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AGOUT THE COUNTY WELFARE JIRECTORS ASSOCIATION

The County Welfare Directors Association of California (CWDA) is a non-profit association
representing the human service directors from each of California's 58 counties. The Associa-
tion's mission is to promote a human services system that encourages self-sufficiency of
families and communities, and protects vulnerable children and adults from abuse and ne-

glect.

To accomplish this mission, the Association:

Advocates for policies that will further the mission of the organization;

Educates state and federal policy-makers and the public regarding the impact of hu-
man services policies on individuals, communities, and county social services opera-
tions;

Collaborates with governmental and community-based organizations to ensure effi-
cient and effective service delivery; and

Facilitates effective communication between and among county social service agen-
cies, and state and federal administrative agencies, including the exchange of knowl-
edge and best and promising practices.

ABOUT THE AUTHORS

This report is the culmination of many months of planning, discussion, writing, and editing
by members of the Long Term Care Operations Subcommittee of the CWDA Adult Ser-
vices Committee. The report was compiled by Mari Rodin and edited by Susan Era and
Janice Lindsay.

PURPOSE OF THE PAPER
The purpose of this paper is to:

1.

Inventory and summarize the many studies and papers that have been produced on
the subject of In-Home Supportive Services in the past.

Describe the present state of In-Home Supportive Services from the point of view of
County Social Services Departments and identify the challenges facing IHSS, with
recommendations for addressing them.

Initiate discussion with State, County, and Community Partners and Stakeholders
about the future of the IHSS program and the interests we have in common.
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EAECUTIVE SUMMARY

The In-Home Supportive Services (IHSS) program is, and will continue to be, California’s
largest and most important in-home care program. The goal of this report is to describe
the IHSS program and its history and lay out a vision for enhancing the program that
is supported by both research and the experiences of County Social Services De-
partments in California. The County Welfare Directors Association (CWDA) hopeful
that the report, or sections from it, can be used as a springboard for improving IHSS
through avenues such as cooperation and coordination among stakeholders and leg-
islative advocacy.

PROGRAM TESCRIPTION

The In-Home Supportive Services (IHSS) program provides personal care and domestic set-
vices to aged, blind or disabled individuals in their own homes. The purpose of the program
is to allow these individuals to live safely at home rather than in costly and less desirable out-
of-home placement facilities.

IHSS is an entitlement program. This means that federal and state laws mandate the pro-
gram’s existence. Any interested individual who meets the eligibility criteria must be served.
There is no cap on the growth of the program.

While IHSS regulations determine the range of services, it is the consumer who drives the
program. The consumer decides how, when, and in what manner IHSS services will be pro-
vided. In addition to being consumer-driven, IHSS is unique among programs in California’s
long-term care system in the types of services it provides. This is because IHSS employs a
social model rather than a medical model. Services are determined by a social worker as-
sessment rather than medical criteria. The social model focuses on activities of daily living
and the IHSS consumer’s ability to function in his or her own home. The medical model as-
sesses clients based on medical deficits.

ATMINISTRATION AN FUN TING

The California State Department of Social Services (CDSS) and the counties share adminis-
trative responsibilities for the IHSS program. CDSS oversees the IHSS data and payroll sys-
tem (Case Management, Information and Payrolling System [CMIPS]), serves as the payroll
agent for the IHSS providers, and writes the IHSS regulations. Counties are responsible for
the day-to-day administration of the IHSS program. County staff determines consumers’
program eligibility and the number of hours and type of services each consumer needs.

IHSS is supported through a complex array of federal, state, and county funding sources. In
addition to the significant growth in the size of the program over the last several years, im-
portant new laws and court decisions have served to increase the costs of the IHSS program.
This increase has put serious pressure on public coffers.

CHALLENGES FACING THSS

The challenges facing IHSS are best viewed in the context of California’s changing demo-
graphics. Currently, the State has 3.5 million people over the age of 65 - the largest older
adult population in the nation. This figure is projected to increase by 172% over the next 40
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years, with most of the growth occurring in the next 20 years. As the population ages and
individuals become less able to care for themselves, there will be an increasing demand for
personal assistance services.

Against California’s demographic backdrop are the multiple challenges that are expected to
result from the Olmstead Decision and the passage of Assembly Bill (AB) 1682, both of
which occurred in 1999. These two events have the potential to increase the number of
IHSS consumers statewide, with an associated increase in program operating costs. In addi-
tion, further caseload growth is expected with the aging population. For these reasons and
the currently bleak State budget, the need for cost control has been raised. It is essential that
any cost control measures to be explored preserve the philosophy and purpose of the IHSS
program, to provide services that are essential for enabling aged, blind and disabled individu-
als to remain safely in their own homes.

As the IHSS program has changed over the years, the number of stakeholders—agencies
that affect, or are affected by, IHSS—has increased. Now, more than ever before, IHSS staff
is required to act as a member of a multi-disciplinary team of stakeholders in coordinating
services for IHSS consumers. In planning for the future of IHSS, it is critical that decision-
makers incorporate the breadth of experiences and insights of stakeholders into the most
effective and efficient service delivery system possible.

POLICY AN PROGRAM RECOMMEN FATIONS

The ultimate goal of this report is to set forth a vision for managing and enhancing the IHSS
program. To this end, the report—using research, stakeholders’ contributions, and the
hands-on experiences of IHSS administrators—provides a rationale for specific IHSS policy
and program recommendations as follows.

Funding
» Itis imperative that CDSS work with CWDA in the immediate future to reevalu-
ate the IHSS administrative funding formula. (Page 72)

= Itis essential that CDSS and CWDA develop strategies to address cost control
that preserve the IHSS philosophy and protect the needs of consumers at risk of
losing their independence. (Page 17)

= State financial participation levels must be consistent regardless of a county’s
employer of record structure. (Page 17)

® Itis critical that CDSS provide written instructions and training to counties to
increase MediCal reimbursement for appropriate activities including the process-
ing of income-eligible PCSP cases. (Page 77)

=  CWDA and IHSS stakeholders must pursue legislation to revise Medicaid eligi-
bility to include IHSS spouse and parent providers in PCSP. (Page 77)

Quality of Care/Program Integrity

® CDSS should create a training program for IHSS social workers to standardize
use of the IHSS assessment tool. (Page 22).



= CDSS in conjunction with CWDA and IHSS stakeholders, must complete revi-
sion of the IHSS regulations. In addition, CDSS should train IHSS staff in the
revised regulations. (Page 23)

= CDSS should modify IHSS regulations to allow IHSS staff to conduct more in-
home monitoring of quality of care. This could be accomplished by, adding two
additional components to the social worker assessment: 1) frequency of home
visits; and 2) use of IHSS support staff. (Page 26)

= CDSS should expand IHSS service activities that address quality of life issues
raised by the IHSS consumer population. (Page 24)

= CDSS and CWDA in conjunction with the IHSS employers of record should
create a best practice model for IHSS caregiver training. (Page 27)

= CDSS should supportt incentives and/or stipends for IHSS categivers to attend
training. (Page 27)

®  CDSS should create an IHSS fraud investigation unit and improve security
measures within the payrolling system. (Page 70)

Coordination of Services

* The California Departments of Social Services, Health Services, Developmental
Services, and Aging should coordinate responsibilities and oversight vis-a-vis cli-
ent overlap and codify them in a memorandum of understanding. (Page 20)

= CDSS should develop a formal structure for including IHSS stakeholders in the
ongoing planning for the future of the IHSS program. (Page 73)

Data Collection

* CDSS must provide financial and programmatic support for CMIPS at a level
equal to that provided to similar state systems (CMS and SAWS) and should en-
sure that enhanced case management capability is included in any CMIPS up-
grades. (Page 10)

= CDSS should fully fund CMIPS II implementation including infrastructure,
hardware, and training to ensure statewide accessibility. (Page 70)

The authors of this report are hopeful that these policy and procedural recommendations lay the
groundwork for improving the THSS program in the 21" century.
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L INTROTUCTION

California’s current older adult population of 3.5 million persons is expected to increase by
172% over the next 40 years." As the population ages and individuals become less able to
care for themselves, there will be increasing demand for personal care services. The In-
Home Supportive Services (IHSS) program is, and will continue to be, the largest and most
important state program providing personal care services to people with disabilities who live
in their own home.™ As such, it is a key element in California’s system of Long Term Care
(LTC) for older adults. Although Court rulings and legislation over the past ten years have
affected the program in different ways, IHSS is still an effective and efficient program.

