October 28, 2014

VIA ELECTRONIC AND FIRST CLASS MAIL

Ms. Cindy Mann

Director of the Center for Medicaid and CHIP Services
Centers for Medicare & Medicaid Services

7500 Security Blvd., Mail Stop S2-26-12

Baltimore, MD 21244-1850
cynthia.mann@cms.hhs.qgov

Re: Louisiana’s HCBS Waiver Program

Dear Ms. Mann,

The Southern Poverty Law Center and The Advocacy Center submit this letter to highlight
certain implementation problems inherent in Louisiana’s Coordinated System of Care for children
and youth with severe mental health needs.!

Thousands of Louisiana’s children are diagnosed with some type of behavioral, emotional,
or psychiatric disorder. Tragically, all too many of these ch



BACKGROUND

In March of 2012, recognizing the importance of serving children in their homes and
communities, Louisiana restructured its behavioral health services system and created CSoC under
its HCBS Medicaid Waiver. CSoC is available to children and youth up to age 21, who have
complex behavioral health needs and who are currently in or are at the greatest risk of out-of-home
placement, such as detention, psychiatric hospitals, residential treatment facilities, foster care, or
alternative schools. The primary goals of the CSoC program include: (1) Reduction in the number
of children in detention and residential settings; (2) Reduction of the State’s cost of providing
services by leveraging Medicaid and other funding sources; (3) Increased access to a fuller array of
home and community-based services that promote hope, recovery, and resilience; (4) Improved
quality by establishing and measuring outcomes; and (5) Improving the overall functioning of these
children and their caregivers.’

CSoC offers enrollees wraparound planning and care, as well as five specialized intensive
services, with the goal of enabling these children to remain in or return to their homes and
communities. A wraparound facilitator works with the child, the child’s family, and the child’s
service providers to develop an individualized plan of care, as well as a crisis plan for emergency
situations. The five specialized services that CSoC enrollees receive in addition to regular State
Medicaid plan services are: Parent Support and Training, Youth Support and Training, Independent
Living/Skills Building, Short Term Respite, and Crisis Stabilization.

The state agency charged with the administration, implementation, and oversight of the
CSoC program is the Office of Behavioral Health (“OBH”), a division within the Louisiana
Department of Health and Hospitals. OBH has contracted with Magellan Health Services of
Louisiana, the Statewide Management Organization (“SMQ”), to run the day-to-day operations of
the program.

CSoC currently operates in five regions throughout the State. There are 1,200 slots
available throughout these five regions, with the most recent data available showing that 1,093 of
these slots are filled.> On September 29, 2014, CMS approved Louisiana’s amendment to its
1915(c) waiver plan to expand the program statewide, which includes adding four more regions and
opening up an additional 1,200 slots for those regions. At full implementation, CSoC will be in
effect statewide and serve up to 2,400 children and youth throughout the state.

LACK OF ACCESS TO CSoC SERVICES AND PROGRAM

On paper, CSoC is an exemplary program offering Louisiana families much-needed
community supports and services, and many families report positive experiences and successes with
certain aspects of the program, particularly the wraparound planning and service coordination.
However, more than two and a half years after the creation of the program, huge gaps remain in the
provision of CSoC services, preventing eligible children and youth from accessing the full benefits

2 See Louisiana Coordinated System of Care, Standard Operating Procedures, Issued April 10, 2014, p. 1, available at:
http://www.magellanoflouisiana.com/media/791326/csoc_sop_final 042014 2 .pdf.

3 CSoC Data for Statewide Coordinated Council, October 9, 2014, available at:
http://csoc.la.gov/assets/csoc/Documents/SCC/20140ct/20141009CSoCDataforSCC.pdf.
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of the program and putting these children at further risk of out-of-home placement. Of equal
concern, Louisiana is expanding the program statewide without ever reaching full implementation
in the original regions.

An integral part of the CSoC program is the five specialized services specifically designed
to keep children with significant behavioral and mental health needs in their homes and
communities.* However, as set forth in detail below, problems with the administration and
implementation of the CSoC program have prevented children and families from being able to
access a number of these critical services, including short-term respite care, crisis stabilization, and
parent and youth support and training.

