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INTRODUCTION

This report summarizes findings and observations of a dte vist in Vermont to observe and
discuss with key dtate officids, service providers, program participants and others the implementation,
outcomes and challenges of Vermont's Medicaid Home and Community-Based Services (“waiver”)
program serving individuas with mentd retardation and related conditions (MRIRC), heregfter referred
to as “developmenta disabilities’ * in concordance with state program designations.

Authorization of the Medicad Home and Community Based Services “waver” program
(HCBS) was contained in Section 2176 of the Omnibus Budget Reconciliation Act of 1981 (PL 97-
35), passed on August 13, 1981. It granted the Secretary of U.S. Department of Health and Human
Services the authority to waive certain existing Medicaid requirements and alow gates to finance certain
"nortinditutiond” services for Medicaid-digible individuas. The HCBS program was designed to
provide home and community-based services for people who are aged, blind, disabled, or who have
mental retardetion or a related condition, and who, in the absence of dternative non-inditutiona
services, would remain in or would be a arisk of being placed in a Medicad certified, inditutiona
facility. Find HCBS regulations were published initidly in March 1985. Since then a number of new
rules and interpretations have been developed, including revised regulations published in July 1994,
athough these have not changed the fundamenta premise of the program, which is to use home and

community-based services and supports to reduce the need for ingtitutiona services.

The non-indtitutiona services that can be provided in an HCBS program include case
management, persond care services, adult day hedth services, habilitation services, respite care, or any
other service that a sate can establish in its gpplication will lead to a decreased need for and costs of
Medicad funded long-term care. States are not alowed to use HCBS reimbursements to pay for room
and board, but dl states offering HCBS to persons with developmenta disabilities (DD) do provide
resdentiad support services under the categories of persond care, habilitation, homemaker or other

amilar service types. HCBS recipients must use their own money, usuadly from cash assgtance

" Vermont uses the term “developmental disabilities’ to designate its HCBS eligible population, but operationally
defines that group to include only persons with mental retardation and pervasive developmental disorders (i.e.,
infantile autism and closely associated syndromes with “autistic features” evident in childhood).
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provided by other Social Security Act programs to fund room and board portion of residential services.
In June 1999 about two-thirds (68.6 percent) of HCBS recipients in the 43 states reporting such data,
received services in settings other than the home of naturd or adoptive family members (Prouty &
Lakin, 2000).

Given both its flexibility and its potentia for promoting the individudization of services the
HCBS program is recognized in dl sates as a sgnificant resource providing community services to
persons with DD. Beginning in the early 1990s, adminigtrative requirements that prevailed in the HCBS
program's first decade that required that state applications to provide HCBS show reductions in
projected ICF-MR residents and expenditures roughly equa to the projected increases in HCBS
participants and expenditures were substantidly relaxed, were then ddeted in the 1994 revised
regulations. As a reault, there was dramatic growth in the number of HCBS participants and
expenditures in the program’s second decade, that is since 1992. On June 30, 1999 dates provided
HCBS to more than four times as many people with DD (261,930) as in June 1992 (62,429) and to
more than twice as many HCBS recipients as to people residing in the Intermediate Care Facilities [for
persons with] Menta Retardation (ICFs-MR) for which HCBS is the non-inditutiond dternative
(117,900).

CASE STUDY OVERVIEW

Purpose.

All gates have been expanding their services to individuas with DD and families through
community services programs. States use a variety of mechanisms to fund these services, including thelr
regular Medicaid program (e.g., home hedth and persona care), and DD targeted Medicaid Home and
Community-Based Services (Section 1915[c] waivers), date-financed programs, and in some dtates
gmdl community ICFs-MR. By far the most sgnificant and rapidly growing program for persons with
DD has been the Medicad HCBS program. While it is committed to non-ingitutiona services, the
Hedth Care Financing Adminigration (HCFA) has rdatively little sysematicdly gathered information
about how gates organize and deliver HCBS or about the effectiveness of servicesin contributing to the
hedlth and well being of those who receive them.
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HCFA contracted with the Lewin Group to desgn and implement a study of the impact of
Medicaid Home and Community Based Services (HCBS) programs on qudlity of life, qudity of care,
utilization and cost. The Lewin Group subcontracted with the Urban Inditute, Mathematica Policy
Research, Inc., the University of Minnesota and the MEDSTAT Group to assist in aspects of the study.
One component of this study was Ste vigts to 6 states to describe the financing, delivery and outcomes
of Medicad HCBS for people with DD and Site vidits to another six states to describe smilar features
of HCBS programs for older and younger people with physica disabilities.

The Universty of Minnesota conducted the state Ste visits rdated to HCBS administration and
sarvices ddivery for people with DD. Site vigits were conducted between February 2000 to August
2000. During these vidts, dte vidtors conducted in-person interviews with state and substete region
government officids who were associated with different aspects of the HCBS program, administrators
of service agencies, case managers, direct care dtaff, advocates, and service recipients and their family

members.

The case studies examined key program feetures, including (a) the context of the program, (b)
the philosophy and gods, () coordination with the State Medicaid agency, (d) adminigtration, (€)
eigibility criterig, (f) financing, rembursement and contracting for services, (g) quality assurance and
monitoring, and (h) challenges for the future. This report is a summary of the case sudy of Vermont's
Medicaid HCBS program. The Vermont Site visit was conducted August 21 through August 25 by K.
Charlie Lakin (report author) and Lori Sedlezky of the University of Minnesota.

Methodology

State Selection. States were selected for participation in this study based on a variety of
features intended to represent HCBS programs that were relatively well-devel oped program as well as
programs that were till developing. With the assstance of the Technicad Advisory Group factors were
identified to order states for sampling purposes including: the number of HCBS recipients as a
proportion of al long-term care recipients with MR/RC, HCBS recipients per 100,000 of dtate
population, HCBS expenditures as a percentage of dl Medicaid long-term care expenditures for people
with MR/RC, the proportion of al ICF-MR and HCBS recipients served in congregate housing, and
the location of the state. Based on these factors an index ranking was created and states were
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datidticdly ordered in a continuum from which they were sdlected. The states involved in this study held
ranking of 1, 4, 9, 33, 44 and 51 on these indexes, reflecting the desired digribution from “well-
developed” to “developing” that was desired for the studly.

Site Visit Goals. The Vermont Ste vigt, like the other HCBS site vidits, was designed to be a
“process evaduation.”  Its primary focus was on the organizationd aspects of delivering HCBS services
and how key informants throughout Vermont viewed the effectiveness of the organizationa structures
created in achieving the objectives established for the program. Site visitors probed for the perceptions
of different stakeholders about what was working well in Vermont's HCBS program and what might be
improved and how. In dl descriptions of the purpose of this study, Site vistors dways made it clear that
they had no regulatory role in the Medicad HCBS program and that the questions they asked were
intended only to better understand the program. It was aso explained to stakeholders that a second
“outcome evauation” stage of the study would focus directly on the effects of HCBS on the lives of a

large sample of service recipients and on their satisfaction with the services received.

The gte vigt to Vermont atended to broad HCBS program design and implementetion,
induding:
What principles, gods and objectives guide the sate's use of the Medicaid HCBS program,

how were those principles, goas and objectives defined, and what is the nature, status and effects of the
overdl date effort to achieve them?

Wha are the origins, design, internd organization, financing and program relaionships of the
public and private agencies ddivering HCBS? How and to what extent do they cooperate, coordinate
and coinvolve with each other and with the state in pursuing the principles, gods and objectives
established by the state for the HCBS program?

What is the nature and effectiveness of efforts within the Sate to define, monitor and improve
the qudity of services and consumer protections? How well do these achieve the minimum standards

established by Congress and the specific principles, goas and objectives established by the state?

What are the primary accomplishments and chdlenges facing the state and its HCBS provider

agencies and individuds in achieving state gods and objectives and the expectaions of service
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recipients, and what planning, saff recruitment and development, service ddivery and service qudity

management practices are needed to maintain and enhance efforts to reaize them?
CASE STUDY APPROACH

A primary approach used in the gSte vidts was to interview representatives of mgor
stakeholders and “implementers’ of Vermont's HCBS program to describe the nature, qudity, and
outcomes of relationships among state and regiona agencies, the agencies that provide and people who
receive HCBS. Interviews were supplemented by a wide range of documents. In case sudiesit is
typica to hear both consensus and differences in impressions about different aspects of programs,
policies and agencies. The god of the case study gpproach is to synthesize and summarize information
from different sources to better understand the program and how policies, practices, and interpersona
factors have affected its development and challenges for the future. A range of information sources
contributed to this summary.

Interviews. The primary methods of obtaining informetion in this case study was a series of
interviews built around the genera research gods identified above. Interview schedules were drafted by
the project team. These were reviewed by members of the Technica Advisory Group and HCFA staff
and were subsequently revised. The interview schedules were structured so that multi-leve, multi-
respondent corroborating interviews were generated in each of the research areas. For example, the
interviews with state officials asked about the stat€' s objectives for HCBS. The interviews with service
providers gathered corresponding information on how the dtate€'s objectives were communicated,
understood, and supported through policy, training, technical assstance and in other methods at the
locdl levels.

Document review. In addition to interviews there was extensve use of document and data
review in this case sudy. We gathered and examined the following types of documents: 1) the Vermont
HCBS waiver gpplication; 2) the Vermont Developmenta Disabilities Act of 1996; 3) "Regulaions
Implementing the Deveopmentd Disdbilities Act of 1996, 4) "Adminigraive Rules on Agency
Desgnation;” 5) Annua Report 2000 of the Vermont Divison of Developmenta Services, 6) "the Sate
Sysem of Care Plan for Developmental Services, FY 2001 Update” 7) "Guiddines for Quality
Services' of the Divison: 8) other rdevant documents developed and disseminated by the Divison,
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other organizations (e.g., the Center on Human Policy, Syracuse University), and its contractors (e.g.,
Univerdty of Vermont satisfaction surveys); 9) reports and other documents of related public agencies,
(eg., Vermont Developmental Disabilities Law Project and Vermont Council of Developmenta and
Mentad Hedth Services, Vermont Planning Council of Developmenta Disabilities, Vermont Sdf-
Determination Project); 10) documents developed by individua service provider agencies for externd
presentation of misson, programs, services, clientele, organizationa challenges and future directions,
and internd documents related to genera operations, organizationd development and provison of
HCBS-financed community services, and 11) other date or provider agency materids and
correspondence relevant to HCBS.

Cooperation of the Division on Developmental Disabilities and Others

We received very hdpful and warm support from Theresa Wood, Director of the Vermont
Divison of Developmenta Services, and from June Bascom and Murid Morse, aso of the Divison, in
preparing for this dte vist. Thar time and assstance in educating us about Vermont's sysem and
connecting us to key personne within the state agency related state agencies and within the broad
community of service providers, advocates, service users and family was invauable. We were aso
deeply apprecidive of the involvement of key leaders and daff of dtate and locd agencies with
respongbility for advocacy, technicd assstance and qudity review. Vermont's service provider
association and individua agency leaders and staff were extremely open and helpful in describing ther
experiences and chalenges providing community services to persons with developmentd disabilities.
Findly, we are especidly grateful for the opportunity to spesk with individuas who receive HCBS
savices, thar family members and the people who share their lives and homes with people with
developmenta disabilities, and to learn of their experiences, needs and hopes for the program.

Review of the Draft Report

The initia draft of this report was provided to sdect key Vermont sate informants. They
reviewed a draft of the report and provided corrections, criticisms, and questions to the dte vist leader.
Claifications were accomplished through follow-up correspondence and telephone interviews.

