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Executive Summary

The following report presents twenty-four case stories about the experience of
adults and children with disabilities who receive the cash option in the Consumer
Directed Care Program in the state of Florida. The report focuses on how “care units,”
composed of consumers and/or representatives, paid workers, and consultants interacted
around issues of consumer-directed care. The study addresses several broad research
guestions: (1) has the Consumer Directed Care program made a difference in the lives of
consumers, representatives, and workers, and if so, how; (2) how does participation in the
Consumer Directed Care program compare with previous arrangements; (3) how are
services provided; and (4) how does the program work? Two University of Maryland
Baltimore County (UMBC) researchers conducted atotal of fifty-eight interviews on one
trip to Florida during July and August of 2002. After consultation with the Cash and
Counseling Demonstration and Evaluation (CCDE) management team, twenty-four care
units were selected. All the consumers interviewed had been enrolled in Florida's
Consumer Directed Care program for at least six months at the time of the interview and
received at least six hundred dollars per month in the cash option. Care unit members
were interviewed in face-to-face, hour long interviews which were tape-recorded for later
transcription.  The storiesin the report were written based on the transcripts and
incorporate the perspectives of all three members of the care unit; consumer, caregiver,
and consultant. Major themes in the stories are discussed at the end of the report. The
project was funded by the Office of the Assistant Secretary for Planning and Evaluation-

Department of Health and Human Services and the Robert Wood Johnson Foundation.



Introduction

The following report presents twenty-four stories about what it is like as an adult
or achild with adisability to participate in the Consumer Directed Care program (for a
detailed discussion of the Cash and Counseling Demonstration and Evaluation of which
Florida's Consumer Directed Care program is a part, see the project website,
www.cashandcounseling.org). Researchers from the University of Maryland, Baltimore
County (UMBC) traveled to Florida to interview participants about the program and how
it worked for them. In their own words we learn what it is like to arrange and pay for
your own care with or without a representative’ s help, how participants direct and pay
their caregivers, and how participants negotiate the program itself. The twenty-four
stories presented here also yield common themes and concerns which help us understand
how the Florida Consumer Directed Care program works and the meaning it has for
participants.
M ethodology
Purpose
The purpose of the qualitative study was to provide detailed information and stories about
the experiences of participants receiving the “cash option” in Florida’ s Consumer
Directed Care program. The study focused on how “care units,” composed of consumers
and/or representatives, paid workers, and counselors interacted around issues of
consumer directed care. The study addresses several broad research questions: (1) has
Consumer Directed Care made a difference in the lives of consumers, representatives,

and workers, and if so, how; (2) how does participation in the Consumer Directed Care



program compare with previous arrangements; (3) in what manner are services provided,
and (4) how does the program work?
Design

Following the approach taken by Keigher and Luz?, the focus was on both
consumers (Consumer Directed Care participants and their families) and their paid
workers (both family and non-family member workers). Additionally, interviews were
conducted with state consultants assigned to provide oversight for those consumers and
are included as part of the care unit interviews.

Qualitative data collection (involving interviews, visits to consumers homes, and
travel throughout the state) took place in Floridain July and August 2002. Face-to-face,
semi-structured interviews lasting about one hour each were conducted with the members
of 24 care units. The tape-recorded interviews were conducted by two trained
interviewers and took place in the consumers’ homes. One of the interviewers was able
to interview participants in Spanish when necessary. Each consumer interviewed had
participated in the Florida Consumer Directed Care program for at least six months.
Consumers of different ages (including children under 18), races, genders, monthly cash
benefit amounts, and type of care workers were interviewed.

Three semi-structured interview protocols (consumer/representative, paid
caregiver, and counselor) were developed through an iterative process of consultation
with the Cash and Counseling Program management team (included representatives from

the National Program office, Mathematica Policy Research, Consumer Directed Care

2 Kiegher, Sharon M. and Luz, Clare. (1997). A Pilot Sudy of Milwaukee's Gray Market in Independent
Care: Common Stakes in Homecare of the Elderly. School of Social Welfare, University of Wisconsin-
Milwaukee




Program in Florida, Assistant Secretary for Planning and Evaluation-U.S. Department of
Health and Human Services, and the Robert Wood Johnson Foundation). Interviews
included open-ended questions organized under three headings: background, services,
and operations of the program.

Sample

Selection criteriafor the care units (triads including consumer/representative, paid
worker, and counselor) were developed in close consultation with the Management team
and the Florida program office. Four main selection criteriawere identified as: age O-
17/18-64/65+, ethnicity African American/Hispanic/White, type of worker family/non-
family, and representative/no representative. Other variables taken into consideration to
ensure maximum variability were county of residence, variations in use of the cash
benefit, disability level (determined by level of Medicaid benefit, but above $600 per
month), gender, and language. The Florida sample included children with disabilities
under 18 years of age.

The names of eligible consumers (i.e., had participated in the program for at least
six months and fitting the selection criteria) to contact were derived from lists provided
by Mathematica Policy Research and Florida program office. Research staff then
telephoned potential subjects to enlist their participation and schedule home visits to
conduct interviews.

Data Collection/Interviews

A total of 58 interviews were conducted (24 care units composed of 46
consumers/representatives and paid workers, and 12 counselors). Two female

interviewers made one visit to Floridain July and August 2002 to conduct the interviews.



All interviews with consumers and paid workers were face-to-face and conducted in the
home of the consumer. In most cases, consumers and paid workers were interviewed
during the same visit. The representatives of children with disabilities were interviewed.
In many cases the child was present at the interview and participated in answering
guestions. Interviews averaged about one hour and were tape-recorded.

Twelve counselors were interviewed by phone at alater date. Counselors were
asked about their activities as counselors in the Consumer Directed Care program
generally, and specifically, about the consumersin the study for whom they were

responsible.

Analysis
Individual tape recordings were transcribed verbatim as Word documents. Stories
were written from the three interview transcriptsin each care unit.

How We Wrote the Stories

We wrote each of the twenty-four stories based on related interviews with a
consumer, personal care worker, and counselor. Inwriting the stories, wetried to
incorporate all three perspectives on atopic or story whenever possible. Each story relies
heavily on direct quotations with alimited amount of our writing to connect the narrative.
We also used the interviewers' case summaries to add detail to the stories.

Occasionadly, the facts or chronologies were not clear or were in conflict with the
information in other interviews within aunit. In some cases the discrepancies came
about because of atime lag between interviews, differences of viewpoint about the topic,

or alack of knowledge on the part of amember of the unit. In cases where facts were



unclear or contradictory, we checked the interviewer’ s notes and reconciled evidence
within the transcripts themselves.

One author wrote the original story drafts. The accuracy of the stories were
checked by a member of the team who conducted the interviews. We added topic
headings in each story to facilitate reading and comparison between stories. Names are
al pseudonyms. Places, companies, and agency names have been eliminated or fictitious
names used in their stead.

Within quotations, three periods represent a short break within an answer such as
an interviewer breaking in to ask a question. Four periods are used to indicate a
considerable break in the conversation. For example, sometimes a consumer returned to
atopic or expanded on an answer much later in an interview. Parentheses within a quote
include our clarification of areference to a person or event. The terms caregiver, care
worker, and care provider were used interchangeably as were consumer and participant.

Quotations were rendered as close to verbatim as possible in order to preserve the
rhythm and regional flavor of the interviewees speech patterns. Above all, the
participants speak for themselves about what life islike for them in the Consumer

Directed Care program.



Consumer Story 1

Mrs. Cynthia Jansen is awidowed, 77 year-old white woman who lives alone in
an apartment in the Tampa area. Mrs. Jansen was neatly groomed, dressed in a housecoat
and dlippers. She was interviewed while seated in arecliner in the living room of her
three-room apartment. The apartment was well lit, clean, and organized. There were
paintings and photos on the walls, and the ceiling fan was on. She greeted the
interviewers with awarm smile and was pleasant and attentive during the interview. She
seemed to enjoy the company.

From her position in the recliner she had a view of every room in the apartment:
kitchen, bathroom and bedroom. The television remained on throughout the interview.
She had TV trays on either side of her, one for her medications and one for her tissues,
water, TV Guide, and remote control. She was surrounded by medical devicesto help her
breathe, including a nebulizer, an oxygen tank, and an oxygen mask and tubing. She had
some trouble catching her breath while she was speaking. At the time of the interview,
Mrs. Jansen had no care worker. The new care worker was to begin the following day.
Her previous care worker is continuing to check on her until the new care worker begins.
Before we started the interview she mentioned that she was very happy with the CDC
program.

The consumer did not refer much to her family and in fact, said that there was “no
one” when asked about family care workers. The consumer is reliant on her friends,
neighbors and her care worker for assistance with her daily living needs. She does have a
walker and a scooter to help her move around in and outside of the house. Mrs. Jansen

mentioned that she was not able to get out of the apartment on her own. Her son had



installed some bars in the shower in order to help her when bathing. She did not seem to
be bothered by the fact that she could not |eave the apartment without assistance. She did
mention that she has friends who come and take her to lunch or dinner occasionally. Mrs.
Jansen remains at home watching television most days. She was very interested in
learning more about the program, and was convinced that the arrangements after her
enrollment in the CDC program were definitely better than her previous arrangements.

Enrolling in the Program

Mrs. Jansen heard about the CDC program through a program for seniorsin her
county. She wanted to enroll because,

WEell, it sounded good! It sounded good, you know! | wanted to stay here (in my

own apartment) and | couldn’t stay on my own... and | couldn’t afford no wage

to pay someone to come in steadily. | had some help but | had to cancdl it.

Watching Her Health

Mrs. Jansen describes her health problems,

| have what they call COPD (chronic obstructive pulmonary disease). That's
asthma, bronchitis, emphysema...so I’ m on oxygen 24/7. | have congestive heart
failure, diverticulitis, thyroid problems, parathyroidism, because of that I’'m
limited on dairy products. And now | have borderline diabetes. So | have to watch
my fat... | have to watch my fluids. I’'m only allowed 40 oz aday. | have to keep
a schedule for the whole day. Every four hours | have to do my breathing with the
nebulizer. Between the patch on the heart, it goes on in the morning, off at night.
I’ ve been trying to do the dishes but | have to sit down because | can’t lay down.

The Most Important Needs

Mrs. Jansen describes the tasks she needs help with, “cooking, cleaning, helping
me bathe and wash my hair, my laundry.” She also needs someone to wash her dishes for
her and make the bed. When she receives a delivery of medications she has to have the
caregiver put it away for her. The caregiver helped her to set up the medication within

easy reach on the trays next to her chair. Mrs. Jansen states that, “The most important



part is cooking and shopping for me. Y ou could always get someone to comein and
clean, but you can't talk.” A personal relationship and conversation with a caregiver is
also an important need in her view.
When she requires transportation to the doctor’ s she has a neighbor she pays or a
transportation service she calls,
Not by myself. | have friends. Like Monday | had to go to the doctor’s and my
friend upstairs used to take me, but there’saman in here, he doesit, | givehim a
few dollarsand | paid for lunch with him too. But when I’m going to the heart

doctor | call the transportation service number and they pick me up.

Caregiver Qualities

Mrs. Jansen looks for a caregiver who is “honest and personable.” She supervises
her own caregiver.

Caregiver History

Mrs. Jansen describes her previous caregiver,

| had one for five and a half years.... She was afriend, too, but she was
recommended by this nursing service that | used to have that my doctor aways
recommends when | get out of the hospital... Shewasfor two and a half years
(with the CDC program) and before that | used to pay her myself. She’'sonly
given caregiving up now because she’s been having some medical problems
herself and she has afull time job, it’s just too much for her.... That was a blow,
but | can understand... She’'sawonderful person... She had to go (to work) full
time so she could have benefits. She stayed with (me) and she wanted to give it
up even sooner, but she didn’t want to give me a double whammy as she said it,
with my good neighbor upstairs moving to be close to her children and shewas a
big help and so she waited.

In fact, she came in Friday, and she came in Monday to make sure | had food and
Monday she went and she shopped and she cooked so | have arefrigerator full of
good food now for the whole week. And then the other party starts Thursday. |
had gotten someone else and then when she started filling out the paperwork she
decided no, because she didn’t want to pay Uncle Sam. | had to start from scratch
again last week. It'sonly been two weeks since | was hanging.



The new caregiver who is due to start later in the week, “was recommended by
the nursing service that | always had when it’ s necessary, they recommended her. | know
her name now but that’s all.”

Difficulty Finding Careqgivers

Mrs. Jansen iswaiting for her new caregiver to start work, “ She was supposed to
have started yesterday but she hurt her knee. So the doctor told her to stay off it, but she
promised, she said I'll be there Thursday so here' s hoping.” If her new caregiver does
not come Thursday, Mrs. Jansen will try to get help in other ways, “I can call the girl that
worked for me al those years. She told me that if she (the new worker) backs out or
something that to call her and that she'll still come.”

Mrs. Jansen has a strategy for finding a caregiver,

You just ask around. It'snot so easy. (If | need to find someone) I'll call the
nursing service, the head nurse, and ask her if she has anyone else because she's
the one who recommended this one and then | have feelers out other places, in
fact | had called this one agency that was in the church bulletin. But in fact the
agency was going to call my consultant about the payment because...they get a
piece of the check, so it’s a problem of how that could be arranged and she didn’t
know either so she was going to ask. | called her back and told her | got someone,
but to call my consultant anyhow in case it comes up another time. But the way
she explained it to me is $8.50 of the check would go to the caregiver, and $3.50
of the check goes to the agency. But the thing is that the check is made out to the
caregiver, the whole amount. So thisiswhat she didn’t know how this would
work. | said | didn’t have no idea either. That’swhy it’s always better for the
person who' s going to work for you to come on their own.

Schedule and Pay

Mrs. Jansen describes the new caregiver’ s weekly schedule,

She supposedly will come on Tuesdays for four hours and two other days for two
hours so she'll work 8-10 hours aweek. She'll be getting $12.00 an hour. My
consultant thought that | paid too much money in salary because the other girl got
$13.00. So | dropped it down to $12.00 but that’ s fine...to get anyone decent you
haveto pay forit! ... | useal my money going to the caregiver whereas, if you
can get someone for cheap you can use it for other (purposes).

10



Use of the Cash Allowance

The interviewer asked her if the hand railsin her bathtub were bought with her
cash allowance, but Mrs. Jansen responded,

My son put those up. Oh no, you are not allowed to do that...(use the money for

hand rails) they said | could only useit for personal items [handrails can be paid

for with the cash benefit-Ed.]. | useit for myself. | buy makeup and toilet articles

and | usetissues...you seetissues al over the house.

Rel ationship with the Consultant

The consultant encouraged Mrs. Jansen to try the CDC program,

She’ s very nice and she' s very helpful. She talked me into this program because |
was alittle afraid at first, it was so complicated, all the paperwork and al the
stuff, you know...and she said “no, no, no.” and she was right, once you get it
goingit'sfine. If I have aproblem | call her.

Mrs. Jansen’ s consultant describes her as being very independent and requiring a

minimum of contact every month.

Outside Support

Mrs. Jansen describes volunteer help she receives from a church community,

There' salady from the church comes in once aweek and she' s here for about two
hours. Last time she cleaned out my pantry for me. Oh God! | can’t believeit's
the same place! And, you know she did the refrigerator, things that the other
people don’t...you know there just isn’t enough time for them to do it. She only
comesin for two hours and she’ s delightful. She brings me homemade eggplant
that’s out of thisworld! My neighbors here are wonderful, too.

Benefits of the Program

Mrs. Jansen describes why she likes the program, “ The fact that | could stay in
my own home was (what | like), | had ataste of the nursing home, was there for seven
weeks...uuugghh.” Mrs. Jansen states the most important advantage of the program, “Oh

it's peace of mind, you know, it’s nice to know the fridge is here and you have food ready
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for you, the house is cleaned, it meansalot to me.” Another benefit is, “ Staying home, in
your own place and knowing that you’ re going to be helped.”

Problems with the Program

Mrs. Jansen is very happy with the program. She feels that she could use more
hours for caregiving, but sheis“making do.” The timeliness of paychecks for caregivers
isaproblem, too,

It'salittle hard, they (caregivers) have to wait like a month before they get paid!
So they (the program) pay every two weeks and then they hold back the first two
weeks (at the start of the program) so | may have to do something there because
they (caregivers) need their money. | may have to give her some of my money
(until her check comes). The other one didn’t mind because she had another job
and so she till has acheck coming to her.

12



Consumer Story 2

Mrs. EvaBurrisis an 87 year-old white widow who lives with her daughter and
her family in alarge one story tract home in a suburb of Tampa. The houseisin amixed
residential area comprised of well-maintained homes intermingled with dil apidated
homes and vacant properties. Mrs. Burris shares the house with an extended family; her
daughter Susanna and her husband Bill, a granddaughter, and Rose, another grown
daughter. Her daughter Susannais her representative and caregiver. Until recently,
Susannah was also caring for her Aunt who is 95 and suffering from Alzheimer’s. Her
Aunt now livesin anursing home.

Although bed-bound and still in her pajamas at the time of the interview, Mrs.
Burriswas well groomed and aert. She was interviewed in her bedroom resting in her
electric hospital bed. Her bedroom was sparsely furnished with a large bookcase and a
dresser with atelevision positioned so that she could watch it from bed. There was one
window in the room which overlooked the front yard and provided a nice view of the sky
and shrubbery. The rest of the house was very well-maintained and spacious with an
open-floor plan, fireplace, and outside, a large screened area with an in ground swimming
pool.

Mrs. Burris was confused at first because she had not been told about the
interview. Despite this, she greeted the interviewers warmly, remained fairly attentive
during the interview, and seemed to enjoy the company. Susanna remained in the room at
the start of the interview because she wanted to help “fill in the gaps’ for her mother.
Susanna did not allow her mother to answer the questions. In fact, most of Susanna's

answers revolved around her role as a caregiver. Susannawas hesitant to leave her
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mother, but agreed to be interviewed separately in the living room. After her daughter
left, Mrs. Burris was able to speak for herself and answer most questions.

Mrs. Burris needs twenty-four hour care due to a stroke that left her bed-bound
and totally dependent on othersfor her care. In addition to her daughter, she has a non-
family care worker who provides twenty hours of care aweek. During the interview,
Mrs. Burris said that the most important thing for her is being with her family. While she
seemed happy with the program and the fact that her daughter was caring for her in her
home, she did express sadness at being left alone in her bedroom while the family was
eating meals, watching films, or doing other family activities. When the interview ended,
Mrs. Burris cried, held onto the interviewer’s hand, and did not want to let go.

Medical Problems

Mrs. Burris comments that, “1 feel good,” but it is clear that she suffers from
several serious medical conditions. Before the stroke that left her bed bound, Mrs. Burris
describes what happened, “| had a heart attack and | didn’t even know | had a heart
attack.” Susanna describes how she found her,

She actually had the heart attack here. She actually was with my granddaughter.
It was when she was still walking with her walker and she just sort of collapsed. |
was here. | might have been outside, working in theyard. | was the one who
picked you up with your glasses al kittywhampussed and everything else, and
then | called my husband from work and he came home and we both tried to pick
her up. I'd already called 911, but we were trying to get her in a better position.

Mrs. Burriss explains that her daughter takes care of all her medications.
Susanna describes what her mother takes,

She's on two high blood pressure medications, one iron pill, one pill for

dizziness... And there' s one other, then she has one for nausea, but that’ s just as

needed and now, we take almost six Tylenol for arthritis daily. We taketwo in

the morning, two at lunch and two in the afternoon. Mostly that’s what hurts her
the most. Her arthritis. Her legs crack. They can’t pick her up by the shoulders.

14



She can't be picked up. That’s why we have to use the (gait) belt because her
shoulders actually crack and dislocate, the bones are so brittle. Her legsjust grind
and crackle when you just turn her in the bed. The arthritisis what stopped her
from walking. Not the heart attack.

Mrs. Burris has also been hospitalized for blood transfusions.

Enrollment in the Program

Susannah heard about the program after her mother needed more extensive care,

She had a stroke and so then we got a social worker and then they put me in touch
with awonderful program and the counselor had given me agirl 20 hours a week
to comein. | would run out and try to go to work at Wal-Mart different hours,
because | could never get agirl to come at the same times. Then they didn’t show
up, we didn’t have enough help here. 1'd haveto call into work. So one day, |
was telling the counselor, “ Just pay me the 20 hours,” (to provide care) even
though it was nothing. | don’t mean “nothing”—it’s a help, but in the big scheme
of lifeit'snothing. | said at least | don’t have to try to run out and do something
else and have strangersin my house. | mean I’ ve had some strange people in my
house.

The counselor suggested the Consumer Directed Care Program and Susannah enrolled
her mother,

Because | had to take two leaves of absences (from work) ayear at atime and
then (1 had to quit) And | had to stay home. So didn’t have achoice. | had to
stay home or put my mother in anursing home. And she’s a person-person. She
likes to have people around her and family around her... And she was mainly by
herself and she really doesn’t mind being by herself , but my mother did and we
just didn’t feel like that time it was an option. So the family always banded
together. We're not high living people. We livein anice home, but we also sold
our old house to build it..., we built it with wheelchair facilities and wheelchair
showers and everything for my aunt and for my mother. So it wasit waslike a
four (of us) effort. My sister was divorced. | wasdivorced at thetime. My
mother had alittle house. My Aunt had alittle house and we just sort of put it all
together. But it hurt when | had to quit work because | had my own bills and
responsibilities that are not just the house, you know.

And not only that, | was administrator coordinator for a dentist for 9 years so
when we came here, | just tried to go to work at someplace like Wal-Mart because
they have night hours. They have in-between hours, and actualy, Wal-Mart will
work with you pretty good on circumstances. But it was getting ridiculous. The
agency workerswould walk in at 10. I'd have to be at work at 10:30. If they
were 20 minutes late, | was late, but then they’ d leave at the regular time. |

15



couldn’t (continue to work) . . . it was more stressful to have to run out for those
20 hours and then when she became just totally (disabled), | said, it’sjust not
worth it for me. It costs more money to run out and have to do clothes and have
to do gas (than staying home). The only reason | really stayed tryingto do it is
because of insurance. Because I’m going to be 58 and | couldn’t afford to drop
health insurance. So then | married and luckily my husband picked me up for
health insurance. But if not, | had no health insurance. That’swhy | did the leave
of absences, because Wal-Mart allowed me to pay my health insurance. But then
after the second leave it was done. That wasit. They didn’t owe me anything
else

The Importance of Family Life

Mrs. Burris describes why she likesliving at home, “ The most important thing is|
like to be with my family.”
Susanna has along history of caring for her mother,

We have been taking care of mom for eleven years since the year my dad died,
because she never drove a car, never wrote a check ; she was the homemaker, but
seven years ago we moved here. We have been taking care of her since then. So
she moved from semi-walking to just getting up with awalker, to total
dependence.

Family is an important part of life for Mrs. Burris and her daughter, but it can also
be stressful at times. Susanna describes the problems she and her family have had on
outings,

The last thing we took her out to, was when my daughter was getting married and
we took her to abig restaurant. We actually borrowed avan. We took her and |
actually paid the aid to go with me because it was my daughter’ s shower and |
was expected to do thingsthat | couldn’t do for her. Shereally got very tired,
very fast, sitting two three hoursin achair that’s not abed. She wantsto go and |
understand that. When she gets there, she hasn’t gotten over it because my
mother has always been alittleill al her life. And she'saways had people cater
to her and come with her and sit with her and she’ s not used to going into a place
where she’ s not the center of attention still and when things are going on, people
come and “Hi, how areyou” but they’reinto their little things with their kids or
whatever, and so then she gets her feelings hurt and she' s like “Why should | go,
no onetalkstome.” | said, “You know, mother, | don’'t get to talk to everyone
(either) Sometimes, | tell her when Monday comes, “1’m so glad Monday’ s here,”
because actually, we're better off when it’s her and mein the day. The weekend,
when all the grandkids are here, it’ s the same kind of thing. She hears people out
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there having fun or talking, or whatever we' re doing like cooking or cleaning
house. WEell, she can’t be out there so she starts crying because she feels that
people are not (paying attention to her). | think that’s her worst problem.
Because | think she makes herself sick. She would feel so much better if she
would just accept it. | tell her thisistheway itis. Thisiswhat we got.

Mrs. Burris explains, “Everybody’s having fun and you' re sitting alone like afool
in your room. | don't care what anybody says.” Susanna disagrees with her mother,
First of all, you're not sitting like afool, and second of all, some of the time when
people are “having fun,” we' re cleaning the house and washing clothes. Do you
really think my granddaughter who' s thirteen comes and sits on my lap with me?
She’s on the computer, she’'sin the pool, and | see them when they dump the
towelsin and say what do we have for lunch?
Even though Mrs. Burris has a large and active family, she often feels neglected
and left out of what is happening in the household, which is a source of stressto her and

to her daughter Susanna.

Something Y ou Expect to Do

Susanna describes the importance of caring for her mother at home,

My mother also gets to see her total family more, living at home because when
my grandchildren come to see me, their great grandmother’s here. Cause we're
like five generations or four generations. And actually my daughter’s going to be
building (ahouse) up front. And, so it’s my mother, me, my daughters and her
daughters so it’ s like all four generations living on the same property. | lived next
door to my mother for the whole time my dad was sick because my dad was sick
with kidney dialysisfor six years. We used to have to take him back and forth to
the dialysis center so we had bought a house next door to my parents. My
youngest daughter actually bought my mother’s house when we moved out here
and my oldest daughter bought my house when we moved out here.

(Caregiving) It’ s just something that you expect to do. It’s not anything you'd
think about. And you actually hope that it doesn’t come to different points like
that, but when it does, you just (do it).

Previous Experience

Susanna describes the agency workers who she had to deal with before her mother

enrolled in Consumer Directed Care,
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They got their boyfriends, they were on drugs, and they’re up at the jail last night,
but you know they are CNAs and they’ ve passed their test and they pass their
background test, but it's scary. Aslong as| had one person for awhile it worked
out and then she quit, and then | had five peoplein arow and it’s hard.

....A lot of timeswhen | left my mother, | could tell she was scared of the agency
worker, but we didn’t have any choice at the time. (With this program) Y ou don’t
have to have strangers in the house that you don’t know exactly, | mean we had a
lady the last time that my mother ended up in the hospital from anemia. We had
an agency worker in the house who invented a“zapper” and she was telling me
how you put the zapper on you and it zaps the bacteria. Then she started bringing
my mother food instead of the food that | had |eft for her and she went to my
washing machine and told me what detergent to use, and one time | threw away
coffee grounds, missed the garbage can alittle bit and she... (went ballistic). But
then | said, “ooohh kay, ‘bout time to change people.” She was very well meaning
and she was actually the hardest worker that ever came. She would have
scrubbed the floors if you had asked her. But she wasway out in left field. And
then she started taking vital signs, which they are not supposed to, only the
registered nurse who comes does that.

One day she scared my Mom to death because she told her that her blood pressure
was so low that she should be dead. So when | came in, everybody wasin (a
panic). The agency worker was going to call the hospital and | just said, “Y ou
don’t call nobody. I'm the personyou call. I'll call aregistered nurseor I'll call
911.” Sheargued so | had to call the agency and they had to talk to her on the
phone.

Mrs. Burris says that her agency workers were nice.

Help and Company

Mrs. Burris says that she needs help with everything. And that her daughter
“helps mewhen | bathe.” Susanna elaborates,

She doesn’t walk so she has to use bathroom privileges in the bed with a bedpan
and we dress her in bed and change the sheets in the bed. Now she used to be
sitting up in thislift chair. When we got the chair, she was still trying at least to
stand up with awalker which then we could get her to a potty chair and we'd
stand her up and put her back. But the last time we did it, she fell and she weighs
about 180 pounds and I’m short. So now we just sit in the chair. But alot of
times, we'll put her init and shecan sitinitintheday. But it’sjust gotten more
difficult because when she has to go to the bathroom in that chair, it's very
difficult in that chair and sometimes you don’'t have time to put the chair up to get
the lift to put the lift back in the bed, so we' ve been tending to stay more in the
bed lately.
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Susanna needs someone to sit with her mother,

... She'snever |left alone in the house by herself. Ever. Any timeat all, evenif |
have to get my granddaughter up here. Luckily, my town is small. Ten minutes, |
can get to WalMart. Ten minutes | can get to the grocery store. Sometimes |
have to go after a prescription. And in the summer sometimes | call my
granddaughter here who is fourteen. The pharmacy calls me, I’ m ready to get the
prescription. My granddaughter aways has my car phone. Onetime | ran to the
grocery store and she called and said “Mom’ s got to go to the bathroom.” | didn’t
know what to do. So | just left all the groceries, came home, helped her, went
back and got my groceries and came back. Y ou can leave a babysitter, but not
everyone can do it. My neighbor next door says, “Any time you need me| can sit
with your mother.” | said, “Y ou don’t understand what sitting with my mother
means.” And | wouldn’t expect somebody to do that. That’s something you have
to do out of love because it’s your family or your parents or your children. If you
are aCNA or aregistered nurse or an LPN, you are doing that for aliving.

Some people are very well meaning and some people would come and just sit
which isfine. Most the time when | get somebody (we now have two people that
arereally good), that help me baby-sit and | just tell them that al they need to do
isjust be acompanion and of course any needs she haswhile I’m not here. But
you don’t haveto dust. You don’'t haveto clean. You don’'t have to do anything
likethat. I'll take care of that. Y ou just have to be a companion for somebody to
talk to and somebody to be with while I’'m out of here. Actualy, that’s (the help)
| need the most. | don’'t have the time to sit and communicate with my mother all
day long. | havetoo many other thingsto do. And she would like alot more
attention in that field... You can’t offer the service and the companionship at the
sametime. Thereisjust not enough of you to doit.

Susanna explains that her mother has always needed attention and care,

She has never, never spent anight alonein her entire life. When my dad went
away on abusinesstrip a couple of times, it was always expected that one of us
would go and spend the night at her house. And when he died, we went to her
house. She didn’t cometo our house. Because she's aways had her little set
ways. Thisisthefirst time she's ever lived anyplace else. And she says she lives
with me, but she knows that when we first built the house, we said it was ajoint
effort, and it was al of our houses. So she doesn’t live with me. | live with her,
sheliveswith me and we al live with everybody elsein the house....

My mother has alot of fears, of just everything. She just grew up likethat. She
fearsthe dark. She fears everything. You're going to get on a plane, she thinks
you're going to die on the plane. Y ou go to the beach, she thinks you're going to
drown at the beach. She has alot of fears and those fears have stopped her from
doing things some of the things that she always wanted to do.
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Mrs. Burris adds, “Well, but | really have had agood life. A very good life...
That’swhat | want, my family.”

My Daughter Does Everything

Mrs. Burris says that Susanna does everything for her. Susanna describes what
she does for her mother,

| give her medications, | give her breakfast, | make up her lunch, | make up her
supper. We wash her hair, we have al the equipment to wash her hair, in bed, we
sometimes give just a sponge bath, or what we used to call Cuban baths... Last
Saturday, we tried to get into the shower because our air conditioner went out last
week and we had three days without air and it was just horrible. And it was three
days that the temperature felt like it was a hundred and five, and so we tried to get
in the shower, and it was a disaster, but my husband is going to try to make me a
different kind of seat. | have a shower chair that you can actualy roll in, but this
one has atoilet seat onit. Andyou can't leave peoplein that along time
showering without a having a problem... | tried to take her into the shower with
the lift, but she nearly fell off the chair and then she got sick and dizzy and it was
areal disaster. And then, we clean her room and wash her clothes. We usually do
oneto two loads aday. Because we strip the sheets every day and we strip the
pads every day and we strip the clothes every day and try to keep it as nice-
smelling as we can because | can’'t stand nursing homes when you can smell urine
and stuff. That’sabig job, trying to [keep everything clean] all day.

| buy al the stuff. On the 30" of the month | get in the car and | fill it up. I'll get
like eight things of diapers, four things of wipes, six things of gloves, five
packages of the underpads, and her powders. | call in all her prescriptions. My
husband works at WalMart, too, and he'll bring the prescriptions home to me; if
not, he comes home at 4:30. And at 4:30, if | have to get something at the
pharmacy or something and he'll stay here.

| know her so good that | know if her color isfrom white to pink to whatever
because | see her every singleday. | could tell if she’sdehydrated. | give her
laxatives on my schedule because | know when she goes to the bathroom. | know
what kind of bowel movements she has. | know if she needs a laxative, and
sometimes | give her two because it’ s been a couple of days because she doesn’t
move. Y ou have no movement, you don’t go to the bathroom. That’s why when
you have an operation, the first thing you do is get on your feet and walk in the
halls. If I know | have to be away on Saturday | don’'t give her alaxative so my
sister doesn’'t have to change her, my sister actually gags and has to put things up
her nose so she doesn't breathe (if she has to change her)— she just never had
kids...
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Susannatries not to ask her sister to help much because her sister works long hours, often
doesn’t feel well, and is not good at caring for their mother.
Schedule

Susanna describes her day,

The day usually starts about 8 0’ clock (in the morning). Sometimes my mother
sleeps later, and usually 1’ m finishing washing dishes about 9:30 (in the evening).
It's not that | have to be there continuous, but it is continuous because even
though she sleeps for two hours, it'snot like | can say, well now | can go and do
stuff | need to do. You can't because you have to constantly know what she
needs, and like a couple weeks ago | was mowing the yard outside, and | was
probably out for about an hour and when | came back she had diarrhea, and it was
al over the bed. She gets upset, and | said “don’t be upset — there’ s nothing you
cando.” | could walk out to throw trash and it could be a five minute thing. So
most of it is mental that you know that if | take an hour nap, that’s the time she'll
call metentimes. Thereisnever time, you have no time. You don’t have any
time.

And my sister is so bad off that | feel guilty leaving her with my mother and
actually a couple weeks ago, | had to send my sister to my other aunt’ s house for a
week because she about had a nervous breakdown. Her legs are hurting so bad,
and her arthritis— she walks with acane. She’sonly 55. And so it isvery hard.
She would spend at least an hour talking to my mother, and then she would do the
last change of diaper at night and put her to bed so then | could spend alittle bit of
time with my husband. She feels so bad that she can’t do it, but my sister said, “I
just cannot take care of her anymore. | cannot take care of her.” And | said, “Just
go to our Aunt’s house and stay there two or three or four days and calm down.
And just like my vacation — | got married last year. | think | ended up taking nine
days or ten. My husband had two weeks vacation. | couldn’t leave my mother
and sister alone any longer, and | called every night. It'slikel said, you're never
mentally happy where you are (because you worry about your responsibility).

Susannais paid for 20 hours aweek, but estimates that she works, “probably 10
hoursaday if not more. Because, like | said, if she has to go to the bathroom at 9 or 10
o’ clock at night, she calls my sister. And then my sister callsme.” Susannais always on
call. Susanna enjoys the weekends when her grandchildren are around, but finds the

conflicting expectations difficult,
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Like | said, sometimes on Mondays when everybody goes and | say, “Oh, thank
God, there' |l be peace in the house tomorrow. | can wash my clothes, | can clean
my house.” It'snot that | don’t enjoy my family, because | do, but it is very hard
because when my grandkids are out here, | want to sit out here and enjoy them
and be with them, but yet | still have to have an ear (for my mother). Evenif my
grandchildren say “let’s go out and get apizza,” | can’'t go out and get a pizza...

Susanna says that her mother’ s consultant helped them get extra money,

When the consultant visited us she says, “Y ou looked frazzled.” And | said,
“Well, I haven’'t had my mammogram, | haven't had my yearly appointment.”
Besides, | don’t work. If I do go to an appointment then my sister has to stay and
then she doesn’t get paid for working because she has to stay home, so we get a
double whammy. So the consultant says, “What if | can get you like 8 hours
(more help) aweek? Would that help you?’ That definitely helped!

Supervision and Pay

Mrs. Burrisreceives 25 hours of care at $10 an hour. The family pays a non-

family caregiver for the additional hours. Susanna supervises her own work for her

mother and the non-family caregiver.

Susanna describes how they use the cash allowance,

| pay my bills. Same bills| had before | had to quit work, you know . .. car
payment...Only thing good is now | can wear shorts and a shirt, don’t have to
dress up in heels and stuff, don’t have to buy five and six dollar lunches which
(helpsalot). | put one tank of gasin my car amonth now. When | worked in
Tampa, | put in atank of gas-- maybe it would last aweek. Maybe it wouldn’t.

Careqgiver Experience and Future Plans

Susanna says that she has worked for doctors and dentists her whole life. She has

been responsible for her mother for eleven years and has been her caregiver for two and a

half years at the time of the interview. Susannathinks about what she will do in the

future,

Actualy, | had thought about (my life) after my mother’s (death); ... I’'m only 58.
Thereis nowhere | can go back to work now without starting at the bottom of
something, and retire at 62 which really | don’t have the money to retire at 62.
But with what they allowed me to make | can actually work at aWalMart now
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and make full-time and still collect social security, so | planned on doing that, and
| thought well maybe 1’1l go (since I’ ve done caregiving so often) to one of the
care agencies and do that versustrying to go back to work at WalMart.. | know |
can’'t go back in the medical field because they’re hiring just young girls... So
there’ s no going back into my profession because it just wouldn’'t work.

Susanna thinks that working as a caregiver would be good work in the future,
| think that when you do other people that are not your family, you go in the
house and you' re there three hours and then you say goodnight and you leave, and
then it'sdone. | really would think about maybe doing about some care for some
clients after my mother, you know, passed away. | know | can handleit.

Caregiver Qualities

Mrs. Burris likes her daughter as caregiver,

| like everything about it, her being with me, because she’ s been very

understanding.... My daughter is very precise. She does everything just right. |

couldn’t ask for more. | couldn’t ask for more than her. That’sall | can tell

you... | just love having my daughter with me.... She’s good at everything she

does.

Susanna demurs,

| don’'t do everything right. We all have our moments. But, you know, for the

most part she’'s avery modest person also and she always was, and she’ d prefer

family to take care of those needs instead of have a stranger take care of them.

Mrs. Burris describes what she likesin a caregiver, “I’d just like them to be very
nice, very friendly, because I’'m afriendly person.”

The Emotional Cost of Care

Susanna describes the emotional cost of caring for her mother,

| go to bed alot of times at night and | just cry and then | do my little prayer and
say tomorrow, God, 1’1l wake up and I’m going to have al the patience of Job.
Nothing my mother saysis going to push my button. Nothing she’s going to do
will hurt my feelings... but the one thing | can tell people is don’t suppress your
anger and stuff because you cannot hold it in.

| mean you don’t go kill somebody, you don’t go batter them, but you have to

verbally —if she can verbally use verbiage to me, | can use it back, and that’s
when she'll calm down. If she seesthat I’ m really mad, she'll (stop), but when
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she starts feeling sorry for herself, she'll goon... “I can't helpitif | love you too

muchand | can’'t...” | say “Mom, | love you, but you got to let people go and you
got to let them live their lives. She would like to have us all put four bedsin with
her and sleep in the same bedroom. I’m serious.

| think we have a good relationship because she knows | love her and I'll tell you
the truth, sometimes | hateit. | can’t stand it, but it wouldn’t be any other way. |
don’'t think it’s agood situation really sometimes, and probably al the time
because, like | told her “Ma, at 58 my life’s dream is not living in the house with
my mother or taking care of my mother. It was to have my family and my
husband, and enjoy my children. But that’s not the way it is—thisistheway itis.
So why discussit? There's nothing you can do about it.” But it puts alot of
pressure on me and my daughters because they’ re not with me on a seven day
basis. They don't awaysfeel that | have the patience or | should always be going
“Hi, sweetie. How you feel, sweetie?” Look, | work here seven days a week.
When my daughters come to visit, they can do that (be very sweet to my mother)
because they stay in the room 20 or 30 minutes and then take off. So sometimes it
causes dissension between (my daughters and me) because they’ Il say something
(about theway | talk to her) and I'll say, “Look.” And my grandkids are the same
way —they don’t walk in and go to my mother first and kiss her first. And it just
causes alot of dissension, and my husband tries not to get in the middle.
Sometimes he feels like my sister takes advantage, but | know that my sister can’t
make decisions...

Taking care of her mother disrupts Susanna s family life,

...We'll be at the table and before we used to offer to bring her to the table, but
no, she wantsto go in (to another room) and sit, and | said, “No, Ma, thisis our
family Sunday like we used to have.” ... so|’d haveto get up from the table and
I’d have to close the door (to help her), and usually by that time, everybody’s
gone from the table...

Susanna recognizes that she has some issues with her mother,

My mother isvery selfish. My dad put her on a pedestal and | can hear my dad
still saying, “Susanna, please come over because your mother israising hell
because she hasn't seen the kidsin two days,” ... people have always catered to
her because she' s always been alittle sick and alittle dizzy, and she’ s one of
those people that enjoys being sick, not as sick as she is now, but...(she would
say),” Do you mind walking to the store and finding my wheelchair and my key,
everybody comes to help me and you open the door, and you ask how | am.” She
feels that she wouldn’t have that if she (wasn't sick), and thisis... why people go
to psychologists, but like | say, | do have aheart, and | do have adult
mother/daughter conflicts. | have things, that when | was divorced and stuff, that
she did, and | have angers and animosity, and you reverse roles — now you're the
mother and you can tell her what to do. She can’t tell you.
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Susannafeels very constricted by the care for her mother and does not receive
much family support or help,

I’'m 58, I’'m far from being too old, and my husband and I, we can’t even go to
the beach for lunch on Saturday without me getting a babysitter or having to tell
my sister. Because I’m not comfortable with my sister the way she feels, | go and
then and usually when | get home, my sister isin abad mood and then | take it
personally and then I’ m pissed off at her, and I’ m pissed off at me, and I’ m pissed
off at everybody... It'sjust overwhelming for her, so that’s why sometimes on
Monday when everybody leaves, it'slike... | tell my sister to go take two days
off because she causes more of a conflict because then | get aggravated with her
and I’'m aggravated with my mother.... You have nolife. You realy have no
life.... like now, we're going to the beach for five days the week after next week.
My husband has two weeks vacation, but this year my sister is so bad off that |
don't fed like | can leave them for more than four or five days, and my daughter’s
here and she'll help, and my other daughter will come...

My sister feels very guilty, too. And she does very nice things for me, like she
bought me that portrait that was on the back wall that | saw at a place one time,
and she bought me some gold earrings and she’ll always say “thisis from Mom
and me because you' re the mother now, and | know | don’t help you.” And so |
know that ...shejust can’'t help how sheis.

Susanna has had some problems with her mother over the years,

.... we did conflict, especially when | got divorced... We still do things that she
thinks are terrible and horrible. ' We'reliving in different times. She's till in
Italy when you went down the street and you went to one dance and everybody in
the whole town was there, and you didn’t worry about this or that and she’s sees
dad in everything — that’ s always been her. She would be alot happier if she
could be just positive on anything...

