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PO Box 4706, Columbia, South Carolina 29240
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January 26, 2016

The Honorable G. Murrell Smith Jr., Chairman
The Honorable Jimmy C. Bales, Ed.D.

The Honorable J. Derham Cole, Jr.

The Honorable William "Bill" Clyburn

Ways and Means Healthcare Subcommittee
South Carolina House of Representatives

Dear Mr. Chairman and Subcommittee Members:

COMMISSION
William O. Danielson
Chairperson

Fred Lynn

Vice Chairman

Eva R. Ravenel
Secretary

Mary Ellen Barnwell
Katherine W, Davis
Gary C. Lemel

Vicki A.Thompson

The S. C. Department of Disabilities and Special Needs’ budget request is hereby submitted for

your consideration.

The department is requesting $29,400,000 in recurring funds for FY 2016 - 2017. Each priority
relates directly to the agency’s core mission and to the safety of individuals and provision of quality
services. Funding this request will enable DDSN to comply with federal requirements and initiatives,
prevent crisis situations, address the needs of elderly caregivers and individuals on waiting lists, and
support people at home and in community settings.

DDSN'’s request focuses on the components of CMS' recent Final Rule. Funding these items will
better position the agency to meet these new obligations. There are no capital or proviso requests.
There are no requests for new FTEs.

Thank you for your support of the agency’s efforts to serve individuals with severe lifelong
disabilities and their families. Your actions allow the department to provide essential services to many
individuals in great need and to significantly expand services to people who were waiting for new

services.

Thank you for your leadership and service to our state. Please let me know if you have any
questions or require additional information about DDSN’s request or services. We are glad to help.

DISTRICT 1

Midlands Center - Phone: 803/935-7500 9995 Miles Jamison Road
Whitten Center - Phone: 864/833-2733 Summerville, SC 29485

P.O. Box 239
Clinton, SC 29325-5328
Phone: (864) 938-3497

Sincerely,

State Director

Phone: 843/832-5576

A Bscseoni MO

Beverly A. 1. Buscemi, Ph.D.

Coastal Center - Phone: 843/873-5750
Pee Dee Center - Phone: 843/664-2600
Saleeby Center - Phone: 843/332-4104
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SC Department of Disabilities and Special Needs
Major Program Areas

Prevention

Primary prevention of the occurrence of developmental disabilities, traumatic brain and spinal cord
injuries. Provide early identification and timely intervention aimed at reducing the duration of the
disability and/or minimizing its consequences. Study the prevalence and incidence of various
disabling conditions in South Carolina and study public policies affecting implementation of effective
prevention initiatives. Develop and promote continuing educational materials for professionals and
make the public aware of risk factors and appropriate interventions to reduce the incidence of
disabilities.

Primary prevention and timely intervention services avoid the onset of a disability, reduce the
duration of the disability, or minimize the consequences of the disability. These services foster
independence, enhance quality of living and avoid the State’s need to provide millions of dollars of
services throughout the person’s lifetime.

In-home Individual and Family Support

Individual and family support services A) allow an individual to live independently or with family
members; B) prevent costly out-of-home placement; C) promote family unity and responsibility; D)
provide flexible supports to enable families to cope with caring member with a disability.

This program represents DDSN’s ongoing effort to promote individual and family independence and
responsibility by supporting families who are providing 86% of the informal caregiving rather than
replacing families. On average individual and family support services such as personal care aids,
employment, or respite services cost less than one-half the least expensive out-of-home placement
options. Often these services are the difference between helping the family with supports versus
replacing the family with a more expensive out-of-home placement. Supports strengthen the family
and allow family caregivers to remain employed. Supports also allow people with disabilities to
maximize their abilities, to earn money and often persons with physical disabilities can live
independently or with limited assistance.

Community Residential

Locally operated, cost efficient, family-like out-of- home placements in the community which
provide 24-hour care only for those individuals with disabilities whose needs cannot be met with in-
home family supports.

Federal requirements, state statute, and best practice all drive services for individuals with
disabilities to be provided in the lease restrictive environment. Utilization of small, family-like
community settings based on individual/family choice is consistent with these requirements.