Policy makers and researchers interested in the future of the LTC system in California have
studied many facets of the IHSS program. While research findings are key to improving
IHSS, the CWDA Adult Services Committee recognized that, in addition, there is a need for
policy makers to understand the program from the perspective of IHSS program administra-
tors who directly observe and experience the mechanics of the program on a daily basis.

The goal of this report is to describe the IHSS program and its history and lay out a
vision for enhancing the program that is supported by both research and the experi-
ences of its authors. The authors are hopeful that the report, or sections from it, can
be used as a springboard for improving IHSS through avenues such as legislative ad-
vocacy.

I, JESCRIPTION OF IHSS
THSS IN THE CONTEAT OF CALIFORNIA S LONG TERM CARE ILTCT SYSTEM

LTC refers to a set of health, personal care, and social services that help people with func-
tional or cognitive limitations carry out activities of daily living and other activities over a
sustained period.” LTC services span a range of programs serving the most independent
(e.g., employment assistance and training, information and referral services, housing assis-
tance, and socialization opportunities) to the most dependent (e.g., in-home assistance,
money management, case management, institutionalization, and public guardian/public ad-
ministrator services). Three state agencies administer and support most of California’s LTC
programs—Health Services (CDHS), Social Services (CDSS), and the Department of Aging
(CDA). The majority of older adults who receive public LTC services are living in their
homes and communities although the majority of California’s public LTC funds are being
spent on institutional services for a relatively small number of individuals.” IHSS, which op-
erates under CDSS and is financed primarily by MediCal, is the largest personal assistance
services program in the United States. It is the core of California’s LTC system.



PHILOSOPHY OF IHSS

IHSS by its very nature is a consumer-driven program. The goal of IHSS is to maintain con-
sumers' quality of life by providing assistance that enables them to remain safely in their own
homes. Consumers receive a variety of basic services, including: domestic assistance such as
housecleaning, meal preparation, laundry, and shopping; personal care, such as feeding and
bathing; transportation; protective supervision; and certain paramedical services ordered by a
physician. Services are provided without cost to Supplemental Security Income and or State
Supplemental Payment (SSI/SSP) consumers. Those with higher incomes are eligible for the
program by paying a share of the cost of the services.

THSS social workers meet directly with the consumer and evaluate what the consumer can
and cannot do for him/herself. While the scope of setvices is determined by program regula-
tions, it is the consumer who decides how, when, and in what manner those services will be
provided. If IHSS consumers request assistance finding caregivers, IHSS staff will, in some
counties, locate potential candidates from the IHSS registry. The consumer offers input and
provides updates on his/her condition to the social worker. Should the consumer have a dis-
agreement with the services authorized by the social worker, he/she may pursue a fair hear-
ing, where an administrative law judge will determine the services for which the IHSS con-
sumer may be eligible.

It is important to stress that the IHSS program is based on a

social model - one that relies on social worker assessment Guiding Principle:

rather than assessment based on medical criteria. This makes The IHSS program is based on a
THSS unique in the LTC system, where programs such as social model—one that relies on
Home Health and Adult Day Health, which employ a medical social worker assessment rather
model, are the norm. This distinction is important for two than assessment based on

critical reasons. First, a social model functions with caregivers medical criteria.
who are non-medical personnel. As a result, consumers are
able to hire and fire their own caregivers rather than be
presented with whatever caregiver a medical agency might send out. The importance of this
feature to consumers’ sense of independence and control, particularly among the disabled
community, cannot be under-estimated. Secondly, the social model focuses on activities of
daily living and the ability of IHSS consumers to function in their own homes. The medical
model assesses consumers based on medical deficits rather than their daily functioning.

THSS HISTORY AN7 CURRENT STRUCTURE

Beginning in the 1950s, the federal government addressed the needs of older adult blind and
disabled individuals through the Old Age Assistance, Aid to the Blind, and Aid to the Totally
Disabled programs. In the eatly 1950s, California established the Attendant Care program.
Funded by both the State and federal government, the Attendant Care program allowed for
a cash grant to be distributed directly to eligible consumers for use in contracting with indi-
vidual caregivers. In the early 1970s, the Homemaker program was added to the Attendant
Care program. The Homemaker program allowed recipients who could not hire or supervise
their own individual providers the opportunity to receive services. Counties employed the
caregivers in the Homemaker program.



In April 1979, the California legislature acted to eliminate the distinction between the county
homemaker and attendant care service provision modes. This new program was the precur-
sor of today’s IHSS program. The legislature identified the consumer as the employer, yet
maintained the responsibility for IHSS provider payments and fiscal issues with the State.
Today, the IHSS program offers counties three distinct modes of service delivery. They are:

1) the contract mode, wherein the county contracts with a public or private entity that
employs the IHSS caregivers;

2) the individual provider mode, wherein the consumer directly employs the IHSS
caregiver and is in charge of hiring, firing, and supervising the caregiver; and

3) the homemaker mode, wherein the county employs the IHSS caregivers.

While counties have the option to deliver IHSS services through their own employees
(homemaker mode) or a contractor’s employees (contract mode), the individual provider
mode has proven to be the least costly and is overwhelmingly favored by counties and con-
sumers. In fact, 95% of all IHSS consumers receive services through the individual provider
mode. In the individual provider mode, the consumer reviews and authorizes the number of
hours paid to his/her caregiver and has sole authority to determine whether the quality of
care provided meets his/her needs. Most counties provide assistance to consumers in find-
ing caregivers. In many cases, consumers hire family members or friends to provide services
for them.

In addition, IHSS is flexible - meeting consumers’ unique language, financial, and personal
needs. Like innovative “cash and counseling” programs in other states, IHSS - through the
advance pay option - can provide services to consumers who need access to funds immedi-
ately to pay caregivers. Further flexibility in the IHSS Program is evidenced through the use
of the Inter-County Transfer procedures, which allows consumers to continue receiving
IHSS when they move anywhere in California.

IHSS is a state mandated and regulated program that is operated at the county level in ac-
cordance with the California Welfare and Institutions Code. Both federal and state laws
serve, effectively, to make IHSS an entitlement program. Interested individuals have a right
to apply for IHSS services and are guaranteed services if they meet the financial and func-
tional eligibility criteria described above.

Consistent with all public entitlement programs, IHSS provides applicants certain rights -
timely decision of eligibility, timely notice of change in eligibility or service, and an appeals
process to dispute eligibility decisions. California Welfare and Institutions Code Section
12302 states, “Each county is obligated to ensure that services are provided to all eligible
consumers during each month of the year in accordance with the county plan . . .” While the
state no longer requires counties to submit an annual plan, the obligations remain.

As described above, the current structure of IHSS preserves the right of consumers as em-
ployer—to hire, fire, and supervise their own caregivers. For the majority of consumers this
structure works extremely well. However, there are a small percentage of consumers who
have impaired judgment and are therefore more vulnerable to being victims of provider
fraud (see Section XII for more detail on this population of consumers). Fraud may manifest
as phony time sheets or consumers approving hours for caregivers that were not provided
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due to intimidation and/or fear of losing the caregiver on whom the consumer depends.

Another sensitive fraud related area focuses on a small percentage of mentally competent
consumers who commit fraud in concert with the caregivers. This fraud manifests in the
form of consumers knowingly approving phony/incorrect

timesheets. Additionally, some consumers do not pay the CWDA Recommendation: C_DSS :
share-of-cost requirement to the caregiver. Since the should create an IHSS fraud investi-
consumet’s share-of-cost liability is automatically gation unit and improve security
deducted from the caregivers’ watrant by the State pay- measures within the payrolling sys-
rolling system; the consumer must pay the share-of-cost tem and reduce the social worker to
directly to the caregiver. Caregivers that are not paid the consumer ratio to ensure program

required share-of-cost benefit eventually terminate integrity.
employment. This can manifest itself in a high turnover
rate of caregivers. Special attention should be given to consumers that consistently have a
high turnover rate of caregivers. An assessment by the social worker or fraud investigator
may be warranted to ensure program integrity. The IHSS social work assessment could be
expanded to include determination of a need for intensive in-home monitoring. Although
administrators know that fraud is present within the IHSS program, the present structure,
which places the consumer in control, is one that must be preserved. The issue of fraud,
however, cannot be ignored. CDSS and CWDA accountability measures need to be devel-
oped that minimize fraud. CWDA recommends that: 1) CDSS create an IHSS fraud investi-
gation unit and improve security measures within the payrolling system; and 2) reduce the
social worker to consumer ratio so that social workers can better monitor the home envi-
ronment and assess cases with high caregiver turnover rates to determine whether they
should be referred to a fraud investigation unit.

