity associated with non-malignant life threatening conditions in childhood.
Child Care, Health and Development. 2001, 27(5), 389-398.
54 Association for Children with Life-Threatening Conditions and their Families (ACT). 4 Guide to the
Development of Children’s Palliative Care Services. 2™ ed, Longon; 2003.
55 Maguire H. Assessment of the need of children with life-limited children in Northern Ireland. Northern Ireland
Children’s Service, 2000.
56 Children who died or disenrolled from the MHS during FYO1 are included using their FYO1 age, all others using
their FY02 age. These departures add roughly 250,000 children to the total vs a midpoint population count.
57 Includes only children still entitled to care, i.e., those with permanent dependency and those in college. Does not
include spouses in this age range.
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2. A count based on the ICD-9 codes chosen for each case-definition was executed through the
data searches of the Defense Enrollment Eligibility Reporting System (DEERS), Standard
Inpatient Data Record (SIDR) inpatient direct care, Standard Ambulatory Data Record
(SADR) outpatient direct care, Health Care Services Record (HCSR) institutional purchased
care and Health Care Service Record Non-institutional (HCSRN) non-institutional

purchased care) records described above. The counts determined for FY 2001 through FY
2002 were as follows (Table 4):

Table 4
Counts of Children with Life-Threatening Conditions
in the MHS (by Condition), FY01/02

. . . Numbers of children
Designation for this o o . ..
condition Description of condition alive at any point in
study period FY 01/02
“incurable” Progressive decline to death 728
« - Intermittent periods of intensive care
manageable to maintain quality of life 964
“curable” Curative treatment is possible but 1239
may fail
“co-morbid” Severe, non—progressw'e with extreme 940
vulnerability
Total 3,871

The prevalence rates of children with LTC found in the literature (0.1%, 0.12%, 0.17%) and that
determined in this study (0.15%) are in close agreement and provide reassurance of the accuracy
of the methodology of counting cases of LTC used for this population (See Table 5).

Table 5
Percent of Children with Life-Threatening Conditions in Four Studies

0‘2 Ad g HD 2000 Arday’

015 ACT, 2005*
) 2003
0.1

o.az &\\\\%
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Estimation of Number of Deaths

To estimate the numbers of deaths per year among the population of children with LTC, data
provided in the Institute of Medicine, When Children Die, pp 41-71; 2003 “Deaths: Leading
Causes for 1999 from NCHS, 2001 data58 was extrapolated and these rates were applied to the
total number of children in DEERS in each age category. (See Table 6)

Table 6
Estimated Number of Children Dying
From Complex Chronic Conditions in the MHS per Year

1-4yrs | 59yrs 10-14 15-19
<Lyrold old old | yrsold | yrsola | 1041
Rate (all 705.6/ 34.7/ 17.4/ 21.1/ 69.8/
causes/yr) 100,000 100,000 | 100,000 | 100,000 | 100,000
“1/4" of all infant
Rate not related deaths due to'
to trauma or | COmPlex chronic | g 0l g o) 115/ | 171
immediate conditions 100,000 | 100,000 | 100,000 | 100,000
newborn Feudtner 2001 or
rate of 176.4/
100,000
# of children in
MHS 181,000 472,000 | 585,000 | 591,000 | 579.000 | 2,408,000
Estimated #
children dying
from complex 319 93 54 68 99 633
chronic
conditions/year

This estimate of 633 child deaths/yr from LTC was compared to a count obtained by a search for
deaths in the FY01/02 DEERS and M2 database using the ICD-9 codes in each case definition.
The number of deaths counted was 105. These data were a known undercount because the M2
database did not record children who died at home and missed some children who died in
civilian institutions. Furthermore, the rate estimated from the NCHS data may include children
whose diagnosis and method of counting LTC does not fit the definition used in here. While 105
children is likely an undercount, an estimate of 633 from NCHS “Causes of Death” data may be
an over estimate. A thorough search of the literature found one study deriving a death rate from
LTC as 10% of those with children identified with LTC59. Using this rate would estimate 400
deaths per year among DoD children with LTC. Hence, this number was chosen as the most
reasonable estimate. (See Table 7)