Regional Center Services

Regional Centers provide 24-hour care and supervision in state operated, specialized facilities only
for those individuals unable to live in community residences due to the severity of their disabilities,
complicated medical needs or most challenging behaviors.

The preferred setting for serving individuals with disabilities and special needs is at home, with their
families, with necessary supports being provided. When these arrangements are not possible,
smaller home-like residential services in the community are utilized. Regional Center services are
reserved to ensure the State’s ability to meet the essential needs of individuals with the most
severely disabling conditions, complex medical needs and/or extremely challenging behaviors.

Administration
Leadership and overall direction for the agency including policy, fiscal, legal, and other support
services.
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South Carolina Department of Disabilities and Special Needs
UCP’s 2015 Ranking of States’ Ability to Create Community — Inclusive Lives for
Americans with Intellectual Disabilities/Related Disabilities (ID/RD)
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Southeastern Ranking Average
for the 5 Year Period 2011 - 2015
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United Cerebral Palsy is one of the nation’s leading organizations serving and advocating for 58.6 million Americans with
disabilities. Their ranking is based on the states’ ability to create quality, meaningful and community—inclusive lives for
Americans with intellectual and developmental disabilities. South Carolina ranked 6 nationally in 2015 and ranks highly in

comparison to Southeastern states and across the nation.

Data Source:
The Case for Inclusion - An Analysis of Medicaid for Americans with Intellectual and Developmental Disabilities: 2011, 2012, 2013,

2014 and 2015 published by United Cerebral Palsy
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AGENCY CODE: J16 036

South Carolina Department of Disabilities and Special Needs
Summary of Agency Services
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DDSN policies reflect federal and state laws by supporting people in the least restrictive
setting possible. In the ten year period shown, there has been a 38% growth in the use
of cost-efficient family support services compared to only 10% growth in residential
services, which are more expensive.

Data Source:
Chart A - Agency data provided by DDSN
National data provided by: In-Home and Residential Long-Term Supports and Services for Persons
with Intellectual or Developmental Disabilities: Status and Trends through 2012 published by The
University of Minnesota
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South Caroclina Department of Disabilities and Special Needs Living Arrangements for
Persoes with InteHectual Disabilities/Developmenial Disabilities (ID/DD) Receiving Services
Comparing South Carolina with Enited States

Family
Better

2012 2012

@ Formal out-of-home Residential Care

O Restde with Family Caregivers

Of the approximately 36,550 individuals eligible or receiving DDSN services, 86% live at
home with their families or in their own home. Of the thousands of persons with
intellectual disabilities/related disabilities and autism receiving services from DDSN, 71%
live with family caregivers, compared to 56% nationally. DDSN is doing a better job of
helping individuals live in a family setting utilizing day services, respite, personal care,
and other needed supports. Serving people with severe lifelong disabilities in their
homes with family is best for the person, preferred by families and is the most cost-
efficient service alternative for taxpayers.

Data Source:
Chart B - In-Home and Residential Long-Term Supports and Services for Persons with Intellectual or
Developmental Disabilities: Status _and Trends through 2012 published by The University of
Minnesota




Summary of the FY 2014-2015 Accountability Report

South Carolina ranked 6th nationally in the United Cerebral Palsy 2015 Case for Inclusion report.
United Cerebral Palsy annually evaluates all state disability and related Medicaid systems across the
country to rank the degree of community inclusion offered to citizens with disabilities. In the 2015
UCP Inclusion report South Carolina ranked 6th nationally. South Carolina has ranked the highest
among the southeastern states seven out of ten years and in two of the remaining three years,
ranked second in the Southeast.

Ensuring the needs of eligible individuals in crisis situations are met is the highest priority of the
agency. DDSN has a system in place to respond quickly to consumers whose situations jeopardize
their health, safety and welfare. Examples include the unexpected death or major health concern of
a primary caregiver, harm/abuse to a consumer or family, or extreme deterioration of the
consumer’s home.