ATMINISTRATION AN FUNTING OF IHSS

CDSS and the State’s counties share administrative responsibility for the IHSS program. In
relation to funding, CDSS’s primary function is to oversee, Electronic Data Systems, the
contractor that operates the Case Management Information and Payroll System (CMIPS).
CMIPS is the data system that tracks information about IHSS ]

. : CWDA Recommendation:
consumers and their caregivers and processes the payroll for the o :

. e . CDSS must provide financial
caregivers. However, it is increasingly clear that the State needs nd proarammati rt for
to develop a state-of-the-art information management system and programmatic support fo
for IHSS. The program’s data system must meet the future
challenges associated with program growth, interaction with
employers of record and labor organizations, case management,
and increasing payroll responsibilities. To meet this challenge,

CMIPS at a level equal to that
provided to similar state sys-
tems (CMS and SAWS).

CWDA recommends that CDSS provide financial and CWDA Recommendation:
programmatic support for CMIPS at a level equal to that CDSS should fully fund CMIPS
provided to similar state systems such as CMS and SAWS. Il implementation including
CDSS should fully fund CMIPS II implementation including, infrastructure, hardware, and
infrastructure, hardware, and training to ensure statewide training to ensure statewide
accessibility. accessibility.

The State also is responsible for paying unemployment
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insurance and workers’ compensation insurance on behalf of IHSS consumers. The State
collects reimbursements from the counties for costs the State incurs on their behalf. CDSS
also writes regulations for the IHSS program.

Counties are responsible for the day-to-day administration of the IHSS program. They de-
termine an individual’s eligibility for IHSS as well as the amount and type of services each

recipient needs. Using CDSS guidelines, county social workers determine how many hours
of service per month consumers are qualified to receive.

The passage in California of AB 1682 in 1999, which mandates the establishment of employ-
ers of record for IHSS caregivers for the purpose of collective bargaining for wages and
benefits, is an important variable in the funding formulas described above because this law is
significantly raising the costs of the IHSS program. AB 1682 is described in more detail in
Section V, Catalysts for Change.

Federal, state, and county money support two different funding streams for IHSS. The first
type of funding stream is for program services. This funding pays for direct services to the
consumers. These services include caregiver payroll (wages, unemployment and disability
insurance, and employer taxes) and benefits, one-time cleaning fees and public authority ad-
ministration. The funding for the program services allocation in fiscal year 01-02 totaled
$2,036,288,344.

HSS Fuw i STRucTOmRE

ATMINISTRATION ALLOCATION
STHIE/DG OF THE AW/ S
(TUTV 705 O THENON-/ETETA SEAE

PROGRAM SERVICES FUN TING

Pesp 1HSS RESIT0AL
(85% OF CLIENTS] [15% OF CLIENTS)
V7 /4 NV ETEHHL (TR
SHEZ LS A6
Y 1755 WTY 7%

The Personal Services Care Program and the IHSS Residual
Program comprise the program services funding. The
Personal Care Services Program (PCSP) is supported by

CWDA Recommendation:
It is critical that CDSS provide

Federal (Title XIX of the Social Security Act) Medicaid Act
Regulations for Federal SSI program, State (General Funds)
and county funds. In August 2002, 242,4770of the 286,953"

IHSS consumers (85%) were PCSP eligible. The federal

contribution for PCSP is 50%. The State contribution is 35%.

Each county picks up the remaining 15%. Many counties are
unaware that they can, and should be, time-studying and
charging expenses associated with the PCSP program to

written instructions and train-
ing to counties to increase

MediCal reimbursement for
appropriate activities includ-
ing the processing of income-
eligible PCSP cases.
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MediCal. To educate counties on this issue, CDSS should CWDA Recommendation:
provide written instructions and training to counties to CWDA and IHSS stakehol dt'ars
increase MediCal reimbursement for appropriate activities

. . . . g m rsue legislation to revi
including processing of income-eligible PCSP cases. ust pursue legislation to revise

Medicaid eligibility to include
IHSS spouse and parent provid-
ers in PCSP.

Another barrier to full and fair reimbursement for counties is
the federal Medicaid regulation that excludes certain specified
relatives (of the most vulnerable consumer populations, in-
cluding minor consumers), from being eligible as paid caregivers under PCSP within the
IHSS program. CWDA and IHSS stakeholders must pursue legislation to revise Medicaid
eligibility to include IHSS spouse and parent providers in PCSP.

The In-Home Supportive Services Residual Program (IHSS Residual) is funded by State and
county money only. It receives funds from the State general fund and Title XX of the Social
Security Act through the Social Services Block Grant. The non-federal ratio for State and
county is 65% and 35% respectively.

The second funding stream is the IHSS administration allocation. This funding pays counties
for the cost of administering the IHSS program. This includes all IHSS program staff, in-
cluding social workers, as well as other costs related to program administration. The admini-
stration allocation is funded by federal, State, and county funds. In fiscal year (FY) 01-02, the
administration allocation totaled $194,644,429. The State contribution is 70% of the non-
federal share. The county contribution is 30% of the non-federal share™.

In April 1993, when PCSP was first created, the IHSS administrative allocation formula was
reevaluated as a result of Proposition 13 and the Senate Bill (SB) 90 requirement that all new
State mandates be fully funded by non-county funds. To meet the added costs to counties of
implementing PCSP, a new administrative cost calculation was developed using the “wed-
ding cake” formula'. Specifically, the base allocation for IHSS administration did not
change. However, the added costs for performing the new functions required by PCSP were
estimated on a per-case basis based upon “current” (at that time) dollars. Three funding
components were added to the base casework and supervisory costs of IHSS cases that ad-
dressed costs of caseworkers, supervisors, and nurses (reference). However, dramatic
changes in IHSS demographics have put unjust and unreasonable fiscal pressure on counties
and THSS administrative costs have not had a true Cost of

Living Adjustment in close to 30 years, when Title XX was CWDA Recommendation:
implemented. Adequate administrative funding of the IHSS It is imperative that the Cali-
program is critical. In light of the dramatic growth in caseload, fornia Department of Social
it is imperative that adequate administrative funding be Services work with CWDA in
obtained which supports staff necessaty to service IHSS the immediate future to re-
consumers and ensures proper program operations. It is evaluate the IHSS administra-

imperative that the State work with CWDA in the immediate tive funding formula.

! This name is used to describe the cost calculation because the formula was depicted in a wedding cake
graphic by CDSS.
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future to reevaluate the IHSS administrative funding formula.

M. IHSS CONSUMERS

THSS SERVES A UNIVERSAL POPULATION

IHSS serves older adults and persons of any age who are physically disabled, developmen-
tally disabled, mentally ill, or have severe cognitive difficulties such as dementia and Alz-
heimer’s disease. The program does not carve out any subsection of the disabled popula-
tion—any individual who is on SSI or meets income requirements can qualify for IHSS as
long as they have a distinct need for services. This is in contrast to many other public pro-
grams, which serve only a select subsection of those served by
IHSS. The fact that IHSS serves a universal population is
significant because it means that the program serves an ex-
tremely diverse population with wide-ranging needs. Associated
with the diverse IHSS consumer population is the myriad of
agencies, or stakeholders, that must interact with the IHSS
program to establish eligibility, coordinate care, etc. All of this
has significantly increased the complexity of serving consumers.

Guiding Principle:
IHSS serves a universal
population. This is in con-
trast to many other public

programs, which serve only
a select subsection of those
served by IHSS.

THSS CONSUMER TEMOGRAPHICS

IHSS serves 286,953 consumers throughout California’s 58 counties—from Alpine County
with only eight consumers to Los Angeles County with 121,569 consumers. Statewide data
from August 2002 indicate that:

®  66% of the individuals receiving IHSS are female;

o 57% are ethnic minorities;

e 44% have a primary language other than English; and

e 85% receive personal care services and 86% receive SSI benefits.

Although originally designed as a program to serve blind or disabled aged (65+) individuals,
the percentage of aged consumers has been consistently dropping over the last 15 years as
increasing numbers of individuals under age 65 have joined the program. Forty percent
(40%) of the consumers who now receive IHSS are under the age of 65 - an increase of 25%
since 1987. This demographic change in the IHSS population reflects the impact of the
Olmstead Decision wherein significant numbers of disabled individuals moved from institu-
tions into community-based programs and became eligible for IHSS. (The Olmstead Deci-
sion is discussed in Section V.)

A comparison of statewide consumer data from August 2002 with the prior 18 months re-
veals that consumers’ needs are increasing. In February 2001, records indicate that 81% of
IHSS consumers required personal care services compared to 85% in August 2002. The av-
erage number of hours spent by IHSS caregivers per consumer per month increased from 83
hours in 2001 to 85 hours in 2002.