The emotional cost of caregiving isfar more difficult than the physical
requirements,

It's very difficult, | can handleit physically. Mentally, it'svery hard. | had a
TMJ problem. Last week | had a headache for four days... Sometimes, you just
go to bed at night and cry, you think you haven’t done nothing right all day,
because she'll have been depressed. And her depression reacts on me different.
See, everybody thinks I’ m very strong and very hard, but | can handle everything
and so therefore, it sort of always gets dumped on me. Not on purpose, but
sometimes, you know | just can’'t (do it). You know, when she starts, not being
mean, but when she starts feeling sorry for herself, you know, I'll say, “you know,
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Ma, you need to not focus on what you don’t have. Focus on what you do have.”
Sometimes at night, I’ll say to my husband, “I don’t think | did anything right
today. | don’'t think | said anything right, | just want to go to bed and forget about
it, today.” But it’'smore mental stressthan it is physical, even though | do have
two ribs out of place because (of lifting my mother). They just sort of wobble...

| can change her, | can bathe her, | can do it, but the mental, it’ s just ongoing.
Last night, it was my son-in-law’s birthday... My mother’ s used to being in the
middle of everything that goes on with them and it’s very hard for her to accept
and not feel sorry that she can’t be there. And she doesn’t realize, or whether she
doesor not | don’t know, | hope she doesn’t, but, she likes to implement alittle
bit of guilt on you (for leaving her) as you walk out the door...

| don’t want to say thisto hurt her feelings. | have no life of my own. | have 2
grandchildren. | have 2 children. | can't participate in hardly anything they do
anymore. Last night was my son-in-law’s birthday. So | had to pay someone (to
take care of my mother). We were at the restaurant 4 and a half hours by the time
we were totally done, so that my sister could also go and my daughter could go,
which isthe family. Because when | go, my sister hasto stay. Or when my sister
goes on vacation, | have to make sure that I'm here the whole time. And like my
granddaughters can help, but they’re still really uncomfortable with the hygiene
part (of my mother’s care). You don’t want your grandchildren to have to do that.
Y ou want them to remember and see their grandmother as a grandmother, not as
a, you know...

Y ou can't always be the caregiver and the love giver. It takestwo people. It
takes other people that can come that don’t have to worry about what they’re
going to cook at five and six o’ clock for everybody, someone who can sit down
and have thetimeto give al the compassion. I'm the daughter, but I'm still likea
worker. | know what | have to do every day and what | have to accomplish. |
can't leave clothes for three days and say, “Oh, I'll sit with you today, Mom, and
talk. Wewon't do clothes...”

| alwaystell people you cannot give the kind of things that you haveto do. You
can't clean shit and do urine, and do all the immodest things that you have to do.
It takes something away when you look at that person, you no longer always see
them as your mother. Y ou see them as a person who you're taking care of. It's
not like a baby that it's going to grow out of something. It’sjust going to get
worse.

...  mentally can’t give no more love. | don’'t have nothing left, except my
grandkids and my kids and alot of times|’m very short with them on the phone.
They’ll call and they’ll say “What’swrong?’ and | say “It’sjust abad day — don’t
call me” and then they get a misunderstanding of things that are going on and they
get hostile with me and so, it’ sjust hard that way. But it’s always people that are
not as mentally demanding as my mother. | talk to other people that are, but of
course they are alittle more independent. They don't feel the hostility (from my
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mother), I’m sure she has alot of anger. I’ m sure sometimes she could get the
bedpan and throw it at my face.

Problems

A major problem for Mrs. Burris and her daughter isthe lack of transportation.
The family livesin one county and her mother’ s long time doctor isin another county so
they cannot transport her mother using a county van.

Susanna also has problems scheduling the hours for the agency worker,

... | have agirl now that comes, and she works for one of the health agencies and
the only time she had available for me right now was a Wednesday, so | had to do
everything on a Wednesday. But she had a client until 10, so she can’t be here
until 10:30. By 4:30, my husband and my sister were home, so | only use the
agency worker six hours on that day. Well, | can’t get anybody else to come for
two hours, sowhat | dois| pay the worker for eight hours, and then she ends up
owing me six or eight hours of work. Like last night, when we had to go to a
birthday thing, she just comesin and we deduct two or three hours from what she
owes me. | have to explain that to the workers, because they sign a sheet saying
that they worked from thistimeto thistime. And of course, they don’t want to be
doing something that they don’t think isright. It just makeit alittle bit more
complicated thing to haveto finagleit around. In other words, if the programis
going to give me thirty two hoursin a month, why do they care how | useit? If |
have an appointment that says you have to do an MRI on Monday, Tuesday we
want you to come back for results, and Wednesday we want you to do this. . .
why can’'t | use the three daysif | need them like that? Why do | have to say, no,
| used one on Monday, one on the next day and one on the next Monday?

Susanna also findsiit difficult to keep track of her hours and thinks that the
program would be difficult for her mother to manage on her own,

There’' s no way she could have done the paperwork that Consumer Directed Care
wants done, like hire the person. If you're an elderly person like sheis (it would
be difficult). If you have someone who is receiving this program for different
circumstances, but who needs the program and they have all their sensesto be
ableto do it, maybe they could get on the phone and hire somebody. But, | mean
they give you abooklet thisthick! That was supposed to be for my mother,
because she was the employer with the PIN number and everything. After |
looked at the booklet, it was just keeping track of hours and actually making up
hours. | put that | worked from eight to one, five days out of the week, because
what am | going to put? My mother wakes up at 10 tomorrow, so I’ m going to put
ten, to eight or nine? It doesn’t really matter, you know. But it makes you haveto
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put something down there... | think as far as the program that way, they expect
way too much from the person that they say isthe employer. My mother doesn’t
really know that she’'s my employer...

Susanna has several problems, but she does think that they have been addressed

by the program,

| don’t really think that even that much more respite care more would help me
because | have to do the things (to care for my mother). It'sjust that there are
problems... If | go on vacation and | have agirl come in one day, my sister
usually works from 7:30to 4:30. | can’'t get anybody here at 6:30 for her to be at
work. | can’t get agency workersto work past 4:30...

| would say if they could help people in our age groups (with more money),
obviously (more) money would help alittle bit... Health insurance for the person
that has stopped working like me (is important). If | had not got married last year,
| would have been without health insurance. That’s horrible, because | mean |
had a hysterectomy and it was $25,000... My social security for the next eight
yearsis going downhill, so that’s going to affect me, but one of these days my
mother will be dead, but | still have to exist after that.

Instead of being at my higher earning and being able to increase my socia
security, I’'m at my lowest earnings from the time | started work almost... not
only the money, but benefits (would help). They say, “Well it's anew program,”
but sometimes | think my husband and | —we have been going together over three
years and there’ salot of reasons why we weren’t going to get married because of
the house | own with my sister, grandkids and kids. | always said “I don’t want
nobody else again telling me when | can see my grandkids. There'll be no
stepfathers..., but | think maybe that we wouldn’t even have still gotten married if
it hadn’t been that he knew | needed the insurance so bad, because he wasn'’t
exactly quiteready. Thisisabig household for himto takein. It'shard. The
only thing that made it easier is he came to Florida from West Virginiato take
care of hisfather. ... hewason aventilator and everything. He had black lung
from coal mining, and that him and his ex-wife had taken care of four elderly
people one time for over five years. So heisaware (of the situation) and he could
handle it, but someone else could never handle this household. | was divorced
twelveyearsand | said “I’ll never remarry because no one can handle my
household,” because we have been taking care of my mother.

Whatever raise my mother getsin her social security, | guessthey consider that a
raise, because, see, that’s another thing. If she actualy gets alittle bit more
benefit you have to cut what the budget allows me... | think what | make is
$12,000 ayear from this program. That's before taxes. | get $240 every two
weeks from this program. No insurance benefits, no 401K, nothing. | have zilch
now.
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Susanna has a positive relationship with her consultant, but she received conflicting
information about how to use the cash allowance,

Actualy | said that lady (who gave me incorrect information) was staying at the
Washington conference, so | don’'t know if they were doing two different
programs or something, and | just think the main thing would be in the program
would bejust for them to simplify their bookkeeping, and | understand why (it's
complicated), but you always have to worry about the person who is going to
commit fraud, and who is going to do it wrong and who is going to take
advantage, but they make some of their things (too complicated).

Benefits of the Program

Mrs. Burris says that she likes the program because her daughter is with her.
Susannafeelsthat caring for her mother at home on the program is a better option than a
nursing home,

No, the program is very helpful because, like | say, if | put her in anursing home,
to begin with you would have the guilt trip seven days aweek. She would be
calling us, she would be crying, she would want you to be there every day, like
when she was in rehab. | would go one day, my sister went the next, | would go
another day. But when she was in the hospital we were there 24 hours aday, even
when she had nurses and stuff, and | said what am | paying the hospital for? But
we'd comein at 9 0’ clock and “somebody’ s trying to kill me and there's a black
orderly, and he had to change my diaper.” And she did not let any man change
the diaper, so we had to tell the nursing home, and we said “I’m sorry, | don’t
know what to tell you and | know it is discriminating,” but (the hospital staff told
us that the orderlies are CCNA’s and they areregistered nursesand LPN’s...)
that’ s something that the nursing homes need to look at. They don’t have male
and female wards. They think it works fine, but my mother was terrorized, and it
wasn't okay, but she did grow up in fear of a black man who would scare you and
he came to your window and stuff. She’s an old Italian and she said “| know he
was thereto rapeme.” | said, “Ma, who the hell wantsto rape an 80 year old?’
Then she'll listen to the news and they’ Il say somebody raped, you know, an 80
year old, and she focuses on every negative on the news.

The financia help isimportant to Susanna, and the program does help keep her
mother out of the nursing home,

It givesyou at least alittle bit of something to work with... the biggest thingis
she loves family and she likes to be around family and when she gets upset about
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something, she'll just say, “Well, I’'ll just go to the nursing home.” And you
know, that doesn’t solve anything, because, the last time she went to the nursing
home, she was crying all night, calling us at two, three, four o’ clock in the
morning, saying, “Come get me.” | said if you go in the nursing home thistime,
cause we have our little chats, you' re not coming back out. I’'m not changing
everything again and bringing you home. And | said, “I’m not visiting you seven
daysaweek,” and | think that’s the biggest thing. At home she sees us seven
days aweek, whether it be an hour, or going in and out for food. And at the
nursing home, you can’'t have ajob for forty hours aweek and go and get off at
five and go to the nursing home until nine and then on Saturday go the nursing
home and spend from twelve to seven o’ clock at the nursing home.

| really think that if she had been at the nursing home, she would have already
been dead. Not because of their care, (but) because, ... even when she was there
the last time, there was like no point. What' s the point of doing anything? My
family will only come one hour and there is no point in living.

Susanna likes the Consumer Directed Care program,

| think if they have a mother that they want to take care of, then yes, the program
really isahelp, and like | said, $430 still pays the bills, you know. Just like
peoplethat say | can't go to work for $15, unless | make $15 an hour, when | got
divorced, | worked with two kids and made $5 an hour ‘till | could get back up,
you know, and yes, it does help and if | wouldn’t have been getting any of that
and been home it would have been twice as stressful because | would have had to
figure out some way of working at home, too, and | even still don’t have that
option because | can be on the computer twenty minutes doing something and 1’1
have to turn it off, stop and come over here. So there’ s nothing that you can do
continuous — and | even thought about, well | could take care of, you know, little
kids. | said, “Areyou kidding?’ 1'd go bananas!

| tell people | still would rather be home now with her than having to go back to
work at this stage of everything. | enjoy my home and that’s one of the biggest
pluses. | enjoy my yard, | can stay inthishouse, and | call it “play” all day long.
I’m ajunk collector, my biggest thing isto go to Goodwill or the thrift stores and
stuff... And because | love being home, that helps alot with the resentment of
me not feeling like | have (alife), because | do enjoy being home, even if the
home iswhat | have to do.

Likel said, I'm very appreciative of the program. | think for a person who has
made up their mind that they are going to stay home and take care of their mother,
that it isa help unless you're, you know, a doctor’ s wife already, and you can
afford them to have aregular RN come in, take care of ahome, and still...yeah,
obviously the ideal thing would be to keep her home and be able to have a 24
hour RN or LPN comein. Someone who (inaudible) and then you could give the
love and support that they want.
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Y ou Can Always Get Somebody on the Phone

Susanna is satisfied with her consultant and with how Consumer Directed Careis
administered.

Our consultant came for two days. She showed me the time sheets and we went
through everything and she' sreally been great. Y ou can always get somebody on
the phone, they always have an answer for you, they’re great. She has given me
her home phone and her cell phone, and her car phone. So she says, “Don’t give
this number out.” But she has always been super with me...
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Consumer Story 3

Mr. Bruce Newman is an 81 year-old white male who was diagnosed with
Alzheimer’s disease 7 years ago and is now in Stage IV of the disease. Heisawidower
and has lived with his son Roger and daughter-in-law Candace for twenty years when he
first suffered astroke. The family livestogether in asmall suburban home near Tampa.
Roger acts as his father’ s representative and Candace is the family caregiver, although
they both provide careto Mr. Newman. At the time of the interview, Florida was
experiencing a heat wave. Sincetheir air conditioning was broken, Roger put his father
into anursing home for several days until they could get the unit fixed. Mr. Newman
was unable to participate in an interview, so Roger answered the questions as his
representative. The interviewers were not able to contact Mr. Newman's consultant.

Medical Condition

Even though Mr. Newman was diagnosed with Alzheimer’s 7 years ago, Candace
says that she and her husband noticed symptoms three years before that. Roger describes
hisfather’s behavior asincreasingly aggressiveand “... all combative and not controlled
with his mouth...., yelling, screaming, cursing, or throwing things.” Roger says that his
four children visit or bring friends to the house and just accept the behavior and never
complain about it.

Enrollment in the CDC Program and Previous Experience

Roger and Candace first heard about the Consumer Directed Care Program when
they received aletter from the program office. They called and their consultant came to
their home to answer questions about the new program (which she also helped

coordinate) and they have been enrolled ever since.
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They wanted to enroll in the CDC program because they were unhappy with the
agency and agency workers they were using. Roger says that the workers were unreliable
and did a poor job caring for his father when they did come to work,

We weren't happy with the service that we were getting. The reason that we
weren't happy is because somebody was supposed to be here, | would make
arrangements for me to see the doctor or... so that | could get away because | was
here for 24-7. Unfortunately, the agency said, “Our girl will be there on a
Tuesday at 2:00.” Okay, | will make my arrangements. “Oh, we can’'t get there
today. Wewon't bethere at 2:00. We will be there at 6:00.” That was a constant
thing going on and on and on. It went on for years. The agency would say,
“Well, you have to understand that we have other clients, and things happen.”
Well, sure, but if so, then don’t say it’ srespite (care).

When they were here, the care was terrible, absolutely terrible. They (agency
workers) would come here and bathe him and leave a messin the bathroom, so |
would have to clean the bathroom. Then he would take ab.m. and he would
make a mess, and | would have to clean that up anyway. So | was doing the work
anyway. It'sthat ssimple. | was doing the same work, and why should | ? For 19
years it has been that way.

According to Roger, “ This situation is better than the one | had. It was not
reliable. It was not compassionate. It was not redemptful.” When Roger depended on
agency workersfor hisfather’scare he, “... agonized. Worried every day when they
were supposed to show up... It wasn't apretty sight.” Candace concurs and feels that the
worst part of agency care was that you could not predict when aworker would come to

work.

Hands On Care

Mr. Newman needs extensive care. Roger describes what he does for his father,

Give him hismeds. He can't take that by himself. Wash him. Shower him. Feed
him. He can’t feed himself. You literally haveto feed him. Put the TV on; for
conversation. Feed him hismeals. Put himin hiswheelchair; you know. It's
hands on.
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Roger changes his father’s clothes and diapers. Candace explains, “Hubby changes his
clothes because he is amale and no matter how old heis, it's still hisdignity.” Both
Roger and Candace share equally in Mr. Newman’'s care. According to Roger, the most
difficult task is showering his father. Roger feels that he and his wife take better care of
his father than an agency worker because they know him well and can anticipate his
moods. As Roger explainsit, “I can look in his eye and know what is going to come.”
Roger feels that the most important thing he does for his father is to protect him.

A Seven Day aWeek Job

Roger spends his day at home and Candace spends all her time before and after
work taking care of Mr. Newman. Roger says that the hourly caregiving pay is®... just
paperwork. It has nothing to do with physically what is entailed (in the care of his
father).” Roger describes atypical day caring for hisfather,

(A typical day) would look like getting up in the morning, feeding him, giving
him his medication because he has to have the meds all of the time at the same
time... I'm avery regimented person. If you haveit at 6:30 in the morning and
1:00 in the afternoon, and 6:00 at night, that’s what you do. That’s the morning.
We feed him and wash him. Y ou got to keep him clean. Y ou got to watch out for
bed sores. We brush his teeth, which is very difficult to do with Alzheimer’s
patients because he bites the brush and does stuff like that. We put the TV on.
He uses pads so | have to change him, and do laundry, which is not an easy thing
for ason to do for afather. It took alot of adjusting; | have done that in the
shower because it is like having agrown kid. | idolized my father all of my life,
and it is very upsetting washing his bottom. It’s adifferent ballgame. It'sjust a
commitment. 'Y ou make the commitment or you don’t make the commitment.
You can’t do it half way.

Candace gets paid for 20 hours aweek of care, 4 hours 5 days aweek. Candace gives her
father-in-law breakfast in the morning and then after she returns from work,
| give him hisdinner. | gointhereand | talk to him. We sit and we try to have a
conversation. | put the TV onfor him. | put music on for him. We try to include

him in things, but with the Alzheimer’s, it is very hard now. There is not much.
Heis clueless to what we are doing or saying.



Candace and Roger try to include Mr. Newman in family gatherings, dinner, or trips to
themall, “... but that’ s getting harder because he is not understanding and he doesn’t
know where heis. He getsvery disoriented.” Roger and Candace decide together about
what needs to be done for Mr. Newman.

It Has Nothing To Do With Money

Roger thinks that if hisfather were in anursing home it would cost the state 4 to 5
thousand dollars a month for his care. The money Candace is paid for caregiving does
not cover all the care needed by his father,

(We get) about $749.00 per month, 6.50 an hour. Y ou know, it has nothing to do
with money. It can’'t have. It'simpossible, becauseif you figure out what my
father needsit’s not enough. | could take you and show you the stuff that you
haveto buy... They don’t pay for medications, no meds, no doctors.... You can’'t
be doing this for compensation; it's got to be for love. If | was getting $50,000 a
year it would be compensation; if | was getting $20,000 it would be
compensation, but for what they pay you (it isn’t for the money)... (We usethe
money) for personal care items, every penny goes out.

Candace also states that their caregiving is not about the money,

Thereis never enough. Thereis no compensation in the world that could pay you
for what you do with afamily member. Thereisn't. | mean, thisis a choice that
we made to do, and we have been doing it before this program even came into
existence, so it has nothing to do with money. Y ou’'ve got to be ableto do it and
make these sacrifices and be there and understand this person because
Alzheimer’sisvery, very hard.

Very Few People Understand Alzheimer’s

According to Roger, it would be impossible to hire someone as a caregiver for his
father because even nurses and doctors do not know how to care for someone with
Alzheimer’s. For Roger and Candace, family caregivers are the best option. Roger says
that, “nobody knows and nobody cares like afamily.” Roger feelsthat hisfather knows

when he has a strange caregiver,
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He doesn’'t have to say the words. Y ou can look at his eyes and know. He gets
irritated if it is somebody that he doesn’t know. Heisgoing to let me do what |
want to do. All the other people he fought. They (Alzheimer’s patients) need the
same routine because anything could throw them off, anything. | could change
the channel on the TV, and he will notice a difference. He could fly off the
handle...

Candace describes the important qualities of a caregiver,

Y ou have to have compassion, understanding, patience, and you have to love the
person. If you don’'t have those things, you can't doit. 1t would be hard (for
someone outside the family to provide care for her father-in-law). 1’'m not going
to lie because | mean it’s your dad...Y ou have to be able to change their diapers.
Listen to the combativeness and understand that it is not the person. | would be
more than willing to show somebody what to do, but to take in a stranger (as a
caregiver), no. No. I’'msorry, no. It's hasto be somebody that you know and
you love and you don’t mind making sacrifices for, and after making these
sacrifices and stuff like that, | don’t think in my heart, | don’t think | could do it
for astranger.

Candace has known her father-in-law for 41 years and is willing to care for him because
she loves him and does not want to see him in a home,

| loveit. | love him being here. | couldn’t see putting him in ahome. We had
him for so many years.... He (Mr. Newman) doesn’t understand (what is
happening to him), which is good for him. Knowing the man that he was, if he
knew what he was going through now, he could never understand it. He wouldn’t
believe that it was him.

Candace feels that their caregiving has brought she and her husband closer together,
It'sjust that we are very lucky, my husband and I, that we can do it and we
understand and there is always one or the other there to do it. (The caregiving)
takes time away from us sometimes and we are just too tired, but it made us
closer. In the beginning, we would argue because | get frustrated and he gets
frustrated, but then we realize, what are we arguing over? The poor man doesn’'t
have aclue. We looked at each other and we laughed and we said (thisis) stupid,
and that was years ago.

Candace explains that she and her husband only rarely ask their children for help
in caring for Mr. Newman, “... remember they have their own lives, too. | love my kids,

but we took on this responsibility, not them... “
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Caregiving Experience

Roger has stayed home with his father for 19 years since he first suffered a stroke
and has always cared for him. Candace describes how they learned to care for Mr.
Newman by doing what he needed. When Roger and Candace began to notice their
father’s erratic behavior they talked to his doctor and community agencies to try and find
out what was going on and were told that he probably had hardening of the arteries.
According to Candace, it took two years for his Alzheimer’ s to be diagnosed,

We kept saying, “This man does not have hardening of the arteries, I'm sorry.

We know what this man is having. We have read and we have gone to the library.

Following the way it goes, there are different stages. | mean, somebody listen to

us’ until finally they (the doctors) did. The doctor did the stupid Alzheimer’ s test

and he flunked it like that. My opinion is now they have these experimental
groups and stuff like that, but my father-in-law istoo far gone for that. Years ago,
there was no help. Therereally wasn't, which was really sad. Now there is more
help out there, but unfortunately, it istoo late for us.

Problems with the Consumer Directed Care Program

Roger and Candace both feel that one of the drawbacks to the program is that they
receive very little money every month for the care that they provide Mr. Newman. Roger
thinks that since agency workers or a nursing home would receive much more money, he
and his wife should get more than pay for four hours aday. Also, since Roger and
Candace provide all the care themselves they have no one else coming to the house so
they never receive respite care. Candace explains,

| really think in my heart that we should get more. Maybe then we could be able

to do more. You do give up your life.... My husband and | cannot go out together

and go to family functions or just go for awalk on the beach.

Roger and Candace occasionally have problems with their check getting lost in

the mail, but in general, do not find the paperwork to be a problem. Roger saysthat if

they ever have a problem they call their consultant who helps them solve it.
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It's a Good Program

Roger feels that one of the benefits of the program is that he and Candace could
use their money to hire arespite worker if they had to, although he doesn’t think that they
receive enough every month to make this practical. Roger says that he has more control
over hisfather’swell-being by participating in the program,

| think the program is good because it came at atime in my life when | probably

had to make a decision of what | was going to do with my father, and | was

gearing up to put him into a nursing home because we were on our last leg, and at
least it gave me an option to try something. | didn’t have any options. The
program gave me a choice; whether it was the right one | made or not, only God
will tell me.
Candace feelsthat it is agood learning experience and that others may be ableto learn
from them and what they do in caring for Mr. Newman. Sheisvery happy with the

program.
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Consumer Story 4

Pamela Morrisis a 52 year-old white woman with multiple physical disabilities
including multiple sclerosis, osteoporosis, bleeding from the colon, and vestibular ocular
reflex (crossed eyes). Her multiple sclerosis and osteoporosis are rapidly worsening
although she continues to be upbeat and cheerful. Mrs. Morrisisdivorced and lives with
her daughter in a clean, well-organized apartment in an apartment complex with multiple
buildings and floorsin the Tampa,St. Pete area. Mrs. Morris has a walker which she uses
at home and a scooter and wheelchair which she often usesto go “out in public.” She
pointed out that she needed help cleaning the house and in performing any activities
below waist level. She mentioned that she had fallen when trying to do things by herself.
Mrs. Morris was dressed well in anice outfit with her hair done and make-up applied.
She was very cheerful, patient, talkative and friendly during the interview, smiling often
and talking easily. Mrs. Morris has ayoung adult son and daughter who stay with her
sometimes in between apartments. Her nineteen year old daughter Kathy is her
caregiver. Both she and her daughter mentioned that Kathy would be moving out to live
with afriend who also sometimes helps Mrs. Morris by running errands. Mrs. Morris
was sad that her daughter was moving, but Kathy will continue to be her caregiver.

Medical Problems

Ms. Morris has some serious physical problems as the result of her Multiple
Sclerosis. She describes her medical condition,

WEeéll, the reason I’'m on (the Program), | had Multiple Sclerosis. Initially 25 years
ago it was very mild, but it progressed through the years and now | guessit’s what
they call ‘secondary progressive’. So mostly it affects my lower legs, my speech
alittle, my organs, just like that. | was going along pretty well. | was astay at
home Mom until 1990 and then quite a bit of things happened. My parents passed
away, my ex kind of became a, ‘dead beat Dad’ and all of that good stuff so the
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children and | were forced into a bunch of different circumstances. | tried to
complete my education at college ... , but | had problem with my optic nerve. So
that happened and so all of asudden | went on SSI. Work history over ten years
old, no insurance, no funds, ...and basically was forced onto SSI. | had enough
work history credits, so it’s kind of been arough road for the last 12 years or so,
but that’ s basically my story.

I’m concerned about my health. It (the MS) is advancing —it’s moved into some
kind of progressive stage, whether it’'s secondary, or not, my doctor says primary.
| anindenial. | think it's secondary, but anyway | try to stay afloat on awalker
but only around the home and then a scooter or wheel chair out in public. ....
(With) Florida's heat I’m basically holed up in the house.

Mrs. Morris also describes a problem she has when her blood pressure drops
precipitously,

| have something called vaso-vagel —if | try to work too hard, my daughter can
tell you, my blood pressure drops suddenly and | pass out, real bad, and she took
me to the hospital onetime | was banged up, but the next time it happened | called
the paramedics and said, * I’m having a vaso-vagel, the blood pressure is dropping
fast. | have alittle dog, the doors open, could you comereal quick.” They are
right around the corner. | said, ‘Come quick, or I’m going to pass out and no one
ishere.” So they came and they wanted to take me right to the hospital because
the blood pressure was like 60 over 20 and | said, ‘Don’t worry, don’'t worry, just
lay me out flat on the bed,” and in two minutes it was back to normal, or
relatively normal.

Mrs. Morris describes that she also suffers from osteoporosis, depression, and eye
problems,

| had one manic attack after taking 80 milligrams of Prozac. | had what was
diagnosed as Dysfinia, that’s alow grade depression and so | was treated after |
lost my sight and my chance at Masters Degree and al that stuff, and losing the
house, and driving, the pool and kids and all that supported the ex...I got quite
stressed, so they just gradually increased the Prozac. Once | no longer was able to
see agood psychiatrist, | had to go to aGP. So, this doctor | had currently, heis
through the state, said it (her manic attack) could have been pharmaceutically
induced, but | don’t know. So they diagnosed Manic Depression. | took an old
medicine for it that made me too groggy. |I’m on one now that they think might
help if you do have that condition, but it's also an anti-seizure drug which helps
because | have a spasticity problem. So it’s been much better.

I’m with an eye doctor now... | have acouple different things. O.K., let me get
thisright, the crossing of the eyesisthe vistibulo ocular reflex. That’sthis
dragging of the eye not going left and right. Y ou feel dizzy or nauseous and it’s
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why | tend to fall. | can’t move my head suddenly, that’swhy | have to go to the
walker. Andit’sin the optic nerve now —it’sin the optic nerve — and the doctor
told me the corneais now affected because of al the Prednisone that | used in the
last 25 years. Yea, that’s how | got Osteoporosis, from the Prednisone.

Kathy describes how her mother’ s condition has worsened,
She’'shad MSfor over 20 years or something, but she just got bad over the past
like eight years, where she’ s had to move from a cane to awalker, and the walker

to awheelchair now, and she's getting worse and worse slowly through time.

Entering the Program Flows from Previous Arrangements

Mrs. Morris was very excited about what the Consumer Directed Care Program
would allow her to do. She was approached to enroll in the program through the agency
where she had been receiving services. Her consultant for the CDC Program is housed
there. She had received homemaking and counseling services and equipment from this
agency before her enrollment in the CDC. Mrs. Morris consultant said that she was one
of the earliest consumers to enroll in the program and needed alot of attention at the
beginning because she had non-traditional needs.

Mrs. Morris believes that her enrollment is a benefit to the state. “1 know I'm
costing them almost half, or less than half the amount (of traditional agency services)
whatever itis, but | get more (services) so that’swonderful.” Inthe 9 yearsthat Mrs.
Morris received traditional services from the agency, she did not always have a good
experience with employees,

“Oh, and the choice of employees! | got some bum employees. Inthe 9 years

with the agency, (there were) maybe only 3 exceptional people that | would say

they are doing their job. All the rest were either not up to the task or had real
weird personalities. There was ayoung girl, aretarded girl, shetried, (but) you

know you have to hire high functioning people. So anyway, | was kind, (but) |
just knew that... | had to get anew (worker).
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How Do Y ou Determine Need?

Mrs. Morris needs quite a bit of help as aresult of her physical condition. At the
same time, she tries to do as much as possible by herself and is not always sure what
determines need for aservice. She says that the consultant always asks, “Do you need
personal care? Can you get out of your bed?” Mrs. Morris comments,

And, yes| can, but I pull up on the walker and then | grab the dresser and then |
grab two grab bars, soit’slike, well | can, and | can get my pantson, it’s quite
hard, but you lift up oneleg. So | thought, well, | can’'t really justify persona
care yet, but when do they determine it is a need?

Mrs. Morris needs someone to be around to help her in case she falls,

... theonly thing I’'m worried about isif | fall, which I’'m starting to do about
twice this month. Once | got up on my own, once Kathy was around to help me.
Oh, and a third time, my son got me up. (I fell becausel) try to do things| can’t
do and it’sagood thing my family were around.

Mrs. Morris needs help with many different tasks,

| can’t stand to cook, so at this point | don’t have enough hours and my daughter
isn’t a cook unfortunately. SoI’m Slim Fast. | use asalad and a Healthy Choice
dinner every night. Mary (afriend of her daughter’ s who runs errands for her) is
my shopper. Kathy gives me my shot. | can’'t stand it, we' re suppose to self
inject, but sheis going into nursing school so she just takes that one inch needle
and says ‘Mamma, don’t look, do your Lamaze breathing.” She popsit right in.
Getting shots and getting off the floor, these are the real crisisthings. (I need) just
alot of cleaning. | can’t do anything below my waist, really. | try to, and when |
do that’swhen | fall. Or, if | move my head suddenly left to right, because of my
eyetroubles, I'll fall.

Kathy describes what she does for her mother,

All kinds of cleaning chores, vacuuming, mopping, cleaning her bathroom,
anything you could think of cleaning, really. | give her shots, which she gets once
aweek. | do her laundry and stuff like that, cook for her.

Schedule and Pay

Mrs. Morris pays her daughter for 3 hours of help each week at $7.25 an hour.

Kathy sets her own hours. Kathy describes her schedule, “Usually | just plan for that
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week. Every day | have off from my other job | stay home and work for her. And
sometimes | can do it after work.” Kathy says that she “ sometimes, but not all the time”
works more than three hours aweek for her mother.
Supervision
Kathy says that her mother decides what needs to be done and supervises her
work,
Shejust writesme alist of what hasto be done. She double-checks everything to
make sureit isall doneright. She keeps an eye on things.... It'sagood thing for
her, too, to have this and to run this, it makes her feel like she’s doing something,
and she'sreally enjoyed it so far. | think shereally is (enjoying being in charge of
her own care) because she's avery strong-headed kind of person, so | think she's
enjoying it. | think she's happy doing it, and cleaning everything out and doing
the book thing (taking care of the details).

The Most Wonderful Relationship

Mrs. Morrisfeelsthat it isa“little tough” to supervise afamily member, but she
gets along very well with her daughter Kathy,

I’m dreading her moving, because she just turned 18. We have the most

wonderful relationship and at 18 she is moving out on me. But sheisagood girl,

she gets her work done and then...I mean, bring me this, bring me that. She has

picked me up twice, in the last month...

Kathy describes her relationship with her mother,

Pretty good. Because I’m moving out and getting older, you know how moms

and daughters get, but it'sgood. | think it’ll be fun to have a chance to come here

once aweek to do the work for her and spend some time with her. That’ll be nice.

Kathy mentions concerns about her mother when she is not there, “Just if she’ll be
okay when I’'m not here, she'll fall or something like that, because she’ll fall every now
and then and need help up, those are concerns.

The consultant says that there were some problems in the beginning with Kathy

because she was not very reliable because, “...now we're talking teenage daughters.”
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Being Fussy
Mrs. Morrisfeels that she needs a caregiver who will work with her “fussiness,”

... hot just somebody that will comein and say, ‘O.K. we're going to take out the
trash, vacuum, dust.” Y ou know there may not be the need for dusting, or this or
that one week and | might say, ‘no help me with this (instead).’

Mrs. Morris adds that she would like someone who is very patient and likesto listen
because sheisvery talkative. The best kind of caregiver,

| think would be an older person where our personalities matched, but Kathy is so
effective, but that’ s because she really needs the money and she... goes above and
beyond board in all the little things she does throughout the week, but we just
have a mother-daughter, ‘I gotta, move out (relationship).” Shethinksit will be a
lot better, because sheisonly like a quarter of amile away (in her new
apartment). When she comes over she won't have a bed to nap on, ‘“Mom I’ll do
an hour now and two hourslater.’” But | writelists for both caregivers, they all get
lists, and she completed her list.

And poor thing she is working that way at Pier One... and they work her to death
so when she comes home it’ s like ohhhhh, but seeit’s hard to find them
(caregivers). You can find cleaning services. | have friends but you don’t want to
compromise work and friendship. That can get alittle hairy.
Mrs. Morris knows that she has to be flexible to get the caregiving she needs,
“Of course these girls are going on to nursing training or college, but they both are going
to work as much asthey can. So, I'll have to work around their schedules....”
Kathy enjoys caregiving and thinks that it requires patience,
... ever since | waslittle | just knew | wanted to take care of people. | wasn't sure
if I wanted to go into childcare or adults, like nursing. But then | just decided I’d
rather do nursing, and taking care of mom with her sickness, and kind of helped to
take care of my grandparents while they were dying, so it’sjust kind of in me, you

know. | grew up around it, so | enjoy it.

Relying on her Daughter’ s Friends

Mrs. Morris gets support from friends and her church, but she cannot rely on them

]

for care, “... Kathy’sfriends help me more because she doesn’t have a car and they



come and go and they will stop and get a gallon of milk for me, or thisor that. Mrs.

Morris says that this help will end when her daughter moves out.

Using the Cash Allowance

Mrs. Morrisis very aware of the way in which the Consumer Directed Care
program alows her to save the state money. She receives $415 amonth. She uses the
cash allowance for 6 hours aweek of caregiving and for personal hygiene supplies and
assistive equipment.

...But the best thing is it allows me about $105 plus change in moniesin buying
the products | need, which (the agency) had provided (before) but were much
more costly to them and | can get them much more reasonably, plus | also have
Osteoporosis and a bunch of other little stray illnesses that come along. So | can
get over the counter meds that | couldn’t before and Kleenex, Cottonell wipes,
real essentia stuff ...

The cash is the best thing about the program. | (also) have to save towards my
own equipment instead of like just coming up with the needs | have as | worsen...
| have needed new batteries, (for) the scooter ...l was in need of abetter walker so
that kind of left mein apinch for awhile, but my savings are catching up... If
your health worsens dramatically, lets say | need in-home care for personal
hygiene, Kathy helps me sometimes, she gives me my shots, my Avinex shots but
mainly sheisthe one that takes care of me. She does all my housekeeping and
things the way | need them done. | have another housekeeper who runs my
errands. | only travel by wheelchair transport so that way, she goes wherever |
need for her to go and you know, be it the Post Office, or drug stores or grocery
stores. So that works out well.

If Mrs. Morris needs new equipment she has to re-do her purchasing plan. She
feels that she needs a Medic Alert system, “...but that’s so much amonth and thereis not
room in my budget to doit.” Mrs. Morris describes some of the things she buys with her
cash allowance,

Oh, (I need) alot of things. With the Osteoporosis | take the calcium with

Vitamin D, | have to take aregular vitamin, the Century Senior. My doctor wants
me on something called Glucosomine Condroitan — it has so many milligrams.
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| need alot of paper products. My bladder becomes incontinent and I’ m bleeding
right now from the rectum. They repaired it once already. |'ve seen aspeciaist,
they can’'t repair it again, so it's (maybe) a colostomy. | have to make the choice
and investigate that now, so with (the bleeding) comes the need for wipes, extra
toilet paper. | get those Lysol wipes because I’ m always messing the toilet and
you know | can’t clean it every time so (I get) those kind of incontinent products.

And oh, | get more homemaking hours (than | did at first). | only got three on the
old budget now | get six (hours aweek of caregiving). And the final thingisoral
care products because my gums are totally going away because I’m on so many
medications. So that’swhat I’'m able to get with cash. Save for equipment |
need, and that can be all kinds of stuff. Oh, see, I’ ve already gotten most of it —
battery charger and scooter, elbow and wrists supports, the walker — 1 haven’t
gotten little things like support hosiery and ankle supports.

Mrs. Morris's consultant describes her cash plan,

She was one of these earlier people to go on (the Florida program)... She had
different things that she wanted to obtain that were really not traditional services.
Her purchase plan was very elaborate and it actually got out of hand. It was way
too confusing (so) we simplified her purchase plan. After that, it became alittle
easier for her. They (thefiscal intermediary) had some difficulties with the
accounting and all that, the statements in the earlier periods, until they got things
straight.

It Helps to Have a Professional Counselor

The consultant helped Mrs. Morrisfill out the paperwork for the Consumer
Directed Care Program. Mrs. Morris describes what she appreciates about her consultant,

Heis accessible by phone, he gets right back if | have one of these crises with the
(fiscal intermediary) (like them) not getting back or fouling up, mixing me up
with another person. Hejust getsright on it and unfortunately the state laid it in
his lap to figure out how to budget my account so I’m sure that was a great
additional amount of work, but heisjust so professional, patient. When | first
started, and | said, ‘| need awalker’ and | feel like going back with my original
agency... hesaid, ‘Just hang in, hang in, they’ re working out the bugs.” Heis
marvelous.

Problems with the Program

Mrs. Morrisidentified difficulties with the accounting system in the program as

the biggest problem,
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That isthe worst part of the program. Some of the ladies (from the accounting
firm) try very hard to answer your gquestions and they went through abig
computer change around the end of 2001, but there are just so many mistakes
now. Like now that we can blame (the delays) on the Anthrax but for along time
peoplejust didn’t know what money they had or their response from the people
up there. The personnel were not timely, or they might not get back to you. You
know they had to research it quite a bit so then, and of course | got into a
brouhaha with them once, which ended up being my fault, but most of the time it
has been their fault or their computers. | don’t want to slam the employees, it's
gotten better, but the last two checks, my two employee checks and my cash
check for the month, were mis-dated. My daughter Kathy is trying to qualify for
an apartment and the apartment people called and said their corporate office
would not accept the stubs (her pay stubs) because one was over-lapped. In other
words, the pay period went from 6/30 to 6/30, that doesn’t work. So there are a
lot of mistakesthere. Oh, and they mixed me up with another client. Thereis
evidently another Morrisin Florida. So they told me | had enough funds to get
the walker and | thought, have | saved that much? | wasn't real sure, but two
people were telling me that | had the money, but | really didn’t. So now my poor
consultant istrying to figure out how to balance all my funds, because I’'m really
in the negative. So that’s my complaint. I’m sure the fiscal intermediary
company is doing the best job they can with the money they are paid, but it’s just
really taking awhileto iron out all the bugs.

Kathy agrees with her mother about the problems with the program,

The problems would be with the payroll. Also, like the checks being dated wrong

or something, ‘ cause with my apartment I’ ve had to bring in the pay stubs. And

they were dated wrong or something, and so she had to clear that up and all, so it

was kind of a bummer that’ s pushed back the apartment alittle bit, but no big

deal, and the checks usually aren’t on time. I’'m usually waiting alittle extrafor

them to come, but other than that, nothing.

The consultant said that Mrs. Morris’ budget is overspent, “... but it wasn’t really
even her fault because they had made some major, major errorsin the accounting.” The

consultant said that at the beginning of the program they did not get a monthly budget

report so it was impossible to monitor a person’ s spending in the program.
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Benefits of the Program; Y ou Get More Bang for Y our Buck

Mrs. Morrislikes the flexibility of the program and the cash allowance she can
use for her non-traditional needs. She also feels that she can buy supplies more cheaply
with her cash allowance,

Having the personal consultant iswonderful. | know I’m costing the agency less
than half the amount (it cost to buy supplies before the program), but | get more
so that’swonderful... | never could have afforded to go to pool therapy on my
own. It'sall | can do to get to my doctor’s appointments. Y ou get so much more
bang for your buck. Y ou get more for the money as far as product goods, and
hours of service.

Mrs. Morris also likes the fact that she is able to choose her employees. Her
experience with agency employees has not been good.
Kathy describes what she likes about the program,

Let’s see, getting paid, right? (I like) just the fact that it is more scheduled and
actually not like asking me to do favors here and there, all over the place. It'sjust
kind of set, you know. Shetells me when to do the list and what needsto be
done, and then it’s done for the week. It’s not kind of scattered, the extra things
here and there.... It'sanice side job, too. | don't know if people do it full-time,
too, but for meit’s anice side job in someone’ s house, not to go through so much
trouble, and | like everything about the program.... | think it'sreal interesting
how | can be hired to work for her and stuff, and | think it’s fun.