A. Lack of Short-Term Respite Care

According to program definitions, short-term respite care services are “designed to help
meet the needs of the caregiver and the child. The respite provider cares for the child or youth in
the child’s home or a community setting to give the child/youth and/or the caregiver/guardian a
break. Children or youth in CSoC can receive up to 300 hours of respite each year. This service
helps to reduce stressful situations. Respite may be planned or provided on an emergency basis.”

Respite care serves two very important purposes: (1) it offers families regular, periodic relief
from care giving, and (2) it is a crucial component of a crisis support system. Research shows that
respite care is an important social service often needed by families and children with severe
emotional disturbance (“SED”).° Significantly, studies have shown that the provision of respite
care results in fewer incidents of out-of-home placement for children with severe emotional
disturbance—one of the stated goals of the CSoC program.’

Currently, there are an insufficient number of qualified providers for respite care throughout
the State, causing waitlists and creating other barriers to access for families enrolled in CSoC. An
April 2014 CSoC Report to the Governance Board noted that “there has been a decrease in . . .

* CMS guidance advises that “[c]hildren with significant emotional, behavioral and mental health needs can
successfully live in their own homes and community with the support of the mental health services described in this
document,” including wraparound service planning, family and youth peer support services, respite care, mobile crisis
response, and crisis stabilization. See Joint CMCS and SAMHSA Informational Bulletin, “Coverage of Behavioral
Health Services for Children, Youth, and Young Adults with Significant Mental Health Conditions,” May 7, 2013, p. 1,
available at: http://medicaid.gov/Federal-Policy-Guidance/Downloads/CIB-05-07-2013.pdf. “These services enable
children with complex mental health needs . . . to live in community settings and participate fully in family and
community life.” Id. at 1.

® See Louisiana Coordinated System of Care, Standard Operating Procedures, supra note 2, at 15.

® See Stroul, B.A., & Friedman, R.M. (1986), A system of care for severely emo






provide an out-of-home crisis stabilization option for the family in order to avoid psychiatric
inpatient and institutional treatment of the youth by responding to potential crisis situations.”*?

At this time, there are no providers of crisis stabilization in Louisiana, meaning that this
service is completely unavailable throughout the entire State. Again, CSoC, Magellan, and OBH
have all acknowledged this gap, unequivocally stating just days ago in the October Report to the
CSoC Governance Board that “there are no Crisis Stabilization providers in the implemented
regions.”™ And although they have known this problem since as early as April 2014," no progress
has been made in ameliorating this gap and children remain unable to access this important service.

Discussions with families reveal that many program enrollees have never even heard of this
service they are purportedly entitled to receive under CSoC. Crisis plans for children in CSoC
further show the unavailability of crisis stabilization and the ramifications the lack of this service
may have on a family. Without mentioning crisis stabilization or even respite services, these crisis
plans instruct parents to call the police or to take their child to a hospital in the event of a crisis—
both of which directly place children in the systems crisis stabilization is designed to help them
avoid. As such, the unavailability of this important intervention works directly against the purpose
of CSoC and can have profound consequences for Louisiana children.

C. Lack of Parent and Youth Support and Training Services

In addition to respite and crisis stabilization services, CSoC enrollees are unable to access
important youth and parent support services. Youth Support and Training is defined as: “Young
people who have been involved in behavioral health services or other child-serving systems in the
past provide support, mentoring, coaching and skill development to children and youth enrolled in
CSoC” at home and in community locations.® Parent Support and Training, on the other hand,
“connects families with people who are caregivers of children with similar challenges” and provides
“information and education to families and help[s] families connect with other community
providers.”"” The statewide Family Support Organization (“FSO”) is responsible for providing both
of these services.