Substantially moving waiting lists was a high priority again this year. Waiting list movement was
unprecedented this year. DDSN is in the midst of the largest expansion of disability services in our
State’s history through the leadership and generosity of the Governor and General Assembly. This
enormous effort is being coordinated in partnerships with DDSN’s statewide network of service
providers, advocates and DHHS. The process of locating and contacting individuals/families, assisting
them through eligibility, Medicaid Level of Care, development of a service plan, choice of provider,
service authorization and ultimately, actual service delivery, is labor intensive, has multiple
components and requires a great amount of time. All staff efforts have been focused on moving
citizens into services as quickly as possible.

Serving individuals in the least restrictive environment and offering services to support individuals
in their own home/their family's home continued to be a focal point for service delivery. This
philosophy is operationalized through serving consumers in their family homes rather than state
funded residential settings. This approach affords a better quality of life for the consumer, is
preferred by families, and is also a more cost effective model of service delivery for taxpayers. Of
the approximately 36,550 people eligible for DDSN services, including all disability groups, 86 percent
live at home with family or in their own home.

Preparing for significant system changes was a major focus this year. In January 2014 the Centers
for Medicare/Medicaid Services (CMS) issued the new Final Rule for Home and Community Based
Settings which requires states to transform their service delivery systems to be more community
inclusive and rely less on segregated service settings. CMS is requiring states to come into full
compliance with the New Final rule by 2019.

Increasing and improving opportunities for stakeholders to offer input in decision-making
continued as a high priority. There are numerous systems in place to ensure that stakeholders
participate in discussion and decision making processes. Regular communication occurs with
consumers, family members, advocates and provider representatives.

Page 1 0of3



Summary of the FY 2014-2015 Accountability Report

Employing people with disabilities got a boost this year with the development of a new
employment pilot. DDSN serves a higher percentage of consumers in integrated employment
services than the national average for state IDD agencies. Consumers transitioning from school to
adult life, in particular, are more likely to desire and anticipate having a career yet these transition-
age consumers are less likely to have access to needed supports. Another gap identified is that some
service providers do not offer individual employment services — only a group service model. DDSN
developed a new initiative to expand access to individual Employment Services and incentivize
providers to offer that service by establishing an outcomes-based payment structure. This allows for
potentially higher reimbursement rates and created a new “Career Support” service aimed at
providing less intensive and less expensive, long-term supports needed to maintain employment and
achieve career objectives.

Increasing consumer and family choice and control of services continues to be an important goal.
DDSN changed the process through which residential services are offered to eligible individuals.
Previously residential expansion was managed by working with providers to develop additional
homes or residential settings and then the provider would identify individuals approved for that
service to fill the beds created by the provider. This was a provider driven process. DDSN changed
the process to be a more person centered process. For FY 2015, once an individual was approved
for residential services, the individual could choose any qualified provider in the DDSN statewide
system to serve their residential needs. This major shift meant a provider could develop a residential
service package for a specific individual.

DDSN also started three new residential service pilots. The first focuses on those consumers who
desire to live and function with more independence in homes or apartments of their choice, with
roommates of their choice. Another residential service pilot in Supported Living is a new level of
service in between a Community Training Home Il and a Supported Living Program. This pilot is for
individuals who need a little more support than the traditional SLP program but can live more
independently than the traditional CTH Il. DDSN worked other community providers to develop a
third residential service pilot to serve individuals who are considered medically fragile. Currently,
few options exist in the community for these individuals so often the only service available is a
regional center placement.

Implementing the agency’s plan to prevent and limit unnecessary institutional placement is
consistent with the US Olmstead ruling. The critical case review process is a primary method utilized
to prevent unnecessary institutionalization. All requests for critical status were reviewed and
individual solutions were developed as appropriate ranging from increased in-home supports to
community residential placement. No one was admitted as a resident to one of the regional centers
as a result of state funding limitations. Ongoing efforts assure that only those individuals with the
most significant and complex needs reside at the Regional Centers. Approximately 84.5 percent of
the individuals residing at DDSN’s Regional Centers have severe or profound disabilities whereas only
76 percent of individuals served in similar facilities in other states have severe or profound
disabilities.