. IHSS STAFEHOL JERS

As the IHSS program has changed over the years, the number of stakeholders - agencies that
affect, or are affected by, IHSS - has increased. Now more than ever before, IHSS program
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administrators are required to act as members of a multi-
disciplinary team. Although representatives from the
stakeholder groups have worked together on some issues,
coordination at the State level should be mandatory to
ensure services are efficient and high quality. CWDA
recommends that CDSS develop a formal structure for
including THSS stakeholders in ongoing planning for the
future of the IHSS program.

CWDA Recommendation:
CDSS should develop a for-
mal structure for including

IHSS stakeholders in ongo-
ing planning for the future of
the IHSS program.

Several of the current key stakeholders are identified below and some of the salient issues
that have arisen between them and the IHSS program, such as conflicting regulations and
mandates, are briefly touched upon. CDSS is perhaps the most obvious stakeholder because
it has primary responsibility for IHSS administration statewide and for developing IHSS
policies and regulations. CDSS works in cooperation with CWDA, the association of direc-
tors of all county welfare departments throughout California. Other IHSS stakeholders are
described below.

THSS CONSUMERS

Consumers are the core of the IHSS program and may therefore be considered the IHSS
program’s primary stakeholder. Consumers have always played an active role as stakeholders
in THSS insofar as they select, hire, train, and supervise their caregivers. Since the advent of
IHSS Advisory Committees (first in 1992 and then as a required part of implementing the
employer of record mandate of AB 1682), consumers have had an additional avenue to ex-
press their needs and influence the IHSS program locally.

THSS CAREGIVERS

IHSS caregivers—and their union representatives—are perhaps the second most significant
stakeholders in the IHSS program because the success of the program depends upon their
participation. Recent legislative developments, such as the establishment of public authorities
and employers of record, have focused attention on the wages, benefits, working conditions,
and other needs of IHSS caregivers.

CALIFORNIA TEPARTVENT OF HEALTH SERVICES

The California Department of Health Services (CDHS) is responsible for administering the
MediCal program, which both funds a large share of IHSS and provides the medical cover-
age for all IHSS consumers. The increasing numbers of persons eligible for MediCal pro-
grams, as well as changes in federal poverty levels, have resulted in an increase in share-of-
cost applications for IHSS. The increase in share-of-cost applications requires counties to
carefully and accurately assess IHSS eligibility - a complex and difficult task. There is a great
need to increase communication and coordination between CDHS and CDSS to streamline
this process. Working relationships that engender open communication and prompt re-
sponse to issues and concerns are of utmost importance to county personnel.

REGIONAL CENTERS

The significance of State’s Regional Centers, which are responsible for coordinating and
providing services for developmentally disabled individuals, has increased since passage of
the Olmstead Decision in 1999, which mandated that people with disabilities reside in the
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least restrictive setting possible. As a result of this federal court decision, many regional cen-
ter consumers moved out of institutions into community settings and enrolled in the IHSS
program. The resulting increase in IHSS consumers, the associated increase in program costs
at the county level, and confusion about eligibility determinations and assessments make it
imperative that the California Department of Developmental Services (CDDS) and CDSS
administrative staff work together to facilitate interaction between agencies.

PUBLIC AUTHORITIES

IHSS Public Authorities—independent entities, established by county ordinance, to improve
the delivery of IHSS—were first authorized by legislation passed in 1992 although at that
time only six counties utilized this option. The passage of AB 1682 in 1999, which required
each county to designate an employer of record for IHSS caregivers, identified the estab-
lishment of public authorities as one option for counties to meet the employer of record
mandate. Public authorities have proven to be the most common way for counties to meet
their AB 1682 obligations. The public authority is responsible for maintaining caregiver reg-
istries, providing IHSS consumers with caregiver referrals, and providing for consumer and
caregiver training. In addition to these services, public authorities are stakeholders that foster
collective bargaining for the IHSS caregivers. (AB 1682 and its impact on IHSS are discussed
in more detail in Section V, below.)

THSS ATVISORY COMMITTEES

IHSS Advisory Committees were established originally in 1992 to act as advisory bodies for
public authorities. However, the passage of AB 1682, expanded both their role and respon-
sibilities. By mandate, each county must now have an IHSS Advisory Committee. The ma-
jority of the Advisory Committee’s members must be past or present consumers of in-home
assistance. The IHSS Advisory Committees allow consumers and caregivers to have a direct
voice in the administration and delivery of IHSS.

CALIFORNIA ASSOCIATION OF AREA AGENCIES ON AGING (144)

C4A is a statewide group representing 33 statewide Area Agencies on Aging. All of C4A’s
many programs serve older individuals. Moreover, C4A programs share similar goals that
center around assisting consumers to remain active community members for as long as pos-
sible. Because 60% of IHSS consumers are also older adults, the two entities have many con-
sumers in common. As such, C4A is a major stakeholder in the IHSS program and has been
invited to participate in discussions about the future of IHSS.

CALIFORNIA FOUNTATION FOR INTEPENTENT LIVING CENTERS (CFLIC

CFILC is a statewide group representing 28 independent living centers (ILC). Independent
Living Centers are locally based, non-profit civil rights organizations that work to promote
access and integration of persons with all disabilities. ILC programs are strong advocates for
the needs of persons with disabilities, and for the programs serving them, such as IHSS.
CFILC represents a significant constituency of IHSS and is an important stakeholder in the
IHSS program. CFILC is interested in working to build an IHSS system that truly meets the
needs of persons with disabilities and is funded at a level to do so.
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V. CATALYSTS FOR CHANGE IN IHSS

The IHSS program has consistently been affected by the decades-old trend to deinstitution-
alize the disabled. Milestones in this trend include: the closure of mental facilities as a result
of the Lanterman-Petris-Short Act of the late 1960s; transitioning the developmentally dis-
abled into the community pursuant to the California State Superior Court Cazufeld Decision;
and, most recently, the mandates from the federal Olmstead Decision that directs a broad
range of the disabled into community living. These and other influences on the IHSS pro-
gram are discussed below.

OLMSTEAT TECISION

On June 22, 1999, the Supreme Court of the United States upheld the right of individuals
with disabilities to live in their community. This ruling is known as the Olmstead Decision.
Prior to this Decision, many people with disabilities who could have lived independently in
the community with supportive services were institutionalized instead. The Olmstead Deci-
sion requires public agencies to provide services “in the most integrated setting appropriate
to the needs of qualified individuals with disabilities.” The Court suggested that a state
would be in compliance with Title II of the American with Disabilities Act (ADA) if it dem-
onstrated that it has:

= A comprehensive, effective plan for placing qualified persons with disabilities in
less restrictive settings, and

* A waiting list that moves at a reasonable pace not controlled by a state’s endeav-
ors to keep its institutions fully populated.

The IHSS program is potentially key to California’s compliance with the Olmstead Decision
because it is consistent with the key principles the US Department of Health and Human
Services asked states to consider in developing plans for Olmstead compliance:

* Provide an opportunity for interested individuals, including individuals with dis-
abilities and their representatives, to be integral participants in plan development
and follow-up.

= Take steps to prevent or correct current and future unjustified institutionalization
of individuals with disabilities.

* Ensure the availability of community-integrated services.

= Afford individuals with disabilities and their families the opportunity to make in-
formed choices regarding how their needs can best be met in the community or
institutional settings.

Over the past several years the IHSS caseload has changed significantly. First, there has been
a significant increase in the number of new IHSS cases as people with disabilities have left
institutions and moved into the community. Between 1996 and 1999, the IHSS disabled
caseload grew by 21.1%.

Prior to enrolling in the IHSS program, many of the new IHSS consumers had been receiv-
ing services from State agencies other than CDSS, such as the Departments of Health Ser-
vices, Aging, and Developmental Services. The result of multiple agency involvement with
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consumers is a duplication of oversight responsibilities at the state level. Such duplication of
effort and responsibilities hampers the counties’ ability to locally integrate programs serving
the same target populations and complicates State implementation of the Olmstead Deci-
sion.

State efforts to develop the required Olmstead Plan are proceeding, but have met with pub-
lic concern regarding the length of time and the extent of outreach. It is unclear what im-
pact Olmstead implementation will have in California. Increased residential options for in-
dividuals could potentially create an increased draw on IHSS as a resource for community-
based care.