Appropriate corrections to the draft report were made.
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Selection of Sites and Interviews

The sdection of individuds and dtes that were visted was carried out by the dte vigt
coordinator, key contact, Theresa Wood, in consultation with the Lewin Group. Asin other states, this
vigt was desgned to include key saff members in the state€'s adminidration for developmenta
disbilities servicesHCBS, including 1) key officds of the Vermont Divison on Developmenta
Disahilities, 2) key leaders in gate technica assstance and quality assurance roles, 3) representatives of
key date advocacy and "provider” organizations, 4) service provider agency adminigtrators, case
managers, program directors and direct support aff, and individual developmental home *“hosts’ who
were oontracted by the HCBS service provider agencies, and 5) community servicelHCBS recipients
and their family members,

HCBS-financed services are provided throughout Vermont in each of the 10 designated
regions. Because of the rdaively smdl sze of the Sate, the Ste vidit team was able to vidt agenciesin
designated regions from the northern to the southern parts of the state. Intotd, 4 of 10 regions and 5 of
16 certified provider agencies were vidted. Individua “sStes’ were sdected to include areas that
represented relatively (for Vermont) urban and relatively “norturban” catchment aress.

The dte vist team interviewed over 60 key stakeholders in Vermont. HCBS recipients and
family members were interviewed in arange of settings from their individual homes to conference rooms
in the office of the service provider agencies. Everyone asked to participate agreed to be interviewed.
All interviewees were extremdy accommodating of the Site visit team's requests and schedules. The
week was structured so that evaluators had the opportunity to see and meet with a variety of recipients
and other key stakeholders.

All respondents were promised anonymity. All interviews began with an explanation of the
purpose of the dite vist and assurances that the evauators had no regulatory or enforcement roles in
HCBS. We made it clear that we were not employees of the Hedth Care Financing Administration
(HCFA) and the only influence that we could have would be if concerns were raised, and it were

requested thet we pass them on to appropriate public officids.
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Major Areas of Inquiry

The mgjor areas of inquiry described in this case study correspond to the primary topics from
the interview protocol. Mgor areas of inquiry that are reflected in the outline of the report include: 1)
context of the program, 2) philosophy and gods, 3) coordination with the State Medicaid agency, 4)
adminidration, 5) digibility criteria, 6) financing and reimbursement, and 7) qudity assurance and
monitoring. A find heading on “chalenges in the future’ captures issues that are subsumed under the
generd headings above, but which seemed to be particularly important to the people interviewed.

CONTEXT OF VERMONT'S HCBS PROGRAM

A Service System Without Institutions

Vermont operates a service system for persons with developmenta disabilities (DD) that is
totally comprised of community services. Vermont's only public inditution for persons with DD was
closed officidly in November 1993. That closure was influenced by two mgor events. The fird, the
Brandon Judicia Review Law, established alegal process requiring the review of each resident's needs
to determine if he or she could be served in a less redtrictive community setting. The second event was
the filing of a lawsuit on behdf of Robert Brace and five other resdents who wanted to move into the
community. The settlement in 1980 of this lawsuit, cdled the Brace decree, included a 10-year plan for
developing community resources and moving most of the approximately 300 residents out of Brandon
Training Schoal.

The settlement did not specificaly mandate the closure of Vermont's only gtate indtitution, but it
was not unexpected that achieving the mandated outcomes might well make total closure the logica next
step. Nearly 250 people moved into the community in 1979 and the early 1980s due to the state's
successful use of the Medicaid Home and Community Based Services (HCBS) waiver, which alowed
the gtate to develop sarvices in the community, in many cases usng employees who had been state
employees at the Brandon Training School. Vermont was one of the earlier states to utilize the HCBS
walver to move people out of state ingtitutions in a substantia concerted effort. But in the early 1980s
depopulation of Brandon stagnated, with a population on June 1984 (202 people) that was not
appreciably different than that of June 1989 (182 people).
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In 1989, the Divison of Mentd Retardation (now "Developmenta Services') drafted a plan that
outlined a rationde and plan to close Brandon. The Divison's plan was an effort to convince mgor
condituencies, induding the legidature, governor's office, families, ingtitution employees and union of the
economic and socid benefits of closing Brandon and to dicit commitments to that end. A key aspect of
the plan was expansion of the services provided to persons with DD by 10 community menta hedlth
organizations and 4 agencies serving only persons with DD. The infragtructure of regiond community
mental health and MR/DD agencies in Vermont were key to the ability to move nearly 200 people out
of Brandon over a period of dightly more than 4 years. Between June 1988 and June 1993 the number
of resdents at Brandon decreased from 186 to 31 and the number of people living in community
resdential settingsincreased from 381 to 701 (an increase of 84%).

A key to Vermont's success in the rapid depopulation of Brandon was the capacity and
commitment of its regiond service providers. These agencies not only subgtantialy expanded their
services, but aso accepted and developed the capacity to include Brandon residents with substantial
intellectud and other impairments (85% of whom in 1989 had savere or profound intellectud disabilities
and 51% of whom were reported to have "behavior disorders’). As part of the commitment to close
Brandon over a four-year period the divison began monthly meetings with regional agenciesto plan for
moving Brandon residents to the community. Individuds were identified and procedures set up to
ensure the nvolvement of the residents, their parents or guardians, loca agencies and sate staff in all
decisons regarding placement and trangtion. The saff of Brandon were aso encouraged to be
involved in the process. Together, the state and the menta retardation programs developed services
and funding that were individudized. Some people moved in with exiding families, often with former
Brandon employees with whom they dready had a relationship. Others found homes with nondisabled

companions. Reatively few moved into group homes.

In June 1993 Vermont had 48 residents in 8 communities ICFs-MR of 6 residents each. It had
137 people living in 24 daffed group settings. But the subgtantid maority of resdentid service
recipients were living in adult foster care settings (“ developmenta homes’) or in their own homes, often
with companion (housemate) support.
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In June 1993 as Brandon was in the final stages of closure, Vermont had the nation's lowest
average number of persons with DD per residentia setting (1.7). In the years that have followed, it has
retained that posdition by steadily lowering its average to 1.2. It has done so not only by completing the
closure of Brandon, but by steadily reducing the numbers of people in-group settings in the community.
In June 1999 only 7% (82) of Vermont's approximately 1,050 residential service recipients lived in
settings of 4 or more people and none lived in settings with more than 6 resdents. One state advocate
observed that “We ill have a lot to do, but one thing about Vermont is that we understand community
and agree that it’ simportant for everyone.”

The Role of Medicaid HCBS

By many different sandards Vermont is anationa trendsetter in community services for persons
with developmentd disgbilities. As just two examples, it has the highest percentage nationwide of
residential service recipients living in settings of 3 or fewer residents (Prouty & Lakin, 2000); and it is
ranked fourth nationdly in the rate of supported employment of people with MR/DD per 1,000 of state
population (Braddock et al., 2000). Vermont state agency, local agency leaders and advocates are
aware and proud of Vermont's comparative excdlence in the development of a community service
sysem. They publicize therr nationd sandings in their annua reports and in presentations.  But
Vermont's leadership is not only evident in the shift from congregate care to individudized service
modéls, it is aso evident in the infrastructure created to support that trangtion. For example, Vermont's
Criss Intervention Network, established in 1991 to replace functions of Brandon Training School to
support persons with chalenging behavior through a comprehensve datewide program of training,
consultation and crigis placements, has been a modd for other ates in developing an infrastructure to

support community servicesfor dl persons with DD.

The Medicad HCBS waiver is viewed as a primary insrument in mgor accomplishments of
Vermont. Vermont made mgor commitments in the 1990s to maximize Medicaid participation in its
sarvices to persons with DD, especidly through the Medicaid HCBS program. In Fiscal Year 1999 the
state computes that 98.2% of al Divison of Developmenta Services expenditures for persons with DD
were cost shared with Medicaid, 93.7% through the HCBS waiver and the remainder through ICF-
MR, targeted case management, clinic and other services. The only "unmatched" state-only funding is

10 227186



Final Report

for a program cdled a "Hexible Family Funding," which provides 550 families with children or adult
members with DD living a home with a smal grant (usudly about $1,200 per year) to be used a the
family's discretion to meet the needs of the family or the person with DD. Hexible Family Funding
(FFF) makes up about 1.8% of the DDS budget, adthough supports about 20% of all support
recipients.

Although Medicaid HCBS funding is dominant in Vermont's service system for persons with
DD and has doubled from FY 1993 to 1999 (from $28.6 million to $54.5 million), Vermont is relaively
conservative in its overall expenditures. It takes advantage of its federa Medicaid match of .62%, but is
congtrained by the economic redities that such arate reflects. Among the notable accomplishments of
Vermont in managing its HCBS waiver program has been an actual decrease in average per person
HCBS expenditures between 1993 and 1999 from $47,900 to $36,000 (FY expenditures divided by
end of year recipients). This has been accomplished primarily by increasing the use of less expensve
services and decreasing the use of more expensive services, and by increasing support of people in their

own homes. The reaults of this effort among residentia service settingsis shown in Table 1.

Table 1: Shifts Among Vermont’s Residential Types, 1993 to 1999

Type of June 1999 Number of People Served
Residential Service Average Cost 1993 1999 % Change
Supervised Apartment $12,550 140 183 +30.1%
Developmental Home 22,778 400 747 +82.6%
Group Home 49421 119 80 -32.8%
Staffed Apartment 70,506 30 19 -36.7%
ICF-MR 133,533 4 12 -77.8%
Total $25,175 752 1041 +38.4%

Expansion of HCBS

Like most dates, between 1993 and 1999 Vermont understood rapid expansion and
"waiverizing' of its community services sysem. During the period between June 1993 and June 1999
Vermont rapidly expanded its HCBS recipients from 598 to 1,540 (158% growth), still substantialy
less than the nationa average growth of 202%. The primary factor in the different rate of growth in

Vermont vs. other states was its earlier HCBS devel opment, which caused it to have an HCBS use rate
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of 101.9 recipients per 100,000 of state population by 1993 as compared with an average of 33.8
recipients per 100,000 nationally. In 1999 Vermont's HCBS use rate was the third highest in the
United States. At 259.3 per 100,000, this far exceeded the national average of 96.1 per 100,000. As
a result of Vermont's early and continued commitment to community service development and
maximizing Medicaid federd participation (FFP) in its services, its commitment to the identification and
expanson of cogt-effective modds of sarvice, and its development and financing of family support,
Vermont is able to maintain a system that has been generaly able to respond to the demands for
services placed on it. As a percentage of totd DD agency budget Vermont's family support funding
ranked ninth nationdly and its family support spending per $1,000 of the state's persona income ranked
fifth nationdly. These commitments to family support are viewed as an important ingredient to
Vermont's ahility to serve maximum numbers of people with the funding available from its legidature.
One indicator of the generd effectiveness of ther commitment is that while Vermont ranks high
nationdly in its totad Medicad service utilization (HCBS and ICF-MR service recipients per 100,000)
at 261.3 as compared with 139.3 nationdly, its total residentia service recipients are only 175.3 per
100,000 as compared with an average of 132.4 nationally.

PHILOSOPHY AND GOALS
Vermont's service system is based on and measures its success by clearly articulated sets of
principles, goas and objectives for its services.

Vermont Developmental Disabilities Act

Services to persons with developmenta disabilities in Vermont are authorized under and guided
by the Developmenta Disabilities Act of 1996 (DD Act of 1996). The DD Act of 1996 was
characterized as a document integrating efforts to incorporate grassroots participation and consensus
building of dl stakeholders into a document to guide statewide services. The Act establishesthat, "It is
the policy of the State of Vermont that each citizen with a developmentd disability shdl have the
following opportunities:

1. Toliveinasafe environment with respect and dignity.

2. Tolivewith family or inahomeof hisor her choice.
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To make choices which affect his or her life.

