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August 23, 2011

Medicaid Reform Recommendations:
Improving Services for Kansans
with Developmental Disabilities

|. Introduction:

a. The membership of InterHab is determined to be constructively engaged with the
Administration in working to maintain a broad community network of quality
services and supports for persons with developmental disabilities (DD). We share
the Administration's goal to strive to make Medicaid funded services the highest
in quality and most efficient in cost as possible. InterHab convened a workgroup
of its members in late 2010 to engage our membership and affiliated service
providers in the development of suggestions which can contribute to the
Administration's evaluation of Medicaid cost concerns.

b. The Kansas community-based system of supports for persons with
developmental disabilities is a remarkable example of locally-designed and
controlled privatized managed care. The Kansas DD system exhibits many
classic managed care features including annual assessments to ensure
continued eligibility, an individualized needs assessment process used to
determine the services that are necessary are being provided, a system to
address persons with extraordinary needs, strict definitions for persons
requesting services who are in crisis, referral of persons to other less costly
service options, a capitated payment structure for services rendered;
management of the system through a network of locally-designated gatekeeping
entities called Community Developmental Disability Organizations (CDDOSs); a
guality assurance and data system managed by the CDDO’s, a State-operated
licensing system for many providers of service, local stakeholder councils (made
up by a majority of people with disabilities and family members) who collaborate
with CDDOs on program delivery and design, and utilization management
reviews conducted through CDDQO'’s.

c. As with long-term care for older Kansans, long-term services and supports
needed by Kansans with developmental disabilities (DD) are not typically medical
and cannot be weighed on the same scale as the care provided by physicians,
hospitals, pharmacies, etc. While medical services are episodic in nature with the
intended result of resolving the medical problem or iliness, supports for persons
with developmental disabilities are needed on a life-long basis with the desired
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outcome of improving or maintaining optimal functioning in daily activities of life.
Community services for persons with DD strive to reduce costs through helping
individuals achieve increased levels of independence, and assist in the
development of natural supports where feasible. A developmental disability
affects the entire family, often requiring family members to make life-long
sacrifices to provide care to an adult child. This creates an economic burden to
the family that negatively affects their ability to be self-supporting, putting
pressure on other State-funded human service systems.

d. Growth in the cost of the HCBS-DD program cannot be credited to a growth in
the cost of service delivery so much as growth in the number of persons being
served in the program. The number of persons and families served with HCBS
since January 2000 has increased by 2,781 or 53%. Growth in the rates paid to
providers increased at about one half the rate of inflation since 1993.Each time
Kansas has closed a state institution or private ICF/MR, residents have entered
community services funded by the HCBS-DD waiver. Their medical costs also
shifted from the institution's medical care providers to the community paid for by
Medicaid. Children with developmental disabilities at risk of going into the foster
care system, served by the foster care system or exiting the foster care system
are automatically added to the HCBS-DD waiver. Individuals who are MR/DD
eligible and on time-limited waivers (Technology Assisted, Autism and Traumatic
Brain Injury waivers) many times are automatically added to the HCBS-DD
Waiver. To date there are over 7,016 adults and 1,044 families with children
receiving services through the HCBS-DD waiver. Despite this, over 4,500
families and adults remain in need of services and are on the State's waiting list.

e. Community services funded through the HCBS-DD waiver have been recognized
within Kansas and nationally as the lower cost alternative to institutional and
nursing home care. Kansas was one of the most progressive states in the early
1990's when we started to aggressively utilize the HCBS-DD waiver program by
re-financing pure state general fund dollars into the Medicaid program in order to
incorporate the federal match. Many states have only recently begun a similar
strategy and are much more heavily invested in costly institutional services still
today.

f. Special Education students currently wait for four to five years on the State’s
waiting lists to obtain community services. While waiting, they lose the skills
learned during their school years — leading to regression and more costly re-
training once they are finally able to enter adult services. Some of the students
waiting for HCBS services could perhaps be directed to apply to Vocational
Rehabilitation Services that could lead to competitive employment.

g. ltis critical that the community service provider system continue to maintain an
acceptable level of quality in the provision of services to persons with
developmental disabilities. As the State moves forward with plans to manage the
costs of community services, monitoring the quality of those services becomes
even more critical to assure that system performance quality and outcomes are
not sacrificed. Some States have successfully utilized nationally-recognized
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standards as an independent benchmark to enhance their in-house quality
assurance systems. It is recommended that Kansas consider enhancing its own
guality management system through encouraging its providers to seek
adherence to nationally-recognized standards. It is further recommended that the
State consider incentives such as start-up costs to assist providers in this regard.

