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Letter from the editor:

To live and participate fully in the community, people with disabilities may
require assistance to live, work, and recreate as independently as possi-
ble. Attendant services facilitate access to employment, recreation, friends
and family—a full life in the community. This edition of delAware: A
Research Brief offers an overview of attendant care, the impact of the
House Bill 30 legislation (HB 30), and highlights of the findings of the State
Council for Persons with Disabilities/Center for Disabilities Studies
research study on attendant services.

HB 30, legislation designed to improve access to personal attendant care
in Delaware for persons with disabilities was signed into law by Governor
Ruth Ann Minner on July 19, 2001. The passage of this legislation was the
product of an intense two-year collaborative effort by a variety of individu-
als and groups in Delaware.

The study highlighted in this issue is a product of work done by the State
Council for Persons with Disabilities, the Disabilities Law Program, the
Developmental Disabilities Council, and the Center for Disabilities Studies.
A series of five focus groups of consumers and attendants around the
state were held to discuss experiences with attendant services.
Consumers discussed what they would like to change about the system,
what they need to successfully manage their attendants, and what they
want and need from the attendant services program. Personal attendants
were asked about their experiences and concerns including: working con-
ditions, motivations, career incentives, and how legislation, policy, and
practice impacts their ability to offer what consumers want. Using the feed-
back provided from the consumers and attendants, policy recommenda-
tions were developed that led to the HB 30 legislation. While the focus
groups were held over four years ago, the information discussed continues
to be relevant as attendant services programs in Delaware continue to
grow and evolve.

The passage and implementation of HB 30 in Delaware has provided
increased attendant services, a significant reduction in the number of peo-
ple on the waiting list for services, greater collaboration between disabili-
ties advocates and the State, improvements to the existing attendant care
services program, and the opportunity to pursue federal Medicaid waivers
for attendant services. Members of stakeholder groups have formed an
advisory council to examine the issues around HB 30 and the attendant
services programs in Delaware.

We hope that you will find this edition of delAware: A Research Brief both
compelling and informative regarding the current status of attendant pro-
grams in Delaware.

Sincerely,
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Tracy L. Mann



Personal Attendant Care
What are Attendant Care Services?

Attendant care assists people with disabilities who have limitations
in performing essential daily activities at home and in the communi-
ty. These services include assistance with:

m transferring to and from a bed, wheelchair, or vehicle

m using medical and nonmedical equipment

m assistive technology

m routine bodily functions

m health maintenance activities

m ancillary services such as cleaning, laundry, shopping, seasonal
chores, transportation, companionship, facilitating communication,

bill payment assistance, money management, decision-making, and
planning

A Quick Lesson in
Terminology

Many titles are used to
describe the personnel
who assist persons with
disabilities with the
activities of daily life.
The various titles can
be confusing as to what
duties any given worker
can perform.The posi- - ] =
tions include: Photographer Lily Bandak of Newark, pictured
here with Jeff, who assists her with professional
:? dr:: :-Il-f Ha IctRst?re and household projects. Li{y has used Personal
Care Attendants for over eight years and feels
HHCASs are not nurses that her life is greatly improved by having choic -
and are assigned to an es and access to the community.
individual with a disabil-
ity based on a medical needs assessment. The hours and services
of an HHCA are primarily controlled by the agencies that contract
them to the consumer. Consumers report that they feel frustrated
because they have little say in when and how HHCA services are
provided.

Personal Assistants & Personal Care Attendants (PAs):

These titles are interchangeable. PAs are hired directly by the indi-
vidual or their advocate and, like HHCAs, are not nurses. Working
with personal assistants or personal care attendants can allow indi-
viduals with disabilities more freedom of service choice than
HHCAs because PAs are hired directly by the consumer. The per-
son hiring the PA has substantial control over hours worked and
services provided; therefore, services meet specific individual sup-
port needs.

Personal Attendant Care Challenges:

Some personal attendant care challenges arise for HHCAs and
PAs because they are not nurses. The Nurse Practice Act, which
regulates the performance of “invasive procedures” by non-nurses,
can, at times, cause difficulty for HHCAs and PAs because of the
limits it imposes on their roles. For example, one consumer report-
ed that her HHCA could not help her with her earrings because, if
the holes were blocked, her ear might bleed when the earrings
were inserted. Because of the possibility of bleeding, putting on
earrings is considered too invasive for an HHCA to perform.
HHCAs tend to be the most restricted, while PAs have a little more
freedom to provide a wider array of services to individuals.
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Attendant Care in Delaware

