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o , National Council on Disability

An independent federal agency making recommendations to the President and
Congress to enhance the quality of life for all Americans with disabilities and their
families.

Letter of Transmittal
November 28, 2011

The President
The White House
Washington, DC 20500

Dear Mr. President:

The National Council on Disability (NCD) is pleased to submit the enclosed report,
“United States Marine Corps Exceptional Family Members: How to Improve Access to
Health Care, Special Education, and Long-Term Supports and Services for Family
Members with Disabilities.” NCD conducted this study at the request of the Marine
Corps, which has a longstanding commitment to providing support for its Families with
disabilities. This report is based on a study conducted within the Marine Corps
interviewing Marines and Families that have dependents that meet the requirements to
qualify for the Exceptional Family Member Program (EFMP).

The lifestyle of the Marine Corps Family is challenging under the best of circumstances.
Among the challenges that military Families face are separation from their extended
families, Service Member absences, permanent changes of station moves, and the stresses
of combat and noncombat deployments. These challenges are compounded for Families
with disabilities, referred to in the Marine Corps as “Exceptional Family Members” (EFMs).

The Services have recently passed the marker of 10 plus years of armed conflict across
the world, but most specifically in Afghanistan and Irag. Multiple deployments to these
theaters have increased stress on all military Families, but even more on those with EFMs.

The objectives for this study were to:

1) Document the experiences of USMC EFMP participants in accessing
appropriate and effective services in health care, special education, related
services, long-term supports, and services;

2) Identify barriers impeding access to appropriate resources and services; and
3) Develop recommendations to improve access.
NCD conducted focus groups and interviews of Caregivers, Family Members with

disabilities, and service providers between January 2010 and March 2010 at Marine
Corps Base Quantico, Camp Lejeune, and Camp Pendleton.

NCD findings indicate that EFMs and their Families face barriers that span the domains
of health care, education, and long-term supports and services. Key findings include:

e For Caregivers, navigating the health, education, long-term services
systems, and obtaining and maintaining disability-related services require



relentless hard work—a process they have to start over every time the
Family moves. For some—particularly young parents, Families with more
than one EFM, Families with a dependent with significant disabilities, parents
who are themselves EFMs, and Families with a deployed sponsor—it can be
an overwhelming prospect and can be so time-consuming that it becomes
impossible for the spouse of an active-duty Marine to work outside the home.

e Many Families lamented the lack of qualified health care specialists near
their installations, and they struggle to obtain timely referrals and
appointments and make long trips to medical specialists.

e For Family Members in need of special education services, having to make
frequent moves to a new school system results in substantial gaps in critical
education and therapeutic services.

e The lack of Medicaid portability across states is a significant barrier to obtaining
necessary long-term supports and services for Families with EFM dependents.
Each time the Family moves, they have to start over on a Medicaid waiver
waiting list and often do not live in one place long enough to qualify. Tricare
does not cover the same services provided under a Medicaid waiver.

e Many families are dependent on the disability-related services typically
covered by ECHO, a Tricare supplemental insurance, and they worry about
how they will pay for these services when they retire and ECHO is no longer
available to them.

These findings reveal that prompt action must be taken to improve health, education,
and long-term services for Marine Corps Families with EFMs. NCD commends the
Marine Corps for making significant improvements to their EFM program during the time
this study was being conducted (many of which are highlighted in this report). However,
many of the changes necessary to improve the supports available to military Families
with EFMs are beyond the control of the Marine Corps and may require statutory and
regulatory changes to meet these needs.

NCD has concluded that far-reaching systemic changes are needed in our nation’s
health, education, and long-term service systems to address the significant barriers
faced by EFMs. NCD thus seeks support from Congress, the military, and the
Administration to build the critical federal partnerships necessary to effect systemic
change and ensure that the men and women serving our country can do so knowing
their Family Members with disabilities will have the supports and services they need.

NCD commends your Administration for focusing on the needs of military Families,
particularly the launch of Joining Forces, and would welcome the opportunity to work
with you on behalf of military Families with EFMs.

Sincerely,

/-\-/--.

(_Johathan-M.Yolng, J.D., Ph.D.
Chairman, National Council on Disability
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Executive Summary

U.S. Marine Corps (USMC) family members serve and sacrifice alongside their active-

duty service members.

Among the challenges that military families face are separation from extended family,
military member absences, permanent changes of station (PCS), and the stresses of
deployment. For families that include members with disabilities, the challenges of this
lifestyle are compounded. In addition to being a human concern, appropriate access to
adequate supports and services for family members with disabilities can have far-
reaching implications for force readiness and mission focus. The USMC's chief
instrument for addressing the needs of USMC family members with disabilities is the
USMC Exceptional Family Member Program (EFMP), established by the Marine Corps
in 1990, through which it coordinates assignments and provides family support. Since
2008, at the behest of USMC leadership, EFMP has been expanded and enhanced,
and the transformation of EFMP is ongoing.

At the request of the USMC, the National Council on Disability (NCD) conducted a study
to systematically examine the challenges experienced by this segment of the USMC
community and to identify steps toward ameliorating these challenges. The objectives
for this study were to (1) document the experiences of USMC families with members
with disabilities in accessing appropriate and effective services in health care, special
education and related services, and long-term supports and services; (2) identify
barriers impeding access to appropriate resources; and (3) develop recommendations

to improve access.

NCD conducted focus groups and interviews of caretakers, family members with
disabilities, and service providers between January and March 2010 at Marine Corps
Base (MCB) Quantico, Camp Lejeune, and Camp Pendleton—three large USMC bases
to which many EFMP families are assigned.
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Findings

Exceptional family members (EFMs) and their families described barriers that span the
domains of health care, education, and long-term supports and services. For
caretakers, navigating the service systems and obtaining and maintaining disability-
related services require relentless hard work. For some—particularly young parents,
families with more than one EFM, parents who are themselves EFMs, and families with
a deployed sponsor—it is an overwhelming prospect. Despite having health insurance,
some families experience substantial unreimbursed costs, if not financial hardship, and
the demands of caring for the family member with a disability can make it impossible for

the caretaker to work outside the home.

Access to Health Care

Families that were successful at navigating the complex health care service and
reimbursement systems often attributed their success, in large part, to the assistance of
case managers, for example, through EFMP, Tricare, or Tricare Extended Care Health
Option (ECHO). Most families, however, reported not having been assigned a case
manager, not being able to access their case manager, or not knowing whether they
were eligible for case manager services. Others reported that their Tricare case
manager withheld information about how to get services covered. Some families
benefited from the assistance of health care providers described as exemplary in

assisting families to navigate the health care system.

Participants consistently said there is a dearth of nearby specialists (especially in
behavioral health), requiring them to routinely travel long distances to obtain specialty
care. Some families also described difficulties navigating Tricare processes, particularly
for obtaining health care referrals. Many lamented the limitations of Tricare coverage—
particularly coverage of applied behavior analysis (ABA) therapy, offered under ECHO,

which falls short of the recommended standard of care.
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Access to Special Education

Because bases with Department of Defense Education Activity (DoDEA) schools are
the exception rather than the rule, USMC students frequently attend public schools.
Parents described DoDEA schools as well-resourced and praised DoDEA'’s inclusive
model for students with disabilities. Similarly positive remarks were made about Early
Development Intervention Services (EDIS), a base program that feeds into the DoDEA
system. Participants also mentioned valuable national-level civilian resources for
advocacy and advocacy training within the educational environment—most notably
Specialized Training of Military Parents (STOMP). Despite such resources, EFMP
families encounter obstacles to special education-related services. With great regularity,
parents described feeling that they must fight schools to secure disability-related
resources for their children—a lengthy process that may not be resolved before a family
has another permanent change of station. This can involve incurring legal fees that the
family will not be reimbursed unless they see the case to a successful conclusion.
Several parents and providers observed that schools and other educational facilities
(including on- and off-base facilities) are not fully accessible to students with disabilities.

Access to Long-Term Supports and Services

Relatively few of the focus group participants had experience in this arena. For the most
part, unlike health care and education, other than respite care, the military is not
involved in the delivery of long-term supports and services, and USMC EFMs who need
such resources must look to the civilian sector. The greatest barrier to long-term
services raised by the study participants is the absence of Medicaid portability when
USMC families move from state to state. It was also noted that adult EFMs currently
lack access to services such as transportation for medical appointments and personal
care attendants. These services are provided under Medicaid waivers; however, there
can be multiyear waiting lists for waiver eligibility, and many military families do not live

in one state long enough to qualify.
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PCSing and Access to Disability-Related Services

The requirement to move, or PCS, frequently, often to destinations not of one’s
choosing, is a constant in military life that entails logistical, emotional, and financial
stressors. The focus group results reinforce that PCS challenges can be significantly
more arduous for families with EFMs, especially if the families are young or the EFM’s
disability is severe. Every time family members PCS, they must reeducate themselves
about the available resources and the process for accessing them. Then they must
reassemble their EFM’s continuum of care—that is, request, coordinate, and potentially
fight for the services their EFM needs. Families often PCS without knowing exactly
where they will be living (e.g., on-base/off-base, school district), which significantly
hinders their ability to plan in advance and can result in substantial delays in services.
On arrival, there may be a wait for housing (on-base or off-base), necessitating a
difficult if not costly stay in temporary lodging. A number of resources can potentially
facilitate the PCS move. The EFMP assignment policy, for example, is intended to
ensure that families are assigned to locations that meet their EFMs’ needs; however, in
practice this often is not the case. Priority on-base housing is a significant resource for
PCSing EFMP families. Some families were concerned that the current elimination of
the EFMP category system, which grades level of need based on disability severity,
may jeopardize continued access to priority housing. Families and providers also
described EFMP caseworkers as PCS resources, at least for families who are familiar
with EFMP services and have an EFMP caseworker. Caretakers mentioned additional
resources for all PCSing families, for example, Family Readiness Officers (FROS),
Military OneSource, the PCS planning tool on the Military Home front website, and the
Interstate Compact on Educational Opportunity for Military Children.