Page 2 of 3



Summary of the FY 2014-2015 Accountability Report

Ongoing collaborative prevention activities reduce the incidence and severity of disabilities.
Primary prevention efforts produce the greatest return on investment of time and dollars. DDSN
continues its efforts to reduce the rate of infants born with neural tube defects (NTDs) in partnership
with the Greenwood Genetic Center. The prevention of 69 infants born each year with an NTD results
in a $24 — $34.5 million savings in lifetime medical care costs. The Metabolic Treatment Program
consistently has 75-100 children age birth to 7 years on curative treatment to prevent severe lifelong
developmental disabilities. This treatment saves about $40 million per year in medical costs which
would be necessary if the newborns were not identified and successfully treated.

Strengthening the agency’s information/data security posture was a priority. DDSN was one of 15
state agencies chosen to participate in the statewide agency security Risk and Vulnerability
assessment and audit. An IT Security Officer was hired and numerous strategies to increase cyber
security are being implemented.

Responding to all external audits and ensuring necessary changes were made for federal and state
compliance and improvement was achieved while maintaining fiscal responsibility. DDSN
developed and worked on its implementation plan to address the 49 recommendations in the 2014
LAC report. The report confirms DDSN’s quality assurance efforts to be well-designed,
comprehensive, and effective. The health, safety and welfare of individuals receiving services is the
agency’s top priority. Allegations of abuse substantiated by SLED or other investigative agencies
across all facility types and locations is extremely low, ranging from 0.01 to 0.06 percent of people
served across each of the 5 years of the audit period.

DDSN engaged a national firm, Public Consulting Group, to review DDSN'’s business practices and
financial reporting systems. The final report of Public Consulting Group was presented to the
Commission at the August 2014 Commission meeting. DDSN is using parts or all of some of these
recommendations to further improve the system.

In the process of vetting a concern expressed to the agency, it became apparent during the
evaluation period that many DDSN providers who contracted directly with Housing and Urban
Development (HUD) were not properly handling Housing Assistance Payment (HAP) for consumers.
This determination was based on a joint review conducted by DDSN and the Office of the State
Inspector General (SIG). DDSN learned a lot during the review process and as a result revised and
improved several business processes. The agency will also increase its oversight through its Internal
Audit Division.

DDSN maintained its Regional Center per diems below national averages. The agency maintained
the health and safety and met the needs of regional center residents with one of the lowest per diem
rates in the country. The Regional Centers’ per diems are below 5405 per day when the national
average is $701 per day based on most recent data (2013).

DDSN's current administrative cost remained below two percent of the overall budget. Resources
are shifted from administration to service priorities whenever possible. Central Office administrative
expenses have remained at less than two percent of total expenses even though there has been an
increase in the need for services and in the number of people served, an increased scope of services
and increased federal and state compliance requirements.

Page 3 of 3
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SC Department of Disabilities and Special Needs

Intellectual Disability/Related Disabilities Waiver Waiting List

Individuals Added and Removed by Fiscal Year
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SC Department of Disabilities and Special Needs
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Head and Spinal Cord Injury Waiver Waiting List
Individuals Added and Removed by Fiscal Year
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SC Department of Disabilities and Special Needs
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SC Department of Disabilities and Special Needs

Intellectual Disability/Related Disabilities and Community Supports Waiver
Waiting List Numbers
December 2015
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Intellectual Community Total Duplicated Total
Disability/Related Supports Unduplicated*
Disabilities *As of 1/25/2016

Individuals on the ID/RD and CS Waiver Waiting Lists
Unduplicated Count of Individuals is 5575
CS Only January 2016
668
12%

' On Both Lists
2797

'ID/RD Only Ciiaunt SO

2110 f:;zi; :Q:f;ifﬁ:Hjﬂ
38% R

*As of 1/25/2016




SC Department of Disabilities and Special Needs

Individuals on the Intellectual Disability/Related Disabilities

- Waiting List
Pending
Community January 2016
Supports Waiver
Enrollment Waiting for ID/RD
4%4 Waiver but not
9% Enrolled or Pending

in the Community

Enrolled in :