Il. Principle Statements and Recommendations:

a.

InterHab's members formulated principles by which recommended Medicaid
reform initiatives could be gauged. It was our goal to approach Medicaid reform
from the standpoint of how the current community service system could be
improved, while still meeting the Governor's stated objective of improving
services and lowering costs. Identified principles include:

Principles:

i. "Do no harm" to persons served or families.

ii. "Local management" - as contained within the KS Developmental Disabilities
Reform Act, local communities best know how to meet the needs of the
persons they support.

iii. Public/private partnerships that promote increased independence should be
fostered and incentivized.

Recommendation 1: The opportunity for cost savings of the HCBS-DD services
through managed care is limited at best, while the potential for decrease in the
guality of services received is high. As envisioned in the Developmental Disability
Act of 1995, long term care supports for persons with developmental disabilities
are most effectively managed when done so as close to the person receiving
services as possible. Most states that have introduced managed care over their
Medicaid programs have chosen to carve-out most HCBS services. We strongly
recommend that the State of Kansas also carve out these services.

Principle:

iv. Any proposal would need to fully address the problem of direct-care staff
turnover - the key to quality and cost containment outcomes.

Recommendation 2: We hope the administration will evaluate the HCBS-DD
program to assure that adequate and necessary resources are currently provided
in the reimbursement model. The State's own rate studies have presented clear
evidence that our community service reimbursement rates are insufficient. High
direct care staff turnover leads to inefficiencies in the service system in addition
to degraded quality of services.
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Principle:

v. Any proposal must maximize "family friendliness" - accessibility to the service
system by families needing services must be maintained and enhanced.

Recommendation 3: One initiative that has been in development for the past
few years, a "Family Support Waiver®, is right in line with efforts to maximize the
effectiveness of available funding. The Family Support Waiver concept would
offer families of school-aged children the opportunity to select a service plan that
is more flexible than current support offerings to better meet specific needs of the
individual. Young people who are living in the family home typically can only
access hourly support staff when services are made available. The new waiver
concept would allow families to utilize available funding to select from services,
therapies and/or items that would best meet the needs of a child with disabilities.
Efficiencies will occur related both to the effectiveness of using services that are
targeted to specific needs of the individual, by capping the maximum cost of the
average service plan at an amount that is less than the current average plan
cost, and preventing possible entry into foster care. By reducing the average
expense for service plans on the Family Support Waiver, the intent is to create
“savings” that would allow services to be offered to those who are currently
waiting.

Principle:

vi. Better emphasis on early intervention and seamless transition from special
education is needed.

Recommendation 4: Early intervention services are extremely cost-effective
investments for Kansas taxpayers, as a significant number of children who
receive these services early in life will not need more expensive supports
throughout their lifetime. Infant and toddler providers have ascertained that as
many as three out of five children receiving “tiny-k” early intervention services will
not need special education services by the time they enter school. As a proven
preventative method, we recommend that Kansas place emphasis on providing
enhanced funding to bolster early intervention services for infants and toddlers
with developmental disabilities.

Principle:

vii. Lack of access to medical care, such as dental care, in the community is a
major barrier to cost containment, because unmet basic needs become
expensive emergencies.

Recommendation 5: Explore integrated care model concepts, which are
specialized around the medical needs of persons with developmental disabilities.
The community service system currently utilizes medically trained professionals
who manage medical services provided to persons receiving services, including
preventative health care, medication management, and integration of health care

4



InterHab Medicaid Reform Recommendations

recommendations into our service plans. Building on the expertise that currently
exists with our providers using the integrated care models would serve to assure
service needs of this complex population are integrated with their other needs,
and over the longer term reduce costs.

Principles:

viii. Any proposal must promote the program goals contained in the DD Reform
Act of greater independence, integration, inclusion, and productivity.

ix. Any proposal should promote expected outcomes that enable persons with
developmental disabilities to live lives similar to others in the community.
Employment and self-determination should be emphasized in order to reduce
reliance on supports to the greatest extent possible.

