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Person-Centered Service - Best Practice

“We established a monthly meeting that included anyone or any service
that client was connected to in some way. This included County DMH,
DDSO, PSA, staff from the Shelter, and friends of client (two staff from
an agency that have known and supported client over the years). We
empowered client to chair this monthly meeting and looked to him for
guidance and suggestions as to how we can help him.

The focus was no longer on where he was not welcome, but rather
we offered a more welcoming message in which we assured client
that those of us sitting at the table had services to offer and we would
be there each month providing him with choices, support, and hope.”

- Narrative #6

Many thanks to the participating counties who provided the narrative information used in this report.

This report was prepared by the NYS Conference of Local Mental Hygiene Directors, Developmental Disabilities
Committee, chaired by Susan Delehanty, LCSW.

Appreciation is extended to the subcommittee members for their extra support and effort provided:
Edward McCorry, Christine Reinhard, Cheryl Fiore, and William Lopez and Committee Specialist Laura Davis.
Thank you to Sean Tuckey for the layout design.
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Investing in Better Futures

The People First Forums held throughout the state by all the mental hygiene Commissioners and the Department of
Health Commissioner identified the need for cross-system collaboration. This sentiment was echoed by individuals,
families, advocates, providers, and state and local government representatives. The “O” agencies Commissioners
have asked for our ideas and suggestions on how to move this cross-system collaboration forward.

This report was developed by the CLMHD Developmental Disabilities Committee in response to this invitation from
the Commissioners. County mental hygiene departments were queried about the challenges and successes
experienced when trying to access services for people who require services from multiple systems. Counties were
asked to give examples of how best to design and fund those services across systems. Individuals with co-occurring
disorders or dual diagnoses are often those individuals most in need of person-centered services, yet these are
the same individuals for whom these services are difficult to obtain. Counties have been striving to meet the needs
of these individuals on a case by case basis, but the results of the survey suggest that there are some systemic
changes which could ease the process, if implemented in partnership with the state mental hygiene agencies.

As part of the OMRDD Five Year Plan public comment forums, the NYS Office of Mental Retardation and
Developmental Disabilities asked for input on how the mental hygiene system could be improved.
OMRDD specifically asked the following questions:

» How can OMRDD as a system better support people to truly make informed choices about their supports and
services?

» How do we ensure all individuals, including those with autism spectrum disorders, the aging, people with
medical frailties, children, and others, are provided fair and equitable access to person centered services?

» How do we better facilitate access to supports and services across service systems for people with multiple
disability needs?

The NYS Office of Mental Health also reached out to various partners to develop the Children’s Plan to “improve
the social and emotional well being of New York’s Children and their families.” This Plan was truly a cross-system
effort to identify the themes that would form the priorities for improving our service system for children and
families over multiple years. Public forums were held around the state with multiple stakeholders providing input
and reactions to the plan.

One clear message from the Commissioners was that although we could not necessarily look to new money or
additional revenues to support these new ideas, we could look at how to use our resources more effectively and
efficiently. We could identify savings in one area that could be invested to meet a need in another area. These
investments will help insure a better future for all New Yorkers.
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In this fiscal climate all stakeholders are seeking to identify the most effective means of providing the best
possible services to New Yorkers through the efficient use of resources. The narratives appended to this report
were gathered by county mental hygiene departments to illustrate the real life experiences people are having
when trying to navigate across systems. These stories highlight the significant challenges facing these individuals,
their families, communities, and the providers. Although there are examples of some successes in accessing and
providing services across systems, there is wide-spread inefficiency, inconsistent use of resources, and lack of
person-centered planning and service delivery.

The following categories have been identified through these narratives that present the most challenges to
cross-system collaboration, person-centered planning and access to cross-system services:

Eligibility

Determining the most appropriate level of care
Capacity

Timely service resolution

Support for innovations

Funding.

ok wih -

For each area of challenge, counties offer suggestions on how to better coordinate the systems of care
across disability areas. Our recommendations are infended to expand the dialogue, help establish better
communication between stakeholders, and lead to more effective and efficient services for individuals and
their families to live healthier happier lives.
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o SPECIFIC CHALLENGES IDENTIFIED

O RECOMMENDATIONS
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We do not plan well for crisis services for people with developmental disorders and psychiatric
conditions. The result is that people end up in inappropriate settings with little to no discharge
planning.

We rely too much on the “Eligibility” determination, especially for DD services, to be the key to
person-centered services for life.

We confuse “eligibility” and “primary diagnosis” with primary responsibility for an individual’s
care and treatment. A person can be “eligible” for services from various systems, and there may
not be one system that provides all of their services.

Eligibility guidelines are actually being interpreted as hard and fast rules. There is too much
responsibility placed upon the individual and their family to “prove” their disability. A break in
service, no matter how brief, can result in a later finding of “ineligible” for the same or similar
services a person had received in the past.

We often overuse our resources by trying to “prove” eligibility. Assessments by professionals are
reviewed by more professionals, sometimes multiple times, to determine eligibility. This process is
wasteful of time and resources.

We still try to match a person with a system, instead of linking them with all the systems that have
services that can be designed to meet their needs.

Professional disagreements over diagnoses delay access to the appropriate level of care.

There is a lack of understanding of other systems of care among providers who primarily work in
one system or setting.

There is an overreliance on our hospital emergency rooms and our jails to be the default respite
providers for people with multiple disabilities who are in crisis.

Access to mental health services for people with developmental disabilities is not consistent
throughout the state.

Flexibility and innovation are hampered by bureaucratic practices at all levels of government.

There is inconsistent commitment to follow local Memoranda of Understanding regarding service
resolution.

Referral and transition processes with the school systems are not uniform, and many young adults
are not receiving the services they need.

Housing services for special populations require close collaboration with multiple systems that do
not speak the “same language.”

We forget to plan and monitor when things are going smoothly. Often our interactions with
people are only when they are in crisis and the focus is on their disabilities and not their strengths.

When a person is in crisis we forget the need to empower them to help design and choose their
own services.
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Eligibility Challenges

There is a recognition that there is a finite amount of funding to support services for people
through the disability system. Insuring that services are provided for the population for which they are
intended is the rationale behind creating eligibility requirements. However, delaying services for an
individual until eligibility can be determined is not effective or efficient, and can result in negative
outcomes for the individual and the community. Both the mental health system and the developmental
disabilities service system have very different processes for determining eligibility for their respective
services. The challenge lies in creating a process that is more responsive to the individual, without creating
a lifetime expectation that a single agency will assume total responsibility for all services and needs.

The following solutions are proposed to address the eligibility issues identified in the county
narratives appended to this report:

A. Preliminary/ Interim Eligibility — OMRDD could request an amendment in their State
Medicaid Plan to allow a designation of time-limited preliminary eligibility for services for
individuals who have a positive response to a developmental disability screening. This
screening should be a simple instrument, which can be used in crisis and emergency
situations. A positive screen could then be used to access DD services until a more thorough
evaluation can be completed.

B. Continued Eligibility — Consideration should be given to providing automatic eligibility
for DD services when there has been less than a 2 year break in services.
C. Dual Eligibility — Psychiatric services should be available to individuals who also have

developmental disabilities. Both inpatient and outpatient psychiatric services should be
available based upon the person’s psychiatric need or condition. The fact that an
individual may receive many services from the DD system does not make them ineligible
for psychiatric services if their diagnosis warrants such treatment. Using a “primary”
diagnosis to exclude eligibility from one system or the other is illogical.

D. Over Emphasis on Eligibility — Focusing on eligibility for services from one system or the
other as the only treatment alternative is contrary to the “person first” philosophy. Too
much time and resources are spent on determining if the person “fits” the system, instead
of determining what their needs are and how to meet them. During the eligibility
determination process, there should always be a “plan B.” Often the crisis that occurs is not
because of the individual’s emergent needs, but because of poor planning. Providers may
look at the services in their local area and pick out the ones that best fit the needs of the
person they are trying to serve. Then they try to “make the person eligible” for the system
that provides those services.

E. Person-First Eligibility — Eligibility requirements should be focused on individual need, not
on how many of those needs fit one system or the other. It should be the combination of
the disability factors that defines severity of the condition. Eligibility for crisis intervention
services is not just limited to OMRDD eligibility. The County should be able to establish its
own criteria for access to crisis and stabilization services. Recommendations for how to
pay for these services is made later in this report.
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Appropriate Level of Care
The continuum of care among the disability sectors varies from county to county. The needs of an
individual, not necessarily their diagnosis, may dictate the direction of the referral for services. The

narratives attached to this report illustrate the many ways that barriers are in place that prevent people
from getting the services they need. Instead they end up in a level of care that is not appropriate to their

needs, but may be preferred to their previous level of care. These barriers occur more frequently when
there is a lack of options along the continuum of care.

A.

Alternatives to ERs and Jails — Localities need to have access to alternative emergency
settings for people with dual diagnoses who are in crisis, but do not need to be served in
local emergency rooms of general hospitals. They do not require medical attention, but do
require a setting where they can stabilize. Jails are also not the most appropriate setting
for people with disabilities, especially when they are in crisis. Other settings, such as out of
home respite, in-home respite, temporary short-term residential placements, and other
options should be detailed in a person’s individualized treatment plan. When a medical
concern may also be evident, then referral to an ER for emergency treatment may be
warranted, but the person needs to have a safe place to return when their treatment is
completed.

Inpatient/ Outpatient Psychiatric Settings — People with dual diagnoses need to have
access to inpatient and outpatient psychiatric care when their psychiatric symptoms are
acute. The fact that they may not have the level of cognition that other individuals with
acute and sub-acute psychiatric conditions have does not eliminate their need for these
levels of care. The type of treatment they receive needs to be modified to meet their level
of understanding and functioning.

Collaboration in Determining Level of Care — Both the mental health system and the
developmental disabilities system have professional, trained staff that are capable of
collaborating and assisting individuals obtain the most appropriate level of care. Cross
training of staff in both systems will help encourage this collaboration and result in a
better understanding of the person’s overall needs.
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During the past 30 years New York State had developed an impressive array of community-
based services for people from all disability sectors. Despite this development and the investment in

federal funding through the expansion of Medicaid covered services, the capacity of most areas in the
state to serve people with dual diagnoses is extremely limited. Many of these limitations are due to the

strict requirements of Medicaid eligibility, but many are also self-imposed. Although it may make good
fiscal sense to try to leverage as much of the federal share of Medicaid dollars as possible, it should not
be done exclusively at the cost of forcing people into only one system of care or the other, even though
they need services across systems.

