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I. EXECUTIVE SUMMARY

California’s Department of Developmental ServicB®DE) operates four institutional
Developmental Centers (DCs) and one smaller siageated community facility that
care for approximately 1,650 adults and childrethwlievelopmental disabilitiesThese
DCs are part of a larger system of developmentaices overseen by DDS, which also
includes services and supports for approximatel, 0 people with developmental
disabilities who live in their communities. In tloeirrent budget year (2012-13), the
anticipated costs associated with DCs are apprdglyn&559 million, including $284
million in state General Fund (GF) resources. Mhdget for the larger developmental
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services system, including DCs as well as commuraged services, includes $4.7
billion ($2.7 billion GF).

The first DC opened in 1888, and residents withettgsmental disabilities were typically
co-mingled with patients whose primary needs wetated to mental illness. At their
peak in 1967, the state’s DCs housed more tharD@3@ople. Since the late 1960s,
however, California has been reducing its use o§ R€a placement for individuals with
developmental disabilities. In general, this dezlin the use of DCs coincides with the
development of strategies to allow individuals itee lat home or in other community-
based living arrangements, e.g., new assessmentirahddual service planning
procedures and appropriate services and supports.

The focus of this hearing is on some of the critissues facing the state as it continues
to decrease reliance on institutional care in DEBst, the state must continue to ensure
the health, safety, and well-being of individualbomeside in DCs. Recent, serious
licensing citations related to the Sonoma DC hased questions about whether this
fundamental obligation is being fully met there afwbut how the protection of clients in
DCs can and must be improved. Second, the stast emsure the timely, safe, and
effective transition of clients who are exiting Diisorder to reside in their communities.
This obligation exists on a statewide basis, anghrsicularly relevant with respect to the
ongoing process of closing the Lanterman DC. HRm&boking forward, the state must
implement new statutes enacted as part of the bydgeess that significantly narrow the
basis for admissions into DCs and for making otkstrictive placements for individuals
with especially complex needs. DDS, regional amsntadvocates, and other partners
must assess the needs of developmental servicesiroens with challenging needs,
including severe behavioral issues, co-occurringhtaiehealth disorders, and other
complexities. Working together, stakeholders nalst bolster the breadth, availability,
and processes for accessing specialized resoursepport these consumers.

II. BACKGROUND

A. DEVELOPMENTAL CENTER AND DEVELOPMENTAL SERVICES
OVERVIEW

California’s four DCs lie on large campuses witlmieas residential units; many of them

were built more than a century ago to house indiaisl who were unable to remain at
home. Each DC has a mix of units that are licerasedkilled nursing facilities, general

acute care hospitals, or intermediate care faslitiHousing within the units is based on
the needs of individual residents. In additiore #tate operates a smaller community
facility.

The DCs are part of a larger system of care overbgeDDS that also includes services
and supports (e.g., day programs, transportatiompleyment supports) for
approximately 250,000 people with developmentalaldigies who live in their
communities (e.g., with parents or other relativesheir own houses or apartments, or
in group homes). Care outside the developmentdbcgis coordinated through 21 non-
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profit regional centers, which manage individuabesa and contract for appropriate
services in their local communities. Regional @entare non-profit organizations that
provide diagnosis and assessment of eligibility &etp plan, access, coordinate, and
monitor consumers’ services and supports. RegiGeakers also are one of the entities
responsible for oversight of the care of individuadsiding within developmental centers.

A developmental disability is defined as a sevarel chronic disability that is
attributable to a mental or physical impairment tegins before age 18 and is expected
to continue indefinitely. These disabilities ind&i mental retardation, cerebral palsy,
autism, epilepsy, and other similar conditionsfamts and toddlers (age 0 to 36 months)
may also be eligible for some developmental sesvifethey are at risk of having
developmental disabilities or if they have a depatental delay.

Determination of which services an individual cam&n needs is made through the
process of developing an Individualized ProgrammRIRP). The IPP is prepared jointly
by an interdisciplinary team that includes the cwner, parent/guardian/conservator,
persons who have important roles in evaluating ssiséing the consumer, and
representatives from the regional center and/or DC.