PCSing and Access to Health Care

The cycle of interrupting and reestablishing health care is part and parcel of the PCS
experience. The more severe and involved the family member’s condition, the more
challenging the process of reestablishing the continuum of care. Many families noted

that finding new providers is time-consuming and prolongs the lag in health care
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services. The new location may fall under a different Tricare region, necessitating
burdensome reenrollment. EFMs lose momentum and ground in progress toward their
treatment goals. There can be problems accessing health care, including prescriptions,
while in transit and before meeting with the new primary care manager (PCM). Although
the obstacles to health care during PCS are substantial, there are resources to help
families deal with them. Notwithstanding limitations in community awareness, EFMP is
available to help coordinate the health care transition. Various medical and nonmedical
case managers, including EFMP caseworkers, can help families with the health care
transition, although it is not clear which, if any, is specifically assigned this responsibility.
Some individual physicians go out of their way to suggest or talk with specialists at the
new location, although a “warm handoff” from doctor to doctor is not the norm. Military
OneSource and Tricare websites list of health care providers by geographic area,
although some study participants reported that the Tricare lists are not always accurate

or easy to navigate.

PCSing and Access to Special Education

Many PCSing families are dealing with the public schools, rather than DoDEA schools,
on one or both ends of the PCS. The primary difficulty that parents encounter is
inconsistency across states and installations in education policies and resources, which
often leads to discontinuity and gaps in the special education services offered to their
child. The perception of degradation in services, real or otherwise, causes parents great
frustration, which both educators and parents said contributes to an adversarial dynamic
between parents and the schools. Participants noted that a number of base resources
are in place to facilitate EFMs’ educational transition. EFMP and the school liaison (SL)
office are two prime examples; however, many suggested that PCSing EFMP families
underuse both resources owing to a lack of awareness of the PCS-related services
these programs offer. Also notable is that EFMP and SL staff cannot provide families
specific school support until the families can tell them where they will be living—
information that frequently is unavailable before the family’s departure. EDIS was touted
as another reliable base resource for facilitating the educational transition of early
intervention clients. Although the participants acknowledged that the public schools, and
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public school/DoDEA directors of special education, have the potential to play
meaningful roles in the educational transition of military students with disabilities, it does

not appear that systems are in place to support this.

PCSing and Access to Long-Term Supports and Services

EFMs must start anew each time they move, learning the services and policies of the
new jurisdiction and complying with often-complex application procedures. State-to-
state differences in services and eligibility criteria create the risk of privation for PCSing
EFMs—that is, gaps in services—and potentially expose the family to financial hardship.
The lack of Medicaid waiver portability, specifically, is a significant obstacle to obtaining
and keeping long-term supports and services for PCSing EFMs, because there are long
waiting lists for these waivers and the EFM’s name starts at the bottom of the wait list
each time the family moves to a new state. Study participants identified no resources
that facilitate access to long-term supports and services during PCS; they did, however,
point out the absence of a mechanism to help individuals retain Medicaid benefits.
Additionally, although the current study did not target EFMs of retirees, it was evident
that some currently serving EFMP families are concerned about continuity of care for
their EFM upon retirement, for example, how access to services will be affected by the
loss of ECHO.

EFMP and Other Base Programs

The USMC relies on the EFMP as the primary resource for families with special needs.
Participants almost unanimously recognized that EFMP, as a program in transition, has
grown significantly in the past few years and is continuing to increase its capacity to
serve EFMs and their families. Many families and providers affiliated with other base
and off-base programs praised the work EFMP is doing, and described a number of
EFMP providers as exceptional. EFMs, caretakers, and providers also identified areas

for improvement within EFMP.
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EFMP Program Entry

Several factors potentially interfere with entry of eligible families into the program. There
continues to be a lack of awareness among potential enrollees about EFMP, as
mentioned earlier, as well as misinformation regarding eligibility to enroll and the
benefits of enrollment. A lingering stigma associated with EFMP, and its impact on a
Marine’s career, may affect a family’s willingness to enroll. Finally, providers—including
physicians—do not consistently refer appropriate candidates to EFMP, which
needlessly delays some families’ enrollment and timely receipt of invaluable services

(e.g., respite care, services covered by ECHO).

EFMP Communications

Communication among base-level EFMP proponents about PCSing families apparently
is inconsistent, and sometimes EFMP offices are unaware of incoming families with
disabilities. Shortfalls in communication between local programs and enrollees also
were identified, with many families saying they do not receive the information they
should from the local EFMP office. Many families voiced frustration that the EFMP office
frequently sends communications only to the Marine, rather than directly to the spouse

who typically is the primary caretaker of the EFM or the EFM herself (or himself).

EFMP Service Delivery

Providers and enrollees identified opportunities for improving the quality of service
delivery. Many enrollees said they were not receiving outreach contact from EFMP.
Many participants, including providers, indicated that there are too few caseworkers to
meet enrollees’ needs; other participants suggested that some EFMP caseworkers lack
the requisite knowledge and background. Additionally, some enrollees characterized
EFMP as an assignment program and an information and referral operation, and
suggested that EFMP should offer a broader scope of services.
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EFMP Assignment Process

Families expressed skepticism about the ability of assignment monitors to make
appropriate assignment decisions on behalf of Marines and their EFMs. Also,
considerable discussion occurred about how enroliment affects assignment options,
deployability, and advancement. As noted previously, there is lingering concern within
the USMC community regarding a potential adverse impact of EFMP enrollment on the

Marine’s career advancement.

Other Base Resources

Base entities other than EFMP play an important role in supporting the needs of EFMP
families. Providers and enrollees frequently lauded the National Association of Child
Care Resource and Referral Agencies (NACCRRA) respite care program, often
describing it as the greatest benefit of EFMP enrollment. Caretakers and providers also
mentioned EDIS and the New Parent Support program as other good sources of base-
level support for EFMP families. Caretakers expressed concern about the disability-
accessibility of base housing, describing it as “adaptable” rather than “accessible”; many
indicated that the quarters to which their family was assigned did not adequately
accommodate their EFM’s disability. In several instances, participants also identified
accessibility problems with public spaces on base. A number of participants suggested
that families are not sufficiently aware of the base resources available to them.

Note that significant improvements were made to the EFM program while NCD was
conducting this study. However, the need for EFMP services still far exceeds program

capacity, and many families remain unaware of program improvements.

Recommendations

Based on the findings, and drawing upon decades worth of experience working with
people with disabilities, NCD formulated recommendations for improving USMC EFM

access to disability-related services. Many of these recommendations echo or build
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upon suggestions made by the study participants. Chapter 4 of the report contains a
comprehensive list of recommendations, followed by the entities to which each
recommendation is targeted (e.g., Congress, Department of Defense, Department of
Navy, USMC, Tricare, EFMP). The complete list of recommendations is presented in
Appendix H according to the entity or entities to which each recommendation is
directed. Ten recommendations, five short term and five long term, are highlighted
below for immediate attention, as potentially having the greatest impact on families with
members with disabilities. The corresponding recommendation number as it appears in

the report follows in parentheses.

Short-Term Recommendations

1. Conduct an accessibility review of human service programs and facilities,
including base housing, on USMC bases. Develop plans for each base to
make programs and facilities accessible, that is, Americans with Disabilities
Act (ADA) compliant, if they are not already. Execute plans as appropriate.
(USMC) (2)

2. Increase the accuracy and timeliness of information EFMP families receive
from Tricare by instructing case managers to assist families in accessing
services, assigning Tricare case managers to a larger proportion of the
EFMP population, and establishing multiple communication mechanisms,
including a dedicated Tricare telephone hotline (staffed 24/7) for EFMP
families, similar to the Medicare hotline. (Tricare) (10)

3. Disseminate to local education agencies (LEAs) and EFM families detailed
guidance for implementing initiatives included in the Interstate Compact on
Educational Opportunity for Military Children. (Interstate Commission,
federal and state departments of education, local education agencies,
DoDEA) (13)

4. Educate the military and civilian community (base and unit leadership,

military and civilian health care providers, relevant base and community
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agencies/providers, including local education agencies, and members of the
USMC community at large) about EFMP by designing and implementing a
robust, ongoing, multifaceted public relations (PR) campaign to educate

stakeholders and the USMC community as a whole to—
a. Raise their awareness of today’s EFMP and sensitivity to EFM issues
b. Publicize the specific benefits of enroliment

c. Mitigate myths, concerns about stigma, and resulting resistance to

enrollment

d. Increase the capacity of the entire community (military leaders, military
and civilian health care providers, base and community agencies, local
education agencies, USMC community members) to inform USMC
families about EFMP and to be a supportive presence in the lives of

USMC families with members with disabilities

e. Promote the Medical Home model, particularly within the military and
civilian health care communities (EFMP, USMC, Department of Navy,
Tricare) (33)

5. Ensure that EFMP offices systematically gather, maintain, and update
contact information from caretaker/EFM spouses and consistently direct all
communications—whether by email, telephone, or U.S. mail—to them.
(EFMP) (36)

Long-Term Recommendations

1. Address the implications of retirement for continued access to disability-
related services, including considering the extension of ECHO coverage.