The consultant does less for the consumer directed participants,

| don’t really have to hear from the CDC peopl e that often because they are
operating their own services. They are the bosses. They are their own people.
With consumer-directed care, they are the ones that have to put together the
program. If the aide doesn’t show up, they have their back-up and there really
isn’t any need to be calling me because it’ s their employee.
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Consumer Story 5

Mrs. Regina Erdman is a 55 year-old white woman who lives with her husband,
Gil, and adult son Ron, who is also her careworker. Mrs. Erdman has Osteoporosis,
Chronic Obstructive Pulmonary Disease (COPD) and Emphysema. The Erdman’slivein
asmall apartment in an economically depressed suburb of Tampa. The apartment
consists of asmall kitchenette and combined living room and dining room area and two
bedrooms. Theinside of the apartment was unclean and cluttered. The wall to wall shag
carpeting appeared dirty and the odor of cigarette smoke and alcohol was strong. Mrs.
Erdman was interviewed while sitting up in a hospital bed in a small bedroom. She was
wearing pajamas and her hair was uncombed. The bedroom was quite dark because the
light hurts her eyes. In addition to the hospital bed, the bedroom held a small television
on adresser, anightstand, and a couch. The nightstand next to the bed held an ashtray,
cigarettes, and a large tumbler. Two small dogs ran in and out of the room during the
interview.
Health Issues
Mrs. Erdman has several serious conditions,
My major problem is Prednisone-induced osteoporosis. |I’ve got probably 30
fracturesin my spine and my ribs. Almost every rib on my left side has been
fractured at least two or three times, almost every rib. 1’'ve got fracturesin my
right side and | have two compression fractures on the left wrist, and they hurt
like heck all of thetime. | wear a patch 75 mg., the Durigesic pain patch, and the
doctor said that he would give me the 100 mg. patch, but | have emphysema also,
so you know | have to be careful becauseiif | take too much of something, it could
really stop my breathing. | get real short of breath, and then | have the heart
condition..., but they can’'t do anything about it. Ron, what isit called again?
My pulse goescrazy. | ain't never heard of it, but when | noticed it, | got real
weak. First | noticed my heart beating real funny. | got real weak, real nauseated.
| mean really weak. The doctor said, “Y ou need to see a cardiologist,” so | went,

and the cardiologist said that | have amild leakage in my mitral valve... He said
to take my beta blocker, (my irregular heartbeat) comes and goes at will. You
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know, I will be fine for a couple of weeks and then all of a sudden, you know, for
no reason this happens, and it can last anywhere from an hour to three hours. |
feel really miserable with it. | think I’'m going to die it s so bad, and then it just
goes away amost as quickly asit started. And then | have emphysema, COPD,
which has gotten alot worse, so those are the three major things. Right now |
would say it is probably my bones (that are the biggest problem). The
osteoporosis hurts the worse.

Mrs. Erdman wears a pain patch, but has problems with the side effects,

It makes me groggy and some days | will be wide awake and then all of a sudden

| get really sleepy. It's like somebody gave you a shot or something. There' s no
way that you can stay awake. You haveto sleep... it takesme agood 1-1/2 hours
to really wake up. To eventalk to you. | feel so drugged, but the rest of the time
| feel normal. The patch worksweird. It will ease my pain for a couple three
weeks down to maybe alevel 2 and then | go for about that long and it will bea 7,
or 8, or 9. It'snot the pain; the patch is not consistent at all for pain, but like the
doctor says, not too long ago | was complaining about how much I was hurting
that month when | saw him and he said, “Well, just think about if you wasn’t
wearing it (the patch) at all, how you would feel?” He said you would be beat. |
said, “That’'sright. | remember those days.”

Mrs. Erdman must use a wheelchair when sheis transported to the doctors by van.

She has been confined to bed for approximately 6 to 7 years at the time of the interview.

In the last five years she has rarely left the house except to go to the doctors because she

cannot sit up for very long. She aso findsit painful to sit on the couch or achair because

her tail bone and spine hurt.

Enrolling in Consumer Directed Care

Mrs. Erdman described how she first heard about the program,

Someone called me about six or seven yearsago. Seel’ve beeninbed since
(then)...Maybe it was probably 1996 from Maryland and they told me that there
was five states who were going to participate in this (Cash and Counseling)
program in the future and they wanted to do a phone interview. It did take an
hour. Atthetimel didn’t want to (enroll) because | had a good thing going. |
had people who came in the afternoon, good people, but about two years later it
started going downhill.

50



She began to have problems with unreliable workers and she heard that other adults with
disabilities had these same problems. Mrs. Erdman then became interested in enrolling in
Consumer Directed Care the next time she heard about it, when it first started in Florida

Previous Agency Experience

Mrs. Erdman could not get reliable workers from her agency,
They don’t have enough workers for the client. They keep taking clients. They
have nobody to send out to them; all kinds of crap. They give you atime, like
with me, | wastold by three places, everybody wants morning. | wanted
afternoon for avery smplereason. | don’t feel good in the morning. My painis
worse when | get up. | take my medicine. And so any time after about around
1:00 p.m. (isO.K.).
| had two agency workers. | had one that came out for homemaking and one that
came out for personal care, and | was supposed to have (received services for)
seven days, but they couldn’t care for me on the weekend, so it was five days a
week. About three yearsago | called up the agency and | asked themif | could go
down (reduce service) to three days a week because | was getting worse and |
wasn't able to get a bath every day. | didn’t want a bath every day because | was
either in too much pain or too tired or too sleepy from the patch or something...
So, it’s been about the last 2-1/2 years that | have gone to three days a week.
Of the three agencies she used since she started receiving services, two agencies were
good and one agency was particularly bad and “shouldn’t even be in business.” Mrs.
Erdman says that she had “very ignorant and silly people’ as careworkers, in the two
years before she started in the program, who would often call and cancel or just not come
to work. Workers often changed their work times arriving at 11 am. when Mrs. Erdman
expected them at 1 p.m., for example. One agency worker called several times a night
before her work the next day to change the schedule. An agency supervisor came several
times to help Mrs. Erdman in the shower because of the worker shortage. Sometimes, the

agency workers did not seem to be competent. Mrs. Erdman described the conversation

she had with Lisa, an agency careworker,
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| had this one lady that came, the last one that | had, she was bragging. | was
sitting over there while she was making my bed, and she said she couldn’t make
the bed worth acrap. | mean, she said “I don’t make beds at home. | don’t know
how to make beds.” | laughed and | was teasing, you know, | said that was
obvious. | meant it, but she thought | was kidding, and | wasn’t, and she said,
“Would you believe | took the test to become a certified nurse (C.N.A.)” and she
said, “I faked it. | never had any training at all,” but since then | know that other
people has done that. She didn’t have any training or tests or anything.

Mrs. Erdman describes one agency worker who was very needy,

She needed to be needed. Sheisin the business because she always talked about

how much her patients loved her and how they cared about her and stuff, and boy

she was starved for affection. | liked her. | felt sorry for her more than | liked
her, but she was the dumbest one I’ ve ever had. She was dumb.

Even though she has many complaints about agency workers, Mrs. Erdman
recognizes that they are poorly paid and do not receive health benefits if they work under
40 hours aweek, so it isnot surprising that agencies are short staffed. In the eight years
that she received care, Mrs. Erdman had five good workers, “...when | say good, they

were just as good as the bad ones were bad. They were excellent.”

Personal Care Needs

Mrs. Erdman describes what she needs help with,

| need help with taking a bath. | don’t get to shower that often anymore because
the pain isunbelievable. | have more fractures, and the pain is unbelievable, but |
do take abedside bath. | can get abig basin and Ron fillsit with real hot water
and my lotions and soaps and stuff, and | can do my upper part, but | need
somebody for my legs down, my feet, and my back, and also getting dressed, |
need help. | can put my bras on, and my husband, he' s got amost as many
problemsas| got, can’'t do awholelot, and so | need help with homemaking and |
need help with going to the grocery store, drug store, and pharmacy. Ron does
the majority of all of that.

Regina describes the most important thing that her son Ron does for her,
| have to say homemaking because | hate to move. | hate to get up and get my

bath, but he does that good, too. That’simportant, also, and skin care. My
muscles ache and hurt all of thetime and I’ ve aready got foot drop and
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massaging with the lotion and stuff like that makes my legs feel better; alot
better. Certain areas below my knees mostly hurt all of the time and my feet, and
you put lotion on it and plusit helpsthe circulation. So | would say both of what
he doesisimportant. Homemaking isimportant. Also every month he hasto go
pick up my prescription for my duragesic patches because that can’t be called in
or faxed over, and since | can’t go there, they allow either my husband or son to
go, and now for the last year Ron has been going because Gil don’t feel like going
anymore (he just had knee replacement surgery and is out of commission for six
weeks). So everything Ron does for me, paid or otherwise, isimportant.

Regina a so needs wheelchair transportation which she receives through the
county. Her apartment complex has aramp and both she and her son are very happy with

the transportation service.

Careqgiver Tasks

According to Regina and her husband, their son does many different things for his
mother. Ron does laundry, runs errands, picks up prescriptions, vacuums, dusts, cleans
the bathrooms and changes the bed linen. As Regina says, “He does an excellent job,
too.” Ron describes his caregiving as similar to the work he has always done for his
mother,

| mean alot of what | did before | got paid for, | still do now. The only thing that
| do extranow is help with her skin care, you know, rub her legs sometimes and
put lotion on her back and things like that. | help her write down sometimes some
of the medications and keep track of that, but my dad does most of that, but | do a
little bit also.

Basically, | am there to talk with her and offer alot of emotional support because
she does sometimes get down. She feels bad and has to be in the bed as much as
shedoes and | will say, “Mom, it'sokay. It'snot your fault....” 1 try to give her
that comfort and stuff. | mean | try to watch movies and TV with her.

Asfar aslike work stuff, | help change her bed and things. She gets up out of the
bed once aweek. We help change the bed. Actually, my dad helps me with that,
but | have done it by myself before also. | am not really the best cook in the
world, so my dad basically does the cooking. He can’t do much because he has
bad health, too, but he does afew things. After work | will comein and just ask if
she needs anything if | am on the clock or not. | will bring her sodas. | will make
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her a sandwich or something. Sometimes she will let me know if she needs

medicine. | will get it for her and then | will write it down, what time she took it.

And then usually | will spend time watching some movies or watching some TV

with her. These are mainly days when | am not on the clock.

Ron helped his mother before, but now that he is a paid caregiver he helps with
skincare, changing the bed and laundry. Ron says that he gets a good workout when he
works for his mother, “Cleaning all the tubs and sinks, | get my heart pumping alittle

bit.”

Careqgiver Schedule and Pay

Ron works seven hours aweek for 10 dollars an hour. Mrs. Erdman says that she
knows that 10 dollars an hour is alittle high for wages, but she feelsthat if she pays well
she will keep agood careworker and receive better care. Ron uses the money he makes
for his care payment. Regina describes her son’s schedule,

He works Monday two hours, Wednesday three hours and Friday two hours. The

reason for three hours on Wednesday is laundry day. That makes seven hours. |

get three hours on that one day. It gives him extratime to get the laundry done.

According to Regina, her son works more than the hours heis paid,

He definitely puts more timein than that. He helpsusall of thetime. Thereis

not a day that goes by that he doesn’t do something or more than one thing... He

probably does about 20 hours aweek with al the other things that he does beyond
the seven that he gets paid for. He doesalot for us. He alwaystold us that
whenever he gets his own place or he gets married or whatever, he will always
help us out as much as he can. Heisagood son.

Ron thinks that he works “ ... at the most 30 minutes to an hour over maybe a
couple of times aweek here and there,” but he feels that his hours and pay are good for
now and that he can always “chip in” and do more for his mother.

My normal day of working isjust Mondays, Wednesdays, and Fridays. | work

seven hours aweek ...When | am on the job (for my mother) | come right home

when | get out of work. Actually, two out of the three days; I’'m off Mondays and
Wednesdays, but Fridays | will come home about 3:30 or 3:45 and then | will get



started. | will just do all of the housework that | have been describing to you.

Then | will settle down and like | said watch TV with her and then if she needs

extra stuff done, like me going to the store afterwards, | will just do it on my time

off....

Ron also works in a 24 hour detox unit at a hospital. Because his hour at hisjob
vary, Regina has to adjust his schedule at home occasionally.

Supervising a Family Caregiver

Reginawas careful to make her expectations for Ron very clear. She explained
that hisfirst responsibility wasto her and the work she expected him to do right away
when he came home. If he was sick Regina called a back-up person she had in case of
emergencies who was available until several months ago. Regina explains that she was
hesitant to hire afamily member at first,

| think that it is not agood ideato hire your family. It was actually my husband’'s
idea of hiring Ron, and | thought about it, but | know my son. He'sagreat kid
and everything, but I’'m his mother and | knew beyond a doubt that he was going
to want special favors. | knew it, and | knew that | was going to have to argue
with him alittle bit, and so we went around and around the first three or four
times. Finaly, he realized that he was working for me, but | knew that. Now I've
got him just right.

Thiswas his favorite thing, he would come in on Monday at 3:15 or he would
forget (he was supposed to work from 3:00 until 6:00). | would say, “Ron, don’t
you have ajob to do today?’ “Oh, yeah. You told me 4:00.” | said, “No, son, we
agreed. Remember”? Finally, | made him writeit out. | got it written out, so
now he can’t do that and he hasn’t done it in a couple of months. He hasreally
straightened out. He knows now. He comesin. | don’'t haveto remind him of his
time. | don’t have to remind him on Monday, Wednesday, or Friday. He just does
it. Hesays, “Mom, you are supposed to give alittle bit.” 1 said, “Ron, when you
go to work, there are certain things that you are supposed to do and be there on
time and clock in and clock out. Do they give?” He said no and so | said well
thereyou go. I’'myour mother. | said, “Am | overbearing on you?’ He said,
“No.” | said “Okay. | will treat you the same way that | treat everybody else; no
better and no worse.”

| said, “When these two hours are over, you are my son again.” It took him two

timesto get it, but he got it. For that reason, | can see where you might have
family that swore to you (they would work for you and then not do the job). You
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might have somebody that tries to steal from you. | think it depends on if you are

willing to fire them or not, which | am. | told Ron real quick. | said, “You

wanted thisjob and you asked for it, and | gaveit to you. | will maybe give you
two chances, but the third one you are gone. | want you to know that. | will not
hesitate (to fireyou).” Hegot it right away. That’swhy | got him (as a caregiver)
for agood four years; if | live that long.

Reginadoes not particularly like “being aboss,” but whether with her son or her
previous workers, she keeps her eyes opened and makes sure that the people she hires do
what they are supposed to do. Ron says that his mother treats him like an employee, “I
do my best to be an employee, and | do my work hard and | do have a good job and
everything.” Ron says that his mother’ s expectations for him were clear from the
beginning. His mother will tell him what she wants him to do and checks that hiswork is
satisfactory,

She looks around afterwards and checks to make sure (that | have done my work),

and my dad helps do that, too, because she can’t get up on her own and walk

around to really check, but she does observe me from her bedridden position and
she does have a pretty good view of the house when I’'m doing what | need to be
doing.

Advantages and Disadvantages of Hiring a Family Caregiver

Reginawas hesitant at first about hiring her son, but she sees many advantages to
receiving care from afamily member,

It is good to have afamily member because you feel more comfortable. ... A lot

of people (agency careworkers) | have had in the past | trust, but it’s different.

When you have family who come popping in every day or every other day, or

living with you, | think anybody is more comfortable and happier. | believe that

(istrue) unless you got a crazy family that you don’t want to be around.

Regina thinks that hiring afamily caregiver may cause problemsif the family
member decides to take advantage of the relationship and not work. Regina heard about

a case where a daughter stole her mother’s money, “but | think that if a person is not

senile or getting to old to see these things, they can take care of themselves.” Regina
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says that hiring a non-family caregiver can be hard too because of the need to advertise
and interview the worker.

The Caregiver Relationship

Regina speaks positively about her son Ron, “He is 28. Heis a nice-looking
young man. Heisgoing to Junior College for two years and then university. Heisa
good worker.” When she asked Ron if he wanted to be her caregiver hetold her that he
could use the money and that he would like to help her because, “you are my mother and
| loveyou.” Ron says that his mother hired him because she needed help and Ron needed
the money to help him buy acar. Ron describes the relationship between him and his
mother,

My relationship isgreat. | guess she gets offended sometimes by hiring afamily

member because there could be arguments or problems if someone does not want

to work or get off early, but that is not the case at al with me and my mom. | do
the job and she makes sure that | do the job. Sometimes | come home on Fridays
and I'mtired from my job, but | still do the work. Sometimes | will take an extra

20 minutesto relax, but | will still doit. 1 don’t complain about it at all and |

don’t mind helping her.

Ron adds that it was hard to get used to getting paid for the work he does for his mother,
but that his new role did not change the relationship between he and his mother, “... it
has just been abig help to me and | know it has been a big help to her.” Ron enjoys

hel ping his mother because he cares for her,

Sheisafamily member, and | love her very much, and she does have a need, and

| do just enjoy helping her because | know that it makes her happy that | am able

to make alittle extra money and that makes her feel good. It makes me feel good,

too, first and foremost because | am helping her. So, | would definitely say that |
enjoy that the best (about being a caregiver) just because of whom | am helping.
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Caregiver Worries

Ron does worry about his mother. It ishard for him to see how sick his mother

feels especially on her bad days,

| worry about her all of the time because she does have alot of severe health
problems with her heart and her osteoporosis. | worry about her, but | know that
when I’'m not here, that sheisin good hands with my dad and he has taken good
care of her. Hewill come in and watch TV with her and do things with her when
I’m not here, so | definitely do feel good about that.... She's always been the one
that loved to do things and was independent when she had her health, and | would
just love to be able to make her better.

Ron says that he and his father are always with his mother, they never leave her at
home. Since Ron’sfather has developed health problems Ron is prepared to help himin
the future, too.

.Qualities of a Caregiver

Regina has a clear idea about the qualities of agood caregiver,

Neat and clean, to be on time, someone that doesn’t run their mouth constantly. |
don’'t mind if they talk alittle bit, but doesthe job. | don’t careif they work real
dow. | don't careif they work fast aslong asit is thorough and doneright. I've
had people that dusted half of the TV, but not the other half. That’s how flaky
they were. | swear to God... (I need) somebody that does the job, but does a
thorough job. Not perfect. There'sadifference.

Reginafeels that her son Ron does a thorough job and does not cut corners even when he
is busy.
Ron describes important caregiver qualities,
| definitely think that you have to be a hardworking type of personality, somebody
who has a sense of humor and somebody that can communicate well and get
along well with others. Y ou need to be spontaneous and ready to go, ready to
work when you are needed.

Ron would recommend the caregiver job to others,

The person that | would recommend the job to would be alot like me... | think
that they would definitely find alot of success and alot of personal satisfaction
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with doing ajob like this. | want to help people and not just family members;
really anybody that | come in contact with.

Careqgiver Experience and Training

Ron has been working for his mother for pay for four months at the time of the
interview, but has helped her during the last seven or eight years,

... alot of what | did before | got paid, | still do now. The only thing that | do

extranow is help with her skin care, rub her legs sometimes and put lotion on her

back and thingslike that. | help her write down some of the medications and keep

track of that. My dad does most of that, but | do alittle bit of that also.

He also works three days aweek in the detox unit of alocal hospital. Ron feels that
his schooling as a psychology major helps him to communicate with his mother. Ronis
too busy with his schooal, job, and caregiving to think of being a caregiver for someone
else, but he thinks that working as a caregiver in the future would be a “distinct
possibility.”

Use of the Cash Allowance

Regina uses her cash allowance for personal care, but she also has some cash | eft

over every month after paying her son. She used to use this money to buy soap, but,
Now it's my medication. That takesit all and | have to add to it just to buy one
medication with it. They paid for it for years, but in January, the company that
my husband used to worked for changed insurance companies. | don’t have an
HMO or a PPO, and they don’t pay for the medication now. So, the check that |
get goes for the medication plus an extra $15.00.

Regina s medication is expensive because she has to take the brand name medication and

the insurance company, “won’t pay unlessit is generic.”

Working with the Consultant

Regina describes what her consultant does for her,

He has been out about three times total. He seems to know his business and what
heisdoing. He'savery nice person. He's helpful. He'swilling to listen to
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anything you haveto tell him.... He seems to be somebody that’s going to be
pretty good. He always callsright back. When | call, he usually calls back the
same day or if | cal later in the afternoon because | don't liketo call him. If he
doesn’t know about whatever it is, he knows who for me to call to find out.

Her consultant helps her with her Medicare waiver paperwork and paperwork for

the Consumer Directed Care program,

We had already did it all ourselves, and he went over it and | think there was one
mistake on our purchasing plan or something. He explained it and so we changed
it, and then he came out the second time and checks all my receipts, and that was
al okay. He was here twice or three times.

Benefits of the Program

Reginafeelsthat there are many benefits to the program,

| think this (program) is not about independence of the patient, it is about cutting
down the cost for the government and everything else. They can say
independence all they want to, but it don’t make me any more independent. It
does not; at least it doesn’t with me.... | have more control over my time. If | had
(an agency worker) come, the agency would send some nitwit out here who sits
down over there for 55 minutes and works for 10. Y ou’ve got no control over
that, really. So, I’ve got control of things like that (the worker), but that doesn’t
really make me feel any more independent.

Reginaaddsthat, “I don’'t like anybody to have control of me aslong as | got control over

myself.” The most important benefit of the program for Reginais that she gets personal

care, but sheisfrustrated by the fact that the rest of her cash benefit is used to pay for one

pill.

Regina mentions her ability to change the amount she pays a caregiver as an

important benefit. 1f she lost her son as a caregiver and hired someone else she could

decide to pay less per hour. She believes that the most important benefit of the program

isthe personal care and stated that it is “one hundred percent better to choose the personal

care worker.”
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Ron describes the benefits of working as a caregiver in the program,

(The benefit is) the lower stress for the most part of not working in aregular job
with alot of people like a big company or something. Just working one on one
with my own mother and you know only my dad being home. It'salot less
stressful atmosphere (than a company) and | would say that | really find that abig
positive. Thework that | do (is positive), It is sometimes hard work and running
errands and things, especially with the way the heat has been. Sometimes that’s
not easy, but I'm glad that | have this car and it has agood air conditioner in it.

Neither Regina nor Ron found problems with the program.
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Consumer Story 6

Richard Trappani isa 39 year-old single white male who lives at home with his
mother and father in atwo bedroom suburban house in the Tampa area. The house and
yard are well kept and neat. Richard has muscular dystrophy, is quadriplegic, and
breathes with the aid of arespirator. Richard’s mother Margaret was his caregiver for
many years and has cared for him throughout hislife, but she is suffering from severe
arthritisand isincreasingly unable to help him. Richard also has a non-family caregiver,
Lynn, who works 10 hours aweek. Richard’sfather, who is 75, suffered a stroke and has
recently been diagnosed with Alzheimer’ s disease. Richard has a brother and two sisters
who visit, but do not live with him and his parents. Richard was dressed and well
groomed and was in a hospital bed during the interview. He had some difficulty speaking
because of the ventilator. He has a spacious bedroom furnished with a couch and chairs,
a bureau with many photos, including photos of himself before he became paralyzed, as
well as photos of hisfamily.

Choosing and Managing Care

Richard received help through aloca agency and heard about the CDC there. He
liked what he heard about the consumer directed program and explained why he decided
to enroll,

| am taking courses in business and business management, and | figured | would

try it, and if | didn’t likeit, | could aways go back to my original program. |
would giveit ashot, and | liked the idea of choosing and managing myself.

62



Margaret said that it was her son’s decision to enroll although he talked to her
about trying the program. Richard’s consultant also mentions that even though heisvery
limited physically, heis very intelligent, and has been handling things very well.

In fact, Richard manages the money and care arrangements in the household for
himself and his parents. He talks about his family’ s increasing needs with the consultant.
He struggles to speak with the ventilator, but he tells the interviewer that he wants “to say
everything that isimportant.”

Things have changed. The consultant knows about it... | am asking for more
(money). If I can’t manage or | can’t afford it, then | will definitely have to ask
for (even more). (The consultant helped find) $150.00 (a month for medication)
and my father is getting three hours a day (for personal care). Someone will come
in to give him a shower because when he came home from the hospital (after a
stroke), they had tubes and my mom can’t give him showers, so | had to find
someone that would help him in the shower. My neighbor came and now he
comes every day, two hours a day.

Y esterday my brother (was here). We got aletter and we opened it. For my dad,
so we don’'t know yet if we can qualify for money. We have to meet with the
socia worker, so we can get his bills paid for. We will get about two hours (of
personal care) aday at least. So, things are getting better. My father did not have
apension and al he getsis social security. It's approximately $750 per month,
and that’s practically nothing... My mother only gets $278, so that’s what we live
on, that’s social security. The pills are like $200.00 per month... | amsick and |
don’t go out. | mean | don’'t go to work. | haven't been sick, but | said that I'm a
basket caseif | have to go into the hospital.... You think you get the best care in
the hospital, you don’t. | would rather be home.

Supervision

Richard supervises his own care and takes care of the finances and his mother
signs his papers. Margaret says that she signs his papers and takes care of his
medications, but that her son isthe “...boss, He says we are going to do this today and |

say okay.” Richard agrees, “I’'min charge. My Mom’'sat aloss, but I'm going to try
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managing.” The situation at home has been especially difficult because both his parents
are doing poorly. Richard explains,

| just love her so much... my Momisin pain... If sheishurting, it’sjust aswell
that I’'m hurting.... it has been three or four months now (since she can help me).
Even my attitude has not been great. She doesn’t feel good.... If my mom doesn’t
feel good, | don't feel good. 1 just want to mention that in the last three months,
see my mom used to sleep here, and since my dad’ s stroke... my mom sleeps with
him because he has fallen and so she doesn’'t get agood night’s sleep like she
used to, so that’swhy sheisin bed alot because sheis up at night with him. So,
mostly since 1993 when my father had the stroke, but my father would help me a
lot because you need two people (to help me) to sit up... and when he had a
stroke, things changed and we needed more help.

Richard is worried about the money and what will happen to hisfather if his
mother is no longer able to help. He describes himself asa“worrywart.”

Previous Experience

Richard received agency help and also hired alocal non-family caregiver out of
his own pocket before the program. He continues to employ her through Consumer
Directed Care, “ She would come and she was like five minutes away, and she had two
kidsin school. She worked, and now she comes, so she has had experience.”

Margaret learned to care for her son through experience. She describes how she
cared for him in the hospital,

Nobody trained me. | had to train myself in the hospital. | stayed a month... not
learning (from hospital staff). It’sjust that he couldn’t do anything and they
wouldn’'t do anything for him. So, what was he supposed to do, just lay there? So
| spoke to my doctor and | said would you give me aletter? | want to stay there.
And thefirst day they fought it, but | got in there and they liked it because they
never came into the room. | did everything for him. | fed him, and what | used to
do was | got the big men to pick him up and to sit him up to eat and so they used
to all call me mama, mama, mama, mama. So, | said okay mama you, you, you
come with me. And they used to follow me up to hisroom while he wasin the
bed, too, and we used to sit him up. | used to get pillows, a piece of cheese, you



know. We used to sit him up and he would eat. And then they would say,
“Tomorrow night, the same time?’ and | said if you are around why not? That’s
life. It was nice, and he was very happy because | was there with him. Y ou know
because he couldn’t have done it by himself.

Margaret saysthat at first she had trouble allowing strangers into her home,

Y ou have to (get used to it) because | didn’t know that | had to have all these
people. And then people used to tell me no thereisthis and thereis that
(program), they come help you. | said but | was bashful to have people come in
my house. My house was always clean; it wasn't because it was dirty or
anything, but | don’t know. 1 just felt that way, but now | am out of it. | said |
don’'t care, whoever wants to come and is helping my son and helping the
family... | won’'t say no.

Needing Help with Everything

Richard describes what he needs help with, “Everything, pretty much. Eating,
getting dressed, brushing my teeth, going to the bathroom, everything. Of course,
medicines and cleaning.” Richard saysthat his condition is deteriorating and heis
gradually ableto do lessand less. In the last three months his father’ s condition has
worsened and his mother’ s ability to help him has decreased. For that reason, Richard’s
consultant has renegotiated his monthly allowance to pay for five more hours aweek of
care.

Margaret says that she can no longer help Richard much because she has a
fractured back after afall and severe arthritis. She describes what he needs help with,

| will get his medicine ready, get his breakfast ready. Well, now health aides have

been doing that because | have not been able to get up like before. They make the

breakfast; they feed him after they dress him and we have a gentleman that

washes him. He washeshim. He'san aide.

He' s got two days or three days out of the week... They give him a sponge bath

fast. | can't standup and | can’'t doit. They sponge him and then they put himin

his chair, they dress him up and they go to the park or to the pool. He lovesto go

to the pool, at least to look at the water. The girls, if they want to go in, they go
in. They feed him. | used to feed him when | waswell. | got him ahighchair,
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but now | can’t climb that chair with my legs. | always have somebody everyday
(to comein and help). | haveto.

Richard describes what his non-family careworker does for him,

Shewill comein. Shewill have breakfast in alittle bit. She will make toast and
give me my pillsright away. She will come in my bedroom and come in by my
side because | am on my back most of the night and she turns me and gives me
medicine. Sometimes my mother makes breakfast. Lately my mom hasn’t been
feeling well, so she has to help more and then she will feed me breakfast and
brush my teeth and then do whatever needs to be done. She shavesme. She
washes my hair.... Everything (she does) is pretty much important. | think, some
of the most important things that Lynn does is that she is the only one that will
wash my hair because it is not easy for one person to wash hair and thereisa
basin, and | have had other girlsdo it and it is not easy by yourself. Sometimes
my mom helps. It’'srealy atwo-man job, and she can do it by herself. She
handles ailmost anything by herself. Sheisin her 30s and she would go home and
she would do her housework, and now she says she goes home and sleeps. So, |
have aged her. She keeps me very clean and my skin is soft, and now she gives
me soaps and lotions and shampoos and all of that. And the eating, (she helps
with) two meals. The only thing that she doesn’t dois| like to go outside. | say,
“l liketo gooutside.” | am cold and sheisawayshot. | liketo sitin the sun
and now she has a daughter who is 15 who likes (to take me), I'm aways there. |
go for an hour aday or two hours. It is shaded very well.

Margaret describes how she cares for Richard,

Suctioning him. He hasatrach. It hasto be suctioned, well these girlsthey don’t
know how to do it but thereisthisone. Shewasanurse, | think and sheisjust a
friend of my son passing by on the street. She said she would like to have ajob.
So, my son said can you pick me up, lift me and she said, “Y eah, I’ m strong
enough. And did you know how to suction because | don’t make nobody suction,
but the mother. Because you got to put something down his throat to suction the
mucus. | dothat. He has a G-tube, that’sfor his medication. | clean that for him.
Thetube, | change once amonth. | take it out completely and sterilize it and
everything. That's most of the thingsthat | do for him.

Richard also receives help from unpaid friends,
| have friends. Mom ishome 24/7. She doesn’t drive and I'm in bed pretty much.
My mom, if | need something, | get on the vent. | don't eat lunch. | have an

Ensure shake at lunch because it is hard to swallow in awheelchair, so | eat my
breakfast; that’ s in the bed and so | have the shake or a piece of toast.
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Schedule and Pay

Richard’ s non-family caregiver Lynn works 10 hours aweek at $10 an hour.
Before the program, Richard paid her himself. According to Richard, Lynnisvery
dedicated, “If I'm in abind over the weekend or she will stay alittle longer. She goes
beyond her hours. If | call her at any time and tell her that | needed her, she would come
over...”

Margaret says, “ Thereisno hours; it’s just around the clock.” Margaret gets paid
for three hours aweek at $9 an hour for housekeeping. Richard had a non-family
caregiver doing this before, but that person moved away. Richard likes being able to pay
his mother for some of her time. Margaret does more work than sheis paid for and
comments about the pay,

It doesn’t matter to me, but | don’t even want nothing, but they said you work and

you are entitled to it. (The money) isjust alittle something that | didn’t even

know | was entitled to it. And they said you want to get it, and | said all right but
| don’'t do any less, | do more.

Like Family
Richard says that his caregiver Lynn, “ She thinks she’s family because | have
been with her for years. She'slike family, but she’snot.” Richard describeswhat is
important to him in a caregiver, “Most of all (someone who) is caring, trustworthy, and
someone | like, and who likes me, and most of all that works here and helps me...
Richard spoke of how much he loves his mother and Margaret also spoke of her
closeness to her son,
(We are) very tight; better than the other son. My other one, he's got a mind of
hisown. This one here (Richard), heis very lovable. He would be somebody’s
good husband and everything else (that) comes after that, but God said no.... You

never get tired with him. You just keep going and going. Heisagood guy.
That'sall | have got to say.”
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The Consultant

Richard describes his consultant as very nice, someone he can call with a problem.

Richard’s consultant says that he does very well on the consumer directed program,

Richard has been doing a great job with it. | haven’t had any problems with
Richard. In fact, we are doing some work on him right now because he was
getting alot of informal service from living with his parents, and particularly his
mother. Hisfather isnot able to do anything physically for him, but his mom
provided alot of informal help and now she got hurt and she is pretty much
bedridden now. So we just did areassessment on Richard, to up his budget. We
arein the process; I’m probably going to be seeing him today, too, but heis doing
very well with everything.

Problems and Benefits

Richard feels that there is too much paperwork on the CDC program especially
when putting another person on his payroll. On the other hand, Richard says of the
program,

It helps me agreat deal. | get to choose the hours and the kind of help that | think
that | could get isthere, and it’sfun... | like the one-on-one (contact).... I'm
getting the same help, but I’'m in more control. | get more help thisway... I'm
getting more hours with people | would rather have.
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Consumer Story 7

Ms. Caroline Dunlap is a 63 year-old divorced white woman who lives with her
sister and brother-in-law in ahome in the Tampa suburbs. The house is well decorated as
well asvery clean and organized. Caroline had a stroke five years previously and has
both diabetes and asthma. Her sister Beth is her representative and caregiver. Caroline
was interviewed in her own room in her sister’s home where she was lying in a hospital
bed. Her bedroom has an air conditioner, atelevision, and a breathing machine and
opens with a dliding glass door to a patio with many flowers and plants. Caroline’sbed is
situated so she can see outside and enjoy the view. Caroline was afraid that she could not
answer the interviewer’ s questions and said that her sister Beth knew the answers better
than she. Beth cried during her interview as she talked about her concerns about
Caroline’s health. We could not contact Caroline's consultant for an interview.

Previous Experience

Beth took care of her sister for three years before the program started. She has
learned to care for her sister with some outside help and through experience,

| acquired (my knowledge of how to care for Caroline), | did get some pointers

from physical therapy on how to (help her) and a nurse from the agency, (visiting)

nurses come out here. He showed me how to give her shots and how to do those

sorts of things.

Medical Condition

Caroline describes her condition, “1 had astroke. My left sideis paralyzed.”
Carolineis also diabetic. Beth cries as she talks about a medical problem Caroline had
several months after she started caring for her,

WEell, | brought her here September 30, 1997 and in November we ended up in the

hospital with blood sugar of 540 and | almost had a nervous breakdown because |
thought | was the cause of it. | just didn’t know if | was doing the right thing. |
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did everything | could and they said this can happen. Actually it was an infection,
but I didn’t know that | wasn’t the cause of it. We have learned to cope with
more now since that first episode because it was so new. Astime goeson, it gets
easier and we talk to people and people can help you out alittle bit, tell you what
they might do or what you might be able to do, or different things, so it does get
easier. But that first time, | thought it was all my fault.

Beth also worries about Caroline’ s bleeding,

We did have alittle problem because | was scared that somebody would comein
and take her away because she was bleeding. It was just minutes— | left her —1
had her rolled over just minutes before. | went in here to get something and | got
back and she said, ‘look what | have done,” she had blood running off of her
hands — her skinis so tender. | get upset and scared... We had to rush her to the
hospital at 3:30 in the morning for rectal bleeding from the Coumadin... | get
scared because I’ m worried that she won't quit bleeding. But other than that we
don’'t have any problems.

Hospital stays are very hard on Caroline. Beth describes her reaction to being
away from her family, “When | left her in the hospital she panics. They had to up her
anti-depressant when | left her and she was crying constantly in the hospital.”

She Helps Me with Everything

Caroline saysthat her sister and her brother-in-law take care of her. Of her sister
Beth, “ She helps to clean me because | can’'t get out of bed. She helps me with
everything.” In response to questions from the interviewer, Caroline agreed that her
sister makes her meals, helps her eat, and does everything el se she needs done because,
“1 can't get out of bed.”

Beth does many things for her sister,

Sheis not able to get out of bed, so we have to do everything for her, from

brushing her teeth to persona care and everything. Brush her hair, | cut her hair.

| do her nails. | do everything she needs to have done. | usualy clean her in the

morning, wash her and clean her in the morning and again at night and then | get

her ready for bed. She cannot go to the bathroom, so sheistotally confined to the
bed.
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She gets yeast infections all over her body, from one end to the other, araw mess
and couldn’t clear it up. Sheisvery sensitive to antibiotics and she rejects
antibiotics and | believe that’ s the cause of it coming out through the body, I'm
not an expert, but they said it’s from antibiotics and | feel like that’s what it was.

| used that spray can powder. Just powdered her down and that cleared it up, so |
keep that on hand, and nothing else works. Y ou have to do what you have to do.
It doesn’t aways mean that’ s what we need next time it changesto this, it changes
to that, it isalittle hard to stay on that program as far as the money allowance for
the supplies goes, because it does change. | didn’t realize that at first.

(What we need to use) goes back and forth between powders, sprays, different
creams. Neosporin is expensive, you know. With the diarrhea sheistotally raw,
bloody raw. | put Neosporin, alittle tube $7 and you go through two or three a
week, for just that. But | feel like what’ s important to her, that’s what | need to
do, so | make this decision (to spend the money).

Beth is also careful to make sure that Caroline is never left alone in the house,

We are always here, but we go in her room with her unless we have something to
do out here. Even my husband goesin and talks to her, you know. If | go to the
grocery store, he brings her lunch and stuff like that. And sometimes he makes
breakfast for her, and she enjoys that more than anything. He cooks her special
soup because she likes it, things like that are important to everyone really.

Beth gives Caroline her medication and shots. She was scared to give the shots at
first, but has become used to it. She must change and clean her sister 4 to 5 times aday,
It depends on how well sheisor how sick sheis. | cannot tell you honestly
because there are days, she has really bad days, when you have to actually sit with
her because she gets scared. And there have been nights where we sit together

and there are nights | get up several times to check on her.

Schedule and Supervision

Caroline saysthat her sister iswith her 24 hours aday, “ She never goes to work;
sheis babysitting.” Beth describes her daily schedule,

WEell, | get up at 6 am., but not because of her, | get up at 6 and | try to let her
sleep alittle bit, but we wake her up, because it is time to wake up to give her
coffee and clean her and start the day, and then we have breakfast. We have
lunch about 1:00 or 2:00, then we have supper. | get her ready for bed around 8,
by 9 she gets her last set of pills and then before | go to bed, I check on her again
to make sure she is not wet or what have you, and then | go on to bed.
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Beth does stay home all day and if she goes out her husband, her sister-in-law, or her
granddaughter stay with Caroline. Beth estimates that she works with her sister for at
least 4 hours a day.

Beth decides what do for her sister. If she needs medical advice shewill cal a
nursing agency. If she needs help getting equipment (like a hospital bed) she callsthe
state consultant. Beth is careful to keep all her receipts and talks to her sister’s consultant
often. She does not get paid for all the work she does.

A Close Relationship

Beth feels close to her sister and feels that they have agood relationship. They
often talk about “old times, new times, and her life in Michigan, we talk alot.” The
quality of the sister’ s relationship often depends on how Caroline feels,

If sheiswell, we have agood time. If sheisinsecure about how she feels, it’s not

so good.... | sometimes get aggravated because she needs to talk about the same

thing alot because she forgets. We talk about different things. Wetry to brighten
her life alittle bit, with flowers and things and stuffed animals because it’ s hard
for her to lay there al the time and you need to do something different.... | just
like to have her here. | like to make her days happy.

Beth has her sister’ s bed situated so she can see flowers on the patio and the sky
because when Caroline was in a nursing home for three months, all she saw was the wall.
Beth feels that patience is the most important quality for a caregiver, “Y ou have to love
somebody to be ableto doit. | don’t think you could do it for the money, thereisn’t
enoughinit...”

Problems
The hardest part of Beth’sjob is transporting her sister to the doctor’ s office,
It's very hard in the summer because she doesn’'t do as well as she doeswhen it's

cooler, she can't stand up too well. ...Itishard to put her in acar and get her out
in the wheelchair. Getting her in and out of carsisthe hardest thing | have to do.
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It isalso very hard for Beth when Caroline goes to the hospital because her
working hours do not change. Beth till hasto clean and care for her sister.

Benefits of the Program

Beth says that the money Caroline pays her for caregiving has helped her sister,
“It made her feel better because she don’t feel like a burden and it made me feel better
because | do have extramoney. It did make usfeel better...” Beth feelsthat she can get
help from the consultant to get things Caroline needs such as the hospital bed and the
oxygen she uses at night. Beth’s granddaughter has also benefited because she has

learned alot bringing Caroline water and taking her blood sugar readings.
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Consumer Story 8

Ms. Marta Covas is a 37-year old single woman of Puerto Rican descent. She
lives with her mother and father in a suburban home in a middle class neighborhood in
the Tampa/St. Petersburg area. Marta has cerebral palsy and is deaf/mute. She uses sign
language (ASL) to communicate. She has the use of her arms and hands and uses a
scooter to move around the house. Marta s mother, Algjandra, is both her representative
and caregiver. Algandrahas cared for Marta since she was a child. Both Marta and her
mother were well dressed and wore make up and jewelry. Marta also has a brother and
two sisters who do not live at home, but come to help her and her mother. Marta s sister
comes to visit and stay with Marta to provide respite care for Algjandra. Marta’'s sister
also provides personal care, like cutting and dyeing her hair. Sometimes both sisters take
her out to the park for the day. Marta’s brother takes her to work everyday. Martaworks
in the McDonad' s Training Center and Algjandra has a home business baking and
decorating wedding cakes. Algjandra spoke in Spanish and answered most of the
guestions for herself and Marta. Martadid participate in sign language with her mother
asinterpreter. Marta smiled frequently and repeatedly asked for her mother’ s attention.

It's Bad When Thereis Little Work

The interviewer asked Marta about her job and she signed her answer to her
mother who interprets,

They make pamphlets, folding, in boxes, putting screws, they have worked in
many things, and sometimes they have alot of work and some other timesis
boring. She likes it when there' salot of work, she’s like her mother, shereally
likesto work alot (interpreting what Marta says)... alittle bit of work isbad. She
saysit’s bad when there’ s little work. She says she wants to save money to go on
acruise.
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Marta continues to sign about her work after her mother stops translating and move on to
other topics.
Family Café

Marta s mother found out about the Consumer Directed Care program when she
attended Family Café, ayearly conference for people with disabilities that is sponsored
by the Governor of Florida. Algjandralikesto attend because they have a good time and
learn about new programs. She describes what attracted her to the program,

| decided to participate because thisway | can be in charge of the budget for my

daughter. | am very happy with it. Before she did not have a dentist, only what we

got through Medicaid, and now | can look for my own dentist, and the people who
can work for me.

