Consumer Directed Assistance
Program Offers Greater Autonomy
To Recipients of Home Care

BY VALERIE J. BOGART

theless able to direct their own care or have some-

one who can assist them in providing that direc-
tion, the state’s Consumer Directed Personal Assistance
Program (CDPAP) provides an opportunity to obtain
government financial assistance while maintaining a
level of independence that is not possible when an
agency takes the responsibility.

The home care services available from the New York
Medicaid program range from skilled private duty
nursing services' to personal care? or home health aide
services® by paraprofessional aides, to a coordinated
plan of combined services through the Long Term
Home Health Care Program.* Although these services
enable many to avoid placement in a nursing home, in
most cases the client and family members have little
control over choosing, training or supervising the aides
who will assist them — they must accept virtually
whomever a contracting home care vendor sends to
their home. The CDPAP serves as an alternative, em-
powering disabled individuals of all ages by allowing
them to select their own aides, who may then perform
certain skilled tasks that would otherwise require a
nurse.

In both CDPAP and the traditional home care pro-
grams, once someone has met the financial qualifica-
tions for the Medicaid program, the county agency that
administers Medicaid assesses the potential client’s
needs and authorizes the number of hours of care for
which Medicaid will pay the salary and benefits of an
aide or private duty nurse.

The CDPAP program differs from the other home
care programs in two key ways. First, in the traditional
home care delivery system, a certified or licensed home
care or nursing agency manages the delivery of home
care — it hires, trains and schedules the aides. In CDPAP,
the consumer or the person directing the individual’s
care performs these management functions directly —re-
cruiting, hiring, training and scheduling the aide, whose
salary is paid by Medicaid. The aides work as indepen-
dent contractors rather than as employees of a home
care vendor agency. A second unique feature of CDPAP
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allows aides to perform health care tasks that in the tra-
ditional system may be performed only by nurses (ei-
ther registered nurses or licensed practical nurses) or by
certified home health aides.

Background of CDPAP

The consumer-directed movement was born in the
late 1970s at the initiative of young people with disabil-
ities who were strongly opposed to home care adminis-
trators, nurses and social workers having control of
their lives in their homes. Some of these individuals had
been institutionalized in facilities for many years before
winning the right to live in the community. Although
they needed extensive and often sophisticated types of
care, such as management of ventilators or suctioning of
tracheostomies, they understood their care needs well
and wanted to hire and train aides of their choice, in-
stead of having their care controlled by outside nursing
agencies.

A core group of these self-directing, disabled people
formed an organization called “Concepts of Indepen-
dence” at a time when the New York City Human Re-
sources Administration (HRA) was changing its service
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delivery system to one based on contracts with non-
profit vendor agencies.”

In late 1980, after a year of negotiations, Concepts of
Independence, Inc. became the first CDPAP program in
New York State when it won a contract with HRA to
provide consumer-directed home care services for New
York City residents who were self-directing and se-
verely disabled. The agency, known as “CONCEPTS,”
acted as a fiscal conduit for Medicaid payments, and
processed payroll and benefits for personal assistants.
The consumers were responsible for recruiting, hiring,
training and supervising their personal assistants. Ini-
tially, the HRA required CONCEPTS to enroll at least
100 consumers by the end of 1980 as a condition of con-
tinuation of the contract. By the end of 1980, more than
200 self-directing consumers had enrolled.

Over the next 10 years, CONCEPTS continued to
grow in New York City, more than doubling the number
of consumers enrolled. Meanwhile, the disability rights
movement was advocating for expansion of CDPAP to
other parts of the state. In 1991, the New York State De-
partment of Social Services issued a Request for Propos-
als for what was then called “Patient-Managed Care”
demonstration projects. The following year, demonstra-
tion projects were started in Utica and Syracuse.

In 1992, with strong advocacy by consumers, a new
state law established a Patient-Managed Home Care
demonstration program statewide.’ In part, that law
amended the Nurse Practice Act to allow aides hired
through patient-managed care programs to stand in the
same shoes as family or household members, friends, or
domestic workers, who had long been permitted to per-
form skilled nursing tasks without being accused of
practicing nursing without a license.” Because the 1992
program was not mandatory, however, the goal of ex-
panding CDPAP throughout the state did not happen.