Recommendation 6: Continue to support the cost effective programs provided
under the HCBS-DD waiver. Pursue movement of persons from more expensive
nursing home care, utilizing the Money Follows the Person federal program.
Eliminate the use of state-operated institutions in favor of waiver funded
community services. Re-direct the resources currently being spent on institutions
to fund the waiting list and to reduce community services reliance on
institutionalization.

Recommendation 7: The DD Reform Act includes a goal that community
services increase the productivity of the persons being served. The recently
passed Employment First legislation seeks to improve competitive employment
outcomes for persons with disabilities. It is recommended that Kansas pursue
maximizing opportunities for persons with developmental disabilities to increase
their productivity through services that result in employment in the community.
Over time, the more economically independent a person with a disability
becomes, the less costly their long term service needs will be. Systems change
should: expand job development and vocational supports by creating incentives
to operate such programs, and address long-term services necessary to sustain
employment. Such priority does not lessen the value of center-based programs
people with the most severe disabilities who may need to develop their skills for
private sector employment.

Principle:

X. The State should engage in vigorous pursuit of eliminating barriers in the
community to a fully inclusive life for persons with developmental disabilities,
such as transportation, attitudinal barriers, housing, employment, etc.

Recommendation 8: Explore the use of technology to increase efficiencies,
promote staff retention, better meet individuals® needs, and meet overall goals of
fostering the health, well-being and independence of Kansans with
developmental disabilities. Technology may include simple adaptations in the
workplace that allow a person to become employed, or adaptations in the home
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that allow a person be more independent. Some states reimburse for services
such as tele-monitoring in the home environment which can promote more
individual independence. Transportation is generally regarded as a primary
barrier for access to employment and amenities in most communities.

Principle:
xi. Persons eligible for services should receive them in a timely manner.

Recommendation 9: Eliminate the waiting list and develop methods to provide
services seamlessly as individuals graduate from special education. The current
system of waiting for services is very inefficient. Skills learned during school
years are lost while young adults wait for services. Currently, services are usually
accessed only after an individual, or their family, are in crisis, usually requiring
more expensive forms of services. Keeping individuals on the track toward
maximizing their capabilities requires less costly services. Some states have
pursued federal programs which provide incentives to states to address their
waiting lists in exchange for an enhanced match rate. We recommend that these
opportunities be fully explored and used.

Recommendation 10: It is recommended that the State take full advantage of
federal incentives within Medicaid to better serve Kansans with developmental
disabilities. For example, this year all SGF funding has been eliminated that was
providing supports for persons with developmental disabilities who do not qualify
for the HCBS Waiver. CMS has recently authorized a 1915 (i) waiver which
allows states to develop services for persons with disabilities who do not qualify
for services under the current HCBS waiver. The State could develop a waiver
1915 (i) that seeks to increase competitive employment outcomes for persons
who no longer qualify for state only funding. Maximization of the use of federal
dollars would save the state money in the long term because by not serving this
population, other service systems will be dealing with persons who cannot
access appropriate supports from the developmental disability service system.
The State could write such a waiver to very narrowly serve a group who cannot
access the current waiver in employment related services only.

[1l. Conclusion:

The State of Kansas, through decades of highly successful public/private
partnership, has built a quality community-based service system for persons with
developmental disabilities. The system is considered to be one of the State’s
most successful privatization effort to date. What is needed at this juncture is an
understanding of the value of such a mature and developed network of supports,
and an effort to assist community providers in continuing to improve the system.

The membership of InterHab strongly values the outcomes embodied in the KS
Developmental Disabilities Reform Act, which include Independence, Inclusion,
Integration and Productivity. Our membership places a high value on supports
that will assist Kansans with developmental disabilities in attaining those
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outcomes. Improvements can be made that ultimately strengthen the outcomes
envisioned in the Developmental Disabilities Reform Act that include:

e Carve out HCBS services for persons with developmental disabilities
within any plan to implement managed care

e Support a reimbursement model that improves the availability and stability
of our direct care workforce.

e Development of a Family Support Service waiver
e Continue and expand support for infant and toddler services

e Build upon the current expertise within the developmental disability
provider community to coordinate preventative medical care

e Continue to pursue movement of persons with developmental disabilities
from institutional based services to community based services

e Pursue policies that will reduce the barriers to and increase incentives for
competitive employment

e Fully exploit opportunities available to eliminate the current waiting list and
to fund services for persons who recently lost state only funding

Our membership looks forward to collaborating with the Brownback
Administration in exploring opportunities to improve the Kansas developmental
disability service system.