To attend neighborhood schooals, be employed and participate in activities to the extent that
this purpose is not construed to dter or extend rights or responshility of federd laws
relaing to specid education.

To have access to the community support and services that are available to other citizens.

(18 V.SA. S8721)

The DD Act of 1996 further Stipulates 12 principles that will govern services provided to

persons with developmenta disabilities under the auspices of the Department of Developmental and
Mentd Hedth Services (DDMHS) and its Division of Developmenta Services (DDS). These included:

1.

"Children's sarvices. Children, regardless of the severity of their disability, need families and
enduring reationships with adults in a nurturing home environment...  Children with
disabilities benefit by growing up in therr own families, families benefit by Staying together;
and communities benefit from the diversty that is provided when people with varying
abilities are included.

Adult services. Adults, regardiess of severity of ther disability, can make decisons for
themsdlves, can live in typicad homes and can contribute as citizens to the communities

where they live.

Full Information People with developmenta disabilities and their families need complete
information about the availability, choices and costs of services, how the decison making

process works and how to participate in that process.

Individual Support. To be effective and efficient, services mugt be individudized to the
capacities, needs and vaues of each individud.

Family Support. Effective family support services shdl be desgned and provided with
respect and responsiveness to the unique needs, strengths and culturd vaues of each family
and the family's expertise regarding its own needs.
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6. Meaningful choices. Effective sarvices shdl be flexible so they can be individudized to
support and accommodate persondized choices, values and needs and assure that each
recipient is directly involved in decisons that affect that person'slife.

7. Community participation. When people with disahilities are segregated from community life,
al Vermonters are diminished. Community participation is increased when people with
disabilities meet their everyday needs through resources available to dl members of the

community.

8. Employment. The goa of job support isto obtain and maintain paid employment in regular
employment settings.

9. Accesshility. Services must be geographicdly available so that people with developmenta

disabilities and their families are not required to move to gain access to needed services...

10. Hedth and Safety. The safety and hedlth of people with developmental disabilities is of

paramount concern.

11. Trained taff. All individuas who provide services to people with developmenta disabilities

and their families mugt recelve training...

12. Fscd integrity. Thefisca ability of the service system is dependent upon skillful and frugd
management and sufficient resources to meet the needs of Vermonters with developmental
dissbilities" (18 V.SA. S8724)

Beyond its contributions in law, gtate officids and advocates aso agree the Legidature has been
supportive of the development of community services for persons with DD. They note that such
services have been able to grow at a rate that has substantialy outpaced that of other programs in the
Agency of Human Services. They further observe that because these services are contracted to local
agencies for their ddivery, ther support has been advocated effectively with legidators within loca

communities by the local agencies that provide the services.

State Commitment to Community Services Access
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Vermont's commitment to people with developmentd disabilities having accessto servicesin the
community is strong and comprehensive in scope. It not only has eiminated the use of congregate care
settings for persons with DD with more than 6 residents and substantially reduced the number of people
in fadlities of 3-6 resdents, it attends carefully to people with DD in other types of inditutions.

Vermont has over the past decade reduced patient days of persons with DD in the Vermont
State (Psychiatric) Hospitd from an average 3,113 in 1989-1990 to an average of 1,095 in 1998-
1999. A magor factor in this accomplishment was the establishment of the Vermont Crigs Intervention
Network in 1991 (to be described later).

Vermont has also accomplished a steady decline in the number of persons with DD residing in
nursing Ecilities. State reports of nursing facility residents show a decrease from 100 to 56 in the
decade between June 1989 to June 1999 and a further reduction to 50 by the end of 1999. This
decrease is attributed to pre-admisson screening and diverson implemented as part of the dtate
PASAAR program and to the capacity to develop and support more individuaized community settings.
Vermont's placements in Medicaid certified nuraing facilities in June 1999 equaled 3.5% of dl Medicaid
long-term care placements of personswith DD. This compared with a nationa average of 6.5%.

Vermont even monitors the number of persons with DD who are incarcerated in correctiona
stings.  In September 1998 the date identified 6 inmates meeting its definition of DD in date
correctiond facilities, which gate officids suggest compares favorably (i.e,, is much lower) of nationa
estimates of 4% and higher. The difference was attributed to overdl low crime and incarceration rates
in Vermont and to a mandated diverson program which places in custody of the Department persons
viewed as a danger to others but not competent to stand trid. Recently there have been approximately
10-15 peoplein that gatus.

STATE ADMINSTRATION OF HCBS

As noted there is essentidly no digtinction between services for persons with DD in Vermont
and the services financed by Medicaid. The Agency of Human Services is Vermont's single date
agency for Medicaid programs. The Department of Developmentd and Menta Hedlth Services and
specificaly the Department's Division of Developmental Services manages al operationd aspects of the
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HCBS program, including developing rules and regulations and establishing and operating payments
within guiddines established by the DD Act of 1996 and federd rules. Certain investigative roles fdl
within the scope of agencies such as the Attorney Generd, but for the most part the Divison manages
the HCBS program, including the interactions with the HCFA Regiond Office officias independently, as
the programmatically responsible component of the Department of Developmenta and Mental Hedlth
Services.

Sate officids indicate that they have a very positive relationship with the Regiond Office and
have found gaff in the Regiond Office very helpful and supportive of innovations pursued by VVermont.
They indicate that there seems to be a shared sense of pride in what Vermont and other states in the
Region have accomplished and in the role of the Medicaid HCBS program in those accomplishments.

Organizational Chart of the State HCBS Administration

The organizationd chart in Figure 1 shows the organization of Vermont's HCBS program
adminigration. It is the same as would be shown for any DDS services, since with the exception of
date financed "Hexible Family Funding” (the state Family Subsidy program), 2 smdl ICFs-MR, and

targeted case management, Vermont's services for persons with DD are financed as HCBS.
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Figure 1: Vermont HCBS Organizational Chart
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Lead HCBS Agency: Division of Developmental Services (DDS)

Vermont's Divison of Devdopmenta Services has respongbility for planning, administering,

monitoring and evauating al HCBS for persons with DD. It provides guardianship services for

individuas under court-ordered protective services, from 8 regiona offices with 21 guardianship

Specididts.

It selects, reviews and regpproves the 10 non-profit entities with which it contracts to

adminigter the DDS program on aregiond basis.

The Devdopmentad Disabilities Act of 1996, within the funding dlocated and priorities

established in collaboration with the " State Standing Committeg” requires DDS to:

1

Promote the principles of. . . the DD Act. . . collaborating and consulting with people, their

families, guardians, service providers and others.

Develop and maintain an equitable and efficiently alocated statewide systlem of community-
based services that reflect the choices and needs of people.

Acquire and administer funding for these services and identify needed resources and
legidation.

Establish a statewide procedure for applying for services.

Facilitate or provide pre-service training and technical assstance to service providers

consstent with the system of care plan.

Provide qudity assessment and qudity improvement support for services provided
throughout the state.

Encourage the establishment and development of localy administered and controlled non
profit services based on the specific needs of individuds and ther families.

Promote and facilitate participation by people and their families in activities and choices that
affect ther lives and in desgning services that reflect their unique needs, strengths and

culturd vaues.

Promote positive images and public awareness of people and their families.
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10. Certify servicesthat are paid for by the Department.

11. Edablish a procedure for investigation and resolution of complaints regarding the availability,

quaity and responsiveness of services provided.

In specificaly defining its adminidrative responghilities, the DDS has sought to reduce the
overdl administrative expenditures incurred in ddivering HCBS. It points with pride to an overdl
reduction of 26% in the proportion of total expenditures for persons with DD that are incurred as
adminidrative expenditures (from 11.7% to 8.6%). It notes that the primary factor in this
accomplishment was the limited growth in adminigtrative expenditures as total service expenditures grew
by 90%. State officids and locd agency directors point specificdly to successful efforts on the part of
agencies to control adminigtrative expenditures, including 3 separate agencies that created an entity to
consolidate and manage their individua business functions.

In carrying the programmatic and administretive responsibilities of HCBS, DDS depends on a
highly decentrdized network of non-profit regiond entities with which it contracts for mgor
adminidrative roles. It maintains a relativdly smdl centrd office daff (even for a amdl date). A
subgtantia maority of the state employees are engaged in implementing the HCBS program and its
gods in roles that fdl into one of two categories: 1) Guardianship Service Specidigts (GSS) and 2)
Community Alternatives Specidists (CAS). In addition to their specific roles, team leaders of the GSS
and CAS cadres are also part of the DSS leadership team, bringing street leved redlities to the weekly
adminidrative meetings.

Guardianship Services. In Vermont 21 Guardianship Services Specidigts (GSS) are assigned
to gpproximately 550 individuas who are under court-ordered protective services. The mgority of the
individuals under public guardianship are adults who were once residents of the Brandon Training
School and include about haf of Vermont's residentid service recipients. Typicaly the recipients of
guardianship have limited involvement of family members in ther lives. The role of the guardians is to
assure ongoing monitoring of the wdl-being of individuds including persond home vidts a least monthly.
Guardians participate in the development of individua support plans, advocate for needed services,
address issues rdated to qudity of life and assure that the rights granted in the DD Act of 1996 are
repected by the individuals and agencies providing services. These rights include that people will 1) be
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free from aversive procedures and treatments; 2) have their right to privacy, dignity, confidentidity and
humane care; 3) to be able to associate with people of both genders; 4) to have privacy in and access
to ones primary mode and language of communication; and, 5) to be free of retdiation for exercised
rights.

Conversations with service providers, guardians and state personnd working at the community
leve indicated that there is congderable acceptance and confidence in the guardianship specidists. The
relatively modest “casdoads’ of 30 (dthough of concern for their size in Vermont) permit serious
attention to the respongbilities given. Among people interviewed there was a sense that the GSS were
srongly committed, knowledgeable and demanding of gppropriate person-centered service provision.
Their employment by the state was not generaly viewed as a conflict of interest snce services are
provided through a network of norprofit organizations. It was further suggested that there are benefits
to the guardians being state employees because of the perception (and the redlity) of communication
between guardians and state employees who operate more directly in regulatory areas. Of the people
interviewed guardians seemed mogt likely to express concerns about the extent to which services were
able to be developed and support providers found that could adequately meet the specific needs and
desires of people and the hopes that their guardians had for them. In Vermont there is a feding that for
the approximately 550 people under public guardianship, guardians play an important role in quaity
assurance and service development. It was also observed that their presence within the operations of

agencies influences services more broadly than for just those persons under the guardianship.

Community Alternatives Specialist (CAS). Vermont employs individuas and contracts with
othersto carry out the roles of Community Alternative Specidigs (CAS). These individuals are divided
into 2 “teams’ (“Blue’ and “Red”), each with ateam leader. Each team shares a common role within
different regions of the Sate assgned to it. That role entails both quaity assurance review and ongoing
training and technical assstance in essentia areas of HCBS performance. Each team hasa specidid in:
a) adult services, b) sarvices to children, ¢) training, d) nurang, €) employment and f) housing (a
contracted postion shared between the two teams). In addition to roles in various quality assurance
functions, providing technicad assstance to agencies and in providing state personnel training of direct
support staff each CAS serves as a direct liaison between the state and one or more designated
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agencies and certified service providers in Vermont. The CAS personne have demanding roles of
centrd importance within the sysem. Persons fulfilling this role seemed highly skilled, committed and
were held in positive regard by members of the organizations to which they are assigned. CASs have
subgtantia practica experience in the field broadly and within their own specidty aress. It is notable
that CASs are sdlected for competence rather than credentids, with some members substituting
extensve successful experience in service provison and applied training for college degrees in related

fidds.
State Program Standing Committee

Vermont's adminigtrative rules for the DDMHS require a“ State Program Standing Committeg”
for each of the three primary populations served by the Department of Developmenta and Mentd
Hedth Services, induding “developmentd disabilities” With the issuance of these rules in September
1998 the previoudy exising Developmenta Disabilities Advisory Board undertook the respongbhilities
of the State Program Standing Committee (SPSC) for DDS programs. The SPSC is by rule made up
of amgjority of persons with developmentd disabilities and family members gppointed by the Governor.
Its functions are primarily advisory, but include: @) providing input to the Commissioner of DDMHS on
the appointment and performance of the Director of DDS, b) reviewing the various sources of
information on the peformance of the sysems of services for people with DD and providing
recommendations based on that informeation; ¢) participating in the development of an annua State
System of Care Plan update and triennia new System of Care Plan; d) reviewing the use of resources
and service ddivery within the sate in relaionship to the State System Plan of Care and the principles,
gods and objectives articulated for services to persons with MR/RC.