A.

Blended Funding — Using funds across systems that are dedicated to providing services
for individuals with dual diagnoses will allow for greater innovation and more person-
centered services. These funds would allow for increased capacity for this population
based upon their needs. It would also promote more cross system collaboration by
blending staff as well as dollars in creating new services.

Better Use of Technology — The availability of tele-psychiatry services is becoming more
prevalent across the state. Using this technology to access specialized assessment and
consultation services for people with complex dual diagnoses is an effective and cost-
efficient way of providing services in a rural area. The state psychiatric facilities, the
DDSOs, and counties have access to this technology. There should be better collaboration
at the state level between the agencies to use this technology to bring the latest expertise
on dual diagnoses treatment to the local level.

Special Populations — The state agencies and counties need to work together to develop
housing options for special populations. OMRDD has developed state-of-the-art inpatient
treatment settings for adults with developmental disabilities who have been involved with

the criminal justice system. However, there has not been enough focus on community-based
services for this population. These individuals should have safe alternatives to institutional

residential treatment upon discharge.

Local Systems of Care — There are some exemplary areas of the state that have
established local systems of care for children from multiple systems to increase capacity
and provide aneffective and efficient approach to person-centered services. Erie County
has produced areport, “Erie County Safety Net for Youth, Dual Diagnosis System
Transformation Task Force,”

(http://www.erie.gov /health/mentalhealth /pdfs/safety net dual diag rpt2008.pdf)

which describes their efforts and positive outcomes through implementation of a system of
care for children from multiple systems.
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Service Resolution

The service resolutions which were implemented among the state agencies and the counties in the
late1980’s are no longer relevant. These “dispute resolution” agreements tried to outline a process for
determining which state system (OMH or OMRDD) had “primary responsibility” for the care and treatment
of a person with a dual diagnosis. However, some localities have developed updated agreements with
their state agency counterparts to establish agreed upon protocols that can be used when trying to
arrange services for these individuals across systems. The following are some key recommendations for
this service resolution process:

A.

Local Authority — In order to be able to implement services in a timely manner, the local
service resolution process needs to have a process outlined for local decision-making
authority. The parties to the agreement who have the authority to make staff assignments,
funding commitments, and other key decisions required to implement a service plan need
to be the signatories and participants in the local process. County mental hygiene
departments are well-suited to direct this local resolution process.

Timelines — Each local service resolution process needs to establish reasonable timelines
by when certain components are completed. These timelines need to be followed by all
parties to the agreement.

Person-Centered Teams — The local service resolution process should include a team of
people across service systems, including the person seeking services at the center of the
team process, to develop a person-centered individualized service plan.

Ongoing Service Resolution/Planning — Service resolution is not just a tool to use to
resolve a crisis situation, but needs to be a process that is static and ready to change
when the needs of the individual change. A person may need a supervised living situation
initially, but may evolve to needing a different level of care after time.

Tracking Outcomes — The local service resolution process should have a system to track
the outcomes of individuals who have been referred for cross-system services. The
effectiveness and efficiencies that can be achieved through collaboration across systems
can be measured through outcomes.

Commitment to Services — Service resolution agreements should include a component that
insures that the needs of the individual are primary. The ability to bill Medicaid for the
actual services should not drive the treatment. The agreements should allow for services to
be delivered in crisis situations, without having to wait for eligibility determinations to be
completed.

Engaging Other Systems — The people we serve are involved in multiple systems. The
local educational system, departments of social services, probation, public health, and
others all play a part in creating a community of services for children and adults with dual
diagnoses. It will be crucial to engage these systems in our local service resolution process
to insure that we maximize the services that we make available to individuals. Through
engaging other systems we also create a system of support, so that one program or
provider, or family is not left being solely responsible for all the services.
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Encourage Innovation

OMRDD has proposed real system change, first through their New York State Options for People
Through Services initiative, and currently through DDSO led stakeholders’ groups. This effort has
encouraged people to design a person-centered plan based upon individual needs, wants, and desires,
and not on which program model best fits their needs. This type of innovation needs to be replicated in
the other systems. It also needs to implement in a timely manner, without several tiers of state review
before approval can be obtained.

A.

Technical Assistance — Both OMH and OMRDD are well positioned to provide technical
assistance to localities that have an innovation to promote that will improve person-
centered services at the county level. Using the agency websites to promote best practices
and successful innovations is one way to spread the word about what works.

Debunk Regulatory Myths — OMH and OASAS developed a “Frequently Asked
Questions” as part of their Co-occurring Disorders Task Force. This information debunked
common misperceptions that people had about regulatory “barriers” that might prevent
cross system treatment. OMRDD and OMH need to promote a similar document to
highlight what can be done. One example is the ability to have a person enrolled in both
the OMH Intensive Case Management program and receive OMRDD waiver services
simultaneously.

Funding Solutions

The funding streams for mental hygiene services do not lend themselves easily to cross-system
services. In order to encourage innovations and to effectively design person-centered services, we need to
develop more flexible funding sources, and place funding decisions as close to the individual as possible.

A

Blended Funding Sources — County mental hygiene departments need to have access to
blended funds to help support services for people across systems. The state mental
hygiene agencies should also look at creating funds for cross system services by moving
funds from their most restrictive levels of care to a blended funding pool. These funds
could be used by localities and providers to meet the specialized need of people with
dual diagnoses, who would otherwise end up in more costly service systems with less
effective service interventions.

Provider Commitment to Blended Funding — The county mental hygiene directors should
be able to create language in their individual provider contracts that specifies that a small
portion of the providers’ funding will be held in a dedicated blended funded pool to
address the crisis needs of people with dual diagnoses. This arrangement would
encourage providers to develop person-centered crisis services that could be funded
through this pool. These funds could also help pay for a cross system crisis intervention
response team in each county.

Amended State Waiver Plan — Both OMH and OMRDD could request an amended
Medicaid Waiver Plan that would provide a higher reimbursement rate for the provision
of blended services to people with dual diagnoses. The overall federal Medicaid share
for this population does not necessarily have to increase. There should be some substantial
savings for providing person-centered services. By investing in the appropriate services up
front, the need for more restrictive services should be decreased.
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CONCLUSION

Over the past 30 plus years the federal, state, and local governments have invested an impressive
amount of money and resources to establish a community-based system of care for New Yorkers with
disabilities. Fiscal sustainability of an effective and efficient delivery system requires partnership between
local governments and state agencies. The Conference of Local Mental Hygiene Directors is committed to
working with our state and local partners to protect and grow this investment. Innovations grow from
collaborations. Efficiencies can be achieved through better planning, and including the person at the
center of the planning process. Savings from these efficiencies can be reinvested to serve people better
and smarter. The Conference believes that cross systems collaboration will improve the system of care for
all New Yorkers, and asks for all involved parties at the state level (agencies, legislators, and providers)
to work together with the Conference to identify how the future services for New Yorkers with disabilities
will be designed.

These observations and recommendations will need the buy-in from all stakeholders involved in serving
people with multiple disabilities. By putting people first we commit to working together to create a more
seamless system of care that addresses the whole person. The Conference of Local Mental Hygiene
Directors is impressed with the commitment that the state agency commissioners have made to address
cross-system issues. The development of a cross-system training curriculum is promising and will improve
the knowledge base throughout the service system. The collaboration at the local level has also been
impressive. The development of mobile crisis services for people with dual diagnoses in the Albany,
Rensselaer, and Schenectady Counties with the Capital District DDSO and the Capital District Psychiatric
Center is an example of investing in a person-centered service approach that has provided successful
outcomes for individuals. The Conference looks forward to continuing this collaboration with the state
agencies to further enhance the lives and futures of all those we serve.
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APPENDIX SECTION

Part 1
¢ Narratives
e Original NYSCLMHD Survey of Counties
Part 2
e NYSCLMHD Recommendations Related to People with Multiple Disabilities (February 2008)

e Letter from Ulster County on behalf of the NYSCLMHD Children and Families Committee
(June 2008) and response from OMRDD

e Excerpt from OMRDD Vision, Priorities, and Progress, an Update to the OMRDD Five Year
Comprehensive Plan: 2006-2010 (October 2007) — Chapter 5
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NARRATIVES

NARRATIVE #1

In our county we recently had a case where an individual had been receiving services through OMRDD for several
years. He had been determined eligible under the current guidelines and was receiving residential services in a
24-hr. supervised IRA, day services in a work readiness program and MSC. Following a series of aggressive
incidents, he was arrested and psychiatrically hospitalized. During this hospitalization, the DDSO re-reviewed his
eligibility and found him ineligible for OMRDD services. A family member and MHLS objected to the re-
determination and the various stages of objection were all completed with a determination of not eligible. At that
time the MSC completed a SPOA application on the individual to receive services through the Adult Mental Health
system, including housing and case management. The family requested a Medicaid Fair Hearing. OMRDD was
required to continue to serve the individual until the outcome of the Medicaid Fair Hearing was determined. It
took more than a year for the Fair Hearing to occur and the decision rendered.

During this period, OMRDD was required to continue to provide services to the individual until an outcome was
reached. He lived in a very structured 24-hr. supervised State Operated IRA. He did exceptionally well during
that time and had no further incidents. Approximately 14 months after the request for the fair hearing, it was
held and a decision was made to uphold the determination that he was not eligible for OMRDD services. DCMH
received a phone call informing us of the decision and requesting that services be found for him within the week
and if no housing were available, could a shelter be the emergency housing option. Due to the length of time that
had elapsed, the SPOA application needed to be redone and new evaluations completed as well as an update
as to his progress over the last 14 months.

We continue to work with Adult Mental Health housing providers to seek placement for this individual. He
continues to reside in the OMRDD placement due to an appeal to a new administration who agreed that a shelter
would be an inappropriate placement for this individual. However, a situation such as this created several
obstacles to a complex individual receiving services that would meet his varied needs.