After more extensive lobbying by consumers, in 1995,
the Consumer Directed Personal Assistance Program,
with its name changed from “patient-managed care,”
was changed from a demonstration program to a
statewide program.® All local districts were mandated to
file an implementation plan with the State Department
of Health by October 1, 1996, and the department would
then provide all persons eligible for the CDPAP pro-
gram an opportunity to enroll.”

Although the 1995 legislation required all counties
statewide to create CDPAP programs, not all counties
have done so even as of late 2002. More than 30 operat-
ing Consumer Directed Personal Assistance agencies
cover about 48 of the 62 local districts in the state. New
York City’s CONCEPTS agency has expanded its con-
sumer enrollment to 1,300 persons, and now serves six
counties beyond New York City. In many counties, the
local independent living center has won the contract to

provide CDPAP services. A chart listing all CDPAP
agencies in New York State, identifying the counties
served and providing contact information, appears on
page 14. Note that while CDPAP agencies may give in-
formation, the consumer does not apply for services
with the agency directly; services must first be autho-
rized by the local Medicaid agency.

Regulations have never been promulgated to imple-
ment the CDPAP authorizing statute. Between 1992 and
1995, the New York State Department of Social Services
issued several Local Commissioner’s Memoranda set-
ting forth guidelines for districts developing CDPAP
programs.” In spring 2002, the Department of Health
informally circulated a draft of regulations to be pro-
posed in the future for informal comment."

Who Is Eligible for CDPAP Services?
An “eligible individual” is defined as a person who:

(a) is eligible for long term care and services provided
by a certified home health agency,'? long term home
health care program'® or AIDS home care program au-
thorized pursuant to article thirty-six of the public
health law,"* or is eligible for personal care services'
provided pursuant to this article;

(b) is eligible for medical assistance;

(c) has been determined by the social services district,
pursuant to an assessment of the person’s appropriate-
ness for the program, conducted with an appropriate
long term home health care program, a certified home
health agency, or an AIDS home care program or pur-
suant to the personal care program, as being in need of
home care services or private duty nursing!¢ and is able
and willing or has a legal guardian able and willing to
make informed choices, or has designated a relative or
other adult who is able and willing to assist in making
informed choices, as to the type and quality of services,
including but not limited to such services as nursing
care, personal care, transportation and respite services;
and

(d) meets such other criteria, as may be established by
the commissioner, which are necessary to effectively
implement the objectives of this section."”

As shown by this definition, CDPAP enrollment is
open to virtually all persons receiving any of the various
Medicaid home care services. While the various types of
home care services include a continuum of levels of care
— from private duty nursing as the most skilled type of
care to personal care provided by an unskilled para-pro-
fessional — CDPAP eliminates the hierarchy of levels of
care and any requirement that the aide be certified in
any type of home care. A CDPAP aide is permitted to
provide the care needed by persons eligible for all of
these types of care, from skilled nursing to basic assis-
tance with personal care needs. This change is made
possible by the amendment of the Nurse Practice Act

Journal | January 2003



CDPAP Application Process

The steps required to apply for CDPAP services in
New York City follow. The procedures vary in other
areas of the state, but the pattern is similar.

Where to Apply In New York City, applications
for CDPAP services are submitted to the Community
Alternative Systems Agency (CASA), which main-
tains the neighborhood offices of the Home Care Ser-
vices Program of the New York City Human Re-
sources Administration. The CASA offices administer
“personal care” also known as “home attendant” ser-
vices. Even though CDPAP services are different from
traditional personal care services and have some dif-
ferent eligibility criteria, they are authorized by the
CASA offices. The CASA addresses and phone num-
bers are listed at <http://www.nyc.gov/html/
hra/html/ serv_homecare.html>.

Medicaid Application In New York City, the
CASA office can process both the Medicaid applica-
tion (financial eligibility for Medicaid) and the home
care application (functional eligibility for home care
services). Thus while potential recipients of assis-
tance must be financially eligible for Medicaid at the
time they apply, it is not necessary to have a Medic-
aid card beforehand. If the client does not already
have Medicaid, it will speed up the application
process if a completed Medicaid application and doc-
umentation are sent to the CASA along with the
home care application.

Home Care Application Each local Medicaid dis-
trict has its own “physician’s order” form on which
the client’s treating physician describes the client’s
functional and medical impairments and the need for
home care services. Filing a completed physician’s
order is the first step in applying for personal care
services.! In New York City, this form is called the
“Medical Request for Home Care” or Form Mllq,
and is filed with the CASA. The Suffolk County form
is at <http://www.co.suffolk.ny.us/Social %20Ser-
vices/ma241-a.pdf>.