Community Supports Waiver
Supports Waiver 3994
479 81%

10%

Total: 4907

*As of 1/25/2016




SC Department of Disabilities and Special Needs

Average Number of Days From Slot Award to Waiver Enrollment

ID/RD
Waiting List

)
Waiting List

*As of 1/25/2016 O 20 40 60 80 100

120

Goal: 90 days

ID/RD — Intellectual Disability/Related Disabilities Waiver
CS — Community Supports Waiver




SC Department of Disabilities and Special Needs

Length of Time on the Waiting List

|||

0 1 2 3 4 5 6
Years Waited until Slot Awarded

@July 2014 ®January 2016

*As of 1/25/2016

6.8

ID/RD — Intellectual Disability/Related Disabilities Waiver
CS — Community Supports Waiver




SC Department of Disabilities and Special Needs

Waiting List Reduction Efforts

As of January 1, 2016
Waiting List Number of Consumer/Family Determination Number of
Individuals Individuals
Removed from Services are
Waiting Lists Number of Number of Pending
Individuals Individuals
Enrolled ina Opted for
Waiver Other Services/
Determined
Ineligible
| Dis;’;gﬁle/i‘e‘f;te | vass(rvis) | 73(vis) | 503 (Fv1s) 121 (FY15)
B Y. 1,640 (FY16) 504 (FY16) 390 {FY16 857 (FY16)
Disanilites 3,088 1,217 893 978
. {As of july 1, 2014) ! ’
Community 2,430 (FY15) 701 (FY15) 1418 (FY15) 161 (FY15)
_ Supports 894 (FY16 290 (FY16) 240 {FYi6 514 (FY16)
. (As of July 1, 2014) 3,324 991 1,658 675
Head and Spinal
Cord Injury 638 250 168 180
{As of Oct 1, 2013)
2,498 2,719
Total 7050 5,217 1,833
Waiting List * Number of Individuals Number of Individuals
Added Between Waiting as of
July 1, 2014 and January 1, 2016
January 1, 2016
Intellectual
Disability/Related .
Disabilities 2,744 (968 since 7/1/15) 4,913
, Community Supports 2,673 (842 since 7/1/15) 3,530
Head and Spinal Cord Injury 422 (91 since 7/1/15} 0
Total 5,839 8,443**

*  There is currently no Head and Spinal Cord injury (HASCI) Waiver waiting list.
** Approximately 34 percent of 8,443 are duplicated names; therefore approximately 5,580

people are on waiting lists.
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SCDDSN

Summary of Individuals Living With Aging Caregivers
By Residing County - As of December 31, 2015

Region
Coastal

Midlands

Pee Dee

Piedmont

County

Allendale
Bamberg
Barmnwell
Beaufort
Berkeley
Charleston
Colleton
Dorchester
Hampton
Jasper
Orangeburg

Aiken
Calhoun
Chester
Fairfield
Kershaw
Lancaster
Lexington
Newberry
Richland
York

Chesterfield
Clarendon
Darlington
Dillon
Florence
Georgetown
Horry

Lee

Marion
Marlboro
Sumter
Williamsburg

Abbeville
Anderson
Cherokee
Edgefield
Greenville
Greenwood
Laurens
McCormick
Oconee
Pickens
Saluda
Spartanburg
Union

Ages 55+ Ages 65+ Ages 72+ Ages 75+ Ages 80+
34 12 6 6 4
36 22 12 10 5
57 28 18 15 10

128 71 42 31 14
206 101 42 34 13
328 170 82 63 32
69 41 22 17 7
138 62 33 26 11
38 20 10 9 6
37 21 10 9 4
264 139 85 71 50
1,335 687 362 291 156
156 83 46 33 14
44 28 17 12 7
29 18 12 9 6
46 21 15 10 3
57 26 12 8 4
55 30 22 17 9
160 75 47 38 22
57 24 12 8 2
348 218 127 101 57
126 61 27 19 11
1,078 584 337 255 135
52 24 8 6 3
34 24 15 11 7
79 26 14 8 6
47 21 4 2 1
114 64 35 28 19
85 46 26 21 10
173 94 59 42 24
17 6 3 2 0
53 16 7 7 4
61 36 15 9 4
109 52 24 18 9
71 36 20 17 8
895 445 230 171 95
24 15 12 9 7
157 86 49 34 17
58 29 18 14 10
19 13 5 5 4
400 154 86 69 38
90 46 23 18 10
106 64 30 22 15
16 10 9 8 4
84 48 21 16 6
114 60 36 27 16
26 16 9 6 3
278 140 70 54 31
55 30 16 12 9
1,427 711 384 294 170
4,735 2.427 1.313 1,011_ 556
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P) 864.941.8100
T) 888.GGC.GENE
Greenwood F) 864.388.1720
Genetic Center
106 Gregor Mendel Circle