. OMRDD guidelines indicate that eligibility will be re-determined when there is a break in service or new
relevant information becomes available. Neither of these were the case. The redetermination was arbitrary and
based on the difficulty in serving such a complicated individual.

. It is clinically unsound to provide a level of support that has enabled the individual to be successful and
then suddenly remove the support that they have become accustomed to, placing them in an environment that
practically guarantees failure. 24-hr. supervised OMH housing does not provide the same level of staff support
that a 24-hr. supervised OMRDD residence does.

. If discharge and transfer to another system is necessary, an appropriate transition plan should be
developed and support and services should continue in the existing system until they can be put into place in the
new system.
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NARRATIVE #2

S.is an 18 year old diagnosed as mildly mentally retarded. S. and her mother came to the County Mental Health
Clinic in 2004 for issues involving angry outbursts, issues at school, and issues in the community. Since that time she
received individual bi-weekly therapy, intensive case management services, medication management, vocational
services, and social club services through this clinic.

Although all of these services were in place, S. continued to have much trouble coping in school, at home, and in
the community. Because of her diagnosis of mild mental retardation, services were sought for her through
OMRDD. The paperwork and testing process was very arduous for the family and they required much assistance
from this clinic to complete this process.

S. was found eligible for services through the DDSO Developmental Services in 2007. In September 2007 a
Medicaid Service Coordinator was obtained for her through a local provider. S. is eligible for several services
through the DDSO including; housing, psychiatric, medical, and vocational services. S.’s greatest and most urgent
need in 2008 was housing. S. did not have a stable home environment and this was causing her much distress.
There were many barriers to finding her a stable home placement through the OMRDD system. This process took
much advocating by this agency for a time period of 9 months.

During this period S. was psychiatrically hospitalized 6 times and evaluated twice which appeared to be direct
result of her living situation and instability. Since S. has been placed in a family group home through OMRDD, she
has had no psychiatric hospitalizations; her hygiene has improved as well as her over all demeanor. The services
that S. now receives have been much needed for several years and S. would have benefited from them if she
could have received them at an earlier time.

A suggestion that could help families and service providers would be to make the referral and testing process
easier and more efficient. It would also be helpful to be sure the people that are eligible for OMRDD services are
aware of the process in which to receive a Medicaid service coordinator and specific people to contact. Lastly, it
would be helpful if local agencies and the general public had more information on how to apply for services and what
specific services are offered.
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NARRATIVE #3

A County recently encountered an extremely frustrating and difficult situation which demonstrates the
struggle between systems and the barriers which must be addressed:

Kristin K. is a 19 year old young lady who presents a long history of learning difficulties and behavioral
challenges. At various points she has been diagnosed with Psychosis NOS, Autism, Asperger’s Syndrome,
PDD, and ADHD (primarily inattentive type). She has been provided services through OMRDD and was at
one point accepted into that system as evidenced by her TABS identification number. She also has a
history of psychiatric hospitalizations dating back to age 6 and has evidenced sexually inappropriate
behavior, aggression, self-injurious actions and threatened harm to others. Kristin was arrested in the fall
of 2007 on two counts of harassment stemming from threatening phone calls placed to her Adult
Protective Service worker.

By order of a County judge, Ms. K. underwent a psychiatric competency exam pursuant to CPL 730 which
found her to be incapable of understanding the charges against her and unable to participate in her own
defense. In turn, the judge ordered Kristin K. to be “committed to the custody of the Commissioner of
Mental Hygiene for care and treatment in an appropriate institution of the Department of Mental
Hygiene to be designated by said Commissioner for a period not to exceed ninety days from the date of
this order.” It was further ordered that Kristin be placed in the custody of the County Sheriff pending the
identification of an appropriate institution.

We don’t believe that it was the Judge’s intention, nor anyone else’s expectation, that Kristin stay in
the custody of the County Sheriff at the local jail for more than 30 days, but that’s exactly what
happened. The events which unfolded detail a saga that depicts a marked absence of inter-agency
cooperation and care coordination. To follow is an abridged version of the events that transpired:

2/29 — CPL 730 exam is conducted on an outpatient basis at the Mental Health Clinic and the
determination is made that the defendant lacks the capacity to understand the charges against her
or to participate in her own defense.

3/12 - Following the recommendations of the CPL 730 examiners, a Judge dismisses criminal
charges and places Kristin K. in the custody of the County Sheriff with the intent of identifying an
appropriate institution for evaluation and service planning.

3/17 = Local Jail mental health unit receives the court order, meets with Ms. K. and seeks direction
as to which state agency has responsibility for arranging transfer of care.

3/18 — The Office of Mental Retardation and Developmental Disabilities (OMRDD) forwards a
document dated 12/14/07 which notified Kristin K. that her eligibility for OMRDD serves had been
rescinded and informed her of her right to request a “Third Step” review and a Medicaid fair
hearing.
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NARRATIVE # 3 CONTINUED

3/20 - A correspondence is received from OMRDD’s Director of the Bureau of Forensic Services, which
acknowledges the DDSO “as the agency that will receive Ms. K. from the local Jail and provide her with a list of
generic community services deemed appropriate to her needs along with appropriate contact persons. If Ms. K.
accepts the services offered, she should be transported to the proposed service location.”

3/21 — The DDSO presents the possibility of Kristin living with her mother and attending her choice of “generic
community services.” Kristin’s mother vacillates regarding her willingness or ability to care for Kristin in her home
and the Division of Community Mental Hygiene opposes this as a viable option. The Division feels that Mrs. K. is not
equipped to adequately manage Kristin’s needs and it’s believed that the court’s intent to have an appropriate
evaluation conducted may not occur under this potential plan.

3/21 - Due to the fact that neither OMH nor OMRDD are accepting primary responsibility for Ms. K.’s service
planning and provision, the regional Auspice Committee, authorized under the dispute resolution process included
in the MOU for services to dually diagnosed individuals, has recommended that a neutral party evaluation be
conducted, perhaps through the local University. One possibility is that she be transferred to a state Psychiatric
Center, which is clearly a better environment for an evaluation than the jail.

3/24 - Jail staff is wondering what to do at this point regarding Kristin K. Plan is to discuss with the CEO of the PC
and the Director of the OMH Field Office the viability of transfer to PC for evaluation. OMRDD remains willing to
transport Kristin to her mother’s home and provide a list of generic resources.

3/25 - The chair of the Auspice Commitiee agrees that no final decision has been reached that designates OMRDD
as the primary agency. Additional clinical information has been made available which makes it even less clear as
to which agency should have lead responsibility. Information has been forwarded to OMH forensic staff with the
understanding that it will be reviewed and further discussions will be held with OMRDD forensic staff in order to
reach consensus as to how to proceed.

3/26 — It is now fully two weeks since the original court order and the Director of the Division of Community
Mental Hygiene writes to the respective local directors of the two state agencies reminding them of that fact and
asks for their assistance in bringing this situation to a rapid resolution.

3/27 — A meeting is held with the local directors from OMH, OMRDD, and the County Division of Community
Mental Hygiene. Clinical material is reviewed and available options are discussed. OMH does not feel that the
state PC is a viable option as Kristin does not meet standards for intermediate care hospitalization. No possibility at
this point of viewing this as a special circumstance. OMRDD reiterates their position that Kristin is not eligible for
their services and is concerned that making their assessment house available for evaluation would be contrary to
that position. Emphasis is placed on the need for this young lady to be safely removed from jail and placed in an
environment where an impartial third-party evaluation can be conducted. To accomplish this goal, OMH may be
willing to contribute to the temporary cost for supervised housing and 24-7 staff.
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3/31 — While options for payment are being explored, Ms. K. remains incarcerated and officials from the Sheriff’s
Department are questioning why she’s still imprisoned as does her mother on virtually a daily basis. The Director of
Community Mental Hygiene again attempts to communicate his concern to both state agencies in an email.

4/2 — Discussions with a behavioral health agency are promising as they are willing to explore temporarily converting
an OMRDD licensed apartment to accommodate a short-term stay and assessment. Their funded and licensed
assessment house is currently full and OMRDD will have to approve using this dwelling for assessment purposes. The
agency is understandably concerned about having their costs covered and they’ve agreed to submit a projected
budget.

4/3 — Jail mental health staff informs that an OMRDD Special Investigator for Forensic Services will go to the local Jail
to interview Kristen K. to find out if she will accept an OMRDD placement. We don't know the details on the specific
services.

4/4 — Jail mental health staff reports that Kristin met with representatives from OMRDD and the behavioral health
agency this morning and has agreed to accept OMRDD services. The representative from the agency, however, must
first provide a report to their administration prior to making a firm commitment.

4/7 — The OMH has identified funds to substantially cover the costs that the agency will incur in housing and
supervising Kristin during a 30 day evaluation period. The OMRDD has not yet committed to a specific financial
contribution.

4/8 — Circumstances are worsening for Kristin in the local Jail. A verbal encounter with a Corrections Officer has
prompted inquiries by several criminal justice representatives as to the timeframe for transfer to an appropriate
institution for evaluation.

4/11 — The behavioral health agency has determined that it will take approximately a week to prepare a suitable
apartment and change staff schedules necessary to allow for 24-7 supervision.

4/14 — The behavioral health agency continues to work on finalizing housing/staffing plan, but has yet to receive a
commitment from OMRDD regarding financial support. Kristin’s proposed transfer date will be on 4/21, but the agency
is urged to move as quickly as possible given the tenuous nature of a jail environment.

4/21 - Kristin K. is released from the custody of the County Sherriff's Department and transported from the local Jail to
a home operated by the behavioral health agency and licensed by OMRDD. Length of stay is not fo exceed 30 days
and the agency will be conducting a comprehensive assessment and provide recommendations to the OMH/OMRDD
Auspice Committee at its conclusion.
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The evaluation conducted by the behavioral health agency resulted in a recommendation that OMRDD assume lead
responsibility for Kristin’s care. Whereas the Memorandum of Understanding that was developed to guide the Auspice
Committee clearly states that such “Third Step” evaluations definitively settle locus of responsibility disagreements, the
state agencies agreed to honor OMRDD’s appeal and permit yet another assessment. At the time of this writing the
responsibility for caring for Kristin K. remains in dispute.