(Congress, Department of Defense, Tricare) (4)
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2. For EFMs who are prescribed ABA therapy, continue to work toward full
coverage, consistent with the recommended standard of care. (Congress,
Department of Defense, Tricare) (11)

3. Minimize the gaps in health care services related to PCS:

a. Adjust Tricare procedures to provide EFMs referrals for routine
specialty care without needing to be seen by their new primary care
manager. (Tricare)

b. Facilitate transfer of medical information between bases and between
off-base and on-base providers by digitizing EFM medical records and
facilitating a warm handoff (direct communications) between providers.
(EFMP)

c. Establish a mechanism to ensure that EFM families have sufficient
prescription medications while in transit between installations,

consistent with the Medical Home model. (Tricare, EFMP)

d. For recipients of ABA therapy, provide linkage to ABA therapist trainees
near the gaining installation (who must complete volunteer hours for
their ABA certification) until a longer-term solution can be implemented.
(EFMP, Tricare, local health care providers, certifying authorities such
as colleges and universities) (24)

4. Implement mechanisms to enable military EFMs to maintain Medicaid
waiver services when they move from state to state, rather than requiring

them to go to the bottom of the wait lists each time they PCS:

a. Place incoming EFMs on the new state’s wait list based on their
position on the previous state’s wait list (i.e., based on “time served”).
People who have a Medicaid waiver in the previous state should
automatically receive one in the new state. (Congress and state

agencies)
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b. Provide EFMs who lose Medicaid waiver services as a result of a PCS
the same benefits they received in the previous state until eligibility can
be established in the new state. (Congress and state agencies,

Department of Defense, Tricare) (31)

Increase the flexibility of services covered by ECHO to closely mirror the
services available through a Medicaid waiver. (Congress, Department of

Defense, Tricare) (25)
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Statement of the United States Marine Corps

The United States Marine Corps strives to meet the demands of the challenging lifestyle
that our families experience every day. The Marine Corps provides numerous programs
that support and enhance the lives of our families. Families that care for family
members with special needs are of particular priority and warrant greater attention and
support. The past two years have been a time of great transition for the Marine Corps
Exceptional Family Member Program. General James F. Amos, 35th Commandant of
the Marine Corps, is committed to supporting our families. In his 2011 Commandant’s
Planning Guidance, he states, “We will keep faith with our Marines, our Sailors and our
families.” The concerns noted by our beloved families, within our ability to control, have
been heard and addressed. Our families now report high effectiveness rates and while
we are proud of the results, we will continue to improve and respond to help our families
support members with special needs. We recognize that many core issues are beyond
our scope, but must be addressed. It is our great hope that this research report will
bring higher visibility to the challenges faced by those who serve our nation during this

critical time in history.
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CHAPTER 1. Introduction

U.S. Marine Corps (USMC) family members serve and sacrifice alongside their active
duty service members. Among the challenges that military families face are separation
from extended family, military member absences, permanent changes of station (PCS),
and the stresses of deployment.* The challenges of this lifestyle are compounded for
families that include members with a disability, potentially compromising those family
members’ opportunity to reach their potential, if not also degrading the well-being of the
family as a whole. In turn, these challenges can influence civilian spouse satisfaction
with the military lifestyle. Studies show that family issues and civilian spouse satisfaction
can sway service member career intent and diminish mission focus.? Thus, the access
of these families to disability-related resources is a force readiness issue as well as a

human concern.

At the request of the USMC, the National Council on Disability (NCD) undertook the
current study to advise the USMC regarding how to improve access of USMC family
members with disabilities to the services and supports they need. The objectives of this
study were to (1) document the experiences of USMC families with members with
disabilities in accessing appropriate and effective support in health care, special
education and related services, and long-term supports and services; (2) identify
barriers impeding access to appropriate resources in these domains; and (3) develop
recommendations to improve access.®> NCD contracted with ICF International, a
professional research consulting firm with an extensive portfolio of military family

research as well as experience in the disability arena, to carry out the study.

This report presents the findings and NCD’s recommendations. In this introductory chapter,

we highlight the substantive and methodological context for the study in three main sections:

e Background
e Prior Studies

e Methodology
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At the conclusion of Chapter 1, we provide a brief orientation to the remainder of the

report.

1.1. Background

The term “people with disabilities” refers to individuals of all ages with physical,
cognitive, psychiatric, sensory, or communication disabilities. More than 34 million
people in the United States have limitations in daily activities due to disability or chronic
conditions. * According to the Census Bureau, 19 percent of people ages five and older,

and 40.5 percent of those ages 65 and older, have a disability.”

1.1.1. Federal Policy for People with Disabilities

Four key federal policies protect the rights of people with disabilities. Section 504 of the
Rehabilitation Act directs the Department of Defense (DoD) to develop an
implementation plan (DoD Directive #1020.1) for ensuring accessibility and
nondiscrimination in federally funded activities and programs for qualified exceptional
family members (EFMs) and persons with disabilities in the military. ® This DoD directive
could be considered the central piece of civil rights protection for USMC EFMs. The
Americans with Disabilities Act (ADA) was enacted to provide a clear and
comprehensive mandate for eliminating discrimination against people with disabilities,
provide enforceable standards addressing discrimination and access, and ensure that
the federal government plays a central role in enforcing those standards.” ADA applies
to all people with disabilities and a broad swath of public and commercial life, for
example, access to physical structures, transportation, employment, public services,
and services offered by private entities. The Individuals with Disabilities Education Act
(IDEA) is a federal law governing special education services and federal funding for
eligible infants, toddlers, children, and youth with disabilities.® An important principle of
the IDEA is that students with disabilities should receive inclusive free and appropriate
public educations (FAPE) of the same quality as students without disabilities, and
parents are empowered to protest via lawsuit when they feel their child has been
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relegated to an inappropriately segregated environment. IDEA addresses early
intervention and assessment measures, the creation of individual education plans
(IEPs), and the support of a student’s transition from secondary school to
postsecondary education or a career. As it pertains to people with disabilities, Medicaid
serves dual roles: as the health insurance provision (coupled with Social Security
benefits for eligible individuals) and as a partial source of funding for housing and long-

term support or care.’

A variety of DoD, Department of Navy, and USMC regulations—in addition to DoD
Directive #1020.1—mirror federal policy and further protect the rights of Marine Corps
community members with disabilities. Since 1997, the authoritative policy for
implementing the EFMP within the USMC was Marine Corps Order (MCO) P1754.4A,
Marine Exceptional Family Member Program (EFMP SOP).*° This MCO was
superseded as of September 20, 2010, by MCO 1754.4B.**

1.1.2. Services for People with Disabilities

Federally funded programs have been established to serve people with disabilities and
their families. For example, although regional differences exist, assistive technology
(AT) expertise and loan assistance are available at state AT projects for people with
disabilities. Information about housing, transportation, personal assistance options, and
other independent living resources are available at independent living centers. In certain
instances, legal expertise and advocacy assistance are available at state protection and
advocacy organizations. Resources for parents are provided by parent training and
information (PTI) centers. Because school and work are equally important to people
with and without disabilities, state departments of education and departments of

rehabilitation services can be important resources for families of people with disabilities.

Access to disability-related services (related to education, health care, and long-term

supports) is a critical concern for people with disabilities.'? Access issues change over
time in response to policy and practice shifts at the federal, state, and local levels. For
example, educational practices are affected by reauthorizations and changes in IDEA.
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Changes and restrictions in Medicaid, the State Children’s Health Insurance Program,
and coverage restrictions of private insurance companies affect health care. Medicaid
waiting lists and the availability of supports and services in the community affect long-

term services.

1.1.3. The Marine Corps Community

The active-duty Marine Corps is a small service branch of 198,415 members,
approximately 94 percent of them male. Relative to the other service branches, the
Marine Corps has a small family contingent. Approximately 45 percent of active-duty
Marines are married and approximately 30 percent have one or more children (minor
dependents age 23 or younger or enrolled as full-time students). Thus, the Marine
Corps community includes 81,499 civilian spouses and 111,872 children. Children age
zero to five years comprise the single largest group of children, which is true of all the

service branches.®®

Seventy-nine percent of Marines are assigned within the Continental U.S. (CONUS), 9
percent to East Asia and 11 percent to North Africa.** The largest concentrations of
USMC family members (over 30,000 each) are found at Camp Pendleton, Camp
Lejeune, Marine Corps Air Station (MCAS) Miramar, MCAS New River, and MCAS
Cherry Point.'® Note that, across DoD, Base Realignment and Closure (BRAC) can
have repercussions for military families. That is, troop movements and base closures
are expected to affect military children’s education opportunities, including children with
special needs, by relocating increasing numbers of children to local school districts that
may be ill prepared to accommodate them.®

1.1.4. Services for People with Disabilities within the Marine Corps

Community

Established by DoD in 1987 and in the Marine Corps in 1990, the Exceptional Family
Member Program (EFMP) offers (1) assignment coordination to ensure that the service
member is assigned to locations that can meet the needs of his or her family member

28



with a disability, and (2) family support through EFMP coordinators and staff at each
installation. Until recently, the Marine Corps EFMP used four categories to differentiate

the needs of EFMs and determine corresponding military assignment implications.*’

e Category I: sponsor’s assignment was not limited by EFM needs
e Category Il: EFM needs required specific U.S. or overseas assignments

e Category lll: overseas assignments were not appropriate without ensuring
availability of needed services

e Category IV: EFM needs could not be met overseas and families received
priority housing at U.S. bases

This classification system has been phased out in favor of a more holistic assessment
of need and a more customized assignment process. While now obsolete, these
categories remain important because they linger in the mind-set and lexicon of many

enrolled families.

According to the Marine Corps EFMP consolidated case management system, as of
summer 2010, approximately 8,000 Marine Corps families were enrolled in the program.
Because many families have more than one EFM, the total number of USMC EFMP
enrollees is about 10,000. The majority are families of currently serving (versus retired)
Marines. Approximately 20 percent of EFMP families reside on base. Sixteen percent of

EFMP families are assigned to remote locations, either domestically or overseas.*®

In 2009, the USMC leadership demonstrated a renewed commitment to Marine Corps
EFMs by resourcing a significantly more robust EFMP that is predicated on a
continuum-of-care model, emphasizes case management, and offers direct services
such as free respite care. Enroliment in the program has burgeoned as a result of these
enhancements, and USMC headquarters (HQ USMC) anticipates it may reach 18,000
EFMs if this trend continues.*® These enhancements and many others are codified in
the new Marine Corps Order for EFMP (MCO 1754.4B).
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1.2. Prior Studies

This study does not represent the first time the USMC has examined its support of the
USMC EFM community. In 2003, HQ USMC assessed the needs, perceptions, and
satisfaction of EFMP enrollees via a comprehensive online survey administered to the
census of USMC EFMP families, which at the time numbered approximately 4,800. This
survey revealed ongoing concerns with health care, education, and long-term services.
Nearly 33 percent of respondents reported difficulty finding a school that could meet
their child’s IEP needs, few reported involvement with or knowledge of various
community services, and over one-half indicated that EFMP needed to offer more
services and supports. The survey results also indicated that parents of children in DoD
schools were more satisfied with special education services than parents of children
attending local public schools.?® More recently, EFMP was among the programs
included in the Marine Corps Community Services (MCCS) Functionality Assessment
(FA), which gathered organizational performance data in August 2007 and September
2009.%

Other entities have studied the EFMP as well; results are not available in all cases. In
2007, the Government Accountability Office (GAO) examined access to disability-
related services in four communities, each home to two military services and a
substantial EFMP population.? The communities were San Diego, CA; Fayetteville, NC;
San Antonio, TX; and Hampton Roads, VA. GAO found that, although medical and
family support services existed for the EFMP community, the services could be difficult
to obtain, mostly because of understaffing and limited availability. Further, access to
state and local resources varied by community, and state laws and policies affected the

availability of resources.