Before enrolling in Consumer Directed Care, Algjandra said that they used
Medicaid, but it did not provide much help and they were not able to get a psychologist
for Marta. Marta also had a medical waiver and help from agency workers. According to
Algiandra, “(We had one girl) who was just sitting here watching TV while Martawas all
over the place. | want a person that comes and works with her.” The family had one good
careworker,

Once | had alady who took good care of her, she would feed her, she slept here.

She also had a daughter like mine. | even allowed her to bring her daughter here,

so they were here... but it’s not easy (getting help).

She Can Do Many Things

Algjandra describes al the things Marta needs help with,

She needs help with physical therapy, to learn to live by herself, like occupational
therapy, independent living, something that helps her. One hasto help her
(getting dressed) because she' s very slow, she can do many things, but | have to
help her, otherwise she'slate for work. She needs someone who knows sign
language.
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Algandra also thinks that Marta needs to get out more and participate in different
activities,

... | take her to the mall. Shelikes it, because being here (at home) she getsredly
depressed. We need more programs for people like her. (Programs) in the
afternoons, so that she comes back and at least two or three times aweek she can
go somewhere to paint... , the social worker advises us to get her a computer, to
give her what she needs, liketo learn to use the computer... (Marta needs)
someone Who can take her out to a center where they paint, because she likesit so
much, or any other place, for a hobby, because the time that | need to work istoo
much, it isvery stressing. | want to have everything done (for her own cake
business) by the time she gets back (from her job), and | cannot.

From the Moment She Wakes Up

Algjandra describes what she must do for her daughter Marta,

From the moment she wakes up, | have to put eye dropsin her eyes, three
different kinds, because she has glaucoma. | have to help her get up, because she
gained weight. She's also on adiet because she'stoo heavy. | have to help her
take a shower. | have to shower her while sitting on the toilet, because she’'s so
heavy that | cannot hold her and I’'m afraid to drop her. | help her dress, | also
help her put on her makeup and do her hair, get her breakfast. | pick out the
clothes she'll wear. | organize the money.

Now we are in the middle of remodeling the house, because her bathroom is very
small, and so | haveto help her. We also want to remodel the kitchen, because
my kitchen isvery small, and if we had alarger kitchen she could do all that (get
her breakfast) by herself.

(My son comes to pick her up for work) and then he brings her back.

When she comes back | sit with her and | massage her alittle bit, because of the
nerve (pain)... | put some cream on her. | get her on the exercise machine then |
stay with her, play with her, and spend time with her. Do you see that ball? We

throw it at each other. | take her to themall. | also have to take care of the house,
clean and all.

Schedule
Algjandra says that she works 12 hoursaday. Sheistrying to find a non-family
caregiver for 12-15 hoursaweek. The family hires anon-family caregiver to help on

weekends,
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She comes... well, this Saturday she cannot come. She works at the bank and she
also does manicure, and she comes on Sundays, she takes Marta to church, and
takes her out. She comes only Saturday and Sunday, and | am looking for
someone else to help, but it’s hard because since Marta is deaf-mute, not anyone
can help. There’sagirl who islearning (sign language), but it’s hard.

The Cash Allowance

The caregiver is paid $15 an hour, but Algjandra explains, “| don’t get paid. The

money that | get | use to pay (another caregiver), but nothing for me.” Algandrabuys

personal care supplies for Marta and the rest of the money she spends, “... on medical

equipment Marta might need, a good bed, agood dentist, (since the program) there’s

more money for that.”

When You Are No Longer Here This Child Will Follow Y ou

Algjandra has cared for Marta since she was born. In addition to caring for her

daughter, Algandra runs a home business,

Baking, five days aweek, because | also have to see my customers, decorate...
and I’ ve also been meaning to take a vacation, but | haven't been able to. It’s been
eleven years that we don’t go on vacation. It'sbecause | haven’t found anyone
who would take good care of her. Now with the program | can (hire someone to
stay), but the girl isjust learning to use sign language. | want her to help me so
that | can go on vacation for at least aweek. | hope | can doit!

Algjandralearned to care for her daughter “by doing and reading, watching, just

based on the experience taking care of her.” Algandra describes the relationship between

her and Marta,

We are very close, both of us. If she doesn’t see me she looks for me everywhere,
she doesn’t give me a break for anything. Oh, yes (she looks at and signsto
Marta)... you... mamaresting.... you knocking on the door... she doesn't let me
rest, knocking like this, she doesn’t let me rest, and she goes looking for me
everywhere. My husband says: “When you are no longer here, this child will
follow you.” Because | am the one who understands her, you know | take care of
her, | spoil her.....she fights with me when | am working. She doesn’t want me to
make any more cakes, or do anything else, but how would we live? That’s why
we need other people to come, so that | can do something else in the meantime.
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Algjandra has difficulty leaving Martafor any length of time,

... Sometimes we have to deliver the wedding cakes, and the psychologist told me
that when | have to go out, | have to explain to her that | have to leave her for an
hour. Then tell her that if there’ s any emergency she can go out this way, and
then go and stay out two, three hours, because Marta s already an adult, and she
has to learn to be by herself, and that’s how we are doing it now. Before we had
to look for someone to take care of her, and | had to pay, and Marta knows how to
get things from the fridge, she can get anything. That’s why | want to get the
bathroom fixed, and aso the front of the house, so if she hasto leave in an
emergency she can do it.

Algjandra hopes that the new caregiver who is learning sign language will be able
to give her abreak, “1 need to take a vacation, and she’ s going to tell me when she has
her vacation, that way she can stay over.”

Caregiver Qualities

Algjandra says that Marta prefers to be cared for by a member of her family,
“Thisisthe problem, she needs somebody that knows sign language. “ | hope the girl
who comes keeps helping. (Marta needs someone) who is nice, loving, she cannot stand

someone who treats her bad.”
Algjandra describes what isimportant to her in arranging care for her daughter,

... For me thefirst thing would be, amoral person, a person that would not only
come and sit to watch TV and Martawas over there. No, | wanted a person who
would come that has skills, learns sign language, and uses the computer.

Algandra adds,

She prefers someone from her family (as acaregiver), | know that, but just like

I’ ve discussed with the consultant, in afew years I’ ll be exhausted, and she'll
need someone else, or live independently. She’s never been out (away from
home), only for camping, and she would come back very happy, but in the future
we have to think about that.

The Consultant Does Wonders

Algandrais very happy with the program consultant. She speaks Spanish and,
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She doeswonders. Assoon as| call her, she comes and really works to help us.
One can even call her at night! | have never seen a support coordinator like her in
my entire life. She’samazing. If she ever told me that she hasto leave I'll suffer!
... They (the staff at the program office) have been nice to me. Every time call
they help me, the best thing is that they have somebody who speaks Spanish.
They helped me, told me everything carefully.

Problems
Algjandra has not had many medical problems with Martato deal with,

One time she had a very bad headache, one other time | fell with her, but other
than that, no. At the beginning | was very frustrated, because | do not speak alot
of English, and | did not understand much, but then the social worker, who is very
sweet, helped me and explained everything to me... The program is excellent, |
am very happy. I've been herein Floridafor 17 years. Now that | understand
more of the program, because it was very difficult at the beginning, now that |
understand more about the paperwork, it’s better. For me, being Latin and not
knowing alot of English, it was hard, but | understand alot more now. Thereisa
consultant who speaks Spanish, | just call her and she helps me.

Algjandra says that the paperwork and material about the program isin English,

| understand much more now. | have a binder with al the receipts and all, the
other day | went to bed at 1 a.m. filling out papers. Oh my God! There was alot
of paperwork that | did not understand, but thank God | already sent everything...
and when | don’t understand my son helps me.

Asfor improvements in the program,

I’d like to seeif they could give more money, because | would liketo find a place
of “Independent Living” so that Marta can be more independent and also have
people who know sign language, we need more people who know it, because my
problem istwice as big, not everyone knows how to communicate. Sometimes it
isreally frustrating.

Algjandra mentions a language problem,

For me the most difficult thing has been learning the language, on the one hand to
communicate with her because she's deaf mute, and also because of the English.

Benefits of Consumer Directed Care

Algjandrais very happy with the program,
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It has hel ped to better administer the money, the budget, if she needs something.

Before she needed a psychologist, and Medicare does not pay for one, but with
this program we saw the doors open for us, and now | tell all my friends*“This
program is wonderful, you work, but you have alot of benefits.” | am very
happy.... If it wasn't for this program | don’t know what would happen with
me...

What | like the most is the fact that | see alot more benefits with this program,
and that makes me happy, because before | had to be calling the social worker,
and now with this program | can look for the person | want myself.

Algjandrawould recommend the program to someone else.
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Consumer Story 9

Marilena Arroyo isa 27-year old single Hispanic woman who lives with her
parents in a house in the suburbs of the Tampa/St. Petersburg area. Marilenaisautistic.
Her mother Sofiais her representative and her personal care worker. Marilenaaso hasa
friend who is paid to help her 20 hours aweek. Marilenawas simply dressed during the
interview wearing jeansand a T shirt with her hair braided. She spoke to the interviewer
with the help of her friend Anne. Marilenawas very nervous, constantly twisting her
hands during the interview. She had difficulty focusing, was anxious, but was able to
participate in the interview. Anne spoke for her frequently and tried to keep her calm.

Marilenatold the interviewer that she has autism. Sofia describes her daughter’s
behavior and says that what Marilena can do on any given day depends on her mood or
what she wants. Sofiaworks with her daughter on social skills,

She doesn’t have alot of social skills, like when dealing with people. Today she

called me when we were on our way here, to tell me that she had told afriend to

come and right after she called me again and told me “| don’t want her to come, |
don’t want her to come!” Well, | told her one hasto tell her in anice way, and she
was yelling at me that she did not want her to come... She doesn’t understand one
has to be careful with people’ sfeelings, so | have material and we work alot with
manners, how to deal with people socially. I’ve bought alot of books on social
skills and that kind of thing, so they do some sort of role-plays, with situations, to
seeif she can learn that way, and they help her get the right answer, to see if
eventually in real situations she can use some of that.

Marilenais able to care for herself in some ways according to her mother,

She can make (cook) alot of things, she can follow directionsin the boxes, like

microwave instructions, she can make some basic things, like rice, boil some

noodles, and that sort of thing, smple things. But she doesn’t want to do it all the
time.

The consultant described why Marilena needed her mother as a representative,

Marilena as an individual has demonstrated and continues to demonstrate poor
management skills. She would, at this point, not be able to handle the money
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flow and that responsibility. Sheisvery involved in expressing what it is she
wantsto learn or to do, which definitely is agood thing, and has lots of input and
isindeed the source of structuring supports and services, probably 90% of the
time.

Needs

Marilena describes what she needs help with, “1 need help to get more people to
be with me and | also need more people to work with me and help me.” Marilena says
that she can cook for herself, but sometimes needs help to cook. She says that she can
bathe herself and do laundry. Marilena says that on atypical day, her mother helps her
wash her hair and her friend Anne helps her do worksheets in handwriting and math.
Anne points out to Marilenathat her mother does many things for her, “ She cooks, she
does your hair, she makes sure you have your clothes on matching, but you pick out your
own clothes.” Marilena adds that her mother iswith her “all thetime.” Marilena says
that the most important thing is, “ she helps me wash my clothes.” Sofia describes what
she does for her daughter,

She needs help with grooming, combing her hair, brushing her teeth, she cannot

do it well, her personal cleaning, when she has her period. She needs at |east

someone to tell her how to do things, so in terms of grooming she needs a lot of
help. She might dress herself, but one hasto remind her to zip up her pants, or to
fix her clothes, to be careful not to put it inside out, she doesn’t realize it, so one
hasto tell her. ... | cook her meals. Sometimes she does something by herself.

Sofiais careful that her daughter is always supervised,

| don’t leave her alone more than an hour. If | have to step out | make sure that

she'sin her room that she has amovie, that she has something to eat, to drink, so

that she doesn’t have any reason to come downstairs, because she still doesn’t
understand issues of security. If anyone comes and knocks on the door (she
would open it). | have left her a couple of times and when | get here | find her in
the kitchen cooking or something.

If Sofiaisout all day, she calls an agency and has a companion stay with

Marilena
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Schedule
Sofiaworks with Marilenafor an hour and a half every morning getting her
breakfast ready and helping her daughter get ready,

She gets up after eight, but she doesn’t slegp in. Usually she’s up by 8:15 or 8:30.
She rarely gets up after that time, and it is then that we start the day. Sometimes if
she’ swilling to then we work on math or reading something, an academic
activity. It depends on her mood on that particular day. She goes through certain
periods. There are times when she doesn’t want to know about anything and she
yells, and then there are other times when she’s calmed down. Usually when she
has her period she’' s unbearable for an entire week. Sheisviolent, she doesn’t
want to know about anything. She wants to be locked up, she doesn’t want to talk.
Sheisin abad mood. So, for this reason the doctor prescribed Prozac, but that
didn’t help her.

Supervision and Use of the Cash Allowance

Sofia interviews anyone who works with Marilena and she supervises their work.
She uses the cash alowance in avariety of ways,

To pay the girls (who act as companions), also for speech therapy and massage

therapy. Marilena had money for counseling services, but we changed it for

Companion money, because she seems to get more benefit out of that. Also, we

couldn’t get a psychologist who had experience with autistic children.

Marilena' s consultant does not have to do much work with the Arroyo family,

Mom isabrilliant manager and has done exactly what | think was intended for

representatives under the CDC to do. My nightmare iswhen | have to interface

with other agencies and the fiscal intermediary and that is my job to do that.

Careqgiving Relationship

Sofia describes some difficulties in her relationship with her daughter,

Sometimes it seems to me that it’s atypical mother-daughter relationship, she'sin
this period where we fight alot, and | see alot of teenage girls, and | see that
she's like that, even when she’ salmost 28. She'sin a stage saying “1 hate you,”
“Leavemeaone,” “Youdon't let medo this...” and soon“You don't let melive
alone, “You don't let me buy a car” and so on. (She has been like that) ever since
her brother began to do things that she couldn’t do. She was limited. When they
were both children, her brother is two years younger, they could both do the same
things. When he got a bike, she also learned to ride it, he learned to roller skate,

83



so did she. When he learned how to drive, she also wanted a car and wanted to
learn how to drive. But she would have to study and take the exam... we let her
study and try to take the exam, but when she took the exam she failed, and she
tried again, but then she got tired and dropped the idea. But then, her brother got
engaged, and she was happy while that was happening, because she was going to
be a bridesmaid, but then when he got his apartment and married, now she's
started again to say she wantsto get married, get her apartment and leave. The
problem isthat she’s very smart for many things, but she lacks common sense that
she has to work. She knows alot of things, but she doesn’'t seem to get why
people do certain things. Then she getsangry. And then she saysit’s my faullt,
but I think it’s normal for daughters to blame their mothers. | talk to her, look for
books. Many times she understands better if she readsit.

Knowing about Autism

Marilena says that she wants anyone who helps her to be nice. Sofiathinks that
any caregiver for her daughter needs to be very patient, but also needs to understand
autism,

(If they don’t know about autism) they don’t realize that if they ask her something
they have to ask in many different ways, in order to receive the right answer.
Sometimes she doesn’t understand if she’s told something, but if you write it
down then she might understand better. Sometimes they may ask her something
and she'sin a state of mind in which she might say “Yes’ to everything and she's
not really paying attention. Y ou ask anything and she just says yes. Some other
times she might have echolalia, for example if you ask her two things she might
answer to the second thing you said, without paying attention. So many times, if |
ask her something and the answer isimportant, then | write it down, and give her
options a, b, ¢, you know | give her the answers for her to choose, but if | say it
orally then she might answer with the last thing | said.

Sofia herself triesto learn as much as possible about autism, “I’ve read alot about
autism, every book written | get it. I’ ve taken courses in the University of South Florida,
I’ ve been to many conferences.” Sofia has worked as a caregiver for others, but says that
her work for Marilenais different because of her emotional involvement with her
daughter, “What she does affects me more than if it was another person doing the same

thing. | would think that | leave and don’t have to live with them.” The best part of



caring for her daughter is “When she achieves something, when she does something |
taught her.”

Problems with the Program

Sofiais happy with the program, but complains about accounting services,

| think the program is excellent. The only problem we' ve had was with the
accounting, the checks do not arrive on time, and getting the correct statements,
that they put the money in the proper category, and in sending checks, because for
example, there were about five months when they did not send a thing. (Looking
at astatement) For example, in here they say that there' s adeficit of $5000, and |
already explained to them, | sent them copies of everything, and they insisted, but
they haven't fixed that. So, they are the problem.

Sofia also says that participating in the program is not easy because she is responsible for
so much, like interviewing potential caregivers.

Benefits of the Program

Marilena says that the best thing about the program is “ getting the money.” With
some prompting from Anne she says that she likes taking classes in speech, drawing, and

dancing, and massage therapy. Sofia appreciates the flexibility of the program,

... for the speech therapy | can get the therapist that we want, we can get her more
therapy, because we can negotiate the money, so she can get more hours of
therapy with the same amount of money that we had before. With MedWaiver we
had to use the therapists they indicated, and now | can get therapists from the
community and the pay isless, so it comes out as more hours of therapy. The
same happens with the massage therapy, we got a therapist who doesiit for less
money and we can get more hours for the same money. We also have more
flexibility in terms of the people who work with her. (The programis) worth it,
because | think that you get better quality of service, and oneisin control of the
guality. One has a big community where one can get all the services.
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Consumer Story 10

Mr. Kent Joyner is a 43 year-old divorced white male with Multiple Sclerosis. He
lives alone in an apartment in aworking class suburb and has a non-family careworker.
Kent’'s apartment iswell maintained and isin an apartment complex which was converted
from atwo-story motel with an in-ground swimming pool at its' center. He was friendly
and seemed glad to have visitors. The apartment was clean and organized. The living
room was decorated with many photos of family, including photos of his daughter who
has not seen in six years, who he spoke of often. Also visible were Kent’s wheelchair,
scooter, and computer. The consumer was well-groomed and clean-shaven. The
apartment smelled of smoke and Kent smoked throughout the interview.

Enrolling in the Program

Kent heard about Consumer Directed Care from his previous case manager who
told him he would be a perfect candidate. Kent explains why he was attracted to enroll in
the program,

... itiseader, | think, to hire friends and family and make some of your own

decisions and not have to worry about can they get a hold of my case manager

because that sometimesis hard.

Medical Condition

Kent was diagnosed with Multiple Sclerosis thirteen years ago. Kent explains
what happened 8 years after hisinitia diagnosis,

| had two exacerbations and they took me down quite abit. | wasin the hospital.
They put me on Medrol megadoses every six hours. | wasin the hospital for two
days and came home and then started getting all these nursing aides and whatever.
Y ou never know what the attacks will do to your system, but | get along pretty
good.
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Kent'sleft sideis paralyzed. According to Kent, one of the problemswith M.S. is
that, “Y ou never know from one day to the next what is going to work and what’ s not;
what part of your body is going to (work or not...). Kent’snon-family careworker Joan
says that Kent has run himself into a dresser with his scooter and has also fallen, although
never when she was caring for him. Kent wears aMedic Alert device around his neck in
case he needs to summon help when heis alone.

Previous Experience with Agencies

Kent feelsthat Consumer Directed Care is much better than his previous
experience with agencies. The worst part of using an agency for Kent was the turnover in
workers,

| went through probably six different workers. 1I’'m very tired by 10 am. and my
energy level decreases as the day goes on, so when they got here later or called
me to say that they can’t come it didn’t work. The agency would send somebody
else or my caseworker would call another place (to find a careworker). | got tired.
| had one girl that stole my cell phone. She would go down and do my laundry,
but | didn’t know if she was doing my laundry really or taking my quarters. |
don’'t careif she (a careworker) isafew minutes late, but just get here. Don't call
me and say (you can’'t come). If you are afew minuteslate, it’sno big deal, but
when you get up in the morning and things are not working right, you know you
need help and it’s nice to know that the help is coming.

Even though Kent was unhappy with agency services, he liked his last agency
worker who he hired through the program because,

Once you get comfortable with one person, they know how you are and you know

how they are, and they know exactly what (you need), and | have a compulsive

persona, and the thing that | like to know is that things are put in place, and Joan

knows that and she will put things back.

Joan is a licensed home health aide who worked with Kent through an agency for

ayear before he started on the program. She decided to continue to work for Kent on the
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program even though she took a pay cut because, as she explains, “1 felt that it would
have been detrimental for his emotional well-being to just drop him.”
Needing Help
Kent describes what he needs help with and what he is able to do himself,
“Personal care, food, meals. Those are the three major things (I need).” Kent needs help
with homecare as well, athough he says that he triesto keep things clean in his
apartment. His second non-family caregiver helps him with house cleaning.
Kent hasameal service which helps him take care of some of his own needs,
When the food gets delivered, it isall ready. | can make my own coffeein the
morning. My dishes, what little | have, | can do myself. If | am staying up here
(in the apartment), | use my wheelchair in the kitchen. | get along pretty good. |
can go to therefrigerator.
Kent adds that he can’t make his own bed, but that he can sit at the computer in his
wheelchair. He uses his scooter when he goes out and can do his own grocery shopping
and banking. He hasacar, but he explainsthat heis*grounded” wheniit rains.
Kent relies on the personal care he receives from Joan,
She bathes me in the shower. She helps me in the shower and she makes my
bed....she helps get me dressed, anything | need. She will normally make coffee
in the morning. If my garbage needs taking out and my homemaker is scheduled
for Monday and Friday she will take the garbage out. She will just make sure that
everything istidy. Sheisarea big help.
Kent thinks that bathing and dressing are the most important things that Joan does for
him.
Joan describes her work for Kent as, “Homemaking, personal care, and errands.”

Joan straightens his apartment, prepares meals and assists Kent with showers because of

hisleft side paralysis. Joan describes some of the work she does,
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| empty the coffee filter and set up the coffee, roll up the cord on his scooter, fill
up water jugs, water plants, and (cleaning) he really can’'t do any cleaning. If he
drops something on the floor he hasto leaveit, but it is difficult for him to
retrieve it back. When | first started seeing Kent, | did arrange for him to have a
shower seat because before that, he was standing up and holding on with one
hand. That was tough.

Careqgiving Schedule

Joan works four days aweek on Monday, Wednesday, Friday, and Saturday for
an hour and a half each day. Kent gets up at 5:30 in the morning and is already up when
Joan arrives to help him. Joan says that she works, “... first thing in the morning from 7
o’ clock until 8:30 four days aweek.”

Caregiver Pay

Joan worked for Kent through an agency before he started on the Consumer
Directed Care Program. Kent liked her and wanted to keep her,

... her agency lets me use her (Kent hires her through the agency). She knows me

and | know her, and | am very comfortable with her and so when | couldn’t hire

her directly, | had to hire the agency, which is $17 an hour. She doesn’t get that
much. But, that’swhy | had to do it in order to retain her services. | think (she
gets) only like $9.50 or $10 (an hour)[the agency gets the rest].

Kent has a monthly budget of $1,036 through the program.

Joan took a $1 an hour cut in pay to keep working for Kent. Before the program
she made $10.50 an hour, now she makes $9.50 an hour even though Kent pays the
agency $17 an hour. Kent had a second non-family careworker who helped him clean, but
she quit because he could not pay her more money.

Supervision
Kent says that he supervises Joan' s work. Joan says that, “1 just let him prioritize

what needs to be done for that day, but it is always personal care (that comesfirst).”
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Caregiver Experience and Future Plans

Joan is alicensed home health aide and she feels that it isimportant to have
training, “Y ou definitely need training, especially with someone who is disabled or
physically challenged.” Joan plans to continue this type of work, “I would like to go
back to school and further my education, either as a medical assistant or in nursing.”

Joan does not feel that her experience working with Consumer Directed Care differs from
her work with the agency, “It isbasically the same. It doesn’t matter who writes the
paycheck. The work is still the same, and it depends on the person, too. Some people
think of it asajob. | think of it asacareer.”

Caregiver Qualities

It isclear that a stable caregiving arrangement isimportant to Kent. He aso
thinks that a caregiver must be honest, have integrity, and be trustworthy. Kent thinks
that it is better to have a non-family caregiver than afamily caregiver. Kent hasafriend
who is helping him and athough heis not specific about why this arrangement is a
problem, he comments, “A friend of mineis helping, but he crossed theline... you can’'t
cross the line between friendship and this. It'savery delicate, fine line and you can’'t
crossit.” Kent also saysthat he would not want his mother to help him.

The Caregiver Relationship and Stresses of the Job

Joan describes her relationship with Kent as professional. Joan likes working for
him, but it bothers her when he becomes upset,

He has a good attitude on most days. It isfrustrating, for example, if heistrying
to write acheck in his checkbook and tear it out, it is amost impossible with one
hand. | asked him, “Look. Can you please let me do these things while I’m here
and then when I’'m not here, you can pound on the table.” To see him when heis
trying to complete something and thereisalot of frustration and it does make him
upset, and so that bothers me alittle bit because | don’t like to see him get upset.
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Other Use of the Cash Allowance

Kent used his cash allowance to have a wheelchair ramp built outside and to pay
for termite extermination.

Problems with the Consumer Directed Care Program

Kent found the program very confusing during the first six months, but that it is
“coming around” now. The consultant is helpful, “For the first four or five months, (the
consultant) was kind of new at it, too, so | had a couple of questions that even (the
consultant) couldn’t answer, but we got it worked out.” Kent also has problems
understanding the financial statement and feels that he must be vigilant about seeing that
all the bills are paid. He worries about what he will do if someone wantsto be paidin
cash, but he can only get checks through the program. Kent feels that things are going
more smoothly now that he knows how the program works. Kent’s consultant felt that it
was difficult for Kent “to do his own case management,” because the actual work of
managing your own care is not very glamorous. The consultant thinks that consumers
like the idea, but are not always prepared for all the work involved on their part. Kent
says, “Once you know your responsibilities, it works out great.”

Benefits of the Program

Kent describes the benefits of the program,

Y ou are able to make some of your own decisions about what kind of help that
you can get instead of having to rely on a case manager through an agency who
setsyou up for the help. Y ou are allowed to make (decisions) and by hiring
family, it isyour responsibility. It’s not theirs and you are allowed to (decide who
does what), my neighbor next door, for instance, is cooking for me. But it helps
as far as basically being able to make your own decisions about the kind of people
that you can hireto help you. That’swhat | like about it. It gives me something
to do.... | make choices myself. The most important is the choice not having to
contact agencies.
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Kent would recommend the program to someone else because “Y ou are the case
manager, you are in control.... | don’t want to be dependent. Somebody else doesn’t

know what you need. You do.”
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Consumer Story 11

Paul Farmer isa 10 year-old African-American boy with Down’s syndrome who
livesin alow-income suburb of Tampawith his grandparents. His grandmother Emma
acts as his representative and caregiver. His grandfather William and a non-family
caregiver each work 80 hours amonth. The Farmer’s house was simple and clean. Paul
sat in the small living room wearing only a diaper while playing with toysin front of the
television. Paul communicates using American Sign Language, gestures, and also uses a
Dynovox, which is a computer that has iconsillustrating actions and objects to facilitate
communication. Emma Farmer answered the interview questions for her grandson and
the other caregivers.

Enrollment

Emma heard about Consumer Directed Care from her consultant who was already
working with their family in another program. As Emma says, “My consultant thought it
would be agood ideafor us to join the CDC because it would be a better way of getting
supplies and some of the services that Paul needed.”

Feeling Confined

According to Emma, the Farmer’ s previous experiences with agency services
were not always positive,

(With agency services) we were like confined or had to find another family
member that could come in and watch Paul if we wanted to go somewhere. Or if
we wanted respite care we would have to ask for it a couple of daysin advanceto
see if someone (from the agency) was going to be available to comein. And then
the agency would have different people coming in and out of your house — |
didn’t particularly like that. 1t was not just one person, it would be different
people. Paul would get used to one person and then they change and you' d have
somebody else.
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Helping with Daily Routines

Emma describes the help that Paul needs,

He needs help with hisdaily routines; he is not toilet trained so he uses diapers.
That’s been a big help, buying the diapers. Before | was buying them out of
pocket and that’s very expensive. He needs help with just about everything that a
normal person would do on their own. He' s not toilet trained so we have
constantly to change diapers and stuff. He needs help with bathing, brushing his
teeth, combing his hair, putting on his clothes.

Around the Clock

Emma and her husband work hard at caring for their grandson,

WEell, with me and my husband it’s a round the clock thing, from the time you get
up to the time you go to bed. But asfar as (paid) hours are concerned, my
husband basically putsin about 80 hours a month.

| work outside of the house and | would have to take off from work in case Paul
needed to go to the doctor, that’s where my husband comesin. He takes him to
the doctor, takes him to the doctor’ s appointment, where | don’t have to take off
fromwork. Also, if the school needs usfor any reason, likeif he gets hurt on the
playground or something like that, they can aways call my husband and he can
go to the school and see what’s going on. The same with the non-family
careworker, she's available, the school has her number to give her acall in case
they can’t reach my husband or myself. Or if I’'m not able to get therein a
certain length of time, they can always call her. She can go and see what’ s going
on.

Emma describes the non-family caregiver’s schedule,

Her weekly schedule is during the school term, she'll pick him up from school
and keep him until 5 o’ clock in the afternoon when | get off from work, and either
myself or my husband will pick him up. And on the weekends if we want to go to
dinner or go to amovie or something like that, I can always call on her and she'll
keep him for a couple of hoursfor us. (Her hours) vary, because during the
school term she doesn’t have that many hours and during the summer she will get
more hours because Paul’ s not in school, so it varies according to what time of the
year itis. And holidays, if we decide to go somewhere, she'll keep him.

94



Pay

Emma receives no pay, but both her husband and the non-family caregiver receive

$16 an hour and each work 80 hours a month.

The Cash Allowance

needs,

In addition to buying diapers, Emma uses the cash allowance for her grandson’s

His clothing, like because every other week he'sin adifferent size, soI’'m
continually buying clothes for himin order for them to fit, that type of thing. The
bicycle was purchased from the budget. It’'s an adaptive bicycle for disabled
people and it has the foot restraint, and the back support. Where he wouldn’'t be
ableto ride anormal bicycle, this helps him hold his balance, and it's also
stationary, where if you just want to exercise on it you can do that and you can
take the exercise part off and make it aregular tricycle and go out and ride it.

Qualities of a Good Caregiver

Emma sidea of agood caregiver is, “ someone that’s compassionate, someone

who has patience and can deal with a child with special needs.” Emma hired a non-

family caregiver who worked with her grandson Paul with a previous program,

| just continued to use her after we got on the program because she was very good
with him, and knows his routine, and she picks him up from school and just takes
him wherever and if he needs to be taken she keeps him, like if we need to go out
of town she'll keep him overnight, that type of thing... Non-family (caregivers)
are good because it gives the child an outing, not confined to being home all the
time, and Paul basically can be around other people.

A Helpful Consultant

Emmais pleased with the consultant,

She'svery helpful. Wedon't have alot of contact because | have very few
problems with the program, but anytime | have a problem | can call her and she
calls meright back and it getsresolved. In the past, she's helped me with keeping
my budget straight. If | had any problemswith “PAS’ (Personal Assistance
Services) shewould call them if | needed her to, that type of thing.

Paul’ s consultant says that Emma does not need much help,
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She's extremely competent. She's extremely independent. I’m not going to step
in where she feels that she’s getting what she needs...I’ ve provided her
information on where to get resources. | have provided her information on how
she should deal with employees. | have provided her information on basically
what kinds of equipment and what kinds of services she can expend money on
and what she can’t, and like | said, she often has aready expended it once find
out.

Problems
Emma’ s problems with the program are minor,

| haven't had any problems with the program except for the statements that PAS
hands out. They are very difficult to read for anormal person and that’s the only
problem I’ ve had with them.

According to the consultant,

My clients have been pretty screwed up at the accounting level. It'svery
frustrating and the problems are ongoing, but the problems were much worsein
the beginning than they are now. | don’t know if things are getting easier or
consumers have just given up. I’'m not sure. They put them through alot to begin
with and they (the consumers) are kind of used to beating against the wall instead
of walking through a door and they get tired of it.

How | resolve problemswith PAS. Five or six phone calls and hope you get a
call back. They continue to take money out for taxes where clients should not be
paying taxes... They continue to do things likethat. They also give
misinformation to the clients. They tell them that they need approval for
something that they don’'t need approval for, and they don’'t read the plans, and
they deny things that they should not be denying. My guessisthat they are
overloaded.

| hate to be negative. Sometimes | feel with this system | am put in a position
where | am approving something because it has already been done. That would
not be approved on the regular Med Waiver Program. It could get me into alot of
trouble. It'san uncomfortable part of the program... There have been some
problems on this case with purchasing and feeling like | am put in a situation
where | am being asked not to be honest, and | can’t do that. In reality how much
do I know about what the consumers are doing with the money? 1’ m not auditing
their bills every month. They are not coming up with the bills every month. If |
was doing something like that, they may as well be on the regular program.
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The Freedom It Gives Us

Emma describes what she likes about the CDC program,

It helps us by giving us some freedom because we have an outside caregiver. A
personal care assistant that helps with Paul, and it gives us some freedom in case
we want to go out, we can always call the outside personal care person to take
care of him outside of the home. Because before, the services through the
Children’s Medical Service that we were receiving, if their funds were cut, then
our services were cut as far as consumer products and respite care so this program
helped out. We know we have a set budget and we are able to continue on a
month to month basis as far as getting consumer products and not having to come
out of pocket. The benefit isthe ability for the caregivers to control the budget —
at least you know where the money is going and it gives them the freedom to be
able to say how the money is being spent. Where before, it wasin one agency’s
hand and you didn’t know if you were getting what you were entitled to.

Emma says that she would recommend the program to others,
| would give them the advice; get on the program if you can. It'svery helpful and

very beneficial. It givesthe caregivers some freedom and the ability to be more
relaxed and not so confined all the time.
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Consumer Story 12

Sarah Sullivan is an 8 year-old white girl who lives with her mother and father in
amiddle class suburb of Tampa. Sarah has cerebral palsy, is quadriplegic and uses a
wheelchair, and also has devel opmental disabilities. Sarah’s mother, Jennifer, is her
representative and her grandmother is her personal careworker.

The interview was conducted in the Sarah’s home with her parents Jennifer and
Mike who answered all the questions. The home was clean and bright and had been
remodel ed for improved access for the consumer’ s wheelchair. Sarah was nicely dressed
and seemed interested in the interview process, wheeling in and out of the living room
periodically. Sarah’s grandmother cares for her before and after school and in the summer
while her parents are working full-time jobs.

Sarah’s Disability

Sarah’s mother, Jennifer describes Sarah’s medical condition and needs,

She has cerebral palsy and spastic quadriplegia. She doesn’t sit, walk, or stand
independently. Sheis mentally impaired as well, although it hasn’t been officially
determined at what level yet. | don’t have the doors right open there, but she has
some severe orthopedic impairments... She can pretty much say [some things].
Not as well as other children, but she can say, “Mommy, are you hot?’, meaning
“1’m hot, Mom,” Things like that.

Sarah’ s father continues with a description of her speech,

She has a developmental delay with her speech. Y ou can understand her but, she
may say it adifferent way. Y ou have to determine or discern from when she asks
if Mommy’s hot, that she’shot, but . . . and there are other times where she can
just [speak clearly] and she'll say something like, “Mommy, I’ m thirsty” or, she'll
speak of herself in the 3 person, she'll say “Sarah wants some Boost.” That's
what she'll do.
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An Efficient Program

Jennifer described why she and her husband decided to enroll in the Consumer
Directed Care Program (CDC),

It seemed like it would be alot more efficient. | wanted more control and | think
alot of parents, at least my friends feel like we' re the last person to be consulted
about anything. You can’t get anything without a doctor’s prescription even
though you know your kid better. 1 mean I’m not talking medication, I’m talking
about simple things like orthopedic braces. We end up calling the doctor because
most of us are on very good terms with our physicians and saying, “Hey, | need a
prescription for (whatever). Canyou get it for me?’ and they doit. Soit’slike
we are thought of (as) so lowly by so many people who supply the services and
insurance companies and everybody else, CDC was away to at least get some
control, because, we are ultimately the ones who are making decisions for our
children. | feel like we' re the captains of this team and yet nobody seemsto
understand that. There’ s nobody, there' s no one professional person out there
saying “Here' swhat you need to do for Sarah. Y ou need to take her to an
orthopedist. Y ou need to take her to Shriners, too for this. You also need to take
her to a neurologist and see what they say, but make sure they talk to each other.
Because they (the doctors) don’t (talk to each other). Y ou need to get this
standard for her because that’ s the best. Nobody saysthat. They say consult your
physical therapist who says, “L ook, talk to your occupational therapist.” So you
have to be the hub of that wheel and nobody who is supplying the funds seems to
understand that and that’s very, very frustrating, so this project really, really
appealed to me because, like, finally, maybe we can actually say, “Here' s what
we need, here’ swhat we can do to get it, | can find it cheaper over here.” You
know? Let’'s get over some of these hurdles. That's why CDC was appealing to
us.

Around the Clock Care

Jennifer describe what she and her husband do for Sarah,

Pretty much everything. She can feed herself with assistance. She can actually
use a spoon, but we have to help. We do all of her pottying. Sheisstill in
diapers, but we do put her on a potty chair. She has a schedule that she goes on,
but she's still relying on diapers. We bathe her, get her up in the morning out of
bed, lift her in her chair, help with her homework, cart her around to doctor’s
appointments, take her to therapy, we do her exercises every day. Sheistotally
dependent on us.
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Captain of the Team

Jennifer and Mike have developed an expertise in caring for their daughter.
Jennifer describes how they learned to care for their daughter,

Mostly trial and error. | mean, we' ve been taking care of her since she was an
infant. Initially, when we brought her home from the hospital, she was very, very
sick and we had some instructions from the physicians that she had more medical
conditions than she has now, you know. But it’sjust kind of trial and error.

Mike stresses the importance of learning by experience, “Y ou just get a diagnosis or
prognosis and you know basically what you' re starting with but, as you go you learn
things, just like raising any child, | guess. But with special needs, it's more involved.”
Mike saysthat he and his wife receive advice and input from many different people.
According to Jennifer, everyone has ideas about how to best care for Sarah,

... and our therapist, and her orthopedic surgeon you know has ideas, like you
need to make sure that she stretches out her hamstrings everyday and you can do
thisin thisway, thisway and thisway, so you know we follow their advice and
do it that way. They say to do floor sitting, but like you can see, her now, we' ve
got her propped up in front of the TV with her legs on a Huggie box doing it that
way, because she's more entertained and it doesn’t take our time, so we've kind
of adapted.

And with children and | know that most parents feel thisway, you feel that you
are the captain of the team. Most of us have very good relationships with our
physician and you know, | have no doubt that | could call my pediatrician right
now, get a hold of her and get a prescription for Sarah over the phone based on
what I’m telling her, because she knows me. | know her. She knows how we are
... shewouldn’t give me a prescription for anything too off-the-wall but if it was
something that she knows is consistent with her diagnosis, she would. And the
orthopedists are the same way. They give us suggestions, we decide okay, well,
here’ swhat we're going to do... The orthopedist doesn’t really care how achild
doesin school. For instance, one of Sarah’s orthopedists says Sarah should sit
straight-legged at school all day long, or most of the day. Well, that doesn’t really
work well, because she’ s got other things to do during the day and so we have to
modify what they’re telling us. Another one wants her to wear a brace which we
have and she wears sometimes, but we had to say, “Well, we respect your
opinion, however, what you' re forgetting is that the kid wears diapers.” or what
good isit if she's standing in the brace and we can't get the diaper off? You can’t
put adiaper over it. So, although that’s areally good orthopedic thing, the brace
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isnot really practical for my daughter in that sense. So we, as parents have to say,
“great ideafor her orthopedic needs, however, globally, it's not such a great

idea.” Maybe Sarah can’t wear it to school, because she' s got aids who diaper her
and if you take the brace off, she crumbles. | think we (the parents) are the
supervisors of everybody else. ... . That’show we view it. Nobody supervises
us. We supervise them and put it all together and say, okay, alittle bit of you and
alittle bit of you and alittle bit of you.

Scheduling around Sarah’ s Needs

Both Sarah’s mother and father work full time and they must schedule their jobs

around their daughter’ s needs and schedule. Jennifer describes the important schedule

issues,

Both of us have outside jobs and, fortunately, | am able to work out with my
employer that | can work in the afternoons at home from my office here, so my
husband has to be at work at 1 and | get off at 1:30 and the school bus gets here at
2:15, so I’'m shooting home to get the school bus. During the summer time, we
have Camp Sparks, whichisan all day thing so | try to get her around 2 because
that’ stoo long for her, to be away all day. Anyway, between our schedules, and
he has quite a bit of vacation time, which he has scheduled all around Sarah’s
school schedule and days that we don’t have care, and between that and then my
mother, she’s a snow bird, so she’s down here during the winter months, she help
us out when she can, so we manageto do it ourselves... We have a couple hours
that we have trouble with...

Sarah’ s father Mike describes the start of atypical day,

Well, atypical day starts with me. Jennifer goesto work about 7 (am.), | believe,
and so | wake Sarah, depending on whether or not she has school. 1I’ll wake her,
dress her and give her breakfast, which consists of her Boost, mainly, and prepare
her for whatever--school or camp. | pack her lunch and whatever she needs; the
supplies she needs and most of the people at school or at Camp Sparks are aware
of her situation. That'sall | do, basically.

Jennifer continues,

That'sin the morning. Then | race home to get her off the school bus and until
recently, two days aweek, took her to therapy, every two days and we always
have a doctor’ s appointment at least once aweek it seems. In fact, we have one
Monday. Mike s going to take her to and drop Sarah off at my office, likea
constant tag team thing. But then in the evenings, we do homework when school
isin. We do whatever exercises we have to do. We take abath then | put her to
bed and that’ s her day. Then on the weekends, because | can’t stand doing baths--
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| hate doing baths and she' s getting heavy, Mike does the evening rituals to give
me a break.

Mike and Jennifer’ s tight schedule is eased slightly by hiring Jennifer’s mother as
acaregiver. Jennifer describes her family caregiver, who she refersto as the respite
worker,

| have afamily person that | pay that worked out very well. Asarespite worker,
we' ve used my mother when she’s down here (in Florida). That’s worked out
really well because Sarah won’t stay with anybody else and it’s very hard to find
anybody that’s qualified that’ s around for any length of time consistently, so
finding someonein my family . .. she’'sjust been available to us because my
father just retired. She doesn’t work. She'sbasically somewhat disabled because
she has trouble with her hands, though she’ s had lots of surgery for carpel tunnel
and tennis elbow—anyway, she can’t work otherwise, so thisisanice little
income for her. She gets like $300 a month for respite care. Of course, | think we
told her we'd pay her $10/hour, which is only 30 hours amonth. She has Sarah a
lot more than that and she doesn’t get paid for it because she's her grandmother
and sheloves her. But it helps her out immensely. And it’s made her feel good,
like she’s helping us.