The details and concerns listed here were formally sent to Commissioner Ritter-Jones earlier in the year. Further, in
response to this violation of the spirit and intent of the Auspice Committee MOU, the Division of Community Mental
Hygiene has chosen to no longer be a participating member.

RECOMMENDATIONS:

e Develop an MOU that identifies the specific criteria which must be met in order for either
system to take primary responsibility for care. A clear process should be articulated which allows
for limited appeals and results in an expeditious, binding conclusion.

e A decision regarding primary responsibility for care should not be equated with sole
responsibility for care. Mechanisms need to be developed which allow the “money to follow the
person” and facilitate the purchase of a range of services from whichever system can best meet
their needs. The inadequacies of an inflexible, strictly categorical system are most glaring when
we're faced with a hard-to-serve population with multiple disabilities.
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Provided in the form of comments:

Issues:

. There is an on-going debate about which system should address the mental health needs of
individuals who have an MRDD diagnosis;

. Another issue seems to be that agencies will only serve individuals whose primary diagnosis falls
within their discipline;

. There is the issue about the inability of individuals who are dually diagnosed to access the services
of both systems simultaneously (even if they need services from both systems);

. Another issue pertains to individuals with MRDD not being able to access emergency /crisis mental

health services as a result of their MRDD diagnosis — and along with that the issue pertaining to what is
behavioral vs. what is psychiatric. The problems seem in large part due to -

1. Lack of services (particularly psychiatric and psychological), and

2. The “Silos” approach which has limited access to services for individuals with dual diagnoses.
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For the past three years, the County Department of Mental Hygiene has included in our Local
Governmental Plan, a priority goal of developing a Dispute Resolution Committee that has binding
authority over decisions made for the dually diagnosed patient. Thus far, we have received a lukewarm
response to this recommendation.

Our experience has demonstrated that state eligibility guidelines are inflexible and difficult to change.
The following case highlights nearly three years of frustration, rigidity and ultimately slow responsiveness
to patient needs. While our current situation is significantly better than it has been in the past, it took
nearly three years to get where we are. We believe that some of what has been accomplished is
replicable; however most will need to be re-established on the next case to come along.

He was first opened in our system at our Continuing Day Treatment Center (SDCTC) on 11/12/03. His
participation was marginal, resulting in referrals to our Clinic for the Multi-Disabled, DDSO and a DD
work program. His first hospitalization at a local hospital occurred on 9/28/05 with discharge on
10/05/05. His second hospitalization occurred on 1/20/06 through 2/9/06. He immediately returned to
the hospital on the same day of discharge, 2/9/06, and remained until 6/14/06. On 3/10/06,
representatives from the DDSO went to the hospital and conducted their functional assessment scale (ABAS
I) which ultimately resulted in removing him from the DDSO eligibility. While his IQ met the DDSO
criteria, it was determined that he was too high functioning to be considered for DD services. As
discharge was getting near, we requested that the Office of Mental Health (OMH) consider him for one of
their State Operated CR’s in our county. On 5/30/06, OMH representatives went to SFH and conducted
the identical test and concluded that, in fact, he is a DD patient, does not meet OMH’s criteria for services
and refused him for any OMH service.

At that point in time, the patient was ready for discharge and both the OMH and the DDSO refused him
for any services as they both were indicating that the patient no longer met criteria for their respective
services. As this individual was a County resident, County Department of Mental Hygiene (CDMH) could
not say that he was not our patient, so we reopened him in our SDCTC knowing all too well that the
likelihood of him staying in this program was quite remote. He could not tolerate the group structure of
this program and would typically end up not participating in any form of treatment.

On 6/14/06, he was discharged from the hospital and opened at SDCTC on 6/15/06. On 6/23/06, he
was again re-hospitalized until 8/3/06 at which point he was again discharged to live with his mom and
attend the SDCTC. His relationship with his mother became increasingly difficult, resulting in a physical
altercation with her and subsequent re-hospitalization on 12/20/06. He was discharged back to his mom
on 12/28/06, resulting in escalating behaviors similar to his prior conflicts with his mom and subsequent
re-hospitalization on 1/3/07.

The patient remained at the local hospital for nearly the entire year not being released until 11/05/07.
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NARRATIVE # 5 CONTINUED

We continued to work with both the OMH and OMRDD systems and eventually prevailed in obtaining an
independent psychiatric report from an OMH psychiatrist. This psychiatrist, in fact, concluded that while
this patient is a classic dually diagnosed patient, his primary diagnosis, in his opinion, was clearly
psychiatric, although he believed this patient needed to be treated in both systems of care. This report
was completed in April of 2007, but it took until Nov 2007 to finally move the patient out of the 9.39
hospital into the State Operated CR.

It should be noted that the local hospital did apply for, and was granted, DSS Guardianship for this
individual which both complicated and assisted in coordination of services. (Significant family issues made
it difficult to effectively plan for his discharge.)

Throughout the past year the Office of Mental Health Field Office took a lead in coordinating an ongoing
meeting to think through the best services that this patient would benefit from. At the table, were
representatives from CDMH, OMH, DDSO, various housing providers, DSS Adult Protective Services Unit
as Guardian, the local hospital, and the regional Psychiatric Center, a local provider, and a neighboring
county department of Mental Health. We met consistently throughout the past year and subsequently
have been able to move the patient to a Dual Diagnosis CR in a nearby county. We confinue to meet to
assure that all the hard work over the last year will not be lost with this patient falling through the cracks.

This case took an extraordinary amount of time over the course of three years, and as of this day, we
firmly believe if a Dispute Resolution Committee, with binding authority, had been established, this patient

would have been placed in his appropriate level of

It should be noted that the patient spent care many months before his most recent placement.

a total of 481 days in an acute care 9.39 As often occurs, these cases tend to be very complex

bed which assuming an average length and cover a number of different systems and agencies.
of stay of 14 days, resulted in 34

patients unnecessarily being act, would significantly enhance our continuum of care
transferred out of county to other and allow for expediting access to services. It’s time to
hospitals in the state. act on these difficult to treat cases, as many of us have
already seen an increase in their numbers. Having one

Having a committee that has a specific knowledge of
the needs of this unique population with authority to

committee, either county by county or even region by
region, would provide a significant resource to patients, family members and treatment providers alike, to
assure that individuals are directed to the level of care they need, not just the level of care based on who
will take them.
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In October 2005, a County Department of Mental Health (CDMH) was notified that a 35-year-old man
was being released from an OMRDD Facility and that he would be arriving by bus later that day. We
were told that he was found ineligible for DDSO services after MHLS successfully argued his case before
a jury. He arrived in town with no supports, no services, and no connections to the area. Records
indicated that he had lived in institutional settings since the age of 10 and was also legally blind. Not
surprising, he also came to us with what appeared to be no independent living skills and with functional
impairments that were severe in nature. Records from the facility described client as severely “psychotic”.
CDMH staff met him on that Friday afternoon at the Greyhound bus station with a full array of services.
He was assessed by our Mobile Crisis Team, assigned an Intensive Case Manager, and admitted to our
Adult Mental Health Outpatient Clinic.

While this client came from the facility with a diagnosis of Schizoaffective Disorder, our clinical team had
quite a different impression. We saw no evidence of psychosis and instead saw most of his behaviors as
institutional in nature. He was diagnosed with Anxiety Disorder NOS, Adjustment Disorder with Mixed
Disturbance, and Rule Out Borderline Personality Disorder. We stretched our admission criteria at both
clinic and ICM to maintain his services, however, became increasingly perplexed (and frustrated) by his
impulsivity, oppositional behavior and what appeared to be intentional sabotage of all services we put in
place for him. Over a short period of time, client became a “do not admit” at all area shelters and
motels (in surrounding Counties). His acting out behaviors (knocking on neighbors doors in the middle of
the night, intrusiveness, refusal to leave offices when his appointments were over, excessive phone calls,
etc.) made even the most “tolerant” providers refuse to work with him. He would leave town at times
(once went to another state, and was resourceful in obtaining mental health services and shelter), however
services providers in that other state experienced the same frustration and eventually put him back on a
bus to this town. There was one week in which this client was sent back and forth from this town to the
other state 2 or 3 times — the reality is no one knew what to do with him.

In October 2007, we reached out to the DDSO as we were convinced he had to be eligible for some
services. We also reached out to MHLS and NYS OMH. At this point client had been homeless for almost
two years. He had dropped out of treatment with us, fired his ICM and was living on the street. During
our conversations/meetings with the DDSO we learned to accept and appreciate that most likely client
was not eligible for their services. While MHLS successfully argued this point, the reality was there was no
perfect fit for this client — nowhere for him to go. We involved Protective Services for Adults (PSA) to
assume payeeship for client and continued to meet on a regular basis to try to come up with new and
creative solutions to a problem we could not solve.

While no one knew where this client “fit”, we (CDMH, DDSO, NYS OMH, PSA, and a Shelter) shared a
common concern for this individual’s well-being and safety. While the DDSO could not waive their
eligibility criteria, they offered us consultation and support — including the services of one of their staff
psychologists to help us develop better behavior modification plans. Additionally, some funding was
located by the DDSO to offer client some habilitative services through a DDSO agency. This service
would focus on helping client learn skills in the community to transition from years of institutional living to
community independence.
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We established a monthly meeting that included anyone or any service that client was connected to in
some way. This included CDMH, DDSO, PSA, staff from the Shelter, and friends of client (two staff from
an agency that have known and supported client over the years). We empowered client to chair this
monthly meeting and looked to him for guidance and suggestions as to how we can help him. The focus
was no longer on where he was not welcome, but rather we offered a more welcoming message in which
we assured client that those of us sitting at the table had services to offer and we would be there each
month providing him with choices, support, and hope. Even the shelter from which at times he was a “do
not admit” invited him back as a guest to come for dinner or attend a recreational activity in the role of
“volunteer”. During client’s two-year period of hopelessness and homelessness, in spite of all of our hard work,
we never gave the client a message of hope and acceptance. We spent more time and energy focusing on
where he could not go (or who would serve him). Clearly he got this message and often sabotaged our efforts
before “we” had a chance watch him fail. He really only started working with us when we finally learned that
we needed to work together and work with him.