Under the law that existed prior to 2012 statutehanges described later in this
document, individuals with developmental disatekticould be placed in DCs through
involuntary judicial commitment because of a dartgethemselves or others or in order
to restore their competency to stand trial on arahicharges, or with judicial review in
other circumstances, including voluntary placements

B. BUDGET FOR DEVELOPMENTAL SERVICES AND CENTERS

The 2012-13 Developmental Services budget incluggsoximately $4.7 billion [$2.7
billion General Fund (GF)]. Of this total, approtely $550 million ($328 million GF)
is dedicated to DC expenditures. The receipt déffal funding for DCs is contingent
upon satisfying requirements in eight licensingegaties. The two main sources of DC
costs are: 1) personnel and 2) operating expenses eguipment. There are
approximately 5,150 staff positions allocated tosd@r 2012-13.

The 2011-12 budget also included uncodified traiidrlanguage that required DDS to
reimburse the Office of Statewide Audits and Evadwes within the Department of
Finance for a review of the budgeting methodologgdito establish annual budget
estimates for DCs. The audit, which was compl&tedlpril 2012, found that overall the
DDS budget methodology for DCs was reasonable aodurately calculated.
Specifically, the audit found that the methodoldggk into account relevant budgetary
drivers, including the DC client population, evdloas of client needs, and prior
expenditure levels. At the same time, the auditfoiid that some staffing standards and
evaluation systems were outdated and made reconatiemsl for changes. One of those
systems is the Client Development Evaluation RefGRER) program. As a result,
DDS began using an updated CDER intended to bedflerct the needs of the current
population and established a category to betteuoaphe needs of the dually diagnosed.
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These changes were incorporated in the May Revismahfinal 2012-13 budget. Non-
level-of-care staffing standards were also updated.

Recent Reductions to the System

Over the three years from 2009-10 to 2011-12, DO spending remained relatively

flat, even while the developmental services casklgeew. In general, this cost

containment occurred because of: 1) increased fussleral and other funding sources;
2) a reduction in the rate of payments to servie®viders (ranging from three to 4.25

percent); and 3) administrative changes, cost-obntneasures, and some service
reductions. The anticipated savings from these gésiin the years they were enacted
(several of which also result in ongoing savingshbined to total over $1 billion GF.

The 2012-13 budget included $240 million GF savirgf million from the anticipated
receipt of California First 5 (Proposition 10) Coission funding for certain services for
children with developmental disabilities and $20@iom from a variety of strategies that
included increasing federal funds, implementingeredegislation regarding the use of
private health insurance for certain services, gharto policies related to the use of DCs
(described in greater detail toward the end of @eEument), and a 1.25 percent
reduction to regional center and provider paymextes. The 2012-13 budget also
included a “trigger” for an additional $50 millian unspecified reductions to the budget
for DDS if the voters do not approve of Propositithin the November election.

C. ADDITIONAL BACKGROUND ON THE USE OF DEVELOPMENT AL
CENTERS

The first DC opened originally as the Agnews InsAsglum in 1888, and residents with
developmental disabilities were typically co-mingjith patients whose primary needs
were related to mental illness. Over the next 7d&rgeincreased awareness of the unique
needs of individuals with developmental disabiit@ompted a change in focus, as well
as the establishment of other state facilities ifipatty for people with developmental
disabilities. At their peak in 1967, the stateG$housed more than 13,000 people.

Since the late 1960s, California has been redutghgse of DCs as a placement for
individuals with developmental disabilities (as suoarized in the table below through

point-in-time data from the years reflected). Bngral, this decline in the use of DCs
began as strategies were developed to allow péopleep their family members at home

or in other community-based living arrangementg.,ewith new assessment and

individual service planning procedures and appedprservices and supports. In the last
five years, the population of individuals residimgCalifornia’s developmental centers

has declined about 38 percent, from 2,732 on Sdme@d, 2007, to 1,686 residents at
the beginning of the 2012-13 fiscal year.

- _________________________________________________________________________________}
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The shift to community-based care also was giveighteby the U.S. Supreme Court,
which ruled inOlmstead vs. LC (527 U.S. 581 1999) that a lack of community supports
was not legal grounds for denying people with digasds who could benefit from
community placement by a move from an institutionat community setting. Such a
denial, they said, was discrimination based on bdita under the Americans with
Disabilities Act and a violation of individual clviights. Soon after the ruling, many
states began shutting down their institutions agwekbbping additional community-based
services.