Greenwood, SC 29646
www.GGC.org

Request for Augmentation of State Funding for Genetic Prevention and
Treatment Services through the Greenwood Genetic Center and the South
Carolina Department of Disabilities and Special Needs

Since its founding in 1974, the Greenwood Genetic Center (GGC) has had a close
relationship with the SC Department of Disabilities and Special Needs (DDSN). Together, DDSN
and the GGC have developed a comprehensive, state-wide system of genetic services with the
ultimate goal of preventing and treating disabilities in South Carolina. To better serve the
clients of DDSN and the citizens of S.C., the GGC has established a statewide presence with
offices in Greenwood, Greenville, Columbia, Charleston and Florence. The collaboration
between DDSN and the GGC has benefited patients and their families state-wide and resulted in
significant economic savings for the State. Two examples will suffice to exemplify the economic
impact of the collaboration between DDSN and GGC. In 1992, DDSN and GGC established the SC
Birth Defects Surveillance and Prevention Program to prevent severe birth defects of the brain
and spine. This very successful program has maintained a 60% reduction of these defects with
annual savings in medical costs for S.C. of over $20 million. In 2002, DDSN and GGC established
the SC Metabolic Disease Treatment Program to ensure that all babies identified by newborn
screening with a genetic metabolic disease receive prompt treatment. This very effective
program has over 170 children on active treatment protocols and is estimated to save S.C. over
$40 million in medical costs annually.

In order to further enhance genetic services for the prevention and treatment of disabilities
in South Carolina, we request an increase in state funding through DDSN of $1.1 million dollars
for the following uses:

1. Metabolic Treatment Program - $300,000.
This funding will allow the development of a third metabolic treatment team in
Columbia, S.C. This team will consist of a Clinical Biochemical Geneticist, a

dietician, a neuropsychologist, a genetic counselor and a clinic coordinator to
better serve patients and families in the Midlands. This addition of a third
metabolic team is essential to better serve the increasing number of patients
in S.C. being identified with continued expansion of the Newborn Metabolic
Screening Program.



(We anticipate that the $300,000 will be eligible for Medicaid match in order to cover all
costs of the expanded Metabolic Treatment Program.)

2. Development of an Autism Treatment Program - $500,000.

The Greenwood Genetic Center has benefited over the past 3 years from an
Autism Proviso ($500,000 per year for 2 years and $265,000 for year 3) to further
the development of a blood test for autism and to conduct autism research. This
research has had very encouraging progress with the current short term goal of
developing and offering a blood based test for autism for patients in S.C. in 2016.
Even more exciting is the potential development of treatment for autism based
on the preliminary findings from work conducted through support of the Autism
Proviso. We are requesting additional state funds to support the development
of an Autism Treatment Team to create specific treatment regimens and
monitoring programs for the treatment of autism based on this research over
the past 3 years.
(We anticipate these additional funds will initially be used for an Administrative
Match to develop the Autism Treatment Program.)

3. Translation of New Technology to Prevention and Treatment Services - $300,000.

DDSN and the GGC are responsible for providing genetic services throughout S.C.
to prevent and treat disabilities. New knowledge and new technologies are
constantly developing at an increasingly rapid pace. Additional state funds are
requested to ensure that the citizens of S.C. have access to the most current and
effective methods to maximize the prevention and treatment of disabilities.

(We anticipate the $300,000 in state funds to be eligible for Medicaid match to
maximize their impact.)