For over one year client has maintained an independent apartment and has made tremendous strides in
his recovery. He continues to have a large circle of support and has taught us all as providers a valuable
lesson in terms of overcoming barriers.
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1. The most pressing barriers are the OMRDD and OMH eligibility requirements.

2. Navigating both systems—and at times, more than two systems, given the particulars of a case -
is difficult.

3. Ideally,

4, The inability to use SPOA wrap around funds for services for the dually or multiply diagnosed

individual. These include funding for referral, treatment, after-care and long-term residence.

P.N. is a 31 year old woman diagnosed with Mild-Moderate Mental Retardation, Impulse Control
Disorder and Psychosis NOS. She has had numerous psychiatric hospitalizations and is prescribed a
number of medications for mood and behavior. She has a history of aggression towards her family and,
at one point, her mother was hospitalized with injuries.

Service coordination and psychiatric services are provided by an MRDD provider. Day program services
have been offered, but P.N. has refused to participate.

In times of crisis, the family would call 911 and P.N. would be brought to the ER. Once she calmed down,
the hospital would release her. Eventually, Adult Protective Services became involved and considered an
order of protection on her mother’s behalf. P.N. could no longer return home.

The barriers as a result from P.N.’s need are the lack of services that would be appropriate for
someone with a developmental disability, and that would address her psychiatric and behavioral
needs. She requires acute care, as well as transitional and ongoing support services. Due to P.N.’s
aggressive behavior, it was extremely difficult for OMRDD to find a community residence. She will
continue to receive psychiatric services on an outpatient basis and she will be referred to a day
program.

The most effective person-centered care would address the crisis situation for P.N. and her family, as

well as ongoing support. P.N. remained in the ER longer than necessary because she could not return
home, and a respite opportunity with one to one staff supervision was difficult to arrange.

RECOMMENDATIONS:
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“People show up in the Emergency Room at the local hospital who for whatever reason were brought
there because they can not care for themselves in the community. The doctors in the ER diagnose mental
retardation, not mental illness or any other condition where the person is at imminent risk of harm to self or
others. However, this diagnosis is meaningless, because it will not generate any services, therefore the
person must be admitted to the hospital as a “social admission” for which the hospital is not reimbursed or
the patient is discharged as homeless. If the patient becomes a “social admission” they will stay in the
hospital for a few days and then be discharged as “homeless”. Social Services will put the person in the
local motel, where they are often exploited or become involved with law enforcement. However, the
police, believing that the person is mentally retarded, will take them to the hospital ER, where another
doctor will diagnose mental retardation and they will be discharged as homeless. If the person is lucky
they will get arrested and taken to jail where they will get three “hots and a cot” and acceptable medical
care. However, after they finish their time in jail they will be discharged back to Social Services as
homeless and they will be placed in the “welfare motel”, etc., etc. etc.
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1. The inability to effectively share clients between systems (OMRDD and OMH).

2. Eligibility requirements of the OMRDD system—many people don’t qualify but are not high
functioning enough to fit into the MH system.

3. Inability to bill Medicaid for MSC and ICM when a person may need that much support to remain
in the community.

4. Difficulty in accessing OMRDD services—we have seen people pick MH because they can come
and go from services so easily, even though that is not the most appropriate system for services.

5. Difficulty in having no mandate for treatment, despite potential harm to self.

This client was first seen at our clinic at the age of twelve. She is currently 23 and diagnosed with Impulse
Control D/O, Mild MR, Borderline traits and some medical issues. She’s had multiple intakes at the MH
clinic, her last being one year ago and following a hospitalization for a suvicide attempt. She had at least
12 hospitalizations prior to this one. At the time of intake she reported no longer being involved in ARC
services. The ARC has been cooperative with clinic staff in trying to provide services, but the client is not
interested in obtaining services there. She is most appropriate for MRDD housing, but is choosing to live
with friends instead. Since this latest intake, she has consumed tremendous clinic resources, especially crisis
services, as she is not consistent with treatment and ends up in an emergency. She has had seven more
hospitalizations in the past year, many of which were more around behavioral issues. The MH clinic
continues to provide what treatment they can, but her limited cognitive ability does not allow for much
actual therapy to occur. This limited ability also does not make her appropriate for mandated mental
health treatment through a Kendra’s Law petition.

RECOMMENDATIONS:
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Our County Department of Mental Health (CDMH) was contacted by Mental Health Legal Services that
a 45- year old woman with mental illness and autism has been hospitalized at a local hospital for
almost 100 days and cannot return to her family home. During the process we learned that client has
lived her entire life at home with her mother who died a few months ago and client has been struggling
to survive since. She has a sister who lives in the duplex apartment in her mother’s house, however the
sister has made it clear to hospital staff that she has no intention to care for her sister and refuses to
assist or participate in any form of discharge planning. Prior to client’s hospitalization, we are told that
Protective Services for Adults (PSA) was involved as neighbors had called the police in response to client
wondering through their yards appearing confused. As PSA was beginning to work with client, she was
hit by a car and injured her leg which prompted the hospitalization at the local hospital. Her leg has
healed and now the question remains, where can she be safely discharged to in the community?

Hospital staff refer client to Rehabilitation Support Services, Inc. (RSS), the largest mental health housing
provider in the area. The diagnosis on the referral package is Schizophrenia, and Autism. RSS visits her
at the hospital and sees her as severely functionally impaired. They report she presents as childlike and
denies her based on concern that she is too vulnerable for their population and do not feel they can
ensure her safety, even in a supervised community residence. It is their recommendation, based on the
autism diagnosis that residential services are obtained through the DDSO.

At this time the CDMH reaches out to the DDSO for consultation as there is hope that she may be eligible
for their services. DDSO reviews referral material and is unable to make a decision as there is no
established “eligibility”. The “autism” diagnosis is not formal, but rather something caregivers suspected
and documented in referral material. Client herself reports she has “autism”, yet it remains unclear

if /when this diagnosis was ever formally made. A psychologist from the DDSO agrees to visit client in
the hospital and while she was not formally tested, he reports he sees no evidence of autism, but rather
agrees with documented mental health diagnosis of Schizophrenia, Disorganized type.

A meeting is hosted at the CDMH in which CDMH, MHLS, DDSO, the local hospital, and PSA are
represented. The hospital expresses their frustration with both systems as this individual remains in
their care with no need for continued hospitalization. The hospital stresses that the longer she remains
hospitalized, the more she regresses and becomes less appropriate for community placement. The
psychologist who visited her at the hospital attends the meeting and shares that it is difficult to diagnosis
someone as autistic as an adult — especially since there is no family willing/able to share childhood
history, developmental milestones, etc. DDSO was able to obtain school records which identify client
only entered special education at the age of 17.

The CDMH agrees to reach out to mental health housing providers to see if they would consider allowing
client to do some passes from the hospital to their residential programs to see how she does in that
setting.

Currently arrangements are being made for client to visit residential programs on pass from the hospital.
As of today, there is no commitment that any of the housing programs will be willing to accept her. If they
do agree to put her on a waitlist, it may also be considerable time until a bed becomes available. This
plan does not offer any relief to the hospital in which she has been a resident since June of this year.
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In November 2007, at the age of 17, “J.” was referred by the Psychiatric Center to our agency’s
Understanding Access to Children’s Services Program. The stated reason for referral was the need for
collaboration among the systems working with her and assistance with developing an appropriate
educational plan. J. presented as a young woman with complex mental health, educational, medical and
developmental needs/challenges.

Treatment History: J. was noted to be behind in her development as a young child. She was not speaking
any words by 14 months and her parents were referred for testing through Early Intervention in another
state. By age 5, she was diagnosed with sensory integration deficits and hypotonic Cerebral Palsy. Two
years later, she was evaluated by a private provider and her diagnoses were listed as: cerebral palsy,
sensory integration disorder, seizure disorder, developmental coordination disorder, and neuropathis
dysfunction affecting the bladder and bowels.

After moving to New York, J. was evaluated by a provider in a hospital setting in 2001 and was
diagnosed with high functioning Autism. In March 2003 her parents had her evaluated by a hospital’s
Pediatric Developmental Unit for a neuropsychiatric consultation after she wrote a suicide note. She was
diagnosed with Asperger’s, as well as R/O for Generalized Anxiety Disorder and a R/O Thought
Disorder.

In late 2003, an application was submitted to OMRDD to seek services for J. She was accepted and was
enrolled in Medicaid Service Coordination in December 2003. She was also provided residential
habilitation and occasional respite services.

J.’s 1st psychiatric emergency room visit was at age 15 after the death of her paternal grandfather.
After hearing of his death, J. was found on her bed with a serrated knife. On 1/18/07 J. was mental
hygiene arrested (MHA’d) to the hospital after running outside her house with little clothing in an attempt
to freeze to death. She was not admitted and returned home. On 2/4/07 J. made homicidal remarks
toward her parents and was again MHA'd. She again was not admitted and returned home. In 3/07 J.
threatened that she was going to swallow all of her medications and was again taken to a hospital, but
not admitted. On 4/2/07 she attempted to drown herself in the bathtub and was out of control and
would not calm down and was taken to a hospital. J. was admitted on the 6th MHA and remained in the
hospital until the 18th. Because she was also experiencing many difficulties in school, she was placed into
a therapeutic day treament-like program, referred to as “Therapeutic Day,” where she continued to
struggle. The following summer, she was again hospitalized after threatening to hurt her parents. The
community hospital did admit her, and her parents refused to take her home.

J. was subsequently admitted to a state Psychiatric Center on 7 /27 /07 where she remained for 90 days
awaiting placement at a day treatment or another appropriate educational placement. Ultimately, she
was discharged home with Day Treatment as her school placement and continued Waiver services through
OMRDD. The family was very concerned about her stability with this plan.
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SUMMARY OF BARRIERS:

1.