In 2008, the Defense Department Advisory Committee on Women in the Services

(DACOWITS) studied educational opportunities of military children and youth.® Parents
of children with special needs were among the study participants. Fewer than half of the
participating parents expressed satisfaction with their children’s education opportunities,
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most frequently citing a lack of choices. Parents also cited disadvantages related to
relocation. Parents of gifted children and children with special needs were particularly
vocal about their dissatisfaction, noting that the resources their children need are not

always available to them, particularly when the family is new to a community.

A Navy audit, focused on special education services for Navy and USMC students with
special needs, was conducted in 2009.%* The DoD is studying access to services for
military children with autism through a contract with Ohio State University, and, with the
support of the Military Child Education Coalition, the Army has recently conducted two
comprehensive assessments of the relocation-related challenges faced by EFMP

enrollees.?>?®

1.3. Methodology

To appropriately evaluate and digest the study results, it is helpful to understand how
the results were obtained. This study took place from fall 2009 through summer 2010.
The data collection window spanned January 2010 through March 2010. Focus groups,
the primary method of data collection, were conducted during site visits to Marine Corps
Base (MCB) Quantico, Camp Lejeune, and Camp Pendleton, by a two-person ICF data
collection team (moderator and scribe). Three categories of stakeholders comprised the
study participants: caretakers of EFMs (e.g., parent, spouse), EFMs (age 18 and above
and mentally competent to make decisions on their own behalf), and service providers.
The target caretaker and EFM populations were limited to those (1) from active-duty
families (versus retired or reserve), (2) living within a 50-mile radius of base, and (3)
enrolled in EFMP. These individuals were identified through the EFMP case
management database. The target provider population was defined as base and
private-sector personnel, including managers and frontline workers, who provide EFMs
with disability-related services in health, education, long-term services and supports,
and other arenas. EFMP staff, with coaching by ICF, identified these individuals.
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The remainder of this summary of the study methodology is presented under the
following major headers:

e Data collection methods
e Data collection instruments

e Analysis.

The appendices provide further documentation pertaining to the study methodology.

1.3.1. Data Collection Methods

Focus groups and interviews comprised the primary methods for collecting data from
study participants. The research design called for 12 focus groups to be scheduled at
each base, including six caretaker focus groups, two EFM focus groups, and four
service provider focus groups. ICF employed a three-part email strategy for publicizing
the study among these three target populations and recruiting participants. These
communications included an introductory letter signed by NCD, an initial invitation, and
a follow-up invitation. To protect the personal information of EFMP enrollees and to
establish credibility with service providers, local EFMP offices disseminated most of the

communications.

Interested individuals self-selected, called ICF on a toll-free line, and were assigned to a
focus group. As feasible, providers who work in the health care or education arenas
were assigned to specific groups, allowing them to focus primarily on the subjects they
know best. Each prospective focus group participant received a reminder email and
telephone call prior to his or her scheduled session. The focus groups were augmented
with telephone interviews conducted with select individuals who were unable to
participate in the on-site focus groups. For copies of key communications employed to
advertise and recruit among the target populations, see Appendix A.
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1.3.2. Data Collection Instruments

The instrumentation for this study consisted of focus group protocols and demographic
sheets. The basis of the focus group protocols, which guided the discussions held with
the study participants, was the set of detailed research questions posed by NCD at the
outset of the study (see Appendix B for original and matrixed research questions). To
ensure comprehensive and systematic coverage of these research questions—that is,
to elicit meaningful information that goes beyond superficialities, while at the same time
accommodating focus groups about 90 minutes long—it was necessary to divide the
research questions among stakeholder groups and subgroups. This ultimately resulted
in the creation of five focus group protocols that, while based on a common template
and sharing a core set of questions, homed in on different subtopics or stakeholder
perspectives. These five protocols, each used to guide the discussion with a different
stakeholder group or subgroup, were as follows:

e Generic protocol for use with EFMs

e Generic protocol for use with caretakers

e Generic protocol for use with providers

e Health care protocol for use with health care providers

e Protocol for use with education providers

Copies of the five focus group protocols are in Appendix C. The scripted introduction
given at the outset of each focus group, as well as the participant consent form, are in
Appendices D and E, respectively. After the focus group introduction and before the
start of the discussion, participants were asked to anonymously complete a one-page
demographic sheet. Separate demographic sheets were developed for each of the three
main stakeholder groups—caretakers, EFMs, and providers. Copies of these

instruments are in Appendix F.
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1.3.3. Data Analysis

Using a laptop computer, the ICF scribe captured near-verbatim transcripts of each
focus group or interview, which became the base document for content analysis. First,
each session transcript was cleaned and edited, after which the transcript content was
analyzed to identify salient themes. For each session, the salient themes, along with
supporting quotations from the transcript, were entered into one of two cross-session
databases organized by protocol question—one cross-session database for caretaker
and EFM themes and the other cross-session database for provider themes. Salient
themes that emerged repeatedly within and across these two databases were identified
and form the core of the results summarized in Chapter 3. The analysis process also
identified themes that were less consistent but nonetheless noteworthy; these, too, are
identified in Chapter 3.

The data gathered by the demographic sheets were aggregated across sessions and

sites to generate a description of the study sample as a whole.

1.4. Organization of the Report

The remainder of this report includes four chapters:

Il. Characteristics of Study Participants

[ll. Findings

IV. Recommendations

V. Recent Improvements Initiated by HQ USMC.

The appendices offer pertinent study documentation and further detail. Appendix |

provides a glossary of acronyms used in this report.
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CHAPTER 2. Characteristics of the Study Participants

A total of 37 focus groups and telephone interviews were conducted at MCB Quantico,
Camp Lejeune, and Camp Pendleton, including 19 sessions with caretakers, 5 sessions
with EFMs, and 13 sessions with providers. The study sample, including focus group
participants as well as telephone interviewees, totaled 113 individuals, of whom 43 were
caretakers, 8 were EFMs, and 62 were providers. This chapter summarizes the key
demographic characteristics of the study participants in three sections, as follows:

e Characteristics of Caretaker Participants
e Characteristics of EFM Participants

e Characteristics of Provider Participants

Most of the information presented under these headers is based on the demographic
sheet data. For information regarding the characteristics of the EFMP populations at
MCB Quantico, Camp Lejeune, and Camp Pendleton, see Appendix G. (Note that
several participants belonged to more than one stakeholder group; for example, several
caretakers were also adult EFMs or providers. For reporting purposes, each participant

is counted only once, based on how they self-identified.)

2.1. Characteristics of Caretaker Participants

We describe the 43 caretakers who participated in the study in terms of characteristics of
both the EFM for whom they provide care and their family as a whole. The large majority
(39, or 91 percent) of the caretakers were parents of a child with a disability, rather than
spouses of an adult with a disability. Typically, the participating parent was the civilian
spouse rather than the Marine; in rare instances, both parents participated. The large
majority of the caretakers (93 percent) had more than one child, and 40 percent of the
caretakers indicated that there was more than one EFM in their household. These were

young families—85 percent of them caring for EFMs age 13 or younger.
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The 43 caretakers who patrticipated in the focus groups included 39 parents of children
with disabilities and four Marines married to adults with disabilities. In all, the parents
were caretakers of 60 children with disabilities. The most common condition among
these children, by far, was autism (24 children). Exhibit 2-1 identifies the types of
conditions represented among these children.

Exhibit 2-1. Types of Conditions Represented by
Caretakers’ Children with Disabilities

(N =60)*

Emotional/Behavioral 35
Autism 24
Psychiatric 5
Attention deficit hyperactivity disorder (ADHD) 4
Other 1
Chronic Health 16
Epilepsy/seizure disorder 4
Asthma 4

Other 8
Cognitive Delays 10

Physical Health
Cerebral palsy
Neuromuscular or neurodegenerative

Other

Sensory/Communication

Speech disorder/impediment/delay

w o1 00|k wWw ~ ©

Other

*Some children may have more than one condition.
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For privacy purposes, the conditions of the spouses with disabilities are summarized with
the conditions of adult EFM participants (Section 2.2 below).

Overall, the caretakers came from fairly senior military families. Twenty-two percent were
officers or married to officers (including warrant officers), and 60 percent were
noncommissioned officers E6 or higher or married to noncommissioned officers E6 or
higher. Thus, families of junior enlisted personnel, who are less experienced in the
military lifestyle and apt to possess fewer tangible and intangible resources for coping
with adversity, were underrepresented in the study sample. This underparticipation by

the most junior segment of the military community is common in military family research.

In terms of longevity at their current installation and recent PCS experience, the
caretakers spanned the gamut. Just over half (56 percent) had been at their current
location less than two years, while 17 percent had been there four to ten years. The
caretakers also varied in the length of their association with EFMP. Some were
newcomers (16 percent enrolled within the past year and 7 percent within the past two
years), but the majority (58 percent) enrolled five or more years ago.