State System of Care Plan

The State System of Care Plan (SSCP) is updated annualy by the DDS to guide administrators
on the gate and regiond level in the use of exiging and new financid resources. The SSPC is
developed by the Divison with advice from the State Standing Committee guided by review of loca
Sysem of Care Plans developed by regiond adminidtrative and service providing agencies and locd
ganding committees. The SSCP development is dso informed by open public forums. The System of

Care Plan is rewritten every three years with annua review and updates. It provides both generd rules
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to govern continuity of services and to establish priorities for the development of new services and
enrollment of new service providers. Among examples of genera rules established in the current SSPC

are that;

1. “All State Plan Medicaid Services must be explored and accessed before providing funding
with aMedicaid Waiver ...,

2. “All rdevant generic and community resources are evauated prior to usng new or existing

casdload (DDS) dollarsfor waiver services,”

3. “Payments to spouses, parents, step-parents and guardians are not alowed under the
Medicad Waiver. Paymentsto other family members are dlowed;”

4. “The minimum age requirement for individuals paid with waiver fundsis 18, unless there are
extenuating circumgtances....” And

5. Infrastructure costs for services such as psychiatric and facilitated communication are
charged to the individuals who use these services. Codts for broader-based services such
as criss, respite beds, or the Vermont Crisis Intervention Network (VCIN) are spread
overal consumers wavers” The State Plan aso provides non-funding recommendations

for agencies regarding desired directionsin Vermont’s evolution of service ddivery.

The most important role of the State System of Care Plan is to establish criteria for the use of
previoudy available and newly appropriated public funds. In fiscd year 2001, dl DDMHS received an
increase of over 10 million dallars or 9.5% of the previous year's budget. Of this, 2.6 million dollars
was earmarked by the Legidature as a5.7% cost of living increase for direct support professonas. Of
the new funds avallable for persons entering the service system, the SSCP established “caseload”
priorities for: @ preventing abuse, neglect or explaitation, b) preventing menta or physical regression, ¢)
keeping a child in the family home, d) supporting people who have lost primary support through degth
or illness, € preventing homedessness, f) preventing job loss, f) preventing or ending inditutiona
placements, g) dlowing people to become independent of DDS within 2 years, and h) supporting for
whom the Department has specific legd respongbility (i.e, offenders with mentd retardation and
PASARR referrds).  Persons categoricaly digible for services (based on diagnoses of mentd
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retardation or pervasve developmenta disorder), but not meeting the caseload priorities are not served
until those who do meet the priorities have been (i.e, given insufficient resources to serve dl digible
people, they are placed on waiting lists of indefinite duration).

Designated Agencies

One of the most important roles in the ddivery of servicesin Vermont is that of the “Desgnated
Agency.” In Vermont the DDMHS/DDS is responsible for the “designation” of a non-profit agency to
administer servicesin each of 10 geographic regions. Agencies are “designated” for a period of upto 4
years according to a process and criteria established in the State's “ Adminidrative Rules on Agency
Designation” (effective September 1998). The role of the designated agency is to receive and manage
financid resources for the individuas digible for sarvicesinits regiona catchment area and to insure that
needed services are available and provided according to the stat€'s regulations, established principles,
gods and objectives, and in congruence with the prioritiesin the state System of Care Plan.

The Desgnated Agencies in Vermont are rdatively large and bng-standing service providers
(mogt are the designated agency for at least one other DDMHS target population as well). Technicaly
the process and criteria of designating an agency as the management entity for a region and certifying
agencies as sarvice providers are separate processes.  But, in addition to their service management
roles, designated agencies provide direct services to the vast mgority of HCBS recipients in Vermont

and they are the largest service providersin their respective regions.

The procedures and criteria for agency designation are new in Vermont with the first forma
“redesignation reviews’ to occur shortly. Observers are pogtive about the implementation of formal
reviews of the traditiond, established service providers that were selected to operate as designated
agencies. While stakeholders express a variety of opinions about the relative capacity and commitment
of the different DAs to deliver on the principles, gods and objectives established for services in
Vermont, there seems little expectation that the process will lead to any current DASs being replaced.
But there is dso a sense that in cresting standards for the designated agencies for the administration of
sarvices, the gate has achieved important specifications of the roles, responghilities, organization and

oversight of the DAsthat can serve as afoundation to quality control and enhancement.
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It was noted by two designated agency adminigtrators that they were in favor of the process as
it makes the expectations of date clearer s0 that adminigtrators can feed more confident that ther
practices are in dignment with dtate expectations and standards. There seems to be substantia
agreement, including among DA executives, that “designation” should not be assumed, is not deserved
amply because the agency has “dways been there” and that the redesignation process was in part
motivated by perceived problems in adminidration and/or service qudity. A date-level advocate
summarized the vaue of the desgnation process as follows “There is a lot of varigbility between
[among] designated agencies because they existed before there was any template for what they were
supposed to do. There are still differences, but now they know what they are supposed to do and that

someone will check to seeif they are doing it.”

Roles and Responsibilities. The Dedgnated Agencies have a number of roles and

respongbilities. Theseinclude:

1. assuring consumer and family involvement through representation in management and
advisory roles, monitoring of satisfaction with services, providing for participation with
sarvices, providing for participation in activities related to service quality and guaranteeing
participation in individua service planning;

2. gahering and managing data that related to and measure the outcomes of services provided

by or contracted by the designated agency and that account for billings and expenditures for

those services;

3. asuring that a full range of sarvices is avalable within the desgnated region including
information and referrd, eigibility determination, plan of care development, development of

needed services and provision of services requested;
4. assessing and improving the qudity of the services provided by the designated agency and
its contractors, including forma quaity assessment procedures, Saff recruitment and training

processes, and safety protections; and

5. saving as a quas-date entity with established roles in the state management of services,
including development of a “Loca System of Care Plan” to inform the State System of Care
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Plan, adminigtering contracts with, “non-designated” service providers, to work with CASs and

other date officias to identify system needs for new or improved services or service supports.

Organizational Management. Vermont's Dedgnated Agencies (DA) are traditiond
grassroots, non-profit community service agencies that served their current catchment areas prior to the
implementation of the HCBS program. Catchment areas served include one to three counties. Most
DAs were origindly community menta heelth programs that absorbed community services for persons
with DD as dternatives to inditutional care were etablished. Today services for persons with DD
condtitute over hdf the total budgets of DAS, dthough not necessarily hdf their total clientele. Asnort
profit organizations DAs are governed by a Board of Directors and managed by an Executive Director.
The responsihilities of the Board, in addition to those rdated to its non-profit role, are specified in
regulations to include among other things to @ assure the DA is successful in its responghility in
developing sufficient service capacity in the region; b) oversee the DA’s commitment to assessng and
improving the quality of services in the region; and ¢) successfully carrying out the fiscd management
roles given the DA by the state. 1t should be noted that the Boards serve as directors of organizations
that serve as a DAs for more than one population. For example, 9 of the 10 DAs for services to
persons with DD aso serve as DAS for adult and children’s mentd hedlth services. By date Satute,
Boards of Directors are required to maintain a mgority membership of people digible for services and
their families. Organizations report that when they dso serve as DAs for services to other populations,
program functions within the organization are operationdly discrete. But the fact that Boards must
nonetheless attend to programs across multiple population groups led to imposition in the administrative
and planning role focused specificaly on developmentd disabilities (see “Program Standing Committees
below).

Agency Program Standing Committee. In addition to a Board of Directors DAs aso have an
“Agency Program Standing Committee” Advocates and dtate officids involved in developing the DD
Act of 1996 and the resulting regulations congdered it important that evaluation and planning of regiona
policy and sarvices should be guided by an adminidrative entity that had mgority membership of
persons with DD or their family members. Because DA’s are typicdly community organizations that
serve the DA function with more than one of the DDMHS populations, obvioudy mgority membership
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of representatives of any one population is not attainable. The Agency Program Standing Committee
was required in regulation to assure “majority representation” on a policy and planning committee

intended to guide the adminigtration, priorities and qudity of servicesin each region.

The Agency Program Standing Committee is required in regulation to &) advise on program
management, b) evauate service qudity and consumer complaints, ¢) review resource dlocation,
service development and operation, d) review and recommend agency policy and €) participate (with
the Board of Directors) in the developmenta and implementation of the Loca System of Care Plan.

The role and respongihilities of the Agency Program Standing Committee and its overlap with
traditional as well as regulatory Board of Director functions is a source of both confusion and concern
among DA Executive Directors and certain Sate staff members. In some regions Standing Committees
have yet to identify specific activities and roles for members. One Agency Program Standing
Committee member noted, that his particdar Committee has yet to have sufficient attendance a a
meseting to establish a quorum whereby officid decisons about such activities and roles could be
underteken. A DA executive director summarized the present Stuation as, “We are ill figuring out
what it isand how it works, but we ve got to get it together soon to develop athree-year plan.” A date
officid agreed, observing that, “ Standing Committees are struggling. We are currently reexamining the
role of locd standing committees. We have found that most have yet to make the connections with

consumers and families that was expected.”

Local System Plan of Care. One of the responghilities of the Designated Agencies is to
develop a plan that identifies needs and proposes means to address gaps and inadequacies of services
in the region served. These plans must be newly developed every three years, but are required to be
updated annually. Aress addressed include qudity and comprehensiveness of loca services, locd
needs, gaps between needs and avallable services, training needs, relaed issues of relevance to
achieving the stat€'s gods and objectives for services to persons with DD in the region. Copies of
Locd System of Care Plans are submitted to the state both to document loca planning and as a means
of informing the developing and updating of the State System of Care Plan. Regulations specify that
loca System of Care Plans must be based on information obtained from consumers, family members,

guardians and other relevant private and governmenta organizationsin their region.
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Locd system of care planning remains an evolving processin Vermont. There remain questions
about the specific roles of different entities in the process especidly between the DA’s Board of
Directors and Locd Steering Committee, but also with regard to other issues such as the use of the
plans submitted by the independent “ Specidized Service Agencies’ as they bear on planning within the
region they serve. Designated Agency executives aso note that they are unaware of how Loca System
of Care Plan findings are integrated into the State System of Care Plan.  Findly, after reviewing a
number of systems of care plans it is not clear how and to what extent procedures have been
implemented to assure that plans are “basad on information obtained consumers, families and guardians
and other relevant... organizations” The expectations in this regard do not seem clear given the wide
range of state level interviews and questionnaires and data collection involving these groups, and given
that the State requested that agency-wide consumer satisfaction surveys be suspended in favor of a
Satewide efforts to measure satisfaction.

It should be noted that in addition to their role as “designated agencies’ the locd entities serving
as DAs in their region are dso the primary service providers. That particular role and its relationship
with the DA will be presented subsequently.