California’s effort to de-institutionalize individils with developmental disabilities was
given another push by a lawsuit settled in 200@wkn asCapitol People First et al v.
Department of Developmental Services et al. Under the settlement agreement, the state
provided additional funding to ensure regional eerctiseworkers would attend planning
meetings in the DCs, and agreed to provide consumeéth information about
community living options. The state additionallgreed to identify best practices and
provide training for regional centers to betterntfiy and support individuals who are
diagnosed dually with a developmental disabilityd amental illness. DDS and the
regional centers also agreed to develop additicoi@munity placement options.

California’s current efforts to close the Lanterm@avelopmental Center in Pomona
were preceded by four other closures in the pastd®cades. In 1995, the state shuttered
the Stockton State Hospital. In 1997, the stadbsed Camarillo State Hospital, which
had housed clients with both mental illness anceltgmental disabilities. In 2009, DDS
closed Agnews Developmental Center. Sierra Veststate-operated community facility,
closed in 2010.

According to DDS, care in DCs has become more fedtum serving individuals with
severe behavioral issues, autism, co-occurring ahdmalth disorders, and risk factors
associated with medical conditions and sensory imgats that require additional
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support. Nearly half of the residents living in ®@re aged 52 or older, including 17
percent who are 62 or older.

[I.  OVERSIGHT ISSUES FOR THIS HEARING

A. Recently Identified Health & Safety Concerns at Sooma
Developmental Center

Sonoma Developmental Center (SDC) is the oldestitfain California established
specifically for serving the needs of individualghwdevelopmental disabilities. The
facility opened its doors to 148 residents on Noven24, 1891. As of October 1, 2012,
522 individuals live on the sprawling campus in ri€lde, just south of the Sonoma
County town of Glen Ellen. About 1,530 staff memseork at SDC. The facility’s
2012-13 budget includes $146 million ($76 milliok)G

On July 3, 2012, licensing staff from the Calif@nDepartment of Public Health

conducted an annual survey of SDC to assess whhéacility was in compliance with

state licensing regulations, as well as to conducproxy, a federal licensing review by
the Centers on Medicaid and Medicare Services.ensmg requirements include eight
Conditions of Participations that support the dalyw of services to residents of an
Intermediate Care Facilities for Individuals with #ntellectual Disability or Related

Conditions (ICF/IID). These licensing requiremeimsude:

» Appropriate oversight by the governing body, oillflgcmanagement

* Client protections in areas such as freedom frommhaparticipation in social
activities, accounting of personal funds, and ather

» Facility staffing adequate to support resident fioms

» Active treatment services that are purposeful gptapriate for each individual

* Client behavior and facility practices including pappriate safeguards for
behavioral interventions

» Health care services appropriate to serve cliemig d4-hour basis

» Dietetic services appropriate for individual neefisonsumers

* A physical environment that is safe and secure

During the July visit, licensing officials found merous violations, outlined in a 250
page report, which included lapses in six of theight categories. Among the findings
were that SDC’s management failed to take actibasitentified and resolved problems
of a systemic nature, failed to ensure adequaiétyastaffing, failed to provide active
treatment, failed to provide appropriate healthecaervices and several other key
categories. According to page 3 of the report:

“Individuals have been abused, neglected and otkermistreated and the facility has
not taken steps to protect individuals and prevemiccurrence. Individuals were
subjected to the use of drugs or restraints witfustification. Individual freedoms have
been denied or restricted without justification.”
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On four separate occasions during the survey,dhm tidentified conditions that posed
immediate jeopardy to the health and safety ofep#di at the facility. Among the
concerns of surveyors were:

» Thirty-five incidents in which residents ate noribdel items such as gloves,
buttons, sunglasses, paper and other items. Tweatglrequired emergency
surgery to remove items from their abdomens. Tlwsesumers have pica, a
disability that compels them to eat such itemslag, glass, paper and other non-
edibles. In the instances documented in the Sornemart, consumers ingested
items that were documented in their files as it@fsoncern, including the client
who ate the sunglasses.

» Eleven clients who bore injuries that resemblechbdrom a stun gun. Facility
law enforcement personnel found a loaded gun astdragun of another type in a
staff member’s car.