2.2. Characteristics of EFM Participants

All eight EFMs who completed an EFM demographic sheet were female. Two were
between the ages of 18 and 25, two between 26 and 30, and four over 30. Seven were
spouses of Marines and the eighth the adolescent offspring of a Marine. Four were the
only EFM in the household; of the four remaining, three were mothers caring for multiple
children with special needs.

Like the caretaker subsample, this group was somewhat “top-heavy” in terms of the
ranks represented, including two participants whose Marine sponsor (i.e., spouse or
parent) was an officer, three whose sponsor was a gunnery sergeant or staff sergeant
(E7 or EB6), two whose sponsor was a sergeant (E5), and only one whose sponsor was a
corporal (E4).

37



The following information describes the conditions represented by 11 adult EFMs whose
experiences were discussed in the focus groups. These individuals participated in an
EFM focus group, participated in a caretaker focus group, or are spouses of Marines
who participated in a caretaker focus group. A total of 15 primary conditions were
ascribed to these 11 individuals, as depicted in Exhibit 2-2.

Exhibit 2-2. Types of Conditions Represented by Adults with Disabilities
(N =11 adults)*

Types of Condition Number of Adults

Chronic health

(e.g., heart condition, asthma, chronic headaches) 10
Physical 4
Psychiatric 1
Sensory/communication 1
Total conditions 16

*Some adults may have more than one condition.

2.3. Characteristics of Provider Participants

The 62 provider participants were a well-educated, professional group overall. Nearly all
(87 percent) had bachelor-level degrees, and 61 percent had graduate or professional
degrees (e.g., M.S., M.A., Ph.D., J.D.). In addition to formal credentials, the provider
participants tended to have substantial experience working in the disability arena and
with the military community. Most (82 percent) had been working with people with
disabilities more than five years, and more than half (63 percent) had been working in
this community for more than ten years. Fifty-seven percent had more than six years of

experience working with military families.

More than half of the providers (58 percent) work mostly on base, while one in five
(19 percent) work both on and off base. The remaining 23 percent of providers work
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mostly off base. Exhibit 2-3 lists the organizations for which the participants indicated
they work.

Exhibit 2-3. Types of Organizations for Which Provider Participants Work
(N = 62 providers)*

Number of
Organizations Participants

Military Organizations

Exceptional Family Member Program (EFMP) 7
Naval Hospital or Clinic 6
Nation_al Association of Child_ Care Resource and Referral 6
Agencies (NACCRRA) Respite Care

Educational and Developmental Intervention Services (EDIS) 4
New Parent Support Program 3
School Liaison 3
Family Housing 3
Child, Youth, & Teen Program 2
Legal Assistance 1
DoDEA Schools 2
Atlant_ic MC C_:ommunities/HQ USMC Personal & Family >
Readiness Div.

Private Organizations
May Institute (ABA Therapy) 3
Together We Grow (pediatric day health care) 2
Other Private Providers 4
Other Organizations

Public Schools 9
Project Pendleton EFM Resource Center (Mil 360 Grant) 2
North Coastal Consortium for Special Education (NCCSE) 2

* Several providers were associated with more than one type of organization.
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The participants filled roles at all levels within the organizations listed above, as
administrators, managers, and direct service providers. When asked to supply their job
titles, some specified their position and others indicated their discipline. Among the more
frequent and specific job titles given by providers were: respite care provider (seven),
caseworker or case manager (six), school principal (four), director of special education
(three), school liaison (three), other liaison (e.g., parent liaison, military counselor liaison,
or community liaison) (three), and registered nurse (RN) case manager or RN service
coordinator (three). Several providers gave highly generic job titles such as manager,
program director or manager, project director, or program specialist. Other job titles cited
included behavior analyst (i.e., therapist); training and curriculum specialist or training,
education, and outreach specialist; attorney; occupational therapist; speech-language
pathologist; family readiness officer; youth activities director; family housing division
director; EDIS program manager; children’s program administrator; early childhood
special education; education manager; education coordinator; personnel support
director; EFM suitability coordinator; clinical director; head of pediatrics/EDIS; physician;

RN; navigator; and home visitor.

The findings yielded by the responses of the study participants—including caretakers,
EFMs, and providers—are summarized in Chapter 3.
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CHAPTER 3. Findings

We present here the collective views and perspectives of the study participants—
including caretakers of EFMs, service providers, and a small number of adult EFMs—
regarding access of USMC EFMs to disability-related services. The findings are

organized under four major headings:

e Access of USMC EFMs to Disability-Related Services

e Permanent Change of Station (“PCSing”) and Access of USMC EFMs to
Disability-Related Services

e Perceptions of EFMP and Other Base Programs

e Other Topics Related to USMC EFMs and Access to Disability-Related

Services

Within the sections, as appropriate, general access issues are discussed first, followed
by separate discussions related to health care, education, and long-term supports and
services, respectively. The study findings are supplemented by illustrative comments
made by the study participants—responses of caretakers, EFMs, and providers that
have been excerpted from the focus group transcripts. lllustrative recommendations
made by the study participants also are included. The chapter concludes by identifying
areas for further research suggested by the study findings.

As noted earlier, this study took place during a period of significant transformation for
the USMC EFMP. Accordingly, to its credit, the Marine Corps has already addressed a
number of the concerns raised by the study participants. These independent

improvements, many well aligned with NCD’s findings, are summarized in Chapter 5.
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3.1. Access of USMC EFMs to Disability-Related Services

For reporting purposes, we differentiate between families’ steady-state experiences and
PCS experiences. This section targets findings that are fairly independent of PCS. In
actuality, however, PCSing is a constant in the lifestyle of most military families.?” Both
those with and without EFMs spend a significant proportion of each assignment
acclimating to the new location and preparing for the next one. Thus, their PCS
experiences and steady-state experiences are intertwined.

A core set of focus group protocol questions elicited the preponderance of the study
participants’ responses:

e What difficulties do EFMs face when seeking services and supports?

e What obstacles prevent EFMs from accessing services and supports (i.e.,
what are the obstacles that create these difficulties)?

e What services—civilian or military, here or elsewhere—work particularly

well?
e \What services—civilian or military, here or elsewhere—work less well?

e If you were in charge of improving access to services for Marine Corps
EFMs, what additional steps would you take?

All questions were worded to encompass participants’ experiences with both the military
and the civilian sectors. The findings that emerged from these questions are presented

in four sections:

e General access of USMC EFMs to disability-related services

e Access of USMC EFMs to health care services and qualified health care

providers
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e Access of USMC EFMs to education-related services

e Access of USMC EFMs to long-term supports and services

3.1.1. General Access of USMC EFMs to Disability-Related Services

It was apparent that certain difficulties that EFMs and their families face transcend, or
cut across, the domains of health care, education, and long-term supports and services.
We describe here these overarching difficulties, which were identified fairly regularly by
providers and caretakers at all three study sites.

A Continual Struggle for Parents. Parents of children with special needs spoke of the
“full-time job” of getting their children evaluated and referred for services, finding service
providers, and maintaining services. Parents feel that the onus for sustaining forward
movement is on them, rather than on service providers. Often parents feel they are in a
constant battle with service providers of various types. Some parents perceive that
civilian agencies take advantage of the fact that military families are transient by

deliberately delaying provision of services. Focus group participants said:

“I find a lot of times I'm the one doing the follow-up. If | made an initial call
to ask about ECHO, or ABA, it's always me picking the phone back up to
follow up.... I always have to ask all the questions. There’s not a lot of
proactivity from the service organizations.... | wish they’d do more follow

up.” (Caretaker)

“We're always battling, that’s the problem.”

“I am constantly in a situation where I'm fighting for my children, where

you have to fight all these different organizations....” (Caretakers)

“We are only here for a short period of time, or so they think, so why
invest in our kids? If they keep passing the buck long enough, then they
won't have to service our kids.” (Caretaker)
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Many families are overwhelmed by the challenge of navigating the service system,
particularly young parents, families with more than one EFM, parents who are
themselves EFMs, and families with a deployed sponsor. Focus group participants said:

“The families feel very isolated, they are already overwhelmed or maybe
so demoralized from this system that they can’t see another specialist, try
another route, talk to another person on the phone....” (Provider)

“It's also so difficult to know where to start. Primary care may send them
to a developmental pediatrician who diagnoses them and says ... A, B,
and C. Their developmental care physician may be in Bethesda, their
primary care physician may be in Fairfax, the path isn’t clear.” (Provider)

“The big difficulty now with so many having a parent deployed is a lot of
the time you're working with a family who has a student with some very
unique needs and there’s not a support system there within the internal
family. There’s no time out for the mom or dad other than when the
student is at school.... With only one parent there to support all those

needs, they may not have time to take their autistic son...” (Provider)

In sum, the burden on parents of EFMs can be high and constant, and the way ahead
often is not clear to them.

Financial Hardship. Despite coverage by Tricare, if not also ECHO and other forms of
public assistance, many EFMP families incur substantial unreimbursed costs. These
may range from large expenses such as major equipment to smaller expenses that add
up, such as gasoline for frequent trips to nearby or distant health care providers and co-
pays for medication. Focus group participants said:

“I don't care if it's a $5 co-pay, some people can't afford it.”
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“When each medication is $22 and you take three or four at a time and,
after filling them, in three weeks you're changing medication....”
(Caretakers)

“It's a testament when we have families that can qualify for SSI
[Supplemental Security Income]. My husband was an ES5. If you're a
typical military family, then you're living just above the poverty line.
There’s a problem with that which is compounded when you add in

children with special needs.” (Caretaker)

Military families often do not pass the means test to qualify for public programs, for
example, Head Start or SSI. Focus group participants said:

“If they move off base, they lose their Supplemental Social Security
Income, which ties to their housing allowance. When you move off base,
you’re given a check—when you’re on base, they take it from you. You'd
have to be a PFC with three kids to qualify out of town, but on base it's
different.” (Provider)

“Most of the time it's the income—you say you're a military wife and they
automatically see big pay.... Because we get the Basic Allowance for
Housing (BAH) to pay the rent and that counts as an income ... it's like
adding to your income $1,300 you don't even see.... When | went to
Head Start they told me, ‘Oh, but you're a military wife, your kids do not
qualify for it.” They didn’t ask me for any income, my husband’s pay

grade, even an E1 family can’t go.” (Caretaker)

“We do have families that have three or four children ... with a sergeant

they qualify, but a staff sergeant and above won't.”