SERVICE ELIGIBILITY, PRIORITIES AND FUNDING

With the passage of Vermont's Developmenta Disabilities Act of 1996, the “Divison of Mentd
Retardation” was formally redesignated as the “Division of Developmenta Services” and its target was
redesgnated as persons with “developmenta disability.” In redity, however, the interest among
advocates that the members and range of disabilities of persons digible for services be substantidly
dtered as part of this redesignation was only partidly redized due to resistance in the Governor’s office
to changes in operationd definitions with potentialy sgnificant implications for service demand and
expenditures.

Eligibility Standard. Vermont's operationa definition of “devedopmentd disgbility” is
subgtantidly more redrictive and conditiontbased than the federd government’s definition of
developmental dsabilities (or even for that matter the condition ligts typicaly associated with “related
conditions’). Specificdly in Vermont's DD Act of 1996 “developmentd disability means menta
retardation, autism or pervasive developmenta disorder” (PDD) with onset before age 18 and resulting
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in “severe deficits in adgptive behavior.” (Regulaions subgtitute “subgtantid” for “severe’ in the
specification of required leve of deficit in adaptive behavior as in acoepted dinica definitions of mentd
retardation.) Infantile autism is by far the most common differentia diagnoses under the PDD category.
In the DSM 11 the differentiation between “infantile autism” and “pervasve developmentd disorder,
childhood onsst” was diminaed, so that in common usage Vermont’s DDS program serves persons
with menta retardation and autism (abeit with the dightly broader categorization autistic features
subsumed under PDD). Although the prevaence of PDD is lower than that of mentd retardation, asin
other states, Vermont’s identified prevalence of PDD has been increasing steadily, and as a result the
expanson of digibility to people with PDD in 1997 presented Vermont with greater than anticipated
demand for service. The date has committed a subgtantid share of its recent funding increases to
meseting the needs of people entering the system because of the PDD target group expanson with
earmarked dollars, athough by most estimates a substantia mgority of persons meseting the criteria of
PDD aso meet the diagnogtic criteria of menta retardation.

“Regulations Implementing the Developmentd Disabilities Act of 1996” issued in July 1998
oecify separate criteria for edtablishing a diagnogtic determination of conditions condtituting
“developmentd disabilities’ for young children and for school age children/adults. These criteriainclude
diagnosis by licensad psychologists or psychiatrists whether qudifying by menta retardation or PDD.
School age children and adults must dso be determined to have adaptive behavior limitations two or

more standard deviations below a normditive sample of age peers.

Absence of Entitlement. The DD Act of 1996 was clear that Vermont “does not provide an
entitlement to sarvices’ based soldy on digibility. It explains that, “The law does not guarantee support
or services to al people who want or need them. Resources are limited to the funding provided each
year by the Legidature. Each year the System of Care Plan will describe what funding and services will
get dtate support.”  Although each regiona Designated Agency mantains a waiting list of people
determined to be digible for and desrous of HCBS services, unless individuds meet the specific
casdload priorities established in the State System of Care Plan access to services will be denied. It
should be that state Medicaid plan services, targeted case management and information and referral
sarvices are generdly avalable to persons who meet HCBS digibility, but not funding priorities. In
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addition to their role in HCBS, the DAs typicdly serve as coordinator of these services (eg., persona
care for children) and as a source of connection, advice, planning and monitoring of changing individud

circumstances and system priorities that may make people digible for HCBS.

Caseload Priorities. Asidentified in the current State System of Care Plan (effective for FY
2001) the HCBS-€ligible people who will receive priority for new resource dlocations (i.e., the people
who will be permitted to enter the HCBS program) are:

adults for whom HCBS can prevent abuse, neglect or exploitation or jeopardy of hedth and/or
safety

children or adults for whom HCBS can prevent menta or physica regression

children for whom HCBS can prevent an out- of-home placement

adults for whom HCBS can prevent homel essness

adults who have experienced desth or loss of primary caregivers

young adults aging out of Socid and Rehabilitation who need ongoing services

individuals who need assstance to maintain ajob

children or adults for whom HCBS can prevent or end inditutiondization in psychiatric, nurang or
out-of- gate resdentid facilities

adults for whom HCBS can yield a move to independence or minimal support from DDS-financed

services within two years

adults who are committed to the custody of the DDMHS Commissoner under the date's

commitment statute for offenders with menta retardation

children and adults who need sarvices as required in OBRA’s 87 nurang facility reforms

Each year DDS goes through the process of reassessing priorities asit updates the State System
of Care Plan. Desgnated Agencies are dso respongible for monitoring changes in priorities to assure
that people currently on waiting lists, but who may be included in new priorities are provided access to
HCBS.
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The priority setting mechanism is intended to insure that within the foundetion “given,” the prior
authorization of total spending by the Legidature, rationd and objective decisions can be made about
which HCBS digible persons will and which will not be served. One dtate advocate observed, “Thisis
acrigs sysem. People don't get in because they are eligible or because they need help. They get in
when something bad will hgppen to them if they don't get in.” In thisregard the Ste visit team could not
help being impressed with the number of adults they met during the visit who showed the remarkable
effects of high quality, committed support through HCBS (and who were presumably chosen because
they exemplified those remarkable effects), who would not have had access to those sarvices if they

needed to regpply under the eigibility standards and casdoad priorities that currently exist.
Funding Approach

Virtudly al funding for HCBS (i.e., community services) in Vermont is managed within capped
annual budgets provided to Designated Agencies for the purposes of providing services to persons with
DD within the regions for which they are responsble (and to a much smdler extent 4 Specidized
Service Agencies which existed prior to the creation of regulations governing DAS). The base amount
available for serving “current casdoad” is based on the previous year dlocation plus any designated
adjustments, including notably for FY 2001 a5.7% cost of living increase designated by the Legidature
to go primarily to the individuas providing direct support. In addition to the adjusted funding for existing
HCBS recipients, the gate provides additiond funding for persons recommended for entry into the
program by DAs based on digibility for HCBS, meeting of current priorities and te insufficiency of
Medicaid state plan or other support systems to offer the needed types and/or levels of support.

The actua funding dlocated by the state for new service recipients is added to the existing
budget of the Designated Agency. The amount provided is determined by the estimated cost of
providing the needed services through the development and pricing of an individua draft budget. The
draft budgets are approved a the Designated Agency level by aloca funding committee that is made up
of agency dtaff and management, and depending on the DA, sometimes family members and outsde
community members. The draft budgets for individuas are then trandated into one of 10 flat rates (i.e,
the one closest to the draft budget amount) that range from $7,191 per year to $71,376 per year. In
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necessary circumstances higher rates are based on unique individua needs. These rates are then added

to the overal budgets of the DAs for the provision and/or purchase of service.

Individual budgets are used to establish rates, and annually service providers are alocated a
capped leved of funding equd to the total of dl individua budgets for their service recipients. At least
once each year, Desgnated Agencies review dl individua budgets in comparison to the periodic needs
assessment and make changes in the budget based on changes in individual needs. Based on this
assessment some individua budgets increased from the previous year, and some decreased. The
Designated Agencies (DA) dso have the flexibility during the fiscal year to make adjusments to the
budgets, in consultation with the individua families and guardians affected as changes occur. The Sate
has maintained this as an expectation within the State System of Care Plan with loca management of
funding so that al current resources are used for the increased needs of existing service recipients, prior
to accessing new casdoad funds. The state requires that each DA and SSA submit a revised HCBS
waver readshest monthly, outlining changes to individud budgets. The date then approves
corresponding changes to the hilling rates. State and DA officias consder this approach to offer

beneficia flexibility in the use of resources to purchase of services and supports.

This approach is rot without questions however. There are questions raised about whether
there is consstency in the budgets developed by the loca budget committees of DAS region to region.
Some members have requested that the state association of service provider organizations identify ways
that this issue could be studied. There were dso concerns articulated about whether the loca budget
committees are relaively more generous in drafting budgets for people who are to be served by the DA
than they are for persons who are to be served by non-DA agencies or by people who which to sef-
manage their services. One non-DA agency director observed that she feds there is considerable
“tenson” around the budget setting process and that for her “an objective rate determination process’
(involving objective assessment of people' s skills and needs in physicd, functiond, behaviord and hedlth
areas and their circumstances with respect to available support and other needs)... “would redly be

gppeding.”
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SERVICE PROVIDERS AND SERVICES

One of the mogt sdient characteridtics of the Vermont service system is it regionaization of
service ddivery resources and responsbilities. Most services in Vermont are provided by service
“ams’ of the organizations that dso serve as designated agencies, including their “ developmentd home’
contractors. A small number of other agencies aso serve people with DD in Vermont. In dl there are
16 certified HCBS (community service) providers in Vermont. Ten of the organizations dso serve as
DAs, 4 are recognized as “ Specidized Service Agencies’ (which operate with direct sate funding) and
2 are certified agencies from which DAs purchase services for members of their “casdoad.” Each of

these agencies must be certified as a service provider to provide DDS-financid services.
Certified Service Providers

The Developmenta Disabilities Act of 1996 required that the DDMHS services establish
gtandards and processes for the certification of different programs of support provided by agencies
receiving funding through the state€ s HCBS program. The certification of services is a process different
from the “designation” of an agency as the quasi-public adminidrative entity for aregion of Vermont.
All designated agencies are, however, certified as service providers for persons with DD and in each

region and the sate as awhole are by far the primary providers of HCBS.

One or more certifications are available to agencies in the areas of: 1) homes supports, 2)
community/socia supports, 3) work supports, 4) support coordination, 5) family support and 6) criss
support.

Certifications are issued for periods of one to three years. Longer certifications are provided to
agencies viewed as outstanding in their achievement of certification standards and resporsivenessto the
correction of deficiencies and attention to recommendations. Probationary certifications can be given to
new providers or to agencies viewed as faling subgtantidly short of certification criteria. Decertification
are aso provided should agencies show inadequate attention to standards or insufficient efforts to make
expected improvements. Decertification is aso a posshbility if agencies knowingly endanger peopl€'s
hedth or safety, violate ther rights or engage in fdlacious financid or other reporting. (The content of

the annual review is described under Qudity Assurance.)
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Designated Agencies as Service Providers. As noted in addition to their quas-public
management of resources alocated for services in ther respective regions, the designated agencies
(under the officid DA name or another name given the service program) are the primary service
providers in Vermont. For the most part in this role they operate in a traditional manner established
before the development of the HCBS program.

Among the responsbilities of the DA is to asss people in understanding options available to
them, including their choices of service providers. The DA must aso assure that a least one service
provider (including itsdlf) is available to provide services needed by each individud receiving servicesin
the region. Because often DASs are both the unit responsible for explaining to people ther options and
choices and an agency with subgtantid interest in the choice, there is expressed concern about the
independence of the information people receive and the support they receive to make non-traditiond
demands. Also because the DA is often the only certified provider for an individua service or tota
sarvice “package’ in parts of Vermont, the extent to which sufficient choice can be said to exist is aso
guestioned. In parts of Vermont where only one agency exigts, choice was often expressed as
something different than choice of provider. It is often thought of as choice from among the different
gaff and developmental home contractors within the service boundary of the only available agency.
Under these circumstances it was not surprising to find advocates who fdt that “monopoly by providers
isamgor chdlenge” The chdlenge was mogt often expressed as alack of incentive to be responsive
to changing times in generd or to individud desires. One advocate explained that “the system is il
controlled by agencies founded a long time ago on an “expert model.” It's hard to promote change
among agencies that have never thought that way or they have no need to think differently. Another
respondent noted that “sometimes people fed fear of retdiation if they are criticized snce there redly is

no where else to go and if there was, the DA decides who would talk with you.”