THSS IN THE WORFPLACE

AB 925 (Aroner) is historic legislation that makes it possible for people to utilize their exist-
ing authorized hours of IHSS in the workplace. Previously, people with disabilities had to
choose between personal care and a job. They were restricted to home if they needed any
significant amount of personal assistance. This is important legislation for people with dis-
abilities, who now have the opportunity for increased independence and self-support, and it
represents an evolutionary development in the IHSS program. Implementation will address
the new flexibility in the location of service provision.

EMPLOYER OF RECOR7

On July 12, 1999, the Governor of California signed into law AB 1682 and SB 710, which
added Section 12302.25 to the Welfare and Institutions Code (WIC). These laws require each
county to establish, on or before January 1, 2003, an employer of record for IHSS care pro-
viders for the sole purpose of collective bargaining. Although the counties are able to retain
the same service mode options, individual IHSS caregivers will have through representation
by unions, the opportunity to negotiate for wages and benefits. WIC Section 12302.25 au-
thorizes these five options for employer of record:

Public authority/non-profit consortium;

e THSS contract;

e County administration of individual providers;
e County civil service personnel; and

e A combination of the above.

Within the public authority option, there are two models available to counties—county and
stand-alone. In the county model, the board of supervisors acts as the governing body of the
public authority with an advisory committee comprised of a majority of IHSS consumers.
The stand-alone model is an independent entity with a consumer majority governing board
appointed by the county board of supervisors.

The county board of supervisors has the responsibility to select the employer of record op-
tion best suited to their county. However, by mandate, each board of supervisors must con-
sider the advice and recommendations of their county’s IHSS Advisory Committee. The fi-
nancial impact on counties’ from implementing the employer of record mandate depends on
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both the option a county chooses for employer of record and the results of negotiations

reached through the collective bargaining process.

While quality of care is expected to improve with better pay and benefits for care providers,
there have already been significant increases in both the administrative and services costs of

IHSS. A study conducted on the impact of unionization of IHSS workers in San Francisco

viii

found that quality of care had improved based, in part, on the improved ethnic match be-
tween consumer and caregiver. The study also found that there was “extraordinary con-
stancy in measures of workforce stability, including turnover and the length of match be-
tween consumer and provider,” which may also have positively affected quality of care.
However, the San Francisco study also confirmed projections of increased costs for IHSS.
The study found that the cost of the total compensation package for San Francisco IHSS
workers nearly doubled over the three-year period (1997-2000) examined in the study. Asso-
ciated with this increase in costs, the study found a 39% increase in the number of IHSS
workers and a 34% increase in the number of consumers during the same time frame. Com-
bined with the ongoing growth in the IHSS caseload, there will continue to be significant

impact on the cost of the IHSS program.

The financial impacts to counties resulting from the
employer of record mandate have been, and will continue
to be, substantial. In addition, the aging population
together with the impacts from the Olmstead Decision
will continue to place financial pressures on the IHSS
program. It is essential that CDSS and CWDA develop
strategies to address cost control that preserve the IHSS
philosophy and protect the needs of consumers at risk of
losing their independence.

Counties are discouraged from selecting an employer of
record structure other than a public authority primarily
because the public authority option is the only one for
which county reimbursement is available.” CWDA
recommends that state financial participation levels in im-
plementing the employer of record mandate are consistent
regardless of a county’s employer of record structure.

This administrative funding strategy for employer of

CWDA Recommendation:

It is essential that CDSS and
CWDA develop strategies to ad-
dress cost control that preserve
the IHSS philosophy and protect
the needs of consumers at risk

of losing their independence.

CWDA Recommendation:
State financial participation lev-
els in implementing the em-
ployer of record mandate must
be consistent regardless of a
county’s employer of record
structure.

record was established in the Medicaid Plan Amendment as part of the initial 1992 Public
Authority enabling legislation when public authority was a new option to counties. Now,

*The operating cost of a public authority is provided through reimbursement from the IHSS program services
funding rather than through the IHSS administration allocation. Counties submit a quarterly claim to the State
for reimbursement of public authority-associated expenses, after having received State approval for a reim-
bursement rate. Generally speaking, the counties’ share of cost is higher under THSS services funding than it
would be under the administration allocation. Counties can claim the start-up costs for an authority through
the County Administrative Expense Claim, but once the authority has been fully formed and the rate has been

approved, reimbursements must come via the authority’s claim itself.
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however, access to maximum State financial participation is on/y available through the public
authority option. The State has not yet developed a mechanism for counties to draw down
administrative dollars for other employer of record options.

PERSONAL CARE SERVICES PROGRAM

In March of 1993, CDSS issued an All County Letter (ACL93-21) regarding the implementa-
tion of a new program within the In Home Supportive Services Program. This new pro-
gram—the Personal Care Services Program (PCSP)—significantly changed IHSS. Prior to
April 1993, IHSS was funded by the State and counties with no federal participation. The
PCSP program brought federal funds to IHSS through Medicaid, lowering state and county
costs for the program. PCSP also has had significant programmatic impacts, adding a greater
IHSS link to the medical community, requiring additional forms and steps to be taken for
eligibility, and removing the 195-hour cap for services of the non severely impaired, to name
a few. Initially the PCSP program required counties to collect information to determine con-
sumer and caregiver eligibility. They included:

e The SOC 425, a “prescription” for personal care, to be completed by consumer’s
personal physician; and

e The SOC 426, which was used to “vendor” the Individual provider, making it possi-
ble to use federal dollars to pay for the personal care services authorized.

In addition, counties were encouraged to utilize nurses to assist the social workers in the as-
sessments and reassessments of the IHSS consumers. Many counties found this to be a wel-
come addition to the IHSS assessment process and either hired or contracted for registered
nurses or public health nurses.

The following IHSS consumers were determined ineligible for the Personal Care Service
Program:

Minor children whose caregiver was their parent,

e Consumers whose spouse was their provider,

e Consumers receiving Advance Pay option for IHSS,
e Consumers who were Income Eligible,

e Consumers who only needed protective supervision services.

In May 1993, the CDSS issued another All County Letter (ACL93-30). It explained that AB
5 had been signed into law by Governor Wilson and resulted in the following three substan-
tive changes to the PCSP program:

1) It gave the CDHS the authority to limit the amount, scope and duration of PCSP to
assure cost neutrality to the State;

2) It eliminated protective supervision as a covered PCSP service; and

3) It created a sunset provision effective July 1, 1996 of PCSP as a MediCal benefit.
(This provision was later removed.).
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AB 5 also more clearly defined the PCSP program and separated it from the IHSS residual
program, which included all consumers listed above who had been excluded from PCSP, as
well as all consumers who only needed “ancillary services”. Ancillary services were defined as
“domestic, laundry, shopping and errands, meal preparation and clean up, accompaniment to
medical appointments and alternative resources sites, heavy cleaning, yard hazard abatement
and snow removal.” These cases would not be included in PCSP.

Consumers who needed protective supervision and personal care services would have their
cases split for funding purposes. Personal care, paramedical services, and ancillary services
would be paid for with PCSP funds. Protective supervision services would be funded with
IHSS residual program funds.

As the PCSP program has grown, it has become increasingly aligned with MediCal (Medi-
caid) rules, which are governed by CDHS. At the same time, CDSS has been developing pol-
icy in other areas of the PCSP program. The net effect of two state agencies promulgating
regulations for a single program is confusion among county administrators of PCSP and in-
consistency in how PCSP is implemented by the counties. Increased communication be-
tween CDSS and DHS will be key to improving implementation of PCSP.

Additional changes have been made to the PCSP program since its creation in 1993 such as
the requirement for nurses and medical forms has been lifted. In addition, many income eli-
gible consumers were made PCSP eligible in April 1998. In January 2001, the IHSS program
was adapted to include the Aged and Disabled, Federal Poverty Level program. This effec-
tively lowered the share of cost that a participant must pay by raising the level to the A&D
FPL.

VI A SYNTHESIS OF IHSS STUTIES ANT REPORTS

Numerous reports have been written in the last 25 years on various aspects of the IHSS pro-
gram. Some are research studies and others are policy papers, but all of the reports have im-

plications for the IHSS program. The authors of this report reviewed many reports on IHSS
and synthesized the most significant findings and recommendations into several topical areas
as presented below.

THSS IN THE LONG TERM CARE SYSTEM

The LTC system in California is comprised of a myriad of agencies and organizations that
provide services, in many cases, to the same consumers as described above. With IHSS as
the core of the LTC system, there are an increasing number of stakeholders with an interest
in its organization and administration. Because the changes in the LTC system have occurred
in the absence of an overarching plan, IHSS administrative staff is experiencing the burden-
ing effects of multiple layers of state and agency regulations. The authors of this report are in
agreement with several reports that have suggested that successful coordination and/or con-
solidation of services in California’s LTC are necessary,™* and will result in:

e Cost-effectiveness and savings;
e Improved access and service match for consumers;

e More flexible, appropriate, and tailored services;
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e Improved health outcomes for consumers;
e Improved consumer tracking; and

e Improved information on characteristics and outcomes of users.