“And the BAH is counted against them.”
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“When | walked into the SSI in North Carolina, they were like, ‘Oh, you're
military; you make way too much.” (Caretakers)

Apparently, the hardship of indebtedness can be compounded when it comes to the
attention of the Marine’s leadership and potentially jeopardizes the Marine’s security

clearances. Focus group participants said:

“Every time something comes up, we have to stand tall to explain why we
missed a payment. A red flag comes up on our security clearance.”

“If we declare bankruptcy, we lose our clearance.” (Caretakers)

Barriers associated with living off base and living on base. Military families living off
base are not eligible to use certain on-base services, such as DoDEA schools or Early
Development Intervention Services (EDIS). Additionally, base services are not as
effectively marketed to off-base families as to on-base families, reducing their
awareness and use of services available to them. Families with preschool-age children

may be particularly isolated. Focus group participants said:

“Each state is totally different. My husband is in the military. We’'ve been
in the military for 14 years.... You give your life for this and you go to
them because that's who you're supposed to go to, and they say, ‘You
don't live on base, you can't get the stuff here.’” | would love for my kids to
see the military doctors, if they have it all here, | would love to do all this
on base, it's your home, it's your family....” (Caretaker)

“But my three-year-old attends the CDC [Child Development Center], and
| was given evaluation paperwork for her between two to three years old.
My biggest concern is her delayed speech, and they referred me to the
public school system. It's very frustrating to me that, to get her speech, I'd
have to take her off base. Because of where | live (off base), certain

services aren’t available for me, even though ... my daughter is in the

46



CDC here. She isn't allowed to get services through EDIS because | live
off base.... | am very frustrated that, if | don’t live on base, | don’t get
these services; it isn’t fair because | am a military family. | spoke with an
EFMP person yesterday, who said that it isn’t black and white and maybe
we can work something out.” (Caretaker)

“Especially when you live off base, because over here they have EDIS
but, since | live off base, | can’'t use that one. Most of the services on

base are just for people that live on base.” (Caretaker)

A few providers at more than one site suggested that, by the same token, living on base
also can limit the range of services at a family’s disposal. For example, living on base
can limit their awareness of services outside the gate, and some families, likely younger
ones, may be reluctant to venture from the security of the base. Families may also

consider off-base resources too far a drive. Focus group participants said:

“| see families have a hard time getting off base, physically and mind-set-
wise, thinking about services off the base.”

“The base is a shelter.”

“They want to be self-contained, we’ll hear, ‘Don’t make me go

downtown.

“We're dealing with a younger population that’s reluctant to go off base;
they’re single parenting with husbands deployed.” (Providers)

Barriers Associated with Family Leaving the Duty Station When the Sponsor
Deploys. It is not uncommon for military spouses to move “home” with their children
during their partner’'s deployment to take advantage of the support of their extended
family. This is a particularly common practice of families with children who have not yet
entered school. Unfortunately, neither local providers nor Tricare appear equipped to
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easily cover short-term supports. (Access to health care will be discussed further in the

next section.) Focus group participants said:

“Our biggest difficulty hasn’t been the base necessarily. It's been when
you have to deal with being out in town without having support. We left to
go to X when | was pregnant with my son and my husband deployed. My
daughter still needed OT [occupational therapy] and speech, and getting
the transition taken care of was hard. | was in X for seven months on bed
rest. Getting my daughter services while | was there, finding people who
accept Tricare, who understand the military (we only needed services
from this month to this month, which no one understood).... It's hard to
explain the nature of the military.” (Caretaker)

“Just the medical, it's always been the medical. When he deploys and |
am back home, Tricare doesn’t want to cover any pediatricians. You have
to be always by the ER.... When we came back to 29 Palms, Tricare told
us that was wrong, and | said, ‘Every time | call, that's what they tell me.’
She said, “You should call 29 Palms,’ and | said | didn’t know | could call
them for that.” (Caretaker)

One educator pointed out that interrupting services can be particularly
counterproductive for preschoolers with special needs who may be receiving intensive
attention by educators or therapists through the schools or through programs such as
EDIS and New Parent Support (NPS). One focus group participant said:

“The interesting part about that is, for those families with special-needs
kids who are preschool, it's so important for those kids to be in school on
a regular basis, not to be pulled up and moved around; they need that
consistency.... Sometimes families don’t get the importance of
consistency for kids.” (Provider)
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Although not based on a large number of comments, this finding may be noteworthy in
light of the current deployment tempo. The sections that follow address access to health
care, education, and long-term services and supports, respectively.

3.1.1.1. Summary

This section has focused on access issues during steady state, as opposed to access
issues associated with the transition from one base to another. The first issues
discussed were general ones that transcend the specific domains of health care,
education, and long-term supports and services. EFMs and their families described a
number of barriers they grapple with as they endeavor to access disability-related
services. For caretakers of EFMs, navigating the service systems and obtaining and
maintaining disability-related services requires relentless hard work. For some—
particularly young parents, families with more than one EFM, parents who are
themselves EFMs, and families with a deployed sponsor—it is an overwhelming
prospect. Despite coverage from Tricare/ECHO and public assistance, families
experience substantial unreimbursed costs and, for some, financial hardship. If families
live off base, as most USMC families do, they are apt to lack awareness of and access
to base services. Finally, many USMC families with preschool-aged children choose to
return home to their extended family when their spouse deploys, to take advantage of
the support of extended family. In so doing, they risk lack of coverage, discontinuity in
health care, and loss of access to important, time-sensitive special educational services

for preschoolers.

3.1.2. Access of USMC EFMs to Health Care Services and Qualified

Health Care Providers

The findings related to access to health care services and providers are organized
under the five headings: context, services and circumstances that are working well,
difficulties and obstacles, participants’ recommendations, and summary. Findings were
elicited by the focus group questions listed earlier, unless otherwise specified. Further
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findings related to USMC EFM access to health care and qualified health care providers
are discussed under Section 3.2, which deals with PCS and access.

3.1.2.1. Context

Marine Corps family members, including Marine Corps EFMs, obtain their health care
through the military’s health care system, which uses a combination of military hospitals,
clinics, and civilian professionals. Because active-duty members have priority at military
medical treatment facilities, family members may have to obtain care from civilian
providers through Tricare. Tricare Prime is the plan that has the lowest out-of-pocket
costs; similar to a health maintenance organization, it requires enrollees to use network
providers and coordinate their care through a primary care manager. Tricare also offers
the Extended Care Health Option (ECHO), which provides services and supplies not
available through Tricare Prime to active-duty family members who are enrolled in
EFMP and have qualifying mental or physical conditions.?

With respect to military medical care, the Marine Corps relies on the Navy for medical
services. MCB Quantico currently has a Naval Health Clinic on base, but no hospital.
Walter Reed Army Medical Center (WRAMC) and Bethesda National Naval Medical
Center—with Walter Reed combining with the Bethesda Naval Hospital in 2011—are
also located in the National Capital Region. Camp Lejeune and Camp Pendleton each
has a Naval Hospital on base. Naval Medical Center San Diego is also in the vicinity of
Camp Pendleton.

3.1.2.2. Services and Circumstances That Are Working Well

Following are several positive aspects of the health care experience that were
mentioned by some of the study participants. For this subtopic, we focus primarily on
the perspective of caretakers and EFMs, that is, the customers.

Coordination and Advocacy by Various Case Managers. Families enrolled in EFMP

potentially have access to a variety of case managers. For example, all families should be
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assigned an EFMP case manager (also called “caseworker”), some families may be
assigned an ECHO case manager or a Tricare case manager, and base clinics may have
a pediatric nurse case manager. Families—patrticularly those dealing with more involved
conditions—seem to value the assistance that case managers can provide. (Case
managers are discussed further throughout the report.) Focus group participants said:

“Here on base, we have nurse case managers that are assigned for some
of the more severe cases. They are assigned through the military
pediatricians on base. Then you don’t need to take your child to his or her
PCM every time you need a referral, you don’t need to take up the
pediatrician’s time, you can just call the nurse case manager and say,

‘This is what | need.” (Caretaker)

“The pediatric case manager here is phenomenal. | can’t say enough
good things about her. She will call me just to follow up, just on a whim....
We need fifty million of her rolling around.” (Caretaker)

“I've been very happy with the ECHO case managers. They've been
exceptionally good about problem solving, getting things negotiated
through the system.” (Provider)

“Now we have a pediatric case manager from the clinic who helps us and,
between her and our case manager at EFMP, they helped me coordinate
that.” (EFM)

“I still think the key in all this is a good case manager through Tricare. We
have a Level Il case manager, meaning she deals with more of the
severe children.... She is the key component in advocating for you. If he
needs something, she talks to the vendor or tells me what vendor to use.
She’s a key component in maneuvering us around and making sure the
vendors deliver. She has a care plan that she updates every three
months and sends to us on paper, and she has a grid on there with goals
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and the date they were actually met, and she follows up on all of that. |
really couldn’t do it without her. She’s wonderful.” (Caretaker)

Most of the families with whom we spoke did not have a Tricare case manager, and
there was some confusion among the study participants over who is eligible to be
assigned one.