Mike adds,

And it’swonderful for us because their (my in-laws) scheduleis so flexible. Like
there' s times when Jennifer has things she needsto do and | have my work
schedule, and someone needs to be here and you can just call them and they can
be here. And an outside person we canrely onlikethat . . . (isvery convenient).

According to Jennifer, her father isabig help, too,

| shouldn’'t leave my father out of this. We're paying my mother and it’s her job,

but my father’ sthere all the time and he' s doing thelifting . . . | mean my mom

takes care of Sarah, but he lifts her on and off the potty, gets her out of her chair,

you know. We had an ancient potty chair that we gave to them and then we got

her anew one that’s alittle better and easier (to use) for our home so my parents

have a potty chair down theretoo...

For both Jennifer and Mike, the availability of Sarah’s grandmother for respite
care is an important advantage of the CDC program. Jennifer says that she is sometimes

caught in traffic coming home from her job to get Sarah. Mike describes what happens,
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And you're panicked, | mean you' re panicked. If Jennifer calls me and says
“Hey, can you go into work late because I’m stuck in traffic,” and I’m already on
my way (to work), by the time | get back, Sarah’s bus would probably already be
there. So, we call Jennifer’s mom (finger snap) mom can come right out.

Jennifer says that they cannot get that kind of help from anyone else,

Even our friends, we have afew friends; Sarah’s friends, actually, their parents;

we're all kind of in the same boat so we would do that for each other, but the

chances finding them available to do that when we'rein acrisisis one to none,
because, you know, they work too.

Mike and Jennifer can only call on Sarah’s grandmother half the year when she
comes down to Florida. Mike says, “The rest of the time, both of us have sacrificed time
at work because Sarah comes first no matter what.” Jennifer saysthat it islucky that her
husband gets vacation days he can use.

During the summer, Jennifer describes how they rely on summer camp for their
daughter,

The only thing that (helps us in the summer) is the county summer recreation

program for disabled children. | don’t know what we'd do in the summer time

(without it), because my mother is not here, there's no daycare or anything like

that so we would have a problem.

The summer camp program for disabled children up to 21, it only costs $75 for

the entire summer, and they actually have programs for typical children aswell.

They’'re hard to get into. | mean thereisawaiting list and all, but I don’t know

what we would have done without that ...

Her Grandmother Loves Her

Jennifer thinks that the relationship between Sarah and her grandmother is an
important one,

My mother thinks that grandmothers should be obligated to do that sort of thing.
Y ou know, wetell her, it'swork (to care for Sarah). And she knows it’swork.

It'sjust that she loves her granddaughter so much. Unfortunately, some women
cannot (work for free so much), because their choiceis, “1 either work and make
money, or | take care of my grandchild and don’t make money. | haveto live. |
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haveto eat.” And this (getting paid for caregiving) has helped my mother
tremendously. With my dad retired, things are tighter.

Patience is also an important attribute for a caregiver. Mike describes their early
attempts to understand Sarah,

(A caregiver) needs to be someone with a great deal of patience for this. Early on
with Sarah’s communication, it was not very good. We'd have to listen to things,
you know, over and over and she' d get frustrated cause she’ d have to say them
and then we’ d bounce them off each other and then finally, (snap finger) Oh! Yes
... how, now it'salot easier to understand her, so. . . it’s got to be somebody
with agreat deal of patience.

Consistency of Careqgiving

Jennifer describes important qualitiesin a paid caregiver, “ Consistency.
Dependability. Sarah doesn’t do well, if she has anew one aweek. She hasto get used
to that person. So we need someone we can rely on.”

Jennifer feels that her mother’ s consistent care of Sarah is very important,

It helps Sarah immensely. Yes, it helps my mother. It helps Sarah because she
does have the chance to spend more time with her grandmother. It helps us
becauseif | feel like I’ m paying somebody for something, even if it's my mother,
| don’t have a problem asking her to do it. Otherwise, you know, she'sretired, |
don’t want to ask her to take her timeto pick up my kid or, can you meet the
school bus, you know. | don't feel as guilty if | know that she's going to get that
check, insignificant asitis. ... your parents might have been doing you favors for
years. It'sharder to just ask them over and over and over.

Use of the Cash Allowance

Jennifer and Mike have found many uses for the cash allowance. They used some
of the money to build aramp for at her grandmother’ s mobile home so that Sarah could
stay there occasionaly,

| use my savings to buy aramp because Medicaid never would have bought a

ramp for their home. So, it’s nice for Sarah to go to her grandmother’ s house, and

that’ s the only way to get her in. We've just got a 300-pound wheelchair. We

can't carry it, so the only way she can go to Grandma sisif Grandma has aramp.
Now Grandma wants to do some home modification, like making the door wider.
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She’ s going to use the respite money to make the door wider because we know
the Medicaid Waiver wouldn’t pay for that. So it enables my daughter to go to
her Grandma’ s house, which | think is very important.

She (Sarah’ s grandmother) actually has a hard time getting paid for this, “I’m the
grandma. | shouldn’'t get paid for this.” So the first check she got, she took her
check and got Christmas presents. And that was a good thing for her; alittle more
(presents) for Sarah. She has a hard time spending it on herself. She wantsto
take us al out to eat when she gets her respite check. It'sgood for her and it’s
good for Sarah. She (Sarah’s grandmother) has a hard time with it (taking

money).

Jennifer describes the advantages of the cash alowance,

Being able to have a certain amount of fun. Being able to spend it in the way that
works best for Sarah. With some restrictions, | use the example of being able to
buy the feeding supplies and spoons and | know thisisn’'t alot of money, but
actually along the same order, | bought a couple of writing instruments for her at
school because she's having a hard time. She can type her name. She can’t write
her name, and, you know, they’re 12 bucks apiece and so | bought one for home
and one for here. That’s 25 bucks, but 25 bucks! 25 bucks! (that’s alot of

money).

And that’ s just for her to be able to write her name. | bought a slant board for
school. These were like money I’'d saved. That’s not Medicare Waiver money.
That kind of stuff, | could drop a hundred bucks a month, easily on that kind of
thing. That’sthe biggest difference (in having a cash allowance).

In the straight Medicaid plan, too, thisis one little conflict | had with them, they
were going to buy Sarah a stander, which they won't buy any more. because she
has to stand and bear weight. It’s very important medically. The stander costs
with the Medicaid supplier — they had to get the three quotes, the whole bit—it
was $1800. When | called Ripton directly and ordered it, | ended up paying $700
for it. And, you know, it'samazing. And the diapers, even the diapers. We got
the quote for the diapers. Like for instance, we just switched type of diapers
again and I’ m putting her in Pull-ups now, but they’re big Pullups. They'relike
the Good Nite ones. But the diapersalone, | can buy them cheaper at Publix now
than | can buy them through the same people who'’ ve been thru Medicaid, they’re
like twice as much if | go through Medicaid, even if | buy them in bulk, they’re
like twice asmuch. | said forget it. I'll buy them at Publix. Now the other brand
| was buying through them because it was the cheapest | could find. 1I’ve got
almost $200 a month to spend just on her Boost and her diapers and, | spend it
well. | know I’m going to spend $11.99 to get 18 or 19 diapers at Publix versus
$20 through Medicaid for the same quantity of diapers. It just makes no sense.
Andif | weren't on CDC, I’ d be spending bigger money. | wouldn’t be able to go
to Publix and buy those diapers. So the cash allowance makes a huge difference.
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| feel like we' re saving money and we' re reaping the savings, with her writing
utensils and her slant board. So I’ ve got two now, one for school and one for
home.

Mike explains why things cost so much,

One of the things we've learned in our situation is; al the things we need, just
because they place a handicap tag on them, the prices are so inflated, it's
mindboggling. ... We bought her achair that sat in atub, and it consisted of PVC
and mesh, something you could go to Home Depot and Lowe' s and buy for less
than $30. It camein at $200. Just for alittlething. The only thing they’re not
doing is holding agun on you... You haveto haveit. ..

For Jennifer,

| would say the monthly cash that comesin to help us with the Boost and the
diapersisvery, very VERY helpful along with allowing like afamily member to
be respite care. Otherwise, we wouldn’t have respite care and we couldn’t
tolerateit. That's, | mean, we rely on my mother now, but we wouldn’t be able to
enjoy it like we do.

(Before the cash allowance) Truthfully, it’s not so hard with things that | can buy
on aweekly basis because we live paycheck to paycheck, you know? We have a
nice home. We worked very hard for it. We don’'t have alot of extramoney. We
bought the Boost at the grocery store. (Before the cash allowance) the things that
were difficult (to buy) were like you spend sixty dollars on a slant board and
writing instrument for my daughter, just extrathings. | needed a shower chair.
How do | get ashower chair? A Medicaid Waiver would have bought that, but

it' s those kinds of things that make it tough, and those are the kinds of things that
Medicaid is actually cutting out, the higher dollar equipment things.

(The cash alowance) has really helped immensely because, things can be pretty
tight. ... Three and ahalf years ago, we bought this house, we sold our other
house, had it made so the bathroom was accessible. 1t was as much house as we
could afford. Wedid it for our daughter. And so, we were pretty strapped. And
you know, everything that we had was put into our house. Because we did the
shower, we did all that because our old house, there was no room to build, she had
alittle tiny box bedroom. Anyway, we were pretty strapped financially because
we were trying to accommodate our child. So CDC came along at avery, very
good time, because that was an extra almost $200 a month and it helped us with
supplies, and it’s helped us for the last year, and then we had to replace my van.
Things like that, ... Medicaid may have done that as well, but it’ s the time off
work, it'sthe researching, it'salot. It'salot.
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We actually spend more than that every month, so the $200 supplements, we put
it toward the Boost and the diapers and the wipes, and | also buy chucks for her
once, like every three or four months.

Mike describes other items they buy for Sarah, “Most the things we buy for her,
like there’ s only certain things she'll eat, like we buy bulk stuff from Sam'’s Club like her
little fruit cupsthings.” Jennifer adds, “that’s how our allowance is spent and again, our
allowance isn’t even enough to cover that, but it certainly helps.

According to Mike, the cash alowance has helped in other ways, “Well, it, it's
helped and | mean like stress. | mean we don't stress things, as much as we used to

before, when the services weren't available . . .”

One More Middleman

Jennifer did not have a good experience with the consultant,

Waste of time. One more middleman. | have educated her more than she has
done for me... She can’t answer my questions, had horrible training and she
honestly doesn’'t know the answers. So she kegps making the comment, “Boy,
I’m glad you’ re doing this first, because now | know,” and, “Where did you say
you found that?’” because | wastelling her. | get Exceptional Parent magazine;
most of my friends do... and I"'m showing her things I’ ve seen in the magazine
like the features of a hospital bed, “Look at this. Thisisrealy good. It lookslike
achild’' s bed, but it has the features of a hospital bed. Have you seen this?’
“Well, no | haven't.” “Well, it’syour job... Waste of time.

| end up calling Paths and asking, okay how do | really do this? And then they
end up telling me to call my consultant to get her permission and I’'m just...
(frustrated). | feel like the better way to do this, and I’m just talking my personal
situation . . . | talk directly to Paths and they have some type of authority to say
yeaor nay, you know, or here’s how you do it or here’s how you don’'t do it,
whatever and just get rid of the consultant cause she’s no good. And I’ ve thought
of changing several times but my friends, and | have a couple that are on CDC,
say “Mine sthe sameway.” “If we get a phone call back in three days, we're
lucky” (Consultants are) difficult to get a hold of, to get areturn call. My
consultant says “1’m going to bring that paper by and leave it in your mailbox.”
Never shows up.

But my friends are having the same problems with their consultants. And they’re
in the program aswell, so . .. What’ s the point of changing (consultants)? At the
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point when | was really getting frustrated, because | had several things going that
| really needed assistance on, and she (the consultant) was already in the loop. |
didn’t want to start with somebody new. | just didn’t know which would be
worse. So | felt, I'm doing it anyway. | might aswell just go for it. | basically
bypass her as much as | can.

| have no clue (why there’s such aproblem). And now that she's beenin the
program longer, sheis alittle more knowledgeable, but when | really needed the
(was) assistance in the beginning. One of the things we did this year was, bought
avan, and we put alift in, ahydraulic lift. That was huge. That was a big deal.
We spent, Mike and | spent alot of time shopping and we got our own consultant-
-which, I wouldn’t expect (our CDC consultant) to know these kinds of things-- to
help us shop for alift. We got the quotes. We did all that. But going through the
system, to try to get the money funded, you know, our consultant was no help.
None.

The consultant says that she does not spend much time on Sarah’ s case per month,

Thereisjust amonthly phone call, maybe 30 minutes... Other than a phone call if
Mom calls to say that she needs something, | don’t really have to give Sarah very
much time. Mom controls Sarah, all of Sarah’s affairs. And if Mom does contact
me to say that she needs something, it's only a phone call away or something, so
it still doesn’t take very much time. Mom calls me when she needs something or

| will just call and ask her how everything isgoing if | haven’t talked to her, and
then she will say everything isfine or | need thisor | need that.

Like for CDC, she says that she would have problems with receiving funds or
they are saying that she can't get this or that, | will call or, and sheusesme as a,
because pretty much when we get our CDC packet, we go over any savings and
what it would be used for, it’s all about what we want to use the funds for that we
are saving so that we didn’t have to go back and re-write everything, so
sometimes someone would get a case that they are not familiar or they don’t
really know what to do, and so | am called in to go in and clarify or just say it's
okay, she can do this.

The consultant knows that Sarah’ s grandmother was the paid family caregiver, but
is not sure who the caregiver is at the time of the interview,

| don’t even know who she has. | make sure that sheisbeing paid. | don’'t have

any problems getting her funds. Asfar as selecting who works for Sarah, her

mom selects all of that. She doesall of that. That’s the reason that she wanted to
have the CDC Program because she wanted to be in total control.
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The consultant feelsthat Sarah iswell cared for, “Mom is very, very, very
organized and very professional and articulate, and | think that she is going to make sure
that Sarah gets the best services available for her. Sheisdoing exactly what sheis
supposed to do with the funds.”

Problems with the CDC Program

Jennifer describes some accounting problems that she has had with the program
since the beginning,

In the beginning, we got a financial statement every month, but it wasn't very
easy to read and I’ m an accountant and | can read financial statements. However,
| found some errors on them, and one thing they do that | don’t think they should
do is send me a November statement but the beginning balance won’t agree to the
ending balance in the October statement so it’s like they went back and changed
the October without giving me a new October one. Well that does me no good,
because | can’t see what's going on and | feel like they should change their
format, which they did recently.

Now I’ ve got to be honest with you the last statement they sent me, | haven't
looked at yet because we' ve been on vacation. | just haven't looked at it. So
maybe it’s A-okay. But my Excel spread sheet does not match their statement.
And | know my Excel spread sheet isright... So | called them and | said, “Okay,
how do | read this?” Because | want to know. “All | want to know from you now
is how much money do | have left to spend at the end of this month, per your
records?” Because | want to know how much savings | have to spend. You
know. How much isleft? Well, they were ableto tell me. | spoke with someone
very knowledgeable there. “Here’sthelinel youto look at.” | have noidea
where they got that number, but it was close to mine... Because | want to use
some extrarespite money. |I’ve gotten other people’ s checksin the mail. When
we got our check for our van, what was it? An $8,000 check, | got two of those,
two $8,000 checks made payable to the same vendor. | called them back and |
said please void this and make sure it doesn’t appear on Sarah’s financial
statement.

| think the program is very good, but it’s been difficult in dealing with. Well one
other thing, | don’t know the other issue that | have with it is that the consultant
seemsto have the final say in what you can do and what you can’'t do. And my
friends, we talk (about what consultants do), which is probably the consultant’s
worst problem. The consultants have different rules. And one consultant may say
“Yeq, that’ s good, we'll do this under this category,” or whatever and another
consultant may say “Well, no, no way. You can’'t do that” But if she says, “No, no
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Mike,

you can’'t do that, that person’ s going to quit that consultant and go to the more
lenient one. So, that’sthe way it works. | mean right now, | have a name of one
consultant who is doing really well and really fighting hard for the people that
she’s representing. So everybody wants her because you can get more stuff.
That’ s the bottom line.

Most of the “stuff” that people are asking for islegitimate, good stuff that we
need but, there istoo much gray. There’'s no consistency and that’s another
problem with the program.... Most of the time, it’s necessity, whether or not they
consider it frivolous. | mean the plates that | was buying were not, you know
Mikasa. | hateto tell you, they're pretty ugly. Not like | want them. | need them
and the other thing isthe inconsistency .. The inconsistency between what one
person gets versus what the next person gets because the have a different
consultant or because they hit somebody in a different mood should not be. For
instance if they said, “Okay, you have $1000 for nutritional evaluation.” If |
don’t want to spend that money on a nutritional evaluation or if | save $300 on my
nutritional evaluation, | feel like | should be able to buy pretty much anything |
want with that, aslong asit’s for the betterment of Sarah, but aslong asit’s
something for her, | don’t see the harm in that.

According to the consultant, there were some start-up problems for Jennifer and

We had some problems with getting her; | can’t remember right now. It wasn’'t a
major problem; it was trying to get Sarah started up on the first of one month, and
we missed the deadline because we didn’t have, | can’t even remember what it
was; | think it had something to do with her insurance ... so we had some
problems with that initially, just getting the documentation that was requested,
getting it approved and all that, but nothing major.

About a month ago, she attempted to purchase something with the savings and
they told her she couldn’t. | called them and we got it cleared up and that wasiit.
Asfar as| know, | called Mom and told her what | did and what was said and |
haven’'t heard back from Mom or the CDC office, so I’ m assuming that
everything went smoothly.

Benefits of the CDC Program

The CDC Program has been a great help to the Sullivans. Jennifer describes the

advantages,

It's helped immensely in providing some services that we wouldn’t have gotten
otherwise. | mean, Medicaid flat-out wouldn’t give us the therapy for Sarah.
That’ s the most important thing to us, because, we both are offered health
insurance through our employers and neither one those insurance companies
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would give her therapy. That’s very important to us, a Medicaid waiver would do
that without CDC, | understand, but there are some things like the daily cost of
her Boost, her diapers, | mean, like we're spending like $4 aday in just Boost for
this child.

And she doesn’t eat well, so that’s sometimes that’ s all she eats. We have to have
that. And the diapers, now that she'solder, | can’t buy them at the grocery store
any more and they’re 75 cents apiece. So, they’re very expensive. So that has
helped immensely. The other thing isthe respite care. | can't tell you how niceit
isto have respite care. We just now are at the point with Sarah that she will allow
usto leave her for any length of time, so you know, a movie was unheard of.
WEe're just now at the point that we can enjoy that. That is atremendous help to
us. The other thing isjust allowing us the flexibility, for instance, | had some
nutritional money that | could spend . | didn’'t spend it al, | was able to use the
balance to buy some larger platesfor her ... some spoons. . . things that for
nutrition, that actually the nutritionist has recommended for her to get her away
from the baby stuff. She doesn’t need to be eating out of a baby bowl anymore.
She needs anice plate. You know, they’re expensive. So, we're able to use the
money for things

that | don’t think we could have done otherwise, or at least not as easily.

I’d encourage the CDC program definitely, because it has enabled us to do more

for her and get more for her spending the same dollars that otherwise might be
wasted because we' re overpaying other people.
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Consumer Story 13

Adam Connolly is a 26 year-old white single male with Cerebral Palsy who lives
with his parentsin ahomein rural Florida. His mother Nancy is his representative.
Adam attends an adult day care center for adults with disabilities north of the Miami area.
He attends the center five days aweek from 9 am. until 3 p.m. The center was clean and
spacious. Adam and his mother were interviewed in one of the physical therapy rooms.
Adam wasin awheelchair, was very friendly and welcomed the interview and the
guestions. Nancy engaged Adam in the interview and he was able to answer some of the
guestions. Adam and his mother seemed to have a strong bond and were loving and
playful throughout the interview. Diane, who is the Executive Director of the Center,
was interviewed as the non-family caregiver because Adam receives assistance at the
center during the day. There are six staff members at the center for fourteen participants.
Adam’ s parents take care of him at home after he leaves the center and on the weekends.
Adam has two brothers, one histwin, who have left home. The Connolly family isvery
close and Adam'’ s parentsinclude him in all their activities.

Enrolling in the Program

Nancy said that they decided to enroll in the program because it sounded very
appealing to be able to hire people that they already knew and trusted to care for Adam.
They were also interested in the flexibility of the program.

| Don’'t Have Seizures Anymore

Nancy describes Adam’s condition, “Cerebral palsy isthe mainissue. He was
one of a set of twins, and his twin brother is fine and never has been a problem, but...”

Nancy is surprised when Adam adds, “He was lucky.” She says,

112



That’ sthefirst time I’ ve ever heard him say anything. And then what happened,
seizureslike crazy. He contracted viral encephalitis back when he was eight years
old, and that’ s what started alot of the physical and therefore mental (cognitive)
problems, the seizure activity knocked him down.

In the last three years Adam has been on medication that controls his seizures and
has been able to make huge strides in his physical and speech therapy. When asked what
he needs help with Adam says, “I don’'t have seizures anymore.” Nancy describes the
change, “What adifference. There werealot of yearswith alot of seizuresand it has
been three years now with no seizures. It’'s absolutely incredible. Big change, huh?’
Adam adds, “No stupid wheelchair.” At a question from his mother Adam adds that he
hated his red wheelchair because of the harness.

Nancy describes how Adam’slife is changing,

(He has) awhole new life. (He's) out of the wheelchair now and he has been up
and walking around as best as he can. We still have a power chair for him, but
with the seizures (before) he couldn’t even begin to do a power chair on his own.

Diane has a so seen the transformation in Adam since his seizures have been
controlled,

Adam’ s needs are much smaller than most people (with cerebral palsy) who
typically don’t have language and their physical disabilities are far greater. Adam
continues to improve. His Mom works a lot with him and so the fact that he could
take those few stepsis amazing, he used to be in a power wheelchair. (His
progress comes from) the success of his Mom and just constantly talking with the
neurologist about some of his medications and he was just on awrong regime
before. What we thought was immaturity (was that) his medication was really out
of whack for his seizures. He had seizures frequently and he had areally hard
timefocusing. So when | first met Adam | just thought that’ s the way his
personality was. His Mom really, really stuck with one neurologist and when she
wasn't getting anywhere she would go to another neurologist and since they
changed his medication he has just blossomed. Things that he just couldn’t
remember before because he was so overdosed on some medications (he can
remember now). That’swhy he works so hard on academics that he retains it.

It's not like thisfutile effort... He' sreally making great, great progress.
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Previous Experience

Adam’ s family provided all of his care which was physically demanding until
Adam’ s recent improvement. Growing up, his brother’s helped their parents with
Adam’ stoileting and bathing. Adam attended a daycare center, but according to his
mother it was difficult to find a center that fit his needs,

Adam has been tough to place alot of times because of the fact that he has both

mental and physical disabilities, so he could either be good in one area and lousy

in the other and it has been hard to find a place that is a great center for him.

Because of SeizuresWe Lost aLot of Time

Now that Adam isimproving so rapidly Nancy feels that they are making up for
lost time. Adam needs to work on academic goals, interaction with his peers and
physical and speech therapy. Outside of the center, Adam’s parents take him wherever
they go. When Adam was still having seizures he slept through everything. Now he
interacts with everyone.

Diane explains that in the center Adam needs to work on basic academic skills
like writing his name and working on money skills so he can go to the bank and storesin
the shopping center to practice. Adam islearning simple food preparation skillsand is
also working on the computer learning basic Internet skills. Diane and the center staff
also take Adam on outings in the community to the library or to the zoo, or anyplace that
he finds interesting. Diane elaborates on Adam’s needs,

He needs assistance with just blocking in general, anything bigger than anut. He

needs alot of physical hands on help. (Adam needs) minimal assistance toileting,

minimal assistance with lunch, and setting up. He can feed himself, but just needs
some help with wiping and cleaning up and certainly, at this point, maximum
assistance with his academics which is what we focus most of our attention on.

And then agood chunk of the community integration things that we do certainly
requires one-on-one (assistance). Heis not near ready to go out in the community
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by himself. He needs somebody to get on and off the bus with him and talk to
him about where are we in relation to the Center.

Adam is able to meet his therapists at the center. Nancy explains that they live

“kind of far out,” so it would be a“massive” job to take him to the therapists.
Occasionaly Adam needs help with toileting which the staff at the center will
help with, When we were looking for centers for awhile, that was an issue. If he
needed any cleanup from toileting or whatever, they wouldn’t do it, and so that
knocked him out. There (can be) a hard little thing (like that) and you can fall
between the cracks.

The Importance of Flexibility in the Schedule

Adam attends the center from 9 am. until 3 p.m. He eats breakfast at home and
lunch at the center. Nancy says that after he leaves the center,

Then (he goes) home. He does have horseback riding. Before (the program) they

would not allow that as physical therapy, and | can include that as physical

therapy (now). He lovesthat and that enables him to be in the Special Olympics.

Winning ribbons and going to Tampa even for the state games.

Caregiver Relationship and the Qualities of a Good Caregiver

Adam’ s mother supervises Adam’s care. She brought Adam to the center because
of Diane,

She's non-family, but came to know her and trust her through the other center.

Then as he progressed and we had that flexibility to be able to come here

(because) we liked her leadership. We liked what she did. We liked the program

that she was starting up, and we were able to come here.

Nancy has a clear idea about what makes a good caregiver,

First of al their ability to interact and show just by their interaction that they

value those with disabilities, and their professionalism, too. But | guess their

consistency and | would have to say integrity, too. | certainly want to mention

that. And certainly again the ability to know that everything is above board, that

there aren’t any immoral, unlawful things that are going on.

Diane saysthat she and her Center are monitored and supervised by the state. She

describes her relationship with Adam as being very good because heis very happy and
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willing to participate at the center. Diane saysthat she and the center staff have to work
with him on advocacy issues because as a young person still living at home heis, “... ill
in that mindset of Mom makes all my decisions.” It a'so makes Diane feel good to see
how much Adam isimproving.

Other Uses of the Cash Allowance

Nancy uses some of the cash allowance to hire a couple who were teachers at
Adam’ s previous Center for occasional respite care. She considersit to be areal benefit
to be able to hire people she knows and trusts to care for her son.

Nancy and her husband bought a van to transport Adam out of their own pocket.
Nancy finds other uses for the cash alowance including the costs associated with the
power wheelchair and a small amount spent on entertainment for Adam,

He loves videos, so that’swhat it ends up supplying. It used to be diapers and
things like that. Now that the family dynamics have changed (with Adam’s
physical improvement), we don’t need a van other than for him specificaly, so we
are saving for the maintenance of the van because like when we go to church or
whatever, he wants to be in that power chair so that he can motor his way around
and all. So we still see (the van) as aneed, but it wouldn’t be thereif it weren't
for (the cash alowance). So he's using (the money) for maintenance, and my
husband saves a good amount on maintenance by doing things ourselves, but
there are some (repairs) that are beyond us.

The Role of the Representative

Nancy describes what she does as Adam’ s representative,

Basically, tracking down everything. So far, even with the transportation, | have
been trying to find companies. | have also been on the phone, making sure that |
get all the book work from everybody, all the invoices, getting al the
prescriptions and getting all that kind of stuff, too, to be able to have the physical
therapy and all. The phone calls are time-consumers. It's amazing. We should
order a secretary for him at times, but again, with that flexibility (in the program),
I’m willing to do that.

(I also) keep hislifein order when it comes to the paid invoices so that we can
keep himin the Center or that the therapists aren’t dropping him because they are
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not getting paid. (I have to) know his personality and know the people that heis
working with... There were several times that we ended up backing out (of care
arrangements) because we just did not feel comfortable with the situation. I'm
not going to risk it for him, I’'m just not.

How Effectiveis the Consultant?

Nancy thinks that Adam’s consultant, Cindy, wants to do the best for her son, but
sheis not sure how effective sheisin helping her family receive the services they need.
According to Nancy, Cindy has been helpful,

She knows her stuff, and | am comfortable with her. However, under this
program, | feel like | am doing the major part of the work, which | don’t mind,
and if | got that kind of flexibility, I’'m willing to do that, but to have that chunk of
money coming out and going to a consultant, | don’t know.... (When) | was
making this budget and making it come in line with the money, and they kept
saying, no you are over budget. And | would say, what? Why? What it wasis
that we did not factor in her amount, so all of my other categories were higher
than what they should have been because | didn’t know that | had to pull the
money or withhold the money, you know, for Cindy to be ableto getit. Soll
know there is something going out, and | want to say it’s around $1,600 per year
or something like that, but I might be off. | think that seemsto me what | had to
pull.

Nancy says that Cindy is good about calling her back. Cindy does a variety of
tasks for them,

She keeps al of the paperwork. Obviously, not the financial part of it. 1’'m doing
that, but | don’t know what the state al requires book-wise, so | guess there sheis
sort of in charge. Transportation has been a tough issue for us; finding somebody.
| don’t think that we are that far out, but obviously alot of these transport
companies do not want to deal with amile on the dirt road, so we just have had
real struggles, and she hastried. From what | understand, she tries hard, but, you
know, sheis coming up dry alot of times. So right now | am transporting Adam
again, and I’m not getting paid for that, but I’ m transporting him, and if that’s
what works to be able to still bring him here, | will go ahead. But | don’t know
how effective Cindy is behind the scenes.

Diane feels that Cindy has not been helpful or assertive enough in helping Adam
and hisfamily. Diane thinks that the two other Consumer Directed Care consumers at the

Center have better and more accessible Support Coordinators than Cindy. Diane thinks
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that part of the problem may be alack of knowledge about the CDC and a hands-off
attitude to former clients who are now consumers in the CDC program.

Problems with the Program

Nancy has had a difficult time arranging for consistent transportation for Adam.
Nancy isdriving him to the Center herself after receiving only two days notice that the
transport company would no longer take Adam. Nancy says that having transport for
Adam would help her, “but life is not about being easy...,. Sometimesit’sjust easier to
transport yourself than to mess with some of the aggravations.”

Nancy also has problems when providers, especially transport, do not understand
the concept of consumer direction and call the Support Coordinator for authorization for
their services, not understanding that Adam is paying them.

Nancy is not sure that she is correct about the arrangements, but she is concerned
that consultants receive the same amount of money from the program than they did
before consumer direction,

Asaparent, | don't want it to be a paid position for me. However, there are times

where it becomes time consuming and demanding on me as a parent and

representative. | don’t know how that balances out. | don’t know. | don’t feel
that the consultant should earn as much as what they get prior to this program...

Maybe they don’t make as much as what they used to. | thought they still do, but

| don’'t know that. If they do, then it’s wrong that they make the same amount.

| can see where the consultant is necessary, too, because they should be the

resource of knowing what transportation companies, what physical therapists,

what people are out there that they have used that they would be familiar with (as
aresource for families)

Nancy thinks that the parents and representatives should receive budget training,

Asabrand new rep, | know there was training for the consultants. However,

there was not for a parent or representative, and | think that there ought to be. |

think that there ought to be, whether it is a workshop or a class or something like
that, where we can come when we were starting out, with our budget and sit right
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there with the big guys who are either going to approve it or whatever, ask the
guestions, work through it, and get it done that day. That was a horrible
frustration for me starting out because by the time that the rule got to one person
to the next person and then to me, it had been misunderstood, and the amount of
phone calls and refiguring and time-consuming on that was absol utely
unnecessary and aggravating. So if we could go to the real source, that would be
fine, but to do that authority structure was frustrating, so | would highly suggest
that there be aworkshop for a parent just beginning on that budgeting...

Nancy has had afew problems with the Fiscal Intermediary losing paperwork and
“screw-ups’ in cutting checks. Nancy feels that the staff are trying to do a good job,
though,

| have never had arude person. They have always been very pleasant trying to

help and trying to understand... At least I'm dealing with people who act

professionally and are pleasant and courteous, so that isahuge help. | meanit’s
overwhelming for them, too...

Diane thinksthat it is difficult to increase services for a consumer once they arein
the program. Using Adam and several other program consumers as examples, Diane
thinks that if a consumer starts in the program without therapy in their care plan it will be

very difficult for them to add it later.

Benefits of the Program

Nancy says that she would recommend the program to another parent. Program
participation benefits Adam and his parents,

First of al, it givesusabreak. | mean physically before we found this and there
was some time there when | knew the kids (her sons) were leaving and there was
not going to be any help and he was so physically bad, | didn’t spend awhole lot
of time worrying about it, but it certainly was a factor when he was home for
awhile. It gives usabreak, but then it also gives Adam the opportunity for
interaction and then continues to bring that home and he isreal active in anything
wherever we go to church or with community events or whatever, heis always
with us, so it iskind of neat even when he has gone with “his’ friends and * his”
world.

Before the program Nancy feels that her family was very limited,
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We did not use the respite. We don’t abuseit, now, | mean it is not a huge thing
because | do have some family that lives an hour and a half away that could help
in major situations, most of the time, but (respiteis) huge. Again with the
physical therapy, with the horses, with the success that he sees in himself there
and the horseback riding, and then just the ability to interact with people (those
are the benefits of the program).

Nancy likes the flexibility of the program,

It does make life easier for me to be able to consolidate the location of therapy (at
the Center)... | feel that Adam’s in better health and a better mindset since we
have those choices, too... | think things have gone much smoother because we do
know what’ s going on. Again, the option to get out and to have a break, which
we didn’'t take before, and that’ s a huge thing to my mental well-being, mentally
and physically for me as the representative, but also as his mom.

Nancy asks Adam to add anything else he wants to say, but he is getting tired and

S0 the interview ends.
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Consumer Story 14

Mrs. Nora Bennett is a 98 year-old white widow who lives with her
granddaughter and her granddaughter’ s husband in a middle class neighborhood in
suburban Florida. Mrs. Bennett is awidow and describes herself asbeing “asold as |
feel.” Mrs. Bennett has mild dementiaand vision problems. Her granddaughter, Mary
Beth, is her representative and she has a non-family careworker, Sylvia, who worked for
her as an agency worker before the Consumer Directed Care Program started. The house
was very clean and elegantly decorated. At the time of the interview, Mrs. Bennett, who
was clean and well-groomed, was sitting on arecliner watching television. Shecried a
little when she saw that somebody had come to visit and talk to her. During the interview
with her representative, Mrs. Bennett became concerned because she was afraid she
would be asked to sign something, “1 did that once and | got into alot of trouble signing,
| ain’t going to do it anymore.” Mary Beth patiently explained the purpose of the
interview. Beth answered most of the questions, with participation from her
grandmother.

Being 98 and a Half

Mary Beth saysthat her grandmother’s only problem isbeing 98 and a half. Mrs.
Bennett takes blood pressure medication which she has been on for 30 years, but
otherwise takes no medication. She needs someone to be with her at all times.

Enrolling in the Program

Mary Beth heard about the program through her grandmother’ s case worker. She
said that she was interested in the program when she heard that she would be in charge of

how the money is spent and the caregiving hours, “I didn’t need too much convincing
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after that.” Mrs. Bennett also had an agency careworker who was willing to be hired
privately, “Had Sylvia not been with me, I’m not sure | would have jumped that fast.”

Previous Experience

Mary Beth has cared for her grandmother for 7 years. She and her husband
brought Mrs. Bennett into their home two years previously because she could no longer
be left alone. Before enrolling in the program Mary Beth relied on family members to
come and help occasionally. Once ayear she would pay aniece and a sister to stay and
care for Mrs. Bennett while they took avacation. Three weeks prior to the interview one
of Mary Beth's 18 year old nieces had moved in to help with Mrs. Bennett in exchange
for room and board. The family also had agency workers come to help Mrs. Bennett.
Mary Beth did not like having, “... 2 or 3 different people in my house al the time,
which was what was happening...., a one point there was a different person in every
single day for two weeks.” The agency worker’s hours were also not useful for the
family. Agency workers came from 8 am. until 2 p.m. even though Mrs. Bennett does
not get up until 10 am. Mary Beth said that workers were being paid to sit. She also did
not like different workers providing her grandmother with personal care like bathing
because she felt that this was unfair to awoman in her nineties who grew up with strong
ideas of privacy. Mary Beth describes how they worked with the agency,

We just did what we could. | had to work the schedul e that the agencies gave me.

It wasn't pick and choose. They said “ Thisisthe hour, you're entitled to these

many hours, we give you somebody three times aweek, eight hours aday.” |

don’'t need anybody three days aweek, eight hours aday. | need somebody spread

out for the period of time that my grandmother’ s active. That was a nightmare, but
that was the only thing available.... There was a period of about ayear before

Sylvia came to us, about six months maybe before the program became available.

The year prior to that | ailmost lost my business and everything because agency
workers never showed up, it was different workers and it was awful.
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Needing Help with Everything

Mary Beth saysthat her grandmother needs help with “everything—well, she can
go to the bathroom by herself... getting dressed, shower, fed, when I’m not here, we don’t
allow her in the kitchen.”

Daily Careqiving Tasks

Mary Beth does many things for her grandmother, “everyday living things. | don’t
bathe her, | do take her to the bathroom, feed her, do the normal things, we get her hair
dyed, we have afamily reunion by the end of August, so she gets to see great, gredt,
great, greats, four generations, five generations.”

Mary Beth describes what Sylvia does for Mrs. Bennett every day,

She comesin, gets her up in the morning, wakes her up, gets her breakfast, then

she brings her in here and they will watch TV, or read the newspaper together,

because she' s very interactive with Grandma. Sylvia usually gets her up around

12:30 or 1 o’ clock to go in and have her shower, gets her cleaned up from there,

then they have lunch, do whatever else, watch TV, there’ s not too much you can
do.

Sylviacooks for Mrs. Bennett. Mrs. Bennett is ableto feed herself. Mary Beth
thinks that the most important thing that Sylvia does for her grandmother is,
Keeping her clean, ‘cause | can't doit, | have abad back. That's what prompted
everything to begin with (Mrs. Bennett had afall in the bathtub) and | had a bad
back at that time, so it was time for us to bring somebody in the house. The back
isusually thefirst thing that goes, isn’t it?
Mrs. Bennett says of Sylvia, “She' s very sweet, she’sagood lady. She doesalot of
things for me, she gets me a shower, she takes care of me, very good in every way, she
does nice work.”

Sylvia sums up her work with Mrs. Bennett, “ Breakfast, shower, lunch, exercise,

and then | go home.” She elaborates on what she does,
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| doitall for her. She cannot do it herself at all. | give her the shower. | do her
peri-care.... and if sheisnot cleaned thoroughly she gets sore. She moves her
bowels and urinates and walks to the bathroom by herself, but sheis not too good
at cleaning herself.

Sylvia helps her dress,

She has to be helped. She gets confused, and she can’'t see. She says she doesn’t
(have trouble with her vision), but she can’t see anything. Mary Beth does her
hair. 1 do her nails. | take her for shots when she needsto go. If Mary Bethis
busy working, | take her to the doctors. It’s around the corner. She only goes
once ayear.

Careworker Schedule, Supervision, and Pay

Mary Beth saysthat Sylviaworks, “Four days aweek, six hoursaday” and her
scheduleis,

Whatever mineis. | amin my home one day a week because | have phone calls
(to make), and filing, and everything, so, whatever day that I’m home | won’t
have her come. She's here today only because you (the interviewers) were
coming. The rest of the day would be her off day. (When she comes) she's here
from 10:30 to 4:30 or 10:00 to 4:00, something like that.

When Sylviadoesn’t come to work it’s“My niece, or myself, or my husband” who stay
at home with Mrs. Bennett.

Sylviasays that she works from 10:30 in the morning until 4:00 in the afternoon,
“1 get widow social security, so | try to keep it to like 23 hoursaweek. Soit’s good for
her and good for me.” Sylvia describes the schedule from the time she arrives,

Likel just arrived here at 10:30 thismorning. | get her out of bed. | put arobe on
her and get her out of bed. | take her out in the kitchen. | make her breakfast.
After breakfast, we usually go in and sit for afew minutes and talk on the couch
for ahalf an hour or so and watch alittle TV. Then | try to get her up and get her
in the shower. It takes me about an hour to do that. | bring her back out. | do her
lotions and her hair and al that. | bring her back out. | give her the snack. | put
her on the couch. | put her feet up like | have them. Shewatches TV or listensto
it, and then | do her bedroom and | do the bathrooms. Then | go back out and we
get lunch. Then | will toilet her, well try because she is stubborn sometimes. But
that’satypica day. By thenitis4:00 and time for meto go to my other job
(laughs). You can't hurry her. She’san older, slower lady. | clean all my
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messes. | do all the dishes and everything that | use. | take care of everything. |
try to keep it neat here.

Sylvia says that she decides what to do based on her experience asan L.P.N.
Mary Beth pays Sylvia $9 dollars an hour. Mary Beth explains that Sylviafirst worked
for them through an agency, but then when she switched to hiring Sylviadirectly through
the program, it gave them,

the ability to offer more dollars per hour. She (Sylvia) said, “That’s fine because

what you are making up | can just work this one job instead of having to work 2,

with two different people and schedule the hours differently.” So, rather than

make $7.50 an hour (she makes) $9 an hour. That extra $1.50 an hour made up

the other hours that she had to do some place else. So it worked out perfectly for
us.

Mary Beth says that because she is her grandmother’ s representative, she manages and
supervises Sylvia.

Use of the Cash Allowance

Most of the cash allowance isused to pay Sylvia ssalary. Mary Beth describes

other uses of the money,

We have Sylvia s salary (in the cash plan), which gets paid and then we put it into
our plan that twice ayear we would take “x” amount of dollars— because we'll be
going away for (avacation). We will be ready (to go) again somewhere around
October. We (Mary Beth and her husband) will probably take off for 5 days. So
wetake, | think it's $500 or $600 and we'll use that to pay for other caregiversto
come in and take care of my grandmother. (We can use the money for respite
care because) she doesn’t take any medicine, her medicine costs $5 every 3
months.