Such coordination and/or consolidation with THSS stakeholders will require CDSS to revise
the IHSS regulations to ensure that they are compatible

with current law and are as efficient and effective as CWDA Recommendation:
possible (see page 24). A report from the California The California Departments of
Center for Long Term Care suggests that the State should Social Services, Health Services,

promote sharing of service authorization privileges among Developmental Services, and
state agencies and develop a universal release of
personal/case information form. CWDA recommends
that CDSS, DHS, and CDA should coordinate

responsibilities and oversight vis-a-vis client overlap.

Aging should coordinate re-
sponsibilities and oversight vis-
a-vis client overlap.

The Center’s report also states that, in order to reach the goal of an integrated, effective LTC
system, CDSS must develop performance targets and standards to guide expectations. Lack
of coordination at the state level is also evidenced by California’s dearth of preventive care
for people In the LTC system, as evidenced by under-funding of ITHSS and APS.*

The California Health and Human Services Agency’s Long Term Care Council workgroup
has developed recommendations that support and expand the concept of collaboration
among agencies in the LTC system. One of their recommendations is that by agencies ex-
plore creating a shared client information database to expedite referrals for clients and re-
duce needless duplication of effort.

IMPLEMENTATION OF EMPLOYER OF RECORT

A report from the State Auditor in 1999 expressed concerns around the lack of regulatory
guidance from the State in implementing AB 1682 (described in Section V above), which has
resulted in inconsistencies across counties. For example the study found differences in the
way counties conduct criminal background checks and in how much training they provide to
IHSS caregivers. ™ The Auditor’s report recommends that the State take a more active role in
monitoring and evaluating the implementation of AB 1682. Specifically:

® The State should work with local entities to develop performance standards;

* The State should implement a system to gather and evaluate data that measures
the performance of public authorities and other employers of records and care-
givers;

® The State should better define IHSS program functions to improve their consis-
tency and effectiveness;

® The State should be required to report to the Legislature on the operational and
fiscal impact of recently enacted legislation to see if it has improved the IHSS
program;

* Local entities should develop and implement procedures to ensure accurate re-
cording of performance data; and
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* The Legislature should further clarify W&I Code 12305.25 to provide counties
with the guidance needed to ensure compliance with the legislation.

Since the Auditors’ report was written, the State has begun implementing many of the rec-
ommendations. However, the CDSS Adult Programs Branch reported to the Legislature that
as of June 2000, only eight of 58 counties had established public authorities and only seven
of these had met the statutory requirements to operate a registry.”" Seven of the eight were
cither providing or in the process of providing benefits to caregivers. Despite some of the
difficulties with implementation, this report noted that the public authorities have been able
to supply services above and beyond what counties have traditionally offered IHSS caregiv-
ers and consumers including:

* Improved and expanded caregiver registry and referral system;
= (Caregiver and consumer training;
= Active caregiver recruitment; and

* Detailed screening process for new caregivers.

The study of the effects of unionization among IHSS workers in San Francisco County also
found positive impacts for both consumers and caregivers.™ Moreover, the CDSS report to
the Legislature reported that public authorities have been able to track and improve the qual-
ity of care to consumers by prioritizing high-risk consumers, tracking abuse by caregivers,
tracking consumer complaints and resolution, and providing medical and dental benefits for
caregivers. However, CDSS acknowledged that more monitoring of implementation of AB
1682 is needed and will explore ways in which the CMIPS system might be expanded to ac-
commodate the operational needs of public authorities.

OUALITY OF CARE

A number of factors affect the quality of care received by IHSS consumers including the
mode of service provision (e.g., independent caregiver mode, contractor mode, or home-
maker mode), the IHSS caregiver’s qualifications and job satisfaction, and how accurately the
social worker’s assessment of the consumer’s need comports with the consumer’s actual
supportive service needs.

A study conducted by researchers at the School of Public Policy and Social Research at
UCLA compared the effect of the “Client Directed Mode” (CDM), which is akin to the in-
dividual provider mode, to the “Professional Agency Model” (PAM), which is akin to the
contractor/homemaker modes of service provision (where consumers must select caregivers
from a given pool) and found that consumers are satistied with both models but prefer the
client-directed model. ™ The study also concluded that CDM consumers depended on non-
program resources, specifically family and friends, to fill in the gaps in program services. The
authors noted that, with the exception of counties offering supportive services through pro-
grams such as the Supported Independent Provider (SIP) program’, IHSS offers little to no

3 The SIP program funded IHSS service enhancements such as direct emergency setvices, preliminary employ-
ment screening, conflict resolution, and training to caregivers.
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help to CDM consumers. The report concluded that public resources should be made avail-
able to assist and support CDM consumers who must arrange and direct their own services
or contract with organizations that provide services to fill-in the gaps. This last finding is
corroborated by a study from the Little Hoover Commission, which found that quality of
care is affected by THSS relying on disabled consumers to manage their own care.™

It is interesting to note that counties that employ the homemaker mode of service delivery
have the lowest rates of consumer participation in the IHSS program. Counties that employ
the individual provider and contract modes of service delivery have roughly equivalent rates
of consumer participation in the IHSS program. Rates of participation in the IHSS program
are the highest in counties that utilize the individual provider mode of service delivery with
the Supported Independent Provider (SIP) model. ™

Consumers appear to value family members more as paid caregivers and feel a heightened
sense of security, choice, and interpersonal comfort, while caregivers who are family mem-
bers have a more mixed experience. Approximately one-third of IHSS caregivers that are
family members have a second job and often make emotional as well as career sacrifices.
Caregivers in each model find different advantages, with independent caregivers identifying
more opportunities for personal satisfaction in their work and relationships with consumers,
while agency-employed workers noted feeling insulated from the pressures of their IHSS
work.

The Little Hoover Commission study referenced above also found that quality of care is af-
fected by IHSS caregivers’ low wages, the transient nature of IHSS caregivers, and lack of
standards and training for IHSS caregivers. The Commission’s report expressed enthusiasm
for the goal of organizing IHSS caregivers for the purpose of collective bargaining (AB 1682
had not yet passed) as a way to remedy these problems but cautioned that benefits to con-
sumers would be negatively affected if the State did not provide enough funding to fully im-
plement the law, a current concern of CWDA.

The Commission’s review of the program in 1991 also concluded that limited funding and
inherent structural flaws prevented IHSS from providing effective services. The key prob-
lems noted in 1991 included: the fragmentation of responsibility, with all levels of govern-
ment trying to escape the burden of being the employer of caregivers; the prevalence of rely-
ing on the disabled consumer to manage his/her own care; and the low quality of care
stemming from many factors, including the lack of standards and training for workers, who
are often low paid and transient. The Commission subsequently noted in 1996 that none of
these problems were resolved.

Quality of care can also be affected by how consistently IHSS

social workers assess consumer supportive service needs. A CWDA Recommendation:
study by the Institute for Social Research at California State CDSS create a training pro-
University Sacramento addressed the question of reliability, gram for IHSS social work-
validity, and vatiability in California’s IHSS assessment and ers to standardize use of the

authorization practices. The study compated variation in THSS IHSS assessment tool.
functional assessments and authorized hours and the reliability
and validity of the state’s uniform assessment tool, which is used to establish the level of

need for IHSS.™ The findings suggest the state needs to promote greater consistency in the
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application of what was found to be a very good instrument. CWDA recommends that
CDSS create a training program for IHSS social workers to standardize use of the IHSS as-
sessment tool.

CWDA also recognizes that CDSS’ lack of updated

regulations in the wake of years of program changes has CWDA Recommendation:
contributed to inconsistent use of the assessment tool, CDSS, in conjunction with CWDA
as well as other problems. Quality of care is not the only and IHSS stakeholders, must
casualty of inconsistent application of a fundamentally complete revision of the IHSS
good assessment tool. The integrity of the IHSS regulations. In addition, CDSS
program is also jeopardized when social workers do not should provide training to IHSS

clearly understand how to apply the findings of their staff in the revised regulations.
assessment to, for example, consumer eligibility criteria
that allow IHSS services on/y for consumers whose health and safety would be threatened
without services. The misappropriation by social workers of service hours to consumers who
are in actuality able to care for themselves (but may choose not to) is a waste of scarce pro-
gram resources. To address this problem, CWDA recommends that CDSS, in conjunction
with CWDA and IHSS stakeholders, should complete revision of the IHSS regulations. In
addition, CDSS should train ITHSS staff in the revised regulations.