¥ Institute of Medicine of the National Academies. When Children Die. The National Academies Press: Washington,
DC; 2003, 41-71.
% Davies RE. Mortality in all children in South Galamorgan. Welsh Paed J. 15:31-36; 2001.
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Table 7

Summary of Numbers of Children Suggested for Program Planning

Estimate based on
2,408,000 children

Based on Counted from
ages 0-19 yrs and .. . Numbers
prevalence of life- projections study perio d Suggested for
threatening illness from IOM FY01/02 in Program
o . death rate DEERS and .
of 0.17% (Britain) tables M2 databases Planning
with 10%
deaths/year
Non-trauma
deaths per year in 400 633 105 400
MHS
Numbers of
children with life-
threatening 4093 N/A 3976 4000
conditions in
MHS
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FINDINGS:
Resources for Children

Background
Children with life threatening conditions and their families can benefit from a variety of

resources to support their numerous and complex needs. Although third party health care
funders provide services and funding to meet many of the medical needs, often other non-
medical supports are overlooked or left to the family to locate, fund and access.

As described by the American Academy of Pediatrics, children with special health care needs are
those who have or are at increased risk for a chronic physical, developmental, behavioral, or
emotional condition and who also require health and related services of a type or amount beyond
that required by children generally. Children with life-threatening conditions would be included
as having special health care needs. These resources and services that support children and
families in these extraordinary situations and are beyond the typical need and are often provided
by organizations other than those funding health care services. These services may include such
services as family support, family counseling and education, care coordination and respite care.
Other related services can be early intervention, special education, transportation, and social
services.”’ In some situations, using naturally existing community supports can reduce or offset
costs of care to traditional health care systems while supporting the family beyond the immediate
and obvious medical service needs.

A component of the Children’s Hospice project is to evaluate community resources that may be
available to children of military families in the National Capital Area (NCA) with a focus on
children with life threatening conditions. See Appendix 18: Resources for Children for full
analysis. As part of this evaluation, community based resources are examined to identify types
of existing community-based services, as well as their availability from several perspectives
including location and accessibility. The primary purpose for this evaluation is to identify
opportunities for supportive services that exist outside of the scope of the military health care
system that may be unknown to or underutilized by families’ who could benefit from such
support and promote the concept of palliative care. This aspect of the study is designed to answer
the following questions:
e What types of supports are available to children with life threatening conditions and their
families?
e Where is information about community resources located?
e What is the process for accessing community resource information?
e What are some of the barriers for families in identifying and finding resource
information?
e What strategies can be incorporated in a new model design to optimize access to
information about community resources?

604 New Definition of Children With Special Health Care Needs PEDIATRICS Vol. 102 No. 1 July 1998, pp. 137-
139 , http://pediatrics.aappublications.org/cgi/content/full/102/1/137
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Method

The method of resource review includes a broad literature review; development of a resource
assessment tool and identification and analysis of federal, state, and local programs and
resources. Military specific resources were also reviewed in light of the needs of children with
life-threatening conditions. The literature review is conducted through a health science library,
local public libraries, a military site library, the Internet as well as journals, resource directories,
local newspapers, brochures, local health department literature and information provided at
community based events.

In addition to this literature review, a resource assessment tool is developed and designed to
serve as a template for collecting resource information in any community or geographic area.
See Appendix 19: Resource Assessment Tool. The purpose of the resource assessment tool is to
ensure that data elements collected about resources are useful and captured through an organized
method. Specific resources and their attributes are collected and entered into a database using the
resource assessment tool. The resources collected are compared to the types of resources
children with life-threatening conditions could benefit from. They are further characterized as
federal, state, local or military specific.

As part of the methodology of studying resources for children, the process for accessing
resources has been dissected and is depicted as a data flow diagram. The purpose of this diagram
is to identify possible areas of vulnerability that may preclude completion of the process to the
point of service delivery. The basic tasks identified are: identification of a resource need by
family, professional or other non-professional; research for possible option for desired resource;
application to obtain resource; identification of a service provider; locating a funding source;
delivery of the service; and reimbursement for the cost of the service or resource. See Appendix
20: Process for Accessing Resources; Data Flow Diagram.