Mary Beth needsto buy basic items for her grandmother,
Hygiene and grooming items, her food has to be soft. The things that she likesto

drink, juice and chocolate milk and so basically that stuff or clothing; slippers, her
hair dye, no Depends (incontinence care items) or that stuff yet.
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The Caregiver Relationship; | Miss You Lady

Sylviaand Mrs. Bennett have aclose, friendly relationship. Mrs. Bennett says of
Sylvia, “I'm very happy with her. | wouldn’t change her for nobody else. Sheisavery
nicelady.” Mrs. Bennett describes what Sylvia says after not seeing her over the
weekend,
| missed her and she missed metoo. Shetold me when we were at the party, she
said, you know, she callsme ‘lady’ —you know lady, | missyou alot. | said
don’t say you miss me, because here we are, where we are. We have anicetime
here.
Mary Beth thinks very highly of Sylvia,
My family absolutely adores her and trusts her with everything. She has akey to
the house. She knows where al the important documentation regarding her is
kept. It'savery, very good situation right now, and it’s all because of the
program, it really is.
Sylvia has cared for Mrs. Bennett for 3 years. Sylvia describes her relationship
with Mrs. Bennett,
It'skind of like very friendly and she misses me so bad when I’m not here. She
tellseverybody. She gives everybody a hard time when I’'m around. Remember,
shecallsme“Lavinia” Or “my girl.” We have avery good relationship.... It's
just so nice and relaxing and comforting to be here. She'salovely, lovely person.
| listen to her stories.
Sylvia has not had any conflicts with Mrs. Bennett, “ She gets alittle agitated when she
has to go in the shower, but that’s normal. But we usually sing and tell jokes, and she
forgets about it.”
Sylviaknows Mrs. Bennett’ s family and gets along with everyone. Sheis
especially impressed with Mary Beth who she describes as one of the best caregivers she

has ever worked for. Mary Beth calls Sylviatwo or three times a day to check on her

grandmother.
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Caregiver Experience

Sylviaisan L.P.N. and began working for Mrs. Bennett as an agency worker,

| have been in the nursing business since 1958. | have worked in Alzheimer’s
wards. |I’ve been ahead nurse, and right now I’'m working in assisted carein a
nursing home. I’ve had lots of training.

Qualities of a Careqgiver

Mary Beth says that what she looks for in acaregiver is, “Honesty, caring and

stability, they are going to be there. Dependable, they have to like what they are doing.”

Sylvia describes the qualities of a good caregiver,

Somebody that’ s not lazy, somebody that is conscientious, somebody that’s
careful, somebody that’s concerned. | mean it’s more client than it ismoney. A
lot of the girlsit’s money and to heck with the clients.

The Advantages of a Non-Family over a Family Careqgiver

When asked if she thought it was better to have a family or non-family caregiver,
Mary Beth clearly preferred a non-family caregiver,

Wrong can of worms to open with me. Given the given situation we arein |
prefer the non-family member. The family members do it when it has to be done,
but that'sit. Family members have expectations, like can’t you do this, don’t do
it thisway. Non-family members don’t have any expectations. They just treat the
person accordingly.

Comparison of Work for an Agency and the Consumer Directed Care Program

Sylvia prefers working for a consumer in the program over agency work because
she feels that she can do a better job,

When | worked for the agency, | was given a specific day to come in and just
shower Mrs. Bennett and then specifically just to comein and sit with her. Now
when | comein, | shower her daily, and | can take my time. | don’t have to worry
about getting in and out of herein 45 minutes to an hour for ashower. That’sthe
only change, really. When you work for an agency, you have alimited amount of
time to do things, and you really can’t do them. | don’t think you can do an
excellent job when you do it like that. | feel like | am doing a much better job
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now than having to comein fast and get it down and when you go down the road
and say | should have done this and | should have done that. I'm happy. It's
better pay. I'm morerelaxed. | don’t have to worry about getting a phone call
every 15 minutesto go here and go there. | still go down to the Agency and see
the girlswho | used to work with.

In addition, Sylviafeelsthat thejob isfriendlier,

There is more appreciation for the work that is done (for an individual consumer).
It'safriendlier atmosphere. It’sthe people, the person that I’m working for,

Mary Beth and her husband and Nora. Norais such abeautiful person. It'san
easy jobto do. It'slike being in my own family. Scheduling is no problem
because it isaphone call away. | feel like Mary Beth isafriend and shefeelslike
| am afriend. She can pick up the phone at any time. If she doesn’t need me, |
don't come. If she needs me the next day earlier, | come. You know, it'savery
relaxed thing that we have. | have always had an “on the schedule” all of my life
until the past year on this program. It has calmed me down and freed me up. This
iswhat | try to tell the girls (at the agency) because you know when you runin a
regular job and you are working from an agency, your lifeis going just like this
al of thetime. When you have afamily, you have to go to this and go to that.
(Other agency workers) figure the more jobs they do for an agency, the more
money they are going to make and the more hours they are putting in. It always
doesn’t happen that way. (They burn out).

Contact with the Consultant

Mary Beth saysthat her consultant calls regularly to seeif her grandmother is
doing well on the program, but,

I’m one of her easiest clients because it isworking so well for us, that there is not

awhole lot of follow up to haveto do. Now that could change, obvioudly, if we

lost Sylvia, but we arereally so self contained and on such a good schedule now

that our consultant doesn’t have to do awhole lot.

Problems with the Program

Mary Beth has not had any problems with the program other than occasionally
going over the caregiving hours. She feels that the communication with her consultant
and the fiscal intermediary is good and when there are problems they are handled quickly

and efficiently.
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Benefits of the Program

Mary Beth feels that the program has helped her family in their care of Mrs.
Bennett. Mary Beth saysthat this program has helped her care for her grandmother at
home.

Flexibility isakey. I'minsaesso| don't go to work Monday through Friday.

Tomorrow I’m gone from 6:30 until midnight and the same thing on Wednesday.

S0, consequently, my niece will be here in the morning and Sylviawill comein,
and when she leaves, my niece will be here.

129



Consumer Story 15

Ms. JuliaLynch isasingle 89 year-old African American woman who lives alone
in aone bedroom apartment. Her apartment is part of alow rise independent living
complex in an economically depressed suburb of Miami. She was interviewed with her
daughter Karen who is also her care worker. Karen lives about 5 minutes away from her
mother. The apartment was small but neatly kept. There were numerous Christian
religious hangings on the walls along with many family photos. Ms. Lynch, who wore a
housecoat and appeared unkempt, seemed tired and dozed throughout the interview. Her
daughter assisted in answering questions. Ms. Lynch and her family have few resources
and are presently involved in a dispute with the landlord who wants to evict Ms. Lynch
because of her incontinence.

Medical Condition

Ms. Lynch is diabetic and incontinent. Karen tests her blood sugar every morning
and puts out the medication for her mother to take. Karen also accompanies her mother
to her doctor’ s appointments and keeps in close contact with the doctor about her
mother’s condition and medical needs. Karen saysthat her mother is recently
complaining of pain and has difficulty getting around.

Enrollment in the Program: Having Trouble with Helpers

Karen says that she and her mother heard about the CDC program through the
state consultant. Ms. Lynch was especially interested in the program because of her
problems hiring good helpers. Karen explained why she and her mother thought the
program sounded good,

... She has been having trouble with hel pers that the agency used to send... one
girl had pushed her down and almost broke her hip. She was in such agony and
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pain and she never got as strong (after that) and then when this (program) came

along, it was like an answer to a prayer because the consultant let us know (that)

if she gets help, they will pay for it. They will help her with little stuff, personal
stuff, underwear and chucks if she usesthem. We could be able to afford to buy
them through (the program), and so we said okay, we will giveit atry.

Ms. Lynch describes the problem she had with a previous agency worker, “ She
gave me one push and | wasdown. I’'m askinny person and | wasgone.” Julia
describes how the woman stepped over her into the room while she held on to her skirt
trying to fight, “The girl came in and stepped over me and took my money from the other
side of the room.”

Karen adds,

| was busy out and so | didn’'t know about it until everything was done. We took

her to the hospital. | didn’t know about it until it was all over... The agency did

not cooperate. They are out of business now anyway because they would send

more than one misbehaved person.

Julia never wants to hire an agency worker again,

They are not nice and they will do anything. | don’t want them. | won't even sit
in the room and give them adrink of water. They are deadly enemies.

She Likes to Be Independent

Julia describes what Karen does for her, “ She washes and she cleans up the house.
She washes the dishes...and everything else. Karen describes what she does,

When I’'m here, | do everything. When I’ m not here she putts around and does
her little stuff. Shelikesto cook her stuff and sometimes when | make it for her
she’s picky, but she likes (to be) independent, and she likes to do her stuff. Right
now, it isahealth issue that she is having, which sheis having lots of pain. Sheis
not getting alot of relief from it and so | help her with everything.....her laundry,
straightening up the house, vacuuming, cleaning and stuff like that.

Karen helps her mother prepare meals,

When I’'m not here, she doesit. (My mother) does her baths when I’ m not here...
She just showers herself until | get here, and | will do the hair and so on. She did
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(her hair) thismorning, so it is alittle messy, but she does alot of (her own)
personal stuff.

Julia says that the most important thing her daughter does for her iswash her clothes.
Karen explains why thisisimportant to her mother,
| am going to elaborate on that alittle bit because sometimes she’ s incontinent
and | know it is embarrassing for strangers to come, but | am her daughter, and |
seethese things. | just pick them up and then take care of them, so | think that is
probably why she said that.
Karen helps her mother shop for groceries. She continues to list some of the other
things she does to help her mother,
| always work my way around (the apartment). | come in here and do all sorts of
thingsin the kitchen. Clean the refrigerator, empty the garbage, everything. And
bathing her aswell as doing her hair. Lots of times she doesit herself. | don’'t

want to make her helpless, so she does it sometimes.

Schedule and Pay

Karen gets paid for 19 hours aweek at $13 an hour. Karen works 5 days a week,
approximately three hours in the morning and 2 hoursin the afternoon. She says that she
regularly works more hours,

| go over it al of thetime, but, if | was getting amillion dollars, it would not help

balance out being with my mother... | do what | haveto do, and if | get alittle

(money) along the way, it encourages me.

Karen saysthat if she wasworking full time it would be more than 5 hours a day anyway
so she does not mind staying longer for her mother and she regards the pay as anice
cushion.

| think 1’1l use the word “blessed.” 1'm blessed to be getting something to do it,

because it’'s my mom. But, you know, not realizing that somebody would pay me

to do my mom, so I’'m enjoying it both ways, soitisablessing. (I’m happy to do

it) whether or not you are giving me anything.
Supervision
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Karen says that she supervises herself, but she describes how she works with her
mother, “...if it'snecessary, | just bring it up. | say, “mom, consider doing this’ and she
goes along with meif it s necessary to be done at the time.”

Use of the Cash Allowance

In addition to Karen’ s pay, Julia pays for one day aweek in daycare which
Medicaid did not cover. Juliamust also pay $5 a day for transportation to daycare. Julia
isalso saving to buy a microwave for heating food. Juliaused to get Meals on Wheels,
but on the CDC program she would have to pay for it herself so she decided to cut it out,
“1 have so many thingsto pay for. | can’t pay for everything.”

According to Julia s consultant, daycare has made abig impact in Julia s life,

Miss Juliais agood candidate for the project. Miss Juliawas avery, very angry,
despondent, depressed person when | met her. Now that she's able to go to adult
daycare during the day she’s awhole different person, but without that project
they wouldn’t have been able to afford for her to go there... When | first met her,
she wouldn’t talk with me. She was bitter, she was angry and we was just trying
to think of something (to help her), and her daughter takes very good care of her,
but Julia was saying that she wasn’t, and we was just trying to decide what could
make a change in her and they read the manual and she saw adult daycare. So |
personally didn’t think that Juliawould do well in adult daycare. | was very
reluctant to put it on the purchase plan, so | said well, we'll just try for one day to
seeif shewould likeit. | did my follow-up with them on Monday and she had me
laughing so hard, how happy her mom isjust going that one day to the adult
daycare.

Karen also buys Pampers and pads for the bed from the cash allowance.

Being a Representative

Karen describes what she does for her mother as a representative,

Paperwork type of things, | do her banking business for her. We go shopping, and
if she needs underwear and that kind of stuff, | will get them for her. So, the
private stuff | think is so important that even though she is a case worker or if she
is somebody you can talk with, you (would still) kind of feel bashful telling her
those things.
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Karen feels that she can do things for her mother that would be embarrassing to have a
non-family member do. Karen also feels that her mother does not understand all the

ramifications of the program and needs her help to get all the services she needs.

A Mother Daughter Relationship

Karen laughs when asked about her relationship with her mother,

We fight all the time, but we have good times! We disagree, but agree after, so

it'sokay. Likean old marriage! Likeamarriage, | tell you, you fight all the time,

but yet it’s okay. (we argue about) just everyday stuff. “I don’t have to wash the

sheet! Yes, | havetowashit!” That'sall.

Karen has two grown children in their late thirties. She hastried to get them to
call their grandmother regularly, but they are both too busy. Karen likes being with her

mother especially because she knows her mother is safe around her and she has learned

how to work with her mother and her mother has learned how to work with her.

Careqgiver Skills and Qualities

Karen was a nursing assistant of 23 years whose last client |eft the area so she was
free to work for her mother when the program started. She also has her own health
problems because she was recently diagnosed with diabetes.

Karen feels that she has the experience and skills to be agood caregiver for her
mother,

I’ve doneit for so long... | usually say, “Lord, help meto do good to others so
that when somebody has to do to her, that they will do good.” And sometimes |
didn’'t feel like it balanced out but, | said okay, but | did my best and | did my
part, and so | would recommend that someone can do it and do their very best.

Y ou just have to do your best, and when | was out there working eight or twelve
hours | worked hard and sometimes | still don’t get enough, because | care about
the people. And, you know, they are people. They are older, but they are people
and so you care for them because they are people. 1f my health allows meto, I'd
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go back out there tomorrow into the work world, but I'm comfortable being just
with her.

Karen points out that Florida,”...is an elderly town. Sometimes | wish they wouldn’t be
driving on the road, but | can’'t help it. They are independent. They are in accidents, but
you have to respect them.” Karen thinks that a caregiver needs specia qualitiesto work
with the elderly,
They should be understanding, they should be caring, they should be more giving
because sometimes they’ Il just take every last strength out of you, but you find the
strength to come back and deal with it. So it takes a compassionate person to

really do the elderly.

The Consultant; Seeing if the Budget Can Go Further

Julialikes her consultant and Karen says that the consultant helps them and
monitors their progress regularly,

She wants to know what is going on and how we are managing and we keep her
up to date with everything. Also, if there was anything that came up that we
weren't able to fund, then she would go see if the budget can go alittle further.
Sheisawaysinquiring of how it isworking out and if there are any problems or
anything that we can share with her. So we talk frequently on the phone and
whenever it isvisiting time, she comes here.

Problems with the Program

Although not specifically a problem with the program, Karen says that the staff at
daycare assumes that her mother gets Medicaid and they are always suggesting that she
increase the number of days she attends, which she cannot afford on her cash allowance.

Karen had some initial problems because she did not carefully keep track of her
hours, but sheis careful now and does not exceed the budgeted amount.

Karen and Julia have had problems with the manager of the independent living

complex,
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She kind of calmed down now, and I’ m referring to the manager of thisfacility. |
think she picks on my mother because my mom had an incontinency problem at
one point and she said, “WEell, you' re not supposed to be here, you’ re supposed to
be in anursing home,” and she was making arrangements so she could go move
into a center, into anursing home. So |l said if you do that, I'll call HUD. I'll call
somebody, I'll call anybody, so she backed off. (This) was awhile back. And so,
she’s not as bad as she used to with her, but you know, she was not pretty niceto
her in the beginning She's (still) not okay, but she has me to deal with, so she'll
think twice before she bothers her.

Benefits of the Program

Karen thinks that her mother’ s independence from agency help is amajor benefit
of the program. Karen also feels that the money she receives motivates and encourages
her in her caregiving tasks, “It helps me. It brings me here every time, even more than
the norm sometimes.” She looks forward to receiving her money every two weeks. The
cash allowance helps her buy incontinence products for Julia and pays for the one day in
daycare that her mother likes so well. Karen also likes the control she hasin the program

do what needs to be done.
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Consumer Story 16

Mr. Wallace Beal isa 71 year-old divorced African American man who livesin a
low rise apartment complex in an economically depressed suburb. Mr. Beal isblind. He
currently lives with his daughter Lisa, her husband and their two sons in his two bedroom
apartment. The apartment was small and cluttered and smelled of alcohol. Lisaworks as
her father’s caregiver. When the interviewers arrived Lisa was waiting outside to greet
them and to share some of her concerns. Thereis great tension between Wallace and his
daughter over the control of the money paid to her as caregiver. Mr. Beal was
interviewed in his apartment with one of his teenage grandson’s present watching
television and falling asleep during the interview. Lisarequested that she be interviewed
outside the apartment where she could not be heard by her father. Mr. Beal had an
aggressive and hostile attitude throughout the interview and repeated that he wasin
charge of his household and wanted the interviewer to know that he considered himself to
independent despite being blind. The interviewer was uncomfortable and worried about
her safety during the interview in Mr. Beal’s home.

Living Situation

Mr. Beal livesin an apartment complex for residents 55 an older. His daughter
and her family live with him temporarily until their home is built. Lisahas5 children,
but only her two youngest sons are living with her. Her son’s help their grandfather also,
especially on the weekends. One of Lisa's daughter’swas Mr. Beal’ s paid caregiver for a
year and they also had conflicts over money. Lisasaysthat when she rates relationships

on a1 to 10 scale with 10 being the best relationship, she gives her relationship with her
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father a5, “He sagreat guy to talk to at times, when you need someone to talk to and at
times he’s not. He has his good days and he has his bad days.”

Enrolling in the Program

Mr. Beal heard about the CDC program through a friend who worked for a
service center for elders. Mr. Beal explains why he joined the program,

My main reason for joining the program is, it makes be not just independent, I'm
independent long before | heard about it, it makes me more independent. And if
you can be in a program like this instead of having someone to issue you
something (it’s better). Y ou know like they bring ‘meals on wheels' in and they
prepare it somewhere else and they transport it and when it gets to you you’ ve got
garbage. I’m telling you the natural truth, I’ m plain spoken now. It’s garbage, but
in this program here, | can get things and do thingsthat | couldn’t do before. 1'm
in control of it. Instead of someone else being in control, I’m in control.

Previous Experience

Mr. Beal describes his previous experience as very unsatisfactory. He was
especially unhappy with his meal and shopping situation,
Before the program came along | had food brought in to me for the week. Things
were brought in once aweek, one meal per day... They (Meas on Wheels) started
bringing it in every day... and | wasn't going to be home because | like to fish
and like to go and | was out with my brother, he was a produce man and I’ d ride
with him, so | wouldn’t be home to get the food and a neighbor would have to get
it or I would missit. That'swhat happened. It's much better this way (because) |
don’t have to worry about it.
Eventually, Meals on Wheels brought Mr. Beal a stack of mealsfor 7 days. He had to eat
one meal aday with no second helpings. Getting and having enough food have been
major sources of worry for him.
Mr. Beal also had agency workers several of whom he remembers with approval,
but he did not like agency workersin general,
| wasn't happy (with agency workers). This agency worker that camein... she

supposed to be aprofessional. She's going to mop the bathroom and the kitchen
floor. Shewould go in and get the big pail, it comes out of the bathroom, she
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carried it to my kitchen sink and put it to the sink and fill it up and then when she
finished mopping she was going to take the water and throw it out along side the
building where the grassis. Now what’s this going to do? The chemicals are
going to eat the grass up and you got a heck of amess. Now these were supposed
to be professionals well trained. If that’s professional help, | don’t need it. |
don’t want that, now that’s a big difference from somebody who is taking care of
things properly.

Lisa has experience working with the elderly in anursing facility for about three
years. She also worked in the kitchen of the facility.

| Can Do Many Things Myself

Mr. Beal makesit clear that he is independent,
| can use the vacuum cleaner to buff the floor. | can mop the kitchen, can clean
counters. | can cook, | can sew, | can do many things myself. Then | can do my
banking. | can do my writing. | can keep track of my bank account and different
things. You give me something that’sin print, | canread it. | have no problem
with that. | read Braille so | can keep track of different thingsand | have a
recorder... it’s being repaired now and then | have what they call the Braille and
Speak, | can use that to keep track of things.... | can do all that, | can do
everything a sighted person can do, but | need a sighted guide because I’m blind.
Mr. Beal saysthat there are several things he does need help with,
Food is the most important thing. Without that you're lost, everybody has to have
that. Cooking, feeding. The next oneis going to the bank for me, helping me
watch my monies and those are the two important things. Without money you
can't get food, and without someone to prepare it properly you can’t eat decent,
and that’sit.
Mr. Beal saysthat he needs help with his ADL, or “genera living.” Lisacooks, does
errands, shops, and washes his clothes. Lisa says that she gives him food three or four
timesaday. She putsthefood in abowl and tells him clockwise where hisfood isin the
dish. Sometimes she cuts his meat for him. Lisaalso takes him to the doctor. Lisareads
her father’ s medication bottles to him, he memorizes them and “ brailles them out,” or
puts braille on the labels so he can identify them. She also gets Mr. Beal’ s clothes out

when she takes him out, but he toilets, bathes, and dresses himself.
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The Schedule and a Typical Day

Lisaworks 5 hours aday, 7 days aweek for $10 an hour. Because she lives with
her father she feels that sheison call “around the clock” and expected to work more than
sheispaid for. She startswork at 8 in the morning and sometimes has to leave the
apartment to pay abill or run an errand. She says that her father may not leave the house
for two weeks at atime, “1 ask him to exercise and he just sits.” Lisa says that her father
ismoody, “ Some days he's good, some days he’s not good at all. It'svery terrible. (He)
knows how to dia the phone and call whoever he would like to call and then he sitson
the phone and talks, alot.”

When her father gets up in the morning, Lisafixes him whatever he wants for
breakfast,

| give him hot tea or coffee, grits, eggs, bacon or sausage, or whatever his heart

desires, | feed him. Lunch, | fix him a sandwich or abig salad, and then for

dinner | fix him aregular dinner.

Mr. Beal saysthat Lisaworks an average of 5 hours aday, but | don’'t really have
to have aweekly schedule, like | say | got 24 hour service, you see.” Hesaysthat Lisais
worth every dime of the $10 an hour sheis paid, “and more, too.”

Lisasaysthat she and her father sit down and talk about what needs to be done,

but they have a difficult time reaching an agreement.

He Tells Me What To Do: Money Problems

Mr. Beal saysthat he uses his cash allowance for caregiving services so he can
“get alot better services out of them.” Lisais dissatisfied with the money arrangements
and her relationship with her father. Mr. Beal insists that she must buy food for him from

her paycheck. Lisa called the consultant who came to the apartment and talked to her
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father about the money issue, but her father thinks the consultant is wrong and tells his
daughter that the fiscal intermediary training tapes support his view of who controls the
money. Lisasaysthat her father gets on the phone to tell other family members that she
istrying to take his money because she refuses to give him money out of her paycheck,
and she has problems with her mother and daughter over thisissue. Sheis also unhappy
because she had to pay back $460 that was overpaid for caregiving hours to her daughter
who was Mr. Beal’ s caregiver before Lisa. When her daughter was working for Mr. Beal
he took $300 out of her paycheck every two weeks, about half of her pay. Lisa
complained to the consultant who told her that this was fraud, but to let it go because she
thought Mr. Beal would soon be off the program. The consultant describes the problem,
... I went out to meet him because | didn’t know him, and when | was out there |
went over the CDC with him so we could understand what the project was about,
and then the very next day, this caregiver called me and he had her giving him her
check, saying that was his money, not her money, and of course, she didn’t know
anything about the project, so she did that. She got her paycheck, she cashed it
and gaveit to him, so | told her “no, that was wrong,” she shouldn’t be doing that,
and that’ s when he stopped liking me. And my problem with Mr. Beal isthat |
can’'t proveit, but | just think that he uses the project for his own personal gain.
Mr. Beal’ s has a different opinion about the problem between himself and his
daughter over the money,
Lisaand | we've had our difficulties because she don't really understand because
the consultant who is anice lady and intelligent, but she didn’t tell Lisathis
particular thing. She told Lisathat the monies that is given to me for this program
is not to buy groceries. She didn’t understand that | know from listening to the
program (on tape), that I’ m not supposed to take the monies myself and go
grocery shopping or go out and buy different things, but once it comesto Lisa, it
isLisa scheck. But now once you get it, how is she going to feed meif she don’t
take some of that money or some other monies and buy groceries?

Mr. Beal feels the consultant thinks he is a handicapped person who doesn’t understand

the program and she is not trying to understand his point of view. He saysthat the
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consultant talked about dis-enrolling him from the program which he thinks is tantamount
to consigning him to living in a nursing home where he has to do what other people want
him to do and live in terrible conditions. He describes his Aunt who lived in anursing
home, was covered with bedsores, and had to liein her own excrement. Mr. Beal feels
that he understands the program and that he knows what his allowed, it is his daughter
who doesn’t understand what is required and the consultant who is patronizing him.

The Important Things for a Person to Have

Mr. Beal describes the qualities he thinks are necessary for a caregiver,

The important thing for a person to have with me, the first oneis patience. The
next thing that isimportant to meis for them to make connection, we connect
with each other. The next oneis, we must agree with each other. The next oneis
they must be like me, be humble when we are having conversations, and the next
one isthey must like what they are doing, and | must like it also and the sixth one
iswe must act on it, not just be a speaker about it, we must act onit. Those are
the most six important things there is, but now you get someone to come in and
you need to train that person (about) your likes and dislikes...

Lisasaysthat a caregiver hasto be motivated and not easily pushed around if they
want to work for her father. She thinks that her father wants to hire afamily member so
he can get the money.

It's A Good Job

Lisamay have difficulties working for her father, but she thinks that being a

caregiver on the program is agood job and she would recommend it to others,
It'sagood job and people who like older people always can help. If I'm going to
the grocery store and | see an elderly in the store and they can’t reach something,
| volunteer and ask, can | do thisfor you and | think God will bless me more for
helping that person. | think that | have done my good deed for the day.

Lisawould like to do thisjob for someone outside her family in the future.
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Benefits of the Program

Mr. Beal likes the control he has on the program and the fact that no one tells him
what to do. He describes the advantages,

Since | started this program there has been so many changes, | just feel good
about it. Likel told you up front | can go when | feel likeit, | can get up when |
feel likeit, | eat when | want to, many times as | want to. | got someone to take
me where| want to go. | canjust do thingsthat | couldn’t do before | got into
thisprogram... I’'m sitting in the driver’ s seat. I1t’s good being boss... The most
important thing about me being in this program isthat | can choose more or less
to do what | want to do, not somebody else making decisions for me. That’sthe
most important thing.
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Consumer Story 17

Ms. Lynette Gabriel isa 35 year-old single African American woman who lives
with her mother Barbarain atwo story single family home in amiddle class suburban
neighborhood near Miami. The Gabriel’s home is spacious and nicely furnished.
Barbarais both Lynette s representative and caregiver. Barbara explainsthat Lynetteis
learning disabled and moderately retarded, and says that “ her state of mind is like that of
a9or 10 year old.” Lynette attends awork center Mondays through Fridays. Barbara
and Lynette sat at a kitchen table together for the interview. Lynette was friendly and
seemed happy to be interviewed. Barbara answered most of the questions, but Lynnette
participated when she could and was especially interested in answering gquestions about
her job.

Enrollment in the Program

Barbara heard about the CDC Program through Lynnette’ s Medicaid waiver
support coordinator. She was interested in the program for her daughter because she
would be able to use the money to send her daughter to camp, which was not covered by
the waiver.

Previous Experience

Barbarais a single mother who takes complete care of her daughter. She was
frustrated with the Medicaid waiver program because money was allotted for home care,
which Lynnette does not need, but not for camp which Barbara thought was necessary for
herself and her daughter. Barbara thinks that afamily member who cares for someone is
a better judge of what that person needs than the state. Barbara has had to get non-family

caregiving for her daughter twice in the past; once when her daughter fell and had to stay
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home for aweek and another time when Barbara hurt her back and could not help
Lynnette. The agency workers were needed to help Lynnette take a bath, help her out of
the bathtub and help her dress. Barbara said that she also asked them to clean the
bathtub. Barbarawas not happy with the service she received from agency workers. The
first worker was good, but the second worker, sent when she hurt her back, was always
late, did a poor job of cleaning the tub, and did not help with Lynnette’ s clothes. Barbara
explains the source of the problem with the agency worker,
What | found out (is) she had about 5 people that she was taking care of and she
was only spending two hours with them. So she would come to me (late). She
was supposed to be here at 6:00 o’ clock, Lynnette’ s ride would come at 7:15 and
you would see her not half doing everything (doing arush job) so she could leave
because she had somewhere she had to be at 8:00 o’clock. Well, it’simpossible...
After that | just told the Agency, don’t bother sending anybody else up. If the
bathroom is going to be half clean, since it was Lynnette’ s own bathroom, let her
useit for 2 or 3 daysand when | feel better, I'll cleanit.

Medical Needs

Lynnette says that she does not take medicine, but her mother says that she takes
something for behavior control and medication during her menstrual cycle because
Lynnette’ s behavior becomes difficult then. Lynnette has had some serious medical
problems including a month long stay in the hospital for gallbladder surgery. Lynnette's
gallbladder attacks were worsened by the fact that she could not explain her problem.

She Needs Help with Certain Things

Barbara describes what she does to help Lynnette everyday,

She wakes up, she has to take a bath, she takes a shower. Well, | have to help her
take a shower. She can get in the shower and she can bathe herself, but it’ s just
certain things | have to go and help her with. To make sure that she washes all
areas and she knows how to dress herself. And her clothes, she can go pick out
her clothes, she matches up her colors. She matches her shoes and everything, it's
just that | haveto iron (her clothes). | wash for her, | cook for her, and she can fix
her own food. She knows how to go to the refrigerator and pick out things. She
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don’'t get the milk mixed up with the water or anything like that When we go
grocery shopping, there are certain things that sheisused to (like) her cereal
(which she sees on television) And she can go right to that cereal. Once she sees
you do certain things, she can go and doit. It’sjust the reading and writing (she
can’t do).
Barbara saysthat it is a help to her when Lynnette can find thingsin the grocery store.
She does all the cooking and cleaning and takes Lynnette to the doctor although Lynnette
gets transportation for work. Barbara also takes her daughter out four nights aweek to
the mall or out to eat because Lynnette does not like to stay home.

The Daily Schedule

Lynnette is picked up for work between 7:25 to 7:45 and she returns home at by
3:30 or 4 p.m. Barbaratakes care of Lynnette after that.

Use of the Cash Allowance

Barbara uses the cash allowance to pay for summer camp for Lynnette. She also
uses the $200 she receives for caregiving per month to take Lynnette out for meals and
pay for cookouts and field trips sponsored by a club Lynnette belongs to. Barbara also
used the cash alowance to repair Lynnette’ s broken glasses and took her to the dentist to
get her teeth cleaned twice during the year. The cash allowance is very helpful to
Barbarawho isretired and on afixed income.

Friendly and Outgoing

Lynnette says that she likes to be around alot of people. Barbara explains that
sheisvery friendly and outgoing and that as a mother she worries about how Lynnette
will talk to everyone in the grocery store. Barbara says that she and her daughter have a
very good relationship, “Lynnette and |, we always have alot of fun together. We do

things together, we go out in the evening together. It’sjust always fun things.”
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Caregiver Qualities

Barbara has a clear idea about what kind of skills and qualities a caregiver needs
to do agood job,

Someone that’ s nice, trustworthy, kind, and patient. | feel that a person that’s
going to deal with handicapped people should love it, because otherwise if you're
just going there for apay check it’ sjust not the thing that you should do. They
need to be kind hearted and be alittle bit aware of what a disabled personisall
about, the different changes and stuff like that. Y ou have to be able to deal with
that.

Role of the Representative

Barbara says that as Lynnette' s representativeit is her job so see that her daughter
is cared for, properly dressed and always up and on time. It is very important to Barbara
to know that her daughter iswell cared for.

Stress and the Need for Respite

Barbara says that she sometimes gets stressed over her daughter’s care,

Sometimes getting up in the morning, when you first get up (is hard). 90% of the
time Lynnette gets up, she' sin agood mood, there is no disagreement, but like
everybody, there are times that she can be difficult, and when she do, it’s stressful
for me because it’s nobody but meto handlethat. Soit just all fallsonmeand it’s
alittle stressful and sometimes it goes into three or four days, so it’s not an easy
thing to do then. Onething | do that really helps me with that is that she’s my
daughter and | love her. | know she has a problem, and | accepted this long years
ago...Once you accept something and you know it, it'seasy. Itredlyis. You're
going to have some hard days, but it’s only going to last for so long.

Barbara knows that if she needs a break there is a group home she can have
Lynnette stay at for the weekend. Her daughter’ s consultant recommended the place
because it is not run like an institution,

In the kitchen they all cook together, they all sit down at the table

together...everybody do everything together, so | can dways call them there and

they love her. Shelovesthat! She'svery comfortable down there for aweekend.

That way, you know, if | really get too stressed | know | can always call and take
her down there, but | haven't and she hasn’t been down there for about two or
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three years, but | know it’sthere. It relieves you sometime (to know thereisa
place). And after a couple of days everything is back to normal. But luckily |
have never sent her there because | was so stressed out. Every time | ever sent her
it’swhen she wantsto go. She'll ask me, “Momma, when am | going back down
to that place?’

They have alot of different things. Sheloves babies, and they have her help
feeding the babies and stuff like that, and she loves things like that, so | would say
that usually after ayear or so, she'll start asking me about going back down there.
Andit’susually like I pick her up from work on Friday evening and pick her up
on Sunday, so it’ s like Friday evening, Saturday, and | go pick her up on Sunday,
and shelikes it because they go to church and she loves going to church because
there’ s something to do every Sunday, so she's accustomed to that — she’ s used to
that. And | feel good because one thing about Lynnette, if she likes something |
know that it’saright. And I never send her anywhere unless| go and thoroughly
check it out.

Barbara jokes that her daughter’ s consultant told her they could never find a place for
Lynnette because Barbarais so picky. Barbarawas very impressed with the group home,
though, because it felt like afamily home and was extremely clean and well cared for.

| Do It By Myself

Lynnette was happy to talk about her job at awork activity center where she puts
napkins, spoons, forks, and knives and salt and pepper packets into plastic bags for
restaurants. Sheis proud of the fact that “I do it by myself.” Barbara has some concerns
about the work activity center. She pays $30.90 aday for Lynnette to attend and expects
that Lynnette will work and participate in socia activities. Barbara thinks that the center
works the attendees too hard essentially making money twice, on the participation fee and
on the restaurant contracts. Barbara visits the work activity center at least twice amonth
and has complained several times about the piecework approach she sees some of the
supervisors taking. She witnessed supervisors urging attendees to keep working, even

people Barbara thought were sleepy from medication and unable to concentrate. Barbara

148



says she sometimesis very upset after visiting the work activity center, “ Some of these
places make alot of money off of people with disabilities.”
Problems

Barbara sometimes has problems finding transportation for Lynnette to activities
so she hasto take her. This can be inconvenient because she often does not have enough
time to take a break or go out to dinner, but has go home briefly and then turn right
around and pick her up.

Barbara also had a problem at the beginning with overspending on the cash plan
which she has now rectified. Barbara says that the bookkeeping was a problem when the
program was new, but has improved now that everyone knows what to do.

| Have More Control

Barbara describes the benefits of the CDC Program,

| have more control and more say so about what Lynnette needs than before,
because (the state) had just this one standard plan for everybody and the things
that Lynnette needs someone else might not need and alot of things that someone
else needs, she does not need it. | guess| just keep talking about that home care
service, that was one of the things | think where most of the money was going, so
most of Lynnette’s money was going in abudget for her home care which she
never used, so it just really wasn't benefiting me too much.

Barbarais also very happy that she can use the money to pay for Lynnette to go to
camp. Lynnette looks forward to it and it gives Barbara respite which really helpsto
“reduce the wear and tear” she sometimes feelsin the care of her daughter,

(the ability to pay for camp) kind of takes that worry off of me, whether I’'m going

to have two or three weeks to myself and it doesn’t matter whether | go anywhere.

Some peopl e take certain things for granted, but | don’t, when you can lay in your

bed after 7:00 o’ clock in the morning. You don’t have to get up at 5:30 or 6:00

0’ clock or you can lay down at 5:00 o’ clock in the evening before it gets dark and
don’t have to worry about it...
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Barbara says that she does not feel that she has a burden in her care of Lynnette, but “a
responsibility,”
It's a big responsibility to have to take care of just be available 24 hours aday,

seven days a week without any outlet of your own. | think everybody needs some
time, everybody needs a time out.
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Consumer Story 18

Y olanda Benavidesis an 11 year-old Hispanic girl who lives with her mother,
father, sister, and grandmother in a middle class suburban house in the Miami area.

Her mother Adelais her representative and her grandmother Carlotais her primary paid
caregiver. Oneof Yolanda's 71 year old Aunts al'so works as a paid caregiver during the
week after Y olanda gets home from school. The entire cash allowanceis used to pay the
two family caregivers. Y olanda has severe learning and behavioral disabilities. The
family home was well-furnished and clean. The day of the interview was very hot and
humid and the family was awaiting the arrival of arepairman to fix their central air
conditioning. Adelaand her mother Carlota were interviewed. Carlotawas interviewed
in Spanish. 'Y olanda was present during the interview, but is non- verbal.

Although Adela had dressed her daughter in an outfit that allowed Y olanda s arms
to be tucked inside her shirt, she was still able to use her legs to attempt to kick the
interviewer and the tape recorder. The interview was very difficult to conduct. The
interviewer had to stand and move quickly around the room holding the tape recorder
away from Yolanda' s kicks. Y olandawas very hostile throughout the interview. It was
clear though, that Adelawas very skilled in handling the situation and was able to
concentrate and answer questions while at the same time maintaining control of her
daughter with love and patience.

Non-Verba and Very Physical

Adeladescribes Y olanda’' s medical problems and diagnosis although it is clear
that there is some confusion about what to call her daughter’s problem,

The only thing that she has been diagnosed with as a baby (was) developmental
delay. They didn’t know how far her delay was, (but they knew) immediately
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when they realized that she couldn’t swallow (that) she is developmentally late.
They don't tell you the word retarded, by the way. But, in the school setting, she
isin aprofoundly mentally handicapped class. In the hospital setting, they refer
to it as mental retardation, too, and with the inability to swallow, they try to figure
out if she would be classified under any particular type of syndrome. Initialy
when she was atoddler, they thought maybe she had William Syndrome, but later
on, they discounted that. They ruled that out because William Syndrome, even
though they do have certain facial features,they do speak and Y olandais non-
verbal and very physical.

During her first year Y olanda was hospitalized repeatedly for feeding through a nasal
gastric tube until she received a G-tube at age 1. Adela saysthat the family triesto use
American sign language to communicate with Y olanda, but that her daughter is very
frustrated, probably because she cannot communicate, and very destructive. Yolanda's
grandmother Carlotareferred to the destructiveness, “This kind of thing no one can take
it. She kicks you and since she’'s my granddaughter | takeit.” Carlotaworried about her
granddaughter’ s state of mind and says that she acts, “ crazy. She kicks everyone.”
Carlotaworries about this because she has a back injury and is afraid that Y olanda will
hurt her further. According to Carlota, Y olanda s kicking is abig problem,
She sleeps with me. | put pillows al over and then | sleep on the other side of the
bed. | have to wait until she falls asleep, because otherwise she kicks me. | had
breast surgery because | had water inside, and then she kicked mereally hard. The
doctor even told me to get amammogram, but | had to wait for along time before
| could do it. Once she gave me a big bruise and she was wearing the rubber
dlippers. If she had been wearing the sneakers | don’t want to think what would
have happened to me. And sometimes she takes off her shoes, because she likes
it, and she also kicks you when you try to put them back on. She kicksinaway |
cannot understand. | don’t know how she can do it. The furniture, we have to be
careful with that. She hits everything. The computer, the furniture, the TV. You
have to be walking behind her all the time.
Carlota has visible bruises on her arms. Y olanda also pulls her G-tube out. Carlota says

that they sometimes call a neighbor who isanurse or call 911 to have Y olanda taken to

the hospital. Carlota cannot take her grocery shopping anymore because Y olanda has
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tantrums, pushes the cart against things, lies on the floor and refusesto walk. Her
grandmother is afraid that she will kick someone. Even though Y olandais very strong,
Carlota says that her daughter Adelais very patient with her, but she worries that

Y olanda might hurt Adela.

Previous Experience and Enrollment in the CDC Program

With the Medicaid waiver, Adela could have a behaviora analyst and a caretaker
comein to carefor Yolanda severa hoursaday. Adelaneeded Y olanda“watched 100%
of thetime,” and Adela says that the caregiver really has to be someone who lives with
them because the care is so constant. Adelawas thrilled when she heard about the
program because her mother was coming in every day to care for Y olanda without pay.
Her mother Carlota did so much work that Adela comments,

| felt that | was treating her very unfairly. | felt that | was abusing my mother is

what | felt. | said, “Y ou know, you are doing all of thework and | can’t pay you.

So, then when they told me in this new program her grandmother can receive the

money, | said that would be fantastic because that’ s the person that does all of the
work.

The Biggest Thing in the World

Y olanda needs help with many tasks from the moment she awakes. Adela
describes some of the things that Carlota helps with,

She feeds her because Y olandais learning how to eat by mouth.... Wetry to feed
her about four times a day, and my mother will spend the time trying to get her to
eat. That’'s one of the biggest things that she does. She is the one that gets her
ready for school, which is the biggest thing in the world because getting her up,
getting her ready, getting her with the harness so that she can get on the school
bus, | don’t see how someone from the outside can do that. She is the one who
also puts her to bed. When Y olandaistired, she goesto my mother. She knows
that from the time that she was a baby she put her to bed. So we do it asafamily
unit.

She's here for when the bus drops her off. Now last year, she was not riding the
school bus because the school bus was very hot, and Y olanda was going through a

153



self-injurious situation, and every time that she would get placed on the bus,

Y olandawould hit herself. So last year we had to discontinue the bus service.
Thisyear sheisdoing alot better, and | am trying to get her back on the bus. So
my mother helped in taking her to school. My mother also helps in being here for
the days that she can’t go to school if sheissick. She always has someone here.

Carlotaalso toilets Y olandawhich is a stressful job,

Sometimes | get up (at night) and take her to the bathroom, sometimes she’s all
wet, or she wets the bed, and me too. She doesn’t like to use the bathroom, and
many times | have to clean her up myself. | have to have her standing up and |
have to wipe off al the excrement with wet towels, then | sit her on the toilet a bit
more, and then | clean her again and dry her, then put another diaper on her.
Sometimes you can see her standing and you can tell she’sdoing it, and even if |
run to take her to the bathroom it’s impossible, because she cries, so | have to wait
until she finishes, otherwise she doesn’t finish and uses up more diapers. | always
have to clean her up. It's been afew months now since she started getting her
period, and it’s very irregular. One day she just gets alittle and then the next a
little and then alot, and it goes on amost for a month.

Carlotais very concerned about Y olanda' sirregular menstrual cycles. In addition to
toileting, washing, dressing, and feeding are a'so difficult,

Sometimesit’s 4 am and she' s already awake. Imagine, during work days, | have
to get up early, because my daughter hasto leave early. And then | have to feed
her milk and all. Nobody appreciates this much. Sometimes Adela getsin the
shower and Y olanda follows her, so then Adela showers her. Then | say, “Good,
at least.”