Because the same form is used for applications for
both CDPAP and personal care services, the attorney

should clarify in a cover letter and/or on top of page
one of the M11q that the applicant wants CDPAP ser-
vices, more commonly referred to as “CONCEPTS” in
New York City. This is important in cases where the
applicant may be ineligible for traditional personal
care services because of skilled needs, but is eligible
for CDPAP services. For guidance in completing the
M11gq, see “Q-Tips,” published by the Center for Dis-
ability Advocacy Rights at <http://wnylc.net/web/
news/XcNewsPlus.asp?cmd=view&articleid=1323>.

Approval of Hours After receiving the M11q, the
CASA office conducts a series of assessments man-
dated by state regulation — one by a case manager,
one by a nurse and, in some cases, one by a physician.
The CASA then determines whether the applicant is
eligible for personal care services and, if so, the num-
ber of hours per week. If insufficient hours are ap-
proved, a fair hearing may be requested. Accepting
the hours offered to get services started does not bar
the applicant from pursuing more hours at a hearing.

CDPAP Enrollment In New York City, it is only
after the CASA authorizes a certain number of hours
of services that the Home Care Services Program will
determine whether an applicant may enroll in the
CDPAP program. The client or the attorney handling
the matter asks the CASA worker for a CONCEPTS
application, on which the client, or the family mem-
ber or other person who will direct care, answers
questions explaining their plans to recruit, train,
schedule and supervise aides in the CDPAP program.
They must show the ability to assure aide coverage
when the regular aide is on vacation or is sick. Denial
of enrollment in CDPAP may be appealed at a fair
hearing, but might be resolved informally.

Actual Enrollment Once CDPAP enrollment is ap-
proved, HRA notifies the CDPAP contractor CON-
CEPTS of the number of hours authorized. At that
point the client’s chosen aides may go to the CON-
CEPTS office at 120 Wall St. to process the paperwork
necessary for payroll and benefits (including verify-
ing citizenship or legal authorization to work in the
United States). CONCEPTS phone: 212-293-9999.

1. 18 N.Y.C.RR. § 505.14(b)(2)().

which allows CDPAP aides to perform tasks that must
generally be performed only by licensed nurses.”® As
such, the CDPAP aides are viewed the same as a family
member who, although not a nurse, might be trained at
a hospital to administer injections or tube feeding for a
loved one at home.

The elimination of levels of care in the CDPAP pro-
gram has the effect of making home care accessible to
persons who may otherwise be ineligible. For example,
in the traditional personal care program, the client must
be able to self-administer medications.”” Although a per-
sonal care aide may assist the client with “self-adminis-
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tration” by reminding the patient about the time, identi-
fying the medication and reading the label for the client,
bringing the medication and liquids to the patient,
opening the container and positioning the patient for
administration, the aide may not physically put the pill
into the client’s mouth, put eyedrops in the client’s eyes
or inject the insulin shot.*® An application for regular
personal care services would be denied if the client
could not put a pill into her own mouth. The same
client, however, would be eligible for CDPAP services
provided that she, a guardian, family member or other
adult is approved to manage the care.

To be eligible for CDPAP services, individuals in the
various specified home care programs must be able and
willing to direct and manage their care, or have a legal
guardian, relative or other adult able and willing to di-
rect their care. The statute defines this ability to direct as
the ability to make “informed choices . . . as to the type
and quality of services, including but not limited to such
services as nursing care, personal care, transportation
and respite services.””! Beyond the ability to make
choices, the consumer or his or her guardian or family
member must demonstrate to the local Medicaid agency
the ability to recruit, select, hire, train and manage the
CDPAP aides. For example, the local Medicaid agency
such as HRA asks applicants for CDPAP to state, in a
questionnaire, how they will ensure continuity of care
when the aide is sick, takes a vacation or is unexpect-
edly absent for any reason. In CDPAP, there is no ven-
dor agency to call in such an emergency, and the con-
sumer must make all such arrangements.

Persons who lack the cognitive ability to manage
their own care may have a legal guardian, relative or
other adult apply to direct their care.” This statutory
language enables people who have dementia or other
psychiatric or cognitive impairments to receive CDPAP
services, managed by a family member or other adult.
Services are also available to children with disabilities,
whose parents or other caretakers are willing and able
to assume responsibility to direct their care. When the
statute was enacted in 1995, HRA initially did not com-
ply with these provisions, and denied enrollment in
CDPAP to persons who had Alzheimer’s disease. Since
a fair hearing decision was issued in 1997, reversing a
denial of enrollment in one such case where a daughter
applied to manage her mother’s care,” enrollment has
expanded to persons who have dementia or other men-
tal impairments.