Findings

The MHS is rich in resources to support families and troops and does so in a number of ways.
Military HOMEFRONT is a web site designed to provide reliable quality of life information to
help troops and their families, leaders and service providers. A feature of the Military
HOMEFRONT web site is the electronic discussion forum that serves as a mechanism for
parents to utilize the experience and wisdom of others to assist in problem solving issues that
arise when caring for a child with extraordinary needs. Specialized Training of Military Parents
(STOMP) is yet another example offering an electronic discussion forum for parents of children
with special needs. Although some of the information may be personal opinion or experience,
encouraging parents to ask “how to” questions and network using the website may assist other
families by identifying some strategies and techniques to assist in solving resource related
problems. It appears that the electronic discussion forum is currently underutilized and
optimizing awareness or knowledge of this resource could improve usage and assist more
families.

In addition to information provided on the web site, the military system provides access to
Military OneSource. Military OneSource is an employee assistance program for active service

56



members and their families. This program has the capacity to provide targeted resource
information provided by a master’s prepared individual called a Consultant Specialist.
Additionally, Military OneSource houses and distributes publications upon request that support
the distribution of resource information for the military system. See Appendix 21: Military
OneSource Report. The Exceptional Family Member Program (EFMP) exists across all
branches of the military and its purpose is to identify family members with special medical needs
and/ or educational needs and considers those needs in the personnel assignment process. In
some branches of the service the program also provides a family support function.

External to the military specific resources discussed above and based on an extensive review of
potential resources for children with life-threatening conditions, there appears to be numerous
possible sources of support available to military families that could supplant the many needs of
these families. Many of these resources are either nationally based, government related and
therefore are available in all or many areas of the country, or otherwise commonly available in
most communities. Hence, the information gleaned from this study can be generalized to
communities other than the NCA. Appendix 22: The Resource Profile Chart depicts a variety of
resources that exist and further identifies areas of the system that parents, professionals and
others could pursue to access such resources. The Resource Profile Chart can serve as a
reference for developing PPC programs and providers who are seeking sources for resources to
support children and their families.

The exercise of locating information about resources can be time consuming and frustrating.
Using the Internet to locate information requires some level of skill to conduct an effective
search. Too often, queries for these resources yields an overwhelming and an unmanageable
volume of results that is not effective in finding specific useful information. In some situations,
information can be outdated, incomplete or lack credibility. Keeping in mind the many burdens
on families while caring for an ill child, time consuming research to find resources is
incompatible and often is not pursued effectively by the family to get the support that they
desire.

It is important to note that most organizations and programs that house resources for families
have specific factors and guidelines that determine a child’s and family’s eligibility for the
specific service. Often there are varying criteria that must be met to determine eligibility and
application processes that end abruptly or are delayed due to incomplete paperwork exercises.
Some services have costs associated that may or may not be affordable to families. See
Appendix 23: Resource Overview Analysis.

Locating basic information regarding a resource is typically the first step toward accessing that
resource. However, the information may not be useful unless it yields actual delivery of the
needed service. Much of the problem seems to lie in the barriers to accessing services rather than
in their lack of availability. Types of barriers include limits set by specific diagnostic or financial
eligibility criteria, geographic limitations, lack of knowledge or skills with the pediatric
population, prohibitive costs, waiting lists or enrollment caps or poor quality of providers.
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Results of this work have led to the following considerations specific to accessing resources for
children with life-threatening conditions in the military system:

Education

Educate families and providers regarding the types of resources that exist and where they
may be located.

Educate families of children with life threatening conditions to utilize existing military
services such as Military OneSource and Military HOMEFRONT.

Educate Military OneSource staff on the variety of specific resources that exist for
families who have children with life threatening conditions to enhance dissemination of
information to families who are seeking community support.

Encourage and educate on family networking through such chat forums as Military
HOMEFRONT and Specialized Training of Military Parents (STOMP). This type of
networking provides families with experience and information on strategies to problem
solve system barriers. A parent may get information to assist them in navigating systems
and accessing services to support their children’s needs.

Coordination and Facilitation

Consider care coordination as a means to assist families in accessing existing resources
both in the military and private sectors.