Personal Attendant Services

Personal attendant services, established by the
Division of Services for Aging and Adults with
Physical Disabilities (DSAAPD), are offered
through a collaboration of Easter Seals of
Delaware and Maryland’s Eastern Shore. Two pro-
grams currently provide attendant services for
people in Delaware: the state funded (pre-HB 30)
program and the HB 30 program. The state funded
program is currently budgeted at $900,000 per
year and serves 34 people. The HB 30 program
has increased the number and breadth of services
with funding of $430,000 and provides personal
attendant services for an additional 30 people. The
only distinction between the two programs is that
funding for HB 30 comes from the Tobacco
Settlement Funds, and those enrolled in the HB 30
program must be Medicaid eligible in order to con-
tinue receiving services once a waiver is imple-
mented in Delaware. Both the state funded and
HB 30 programs are run concurrently by Easter
Seals as a single personal attendant services pro-
gram.

m Eligibility: A person must be a Delaware resi-
dent over the age of 18 who has an anatomical or
physiological need that is anticipated to last 12
months or more. The need must substantially
affect that person’s ability to live independently
and carry out daily activities.These needs cannot
be remedied through assistive technology nor
home modification.

m Length of services: Up to 30 hours per week.

m Priority: People completing their education, peo-
ple becoming or remaining employed; people with
environmental, social, and/or financial constraints
(especially those with constraints in all three
areas); and people who choose to live independ-
ently and more cost-effectively with attendant serv-
ices rather than in congregate care facilities.

Jamie Wolfe and Theda Ellis facilitated the attendant
care research study highlighted in this edition of
delAware: A Research Brief.



(continued from page 3)
Channels of Communication

There was substantial attention given
to the issue of communication among
participants in the attendant care
system.

Consumers want to:

B communicate more clearly with their
attendants.

Attendants want to:

m be enabled to communicate more
clearly with employment agencies.

Both consumers and attendants want:

m clearer communication between the
agencies and persons receiving serv-
ices.

In the focus group discussions con-
sumers expresses that they want to
be responsible recipients of care, and
providers expressed that they want to
meet the needs of their clients as best
they can. A range of stumbling blocks
often occurs. For example:

m foreign language barriers between
people in the system.

m a lack of positive feedback, so that
neither consumers nor providers feel
they are being treated with appropri-
ate respect.

m a need for more information to help
attendants and consumers know if
they are functioning well at their jobs.

Empowerment

In conclusion, the focus group partici-
pants voiced their desire to become
more empowered to navigate and
mediate the process of attendant care
provision.

Consumers want:
H more autonomy.

m opportunities to learn to articulate
their needs more clearly.

m increased ability to hire staff with
skills and characteristics that fit their
personal needs.

Both consumers and attendants think
there is a system wide need for:

m better overall understanding of the
attendant care systems.

m improved flow of information among
involved parties.

m more knowledge about whom atten-
dants and consumers should contact
when problems arise.
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Implications & Recommendations for Future Investigation

Findings indicate the need for further
investigation to support the develop-
ment of future legislation. The system
of service delivery of quality care
needs to be changed in many ways.

Training for personal attendants
must be improved significantly.

Improving the quality of training would
do more than simply provide atten-
dants with better job skills. Better
training will also improve communica-
tion by increasing the personal atten-
dant’s awareness of what is valued
most by consumers, employers, and
their fellow attendants.

There must be a sufficient back-up
service delivery system for use
during emergencies.

Attendant care is necessary for the
persons who use them; they are not
an optional luxury.

There should be greater quality
control at every level of the system
and more positive incentives for
attendants.

When an attendant feels devalued
and disrespected, the resulting cli-
mate can easily promote poor atti-
tudes, neglect, and problems between
staff and consumers.

An appeals process with mediators
must be established to ensure con -
sumers get their needs heard and
met.

A process to address problems relat-
ed to quality, neglect, or abuse must
be in place that is widely accessible
and ensures the safety of consumers.

The system must become more
consumer-driven.

Consumers consistently expressed
interest in acquiring the skills to more
actively manage the services they
receive. These skills range from hiring
and paying their attendants, to being
assertive and clear when giving direc-
tions, and knowing how to approach
local service agencies to obtain the
care they need.

Empowerment must be an overarch -
ing goal.

Laws and policy must be reviewed,
so that advocates can understand

current policy better and advocate

for change.

Clarification of which services are
“medical,” and therefore outside of the
scope of personal care attendants’
duties, is needed. At this time, varied
interpretations of Delaware’s Nurse
Practice Act have led to many dispari-
ties in definitions. For effective change
to occur, the nature of the job respon-
sibilities must be determined and
agreed upon by all service providers.