Contracted services. In addition to services provided by their own gtaff, DA’s also contract
savices. In fact, most resdentid services in Vermont are services that are contracted independent
“developmenta home” providers. Contracted service providers are not themselves certified but operate
under the certification and associated rules of the certified entity. By contracting with independent
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resdentid service providers outsde the agency, the DA is abdle to offer some levd of choice in thar

direct service providers.

Specialized Service Agencies. In addition to the 10 Designated Agencies that aso function
as sarvice providers, Vermont has 4 additional agencies that have been given the status of Specidized
Services Agency (SSA). SSAs are agencies that can be designated as such ether because of its
specific sarvices or because they pre-dated the shift to the designated agencies as regiond
adminidrative entities. SSAs retain autonomy from the DA entity with the funding and oversight coming
directly from the DDS. Like the service providing components of the DAs the SSAs must aso be
certified.

Other Certified Agencies. Vermont has two certified agencies that are neither DAs or SSA.
The independent service providers receive their clientele and their funding in contracts from the DAs. It
is an expressed interest of certain date officias and advocates that the number of non-DA certified
agencies will grow in Vermont to offer grester choice and variety in the types and qudity of avalable
sarvice. There is, however, concern that for these new agencies to develop, DAs must support them
through purchase of service. There are advocates who doubt that dl DAs will willingly nurture their

own competition.
Self-Determination/Self Advocacy

Consumer/Family Service Management. In addition to agency ddlivered and contracted
sarvices, Vermonters aso have an option of recruiting their own support providers and managing their
own sarvices and budgets. To asss in that process an Intermediary Service Organization (1SO) has
been avalable to support individuasfamilies sdecting the option snce July 1999. Information
sessongltraining has been provided around the gate to inform service recipients of the option. In
Vermont “sdf-directed service options’ gppear to be imbedded in a comprehensive focus on sdlf-
determination that dso includes @ promoting, training and support of self-advocacy, b) increasing
consumer understanding and active engagement in service planning and development of “Individud
Support Agreements’ (ISA) and ¢) promotion of a culture of sdlf-determination in publications and
presentations for consumers and in goas and objectives for agency reviews. In interviews service users

described a number of activities that were added to their lives as aresult of being encouraged to use the
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ISA as a process to make their life the way they wanted it (e.g., by replacing a diet with a membership
in ahedth club).

Vermont Peer Support Network.

Vermont has made both a philosophical and financid commitment to increesng Hf-
determination through both individua and collective empowerment. Activities have been supported by a
Robert Wood Johnson Self-Determination Project Grant but have extended beyond the specific project
with support of consumer empowerment evident in other state and locdl initiatives. Advocates and
family members were very supportive of efforts to better inform parents and consumers of their options
and encouraged continued development of them. As one advocate observed, “Agencies do have
different incentives than families when it comes to changing the way things are done. | don’'t mean to be
critica of providers, but it is important to be redigtic. Providers have good reasons not to stress the
sdf-determination options.” Although not technicaly a service, the Vermont Peer Support Network isa
patidly sate funded and state supported program to promote a culture of sdf-determination and
consumer involvement in the evolution of servicesin Vermont. The state DDS, advocacy organi zations,
sarvice providers and others have made a substantiad commitment to building an organized sdf-
advocacy movement in Vermont. The statewide Vermont Peer Support Network is a key component
of thisinitiative. By the relative standards of other states it has a remarkable number of members, equa
to about one-sixth of al DDS sarvice recipients. Its program includes a grants program for loca
devdopment and individua opportunity, quarterly 1TV meetings, datewide meeting, leadership
development and organized commitment to political advocacy on behaf of persons with disabilities and
issues of importance to them. Throughout the state, State officids, advocates, service providers and
others noted the important roles that sdlf-advocates played in the previous legid ative session advocating
on behdf of direct support personne and the needs to make a supplementa budgetary commitment to
achieve needed cogt of living increments in their pay. Sdf-advocates spoke with awareness and pride

of their role and success.
HCBS Services

As noted previoudy, the date office of the Divison of Developmenta Disabilities maintains

respongbilities for overal system design, service and definitions and establishment and maintenance of
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quaity standards and monitoring. In establishing service categories to be included in its HCBS program
(which other than gate-funded family cash subdgdies, two community ICFsMR and limited date
Medicaid plan services conditute dl state services for persons with DD), Vermont has received
goprova for a remarkably sreamlined set of three HCBS services. These include: 1) service

coordination, 2) flexible supports (habilitation) and 3) work supports.

Service Coordination. Service coordination is defined as a support that asssts individuals and
families in gaining access to needed sarvices irrepective of their funding source and that monitors the
ongoing provision of services in the persons plan of care. In Vermont service coordinators usualy work
within the same agency that provides the resdentid, day and/or family supports received by the
individua. There are, of course, critics of a system in which most people receive al services, including
service coordination from the same agency. They note the lack of exposure to other systems or
services when coordinating is “indde’ the organization (Limited Verson). But the Ste vigt team dso
heard stories of remarkable levels of dedication on the part of service coordinators to assst people
through difficult periods of ther life and dso of mgor organizationa efforts on behdf of people that
were motivated by the efforts and commitments of individua service coordinators.

Given the organization of service coordingtion in Vermont it is hard to imagine that there are not
proponents of increased independence of service coordination.  Proponents of independent service
coordination note that there is growing interest, but little development in this area. But proponents aso
recognize that the integrated, agency-based role affords people with one of the lowest consumer-to-
service coordinator ratios in the United States (about 12:1), and the flexibility for service coordinators to
fill necessary roles in people's lives (from subditute respite care provider to counsdlor), and the
integration to advocate within the agency on behdf of the individud. It is aso observed that by having
service coordinators integrated into large agencies serving multiple populations, service coordinators
often have access to menta hedlth services or services for aging individuds that would be much harder
for independent service coordinators to access. Vermont also has a targeted case management program
for people not meeting the state's priorities for HCBS.  In June 1999 there were 38 HCBS digible, but

non-priority (waiting list) recipients of targeted case management.
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Flexible Supports. Flexible supportsisabroad service category approved by HCFA in 1998
to encompass a wide range of possible supports for HCBS recipients, including persond support in the
home and community, trangportetion, therapies, criss services, environmenta modifications and
equipment and any other support other than service coordination and supported employment included in
the individuas plan of care. Fexible supports are provided through certified agencies with certification
in areas including: 1) home supports, 2) community/socia supports, 3) work supports, 4) support
coordination, 5) family supports, and 6) crisis support.  Within these generd certification categories a

number of service modds are available to individuds.

HCBS resdential supports. Under its HCBS flexible supports, Vermont provides arange of
highly individudized resdentid options that make Vermont’s ratio of service recipients to residentia
service setting the lowest of dl sates. In June 30, 1999 Vermont had 1.2 residentid service recipients
(exduding people living within their families homes) per setting.  Looking a resdentid providers with
19 or more recipients, this ranged from alow of 1.06 to ahigh of 1.34 people per home.

Developmentd homes (DH) are the primary service “modd” for Vermont’ s residentia supports.
Developmenta homes began as a pilot program in 1984 to provide homes for children who wereliving
at the Brandon Training School (the state’s former ingtitution for people with menta retardation). DHs
have snce grown in number seadily to the point & which dmost three-quarters (73%) of resdentia
sarvice recipients are served in DHs today, with the vast mgority of resdents now being adults.
Devdopmenta homes are homes in which people typicdly live in a pre-exising household in which they
receive the support they need. Some “developmental homes’ are companion arrangements where
people with disabilities live with roommates able to provide the needed support, often in the home
rented or owned by the person with a disability. Developmental homes are viewed as “foster homes’
for tax purposes so that a maor benefit of he modd is that rembursements of “difficulty of care’
payments are treated as tax-free incomes substantidly increasing the vaue of the payment to individud
providers. Another bendfit is the greater stability in care providers than is evident in saffed programs.
Observers noted thet resdents benefit from the socid networks of the individuds and families with
whom they live, athough some observers noted that people sometimes have a hard time creeting their
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own networks for friends and activities & they are absorbed into the socid lives and routines of the
families with whom they live.

Supervised residences. Supervised residences are the second most common residentia
support financed by HCBS. Supervise residences are designed for people who need assistance with
activities, but do not need full-time staff support. Because support is limited, costs of HCBS provided
to persons living in supervised residences cost on average only about $12,600 per year.

Group homes. Vermont has about 80 people in group homes. Typicaly group homes belong
to agencies and provide full-time staffing. Group homes in Vermont average less than 5 residents each

and cost about $50,000 per year.

Staffed residences. Staffed residences are specidized settings for one or wo individuas
needing intensve supervison and specidized support. Only 19 people (in 13 homes) receive this
specidized support at an average cost of just over $70,000 per year.

Family Support

Also included under flexible supports are support services (other than service coordination and
supported employment) provided to people in their family home. In June 1999, 274 people were
receiving HCBS funded supports in their family home, 61% of whom (166) were children and youth
under 22 years. Family support services include both in-home support and respite care options. In
addition to the HCBS funded family supports about 550 families (over 80% with children asthe digible
individud) received Vermont's family cash subsdy (“Fexible Family Funding”) n amounts that were
typicaly $1,122 per year, but in some cases as much as $3,000. In addition to the cash payments
family subsidy recipients are connected to DAs to help them meet other needs they may have.

Crisis Support

The Vemont Criss Intervention Network (VCIN) was established in 1991 as part of
Vermont's plan to end indtitutional services. The VCIN provides training, assessment, consultation,
emergency support and short-term crisis resdentid support. The VCIN was intended to diminate the
need for an inditutiond “safety net” to respond to particularly difficult patterns or episodes of chdlenging
behavior that had previoudy been relegated to the Brandon Training School and Vermont State
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Hospital. Since the creation of VCIN in 1991 not only was Brandon State School Closed, but the
number of “patient days’ for persons served by Divison of Developmenta Services programs has
decreased from an average of about 3,000 per year to an average of 66 in 1998 and 1999.

The VCIN is obvioudy not soldy responsibility for such success. Observers view these
changes aresult of a number of interacting factors including increased focus on crisis prevention through
skill development within regions, development of regiond criss capacity, stronger commitments by
providers to supporting individuas in their communities, reduction in congregate care placements, and
gronger focus and skills in arranging with individuds, satiSfying living arrangements. In some aress of
the state it was reported that the reach of VCIN was quite limited.

The VCIN is funded through HCBS as a managed insurance policy, that is, the service is paid
for prospectively a a single per recipient cost and is available on an as needed basis to any HCBS
recipient. For the fee, agencies and recipients have accessto three levels of service. Level | or Clinica
Network focuses on developing the skills of lead staff in the various agencies to respond to behaviora
and psychologica chdlenges they presently face or may anticipate. Levd |l or On-Site Consultation
brings VCIN staff or consultants to a specific agency to respond to generd or specific problems. Leve
Il focuses on both skill development among agency staff and plan development for specific individuas
and/or organizationa needs. It can include psychiatric as well as psychological consultation. Leve 111 or
Criss Residentid Services are intended as a last resort option. When determined that individuas need
to leave their home for a safe setting for evaluaion and trestment of abehaviord or psychiatric crisisthe
VCIN provides such a placement. To reduce pressure of VCIN staff to solve problems through
admitting people to a crigs home, aff of the Vermont DDS actudly control admissions to criss beds.
Despite substantid growth in the number of people digible for VCIN Services through DDSHCBS
eigibility, the number of Leve IIl placements and placement days has decreased steadily since the
closure of Brandon Training School. In 1993 there were 15 individuds who required a total of 816
days of Leve Il services as compared with 12 individuas requiring 255 days of Leved Il service in
1999. Fiscd year 2000, however, has seen subgtantialy more activity. In 1993 there were 44 Leve ||

on-Ste consultations as compared with 63 in 1999,
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Staffing and Staff Development

Recruitment and Retention. Service providers in Vermont observe that they are facing the
most serious generd problem in staffing community services in their experience. As one agency director
noted, “Staffing is gill going down hill and we are operating in a criss mode” Directors from other

agencies shared the sentiment, but a'so sympathy for those in the workforce.