A demonstration project in Tulare County looked at the effects of a managed care model of
IHSS administration on consumer quality of care. An evaluation of this demonstration pro-
ject concluded that in-home supportive services provided in a private, managed care envi-
ronment resulted in less efficient service provision, services being provided to the least
needy consumers, and a dramatically higher cost per case and per hour of service. At the
same time, there was no improvement in the quality of care provided in comparison to other
counties without a managed care administrative structure. ™

VI FEY ELEMENTS FOR IMPROVING THE JUALITY OF CARE IN IHSS

Over the past three decades of operation, IHSS has successfully met the needs of its varied
consumers effectively and efficiently. Beginning with basic domestic assistance for frail eld-
erly consumers, IHSS now serves an ever-growing number of younger disabled adults, and
older adults with physical impairments.

The central operating goal of IHSS has been to provide the support necessary to enable in-
dividuals to remain in their own homes and avoid, or delay, institutionalization. At the core
of the program is a philosophy that recognizes the dignity of the consumer by acknowledg-
ing their right to self-determination (wherever possible), as evidenced in the Individual pro-
vider mode whereby the consumer can hire, supervise, and fire the caregiver of their choice.
Throughout its’ program history, IHSS has strived to be responsive to evolving consumer
needs through service expansion.

As a universal program, IHSS serves a broad consumer base with differing needs in a myriad
of situations. Consumer demographics show wide variations in authorized hours, functional
index rankings, and alternative resources available. When considering future enhancements it
is essential to identify those components that can be successfully incorporated into the exist-
ing scope of services, are not duplicative of other resources in the long-term care delivery
system, and would benefit the largest number of consumers.
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The current IHSS program continuum includes domestic and related services, personal care
services, accompaniment to medical appointments and alternative resources, protective su-
pervision, teaching and demonstration, and paramedical services. Prior to AB 1682, counties
that implemented service enhancements such as providing direct emergency services, pre-
liminary employment screening, conflict resolution, monitoring, training to caregivers, and
development of a caregiver registry did so with funding through the Supported Independent
Provider (SIP) program. According to a draft White Paper by the CWDA Adult Services
Committee in 1998, the 23 counties that utilized the SIP program noted benefits for the
consumer, caregiver, and social worker. These benefits included enabling the consumer to be
independent while having support services as needed, improved employee relationships be-
tween caregiver and consumer, and a better understanding of the IHSS program and payroll
process. SIP allowed social workers to more efficiently use their time to complete eligibility
determinations and needs assessments.

The paper also found that SIP, in conjunction with the individual provider mode, could be
more cost effective than a contract mode depending on the range of services offered.
Although some counties have availed themselves of the

opportunities provided through SIP, there are still many CWDA Recommendation:
counties wishing to provide these additional support services CDSS should Expand IHSS
to consumers but lack the dedicated state funding to do so. services that address quality
CWDA recommends that CDSS expand IHSS services that of life issues raised by the

address quality of life issues raised by the IHSS consumer IHSS consumer population.
population such as those listed below:

®  Readers for the blind and interpreters for the deaf would provide consumers the
ability to access information, either communicated in written or audio forms, that
is inaccessible to these two groups. Such information may range from program
brochures, applications, and forms, to materials that support participation on
public committees.

* Money management assistance, by appropriately trained caregivers, would help in
paying regular monthly bills, thus ensuring that rent and basic utilities are paid.

* Extra time should be allowed for consumer accompaniment on errands and gen-
eral shopping because it offers consumers an opportunity to make their own ba-
sic consumer choices, and interact with others in the wider world.

* Transportation costs for out-of-county medical appointments should be added,
especially for consumers in rural areas where the nearest urban center is often
several counties away.

* Transportation costs for consumer errands should be added. Many consumers,
who do not have private transportation, rely on their caregivers to absorb the
transportation costs involved in running errands and shopping.

* Help with hiring and firing a caregiver should be available to all consumers, but
especially the frail elderly, and individuals with impaired judgment and memory.
Many IHSS consumers have never before been in the position of employer, and
do not feel comfortable with the interview or dismissal process.

* Problem solving between consumers and caregivers is another way to support
the consumer in their employer role. Problems can range from communication
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issues, as simple as how to give directions regarding mopping the floor, to more
serious matters such as theft.

* Limited emergency backup for caregivers can cover situations such as a caregiver
not reporting for duty or an imminent discharge from the hospital. The most
important aspect of this service is the peace of mind it can provide consumers.

Help with hiring and firing a caregiver, problem solving between consumer and caregiver,
and limited emergency backup for caregivers have been implemented in some counties
through SIP. These supports have proven to fit well within the scope of the IHSS program
and have complemented implementation of the public authorities. Statewide utilization of
these additional components would fill long-standing gaps in the service delivery system.

A small, but significant, portion of the IHSS consumer population has diagnoses of demen-
tia or other mental impairments that make them more vulnerable to abuse and exploitation.
Typically, but not exclusively, these are the frail elderly. In order for IHSS services to be ef-
fective with this population, additional in-home monitoring and hands-on assistance in prob-
lem solving is essential. Over the last ten years various reports and analyses of the IHSS pro-
gram have recommended enhanced case management and greater utilization of the SIP
model to provide such services.™

One of the primary criticisms of the IHSS Program is the supposed inability, due to demen-
tia or mental impairment, of some IHSS consumers to hire, supervise, and fire their caregiv-
ers. As reviewed eatrlier in this report, the IHSS consumer population has changed dramati-
cally over the past ten years with a much higher percentage of younger disabled and older
adults with physical impairments being served by the program. Consumer advocates vigor-
ously assert, and protect, the consumer’s right to hire, supervise, and fire their caregivers.
This concept should be strongly supported for those IHSS consumers who have the capacity
to perform these functions; conversely, other measures should be undertaken on behalf of
consumers who have mental limitations and need assistance.

A review of the statewide statistics on Functional Index Codes for Memory and Judgment
shows the percentage of the IHSS population with these limitations is small. Case manage-
ment activities can provide direct assistance to those consumers who need help in any of the
employer-related activities of hiring, supervising, and firing caregivers.

Statewide Statistics for Memory and Judgment Functional Codes
as of 4/30/2002
Memory
Value Statewide Count Percentage
1 187597 67.63%
2 76641 27.63%
5 13134 4.74%
Total 277372 100.00%
Judgment
Value Statewide Count Percentage
1 212689 76.68%
2 49140 17.72%
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5 15543 5.60%
Total 277372 100.00%

For these functional codes, consumers are only ranked as 1, 2, or 5. The values for these
ranks are:

Rank 1: Independent. Able to perform function without human assistance though consumer
may have difficulty. However, completion of the task with or without a device poses no risk

to his/her safety.

Rank 2: Able to perform but needs verbal assistance such as reminding, guidance or encour-
agement.

Rank 5: Cannot perform function at all without human help.

Statewide Statistics for Protective Supervision
as of 2/28/2002

Protective Supervision

Statewide Count Percentage
12,104 4.22%
Total 286,995 100%

The program’s most vulnerable consumers require frequent

home visits and intensive monitoring of the care provided. CWDA Recomme’!datlon:
CWDA strongly believes that regulatory flexibility is essential to CDSS_ should modify IHSS
address these special cases. CDSS should modify IHSS regulations to aIIow.IHSS staff
regulations to allow IHSS staff to conduct more in-home to conduct more in-home

monitoring of quality of care. This could be accomplished, for monitoring of quality of care.
example, by adding to the social worker assessment, frequency
of home visits and need for IHSS support staff. Appropriate
and adequate administrative funding would be required to meet the increased caseload, and
insure the success of this concept. SIP programs, such as in San Bernardino and Mendocino
counties, have been successful in adding trained support staff that assist social workers in
providing the additional in-home monitoring, focusing on consumer safety and quality of
care. The IHSS social work assessment could be expanded to include determination of a
need for intensive in-home monitoring. This task could be provided by the social worker,
nurse, or appropriately trained support staff. SIP programs also provide support on basic
issues, such as clarification regarding tasks and hours, problem solving with consumers, and
explaining IHSS regulations.

Program enhancements that support the development of a quality workforce within the
IHSS program are necessary. Enhancements should include caregiver support groups, res-
pite, and specific training. Caregiver support groups offer an opportunity to share experi-
ences and solutions to common problems, while respite care services allow the caregiver
time off for vacation or illness. Future enhancements could include the opportunity for care-
givers to accrue paid vacation and sick leave.