The July Report to the CSoC Governance Board reported that the Family Support
Organization “currently has approximately 90 youth awaiting assignment for service. The FSO
continues to take measures to address the waitlist.”*® Families, community organizations, judges,

12 See Louisiana Coordinated System of Care, Standard Operating Procedures, supra note 2, at 15.

3 Louisiana Behavioral Health Partnership (LBHP) Service Definitions Manual Version 8, December 2012, p. 13,
available at: http://new.dhh.louisiana.gov/assets/docs/BehavioralHealth/L BHP/ServicesManual-Current.pdf (emphasis
added).

 Report to the Governance Board, October 22, 2014, supra note 11, at 5.

15 Report to the Governance Board, April 24, 2014, supra note 8, at 5.

16 See Louisiana Coordinated System of Care, Standard Operating Procedures, supra note 2, at 15.
Y d.

'8 Report to the Governance Board, July 24, 2014, supra note 10, at 2.
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and probation officers likewise report waitlists for youth mentoring services for children enrolled in
CSoC.

These parent and youth peer supports play an essential role in helping to build the skills and
resiliency of caregivers and children and to strengthen the capacity of families to care for children at
home. Together, they make up a critical component of the service array intended to help children
remain in the community and avoid out-of-home placement. However, as with the crisis services
discussed above, a lack of qualified providers for these services has made them unavailable to
families and children who have the greatest need for them.

FAILURE TO PROVIDE SERVICES IS



with a disability shall, by reason of such disability, be excluded from participation in or be denied
the benefits of the services, programs, or activities of a public entity, or be subjected to
discrimination by any such entity.” 42 U.S.C. § 12132. The ADA'’s enacting regulations forbid
discrimination in the form of unnecessary institutionalization and require that recipients of federal
funds provide services and programs to disabled individuals in the “most integrated setting
appropriate to the needs” of the individual. See 28 C.F.R. § 35.130(d).

The landmark case of Olmstead v. L.C. marked the first time the U.S. Supreme Court
interpreted the ADA in a way that directly impacted the Medicaid program, finding that unjustified
isolation of persons with disabilities is a form of discrimination prohibited by the ADA. 527 U.S. at
597. Accordingly, public entities are required to provide community-based services to persons with
disabilities when such services are appropriate. 1d. at 607. Furthermore, Courts have held that
actions that place individuals with disabilities who receive services from the state at serious risk of
unjustified institutionalization also violate Title Il. See Fisher v. Oklahoma Health Care Auth., 335
F.3d 1175, 1181 (10th Cir. 2003).

By failing to provide community-based crisis and respite services to CSoC enrollees,
Louisiana has failed to provide services “in the most integrated setting” in violation of both the
ADA and Olmstead. This has resulted in the unnecessary hospitalization or detention of a number
of youth who could have been served in the community. Furthermore, by failing to provide crisis
and respite services, the State has placed all CSoC enrollees—those who have already been
determined to be most at risk of out of home placement—at even further risk of unnecessary
institutionalization.

RECOMMENDATIONS

Louisiana’s current administration and implementation of the CSoC program is failing those
children most at risk. The State has been aware of these problems for some time, but has not taken
the appropriate action to remedy this issue and ensure full access to the CSoC program and services.
Pursuant to CMS’s oversight of Louisiana’s HCBS waiver, we request that the agency investigate
the cause of the CSoC program’s deficiencies, and take all necessary steps to make certain that
CSoC enrollees have access to the full array of services and supports to which they are entitled and
which they need to remain in the community and avoid institutionalization.

We therefore ask that CMS:

(1) Conduct an investigation into why short term respite, crisis stabilization, and youth and
parent support services are unavailable to participants in CSoC;

(2) Take all necessary action to ensure that the CSoC program is providing all the services
enrollees in the program are entitled to receive and that enrollees are able to access such
services, in compliance with both its waiver application and federal law;

(3) Ensure that the full array of CSoC services and supports will be available to children and
youth in all regions of the state as the program expands statewide, including short-term
respite care, crisis stabilization, and youth and parent support services; and

(4) Ensure that there is an adequate quality assessment process in place to prevent gaps such as
these from arising in the future.



We thank you for your prompt attention to this very important matter.

Respectfully,

Sara H. Godchaux Nell Hahn