Tricare Extended Care Health Option (ECHO). Qualified EFMP enrollees can obtain
supplemental coverage for certain treatment and equipment through ECHO. For
example, through ECHO, eligible EFMP enrollees diagnosed with autism can receive
ABA, which is the recommended treatment. (Concerns about ECHO and about the ABA
coverage it provides, which falls well short of the recommended standard of care, are
addressed in the next section.) Focus group participants said:

“You just fill out an application for ECHO and that's it, it provides the
medical equipment you may need, the respite care, in-home nursing, and
transportation if you're home-bound. Additional respite care above and
beyond.” (Caretaker)

“ABA therapy—the overall health of our family changed significantly when
we started this, especially when my husband was deployed, | don’'t even
know if we could have stayed together because of all the stress.”
(Caretaker)

Military Health Care Facilities and Providers. Several families at each study site
spoke with appreciation about the care they receive through the military health care
system. Focus group participants said:

“My neurologist is good. I'm so used to rushing my issue and she’s like,
‘Go ahead, slow down, and tell me every single thing.’ | started crying in
the office because | couldn’t believe how helpful the doctor was to me.”
(EFM)
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“I've never had a problem because I've gone to the military hospitals.
Everything has worked. This is also our first PCS ever; it's unusual for a
Marine family; we were at X for 10 years and the services I've received
are straight medical services thus far. Even coming here and finding the
cardiologist and being referred to the cardiologist, everything has been
fine.” (EFM)

“We have a developmental pediatrician from EDIS and he has been
fantastic. This is one of the only times | can think of when | have my
doctors’ email addresses.”

“I met the developmental pediatrician from EDIS at one of the EFMP
programs they had and | walked up to him and explained to him about my
son'’s situation, and he said, ‘Bring in everything you have,” and he
reviewed my son’s package. | went back to see him in a week; he had

been in touch with specialists for me....” (Caretakers)

3.1.2.3. Difficulties and Obstacles

The findings in this section were elicited by the focus group protocol questions identified
earlier as well as the following: To what extent do Marine Corps EFMs have access to
qualified health care providers? For this topic, we present the perspectives of all
stakeholder groups who participated in the study, including caretakers, EFMs, and
providers.

Limited Availability of Specialists. With great regularity, families and providers at all
three sites identified the limited availability of specialists as a major problem. Focus
group participants said:

“We’'re too backlogged, there are too many people trying to get the same
services. You might wait two to three months on base trying to get
specialty care. You might wait out in town for two to three months. There
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just aren’t enough providers.... We're a big base; we need more
resources.” (Caretaker)

“There’s a shortage of OTs and speech therapists in this area. | have
never seen it this bad. They don’t make set schedules. | talk to a family
and ask them when they get OT or speech. [They say,] ‘| get it every
other Friday or Thursday, or sometimes when they call.™ (Provider)

The study participants said there are too few providers at base military treatment

facilities. They also said there are too few civilian providers that accept Tricare.

“Depending on where you're located, finding appropriate providers that
accept Tricare can be a challenge. We're on the northern end of the base
and Orange County is right outside our door. It's a higher income area
and providers, even if they take insurance, don’t accept Tricare because
it's a lower-paying insurance.” (Caretaker)

“He told me he was going to commit suicide.... We were jumping through
hoops trying to find a Tricare-approved counselor. Nobody was accepting
patients. We were footing the bill for $300 or $400 an hour for whoever
could see him....” (Caretaker)

Participants noted shortages of pediatric specialists, in particular.

“[Plarents call back and say, ‘We’re having a hard time finding a pediatric
PT or OT,’ especially finding one that will accept Tricare, [which] is really
hard.” (Provider)

“There is a deficiency of pediatric specialties in this area. Even when we
call to refer them, they go on an eight-month wait list.” (Provider)
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Participants also noted shortages of behavioral health specialists.

“My other son went to therapy earlier today. He met the counselor but he
won't be seen again for another month because they’re so overbooked.

It's really hard to get into a doctor’s office here.” (Caretaker)

“We have families who are really in need of clinical services, family
therapy, clinical psychology, and we look to help them try to find
resources that accept Tricare, but it's a challenge....” (Provider)

It appears that behavioral health specialists who can prescribe medication are in
particularly short supply. Focus group participants said:

“Psychiatric services are another area we have trouble with. We had one
parent who had a young child who was very aggressive, and she was
scared to death of her child.... EDIS couldn’t take her because EDIS was
full.”

“There are counselors out there, but psychiatrists specifically can do
medication and we need more of them.” (Providers)
“Mental health service availability for children and parents in the area is

horrendous. Often that's what respite care providers are filling in for.”

“The access to child psychiatrists is the absolute worst. The access to

medications is the worst.”

“There was more availability before the war, but then all resources shifted
to PTSD [post-traumatic stress disorder].” (Providers)

Geographically Inaccessible Health Care. To obtain the care they require, many
families, most notably at MCB Quantico and Camp Lejeune, must make frequent road

trips, often four to six hours round-trip, to military and civilian major medical centers.
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These appointments with geographically distant providers frequently consume an entire
day, if not two. Focus group participants said:

“The availability of appointments—we really accommodate EFMP families
in the pediatric clinic, but it's only an ambulatory healthcare center. If they
have special needs, they need to go to Walter Reed Medical Center or
Bethesda [Naval Medical Hospital] or other specialized facilities, and to
do that they need to travel quite a bit. Many of their appointments are

frequent and it can be a real hardship on their part.” (Provider)

“The thing | hear the most is there are not as many medical providers and
special-needs medical providers in this area. You get a service member
who came from a larger area, say Pendleton, and they have a larger field
and more resources there. They come here, and they have to go to Duke
(three hours), Chapel Hill (three or four hours), Greenville (one and a half
hours), or Wilmington (one and a half hours).” (Provider)

The road trips that EFM families must make to obtain needed care introduce significant

and varied challenges. Focus group participants said:

“Transportation! They ... have to travel so far, so frequently, and may not

have a car.”

“I'm dealing with young parents usually and ... there’s usually only one
car. Spouses will say, ‘I don’'t want to call and have him miss work

again.

“We have a couple of moms that don't drive ... so their husbands have to
put in to get the time off of work. It's one thing to take two hours off to
drive them to the clinic and drive them home, but they have to miss the
whole day to go to Bethesda.” (Providers)
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“l drive to Bethesda almost weekly for all three of us and, if my daughter
ends up with a feeding tube, we’ll end up there three times a week.... We
get speech and OT and a lot there. | had to quit my job last year for this. |
know that we did talk to the base commander about that and he said
they’re trying to get a shuttle that goes from here strictly to Bethesda or
WRAMC, but we know we probably won't get it.” (Caretaker)

“We have a lot of our kids go there [to Chapel Hill] to see psychiatrists,
get genetic testing, etc. Our kids are leaving at 7:30 p.m. to drive to
Chapel Hill to be there by 8 a.m. to spend the whole day and then come
back. Dad and mom are out of work that whole day. | can’t imagine—
that’s just a lot to have to uproot.” (Provider)

“We go once a month to UNC [University of North Carolina], which is two
hours away. We get both children in on the same day.... We stay at the
Ronald McDonald house the night before, and sometimes the next day.
We just found out from X that we could get financial support for transit to
these appointments. We've been doing this for five years off and on. In
the beginning we didn’'t even know about the Ronald McDonald ... we

paid $120 a night while my husband was a lance corporal.” (Caretaker)

One or both parents may attend these appointments. It is very stressful for the military
spouse to navigate them solo, particularly if the family has more than one child.
Alternatively, if the Marine attends these appointments or stays home to care for other
children, the couple worries about the career implications of repeated absence from
place of duty. Focus group participants said:

“I have X other children, so when | have to take my son to UNC, | had to
leave at 5 a.m., and my husband had to miss work to take the kids to
school and watch the baby. He was penalized at work all the time
because he had to miss time to help the family.... We’re a career Marine.

You're getting bad write-ups and it's affecting your career.... He didn’t do
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anything wrong. He did what he had to do. | am not the only one that has
experienced this—I've talked to other spouses and mothers.” (Caretaker)

“When he says his daughter needs to go to Chapel Hill for an
appointment, they say, ‘Your wife can do it,’ but | have three kids and two
appointments in one day. They don’t get that my kids need to go three
hours away just to see the doctors.” (Caretaker)

“I would say balancing the Marine’s dual world, the needs of the Marine
Corps and the needs of their family, that’s hard whether you have an
EFM or not, but if you have a dependent with a disability [it's harder]. You
may have a lot of appointments. If a Marine comes here with their wife,
they may not have family out here....” (Provider)

EFMP enrollees at MCB Quantico and Camps Lejeune and Pendleton seem to be
surprised that they must travel extensively to obtain the care they need since they are
under the impression that they were assigned to these locations largely because of the
medical resources they offer.

Restrictive Tricare and ECHO Coverage. Many study participants, families as well as
providers, expressed deep concern about Tricare coverage, including constraints on

therapy dosage and outright denial of coverage. Focus group participants said:

“I think Tricare with speech therapy or OT isn't working well—they kind of
give you 20 to 30 minutes a week when those therapies are usually
designed for 60 minutes. When Tricare puts those caps on things, it
inhibits us from getting the care because providers say that’s not how we
do this.... They will turn down clients and say by the time they get
warmed up and have them doing something it's time to wrap up.”
(Caretaker)

58



“I am in a wheelchair and | need durable medical equipment and Tricare

routinely tells me no.”

“Wheelchairs, walkers, canes, anything that helps her be mobile. Her
speech device—she practiced with her speech therapist with a great
speech device for six months, but then Tricare took it away from her.