Information about attendant care
must be centralized so that families
and consumers have a better way
to access it as the need arises.
People should be able to access a
resource clearinghouse to find out
what funding and services are avail-
able, as well as information on train-
ing for consumers, families, and per-
sons interested in becoming atten-
dants themselves.

delAware: A Research Brief is sponsored by
the University of Delaware’s Center for
Disabilities Studies, a University Center for
Excellence in Developmental Disabilities
Education, Research, and Service, as part of
our dissemination efforts to educate people
in the community about people with disabili-
ties. Comments may be made to:

Center for Disabilities Studies

College of Human Services,
Education, and Public Policy
University of Delaware

166 Graham Hall

Newark, DE 19716
www.udel.edu/cds/

Ph: 302-831-6974

TDD: 302-831-4689
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AN EQUAL OPPORTUNITY/AFFIRMATIVE ACTION
EMPLOYER — The University of Delaware is committed
to assuring equal opportunity to all persons and does not
discriminate on the basis of race, color, gender, religion,
ancestry, national origin, sexual orientation, veteran sta-
tus, age, or disability in its educational programs, activi-
ties, admissions, or employment practices as required by
Title IX of the Education Amendments of 1972, Title VI
of the Civil Rights Act of 1964, the Rehabilitation Act of
1973, the Americans with Disabilities Act, other applica-
ble statutes and University policy. Inquiries concerning
these statutes and information regarding campus accessi-
bility should be referred to the Affirmative Action
Officer, 305 Hullihen Hall, (302) 831-2835 (voice), (302)
831-4563 (TDD).



Rosemary Barbati and her assistant
Tramaine, get ready to attend college
courses. “If it weren't for for her,”
Rosemary says, ‘I wouldn’t be able
to go to school.”

Attendant Care & Delaware
Law: House Bill 30

House Bill 30 (HB 30) amends Titles
16, 24, and 29 of the Delaware Code
relating to community-based atten-
dant care services introduced by
Representative Pamela Maier on
January 18, 2001. Previously, these
services were not mandated by law
and could have been discontinued at
any time. However, as of January 15,
2002, HB 30 has enacted attendant
care services as a permanent part of
Delaware’s health care system.

The HB 30 attendant services
program receives $430,000 per year
and provides services for 30 people.
These personal attendant services
are administered by Easter Seals in
conjunction with the system in place
before the passing of HB 30. By pro-
viding community-based attendant
services, HB 30 aims to “reduce barri-
ers to participation in vocational, edu-
cational, social, and other community
based activities.” This increase in flex-
ibility and access should eventually
hold true for a wider range of con-
sumers.

In addition, HB 30 requires the
screening of potential attendants
through a comprehensive interview
process and criminal background
checks, as well as checking registries
for any history of abuse, neglect, mis-
treatment, and financial exploitation of
clients.

Attendant Care Research Study Focus Group Questions

The focus groups were guided by the
following questions.

Questions Asked of Consumers:

1. What kind of personal attendant
care do you need to live independ-
ently and happily as part of the com-
munity?

2. What is the greatest barrier that
prevents you from getting the servic-
es you need?

3. What training do you need to use
an attendant effectively?

Questions Asked of Personal
Attendants:

1. What is your major concern or
issue as a personal attendant?

2. What incentives do you need to
make personal attendant work a
career?

3. What duties would you be willing to
do that you cannot do now under
various rules of the insurer, the
agency for whom you work, the
Nurse Practice Act, or others?

Focus Group Findings

Employment Systems

For the most part, consumers and
providers of personal care clearly
expressed overlapping concerns.The
largest number of issues raised by
both groups centered on problems
within the employment system. In
addition, some consumers stressed the
need for overall changes in the way
service delivery is approached. While
these responses were not always spe-
cific about how far-reaching and com-
prehensive the changes should be,
other responses seemed to begin the
process of discussion around the
issues.

Examples of needed system changes:

Flexible policies— current inflexibility
keeps things from working as well as
they could.

Better training—could help service
delivery occur more smoothly.

Benefits— attractive employee benefit
packages would encourage attendants
to be invested in offering higher quality
care, instead of the current practice
that keeps workers at part-time status
to avoid offering benefits. Part-time
status forces attendants to work 60-80
hours a week to survive financially.

Career advancement—possibilities for
long-term career path success would
help a great deal.

Reformed management practices—
all focus group participants expressed
concern and urged reform.

Formal backup system— needed by
consumers to avoid loss of help when
the unexpected occurs.

Increased Accountability— more
attention to quality control from

employers, and more employer
accountability for their consumers’
experiences.

Regular performance monitoring—
attendants support systematic perform-
ance monitoring to improve the quality
of services.

Monetary Concerns

Consumer concerns: Lack of money
may be the greatest barrier to getting
services needed.

Consumer concerns include:

m the need for more financial support
from both personal health insurance or
public funding sources for personal
attendant care.

m the feeling that they do not get all of
the hours of personal care they want
and need.

m general problems with the high cost
of living for persons with disabilities.

m policies that require people with paid
employment to pay directly for atten-
dant care, which can cost up to $600
per month.

Attendant and consumer concerns:
The pay scale for attendants has a lot
of implications for quality of care,
including:

m discouraging experienced individuals
from applying for these kind of jobs.

m leaving only limited funding for
attendant training.

m increasing the chance that atten-
dants may leave their jobs quickly and
may not necessarily be motivated to
act in a trustworthy way.

(continued on page 4)
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