Develop linkages for families with Military OneSource to optimize an information and
referral role they are currently contracted to deliver to active military personnel.
Encourage the collaboration of existing community programs that provide various types
of coordination such as public libraries, Infant and Toddler Programs, school programs,
Military OneSource, etc. that already exist within the military or civilian world.

System Design

Design information systems to support the dissemination and access to resource
information focused on supporting children with life threatening conditions. See
Appendix 24: Web Based Resource Database Note.

Incorporate quality indicators and metrics to measure usage and access to all possible
resources that support families. By optimizing the use of resources within the military
system, such as TRICARE and Military One Source, and supplementing these with
resources that families can access outside of the military system, a full spectrum of
services appears to be available to support families. This type of quality review may
assist the developing model to better identify potential areas for process improvement,
especially related to the process for accessing the resource, and help to address some of
the areas of vulnerability.
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FINDINGS:
Care Coordination

Care coordination is emerging as a major focus of this project and is consistently identified as a
key service for pediatric palliative care. Often, the term care coordination is used synonymously
with case management and/ or care management. There are various definitions for these terms
and these definitions share some important commonalities.

The case management industry often uses the definition from the Case Management Society of
America. Case management is defined as “a collaborative process of assessment, planning,
facilitation and advocacy for options and services to meet an individual’s health needs through
communication and available resources to promote quality cost effective outcomes.”®' The
American Academy of Pediatrics uses the term care coordination and defines it as a process that
facilitates the linkage of children and their families with appropriate services and resources in a
coordinated effort to achieve good health.®® The Maternal Child Health Bureau defines care
coordination services for children with special health care needs as “those services that promote
the effective and efficient organization and utilization of resources to assure access to necessary
comprehensive services for children with special health care needs and their families.”®

TMA refers to this service as case management and typically includes activities such as disease
management, benefits management and utilization review®, while "care coordination" occurs
when an individualized plan of care is implemented by a variety of service providers®. Care
coordination is often the preferred term used in context of family centeredness as parents play
such an integral role in the management of their child's care. Therefore, for the purposes of the
Children’s Hospice Project, case management will be presented within a conceptual framework
best described as child and family centered and the term care coordination seems to better
describe this service for children with life threatening conditions. Although the verbiage used to
define case management and care coordination differ, the concept and process remains
consistent.

Care coordination activities may offer benefits to families and to providers. Some specific
activities that care coordination can provide in relationship to accessing resources may include
but are not limited to the following:

%'The Case Management Society of America is an international, non-profit organization founded in 1990 dedicated
to the support and development of the profession of case management and is a recognized industry resource for the
provision of case management practices. http://www.cmsa.org/Portals/0/PDF/MemberOnly/StandardsOfPractice.pdf,
Last accessed January 5, 2007.
82 PEDIATRICS Vol. 116 No. 5 November 2005, pp. 1238-1244 (doi:10.1542/peds.2005-2070) Care Coordination
in the Medical Home: Integrating Health and Related Systems of Care for Children With Special Health Care Needs,
Council on Children With Disabilities.
8 Title V Information System Glossary, [Title V Sec. 501(b)(3)]
https://perfdata.hrsa.gov/mchb/mchreports/Glossary.html, Last accessed January 16, 2007.
4 Medical Management Guide, DoD and Tricare Management Activity, January 2006.
% Committee on Children with Disabilities, Pediatrics, 1999.
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e Assess the individual needs of the child and family

e Develop an individualized plan of care for the child incorporating the multidisciplinary
team

e Understand the range of available community resources and public benefits

e Identify, locate and monitor community resources to assist the child and family

e Facilitate access to health and other services that support the needs of the child and
family

e Optimize resources that are available to the child, while avoiding duplicative or
unnecessary services and costs

e Facilitate effective communication between families and providers

e Assist the family to become more effective advocates for their child's needs

"Care coordination is a central, ongoing component of an effective system of care for children
and youth with special health care needs and their families”. ®® This same concept is widely
accepted by the American Academy of Pediatrics (AAP) based on their support of the medical
home concept. As defined by the AAP, a medical home is an approach to comprehensive
primary care that is accessible, continuous, comprehensive, and family centered, coordinated,
compassionate, and culturally effective. The AAP Committee on Children with Disabilities
recently concluded that care coordination is an integral comp<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>