Carlota dresses Y olanda and makes sure that she wears gloves so she won't scratch
herself. Asalready described by Adela, Carlota works with Y olandato get her to eat,

As soon as she gets up | try to give her milk in order to have some hours before
the next meal, with food, so that she can learn to eat. Many times | talk to her, |
give her some bananaand | put spinach or other vegetables, Gerber, or yogurt,
something sweet, and since the sweet isin the tip then she eatsit. Sometimes
she’s okay, but some other times you have to be very patient. | buy Gerber for
her, prunes, apples, cherry, but she doesn’t want any of that at times, she prefers
bland foods, like spinach, vegetables with chicken, things that do not have a
strong taste, and | try to give her banana, the actual banana. Sometimes | try to
give her abit of the other stuff, but then she doesn’t want it. | try to give her
prunes, because at times you see that her stomach is constipated... and after a
little while you have to watch her because she will have a dirty diaper.
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Carlota keeps a notebook where she records everything they give Y olandato eat
including the Pediasure. Carlota says that she buys some of the dietary supplements
herself. Carlotaworries about Y olanda s kicking and the scratching and remarks that,
“That kind of thing is not the behavior of aretarded child.” Adelasaysthat Yolanda
needs constant communication and behavioral therapy by the family. Infact, Adela says
that one person alone cannot care for her daughter and she needs constant supervision so
that she won’'t hurt anybody.

40 Hours a Week

Carlota does not know how many hours she is scheduled to work and told the
interviewer to ask her daughter. Adelasays Carlotais paid for 40 hours a week of work
at $6.75 an hour athough she works much more than that. An aunt of Y olanda’ s works
20 hours aweek for $6.75 an hour. She works in the afternoon when Y olanda returns
from school so that Carlota can eat or leave the house for appointments or errands.
Adela saysthat Carlota' s schedule is the same as Yolanda's,

My mother’s weekly schedule is because Y olanda wakes up very early in the

morning. That’s another thing, so my mother is on the same schedule as sheis.

Y olanda gets up anywhere between 5:00 and 6:00 in the morning and starts

roaming the house.

Adelagetsready for work and cannot care for Y olandain the morning so Carlota does
everything. Adelarealizes what adifficult job her mother has and it is clear to her that
only afamily member would be willing to do this amount of work with Y olanda, “How

could you get anybody (else) to do all this? It’s a 24 hour job, so you would have to have

a 24-hour person isthe only thing | can figure...”
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Experience and Qualities of the Caregiver

Carlota has a doctorate in pedagogy, studied psychology, and worked with
children for many years. For Carlota a caregiver needs, “ patience, alot of patience, love
children. That’swhy | studied to be ateacher, and that also helped me deal with her. If it
wasn't for that | would go crazy, and with all that sometimes one (still) goes crazy.”
Carlota could go on trips with her other adult children, but she does not want to leave her
daughter Adelato deal with Y olanda on her own.

Carlota says that Y olanda seems to have more respect for her Aunt than she does
for her grandmother, maybe because Carlota provides most of the care, “...even if she
kicks me one loves her and feelsbad. | would like to hold her and kiss her, but she’skind
of tough, except for with her father because he gets home and takes her out...”

Problems with the CDC Program

Adela has had some problems with the accounting and payments to caregivers
because the budget statements are difficult to read and she was not able to keep track of
the balance.

Benefits of the Program

Adelalikes the state consultant who she says is very supportive and helpful. She
thinks that the best part of the program is the ability to pay the family caregivers,

The people who are getting compensated are the peopl e that need to be
compensated because they are the ones that are working as a team together as

Y olanda has needs. They can always be here. It's not a scheduled time. It’s not
someone that is coming from a certain time to a certain time every day.
Whenever | need my mother, sheisavailable. And it issomeone that knows

Y olanda very well, knows everything about her, because she has raised her since
she was born.
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Adela says that the most important benefit of the programis, “The freedom to spend the

money on what you feel isimportant for your daughter.”
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Consumer Story 19

Jay Andrewsis a7 year-old African American boy who lives with his parents and
his 4 year-old sister in ahouse in Miami. He wore jeans and a T-shirt and looked clean
and well groomed. Jay has two non-family caregivers. Theinterview was conducted
with Jay’ s mother Sandra at the home of his primary non-family caregiver Ledlie. Jay
and his sister watched television and played with toys during the interview, occasionally
becoming very noisy. Sandrawasinjured in acar accident before the program started
and was not able to work with her son in the way she had before. Jay has been diagnosed
as autistic and has behavior problems and delayed speech. Sandra says that her son flaps
his hands and spins. He has to be watched carefully because he will put thingsinto his
mouth. Sandrafirst heard about the CDC Program through a brochure in the mail.

Previous Experience

Sandra said that her son had trouble with agency workers because they had so
many different workers that he could not adjust to them, “...the people were very nice,
but some of them just didn’t click with Jay.” It isalso very important for Jay to have
structure or he “backtracks,” or become less functional. Sandrafound that her son did
not have structure or consistent discipline with the various agency careworkers. Sandra
got to know Ledlie through Leslie’' s daughter who occasionally babysat Jay after school.
When she heard that Leslie had early childhood education experience, she asked her if
she would like to work with Jay.

He Needs Help With Different Things

Jay receives care from several people. He has 2 non-family caregivers who

provide personal care and therapy. One of the caregivers will be quitting soon so Sandra
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will have to hire someone else. Sandra says that they also have a behavior therapist who
works with Jay about 10 hours aweek, but has stopped for several months until he
develops averbal plan for Jay. Sandrathinks that behavior therapy is very important, but
she wishes her son could get speech therapy. Sandra and her family also work with Jay
themselves. A neighbor friend of Sandra’s will sometimes come to their house and take
care of Jay so Sandra and her husband can get a break.

Sandra describes the kind of help Jay needs,

Bathing, assistance with putting on his clothes, his shoes, just helping him with
different things, toileting. He doesn’t wear diapers now, he doesn’'t wear

Pampers. Actually, he's potty trained, you just have to watch him when he goesto
the bathroom. (He tries) to play, when he flushes the toilet it excites him...He can
feed himself, if we don’t supervise him then he'll try to do different things. Before
he wasn’'t even able to feed himself, but now he' sdoing it.

Sandrais very happy with Leslie. Leslie provides personal care, respite care and
what she calls “the resat,” or behavior therapy,

Ledlie assists him with putting his clothes on, taking his clothes off, she bathes
him, when he comes come, she teaches him to bathe, watches his manners at the
table, teaches him those types of things, she takes him to the park for me, she
helps him to interact, and other things. It'salot.

L eslie describes how she works with Jay,

He' s able to go to the bathroom on his own. | just have to make sure that he
wipes properly. We' ve been working on turning the water on and making sure
he' s using the cold water and the soap and making sure he’' s washing his hands
properly...l assist with bathing, and we' re working on getting him to bathe
himself and dry himself, re-dress himself, comb his hair and brush his teeth to get
him to be as independent as possible. He's able to feed himself. Y ou can put
whatever (is) for dinner in front of him and he uses his utensils, he uses his napkin
when he gets done...I’ m the paper plate queen!

He knows when he gets done with his meal to take his plate off of the table and
put it in the garbage and his cup or whatever, so he' sreally good about that and
we' ve been working on him putting his plate and napkin and cup and fork there,
that type of thing.
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Just to be as independent as possible and then we'll do peanut butter and jelly
sandwiches, I’'ll make sure to let him use the plastic knife so he can spread it as
much as he can, cheese whiz, that kind of stuff. Something that he can do and
feed himself.

Ledlie saysthat Jay “looks normal in every way,” but as he gets older his behavior
problems become |ess understandabl e to people outside the family. She describes taking
Jay to church when awoman sitting in front of them complained that he was disruptive.
Ledlie explained that he was a* special needs’ child and autistic, but thought that the
woman did not understand what that meant, “...if | had said retarded or something she

may have been able to understand.”

The Caregiver Schedule and Pay

Leslie works about 10 to 15 hours every week mostly on Wednesday and
Saturday. She may also work on Tuesday and Thursday if Sandra needs her help then.
The second non-family caregiver works about 10 hours a week often on the weekends or
other daysin the week. Leslietakes care of Jay from 5:30 p.m. until 9:30 p.m.
approximately twice aweek. Ledliefeeds Jay, does activities with him, and helps with
personal care. Jay isin school during the day and then in an after school program until
5:30. Ledliesaysthat Jay isvery comfortable at her house. Her husband sometimes
takes him to alocal park after work or into the back yard to play with the dog. Ledlie
comes home from work when Jay arrives. She can take Jay for an evening if Sandra calls
her by 11 in the morning to let her know, “If I'm available then it works out.”

Sandra pays the caregivers between $8 and $10 an hour depending on the care
they provide. Behavior therapy is $10 an hour while personal careis $8 an hour. Sandra
often augments the program pay out of her own pocket to cover extra hours of care.

Sandra says that she supervises the caregivers by checking and seeing how they are
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doing. Ledliesaysthat she and Sandra sit down together discuss what skills Jay needs,
and make alist of what to work on. Leslie then usesthe list asaguide for her work with
Jay.

Use of the Cash Allowance

Sandra uses the cash allowance for the caregivers. Shetried to get permission to
pay for acomputer for speech therapy for Jay, but was turned down by the program.
Leslieisgrateful for the pay because she has college tuition payments to make for her
daughters.

Somebody Who Will Be There For Jay

Sandra thinks that a good caregiver is dependable, “will be there” for her son and
has the skillsto work with him. Shelikes Leslie because she is ateacher and has her own
family so she has experience with children. Leslie hasan A.A. degreein early childhood
education and works as a Director at an early childhood education center. She aso
mentions that sheis certified in CPR and First Aid. Lesliethinksthat a caregiver needs,
“alot of patience... and a general understanding of developmentally appropriate
practice.” Ledliethinksthat agood caregiver should not expect too much or too little of a
special needs child.

Leslie describes her relationship with Jay as “very good.” Sometimes Ledlie will
pick him up from his after school program if Sandrais running late and she says that Jay
is always happy to see her, “He responds well with me, actually he responds better when
his mother is not around, like now he' s alittle hyped there...” (referring to Jay playing

noisily with hissister). Leslie describes her relationship with Jay and his family as
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“professional,” but she worries about what will happen to Jay when he gets older
because, “...there’ snot alot of assistance out there...” as children with autism grow up.
Ledlielikes the fact that she can see the results of her labor with Jay. Heis developing
more self control and she can take him to more public places than when she first started
working with him. She takes him to church and to youth groups and, “... to acertain
degree, he' s able to fit in with the other kids as long as the group stays small and it’s not
too loud.” Ledlie also likesit when Jay masters a skill. The most difficult part of working
with Jay iswhen he is not interested in working on a skill or he loses a particular skill he
had mastered. Leslie wishes that she could communicate with Jay more easily, but he
cannot express what he needs or wants, “... It would be a great thing if he could say, ‘I'm
tired, I’'m sleepy, I’ ve had enough of that skill,” or * | don’t want to do thisanymore.’ ... |
do alot of guessing (because he can’t communicate).”

Ledlie and her husband enjoy working with Jay. Ledlie' s husband enjoys the bond
he shares with Jay, but her worries about how he will care for himself when he gets older.
Leslie describes the personal relationship she and Jay share,

One of the characteristics of autism is that they like to feel part of your body.

(For example) touch your ear, and | have the hardest time with my husband

saying, ‘don’t let him pull on your ear!” (but) Thisiswhat Jay’s got! He' s got so

few joysin life! Let him pull on my ear! My husband and | have really developed
abond with him. Jay responds very well, very well. And that’s agood thing. His
mom says, ‘| wish he was like that with some of the other people that have him,” |
think that even though he's not able to verbalize, he senses that heisloved and we
do care about him. | just enjoy seeing him develop. | enjoy seeing him growing
and learning his tasks.

Ledliefeelsthat if Jay can grow, mature, and become more independent he may be able

to livein agroup homein the future.
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Benefits of the CDC Program

Sandrais very happy with her son’s participation in the program. She works well
with the consultant who acts asa guide. She has aso found the accounting people
helpful when she needed help with the financial aspect of the program. Sandralikes the
help her son receives in the program and she sees an improvement in Jay, “He's come a
long way, (before) he couldn’t say bathroom, he would have to take your hand and show
you, but now he can say bathroom. Asfar as eating and sitting like a big boy, he does
that better now, if he makes a mess he triesto get amop or broom and triesto clean it
up.” Sandralikes the program because,

| get to run the program the way | want to.... | thank God for the program, put it

that way. It has helped awholelot. There' snot alot of programs out there for
autistic children and | really appreciate this program.
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Consumer Story 20

Bonnie Aguilar isafive year-old Hispanic girl with cerebral palsy and seizure
disorder who lives with her parents, her twin brother, and an older brother in ahomein
suburban Miami. Her mother Carais her representative. Her elder brother Jasonis 7
yearsold and isautistic. Heisaso enrolled in the CDC Program. Bonnie's non-family
caregiver, Alma, takes care of Bonnie and Jason. Almaisin her early sixtiesand is
originally from Central America. She wasinterviewed in Spanish. The children call
Alma, Tia, or “Aunt” even though she is not related to them. Theinterview was
conducted in the Aguilar’ s home with Bonnie' s mother, non-family careworker, and all
three children present. The home was clean, bright, and child-friendly.

No Consistency

Carafound out about the CDC Program through a special school that Bonnie
attends. Carawas very interested in participating when she heard that she could choose
who came to work for her.

Cara says that she can tell “horror stories” about her experiences with agencies
when she felt that she and her children were at the mercy of whoever the agency chose to
send to her home,

| didn’t choose who came into my home. A woman would come into my home. |
would hear her yelling at my children. They (the agency workers) would come
when they wanted. | am waiting for a care giver to come, and | would call the
agency.... They didn’t care whether they showed up or not. | saw some of these
care giversyell at my children, and | have one (an autistic child) that didn’t speak
at al which bothered me. 1 would never leave my home because | he couldn’t tell
me what was happening to him.

Bonnie does have a mouth on her, but sheisfive yearsold. At the age of three,
shewasn't ableto tell me alot of what (was happening), so | never felt safety
with my kids. Y ou would have (an agency worker) that was really good, and
maybe she would be here for a month or two, and then all of a sudden they would
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never show up again. My kids had no consistency.... in the beginning (with a
new caregiver) everything istough when you start a new job until you show them.
So | would waste my time showing them how to put on the (leg) braces, what we
do, what our routineis, especially in my home. | liketo have ahome with a
routine and stability for my children. You get them all trained, get them all ready,
and then they never show up again, and here comes a new person.

Cara had a caregiver she liked who she hired in the CDC program, but the woman
began bringing her own son to work and began “to slack off,” so Cara had to find a new
worker.

She Needs Help with Pretty Much Everything

According to Cara, while Bonni€e's speech and vocabulary are well-devel oped,
she has difficulties with hand/eye coordination and needs help with, “getting dressed,
feeding, eating, bathing, all of her health care.” Bonnieis mobile and she can do some
things, “ She can eat finger food on her own, but anything like soup or spaghetti (we have
to help).” Caradescribes what Alma does for Bonnie,

She bathes Bonnie for me in the mornings. When she gets here from 9:00 until

5:00 (during the summer), she will work and help me bathe her, dress her, feed

her, and then we take all of the kids and we go to the park. We take the kidsto

the pool. Alma helps me with the other (2 children) when we are at physical
therapy or while we are at occupational therapy. She helps me with the laundry.

She helps me with Bonnie' s room, her linens, and things like that.

Almaaddsto Cara'slist of tasks. Almagives Bonnie her medicine, gives al the
children movies to watch and supervises the children because Bonnie is “ mischievous’

and has to be watched carefully to keep her from getting into trouble or falling down.

There Is Another Child Involved

Cara says that Almaworks approximately 50 hours aweek at $12 an hour and
helps with both her children who are in the program. Almaworks more in the summer

when the children are home from school. Caraalso hires several college girls for respite
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care on the weekends to take the children out to MacDonald' s or so she and her husband
can go out for ameal. The respite workers are paid $10 an hour. If neither of the young
women can help, Almawill sometimes provide respite care for Cara at the respite salary.
Cara defends how much she pays Alma and the fact that she needs respite care by
pointing out that “there is another child involved,” she has two children with
developmental disabilitiesto care for. Cara usesthe children’s cash allowances on
alternate weeks to pay for Alma s salary and respite care. Cara says that she hasto be
very creative to find and pay for care with 2 children on the program. When the children
return to school Almawill work from 2 p.m. to 7 or 8 p.m. every day during the week.
Cara supervises her children’s care, “1 do not work. | am home, and | have three kids
with special needs.... | am here overseeing everything (and) participating init.” Alma
agrees that Cara supervises her work, but says that they talk together about the children.
Caragives Alma advice on how to handle the children’s anger or bad moods by playing
with them and helping them to get out of their bad moods. For Alma, thisisto be
expected, “...But that’s like al children. Aswe say in my country, “they get angry just
because.”

She Used To Work For A Cousin

Caramet Almathrough a cousin who had hired her previously and Alma has
worked for them for about a month and a half at the time of the interview. Caralikes
hiring non-family workers because she thinksit is easier to tell them what to do. Cara
and the children call Alma*“Aunt” and she has an affectionate relationship with the
children, speaking to them in Spanish and using pet names when she talks to them. Alma

thinks that she has a very good relationship with the whole family and that they treat her
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well and depend on her, “I don't just leave her with unfinished tasks.” Alma says that she
likes children and thinks that Bonnie isvery nice. Almarealizesthat Cara needs help
caring for al three children,

Likel told Cara, | am here until she tells me that it's no longer needed, it cannot
be done, or we are not in the program any more. She really needs help with the
children, it sthree of them. They are al very nice. The children and the parents
arevery sweet. She tells me some times, when | talk to her about going (back
home), she says “Oh, no Tia, you cannot leave me.” The entire family tells me
that | cannot go. She really needs help.

Somebody Who L oves the Children

Carathinks that a good caregiver will love the children. It isalso important that
they know CPR, “They don’'t need to be arocket scientist. They need to know your basic
CPR and know that they have to dial 911 and what to do. After that, everythingislove.”
Almathinksthat it isimportant to be calm, patient, and know how to take care of
children. Alma has had extensive experience raising children and clearly enjoystheir
company. Carafeelsthat her most important job as representative is to find the right
person to care for her children.

Problem with the CDC Program

The only problem that Cara has experienced is when she sent a timesheet late so
the careworker did not receive her check. Carapaid the caregiver’s salary out of her own
pocket until the check came.

Benefits of the CDC Program

Caralikes the fact that she makes her own decisions for her children, “Thereisno
agency out there telling me what my children need because no one knows what my
children need more than | do as a mother.” Choiceisthe “bottom line” for Cara. Cara

values being able to leave her children in her own home with a caregiver like Alma, “ |
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know that my children will get alot of love from thiswoman and they are safe. Safety

and love, you can’t ask for more than that.”
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Consumer Story 21

lan Scofield is a 33 year-old white single man with Down’s Syndrome. Helives
with his mother Marilyn and his non-family caregiver Frances in a suburban home near
Miami. The interview was conducted at lan’s home after he had just returned from a day
training program. lan was nicely dressed and very polite. Assoon as he got home his
mother asked him if he wanted a snack, which he got himself from the refrigerator. lan
was present during the interview, but was very intent on eating his snack and did not
participate in the interview. Marilyn Scofield is aretired elementary school teacher who
has always cared for lan herself. Frances works full time as an Office Manager. She and
Frances have been housemates for almost 25 years. Frances has a son about lan’s age
and a daughter about four years younger. The children grew up together and Marilyn
saysthey arelike siblings. Marilyn and Frances met when Marilyn taught at a grade
school and Frances was active in the PTA there. They both went through divorces at
around the same time and decided to become housemates and raise their children
together. According to Marilyn, since they have been housemates for so long, Frances
has known and helped lan for along time. Frances says of lan, “I think he appreciates
my help and we're friends.” Frances says that |an does not know that an hour aday she
ispaid for her caregiving.

Deciding to Enrall

Marilyn heard about the CDC program from lan’s coordinator who gave her a
brochure to read. Marilyn had never used an agency and did not realize that 1an was
eligible for personal care assistance. She decided to enroll in the program,

Because | wanted lan to have more options in who gave him personal assistance
and respite rather than having to go through agencies and try to find strangers.
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The turnover in agencies, | understand, is quite high, so even if you get someone

that you develop arapport with, they can leave, and then you start over again. |

wanted the freedom to use someone he knows and has known for quite some time.
The personal care assistance is very helpful to Marilyn because, “1 don’'t have to be
constantly helping him and | can get some respite. | didn’'t have that before | became a

part of this program.”

Previous Experience

Although Marilyn never used an agency for lan’s personal care, she did rely on
state funded transportation for lan to and from a Goodwill program. About 6 years ago,
lan had aterrible experience on one of the buses,

The only thing that | had to depend on once when he was at Goodwill in the
Goodwill Program was the public transportation, which was disastrous because
they got lost one afternoon, and he was gone, left Goodwill at about 3:30 in the
afternoon and at 8:30 at night | was still trying to find him.. It wasavery bad
experience. They had adriver that couldn’t read maps, didn’t speak English,
didn’t have his communication system on or couldn’t understand the directions
that he was being given by the dispatcher. On top of that we had aterrible,
terrible storm that day. 1t was thundering and lightening and pouring down rain.
And when they finally located the driver Frances said tell him to stay right where
heis. Youtell mewhereheis, and | will go get lan off that van. He was scared
to death when he got home, too.

Marilyn says, laughing, that she chewed her nailsto the quick that day. Sincelanison
the CDC program, “| can provide the transportation with a transportation company
providing part of the (return) transportation, | don’t have to depend on what the county
claims to be equivalent for disabled people, which is not equivalent for disabled people.”

Needing Assistance

Marilyn describes what 1an needs,
He needs help with some food preparation, with his meals. He needs help with

hislaundry. He needs some assistance with showers because he tends to use the
water way too high (in temperature), and | am afraid that he will get burned, so he
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needs assistance with that. Medication, he needs some assistance with the
medication.

Marilyn describes what Frances doesto help lan,

She assists him in the morning with his breakfast, and he does need some
assistance with shaving, so she takes care of that. She gives him his morning
medication, and he pretty much picks his own clothes, but if something is not
appropriate, she guides him into something else. Then in the evening at
dinnertime she assists again alittle bit with the meals and with his shower and the
water temperature and that type of thing.

Marilyn and Frances work together to prepare the meals, “1f we are going to feed lan
earlier because sometimes we eat later due to our schedules, and then she will do his
dinner while I am doing his lunch for the next day.”
A Typical Day
Marilyn describes atypical day for her son,
He gets his guidance in getting dressed. He has his breakfast, and then | take him
to the day training program, and then he is there until about 3:15 or 3:20, and then
he comes home and he has his snack, and then he usually watches television until
| get home, which can be 3:30 or quarter to four. Then two days aweek, this
being one of them usually, we go to the gym. | take him to the gym so that he can
work out, and | try to get him one afternoon aweek to the pool to swim. The
season will be starting in a couple of weeks for bowling, and then he will be
bowling every Tuesday afternoon. Then when we get home from the gym or

whatever, he watches a little bit more TV, and then he will do his shower and
have hisdinner. Then he laxes out until he goesto bed. That’skind of atypical

day.
Frances works for 30 minutes in the morning and again in the early evening Monday
through Friday. On Saturday and she works for an hour. Francesis paid $7 an hour for
nine hours aweek of work. Marilyn thinks that the most important thing that Frances
does for lan are hel ping with his meals and medication and monitoring his safety when he
showers.

Frances thinks that one of her most important tasks is keeping lan on track,
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| help him in the morning and he gets up at the proper time, he has atendency if
the alarm goes off to turn it off and lay back down.... He needs alot of prompts,
otherwise he loses histime. So | prompt him alot in the mornings because we are
on aschedule. He hasto leave at a certain time to go to work.

(I follow) the same procedure (in the evening)... again the night is with the
shower, making sure the water is adjusted right. | do help him at different times
on the computer. He likesto work on the computer so when we do have afew
minutes or something, we'll sit down and he will work some basic programs on
the computer, there are alot of little thingsthat | do...
lan often lets himself into the house with akey after work and is alone until Marilyn gets
home. Francesworries about him if he is alone for more than an hour at home so she will

call him from work several timesto check on him.

We Work Together

Marilyn and Frances have known each other for so long that Marilyn says they
work together on what lan needs. They have aroutine, “ She knows what she’s going to
do and I know what I’m going to do, and it just works out.” Frances feels that she has
known lan so long that she knows him aswell as Marilyn does. If Frances has trouble
getting lan to listen to her she may ask Marilyn’s advice. Frances has 2 children of her
own and feels that her “motherly instinct” helps her work with lan.

Marilyn thinks that a good caregiver should be like Frances. Francesreally
knows lan, “ Somebody who is patient and kind and allows him to make certain decisions
for himself that he is able to make and yet knows when a decision he might make is not
the appropriate one and guides him that way.” Frances thinks that you have to redlly care
about someone and their well-being to be a good caregiver and you must be patient.
Frances takes care of lan because it gives her a sense of fulfillment, “...getting paid for it
isnot why | doit.” Sheisalso able to help lan because heis mobile. Frances says she

could not physically be lan’s caregiver if he was in awheelchair and she had to lift him.
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Frances has a good relationship with lan, “I’'m glad I'm able to help him and | think that |
have taught him some skills, and I'm glad about that, and he is a very nice person, a good
individual and he's pleasant to be around...”

Use of the Cash Allowance

Marilyn paysfor lan’s transportation to the day training program. She drives lan
in the morning and the van brings him home at night. Marilyn takes Ian in the morning
so he doesn’t have to get up at 5:30 am. to take the van and this also saves her money
because the van is so expensive. Therest of the cash alowance is used for the
caregiver'ssalary. Franceslikesto use some of her salary to pay for special things for
lan like atrip or computer programs, “I’ ve been able to give lan some extra things that he
hasn’t had a chance to have before.”

Benefits of the Program

Marilyn describes the benefits of the program for herself, “It gives me alittle
more freedom because | can get someone to watch him that | know and | can rely on and
| am not afraid to leave him, so it gives me somerelief.” Marilyn did not have any
respite until lan became a part of this program. About 3 years previously, Marilyn had a
medical emergency and was in the ICU and then the hospital for seven days. Frances and
Frances parentstook care of lan then. Marilyn thinksthat if she has a problem that lan
will have someone who knows him to help and he doesn’'t have to go to a strange place or

get help from someone he doesn’t know.
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Consumer Story 22

Jenny Hollinsisan 11 year-old African American girl who lives with her mother
and father in a poor urban neighborhood in the Miami area. Jenny has severe
developmental and behavioral disabilities which her mother describes as fetal disorder
developmental delays. Jenny needs intense supervision and patient care. Jenny’s mother
Anita acts as her representative and provides unpaid care. Jenny’s Aunt Cathy, who lives
in a house nearby with Jenny’ s Grandmother, is Jenny’s paid family caregiver. Jenny’s
Grandmother also helps care for Jenny. Cathy helps Jenny before and after school during
the week. The interview was conducted at Cathy and her mother’ s home with Anita
while Jenny was noisily busying herself with a plastic toy. The interview was very
difficult to conduct with the Jenny present because of her repetitive and compulsive
actions. She shook a plastic toy with aball inside for the entire hour. Anitawas not at al
bothered by her daughter’ s actions and was very loving throughout the interview, at times
trying to calm and comfort Jenny. Jenny wore a school uniform, a helmet, and a large bib.
Anita explained that Jenny had to wear her helmet at all timesto avoid injury. Cathy is
currently trying to teach Jenny to feed herself and to use the toilet by herself.

Previous Experience

Anita describes the limited services her daughter received through the Medicaire
waiver,

(Jenny received services from) Developmental Services through the Children and

Families, that’s what it was through. Basically, | would go into the case worker

and any request that was needed they would say “Y es, thisis allowed, thisis not

allowed.” Respite care wasredly limited....

At first Anitaworked with a social worker, but then she had to receive services

for her daughter through an agency. A person from the agency acted as Jenny’s
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representative and Anita had to let the agency representative know what she thought
Jenny needed. Anita describes the process,
(The agency) evaluated Jenny and they did it that way to determine what her
needs were. But | can see what she needs. | know when she’s going through
more diapers. But then, you had to go through (the agency) and they had to come
out (to see what she needed) and it was more time consuming.
As Jenny’ s representative Anita has to, “keep up with the budget, make sure that
everything isin line, send in the time sheets,” and keep track of receipts.
Enrollment
Anita heard about the CDC program from her daughter’ s caseworker and decided
to try it because she was told that she would have more control over the benefits her

daughter receives.

Needs, Tasks, and the Daily Schedule

Anita says that Jenny needs help with everything. When the interviewer probes
for alist of needs, it becomes clear that Jenny needs help with all activities of daily
living. Thefamily istrying to potty train Jenny, but they have not yet been successful.
Jenny’s Aunt Cathy ties to help feed Jenny and provides basic personal care. According
to Anita, helping to feed Jenny is very difficult, “ She's at a point where she slings
food...” Cathy describes what she does for Jenny as, “Feed her, diapers, walk with her,
bathe her, brush her teeth, like aone year old.”

Cathy works 8 to 10 hours aweek for $10 an hour. Anita says that she supervises
Cathy, but Cathy says that no one supervises her work. Cathy’s schedule with Jenny
varies with the school year and is more flexible during the summer. Cathy says that she

isnot paid for al the care she provides. Cathy helps Jenny before school for 30 to 45
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minutes and after school from 4 to 6. Anita drops Jenny off at Cathy’s house after
school. Anita describes Cathy’ s schedule with Jenny after school,

She puts her on the pot and lets her sit there to see if maybe she'll do anything for
maybe fifteen minutes or so and then she prepares her food, feeds her, triesto
have her dress and feed herself oncein awhile. (She triesto teach) basic self-care
skills, trying to get her use to brushing her teeth and stuff, washing her face. That
never worked!

Use of the Cash Allowance

Anita bought a helmet for Jenny when she began hitting herself. She describes
how other expenses increase, “Just recently | had to increase the diaper order to every
three weeks because | was running out before the other ones would come in.” Anita says
that the extramoney for diapersisagreat help for them. Anitawill also use part of the
cash alowance to help pay for a summer camp program for Jenny which isimportant
because Anita has to work and needs care for Jenny during the summer, too.

Caregiver Experience and Important Qualities

Cathy has been a Certified Nursing Assistant for 15 years and has worked in an
Alzheimer’s Unit in aNursing Home. She thinks that a caregiver must be, “in good
physical shape and be able to get up when they are needed” in order to do a good job.

She prefers hel ping people for money and is glad she is paid for Jenny’s care. Anita says
that the most important quality for a caregiver is, “patience... dependability, to make sure
they’ re there when you need them.”

Benefits of the Program

Anita says that she has more freedom with the CDC program, “If | need more
diapers| call up and | get the orders. | don’t have to wait and put in arequest for them.”

She likes not having to go through a middleman to get what she needs for her daughter.
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The caregiving is a help because Anita hopes that it will help Jenny become more

independent.
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Consumer Story 23

Nikki Cannon isa53 year-old single African American woman who lives with
her mother in ahouse in Miami. Ms. Cannon has been a quadriplegic for 32 years as the
result of acar accident. Her mother Sharon is her caregiver. The interview was
conducted in Sharon’s home. The home was decorated with family pictures and awall
hanging of the Last Supper as a centerpiece in the living room. The house was clean,
although the walls and furniture were old and worn. Ms. Cannon was lying on an old
hospital bed covered only with some bed sheets. Her upper arms and shoulders were
uncovered. She could only move one arm and her head had limited movement. In
addition to atelevision set, the room had two bureaus for supplies such as rubbing
alcohol, skin cream, room scent, powder, and cotton balls. Ms. Cannon’s ten-year old
granddaughter came to visit toward the end of the interview.

I’'m What They Call a Quad

Nikki describes her medical conditions,

I’m what they call aquad for quadriplegic. | have been for 32 years from a C6
injury and | suffer from diabetes besides the paralysis, and | had kidney surgery. |
have one kidney left. | also have a couple different arthritis areas.

Sharon saysthat it is difficult to get her daughter out of bed because she has been
paralyzed for so long,

She staysin the bed unless the kids come by. The kids are all grown and have
husbands and children and all. They come by and get her up and get her out, but
sheis such aheavy person. And now after laying up, her joints are stiff (so) the
knees and legs don’t know how to fold. You can hardly get her in achair. They
do get out, but she don’t like to get up so if you get her out, you' re good, because
you have got to keep on after her. She likesto go (out) sometimes and sometimes
shedon’t. Most of the time she feels pretty good. If she gets sick, we call the
paramedics and they get her over to the hospital. The hospital is close and she has
been going there for years, so we call the doctor, and he will call there so that they
are expecting us... She gets sick sometimes, but not too often.
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Ms. Cannon and her mother have dealt with this so long that they are used to the
routine and know the pharmacists at the local drugstore. Sharon says that her daughter
“isin good mind” so she remembers all her medications and if the pharmacists have a
problem they know to get in touch with Ms. Cannon’ s doctor. Sharon is thankful that the
doctor and the people at the drugstore are “ so good at understanding” because it makes
her life easier.

We Put Our Resources Together

Nikki remembers her car accident and the way it affected her family,

My mamma sold her home and my dad worked hard because we were raising
about 9 to 12 kids that were all in our family. | had one daughter, but my mamma
also raised my daughter, my brother’ s daughter, and she had my sister, two of her
sisters, two of her brothers. My aunt had died in an accident with me. She had
her son and two daughters. So all of these were my mother’s and my father’s
responsibilities.

My father died in 1989, so then my mamma had to find work again. Shewasa
beautician, so she started driving abus again, and | had social security and the
two of us, we had to budget it and run this family... We had to put our resources
together and learn to do this. | knew that we could do it, but we worked on a
small budget.

Nikki saysthat she always relied on family for help. Sharon describes the importance of
family in her daughter’s life,

Nikki is happy because she has a phone and atelevision and her daughter is
married so she got two grandkids and | got three grandkids, so this week the
oldest little girl who's 10, they don’t go back to school until next week, so she
has been spending the day mostly here. Nikki lovesthem to death. So, they are
here in and out, back and forth on the phone, so it’s not too lonesome. | go to
church, my church is down the street there, a hop, skip, and ajump.
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The Program Sounded I nteresting

Nikki heard about the program through workers in another program. Nikki and
her mother have tried many different sources of assistance, but were dissatisfied with the
help they received through agencies. According to Nikki,

...None of those people appear to be very skilled with what they were doing or

they were limited to how much they could help. They couldn’t do anything

internal or real medical, and my mom basically has doneit all, al through the
years, so when this program came up, it sounded interesting... It seemed to be
perfect. It would subsidize some of the care and then she could save some more

money and help me supply the things | need, the medical things. Sowe gaveit a

shot.

Nikki explains that she and her mother “function like ahospital.” When agency workers
were late, her mother had to go ahead and do the work and then agency workers had to
find something to occupy their time when they finally showed up. When Nikki needed
help with changing the bed or eating or taking medications the agency workers would be
on their lunch hour. Nikki noticed that agency workers did not want to do what she calls
“scrub work.” She often caught agency workers “ doing the hand thing” and had to ask
them to wear gloves for both her health and their health.

Cleanliness was not the only issue when dealing with agency workers. Some
workers would have family members waiting in cars outside blowing the horn while they
were working. Onetime, Nikki arranged for aworker to come Thanksgiving Day when
her family was away. The worker told her on Wednesday night at 5 p.m. that she wasn’t
coming, when Nikki’s family were already gone. Nikki also worried about whether an
agency worker had skills,

And then you would show the procedure (for a particular care task) over and over

and over and then you almost get the feeling that they are not getting it, so then
my mom has to continue to do it (anyway), so they are not actually helping. And
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then you take your bath every two or three days, but then you are still smelling
(because they don’t do agood job), so it’s not comfortable.

| Need Help with Everything

Nikki describes the many things that her mother helps her with,

In my condition, | need help with everything. My mom is my complete life
source. | need help from combing my hair, gargling mouthwash, to applying
medical padsto the bottom of my heels, my bath. | take Insulin. | get two shotsa
day, and | have three meals. She preparesthem all. She gives me the shots. She
bathes me. | get my daughter or some outside friends or something when | want
to be priss and leave the house...

| always have this feeling that my mom does so much for me. | can’t give back.
Shecan't rest. She's up from actually 4:00 (a.m.) to 4:00 (a.m.) and her day stops
around 4:00 in the morning. She gives me laxatives and then she goesto the
living room and kitchen for breakfast by 6:30 or 7:00 and then it’stimeto clean
me up and bathe me. Then she gives me my shot and then al of my meds, al the
ones you see up there. By the time she can lay down for two or three hours, it’'s
lunchtime.

At about 12:00 or 1:00 she does the lunch thing for me. She gives me some more
meds. Then if no one comes over or the phone does not ring or friends visit, |
have alot of nice friends, she can lay down to about 4:00 and then sheisup to
change me again. Oh, she catheterizes me, too. | have medical kits, my bladder,
she has to empty twice aday and prepare me for the evening with my shots and
dinner. So, my satisfaction comesin that her job is made easier or more pleasant.
It doesn’'t take much to satisfy me.

On asmall injury on my bottom years ago, an aide’ s ring scratched me because |
have never had a bedsore, but it turned into one, so my mom keeps it under
control. If | don’t get out of bed in afew months, it will come back, so she tries
the Duraderms (skin patches) and keepsit clean. She washes and creams my
heels and feet to keep them from breaking down. | see a doctor once every three
months, so she makes it possible for them to come into the house, and al of this
helps me...

Nikki saysthat her mother washes aload of laundry a day in order to keep the house

smelling clean and they also use air fresheners because her bedroom has a hospital

atmosphere. Nikki thinks that hygiene and medication are the most important aspects of

the care her mother provides for her. She needs hygienic care for her health and comfort
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and her mother keeps track of her medications, keeps them in order, and knows what
Nikki needsto take.

Sharon’ s description of what she does for her daughter during the day give a sense
of how hard she works,

When the morning starts off, | get up real early to start taking care of her. | bathe
her up give her breakfast, let her rest awhile, give her, her meds, she has umpteen
of those. (At) about 12:00 or 1:00 o’ clock, | give her a sandwich or something
and in the afternoon | change her and straighten her up. Then | give her afew
more meds and then give her her evening supper and make her comfortable....she
likes looking at TV, so that keeps her company and sometimes she stays up at
night on the telephone talking to her sisters and brother. | say my prayers and
take my bath and | lay here on the settee and she hollersin here and tells me what
to look at (on the television) and finally we doze off, the usual... Every day is
about the same thing. | did it so much it just comes naturally.

Sharon has to do everything for her daughter. She feeds her daughter and if her other
children are there they help by feeding their sister. Sharon describes the medical care and
cleaning care she provides,

| have to do everything for her. | get up in the morning at 4:00 o’ clock and give
her medicine that she takes to move her bowels and in the morning | give her a
suppository which helps out. | give her that about 4:00 o’ clock in the morning,
wait until about 7:00 and then | get up and clean her up. | do that on Monday,
Wednesdays and Fridays...

(I) wash her hair about once amonth. That’s pretty hard to do, but | have aniece
that comesin that’s pretty close and we turn her around on the bed, put the bed
flat down, run the bed kind of up and leave the rails on that side up... let the legs
and let her head hang down. We get a stool or chair and bucket and we wash her
hair. Other than that, | give her abed bath mostly, but | can do that. | did that so
much.

Her skin has been pretty good, not much breakage but | always have the pieces of
stuff like asmall curtain (Duoderm). It heals your skin. She has been fortunate
not to have no bad (bedsores). If shedo, | seeit ahead of time then | take (the
problem) to the doctor and have them bring her over there and they get her
straightened back out, but they don’t be real bad so they showed me how to do
that so much that | keep (her skin in good shape). | takesit (Duoderm) off though
for the skin to breathe, that’ s what they call it, | know the words. She’s always got
to sleep with something, like something soft under her heels so nothing will break
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on the bed, that comes from washing the sheets and things. | don’t put no strong
detergent and that holds it pretty good... They have a doctor that makes house
callsthat take care of her feet. He' s been coming for years, we make an
appointment and he worksit in.
The most difficult thing for Sharon is moving her daughter. She has learned how to stand
and push her daughter’ s shoulder to start moving her.

Our Monthly Budget is a Bit Small

Nikki thinks that she and her mother did not ask for enough money or caregiving
hours for her mother when they first developed their budget. Sharon is paid for 15 hours
aweek of caregiving, three hours aday Monday through Friday. When Nikki and her
mother added hours, they went over budget and had to repay the money. Nikki blames
her problems on her inexperience, “1 guess | misunderstood that we could work and see
how certain set of hours worked and then we could add more if we needed them.” Nikki
and her mother have ailmost repaid their overspending. Nikki says that she is not happy
that her mother will only be paid for three hours of work a day, but it is better than
nothing. Sharon ispaid $10 an hour. Sharon says, “It would be niceiif | could get alittle
bit more, but | appreciate what I’ m getting, because | wasn't getting nothing (before).
Sharon does not need supervision because she has helped her daughter for so long that
she knows what to do, “I just get on up and do it.” Sharon used to wake very early when
she drove a school bus so sheis used to waking up early.

Use of the Cash Allowance; How This Program Helped Me

Nikki thinks that the money she and her mother can use for supplies has been the
most help,
That's how this program helped me. See, it was getting the supplies that was

really breaking my mamma. Like the personal thingsthat | (use to) bathe, to
wash, the deodorants, the shampoos, the lotions, the vaselines, al the little things
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that keep your body up. Likel said, | have been paralyzed for 32 years. | think
it's because my mom helps me. This program gives her relief. Y ou know, she
don’t worry so much about financial things. It’snot perfect. The budget is
medium. It'sabout $952....about $1,200 or $1,300 would be better, but it's what
we didn’'t have (before)...

Nikki uses the money for supplies,

Clorox and Lysol, the expensive disinfectants, they are very expensive, acohol
and peroxide, deodorants, mouthwash, Efferdent because | have dentures, stuff
like that, the washing pads. Now the diapers are covered by Medicare/Medicaid.
The gloves are not covered. All different things that keep your house disinfected
and smelling good, and to keep my body soft. Becauseif your skin is soft, you
don’'t do the bedsores. If it isclean, you don’t have the bedsores, and if you don’t
have the bedsores, then you are not embarrassed when people come around. My
momma sees to that. And the laxatives, the Ducolax, all those over there are
expensive. You have to get them every month and the mouthwash and
mouthpiece for the medications, so you have to get medicinesto heal it. It'sjust a
constant thing. Y ou are constantly buying, applying, and giving out, buying,
applying, and giving out.