“Staffing isour big issue. People do very hard work and sometimes don't fed alot of support.”

“Everybody seems to be having greet difficulty hiring new staff. We are fortunate that our turnover
rateisrelatively low.”

A number of factors contribute to the problem in recruiting and retaining direct support workers.
Firg, as one direct support provider noted, “The pay scde is the real problem. | fed valued and
listened to. It'sjust hard to get by [onthe pay].” A cost of living adjustment of 5.7% to the budgets of
DAs and SSAs in FY 2001 primarily to increase direct support worker compensation was significant,
but with statewide unemployment at about 2% adminisirators expect the challenges to continue.

Agency directors note that the crigs in recruitment is causing them to focus grester attention on
the staff they aready have. One Executive Director observed that such afocus was long overdue: “our
daff have alot of sengtivity, people depend on them and they would be very hard to replace” Another
sad that her agency is reexamining its reaionship with direct support staff: “We are trying to connect
people with the agency so that they fed part of it and appreciated by it.”

Agency adminigtrators aso note becoming much more attentive to the importance of effective
recruitment. Individua agencies note that for the firg time they are beginning to identify their most
productive sources of recruitment. Others note that because old methods are insufficient to address the
growing chalenge, they have turned to new gpproaches. For example, one reported success in moving
from print media to radio and webste. Agency srategic plans attend to a wide range of issues and
responses; including building a human resource capacity in aress of professond development; employee
assislance and training; developing recognition programs, using cregtive scheduling to increese the
number of full-time benefit-eligible pogtions; increasing dterndtive benefits such as tuition credits and
child care; position sharing with school digtricts; and developing merit pay approaches.
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The chdlenges of recruiting and retaining support staff gppear o to be affecting devel opmenta
home providers. Two of the interviewed home-based service providers noted growing difficulty in
finding respite care for themselves and complain that their DAs do not gppreciate the effects this lack of
support has on developmental home providers and their ability to sustain themsdlves in the role. One
begged that some of the dat€'s cost savings derived from developmentd homes be invested in

assistance in recruiting, training and assisting with the growing costs of paying for respite care.

Training. Vermont requires “pre-service’ and “introductory” in-service for dl support
personnel. Pre-sarvice training is required before saff begin to work directly with individuas and
covers basic issues of principles, rights, confidentidity, prohibited and restricted procedures, abuse and
neglect. This training provides generd orientation to the role of direct support, the rdationship with
individuals being supported and to the vaues, misson and expectations of the individua agency with
which they are working. Pre-sarvice orientation is often done on an individud one-to-one basis

because of the necessity of completing it before working with consumers.

“Introductory training” provides a more comprehensive overview of the service sysem and the
roles, responghilities and skills required of support saff init. Training topics include a system overview,
consderations of a “qudity life” understanding behavior, teaching functiond skills, hedth and safety
monitoring and promotion. The sate has developed a manud to guide the training and state CAS
trainers are available to provide the training over the course of about 5 weeks. The training must be

completed within 6 months of employment.

In addition to the specified training modules for new gaff, Vermont DDS develops and
disseminates a directory of training events of relevance among Vermont disability and other community
agencies, as well as outsde the state.  Training topics addressed in the in-date training of July and
August and September of 2000 included job coaching, sexudity, communication srategies, sexud
abuse and sex offenders, criss intervention and prevention. The extent to which organizations tap this
training resource is dependent on the accessibility, relevancy of training topic to providers, training costs,
and associated codts of sending gtaff to off-gte training. The date maintains a “ Sate training pool” for
this specidized training thet may go beyond the regular training budgets of agencies, though this does not
seem to meet the needs of dl providers.

41 227186



Final Report

Some agency adminigtrators and case managers observed that training events conducted or
sponsored by the state or conducted by other organizations and promoted by the state were reported to
not adequately to meet the needs of the provider organizations their saff and developmenta home
providers. They observed that the topics of available training seemed to be driven by the training
opportunities made available by other community organizations and by public interest in “trendy”
therapies and practices than by systematicaly identified needs of the direct support providers and/or
provider organizations. Administrators aso noted that often times the same topics are presented each
year and as aresult, direct support staff and case managers who have worked in the field for a number
of years and who might be most likely to benefit from specidized training can “outgrow” the training the
date provides. In addition, materid presented is not specific enough to the needs of the service
providers and their staff members. They observed the information presented in the available training is
often interesting and informative, but “competency-based” view of the direct support or case manager
role, and seldom has a follow-up component that alows opportunity to practice the application of skills
to the workplace. Higher skill leve training for longer-tenured direct support staff and case managers
seems like an important component of staff retention, and an area in which additiond atention by the
date might yield benefits improvement as identified earlier in this report.

Vermont has purposaly developed atraining system that is not highly structured and regulated in
order to maintain flexibility and alow support to be provided in a way that is most meaningful. This
gpproach avoids irrdevant, cumbersome and duplicative training requirements. On the other hand, the
effectiveness of such an gpproach depends on arich saection of opportunities so that service providers
can find and use training opportunities that meet their specific needs. These opportunities are not
viewed as widdly available as desired. Furthermore, case mangers note that in their responghbility to
assure that developmental home providers receive the training and support they need, they find it difficult
to find training on the breadth of topics they need to train and support the developmental home
providers and the diverse needs of thar resdents. Obvioudy, maintaining a system thet is flexible and
not highly bureaucratic while still being demanding, responsive and comprehensive enough to assure that
the training needs of direct support staff and developmenta home providers are being met is a
substantia but important challenge for Vermont.
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QUALITY ASSURANCE

A primary function of the CAS teams is to evauae annudly the performance of service
provider agencies according to Vermont's “Guiddines for Quality Services” The Guiddines are built
around 10 “gods and outcomes’ which define the quality of services expected, the activities of the
monitoring system and the areas in which agencies will be asked to attend to improve the quantity and

quality of services.
Goals and Objectives

The gods and sample outcomes from Vermont’s Guiddines for Qudity Service include the
fallowing:

Goa 1. People...aretrested with respect and dignity.

Environments and services dlow for persona privecy

Services and environments are respectful of individua differences and are physicdly,
culturdly and linguigticaly accessible
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God 2. People are supported in ther own families,....nomes, ... neighborhoods and

communities

People have a sense of belonging, incluson and membership in their communities

No people are admitted to indtitutiona settingsin or out of State

God 3. People and their families and guardians have opportunities to make meaningful

choices...
People and their families participate in the development of services
People make choices regarding their daily lives and future planning

God 4. Services foster the development of persona relationships

Opportunities are presented and support is provided for people to develop and maintain
rel ationships outside the home.

Goal 5:  Services support people in regular jobs and/or activities of their choice

Employment is actively pursued for people who want jobs

Goa 6: Servicesfoger the development of practica life skills

Sills are taught which benefit the individua promote independence, interdependence
and offer persond chalenges

Goal 7:  Services are supported and managed in a manner which ensures fisca gability of the
system

Generic services and resources are not duplicated

Annud fiscd audits support stable financid management

God 8. Services...enhance varying abilities of people to communicate and are responsve to
their needs

People have access to the necessary technologies to enhance their communication
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People with whom the person communicates most frequently have the ability to
understand, interpret and respond using the modality chosen by the person

Goal 9:  People providing services are properly trained to perform their work competently

People providing services demondirate their ability to perform their job. ..

God 10: The hedth and safety of people are valued and promoted

People live in homes which meet applicable sandards for fire safety and accessibility

People receive medicd and dentd services in a manner consgstent with those available

to dl community members

In the amua agency reviews the CAS review team focuses on sarvices of a sample of
recipients, ranging from about 20% in the larger agencies to greater proportions (up to 50%) in smaler
agencies. Members of these samples are controlled so as to include the people newly served by the
agency sncethe last review or who are recaiving new services from it, as well as people for whom there
is a record of concern or specid interest. Other sample members up to the established number of

selection are chosen randomly from lists of service recipients.
Structure of the Review

In dl, there are 39 objectives after specifying achievement in the 10 globa areas. Reviewing
achievement of each objective by the sample membersin its find report the CAS provides a summary
table that contains the percentage of sample members who &) “exceeded the outcome’ b) “met the
outcomes’ and c) “did not meet the outcome.” The report aso identifies with respect to these findings
a) “examples of pogitive practices,” b) “recommendations,” and ¢) “necessary changes.”

Reviews include brief file reviews for dl sample members and about 20% of these reviews
include a detailed assessment of the qudity of documentation and accuracy of records. All reviews
evauate the extent to which services and activities contained in the individua plan of care (or program
plan) are carried out. Each of the sample members receiving resdentia and vocationa/day services are

vidted a ther service gtes. Attention to and achievement of the gods and outcomes of the “Guiddines
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for Qudity Services’ is monitored through interviews with service recipients, family guardians, support
gaff and other involved individuas and through direct observations of the individua HCBS recipients.

In addition to qudity of life services monitoring, specific atention is provided by the team and
particularly its member nurse, to the agency’s adherence to the detailed specifications of the Divison's
Medicd Guiddines for HCBS recipients living in affed resdentid settings and developmental homes.
These guiddines cover rules for incident reporting, immunization, physica and dentad hedth and exam
results, medication prescriptions, histories and efforts and other medicaly relevant physicd, menta and
dental hedth informetion.

Vermont's Qudity Assurance System is very demanding on service providers, but amogt dl
provider agency leaders dso described it as very thorough. Agency reviews were dso commonly
described as “very comprehensive’ and “intensve” For the larger agencies, reviews last about 2
weeks. The director of one such agency wondered why if CARF could accredit the agency after 3
days, the state team needed two weeks. Still, provider agency administrators acknowledge the efforts
on the part of date saff and Department officids to make the review process a collegid process
attending to widdly valued goals and outcomes. Opinions are expressed however, that the agency
process when combined with required “standing committes” reviews, satisfaction surveys, and other

required reviews “can be abit much.”

Immediady following the dte vigts, an exit interview is conducted with agencies to identify
topics and causes that were particularly notable to the review team. These are discussed with agency
adminigtrators to lay the foundation for a report or review funding that describes agency performance
with respect to the goas and objectives of the “Guiddines’ and required actions on the part of the
agency in response.  Service providers note the importance of the exit interview process and its
structuring of a discussion between review team members and the agency about areas of priority action

to improve the agencies services.

Based on the agreed areas of focus, the agency then provides the state with @ a plan of
correction for immediate necessary changes, and b) a plan for improvement to address each of priority

aress identified in the review.  Ongoing reports of progress on each priority area improvement plan are
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submitted to and monitored by the CAS eams. As part of the improvement plan the agency can
include technica assstance and training from the CAS team.

Other Areas of Quality Assessment

In addition to annual CAS reviews using the Guideines for Quaity Services, there are a number

of other quality assessment and review activitiesin Vermont.

Satisfaction surveys. Each year for the past 4 years Vermont has implemented a satisfaction
interview with a quarter of adult HCBS recipients. In 1998 and 1999 it dso mailed to families of
persons recaving HCBS a Family Satisfaction Questionnaire.  The consumer interview satisfaction
survey was carried out by teams organized by gaff of the Universty of Vermont, specificdly including
team members with disabilities. The mailed family questionnaire wes carried out by Division gaff.

The Consumer Sdtisfaction Interviews were carried out with persons determined to be able to
sf-respond reliably with or without visua response aids. No proxy respondents were used. For the
most part the quarter of HCBS interviewed in the summer of 1999 reported generd satisfaction with
their lives. For example, 82% reported being “happy” with where they lived and 16% said they wanted
to live somewhere else. However, in areas of choice and individua control, only 53% indicated that
they fet they had complete or some choice in where they lived, while 47% reported they felt they had

no choice.