* The sexual assault of two residents by a staff neemlAlthough another staff
member who witnessed the alleged perpetrator exposeelf to a consumer
reported this incident, the facility was faulted failure to ensure thorough and
timely investigation of the incident, as well apiementation of corrective action
plans for analysis of facility injury data for paths and trends to prevent others
from harm.

» Inadequate supervision of clients resulting insfadittacks upon other consumers,
clients who ran from the facility, and heightenediaty among some clients.

» Severe and consistent understaffing patterns wiashlted in employees being
forced to work consecutive shifts, units being frewtly short-staffed and staff
members being moved into units to care for consartiey did not know. The
report documents at least one incident in whicbressumer’s agitation was linked
to frequent changes in care providers.

» The death of one client from acute peritonitis tedato a misplaced gastrostomy
tube. After the client’'s death, it was determinikdt physician’s orders did not
accurately identify the gastrostomy tubes and pitesctheir care, nor did
procedures at SDC adequately provide staff withormfation about
manufacturer’s specifications or best practicegstrostomy tube care.

DDS'’s responses to these findings have includeddaim®val of two top executives at the
facility, contracting with an internal monitor fangoing evaluation of the plans of
correction, requiring unannounced checks by fgcilitanagers, as well as the DDS
director and other executive staff from DDS headgus in Sacramento, and
implementing a number of new policies designedravipe closer supervision and better
training for staff. DDS also indicates that it haBrmed families of the actions taken
and initiated the use of a questionnaire to allamify members, visitors, and clients to
provide feedback and request a response to contemsyhout the facility.

The corrective action process is ongoing, with DAD8 licensing surveyors continuing to
review procedures at SDC. If the issues are raalved to the satisfaction of federal
officials, the state could lose approximately $28iom in federal financial participation
in the current year (if funding were to stop on Bmber 1st) for care provided in SDC’s
Intermediate Care Facilities (ICFs). After thisageif the issues are not resolved to the
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satisfaction of federal officials, the state coldse approximately $42.5 million annually
in federal financial participation for care provitm those facilities.

CRITICAL QUESTIONS TO ADDRESS DURING THE HEARING:

1. For DPH/DDS: Please describe the next stepthenfederal licensure review,
including identifying which actions are most crdido mitigate licensing concerns
and the risk of federal fund losses.

2. For DDS: The licensing report identifiedrsfgcant SDC staffing shortages and the
use of overtime as concerns, and recent data tegdicantinued high vacancy rates
compared with other DCs. Can you discuss how thf#firsg levels reached such a
critical level and what steps you are taking toedgnthe concerns?

a. Do other Developmental Centers employ mandatorytione or have similar
staffing levels? If so, are those also being askké?

b. SDC also has a significantly higher proportion (&cent as of September 2012)
of unlicensed staff providing direct care thanha tther DCs (which have rates
of 12 and 17 percent). What accounts for thisrdigancy? Do you have a plan
in place to reduce it?

3. For All Panelists: What are the most critgteps that the Department, Sonoma
Developmental Center leadership, and otimavlved stakeholders can take to better
protect the health and safety of the facilitiesSidents? Are those steps already
being taken and are sufficient communications abizern taking place?

4. For All Panelists: How are oversight bodiesl anvolved stakeholders (DDS,
Regional Centers, advocates, others) able to etisarasimilar care concerns do not
exist at the state’s other Developmental Centers?

B. The Closure Process for Lanterman Developmental Céer

Lanterman Developmental Center (Lanterman) in P@maonsists of 21 client

residences, one acute hospital unit, a varietyaohing and work sites, and recreational
facilities, including a camp. The facility's 2013 budget includes $96 million ($52
million GF).

Lanterman opened in May 1927 as the Pacific Cofanility, and was later renamed to
honor former Assembly Member Frank D. Lantermanhigrwork in creating a system
of community resources, including the regional eentAt its peak, Lanterman housed
more than 1,900 individuals. DDS submitted itsnpl@ close Lanterman to the
Legislature in January 2010 as part of its budgep@sal for 2010-11. The plan was
approved in October 2010, and the department ict&ttiuregional centers to begin
developing additional residential options for cansus who would be moving to the
community. At the same time, the department begdiaborating with managed care
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plans to provide health services for transitiontogpsumers and embarked on other key
transitional activities.