J. stayed for an inappropriate length of time in a state run psychiatric center due to a lack of
school placement and appropriate discharge options within the existing service systems

2. J. was OMRDD eligible and on the wait list for an IRA during her stay at the Psychiatric Center,
but no placement was available and the waitlist was over one year

3. The community-based services available within the OMRDD system were not able to meet her
intense mental health needs, resulting in multiple visits to the Emergency Room and ultimately her
stay at the state Psychiatric Center

4. J. was deemed ineligible for OMH Residential Treatment Facility placement, due to a primary
diagnosis of Asperger’s and the concern that she would “learn behaviors that would not be
beneficial to her”

5. J. lost Medicaid eligibility during her stay at the state Psychiatric Center, and it took her parent 3
months to redeem her eligibility

RECOMMENDATIONS:

J. clearly would have benefited from the ability to combine OMH and OMRDD Waiver
services, based on her individual needs and challenges. For example, the OMH Waiver
provides the intense crisis intervention and crisis respite services she needed in
order to remain at home and safe, while the OMRDD Waiver could have continued to
offer her the life skills training and support she required.
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which are not available in the OMRDD system currently.

Quicker access to IRA placements for young people is essential, as is the availability of
i T OA AEEI Betvikd yduth wjtharier@al health and developmental disabilities
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As the administrator of a large mental health system for the past 5 years, there are many cases that come
to mind that represent the breakdown between the OMH and OMRDD systems. One that comes to mind
easily is the case of MH, an 18 year old man with moderate mental retardation. He was brought to the
Emergency Room last year due to aggressive behavior in his special education classroom. He had a
caseworker and was followed by a provider for his medical and behavioral control medications. Despite
the increased MR services and his mother’s inability to control his behavior, he remained in her home.

Due fo the lack of respite/crisis beds in the OMRDD system, we decided to admit him on 2/5/07 when he
presented to the ER. To make a very long, sad story short, MS stayed on the locked psychiatric unit until
his discharge on 6/25/08. The reason for this is that there was no place within the MR system that he
could be placed due to the lack of available beds. Despite the Psychiatrists’ /treatment team’s belief that
a locked unit was counterproductive, there was nowhere to discharge him to. He actually ended up living
here and getting picked up by his school bus every morning in front of the hospital so he could attend his
summer day program.

There were times when he wanted to go home so badly that his behavior escalated and he actually had
to be restrained on a few occasions. He would beg his mother to take him home or beg the treatment
team to find him a place to live. His mother eventually took him home because of the extensive length of
his stay and the reality that there were no MR group home beds.

This case illustrated the need for there to be the following:

. Crisis/respite beds within the OMRDD system
. More collaboration between the two systems when there are cases like this
. More beds within the OMRDD system are needed so people do not have to wait for an extensive

length of time to get housing
. More education for mental health staff to deal with this very difficult population

Page 30



April 2009 Investing in Better Futures

NARRATIVE #13

The following is a case study of an individual whom we feel accurately personifies the complex and
myriad issues facing individuals dually diagnosed with mental illness and a developmental disability. She
was recommended for ARC's "Synergy Center" proposal via the recently discontinued OMRDD NYS-OPTS
program.

a day habilitation program will be created which incorporates a variety of
mental health services provided by trained and certified professionals to address the very specific and
unique needs of dually diagnosed individuals. Budget concerns on behalf of OMRDD central office are
chiefly responsible for the proposal's lack of approval, despite our agency's ongoing compliance with
reduction requests. The proposal clearly complies with OMRDD's Five-Year Plan which places priority on
the development of cross-system services.

D. is a 28-year-old woman diagnosed with mild mental retardation, bi-polar disorder with psychotic
features and schizo-affective disorder who, at the time of proposal submission, resided in a subsidized
apartment complex locally. In our opinion, D. represents a fairly classic example of the plight typically
faced by dually diagnosed individuals who tend to be "bounced" between mental health and
developmental disability agencies, each contending that the consumer's needs are best served elsewhere.
As a case in point, D. had initially been receiving intensive case management services through a local
outpatient mental health clinic but, given their opinion that her developmental disability interfered with
treatment compliance and comprehension of expectations, was referred to a developmental disability
agency to receive Medicaid service coordination. D.'s mental health issues were exacerbated by an
unexpected pregnancy in 2004 which led to instances of serious depression and self-harm as well as
repeated psychiatric hospitalizations. The child was ultimately adopted by D.'s aunt and uncle who were
awarded full custody. Thereafter, a variety of area mental health providers expressed concern about
serving D. given her history of non-compliance and perceived difficulties with comprehension. Following
an inter-agency meeting of local developmental disability, mental health and county representatives, a
service plan was devised in which D. would receive mental health, home health care and nursing services
at different agencies. It was agreed that D.'s ability to participate successfully in services was largely
contingent on medication compliance. Accordingly, a visiting nurse visited D. weekly to assist with
administration and ordering of medications. As of the date of proposal submission, the intervention had
proven to be successful and D. began to taper off of some heavier medications.
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NARRATIVE # 14

B.R. is a 14 year old adolescent boy who is currently in the adolescent unit of a Psychiatric Center and is
getting ready to be discharged to his home. It is felt that for there to be a successful return to the
community, it would be beneficial for B.R. to receive services from both OMR and OMH. Upon discharge
from the Psychiatric Center, he will be receiving services for a limited time through their Home Based Crisis
Intervention (HBCI) program. The plan is to transfer B.R. to a provider for HBCI. It is anticipated B.R.
might also concurrently be able to get services through waiver so that transition to OMRDD services might
be seamless. It would be best to overlap Res Hab with HBCI, but there seems to be a problem with B.R.’s
Medicaid. His Medicaid is connected to HIP managed care and this does not allow for waiver services
to be paid for. B.R. will also start at the voluntary school program once bus services can be put in place. It
is hopeful that he would be able to get into a recreational program. The DDSO will request that the
State pay for Res Hab while the transition occurs. The aforementioned represent the barriers to B.R.’s
receiving seamless the community based services needed for a successful transition from the Psychiatric
Center to return home.

RECOMMENDATION:

Families receive assistance to change Medicaid status from a managed care program so
that persons can be eligible to access waiver services
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NARRATIVE # 15

The following example is offered by a Medicaid Service Coordinator regarding an individual receiving
funded supports through the OMRDD service system:

“There is a gentleman on my caseload that immediately comes to mind when | think about barriers to
providing services for an individual with cross systems needs. He is a 63-year-old man who lives on his
own in an apartment. He has a diagnosis of mild MR, along with a severe anxiety disorder, rapid leg
syndrome, high blood pressure, schizophrenia, compulsive hoarding, and alcoholism. His hoarding has
caused his apartment to become almost uninhabitable. Asking him to dispose of some of his items causes
an enormous amount of anxiety, which leads to more drinking. His place is a fire hazard, especially since
he occasionally keeps the stove on, and leaves the apartment. There is usually food lying around, which
means rodents have a perfect environment to live.

This man has one family member that attempts to be supportive in helping address his needs. While
supportive in some capacities, she is getting older, and is coping with her own medical and personal
situations. My opinion is that in time, she will not be able to care for her brother at all, and he will be
even further at risk.

This man is on fifteen different medications to remedy a number of ailments. His doctors have tried telling
him that the alcohol is having horrible reactions with the medications, but he cannot stop drinking. He told
me that he understands the effects alcohol has on his medications, but said he would rather stop taking his
meds, and continue drinking. | was finally able to convince him to see a counselor at a local substance
abuse service provider, but the staff there said that due to his mental capacity, treatment would be nearly
impossible. Their recommendation is to help him find a group home to live in. | have sent in the
paperwork, and he is now on the OMRDD NYSCARES list. | am also in the process of applying for
placements; however, he does not want to move. Previously he had lived in an OMRDD-funded
supportive apartment setting, but was evicted due to the hoarding and excessive drinking. Placements in
OMH-funded programs have been pursued to no avail. He is approved for OMRDD’s At-Home
Residential Habilitation, yet is not accepting this service at this time.

His daily routine consists of waking up, getting coffee at Stewarts, then sitting in his apartment or on his
porch. We have toured an OMRDD sheltered workshop, and he was interested in working there, but
there is a wait list. | have also met with staff at a local day program, but their feeling is that he needs a
stable home environment before he can attend their program. Basically, he would have structure while
there, but would then go home to chaos. After meeting with a local provider’s staff, | decided to contact
the County Adult Protective Services for guidance. They referred the case to the Department of Health as
“self-neglect.” | was then contacted by DOH, and told that the apartment needed to be cleaned.
However, they did not want to get involved yet because this man already had a caseworker. They told
me that | needed to attempt to convince him to clean his apartment which | have of course done without
success. | warned him that if DOH comes in, there is a possibility that they won’t allow him to live there,
and would then have to find another place to live which isn’t easy. He told me that he would rather live
on the streets, which he would without a doubt do.”
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NARRATIVE # 15 CONTINUED

Clearly, this gentleman has many needs and would benefit most from a well-integrated and collaborative
approach across several service systems. The snapshot provided by his MSC is a very time-limited one;
this gentleman has entered and exited various service systems over the course of many years. The
limitations faced when attempting to access and secure supports through multiple service systems to
address these types of needs is overly challenging and can lead to great frustration.

A specific strategy that may be beneficial is to include some level of case
management occurring simultaneously in the multiple service systems so as to facilitate knowledge of, and
access to a more expansive breadth of available services. Such an approach would create even more
comprehensive and better coordinated care.
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NARRATIVE #16 — COUNTY IDENTITY INCLUDED

Within Erie County, there is strength with knowing the “right” person to develop a plan to obtain the
necessary services for an individual. Agencies are doing what they can to assist the individuals they serve.
Systematically, agencies are finding a way to pay for the services an individual needs. In the past 5
years, the County has become more aware of dual diagnosis. In Erie County, individuals can be referred
to SPOA to receive services while the individual is in the evaluative process for services from OMRDD.

A recipient of OMRDD services lived in NYS moved to Georgia and has since returned to Erie County. The
child was taken to CPEP due to a crisis situation. Eligibility was acknowledged through OMRDD.
Residential placement was being sought at the time but there was no availability. An agency was
contacted via CPEP and a respite location was provided. WNYDDSO was able to pay for one week of
respite care. Linkage was made to Family Voices Network (FVN) which linked individual with an ICM. The
agency “ate” the cost for approximately four weeks. At this point there has been the transfer to OMRDD
and ICM has been transferred to MSC. This individual is also able to benefit from a Behavioral Specialist.
There was delay due to the eligibility process.