Who Can Be Hired as an Aide?

One of the most desirable features of CDPAP is the
right to recruit and hire aides of one’s choice, rather than
be assigned an aide selected by a home care agency. This
feature is highly desirable for persons who have paid

privately for home care and are now switching to the
Medicaid home care program, but want to retain the
same aides they hired privately.

In addition, people with special language or cultural
needs may find aides who speak their language and are
familiar with their cultural dietary preferences. Finally,
consumers who have skilled needs and are training
their aides to perform complex tasks such as the suc-
tioning of tracheostomies or administration of ventila-
tors want the right to select aides they determine are
competent to perform these functions, and in whom
they have personal confidence.

There are some limitations on who can be hired. First,
the aide must either be a U.S. citizen or demonstrate au-
thorization to work legally in the United States. Second,
regulations prohibit certain family members from being
hired as the aide. There is some conflict between federal
and state regulations over which family members are
barred. At a minimum, the aide may not be a family
member who is “legally responsible” for the con-
sumer.”* This prohibition bars spouses from being paid
for caring for one another, and bars parents from being
paid to care for their minor-age children. State regula-
tions promulgated prior to the 1997 federal regulations,
however, are even more strict. They prohibit any mem-
ber of the client’s immediate family, defined as a spouse,
parent, child, son-in-law or daughter-in-law, from being
paid as the aide.”

The state regulation allows other relatives to become
the aide if they do not reside in the client’s home, or if
they must reside in the home only because of the high
amount of care needed.” Thus, under federal regula-
tions, but not state regulations, adult children of elderly
consumers and parents of disabled adult children could
become the paid CDPAP aide. The discrepancy in these
regulations has not been litigated.

How Does CDPAP Work?

Because most local Departments of Social Services
(LDSS) do not comply with the requirement that they
inform every Medicaid-eligible consumer receiving
home care services about the availability of CDPAP, con-
sumers and their advocates generally must learn inde-
pendently about the program and then apply for ser-
vices through the LDSS.

Although recipients have a right to enroll in CDPAP
if eligible, it is important to remember that Medicaid
home care services are subject to a prior authorization
process. This means that eligibility for services and the
number of hours of services to be provided each week
must be approved by the LDSS. The CDPAP agency has
no authority to increase hours of weekly care beyond
what is approved by the LDSS.
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New York counties differ on how they approve indi-
viduals for the CDPAP program, and how they deter-
mine the number of hours of care to authorize. In New
York City, the HRA Home Care Services Program ad-
ministers CDPAP for all consumers through its personal
care (or “home attendant”) program. For someone ini-
tially applying for services through HRA, and probably
in other districts, it is important to note clearly on the
application (the “Medical Request for Home Care” or
Form M11q),” that the individual is applying for
CDPAP (commonly known as “CONCEPTS” in New
York City) services. This is especially important for
those persons who may not otherwise qualify for per-
sonal care services because they cannot self-administer
medication or because they have other skilled nursing
needs.” Without this notation, the application might be
rejected.

After the physician’s order is submitted, the local dis-
trict is required to conduct a series of assessments to
evaluate the individual’s eligibility for home care and
the amount of hours to authorize. These include a
nurse’s assessment, a social assessment and, in some
cases, a referral to the local medical director of the local
district.””

Counties vary on how they conduct these assess-
ments, both in their general home care and in their
CDPAP programs. In some counties, the nurse’s assess-
ment is conducted by nurses who are employed by or
are under contract with the LDSS; in others, the nurse is
employed by or under contract with the CDPAP pro-
gram or other home care vendor. The nurse’s employ-
ment may influence his or her orientation and recom-
mendation for services. After conducting all these
assessments, the LDSS determines whether to approve
services and, if so, the number of hours to authorize.
Whether the applicant seeks CDPAP services or tradi-
tional home care services, that determination can be ap-
pealed through a fair hearing.

After an applicant who has requested CDPAP ser-
vices has been approved for basic home care coverage, a
separate determination must be made by the LDSS re-
garding the person’s ability to assume responsibility for
managing his or her own care, or the ability of a family
member or other adult to do so. Local districts vary in
the way they made this determination. In New York
City, the consumers or those directing their care must
complete a questionnaire explaining their ability to di-
rect care, and an administrator in the HRA Home Care
Services Program evaluates the responses to the ques-
tionnaire and approves or denies care. A denial of eligi-
bility for CDPAP services is appealable in a fair hearing.