When closure was proposed, there were approximd@yresidents and 1,300 staff at
the facility. At that time the majority of the rdents were between the ages of 21 and 85
years old. Twenty-three percent lived in the NugsFacility, while the remaining 77
percent lived in the ICF/IID. As of October 1, 20khere are 238 residents with 936
staff members who provide a wide range of servaeshe LDC. The majority of
consumers residing at Lanterman (59 percent) hisree there for more than 30 years
and 73 percent are between 40 and 65 years oléraDgervice delivery needs for 27
percent fall into the Significant Health needs gatg with 32 percent falling within
Protection and Safety. The remaining populatianeeds within Significant Behavioral
Services (23 percent) and Extensive Personal Gaaesn(19 percent).

According to the department, the transition of edamterman resident to other
appropriate living arrangements is only occurrifigranecessary services and supports
identified in the IPP process are available elseeth@he closure process is thus focused
on assessing those needs and developing commuesbunces to meet them. The
Department and the 12 Regional Centers involvatienclosure process use Community
Placement Plans as one tool to help them accomipicste goals. DDS has also received
recommendations from three advisory groups thdtideca Resident Transition Advisory
Group, Quality Management Advisory Group, and S&ipport Advisory Group. The
Department indicates that its staff meets regulailp parents and family members of
Lanterman residents, Lanterman employees, anchtodved Regional Centers.

The 132 former residents of Lanterman who havesitianed to the community so far

have similar lengths of stay at Lanterman, aged,dasabilities as the overall residential
population. As of June, more of the individualsowhad moved have significant

behavioral issues as their primary service need thea overall population of Lanterman

residents (42 percent of those who have moved mpa@d to 19 percent of the overall
residential population). Fewer of the individualso had moved have significant health
needs as their primary service need (9 percentoagpared with 27 percent). The

Department indicates that this is due at leastarn po the pace of development of
specialized homes (i.e., SB 962 homes) that argpped to handle these particular health
needs.

As part of its transition plan, the Department tgistonsumers who have moved into
community residences at 5 days, 30 days, 90 dayb,ah 6 and 12 months after the
move. Regional centers also visit at regular watlsr and provide enhanced case
management for the first two years after the mov8pecial incidents, including
hospitalizations and other negative outcomes, rackéd by DDS, and individuals who
move from Lanterman into the community are askeg@ddicipate in a National Core
Indicator (NCI) study. The NCI study uses a naibnvalidated survey instrument that
allows DDS to collect statewide and regional cesfecific data on the satisfaction and
personal outcomes of consumers and family members.

October 23,2012 - Jt. Hearing on Developmental Centers Page 9



The Administration has declined to give a targdedar closure of the facility as the
development of these necessary community resodecesmsure a safe and successful
transition for each consumer is a continual and pterprocess. However, in March
2012, Subcommittee #3 of the Senate Committee alg&uwand Fiscal Review requested
for DDS to provide anticipated timeframes for tleenaining transitions and steps in the
closure process. Subcommittee #1 of the AssemhbbgBt Committee made a similar
request. The Department’s draft response to thezpeests, which was recently released
for stakeholder feedback, is attached as an addetalthis background paper.

CRITICAL QUESTIONS TO ADDRESS DURING THE HEARING:

1. For DDS: Without identifying a specific closuread#ine, please summarize the
anticipated timeframes for the remaining phasdb®tlosure process.

2. For All Panelists: What have been the significahéllenges in making progress
toward safely transitioning Lanterman residentthieocommunity to date? How can
those challenges be overcome in the near term {begnext three months)? How do
you envision progress over one year?

3. For All Panelists: How do you define and measusaeaessful transition?

C. Early Implementation of Recent Statutory Changes

AB 1472 (Chapter 25, Statutes of 2012), a 2012ddybt trailer bill that was related to
savings anticipated to be achieved within the DD8det, included a series of statutory
changes intended to redesign services for consumighschallenging needs. These
changes, which are anticipated to result in $2QionilGF savings annually, include
significant restrictions on the statutory critefea admissions to DCs, limitations on the
use of locked mental health facilities and outtaftes placements, and provisions to
strengthen the capacity of the community to senddviduals with challenging needs
(including expanded availability of Adult ResidetiFacilities for Individuals with

Special Health Care Needs and the creation oftevéitde Specialized Resource Service).