In addition to providing state summaries of each annua survey, the survey results are broken
down by individud agency. Agencies report that they could use assistance in understanding how to use
the satisfaction survey results. One problem in interpretation they note is that with the exception of only
afew items, their sample in any one-year provides too few negative responsesto individud itemsto be
useful in planning.  Second, those persons who do provide negetive responses cannot be identified
because of anonymity so that they find themselves with one person who seems unhgppy about
something, but they do not know who or why. Findly, they note because only a quarter of service
recipients who are able to respond for themselves are surveyed each year, for samdler agencies the
sample szes are often too smdl to be useful (e.g., 4 totd respondents). One agency director summed
up the experience saying: “We were pleased with the results, but don’t know how accurate or useful the
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results are for us” The DDS has decided to take a one year hiatus on the consumer satisfaction
interviews while it considers the potential future wses of the survey and ways it may contribute to the

quality of services and lives of service recipients within the context of other information gethering efforts.

The family Satidaction mal survey asks family members of people with developmenta
disabilities living with them to rate questions on a 5 point rating scale, with opportunities for opentended
responses. In 1999, the survey was mailed to 957 families, with 523 responses (58%). The mgjority of
respondents (65%) reported they were satisfied overdl with the services and supports currently
received by their family member, while 26% said they were sometimes satisfied with services overdl.
Over 50% reported supports are available when ther family needs them, with 35% saying supports are
sometimes available, and 12% saying supports are not available when needed. A mgority of people
(53%) indicated emergency or criss supports had not been, or only sometimes been, provided right
away when requested. Respondents indicated they choose staff who worked with them (38%) or
sometimes had been able to do so (25%). One out of five respondents found frequent changes in staff
to be a problem for their family, with it being sometimes a problem for another 32%.

A mgority (52%) of respondents aso indicated that they had “no” or only “sometimes’ had
control or input over hiring and managing daff. Depite the limited choice families overwhemingly
indicated “yes’ that staff regpect their choices and opinions (77%) and are generdly respectful,
courteous and knowledgeable (86%).

As with the consumer interviews, there is a sense from providers that help is needed in
understanding how to use the family surveys. The Divison might, for example, discern that there is a
need to work on providing families with choice of service providers or support staff, yet agencies
themsdlves say they fed uncertain what the data means and how to use the information from the surveys.

Incident reports and reporting. Vermont requires both internal and externd reporting of
“critical incidents’ and provides a standard form for such reports. Documentation is required for a)
medica incidents (hospitalizations, medication errors, “sgnificant injuries’ and the use of medications for
behavior control), b) restrictive procedures (use of restraints; seclusion locked doors; medications), and
) crucid incidents (desths and mgor injuries); aleged or suspected criminal acts, abuse, neglect and
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exploitation by or agangt service recipients; missng persons, losses from intentiond or destruction of
property).

Medicd incidents must be reported internaly and reviewed according to an internd agency
review plan for such incidents. Redrictive procedures are defined in Vermont as “actions which intrude
into an individud’s autonomy in ways which adult Vermonters would generdly find unacceptable or
againg the law...Our god is to diminate atogether the need for redtrictive procedures...[but] certain
redtrictive procedures are permitted in extraordinary circumstances where the stakes are high (most
commonly where persona safety is at risk) and where non-redtrictive responses have failed. Redtrictive
procedures may not be used for the purpose of training or changing behavior.” When redtrictive
procedures are used in response to an emergency circumstance, reporting is required to both the
individua’s guardian and to agency adminidration. Use of redtrictive procedures more than once in a
month requires review by theindividud’s Individua Program Planning (IPP) team to identify appropriate

dternative responses and/or environments.

Vermont specificaly prohibits corpora punishment, non-emergency, non-temporary seclusion
and isolation, psychologica or verba abuse, redtrictions of contact with others for the purpose of
controlling/changing behavior, denid or limitations on basc physica or hedth needs, and withholding
persona resources. While less severe redtrictions are permitted on a“time limited basisin rare instances
in the presence of documented evidence that less intrusive attempts to control behavior have failed, such
procedures may be used in a planned program of “Restrictive Procedures for Addressing Safety.” The
use of non-prohibited procedures (i.e., mechanica, chemica physca restraints, emergency seclusion,
locked exits and other non-prohibited redtrictions and emergency procedures) is alowed when
necessary to protect an individud if approved by the individud or guardian, the individud’ s team and an
agency’s “Professond Review Committee based on a individua functiond assessment of the target
behavior(s), full description of the procedure to be used, its purpose, means of assessing benefit, plan
for decreased or discontinued use and procedures for ongoing monitoring of individud safety. Planned
uses of redtrictive interventions must dso be reviewed by Human Rights Committees made up of
persons with disgbilities, family members and professonds familiar with nonaversve behaviord

procedures. These committees review planned procedures for the qudity and necessity of the
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procedures and their monitoring and make periodic reports to the Divison regarding the use of
restrictive procedures and recommended policy and training.

By law known, suspected or reported incidents of abuse, neglect and exploitation must be
formaly reported to the Department of Aging and Disabilities in Vermont within two days occurrence.
The Depatment is required to investigate such reports and to issue findings of subgtantiated or
unsubgtantiated.  Subdgtantiated findings many be pursued in criminad proceedings, but & a minimum
findings are provided to the employing agency if any and entered into a Sate registry of substantiated

reports that potential employers can access when screening potential employees.

Vermont's pre-service training curriculum provides subgstantia attention to the topics of
preventing and recognizing abuse and neglect, abuse reporting requirements, individua rights and

prohibitions and requirements around restrictive procedures.

Other monitoring activities. In addition to the above, Vermont requires reviews of resdential
and day service sttings for safety and accessibility compliance. Residentid settings are reviewed prior
to people moving in. Day service sgttings are reviewed annudly, with separate reviews conducted of
supported employment projects. The state also conducts annua fiscal audits of contracted agencies for

al Medicaid services.
CHALLENGES FOR VERMONT

Vermont like dl gtates faces sgnificant chalenges as it maintains and expands its programs of
service for persons with developmentd disabilities (DD). At the same time Vermont is in the position of
having successfully accomplished much of what most states have left to address, especidly in terms of
cdosng lager inditutions and reducing the use of community congregate care.  Vermont's
Developmentd Disabilities Act of 1996 lays a remarkable foundation of principles, gods and objectives
for its programs of service. The administrative requirements and procedures that have been derived
from the Act, which have been in effect for only two years have broad acceptance, but ther
implementation is dill in a developmentd stage. They do, however, offer much promise to guide a
program of service that will continue the inclusion and empowerment of Vermonters with DD.
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At the locd levd, organizations are struggling with the requirements and expectations of the
requirements being implemented.  This was especidly notable in the expectations for Agency Standing
Committees. Agencies voiced desire for asssance in darifying and implementing the roles, sructure
and operation of these committees for and their role vis-a-vis the respongbilities of the agencies Boards
of Directors. There were concerns about access to the financid and staff resources needed to support
the voluntary activities of the committees which are made up primarily of persons with DD and family
members. This concern was raised in light of recent efforts to reduce the amounts of agency budgets
dedicated to non-service operatiions and the potentid for inefficiency in overlapping or redundant
expectations for Standing Committees and Boards of Directors. Thereis substantid interest at the loca
leve in recelving guidance and training and entering into discussons and renegotiations about ways to
efficiently and productively design and implement arole for Standing Committees.

Vermont has developed a comprehensive, multi-faceted and generaly well regarded approach
to qudity assurance. Integration of the Community Alternaive Specidids into quaity monitoring,
technica assistance, gaff training and agency liaison roles, and the sdlection of effective and experienced
people for those roles, is a notable accomplishment. It contributes to Vermont's ability to integrate
qudlity assurance and qudity improvement into a Sngle “program” in a way thet is rare in most dates.
There is, however, a sense among service providers of growing and sometimes redundant burden of a
growing number of requirements related to quality assessments. There appears to be interest in an
assessment of the various designation, certification and accreditation reviews and the different consumer
satisfaction interviews, family surveys, slanding committee data collection, etc. being conducted at both
the agency and dtate level and how these can be integrated into a coordinated, efficient program of
quality monitoring and improvemert.

As in other dates there is consderable concern about economic pressures of Vermont's
program of services for persons with DD. Resources to recruit and retain direct support saff is a
chdlenge expressed throughout the state. But people throughout the state also speak with enthusiasm of
how concerted lobbying by service users, family members, advocates and agencies brought substantial
attention and legidative atention to the needs of direct support staff (and a 5.7% cost-of-living funding
increase for FY 2001).
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Chdlenges in gaff recruitment, training and retention will be ongoing. But people throughout
Vermont expressed a desire to make these not smply chalenges to be faced independently by each
agency, but the focus of a concerted statewide initiative. Goals of such would include more effective
recruitment of people into the pool of potentid workers and ongoing focus on retention through
concentration on wages and other forms of compensation, public recognition of aff, a unified
curriculum to alow portable training across agencies and other initiatives to make direct support work
more attractive, rewarding and valued. Concerns about resources extend beyond the needs to provide
stable support for people presently being served. There is great concern about the limited access to
sarvices, the need to create priorities and the fate of people who are digible for service, but do not meet

the state s priorities.

Choice is an ongoing chdlenge in Vermont. Much of the chdlenge derives from community
agencies that have traditionaly been responsible for defined catchment areas. The challenge of nurturing
choice would appear to be to badance the vdue of Vermont's exising grassroots community
organizations with the rights and potentia benefits of people to know and exercise options.  Vermont
has made a commitment to creating a culture of sdf-determination through its Sdf-Determination
Project and its support of the Vermont Peer Support Network. It has opportunities to continue this
commitment through expanded efforts to disseminate information about the options available to people,
continuing to support seff-management of services, supporting the development of independent service
coordination, nurturing the development of new service providers and other such initiatives. Offering
new options to expand choice would not diminish the importance, contributions or success of
Vermont's grassoots community service agencies, it would smply recognize that no one organization

can ever be what everyone wants and needs.
SUMMARY

Vermont operates a system of sarvices for persons with DD that is totaly comprised of
community services. It closed its sate inditution of persons with DD in 1993 and has steadily reduced
its use of al congregate care settings. Today its largest residentid settings are its last 2 ICF's — MR,
each with 6 resdents.
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By dmog any quantitative standard, Vermont is a nationd leader in the development of
community services. Its average of 1.2 people per resdentid setting, its rgpid and continuing
development of supported employment, its high ranking in relative financid commitment to spending for
family and community support, al show Vermont to be consstently among the 5 most community-
oriented service systems in the U.S,, and together make it the nationd leader. Such gatistics do not
surprise Vermonters. They monitor and take pride in both the haste and the extent of their efforts to
make community life aredlity for dl sate resdents with DD.

Vermont’ s services system is governed by state law and rules that are based on a foundation of
clear principles, goas and objectives that recognize the rights of persons with DD and families to live
lives of dignity in the community, to participate in one's neighborhood, to enjoy family and friends, to be
hedlthy and safe and free from fear, abuse, neglect and exploitation and to exercise control over there
own lives and services. At times Vermont's service system and the organizations which are caled on to
implement such idess struggle with the demands such ideds place on them. But the commitment to
these ideas and to evidence of them in the lives of people with DD prevails throughout the gate. It
seems in many ways that what has been accomplished in Vermont is eeser and more naturd given the
date' s traditiond orientation to community, equdity and individua rights, and perhaps it is. But seeing

these accomplishments makes them seem no less exceptiond.
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