They literally told her, “You don’t need a speech device.”” (Caretakers)

“We got him shatter-proof glasses. Tricare wouldn’t cover it because they
wanted a certain type of lens, Medicaid wouldn’t cover it because Tricare
denied it, and it was $300-plus. The special needs bike runs between $2

and $3K; | got it for $1,500, but neither [program] covered it.” (Caretaker)

“Within the autism community, anesthesia for dental work is not covered,
helmets for kids with autism are not covered, and | have ECHO. Every
now and then you hear of someone who gets it covered, but it seems
arbitrary. It's safety. It's a medical necessity. It's medical equipment. It
meets the criteria they define, but they refuse.” (Caretaker)

The study participants’ most frequent complaints regarding Tricare coverage pertained
to ABA therapy for children with autism. Parents repeatedly observed that military
children with autism (one of every 88 military children, they reported) lack optimal
access to ABA, which is the treatment recommended by the medical community. They
explained that Tricare segregates ABA under ECHO, outside the Tricare basic plan, and
suggested that so doing creates several significant barriers to care. Most critically,
Tricare ECHO limits coverage of ABA therapy to $36,000 per year, which pays for
considerably less ABA therapy per week than the recommended standard of care.
Parents observed that Tricare could not impose this ceiling if ABA therapy were not
segregated under ECHO. Parents further observed that, with the recent health care
reform, Tricare is now lagging behind other insurers in coverage of ABA, and “military
children with autism are suffering.” Focus group participants said:
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“Our current enrollment in the ECHO program under the autism services
demonstration is 1,600 kids, out of nearly 19,000 Tricare-dependent kids
with Autism Spectrum Disorder (ASD). Less than 10 percent are in it....
And about the 90 percent receiving care from a provider out in town—do
you think that provider is knowledgeable, etc.? ... They absolutely are
not; they put a referral into the system and all they know is, it isn’t an
authorized Tricare benefit. Parents don’t know what they don’t know, and

providers don’t know what they don’t know.” (Caretaker)

“With the dollar cap right now, if you're lucky enough to get into ECHO
and get services, it's subject to a $36K cap. That provides roughly 11 to
12 hours a week of services, which is less than half of the minimum

outlined medically necessary standard of care....” (Caretaker)

“Recently, with health care reform law, ABA therapy is now recognized as
part of the essential benefits package for insurance companies, without
dollar limits. So public policy is one thing ... it's leap-frogged over Tricare,
leaving the military family child in the dust ... so public policy has been
moving at a quick pace and Tricare has dug in their heels and done
nothing, and now we have a federal law that is leaving the military child
behind.” (Caretaker)

“Most services simply don't exist or they exist halfway; for instance, ABA.
My son is prescribed 20 hours a week but he only receives 10 hours a
week through ECHO. If he were prescribed heart medication, they
wouldn’t give him half, they’d give him all of it. The providers are there but
the coverage is incomplete.”

“We know the Senate Armed Services Committee has shut down our

proposal for the $36K cap to be raised to $60K.” (Caretakers)
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“Tricare calls it an educational benefit, puts it under ECHO and puts a cap
on it. Well, it's not enough for a full program. The cap is $36,000 a year,
which is roughly 11 hours a week. The American Academy of Pediatrics
recommends 25 to 40 hours a week for the complete program. ECHO not
covering ABA is my number one issue. It's like if your kid had cancer and
they said we know this treatment works well but we’ll only pay for 25
percent because it's too expensive.” (Caretaker)

“Would you deny a wounded warrior rehabilitative services because it's
too expensive? The average monthly cost of a comprehensive autism
program is $6,000 per month. The average monthly income for an E5 is
$2,700 a month. | can’t work because | take care of two special-needs

children.” (Caretaker)

A few providers observed that Tricare and the schools are not aligned on coverage
issues, which creates gaps or delays in services available to EFMP families. For
example, Tricare maintains that social skills groups for children with autism are an
educational service that the schools should provide, whereas the schools maintain such
groups fall in the category of health care and, as such, are Tricare’s responsibility.
Focus group participants said:

“There’s a ton of conflict between Tricare and the schools. Social skills
groups are a perfect example. Tricare says it's the schools’ problem,
schools say the same thing. Children suffering from autism at any point
on the scale all need the social skills component, and everyone keeps
saying it's not my problem, it's yours.”

“Schools provide, within the realm of the federal regulations, what is
required. Sometimes what our children need in therapy is not what'’s
educationally relevant.... A lot of children need a lot more than what is
educationally relevant; a lot of children need to be able to access
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therapists in their local community, but they can’t because of Tricare.”

(Providers)

Two families with children with autism indicated their children needed to be
anesthetized for dental care but Tricare would not pay for the medical component of the

procedure.

“United Concordia covers the dental but they wouldn’t cover the
anesthesia because it's medical, but Tricare wouldn’t cover anesthesia
for a dental issue.... When you have a child with a diagnosis like my child
[autism among other things] that requires the extra bills, someone should

cover it.”

“On some installations, like at Balboa, they have a special-needs dentist.
They don’t have one at every installation.” (Caretakers)

“We had to write senators because he fell and broke out his teeth up front
and the dentist said we need to do this procedure in a hospital with
anesthesia and Tricare wouldn’t cover it because it was a dentist and
dental wouldn’t cover it because it was in a hospital....” (Caretaker)

The partner of a deaf military spouse who needs sign language interpretation in order to
communicate with health care providers indicated Tricare refuses his requests for

support.

“The biggest problem that I've had is sign-language [SL] interpreters. We
have needed the service of an SL interpreter for family therapy for a long
time ... so for four years we’ve been trying to get family therapy. But
every time we try, we hit the same obstacle: the therapist is found by
Tricare or OneSource, we see the therapist, | let them know one of the
family members is hearing impaired. They say, ‘We've done that before,
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no problem,’ [but] we get to the point of who is going to pay for the SL
interpreter and they say, ‘It's Tricare or you pay out of pocket.”

“To have his back, my husband had a Marine, his wife was going deaf
and Tricare wouldn’t cover SL interpretation.” (Caretakers)

Tricare and ECHO Processes. Some study participants reported that access to health
care is further constrained by cumbersome Tricare processes and communication
failures, which are particularly burdensome for families that require frequent and
intensive medical attention. Families do not experience Tricare as customer-friendly,
and they find it very difficult to get information from Tricare and to work with Tricare
staff. Several families, for example, described how requests for equipment or services
were rejected because their claim failed to use precise terminology (e.g., “adaptive car
seats” rather than “car seats” or “feeding therapy” rather than “oral motor skills

therapy”). Focus group participants said:

“l called in June for a car seat through Tricare [and the request was
denied], then | called EFMP to ask how I could do it and they didn’t know.
So, | called back to my old duty station ... and they told me that it's called
an adaptive car seat. And then | called Tricare back and they just gave

me each car seat. They were $1,500 apiece.” (EFM)

“Tricare doesn’t cover speech therapy, but we were given a prescription
for oral motor skills with a speech therapist and finally someone told us it
needs to go in as feeding therapy so it will be approved ... [We] finally got
someone from there to call our doctor and tell the doctor how to prescribe
it.” (Caretaker)

“We’re having problems trying to communicate with Tricare to see how
we can go to a private pediatrician, to see what the process is. Every time
we ask them, they say we have to go to the website. Right now we don’t
have a computer; we are in an odd position with that.... Everybody says
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something different about Tricare. Getting information from Tricare has
been really hard. | have talked to other military wives. They all have the

same problems.” (Caretaker)

“Anyways, when | called Tricare to ask for assistance getting an SL
interpreter, they gave me the runaround. They said, ‘We can’t help with
that, we can't pay for it.” They sent me to ECHO instead, and it took them
two weeks to answer my voicemail. Finally they talked to me. They said,
‘Since your wife’s name starts with a G, that's ECHO West.’ | called
ECHO West. Two weeks later | got a call from them, and they said, ‘We
understand, but we don’t have any funds for that; that’s Tricare.™

(Caretaker)

In some instances, families give up on Tricare and simply abandon their pursuit of

coverage and pay out of pocket.

“Finally, we gave up.... She needed a push wheelchair; | bought it. She
needed a speech device, and the school loans us one. We work, she
goes to school, we don’t have 10 hours a day to argue with Tricare on the

phone about what she needs.” (Caretaker)

It appears that, in some cases, a lack of awareness of ECHO and a lack of clarity

regarding ECHO eligibility criteria may limit families’ access to this option.

“I've just gotten my denial letters from ECHO that my children’s
disabilities don't rate us getting ECHO.... My son is in a psychiatric
hospital because he recently tried to commit suicide.”

“ECHO is something only ‘special people’ get.” (Caretakers)

“They say, ‘Enroll and we’ll get you all this help,” —for instance, the
ECHO program. You have to have two existing conditions.... | was told |
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could go into ECHO.... | called them and told them the situation, but then
| was told that | don’t qualify. I'm like, ‘I have these two conditions, how do
| not??’ This week | got a letter saying that your ECHO POC [point of

contact] has changed. How do | even have an ECHO POC?!” (Caretaker)

“Here they have ECHO, but a lot of the families don’t even know about it
or what it’s for.” (EFM)

Several providers corroborated that working with Tricare is indeed difficult, if not

confusing.

“And just negotiating with Tricare can be difficult. You get a referral, wait
48 hours before you can call them, you try to get an appointment, but if
they can’t give you one, then you get referred to network, etc.” (Provider)

“A lot of times that’s hard for them [families] because of all the processes
in place, the things you need to do, with Tricare, and that continuous
change, it continues to create a lot of inconsistencies for the families who
are trying to get the information and it's hard to build a trust relationship
with the families. There’s been many changes in processes. No one
knows the steps on all of those different processes, to get ABA therapy,
to go to the clinic at Chapel Hill, etc.”

“It's all online, if you can sort through all of the manuals, but sorting
through the manuals is beyond my education level [participant with a
professional degree].” (Provider)

Protracted health care referral process threatens timely and quality care. Study

participants commented regularly on the laborious and lengthy process families must go

through under Tricare Prime to see a health care specialist, and how this affects patient

well-being. Focus group participants said:
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“I've been having quite a bit of problem getting her the care she needs in
a timely manner. It's very difficult when you're in the military because
everything has to be done on a protocol basis. It's been so frustrating that
my husband and | have talked about me moving the kids out of state for
additional help.... My frustration is that it took three and a half months to
help a baby get over something that could have been helped months
ago.” (Caretaker/EFM)

“When | first asked for help for my son, we were seeing pediatricians and
nurse practitioners here on base. It took me forever to get an
appointment. | called and called and called. | just wanted an appointment
to know where to go from here. | saw Jenny McCarthy on TV on a
morning talk show, and | saw the symptoms that could match my son’s. |
came into the Na