The lack of cross system funding prevents services being delivered as needed. Due to regulations, an
individual in both systems (MH &DD) has difficulty accessing the needed services. When an individual is
changing between MH and DD service they will lose some of the services they needed to be successful in
their recovery. The regulations between the two State Agencies slows down the process of receiving
services because the individual has to be deemed eligible. At times this results in two eligibility processes.
Children in DSS custody are not eligible for waiver services or Family Support Services (FSS). They are
eligible for MSC, other services are not able to be provided.

The following is an excerpt from the “Erie County Safety Net for Youth Dual Diagnosis Transformation
Task Force Report January 15, 2008 to Erie County Community Coordinating Council on Children and
Families”.

To view the full report, visit http://www.erie.gov/health/mentalhealth /safety net.asp
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NARRATIVE #16 CONTINUED

Principles for Change:

] Family and Youth Driven: Partnering with families is the base for developing services, regulations,
and a network to ensure maximum benefits of service provision. By delivering services in our home
community, resources can be consolidated and be more cost effective.

[ Blended Funding: Funding across systems with timely distribution of funds reduces costs of service
per event and per child.

[ Regulatory Support: Strict regulations about who can be serviced can result in children and
families not getting necessary services. A coordinated system with flexibility in regulations decreases the
band-aid solutions and increases private /county /state cooperation.

[ Prevention and Early Identification: Proactive assessment using research-based evaluation
methods allows for early treatment and greater quality and cost measures. Family integrity is maintained
in lieu of more dramatic measures such as placement out of the home.

l Cross System Wraparound Process: Pooling services across agencies for children, youth and
families necessitates flexibility in regulatory standards to provide simultaneous services in multiple systems.
l Education and Training: Information is crucial about early identification, the wraparound process

and family driven care, special needs of children, and skills development. Cross training between
agencies and involvement with local universities, Family Court personnel, general practice pediatricians
and physicians are necessary to improve care.

The discussions about principles of change resulted in three broad-based recommendations and action
steps. The representative agencies agree that on an individual case by case basis we collectively can
problem solve together to formulate a service and treatment plan for individuals. However, this is not
optimal. A systemic transformation is a commitment to create a process, which ensures critical pieces are
not overlooked in a system transformation.

Establish a cross system wraparound model of care, which addresses the provision of the bio-psychosocial
needs for children and youth with dual diagnosis. Such a system requires that mental health and
developmental needs are addressed while ensuring there are home services, appropriate educational
programs, and support services in place. This comprehensive model can be developed as a pilot program
in which represented agencies pool their talents and skills while at the same time, administrative liaisons
collaborate on adjusting regulatory standards, practices, and processes. This model also requires a need
to evaluate early identification and prevention for the pilot group with processes in place to provide
wraparound services early on rather than await a crisis situation. The model also necessitates a subgroup
of professionals working in concert with the university on education and cross training of professionals,
families, school personnel, social services, family court, general practice pediatricians and family practice
physicians. Parent training must also be integral to support children and youth in the home. The cross
system wraparound model builds on family and youth’s strengths.
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NARRATIVE # 16 CONTINUED

Funding streams for children
and youth with dual diagnoses requires a review of regulatory changes and waivers that can be used for
quicker accessibility to needed services. Regulatory change includes recognition of the changing
demographics of Erie County, such as the increase in Autism Spectrum Disorders, the changing resource
needs of our workforce, and the prioritization of this special group. The first step is the identification that
reallocation of funds is important for servicing this group without concern for regulatory limits. This includes
the development of a seamless cross-systems process allowing for continuity of care. It would be optimal
for individuals to move across systems (e.g. in-home providers, schools, OMRDD services, mental health
services) utilizing a Passport system that increases efficiency in obtaining services. The proposed Passport
system is founded on the principle that these children and families require services across systems
necessitating open and timely communication, mutual problem-solving, shared responsibility of service
delivery and regulatory flexibility. Another example is early identification in the cross system
wraparound process identifies a need for a specialty classroom, portioned funds from multiple agencies
within the Passport system could be used to fund the program.

A specialized crisis services network addresses the complex needs of dually diagnosed youth and their
families is in its infancy stages in identifying mechanisms. There is a critical need for more psychiatric
services for evaluation and treatment. Through one of the funding streams (OMRDD/OMH) that will be
used to supplement the Request for Proposal. A comprehensive system with clearly defined processes will
improve the quality of services as well as ensure the safety of children, families and the community. A
specialized and comprehensive crisis services network needs to be created building on the existing crisis
system. This network requires the funding stream and the support of all stakeholders in this community.

As a result of identifying barriers and potential solutions, it is imperative that the above three
recommendations be seriously considered as a step in changing the current system of services. The
implementation of a cross systems wraparound model including a crisis network can best be achieved with
a blended funding stream for a pilot project in Erie County. Not only may it benefit our children, youth
and families, but it may serve as a model program nationally. With an initial focus of five children in a
pilot Passport program, we propose an action plan to provide services in a cost effective and timely
manner for children who do not fit in one clear service category.
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NARRATIVE #17

G. B.is a 21 year-old Caucasian male with a long history of institutionalization, who after turning 21 in
April was discharged from an adolescent group home and released from DSS custody due to his age. He
presents with multiple challenges including Pedophilia, with difficulty controlling impulses, at times even in
the presence of staff. He has a history of severe physical and sexual abuse and head trauma. He has
numerous incidents of sexual offenses yet never formally adjudicated a sexual offender. He also has
borderline intellectual functioning. He is considered to be a highly sexualized male who does not
demonstrate any appreciation of the potential consequences to himself or others. Generalized Anxiety
Disorder, PTSD, ADHD, Bipolar Disorder NOS, Oppositional Defiant Disorder, Pervasive Developmental
Disorder, and Mixed Receptive-Expressive Language Disorder, have also been part of his diagnostic
history. His
pathology seems to be mainly characterized by severely poor impulse control, poor judgment, lack of
empathy, and mood instability, which is demonstrated by aggression towards himself in the form of hitting
himself in the face and head. Additionally, he has verbal articulation difficulties and intelligence in the
borderline range of functioning. Previous testing has yielded FS IQ’s between 70 and 75.

Because of his overall presentation and past behaviors, he has been rejected by mental health residential
providers. Although he does not appear to qualify for OMRDD services (based on testing results), many
who have seen him believe he would benefit from that service system. Assessments by our local sexual
behaviors clinic state that he is too high risk to treat outside of a structured milieu, yet there is no legal
leverage to arrange for a specialized sexual offender treatment placement.

A consultation by Dr. Richard Mayer, M.D., M.S.W. from NYS Office of Mental Health believes that aside
from his issue of Pedophilia much, if not all, of his behavior can be accounted for by a diagnosis from the
Autism Spectrum and Pervasive Developmental Disorder NOS.

Planning for this individual must take into account his sexual predations, his cognitive and developmental
delays, his other problematic behaviors, and his inability to live independently. He requires a highly
structured residential setting which provides ongoing monitoring and supervision to protect him and the
community from his sexual behavior. He requires ongoing treatment to address his indiscriminate sexual
behavior. He needs to be active in a day program which can closely supervise his behavior in order to
develop social skills, activities of daily living, and occupational skills. Any intervention must be tailored to
match his cognitive and developmental level. This individual’s needs cannot be met in the mental health
system, yet they could be met in the OMRDD residence and program with psychiatric follow-up if he were
to qualify.

After being discharged from DSS custody he was staying in a home of a 76 year old provider. He had
an outburst that sent him to an acute hospital for evaluation. He was admitted because no disposition
could be found. After 4 months he was transferred to a State Psychiatric Center where he continues to
wait for a discharge plan. He has now petitioned the court for discharge.
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NARRATIVE # 18

There has been a case recently that has exemplified how interagency obstacles have been overcome to
ensure that the individual’s needs are met in the best possible way. A young woman had previously lived
in state Psychiatric Centers as well as Developmental Centers. She has had one unsuccessful residential
placement with a voluntary provider, who continues to provide MSC and one placement in an extremely
structured state operated IRA, from which her mother removed her because she was so unhappy. She
returned to her mother’s home which she shared with her developmentally disabled brother. Since her
return home approximately 4 years ago, she has refused to take her psychotropic medication, attend
day program, requires frequent visits from the local police due to outbursts and has had several
subsequent psychiatric hospitalizations, where her mother then refuses to take her home for a period of
time, but eventually relents. She has been referred for a variety of residential placement options in the
community but has not been accepted due to her psychiatric instability.

She was
also placed on injectable medication, which could be administered by the ACT team. The ACT team was
wary of serving someone with cognitive deficits (she functions in the mild range). However, they agreed
to serve her. DCMH felt that it was important that the MSC agency remain involved not only as a stable
force for the individual, but also as a continued link to the OMRDD system. However, they would be
unable to bill Medicaid for MSC if the individual was enrolled in ACT. The DDSO agreed to approve
payment to the agency for mirrored (100% CSP funding) MSC. In addition, the ACT team was able to
secure generic HUD housing for the individual through a local housing provider. The MSC worked with the
DDSO to secure residential habilitation paid for through the OMRDD HCBS Waiver to support the housing
and provide training to the individual. They also received approval for Day Habilitation services in the
vicinity of the new apartment so that the individual would be engaged for several hours/day and would
require less support from the ACT Team.

The individual is about ready to move into her apartment and the services should begin concurrently. We
will continue to monitor this case, but it is a good example of how an individual who had been unsuccessful
despite intensive services in one system could be successful with less intensive, but more appropriate
services that cross systems.
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NARRATIVE #19

Part of my role at the hospital is to supervise the Social Workers and assist them with difficult cases, which
often refers to disposition problems and systemic barriers. AD was a patient who had been in and out of
our hospital nearly 10 times in the last 3 or 4 years. As result of his frequent and sometimes lengthy
hospitalizations, my social work staff members were quite familiar with his case. When | first stepped in
to assist, we were at a point in treatment where it was clear that AD could not return home to live with his
parents due to layers of safety concerns in their home and in the community.