27



To be effective, trainings need to go beyond simply providing a generic orientation to the
IHSS program that explains time sheet procedures.”™ CDSS and CWDA in conjunction with
the IHSS employers of record should create a best practice model for IHSS caregiver train-
ing. Trainings should be supported through incentives

and/or stipends to THSS categivers. Training topics could CWDA Recommendation:
include specific-disease care, meeting special dietary needs, CDSS and CWDA in conjunction
how to care for minor children, and how to care for with the IHSS employers of record
individuals with mental impairments. Other training topics should create a best practice
are CPR, First Aid, lifting basics, transfer skills, personal model for IHSS caregiver training.
care, nutrition, stress management, domestic services, Trainings should be supported
universal precautions, and mandated reporter through incentives and/or sti-
requirements. Future caregiver enhancements could pends to IHSS caregivers.

include stipends to attend trainings, and variable salary
levels that reflect the amount of training completed.

The development of referral registries has been a great support to both caregivers and con-
sumers. Registries provide employment assistance to caregivers and serve as an invaluable
resource to consumers who do not have a relative or friend to provide the care they need.
Because caregivers referred from a registry are generally unknown to the potential consumer,
all due diligence should be given to determining the good character and health of a caregiver
before placement. This can be accomplished through checking past work history supplied on
an application, a criminal background check, checking at least three references (work and
personal), drug screening, and tuberculosis clearance. Some counties also recommend the
administration of a written test (grade six level) comprising of basic math computation and
English comprehension. Future registry enhancements could include the development of a
statewide database to track individuals with convictions of elder or dependent adult abuse or
neglect, IHSS fraud, violent crimes against persons, and substantiated Adult Protective Ser-
vices (APS) allegations. Another database could be developed to allow inter-county transfers
of caregiver information at the same time of the consumer’s transfer.

The diverse counties that make up California enjoy different resources and are challenged by
different needs. IHSS services continue to vary from county to county, with some public
authority and SIP programs initiating training programs and registries. Local control and
county flexibility must be protected as the IHSS program continues to evolve. The enhanced
services described above, through local direction, could be available to all consumers and
caregivers in a statewide IHSS continuum of care.

VIIL. SPECIFIC POLICY AN PROGRAM RECOMMEN TATIONS

To address the complex issues challenging the IHSS program, the CWDA Adult Services
Committee developed the following recommendations. They are derived from a thorough
review of the literature on IHSS and from committee members’ direct experience working in
the IHSS program. The recommendations are categorized by topical area.

FUNTING

The IHSS program is an entitlement program that mandates services to consumers of all
ages. To meet this mandate, the IHSS program must be funded at a level equivalent to Child
Welfare Services and other entitlement programs. Adequate funding for IHSS administration
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in particular, which includes all costs associated with social worker staffing, must be ad-
dressed to ensure client access to services. Dramatic changes in demographics have put un-
just and unreasonable fiscal pressure on counties and IHSS administrative costs have not
had a true Cost of Living Adjustment in close to 30 years, when Title XX was implemented.
To address this issue the authors of this report recommend the following:

e Itisimperative CDSS work with CWDA in the immediate future to reevaluate the
IHSS administrative funding formula. (Page 72)

County flexibility should be respected in regard to the implementation of AB 1682. Counties
should not experience any negative impacts due to the employer of record structure they se-
lect. However, state inaction regarding financial assistance to counties in implementing the
different employer of record options in AB 1682 has resulted in hardship to counties that do
not select the public authority option. To address this issue, the authors of this report rec-
ommend:

e State financial participation levels in implementing the employer of record mandate
must be consistent regardless of a county’s employer of record structure. (Page 17)

The financial impacts to counties resulting from the employer of record mandate have been,
and will continue to be, substantial. In addition, the aging population together with the im-
pacts from the Olmstead Decision will continue to place financial pressures on the IHSS
program. The authors of this report recommend the following:

e Jtis essential that CDSS and CWDA develop strategies to address cost controls that
preserve the IHSS philosophy and protect the needs of consumers at risk of losing
their independence. (Page 17)

All efforts must be made to maximize access to federal dollars within the IHSS program.
There are a number of avenues to promote these efforts. For instance, many counties are
unaware that they can, and should be, time-studying and charging expenses associated with
the income-eligible PCSP program to MediCal. In addition, vulnerable consumer popula-
tions within the IHSS program do not have access to the maximum level of services avail-
able because federal Medicaid regulations exclude relatives from being paid caregivers
through the PCSP program. To address these issues, the authors of this report make the fol-
lowing recommendations:

e tis critical that CDSS provide written instructions and training to counties to in-
crease MediCal reimbursement for appropriate activities including the processing of
income-eligible PCSP cases. (Page 77)

e CWDA and IHSS stakeholders must pursue legislation to revise Medicaid eligibility
to include IHSS spouse and parent providers in PCSP. (Page 77)

QUALITY OF CARE/PROGRAM INTEGRITY

IHSS is a complex program to administer and has undergone substantial change over the
past ten years, as described in this paper. Mechanisms must be put in place to address im-
proving the quality of care to consumers through, for example, social work training and the
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development of a more comprehensive social work assessment that incorporates more in-
home monitoring of services. Enhancements in the scope of services available in the IHSS
program that address consumers’ unmet needs must also be addressed, but not until IHSS
regulations for current services have been fully revised to address overlapping and duplica-
tive mandates. To address these issues, the authors of this report make the following rec-
ommendation:

e CDSS in conjunction with CWDA and IHSS stakeholders, must complete revision
of the IHSS regulations. In addition, CDSS should train IHSS staff in the revised

regulations. (Page 23)

The current IHSS assessment tool is known to be effective. However, consistent application
of the assessment tool is critical for program integrity. Currently there is no statewide train-
ing available to county staff in the application of the IHSS assessment tool. To address these
issues, the committee makes the following recommendations:

e CDSS should create a training program for IHSS social workers to standardize use
of the IHSS assessment tool. (Page 22)

e CDSS should modify IHSS regulations to allow IHSS staff to conduct more in-
home monitoring of quality of care. This could be accomplished by, for example,
adding to the social worker assessment frequency of home visits and use of IHSS
support staff. (Page 26)

e CDSS should expand IHSS service activities that address quality of life issues raised
by the IHSS consumer population. (Page 24)

Caregivers play an integral role in ensuring a high quality of care for IHSS consumers. Care-
giver training is an integral part of the employer of record legislation. It has been proven that
specific training that addresses the diversity and health care issues of consumers improves
the quality of care for consumers. To address this issue, the authors make the following rec-
ommendations:

e CDSS and CWDA in conjunction with the IHSS employers of record should
create a best practice model for IHSS caregiver training. (Page 27)

e CDSS should support incentives and/or stipends for IHSS caregivers to attend
training. (Page 27)

Although the structure of IHSS program—which gives consumers control over the hiring,
firing, and supervising of caregivers—is one of the program’s unique strengths, this structure
is also an area vulnerable to fraud, particularly in regard to the accounting of caregiver hours
worked. To address this issue, the authors make the following recommendation:

e CDSS should create an IHSS fraud investigation unit and improve security

measures within the payrolling system and reduce the social worker to consumer
ratio to ensure program integrity. (Page 70)
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COORTINATION OF SERVICES

At the state level there are multiple departments providing oversight to programs serving
seniors and the disabled. This hampers counties’ ability to locally integrate programs serving
the same target populations and to fully implement the Olmstead Decision. To address this
issue, the authors make the following recommendations:

e The California Departments of Social Services, Health Services, Developmental
Services, and Aging should coordinate responsibilities and oversight vis-a-vis cli-
ent overlap and codify them in a memorandum of understanding. (Page 20)

e CDSS should develop a formal structure for including IHSS stakeholders in the
ongoing planning for the future of the IHSS program. (Page 73)

[///4%

For the State and counties to meet the future challenges associated with program growth,
such as interaction with employers of record and labor unions and increasing payroll respon-
sibilities, it is imperative that the State develop a state-of-the-art information management
system for IHSS. To address this issue, the committee makes the following recommenda-
tions:

e CDSS must provide financial and programmatic support for CMIPS at a level
equal to that provided to similar state systems (CMS and SAWS) and should en-
sure that enhanced case management capability is included in any CMIPS up-
grades. (Page 10)

e CDSS should fully fund CMIPS II implementation including infrastructure,
hardware, and training to ensure statewide accessibility. (Page 70)
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