Restrictions on DC admissions and other specifiedgrements

Efforts to shrink the state’s reliance on DCs awer past decade have been hampered by
continued admissions to the institutions, largellydonsumers with complex forensic or
behavioral needs. DDS data from 2011-12 indicdtet approximately 100 new
admissions to DCs were occurring annually in recggdrs. While some of these
admissions were court-ordered and required by @wnidividuals who may not be able
to understand the criminal charges filed againsithother admissions were believed to
be avoidable with appropriate community resourdeslyding some resources which
may have needed to be developed). As a resul2@hg-13 budget included language
restricting new admissions to DCs, except undecipeonditions, including when:

» Individuals are committed for competency trainingler the state’s Incompetent
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to Stand Trial statute, which requires the statattempt to restore individuals to
competency to face criminal charges. The unit fralvides this training is
housed at Porterville Developmental Center.

* Individuals are in need of short-term care based gudicial determination that
they are dangerous to themselves or others duetisisa. These individuals will
be housed at the Fairview Developmental Center umit specifically for this
purpose. In order to make a crisis placement,gaomal resource development
program must make a determination that admittaoae DC is necessary due to
an acute crisis, as defined, and include a regiceater report detailing all
considered community-based options (excluding dstate placements and
specified placements that are ineligible for fetldviedicaid funding) and an
explanation of why those options cannot meet tmsemer's needs.

At the same time, AB 1472 created restrictions @Tgments in what were considered
inappropriate and costly mental health institutigmental health rehabilitation centers,
MHRCs, or institutions for mental disease, IMDs)oder to encourage development in
California of services for individuals with developntal disabilities who are

experiencing serious mental health issues. Thsl&ign also prohibits regional centers
from purchasing out-of-state services without pr@DS authorization, places time

limitations on out-of-state placements, and reguisgional centers to submit a transition
plan by the end of 2012 for all DDS consumers aulyaesiding out of state.

Development of community resources for individualsvith complex needs

The recent DDS budget trailer bill requires reglatenters to complete comprehensive
assessments of consumers residing in developmeatdérs by December 2015. The
assessments will be provided to individual progrpranning (IPP) teams to help
determine the least restrictive environment forheasnsumer. The legislation requires
that this assessment be updated annually as ptiue &P process.

Finally, AB 1472 also included requirements intethde promote the development of
additional community resources. Among those was dhtablishment of a statewide
resource service to track specialty programs teeserdividuals with more challenging
needs, and to coordinate those services with ragjmenters statewide. The new statutes
also require regional centers to prioritize the edepment of specialty resources,
including regional community crisis homes. In dddi, AB 1472 authorizes specified
licensed community facilities to utilize delayedegs devices and secured perimeters.

CRITICAL QUESTIONS TO ADDRESS DURING THE HEARING:
1. For DDS & Regional Centers: Have there been crslmissions to Fairview
Developmental Center? If so, please provide thmbmr of admissions and a

general description of the nature of services ngede

2. For All Panelists: Please describe the types amdbers of resources that have been
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developed (or are being planned) in the commurstst gesult of the recent statutory
changes for individuals with the challenging needsluding individuals who have
both a developmental disability and mental iliness.

3. For All Panelists: What progress has been madebdgin conducting the
assessments newly required for developmental ceestilents? What have been
(and will be) the regional centers’ roles, and sol& others, in planning and
conducting those assessments?

IV. CONCLUSION

California’s four Developmental Centers house soofiethe state’s most uniquely

challenged citizens: individuals who may have puofd physical needs, social and
behavioral challenges, mental illness, and in sarases, all three. The state’s
Department of Developmental Services has significasponsibility for their care and

safety. Other organizations and individuals alty key roles in oversight and care
management, including the regional centers, parants family members, advocates,
community-based organizations, outside providetbero caretakers, and consumers
themselves.

At a time when California and the nation are camtig to transition from reliance on
institutions to the ongoing development and refiaetmof community resources, it is
critical to understand the role each entity plagsthe transition and the collective
responsibility for each individual’'s health, safetiynd opportunity to thrive. This hearing
offers an opportunity to highlight critical concsrrelated to the care and support of these
especially vulnerable Californians, and to identifyportunities to strengthen that care
and support.

-
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