It is a common misconception in the field of mental health that if you as a client have the right resources or
protective factors, you have privilege that extends more options to you. AD’s case is a good illustration of
that misconception. AD’s mother was very fluent in disability issues, he comes from an intact, financially
secure, supportive family, his neuro-psych testing indicated a recommendation for services and residential

placement through OMRDD, and he was living his life within the confines of a locked psychiatric unit

without access to outdoors for months at a time. That couldn’t
possibly be ethical, and certainly someone would step in and
make that cease. Yet even with all of these factors in place, we
could not get AD services for literally months. Mental Health
housing deemed him inappropriate due to his poor insight and
history of assaultiveness, and he was repeatedly not meeting
eligibility for OMRDD services even though it appeared that
the paperwork would make him a shoe-in. His parents
continued to submit documents, get the appropriate testing
done, and his mother and | both made frequent phone-calls to
the contact people to advocate and sort through the
bureaucracy to little avail.

Aside from the case-management frustrations of the situation, |
developed a nice relationship with AD’s parents, and grew to
respect them for the hard work and selfless love they
consistently demonstrated for their son. This was a heart
wrenching case in that his parents had to reject him repeatedly
each time they came to visit him at the hospital. AD would
literally beg for them to take him home. He did not have the
cognitive ability to grasp and/or retain the information given to
him as for the reasons he remained in the hospital. Therefore,
his level of frustration was so high that he even struck his father
during a family visit to the unit. This very quality, the poor
insight, impulsivity, and inability to grasp the consequences of
his actions, were the exact reasons he appeared more
appropriate for services through OMRDD vs. Mental Health, yet

\_

CAD'S behavior problems grew CD

situations escalated, our only other
option was to bring AD to the
hospital, voluntarily or through
police assistance, hoping that the
discharge planners could help us get
services... Attempts to provide AD
with “normal” opportunities were
disastrous. He was evicted from his
apartment , threatened by neighbors
for his behavior and his only job
offer last a mere hour before he was
told to go back home. His
downward spiral continued and all
we could do was bring him home and
‘react’ to his aggressive and
delusional behavior through returned

visits to the ER

--Mother of AD

his suicidal gestures made him an atypical picture for OMRDD as well, and left them feeling reluctant

about appropriate service options.

Ultimately, after several appeals and hours and hours of work, AD was deemed eligible by OMRDD, but

that was just the beginning. Even after one meets eligibility in that setting there is very limited housing
available. OMRDD explained that not only do they not have open beds, they are having difficulty

finding any housing that they feel is appropriate for AD, period.
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NARRATIVE #19-CONTINUED

| pushed hard to hold several meetings in which the key players were invited, OMH, OMRDD, the County,
ICM, and the local hospital to discuss how we were going to plan for this young man. In my experience of
the child welfare AND mental health systems in California, where | used to live, it is far more progressive,
with a built in understanding that

This is the meaning of individualized treatment
planning, which Office of Mental Health describes as their mission for patients, but the sad truth is that our
systems can’t support that model currently.

My recommendation for patients stuck on inpatient psychiatry with no disposition is an automatic treatment
meeting with a power player member from each relevant system prepared to come up with a solution.
This would be the first step in working towards such a model. Ultimately, this would identify outliers, and
fiscally, if we found that these “alternate” treatment models were too costly, there would be additional
incentive to build more permanent programming that accommodates identified outliers in a more cost-
effective manner. In these meetings, | spoke about this method of addressing the problem, and | was
pleased and proud that OMRDD did formulate a very untraditional and customized plan for
accommodating AD. The glitch was that it still took many weeks to navigate the red tape and afford AD
the opportunity fo return to any normalcy. | believe that the more normalized these approaches become,
the quicker the turn around time will be in implementing them.

It is my hope that this narrative survey helps illustrate
the sheer frustration and agony that the patients and their families go through when the community
pretends the problem doesn’t exist. Every day, AD came to see his treatment team, hoping for an answer,
a reprieve, a date to look forward to, and my personal frustration was feeling that | had nothing to offer.
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NARRATIVE #20

We submit the following case synopsis to the CLMHD Developmental Disabilities Committee to illustrate
the challenges and barriers encountered by an individual in accessing appropriate services across
systems.

Narrative #20 is a 14 year old male youth who was a participant in the OMH HCBS Waiver program
from June 2007 until his discharge in September 2008. During the time he was enrolled in the waiver
program, we had considerable difficulty working effectively with him given his dual diagnosis of a serious
emotional disturbance (bipolar disorder NOS, anxiety disorder NOS), his low IQ and concurrent
developmental disabilities. His low IQ made it difficult for him to use waiver services appropriately — he
had difficulty engaging with his workers, could not benefit from traditional insight based therapy and was
often impulsive /aggressive, thereby making safety a predominant issue in the home and in working with
service providers.

At the request of waiver program staff and his parents, he was evaluated by school psychology personnel
in order to determine the degree of his limitations as they pertained to his IQ and developmental
disabilities. The result of his most recent testing revealed a full scale IQ of 50 and showed considerable
adaptive deficits. Although he had previously been deemed ineligible for OMRDD services in June of
2006, his family was encouraged to reapply for services. A packet was submitted to the DDSO for
review in December 2007. First, Second and Third Step Reviews found him, again, ineligible for OMRDD
services in July 2008. Although the extent of adaptive deficits was not in question, the evaluations
submitted did not substantiate the OMRDD-qualifying diagnoses.

At this time, he is working with an ICM to address his underlying psychiatric issues and fo provide some
case management services for Narrative #20 and his family. However, the needs associated with his
severe limitations, which are not caused by his psychiatric conditions, but by his developmental disabilities,
are not being addressed. His long range needs for vocational planning and independent living skills
cannot be addressed through the mental health system exclusively.

Given the complexity of the needs of dually diagnosed individuals, it is doubtful that these needs can ever
be effectively met without careful collaboration from multiple systems. Such

Or
perhaps an entirely new system needs to be created to bridge the gap and address the unique needs of
individuals with a dual diagnosis. Our current efforts to serve the dually diagnosed are falling short and
serving no one well; providers are frustrated by their inability to meet the needs, and more importantly,
individuals with a dual diagnosis are not receiving appropriate services.
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NARRATIVE #21

In January 2008, an 18 year old male, carrying a label of mental retardation, was referred to our clinic
by a local primary care physician. This individual was in the 12th grade and attending a 12:1:1
classroom in a local BOCES program. This client was initially referred for “anger management” due to
behavioral outbursts at school and home, which involved talking back to teacher’s and parents, the use of
profanity, and throwing chairs and tables.

Upon obtaining school records, this client’s IQ level was clinically in the mild mental retardation range. As
part of the initial intake process, this clinic spoke with a school counselor in order to gather collateral
information. This counselor reported that this client was “severely special ed” and that the majority of his
behavioral problems at school revolved around his mental retardation and poor frustration tolerance. The
school reported that the client had the option of graduating that year with an IEP diploma or he could
continue on in school until the age of 21. The school reports that no attempts were made in the past to
refer the client to OMRDD services.

It was determined by our clinic that the client’s behavioral outbursts were in relation to his developmental
disability and poor frustration tolerance, not due to a mental health condition. The treatment
recommendations for the client during this treatment episode, was to help to assist the family on following
through with an OMRDD referral. Again, the special education department of the school was asked by
this clinic if they had any intentions of referring this client to OMRDD services, since he was expecting to
graduate.

In this case example, it is clear that the school identified a child with developmental disabilities who would
benefit from OMRDD services. But for whatever the reason may be, have not tapped into those resources.
This client specifically would have benefited from long term services that may have helped with ongoing
life skills and possible vocational services once he had completed high school. However, the school
appears to have barriers to making such referrals. Unfortunately, this family did not follow through on
services in order to complete an application.
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OVERCOMING BARRIERS
for OMRDD Individuals Across Systems

Please return this narrative survey to Laura Davis, Committee Support Specialist, at Id@clmhd.org by
October 24, 2008.

SURVEY: We are seeking your succinct narrative (recommended length — one page) to share the story of
the challenge(s) faced by an individual in your county, and your suggestion(s) as to how the county and
state could work together to find resolution.

Please illustrate a case where you are encountering barriers to providing service for an individual with
cross systems needs. If there are specific regulatory barriers, please identify those as well.

What would your recommendation be to assist this individual /family in receiving more appropriate,

“person-centered” care?
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INDEX

While many case narratives illustrate several areas of challenge and offer solutions, these
cases are noted as highlighting specific issues.

OF CHALLENGE: ELIGIBILITY
Eligibility Determination Process: Narrative #1, Narrative #2, Narrative #5

Dudlly Eligible Individuals and The Effect of Silos: Narrative #3, Narrative #4, Narrative #17,
Narrative #19

Cirisis Situations: Narrative #5

OF CHALLENGE: THE MOST APPROPRIATE LEVEL OF CARE
Incarceration: Narrative #3

Intermediate Care: Narrative #6, Narrative # 9, Narrative #18

Long term Hospital Stays: Narrative #5, Narrative #10, Narrative #11 Other excessive lengths of stay in
hospitals are noted in cases: Narrative #1, Narrative #2, Narrative #3, Narrative #5, Narrative #6,
Narrative #13, Narrative #14

Emergency Room Challenges: Narrative #8, Narrative #12

OF CHALLENGE: CAPACITY Narrative #11, Narrative #15, Narrative #16, Narrative #19

OF CHALLENGE: SERVICE RESOLUTION Narrative #3, Narrative #5, Narrative #6, Narrative
#10, & Narrative #18

AREA OF CHALLENGE: INNOVATIVE PROPOSALS Narrative #10, Narrative #13, Narrative
#19, Narrative #20  Success: Narratives #6 & #13 offered examples of how collaborative cross
system plans for individuals can be designed.

OF CHALLENGE: FUNDING BARRIERS Narrative # 7, Narrative #11, Narrative #14,
Narrative #16

OF CHALLENGE: SCHOOL DISTRICTS Narrative #21
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