Once approved for CDPAP, the consumer is referred
to the local CDPAP contractor agency. A list of these
agencies is in the Appendix at the end of this article. The

CDPAP contractors vary in the extent of guidance and
supportive services they provide to consumers in help-
ing them to recruit and train aides and manage their ser-
vices. Some CDPAP agencies administer payroll and
benefits directly; others contract with outside payroll
agencies. The CDPAP agency generally requires the con-
sumer and/or person directing care to sign a contract
agreeing to perform various duties.* These include:

* Managing the services of the persons they employ
- recruiting, hiring, training, scheduling, assigning
tasks, firing.

* Processing and supervising required paperwork
including time sheets, annual employee health assess-
ments or medical examinations, and all required em-
ployment documents including but not limited to the
W-4a and IT-2104 forms, employment/wage agreement,
and enrollment eligibility verification (I-9).

¢ Scheduling and arranging for vacation and holiday
coverage.

* Developing an emergency backup system in the
event substitute employees are needed to replace per-
manent employees.

¢ Distributing paychecks to each worker under the
consumer’s employ.

¢ Informing the program of changes in their personal
status that may include but are not limited to hospital-
ization, changes in phone number and/or address, etc.

¢ Informing the program of changes in the status of
the persons they employ, including changes in sched-
ules, numbers of tax exemptions and terminations.

* Scheduling visits with a registered nurse once
every six months for the required nursing assessment.”!

* Agreeing that the CDPAP agency is not liable for
the fulfillment of the responsibilities agreed to be un-
dertaken by the consumer.

In its contract with the consumer, the CDPAP pro-
gram generally agrees to:

* Process the home care employee payroll.

* Monitor the completion of annual employee med-
ical forms and all required medical documents.

* Act as the employer-of-record for insurance, unem-
ployment and workers” compensation benefits.

e Coordinate annual leave, health insurance, unem-
ployment and other benefits.

* Monitor the completion of the required nursing as-
sessment forms and the consumer agreement outlining
obligations and responsibilities.

* Maintain a personnel record for each CDPA includ-
ing, at a minimum, copies of the enrollment forms, an-
nual health assessments and the information needed for
processing the payroll and administering benefits.
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* Engage in ongoing monitoring of activities that in-
clude periodic contacts with the consumer, and reviews
of the six-month nursing assessment.

* Provide appropriate notification pertaining to any
intention to transfer or terminate the consumer from the
program.

In the absence of state regulation, some of the local
CDPAP providers and local districts have adopted poli-
cies and procedures that subvert some of the purposes
of consumer-directed assistance. For example, the Co-
lumbia County CDPAP program had refused to ap-
prove aides selected by the parent directing care of their
disabled child, on the ground that the aide had not pro-
vided three job references to the CDPAP program. In a
fair hearing decision, the state held that once an indi-
vidual was accepted into the CDPAP program, the
CDPAP contractor could not impose restrictions on the
consumer’s selection of aides.”

In another case, a county had threatened to terminate
CDPAP services because the consumers were receiving
visiting nurse services through a certified home health
agency (CHHA) in addition to the CDPAP services. The
county was interpreting federal Medicaid regulations to
prohibit the provision of CHHA nursing services con-
currently with CDPAP aide services. The matter was re-
solved through negotiations among the State Depart-
ment of Health, the local district and consumer
advocates. It was clarified that although a consumer
might train a CDPAP aide to perform certain skilled
nursing tasks, the consumer might nevertheless have a
need for a registered nurse or licensed practical nurse to
perform other assessments or tasks, which might re-
quire more complex or sophisticated clinical expertise
or judgment.

Conclusion

The Consumer Directed Personal Assistance Pro-
gram is one of the innovations that places New York
State in the vanguard for providing consumer-oriented
services that enable individuals with disabilities to live
at home with independence and autonomy. Advocates
for elderly or disabled clients should keep in mind
CDPAP as an option for their clients, because it allows
them more flexibility and access to vital home care ser-
vices.

Advocates whose clients live in counties that have
not complied with the statutory mandate to establish a
CDPAP program are encouraged to join with their local
independent living center and advocate with the state
and local district to secure access to this vital program.
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