The Caregiver Relationship

Nikki says that she cannot repay her mother for al the care she gives and that she
isan amazing woman. Sharon says that she and her daughter have a good relationship,
“She worries about me and | worry about her.” Sharon describes why she helps her
daughter,

| like working and taking care of her because | want to see her happy, and sheis
happy considering what’ s wrong with her most of the time, and she very seldom
gets depressed or anything. You'd be surprised how she can handle (things).
When the phonerings, | put it to her ear, but certain things she can take care of
the call and make connections. She uses the phone with the tongue. She can
press the button and she has alot of her friends when she was going to school
years ago. They go away but when they always come back. They always call and
come to see her and she has a friend and a nurse at the hospital and she always
calls and visits and they been friends ever since the accident and before.

Sharon says that she enjoys being with her daughter at night because they talk all the

time.
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Caregiver Experience

Sharon learned how to take care of her daughter over the years when she stayed
with her in the hospital. In fact, people who want information about health matters often
call Sharon for advice because they think, “we know everything about sickness.” Sharon
also helps other patients whenever she was with Nikki in the hospital because she would
hope that others would do the same for her daughter.

Nikki feels that trustworthiness is the most important qualities of a good
caregiver. A caregiver must also have some skills. Sharon thinks that a caregiver needs
to be both good hearted and a family person.

Problems with the CDC Program

Nikki comments that she does not want to be ungrateful, but she feels that they
need more money every month and she should pay her mother for more hours. She and
her mother also had a difficult time repaying the money that they overspent for
caregiving hours. Nikki feelsthat her budget should be revised,

Like if they would ask me and my momma again, you know when we first did the
interview (about the budget), the things that we have to spend and the things that
we have to do, then my budget right now would be alittle higher than the $952,
but when we were trying to figure it out, you don’t never think of everything until
you go to the doctors.

... the supplementary diabetic drinks and stuff are very expensive... | didn’t
consider that, you know. | didn’t consider the head and shoulders and the body
deodorant and the mouthwash. | was only thinking the medical supplies. That’'s
the only thing | would consider. | would increase the budget alittle. | know they
can't give us eight hours, but | would like to see... two in the morning, two in the
afternoon and two in the evening. | would need a budget around that. Three
hours (aday) is realy not enough, but I’m thankful for it.

Nikki saysthat if she could do her budget again she would ask for $400 to $500 more, “|

could be comfortable with a $1,300 budget.”
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Benefits of the Program

Nikki describes how the CDC Program has helped her,

Quite frankly, it is the finances because that’ s where we were hurting. Everything

else, my mom and | had worked out over the years. We had over 30 years of time

to make thiswork for us, and my kids, if my mom gets sick, they step in when |

need to go out somewhere. The extra finances, and the medical supplies, and

there are so many things that can’t be paid for by Medicare and Medicaid, so

actually it’ s the finances are the most appropriate. That’s the best thing we

needed.
Nikki saysthat the program gives her peace of mind, “Thisisthe onething that | can help
them (her family) and help myself at the same time.” Using the cash allowance also
allows Nikki to keep her dignity because she does not have to apply to useit for every
single thing she needs. Nikki keeps track of the budget and paperwork herself.

Sharon thinks that the benefit of the program is that she can stay home with Nikki
and still get paid rather than having to work driving a school bus, which she did for 15
years. Sharon aso is grateful for the money because it allows her to keep Nikki at home,

where she is happy, and out of anursing home.
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Consumer Story 24

Dwight Brown isa9 year-old white boy with cerebral palsy and developmental
disabilities, who lives with his mother and fourteen year old sister Gwen, in amiddle
class suburban home near Miami. His mother Marshais his representative and his
grandmother Angelais his primary caregiver. Dwight’s grandmother lives across the
street from his mother’s home. Marshais an agency worker. Dwight iswheelchair
bound and requires constant care. The interview was conducted in Dwight's
grandmother’s home. Upon arrival of the interviewers Angela called Marsha and she
walked from her home across the street to her mother’ s home, where Dwight was at the
time. Dwight was casually dressed and neatly groomed. He seemed very interested in the
interview process and made several attempts to provide input although it was difficult to
understand what he was saying, his mother provided interpretation. The family members
were al very close. Marshaand Angelaincluded Dwight in their playful conversation
regarding his care and his disability. He seemed to respond very well to this and was
active and in great spirits for the duration of the interview.

People He Knows

Family members are an important part of Dwight’slife. In addition to his
grandmother, his uncle helps care for him at night. Marsha says that this gives her
mother Angela a break, the uncle enjoys having some extra money, and she appreciates
his help transferring and lifting Dwight. Marshalikes it when he comesto help at night
because, “I don’t have to do so much lifting then.” Marsha gets respite care for Dwight

from her sister and even Dwight’s godmother has helped. In addition, Dwight’ s sister,

187



Gwen, “hisidol,” isagreat help, “everybody he has had (help) are people he has known,
whichisgood.” Marshathinksthat it isvery important to have a representative and
caregivers who are family because of the “love connection” they have with Dwight,

They are going to make sure that the person has the very best and al their needs
are met where somebody else that is not afamily member, they might be like
more lax to make sure that it gets done. They don’t understand. See when you
livein afamily with a disabled person, | have my son plus my aunt, who is
autistic,...you live with that day in and day out, and you just know what you have
to do for them...

Marshaworries that someone who was not related would not put the needs of the person
with adisability first.

Angela says that the family is close because “Italian families stay together.” She
describes how wonderful Gwen iswith her brother Dwight,

She’ swonderful with him. People are amazed at her, you know. Even when my
husband wasiill, she helped tremendously with him, too. Gwen was very close to
my husband, Mike, and when he was dying and everything, and at the hospital,
and he had the life support and tubes, this girl would come in there and she was
only twelve years old, and in there she learned how to do everything; the nurses
taught me how to do everything since we were taking him home since | wouldn’t
put him in anursing home. No, | would not put him in one of those places. And
when we got him home here, she was here, she would just go in there and she'd
help feed him, she knew how to flush the tubes out, she'd help him change the
trach.

Y es, she was very mature...she’ s marvelous with Dwight, shereally is. And
sometimes, too, with Dwight, Gwen wantsto play with her friends, too. We say
“Dwight, you’ ve got to give Gwen her own space. She needs to have afew
minutes to play with her friends.” But she does good.

HeHasLost al ot

Dwight has cerebral palsy. He must use a*“stander” to help him stand during the
day, but he cannot stand on his own or take any steps. Marsha explains that Dwight had
surgery two years ago for a hip dislocation after which he lost his ability to take steps.

She regrets allowing the doctor’ s to operate on her son because he lost so much after the
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surgery. It has been several years since this happened and Marsha still feels regret that
she did not listen to her gut feeling, “Onething | tell peopleisif you don’t feel right
about it, then don’t do it. (Doing) nothing is not going to hurt anything more.”

Marsha also discusses how the hip surgery hurt Dwight,

That was very hard on him. It was very painful, and he was in abody cast from
his waist down, and so that took alot of help and they put platesin his hips and
they didn’t work out. So last year, they took them out, thank God, but it was very
painful and we were able to handle it. Unfortunately, I’'m very experienced in that
kind of stuff right now, but it was the best thing taking out those pins that the
doctor had put in. It was very painful, you know; the pinsin his hips for some
reason didn’t help him. Usually with CP kids it will help in aligning the hips, but
it made it worse with him. So he's doing great now, as you can see. He's agood
eater; he doesn’t have any health problems at all.

Enrolling in the Program

Marsha heard about the CDC Program at the yearly “Family Cafe,” aweekend for
children with disabilities and their parents to hear about new programs, new assistive
devices and other information useful to the families who participate. Marshalooks
forward to going every year because it provides her with abreak. Respite careis
available for the children so parents can attend the information sessions.

| Can Handle Things for My Son

Marsha has a unique point of view about her previous experiences hiring agency
workers because she is herself a personal care attendant for respite care who works for
agencies. She wasinterested in hiring her own workers because she feels able to handle
care arrangements for Dwight, and she was not happy with former agency workers,

| work for agencies, but | am alittle bit more dedicated, and | don’t give up my

families. Like these people comeinto it. They cometo do ajob and they arelike

they can’'t handle it and they leave. That’s not good for achild. You need to have

(consistent care), especially for a child and even an adult that’ s disabled because

it'sdifferent. Y ou need to have a set person that they can rely on every day or at
least maybe three. It could be between three or four set people aweek. At least
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they know that these people are going to be there for them, not people are going
to come in and they are going to see you twice or three times and leave and then
have another person come in and do the same. It’ s not consistent. 1t makes them
nervous. It makesthem upset. Don't forget, when different people comein, they
are handling changing most of these people, diapering, and personal stuff, and
you know they have feelings, too. They are not comfortable with showing
themselves to everybody.
Marsha was dissatisfied with the turnover in agency workers which she thinksis bad for a
child with adisability. She thinks that some agency workers find that they cannot handle
the work. Marsha does not like having different people in her house everyday and she
worries that when you depend on an agency they may not have a worker to send to you.
She also had aworker she liked, but who was undependable.

Sharon discusses the disadvantages of an agency worker. She describes an
experience she had with a paid worker when she was caring for her mother who wasin
the hospital for cancer treatment, “ She gave her wonderful care, but it was strictly by the
book.” If Sharon was going to be late to see her mother she would ask the agency worker

to stay, “ She would stay, but if she couldn’t, she would leave.”

Lifting isaBiqg Issue

When she describes what Dwight needs help with, Marsha stressesthat heis
wheel chair bound and weighs one hundred pounds. In addition to toileting, tranferring is
abig issue,

When heis sleeping heisal right, but you know getting him up and getting him

ready, theliftingisabigissue. Liftingismy biggest thing because | need help.

It's definitely two people. | used to be ableto do it by myself. | can’t anymore.

It'sreally, really hard. Sometimes you need three people. It's hard because he's

dead weight.

Sharon goes to Marsha' s house in the morning to help Dwight get ready for

school, what Marsha calls the “morning detail.” She gets him up, changed, and dressed,
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feeds him breakfast and gets him to the bus stop for school. Dwight can feed himself if
hisfood is separated. Sharon also reads to him and helps him with homework. Lifting
Dwight is the most difficult thing that Sharon does,

The lifting sometimes (1) worry about those things, like if there’'safire or
something. God forbid, if he'sin his bed and we couldn’t get to him. Y ou always
think that even though you say it’s not going to happen, you always think of those
things. It'snot that afireman could run in and try and lift him... he's dead weight.
We can lift up you or me, but when he' sliterally dead weight, it’s like double the
amount of weight. (It's) very hard, because I'll say, “Dwight,” sometimesif I'm
going to transfer him out of the chair and, if he has hisleft arm (free) which is
good (he has some use of hisleft arm) and I’'ll say, “Dwight, put your arm around
my neck and give me alittle help.” He getslazy. He doesn’t want to do it. He
candoit. Sooneday, | wastransferring him out of the chair. | pulled the chair
right up the bed so | could just pull him out and flip him on the bed so there’'s no
problem. So | said to him, “Dwight, mom-mom’ s doing this by herself, now you
have to help me, you have to help me.” “Don’t drop me.” “But you'll haveto
hold onto my neck. You candoit.” And he used hisbad arm and he held on to
me.

“See, youcandoitif youwanttodoit.” What | doisl grab himand slide him,
and the bed' s right there. But he was holding on because | kept saying, you
know, “you’ve got to do this.” “Don’t drop me, don’t drop me.” | said, “Well,
then you hold onto my neck and you can use it; you can use your arm.” It was
really funny, and then he getslazy. Most of the time he doesn’t (help). He' sthe
king here. He'sKing Dwight, right, honey?

At the end of the day, Sharon helps Dwight with a snack after he returns from
school. She also helps him get ready for bed, lifting him out of the wheelchair, brushing
his teeth, and getting him in the shower, now that Marsha has a* handicapped shower.”
Before they had this shower, bathing him was a“nightmare.” Sharon aso accompanies
Dwight to physical therapy to help with transferring him out of the car. Sharon works at

a department store where she has flexible hours. She has been on family leave for severa

months because she is at home caring for her autistic sister.
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Schedule

It is very convenient for Marshathat her mother lives across the street and can
walk over to help whenever sheis needed. Sharon usually helps from 6 to 8 am.
Monday through Friday and 8 to 10 am. on Saturdays as well as other times during the
week. Marshamay call her when she hasto lift Dwight or put him in the stander. Sharon
ispaid for 20 hours aweek. Marsha says that their care of Dwight will never end. If he
did not have a disability he would be dressing and feeding himself, but “it’ s going to be
like thisfor the rest of my lifeand hislife.” Sharon saysthat care of Dwight isan all-
consuming part of her daughter’slife, “since he was born he started therapy, and she has
never faltered on it. Every day of hislife for nine years... not many women could
continue that pace.” Marsha supervises Dwight’s caregiving and hires the caregivers.
Sharon says that she and her daughter discuss Dwight’s needs,

My daughter iswith me alot, | don’t know if it's called supervision. If | see

something amiss with him or something, we always discussit. Likel noticed the

last few weeks he' s been eating excessively, and that’s aworry to us because he's

so big, but then we figured he'sin a growth pattern now. He's going to shoot up

and he’ svery hungry all thetime! Y eah, he's gorgeous; he's just so big and so
heavy...

Marsha pays $10.75 an hour to Dwight’s caregivers. Marshawould like to raise
the pay and plans to talk to her consultant about revising the budget. Marsha chose the
pay scale because of her experience as a personal care assistant. She knows that
caregiving is hard work and the workers need to be paid well. Sharon feelsthat the pay is
fair although she works more than sheis paid for because she is his grandmother. In fact,

she was uncomfortable with being paid at first,
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To be honest, | thought getting paid for taking care of my grandson doesn’t seem
right, (but) then (Marsha) would have to bring in astranger. So | got over the
guilt and it sjust part of my life now and everything.

| Have Always Been a Part of His Life

Sharon has been with Dwight since he was born at a birth weight of 2|b 8ozs.
Marsha and her children lived with Sharon until 4 years ago when they moved across the
street. Sharon is close to Dwight. She saysthat they are “bonded, I’ m his mom-mom.
Thisishishouse.” He asks her about everything she does and always wants to help her
cook. Sharon lets him help as much as he can, “1 let him put the pepper on or
something.” Sharon feels that she gives Dwight “tender loving care, extracare” because
she'sfamily. For Sharon, Dwight “is ajoy and we just want the best for him and a
having a chance at anormal life.” Sharon has cared for her husband, her mother, and
now her sister, aswell as Dwight.

Personality is Number One

Marsha has a clear idea of the characteristics needed for agood caregiver,

Personality is number one. Personality, appearance, qualifications. 1’'m not
looking for someone that has to have a bachelor’s to help change a diaper or lift
somebody. They know what they are getting into and they are going to be
responsible and be dedicated and not be somebody that has jobs and they are in
and out of jobs. They haveto know that thisisajob. Thisisredly truly ajob.
You are getting paid for it. It isajob that you have to have your heart in and love,
and it isalso very physical. When you see those kids and you are working with
them, you have to want to go back to the children or even those adults because we
forget that our children turn into adults who are still our children. They just look
bigger.

Sharon thinks that a good caregiver needs patience. If acaregiver is“not blood,”
they need to learn to like or love the child in order to do agood job. Sharon gives an
example of achild that Marsha cares for, alittle girl with severe developmental

disbilities, who drools. When she comes to their house and they all go out Sharon says
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that people stare as they sometimes stare at Dwight. Sharon thinksit isimportant to
remember that drooling, or being in awheelchair, or needing to be diapered as she did for
her husband and mother and now Dwight “are no big thing. You just do it and don’t
make an issue of it” so as not to humiliate people.

Use of the Cash Allowance

Marsha uses some of the cash allowance for diapers which are very expensive.
She buys wipes, chucks, rash medicines, and lotions. She uses coupons and tries to shop
at sales so she can buy extra packages of diapers. Marshais also working with the
consultant to get ramps into her house. She just replaced the ramp into the bathroom.
Thisis especially important because Marshais looking ahead to her son’s adult life, “I
am making my house handicap accessible and | am looking at (the) long-term.” Marsha
buys the pads used with the electric stimulation machine for Dwight’s muscles and pays
for Dwight’s massage therapy. The consultant has helped Marsha with the paperwork
and given her guidance about use of the cash allowance.

Problems with the Program

The paperwork for the program was confusing and overwhelming to Marsha at
the beginning, but she feelsthat it is better now and would recommend other parentsto
enroll in the program for their children.

Benefits of the Program

Marsha likes to handle things for her son as his mother and caretaker and she likes
hiring who she wants,

| am able to have my family members and my friends that have known Dwight

since he was a baby (as caregivers). Thethingisthat | likethe fact that if | have

to, | can hire somebody on the outside and interview them. | read people very
well, so | can look at them and say (whether they are good). | want to feel
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comfortable with this person coming into my home. | want to let them know that
thisiswhat you have to do, thisiswhat it takes, and if you can’t doit... | don’t
even want to say let them try it because | want consistency with him.

| am looking into his adult (life). | mean | hope this program stays until heisan
adult because | don’t know what it is going to be like when he is an adult, but |
know | want him home as much as| can. | don’t want to put him away into a
nursing home or something because | think in the long run, this does save the state
alot of money because nursing homes cost probably ten times as much, and you
don’t get the care that you would get at home from people that love you and know
youl.

Hiring her own caregivers allows Marshato have more flexibility with the
caregiving times. She aso likes having achoice, being in control, and having a say,

| like overseeing. He'smy child. He's my family. | want to make sure that he

has the very best, and | feel like I’min control now. | amin control. | don’'t have

somebody else telling me, oh, well, thisisit. You know, that’s not his family

member. They don’'t understand where you are coming from. They may be just a

worker. Thisgivesyou control and makes you feel like you have a say.

Marsha also feels that she is more relaxed since she and her son have been on the
program,

| am not as stressed about the lifting (because) | had help and I’ m still stressed, |

guess. You will aways be stressed with a child, but | feel like there’ s an option.
| have options now. | try to work around things.
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Discussion

The consumers interviewed in Floridaincluded children with disabilities under
the age of 18 (#11, 12, 18, 19, 20, 22, 24) and children with disabilities who were over
the age of 18 and cared for by older parents (#8, 9, 13, 17, 21). Their experiences and
needs differed from those of the other consumersin the program (#1, 2, 3, 4, 5, 6, 7, 10,
14, 15, 16, 23). In Florida, parents of children with disabilities were able to act as
representatives and paid caregivers at the same time.

The consumer stories from the Consumer Directed Care program share a number
of themes. In this section, the caregiver relationship, the skills and qualities of
caregivers, problems when hiring family caregivers, the physical problems caused by
caregiving, previous experience with agency workers, the relationship with the
consultant, the alternate uses of the cash benefit, problems with the program, and benefits
of the program are discussed.

The Caregiver Relationship

Consumer Directed Care consumers hired both family and non-family caregivers.
Consumers had a variety of different relationships with their caregivers. Mothers were
important as caregivers (# 8, 9, 17, 21, 23). Ms. Cannon (#23) has been cared for by her
mother for 32 years since she was paralyzed in a car accident. She describes her mother
as her “complete life source” and is grateful for all the care she provides. Grandmothers
also provide care (#12, 18, 24). Grandfathers are caregivers, too (#11). Paul Farmer’s
grandfather works as his caregiver while his grandmother acts as his representative.

Sarah Sullivan (#12) isan 8 year old girl with cerebral palsy. Her parentsrely on Sarah’s

grandmother for care half of the year when sheisin Florida. Daughters are caregivers

196



(#2, 4, 15, 16). Mrs. Lynch (#15) is cared for and protected by her daughter, who will not
allow the manager of the adult living community to evict her mother because of her
incontinence. Sons are caregivers, too (#3, 5). For example, Mr. Newman'’s (#3) son and
his wife have cared for him for twenty years, the last seven years through his Alzheimer’s
disease. Other family members are also caregivers. Ms. Dunlap is cared for by her sister
(#7) and her sister’sfamily. Mrs. Bennett (#14) is 98 years old and is cared for by her
granddaughter with help from her grandniece and a non-family caregiver.

Several Florida consumers hired non-family caregivers (#1, 10, 13, 14). Mr.
Joyner’s non-family caregiver (#10) took a pay cut to keep working for Kent Joyner
because she thought it would be better for him to have consistent care. Family friends
and community acquaintances are also hired as caregivers (#6, 19, 20). Jay Andrews
(#19) is cared for by anon-family caregiver with teaching experience, who Mrs.

Andrew’ s met through a babysitter.

Many consumers received unpaid caregiving from family membersis addition to

paid care through the program.

Problems When Hiring Family Caregivers. While most of the consumers and

representatives focused on the positive aspects of hiring family caregivers (#3, 7, 8, 9, 11,
12, 15, 17, 18, 21, 23, 24) five consumers and representatives described the problems
they have with hiring and supervising family caregivers (#2, 4, 5, 14, 16). Susanna
Burris (#2), who cares for her mother, saysthat it is not possible to provide both
emotional and physical careto her mother at the sametime. Sheis exhausted and
depressed by her caregiver role. Mrs. Morris (#4) hired her daughter, who is not yet 18,

asacaregiver. She saysthat she and her daughter have a difficult mother-daughter
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relationship and that her daughter cannot wait to move out when sheis 18. The
consultant does not think that the daughter is responsible and does not always provide the
care she should. Mrs. Erdman (#5) hired her son as a caregiver. Sheisvery happy with
his work now, but had problems at the beginning with him trying to take advantage and
not providing care. She wrote a schedule and list of tasks so her son’ s responsibilities
were clear and she continues to be strict with him. Mrs. Bennett’ s granddaughter (#14)
hired family membersin the past, but she says that they always think they know best and
are difficult to work with. Mr. Beal (#16) hired his daughter as a caregiver and they have
an ongoing, negative relationship and conflict over the money shereceivesas pay. His
previous caregiver was his granddaughter and they also had conflicts over money.
According to Mr. Beal’ s daughter, other members of the family took sides with Mr. Beal
over the money conflict.

The Skills and Qualities of Careqgivers

Caregiving is an important aspect of the experience of consumers in the program.
Both consumers and caregivers have clear ideas about what makes a good caregiver.
While there were a variety of skills and characteristics mentioned by the 24 consumers
and their caregivers, three characteristics were particularly important; honesty and
trustworthiness (#1, 6, 10, 13, 14, 15, 23), being pleasant (#1, 4, 5, 6, 8, 14, 15, 24), and
patience (#4, 8, 11, 15, 17, 18, 20). Mr. Joyner (#10) is especialy grateful to have an
honest careworker after a previous agency careworker stole from him. Mrs. Lynch (#15)
was serioudly hurt by an agency careworker who pushed her down and took money from
her. Consumers also value a pleasant relationship with their caregivers. Mrs. Brown

(#24) thinks that her son Dwight does much better when he has caregivers who care
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about him personally. Patienceis also an important characteristic for a caregiver,
according to Florida consumers. Mrs. Aguilar (#20) values the kindness and patience
shown to her daughter Bonnie by a non-family caregiver the family calls“Tia’ or Aunt.
Mrs. Aguilar has two children in the CDC program and a calm, responsible caregiver is
very important to her and the children.

Some of the other characteristics mentioned as important for a caregiver include
flexibility (#4), cleanliness (#5, 23), hardworking (#5), consistent (#13), and dependable
(#14). Even though dependability was not mentioned explicitly, it isimportant to
consumers because they often mentioned dissatisfaction with their previous agency
experiences because of undependable agency workers. While Mrs. Brown (#24) says that
caregiver’s “don’t have to have a bachelor’ s to change a diaper or lift people,” other
representatives mentioned concrete skills that are important. Such skillsinclude sign
language for the caregiver of Ms. Covas (#8) who cannot hear or speak, and knowledge
of CPR and knowing when to call 911 for Mrs. Aguilar (#20) who has two children with
disabilities in the program.

Physical Problems Caused By Caregiving

Caregivers and representatives spoke about the injuries they sustained while
caring for aconsumer (#6, 8, 14, 18) and difficulty with lifting consumers (#2, 7, 12, 23,
24). Mr. Trappani’s mother (#6) had a serious fall and could no longer provide the
physically demanding care her son, who has muscular dystrophy and is a quadriplegic,
required. Mrs. Covas (#8) fell with her 37 year old daughter and describes how she needs
to help her daughter become independent or find another living situation before she

becomes exhausted. Mrs. Covasis also watching her daughter’ s weight so she does not
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become too heavy to lift. Mrs. Bennett’s (#14) granddaughter has a bad back as a result
of afall in the shower when she was helping her grandmother. She still helps Mrs.
Bennett, but cannot do heavy physical work or help her with showers. Y olanda
Benevides grandmother (#18) is kicked repeatedly by her granddaughter, once so
seriously on a breast that she had to have a mammogram after the swelling subsided.

Caregiversfind lifting consumersto be very difficult (#2, 7, 12, 19, 23, 24). Mrs.
Burris (#2) often hasto stay in bed because her daughter cannot lift her into a bedside
chair. Ms. Dunlap’s sister (#7) describes transporting her sister to the doctor’ s office as
her biggest problem because her sister is so difficult to transfer into the car. The
Sullivan’ s daughter, Sarah (#12) has just started to use a power wheelchair, which at 300
Ibs., isimpossible to lift and difficult to transport. Mrs. Andrews (#19) wasinjuredin a
car accident before the program started and was no longer able to work with her 7 year
old autistic son as she had before. Mrs. Cannon (#23) providestotal careto her 53 year
old quadriplegic daughter around the clock. Mrs. Cannon isin her seventies and has her
own health problems, but she says that the hardest thing she does is move her daughter.
Mrs. Brown (#24) has difficulty lifting her son Dwight who is nine and now weighs 100
Ibs. He has cerebral palsy and has only partial use of one arm so heis very difficult to
lift. She pays her brother as a caregiver so he will help with lifting and has to have at
least two people to help transfer her son.

Previous Experience With Agency Workers

Florida consumers described their dissatisfaction with their previous experiences
with agency care. A number of consumers disliked agency workers because they were

not reliable (#2, 5, 10, 14, 23, 24). Susanna Burris (#2) could not keep her job at
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WalMart because agency workers never arrived on time so she could leave for work.
Mrs. Erdman (#5) complained that agency workers would not come when she needed
them to arrive and would often call multiple times to change their hours. Sometimes they
did not show up. Onetime, an agency supervisor had to come help Mrs. Erdman shower
because there were no agency workers available. Kent Joyner (#10) has M.S. and needs
help early in the morning when he has energy. Agency workers often arrived late and it
was aworry because he “needs to know help iscoming.” Mrs. Bennett’ s granddaughter
(#14) almost lost her own small business as an accountant because agency workers did
not come on time and she could not leave to meet clients. Mrs. Bennett’ s granddaughter
(#14) mentioned that in one two week period, her grandmother had a different agency
worker every day. Mrs. Bennett is 98 and requires personal care and help with
showering. Her granddaughter felt that her grandmother needed more consistent care that
provided her with some privacy and dignity because of her age and her modesty. Ms.
Cannon (#23) receives care throughout the day on a strict schedule. When agency
workers were late her mother had to begin providing the care. By the time the agency
worker arrived some of the most difficult work was already finished. Mrs. Brown (#24)
also objected to her 9 year old son being changed and dressed by many different agency
workers. She feels that children with disabilities need consistency and structure and
personal privacy and dignity. Mrs. Andrews (#19) also said that her 7 year old son Jay,
who is autistic, did not do well with many different agency workers. Jay needsto have
structure or he “backtracks,” and becomes less functional.

Some consumers disliked having strangersin their homes (#2, 5, 6, 14, 24). Mrs.

Trappani felt very uncomfortable with people she did not know coming into her home to
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care for her son Richard. Susanna Burris (#2) said that her family found some of the
agency workersto be “weird” and suspected them of using drugs. One agency worker
told Mrs. Burris that she invented a “bug zapper” to destroy bacteria. Several agency
workers had boyfriends who Susanna Burris found threatening. Ms. Cannon (#23)
describes agency workers whose family members would sit outside her home in cars and
blow the horn impatiently so the worker would hurry and leave for the day. Mrs. Erdman
(#5) clamsthat one agency worker told her that she had faked the C.N.A. training and
was nhot qualified to work.

Two consumers were concerned by the lack of cleanliness of agency workers
(#16, 23). Mr. Beal (#16) was disgusted when an agency worker emptied dirty water
from cleaning the bathroom into his kitchen sink. She then poured cleaning water full of
chemicals on hislawn. Nikki Cannon (#23) said that she had to remind agency workers
to wear gloves when they worked with her. She also said that she received substandard
bed baths from agency workers. Two consumers had problems with dishonest agency
workers (#10, 15). Kent Joyner (#10) had a worker steal from him and Mrs. Lynch (#15)
not only had an agency worker steal money from her, but she was pushed to the floor and
had to be hospitalized for several days after the incident.

Several consumers hired former agency workers (#1, 10, 14) whose work they
found satisfactory.

Rel ationship with the Consultant

Florida consumers had varying amounts of contact and interaction with their state
consultants. Consumers and representatives made both positive (#1, 4, 5, 6, 8, 11, 15, 17)

and negative (#12, 13, 16) comments about their consultants. Consultants were
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positively described as guides to the program who provided access, help, and resources.
For example, Mrs. Covas (#8) said that her consultant spoke Spanish and was always
availableto her. Mrs. Gabriel’s (#17) state consultant helped her find high quality respite
care for her daughter. The Sullivan’s (#12) had a negative opinion of their consultant.
They thought the consultant acted as one more middleman between their daughter and
needed services. The Sullivan’s were frustrated because they thought that they were
teaching the consultant her job. Mr. Beal (#16) was angry at his consultant who
intervened between a conflict between him and his daughter over the use of her
caregiving pay. Mr. Beal thought that the caregiver did not listen to him and patronized
him because of his disability.

Alternate Uses of the Cash Benefit

Florida consumers used the cash allowance in many ways in addition to pay for
caregivers. The cash benefit helps consumers, consumer representatives (parents of
children with disabilities use the money to pay for their children’s needs) and caregivers.
Consumers used the money for personal careitems (#1, 3, 7, 8, 11, 14, 15, 17, 22, 23,
24). Diapers are very expensive and were mentioned frequently as an item paid for out of
the cash allowance (#11, 12, 15, 22, 23, 24). Several parents of children with disabilities
liked the fact that they could save money by using coupons when they bought their own
diapers and get more supplies for their money than possible when receiving supplies
through the state. Disinfectants and cleaning supplies were also mentioned. Ms. Cannon
(#23) needs disinfectants for her room, air fresheners, over the counter laxatives, and
many supplies to keep healthy as a quadriplegic. Ms. Dunlap’s caregiver (#7) uses atube

of Neosporin aweek at $7 atube to control her sister’s skin rashes, the cash benefit is

203



important for them to be able to supply the needed items. Two parents of children with
disabilities used the money to pay for dental visits for their children (#8, 17) and one paid
for the repair of broken glasses (#17). Paul Farmer’s grandmother (#11) used some of the
money to pay for clothesfor her 10 year old grandson who was outgrowing his clothes
quickly. Consumers also used the money for medication (#3, 5) oxygen (#7), and
supplemental nutrition drinks (#12). Mrs. Erdman (#5) uses her entire cash allowance to
pay for one pill.

Consumers used the cash allowance to buy assistive devices (#4, 7, 8, 11, 12, 13,
22, 24) and pay for home modifications (#10, 12, 24). Mrs. Jansen (#1) mistakenly
thought that she could not use her cash alowance to pay for grab bars because they were
not “personal” items. Mrs. Morris (#4) buys supplies for her scooter and is saving her
money for aMedic Alert system, for example. Ms. Dunlap’s family (#7) used the money
for ahospital bed. Mrs. Covas (#8) and the Sullivans (#12) each bought a bed for their
daughters. The Sullivans bought a bed that looks like a child’ s bed, but functions like a
hospital bed. Paul Farmer’s grandmother (#11) bought an adaptive bicycle for Paul. It
provides exercise and back support and can also be used as atricycle. The Sullivans
(#12) have bought many assistive devices for Sarah who has cerebral palsy, is
guadriplegic, and uses a power wheelchair. They used the cash alowance to buy
adaptive spoons and plates, and a slant board and writing instruments for their daughter at
school. The Connolly’s (#13) use the cash allowance for costs associated with upkeep of
the power wheelchair their son Adam uses. They also pay for repairs that Mr. Connolly

cannot do himself, to the van they use to transport their son. Jenny Hollins parents (#22)

204



bought her a helmet for protection. Mrs. Brown (#24) buys pads for the electric
stimulation machine her 9 year old son Dwight uses during therapy.

Several consumers use the cash allowance to build ramps. Kent Joyner (#10) had
aramp repaired so he could leave his apartment. The Sullivans (#12) built aramp for
Sarah’ s grandmother’ s home so she could visit. Sarah’s grandmother is saving to have
her home's doors widened. The Sullivans said that they would never be able to use
Medicare money to adapt Sarah’s caregiver’ s home, but that it isimportant for their
daughter to be able to visit her grandmother, and thisis abig help to them because it
givesthem abreak, too. Mrs. Brown (#24) had a ramp built in her bathroom and is
gradually modifying her house for better access for her son Dwight. Sheislooking to her
son’s future use of the house and his needs as he gets older. Kent Joyner (#10) used
some of his cash allowance to pay for termite extermination.

Florida consumers use the cash allowance to pay for a variety of other items and
servicesaswell. Severa parents of children with disabilities mentioned that they paid for
therapy for their children that was not otherwise covered (#8, 9, 24). The Arroyos care
for their 27 year old autistic daughter Marilena. They use the money to pay companions
to stay with her and work on socialization. They also pay for massage therapy, music
therapy, and plan to use the money for psychological counseling. The Covas family (#8)
also paid for psychiatric counseling to help them deal with their daughter’ s extreme
dependence on her mother. Mrs. Brown (#24) pays for therapy for her son Dwight which
she has been committed to since his birth.

Mrs. Lynch (#15) pays for one day aweek at adult day care and the $5

transportation fee. Mrs. Scofield (#21) pays for van transportation for her son lan 5 days

205



aweek. Shedrives him to work in the morning, but has more flexibility in her schedule
because he is brought home in the afternoon. Mrs. Gabriel (#17) pays for her daughter
Lynnette’ s summer camp fees and club activity fees with the cash alowance. The
summer camp and club events provide Lynnette with a socia life and provide her mother
some respite, something that Mrs. Gabriel says she never takes for granted.

The cash allowance helped two consumers’ familiesin their work situations (#2,
14, 23). Susanna Burris (#2) could no longer work because she provided care for her
mother. The cash allowance offset the loss of income and made it possible for her to stay
home and kept her mother out of a nursing home. Mrs. Bennett’ s granddaughter (#14)
was able to keep working because she hired a dependabl e caregiver for her
grandmother’s care. Mrs. Cannon (#23) was able to provide care at home to her daughter
and did not have to work outside driving a school bus which she had done for many
years. Mrs. Cannon thought that the cash alowance alowed her to keep her daughter out
of anursing home.

Respite care was mentioned as an important service purchased with the cash
allowance (#2, 3, 11, 12 13, 14, 17, 21, 22). The Connollys enrolled their son Adam
(#13) in a center which provided them with a break and gave their 26 year old son his
own “social world.” Mrs. Gabriel (#17) gets psychological and emotional relief because
she knows she can get respite from her daughter’ s care and provide her daughter with a
safe, enjoyable break, as well.

Florida consumers use the cash alowance in avariety of ways. Parents of

children with disabilities are especially conscious of the therapy, assistive devices, and
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supplies their children need and the most efficient and inexpensive ways to acquire these
goods and services.

Problems With The Program

Consumers described problems with the program including the large amount of
paperwork (#2, 6, 8, 10, 24) and accounting problems such as reading the financial
statement and keeping track of the balance of the cash plan (#4, 9, 10, 11, 12, 18). The
accounting difficulties resulted in overspending of the cash plan (#15, 17, 23) which was
a hardship to repay, and difficulty keeping track of caregiver’s hours (#2, 14). Two
consumers felt they received conflicting information about the use of the cash plan (#2,
16). One consumer did not like the fact that the consultant had the final say in the use of
the money (#12). A caregiver complained that the pay did not include any benefits (#2),
such as health insurance and retirement.

Mr. Joyner (#10) found the paperwork overwhelming. A number of consumers
and their representatives agreed. A bigger problem was the confusion with the
accounting in the program, especialy unreadable monthly statements. Mrs. Sullivan
(#12) is an accountant who keeps a spreadsheet of the allowance and expenditures. She
said that she could not even read the monthly statements, and the balance never matched
hers, which she knew to be correct.

Three consumers overspent on the cash plan with caregiver’s hours. This money
had to be repaid which was very difficult. Ms. Cannon (#23) said that she mistakenly
thought that there was more flexibility in the cash plan with caregiver’ s hours than turned
out to be the case. She thought that the cash plan could be adjusted easily if more hours

were needed. Instead, she overspent the cash plan with caregiving hours and had pay it
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back. Ms. Cannon blamed the problem on her inexperience in estimating what she
needed in caregiving hours and supplies at the start of the program. Mr. Beal (#16)
disagreed with the consultant over the proper use of the cash and Mrs. Burris' daughter
(#2) checked with a program representative from Washington D.C. because she did not
think the consultant was correct about use of the money. She also had to quit her job to
care for her mother, but she felt that the caregiving pay did not cover the health benefits
and retirement benefits she no longer received. The biggest problem with the CDC
program seemed to stem from start-up problems with accounting procedures and
paperwork that were improving by the time the Florida consumers were interviewed.

Benefits of the Program

While consumers gave a variety of answers about the benefits of the CDC
program, the importance of financial help, respite care, control over care, the flexible use
of the cash allowance, and choice were the most frequently mentioned benefits.
Consumers liked the program and would recommend it to their friends. Severa
consumers asked the interviewers if the program would continue and Mrs. Brown (#24)
hoped that the program would be available for her 9 year old Dwight when he was ol der,
because there are not many services for older children with disabilities.

The financia help was appreciated by a number of consumers (#2, 4, 5, 7, 9, 12,
21, 23). Both Mrs. Morris (#4) and Ms. Cannon (#23) needed the financial help to buy
personal supplies which are necessary for their health and hygiene. Two caregivers (#2,
23) can stay home to care for their family member because of the financia help, which,
in both cases, keeps the consumers out of a nursing home. Four caregivers (#4, 5, 7, 15)

said that the caregiving job with the program was an improvement over other work. Mrs.
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Morris daughter (#4) said that because she was paid her caregiving was “not just favors
here and there all over the place.” Mrs. Erdman (#5) said that she got more work from
her family caregiver than she did from agency workers. Her son liked the work because
it was less stressful when you worked for someone you know. He appreciated the pay
because he used it for his monthly car payment. Ms. Dunlap (#7) appreciates being able
to pay her sister for care because then she does not feel like such a burden to her sister
and her family. Mrs. Lynch’s daughter (#15) said that receiving money for caregiving
motivated and encouraged her to provide even more care than she was paid for.

The cash allowance allows consumers and their representatives to pay for respite
care (#3, 11, 12, 13, 21, 22). Adam Connolly (#13) has recently made great progress
after his medication was adjusted. Hisfamily is able to pay for him to attend a daycare
center with the cash allowance. He has his own social world and his mother gets a break
from caregiving which helped the whole family. Mrs. Scofield (#21) was grateful for the
financia help because since her son did not need the services of an agency worker she
did not realize that he was eligible for personal care services. The ability to pay for a
friend to supervise her son has helped her tremendously and allowed her to do things
outside of the house.

Control over care and expenditures were mentioned as benefits of the program by
anumber of consumers (#3, 5, 6, 8, 9, 10, 11, 12, 14, 15, 16, 17, 19, 23). Control of
caregivers hours was mentioned by three consumers (#5, 10, 14). Mrs. Erdman (#5) felt
unwell in the morning and cannot use help before early afternoon. Agency workers
always wanted to work at 8 am. When she controlled her care she was able to decide the

caregiving hours that worked for her. Similarly, Mr. Joyner (#10) needed a caregiver
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early in the morning when he had enough energy to benefit from the care. He hired a
caregiver for early hours on the program. Mrs. Bennett (#14) needed help in the late
morning and again in the late afternoon. Her granddaughter was able to hire a caregiver
who provides care at the needed times. The Newmans (#3) felt that the control of the
program gave them the ability to monitor their father’ s well-being. Mrs. Arroyo (#9)
liked to control the quality of care her autistic daughter Marilenareceived. Kent Joyner
(#10) said that controlling his care gave him something to do. Richard Trappani (#6) also
liked keeping track of his care plan and expenditures. Mr. Beal (#16) and Mrs. Erdman
(#5) liked the feeling of independence that control of the program gave them. Ms.
Cannon (#23) felt that she was able to keep her dignity because she does not have to ask
permission to buy every thing she needs.

Flexible use of the cash allowance was very important for Florida consumers (#4,
5,11, 12, 13, 15, 17, 18, 22, 23, 24). Consumers (#4, 11, 12, 15, 17) can buy more
supplies, more cheaply when they buy supplies themselves. Parents of children with
disabilities use the money to pay for therapy not covered by Medicare.

The importance of choice (#4, 5, 6, 16, 24) in the program was related to control
and flexibility. Consumers liked to choose their hours (#5). Richard Trappani (#6)
received more help because he was able to choose his caregiving hours. Mrs. Jansen

sums up the benefits of the CDC program by saying that it gave her “ peace of mind.”
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Appendix A

Case Selection Criteria
Unit# Age 18-64 65-79 80+ Male Female Black White Rural Urban FPCW N-F  Rep N-Rep
PCW
Unit #1 X X X X X X
Unit #2 X X X X X X
Unit #3 X X X X X X
Unit #4 X X X X X X
Unit #5 X X X X X X
Unit #6 X X X X X X
Unit #7 X X X X X X
Unit #8 X X X X X X
Unit #9 X X X X X X
Unit #10 X X X X X X
Unit #11 X X X X X X
Unit #12 X X X X X X
Unit #13 X X X X X X
Unit #14 X X X X X X
Unit #15 X X X X X X
Unit #16 X X X X X X
Unit #17 X X X X X X
Unit #18 X X X X X X
Unit #19 X X X X X X
Unit #20 X X X X X X
Unit #21 X X X X X X
Unit #22 X X X X X X
Unit #23 X X X X X X
Unit #24 X X X X X X
Unit #25 X X X X X X
Unit #26 X X X X X X
Unit #27 X X X X X X
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Appendix B

Interview Protocols

Page O of 7

CONSUMER/REPRESENTATIVE PROTOCOL

ENGLISH VERSION

Cash and Counseling Ethnographic Study — AR
University of Maryland, Baltimor e County

Protocol #:

Interviewer:

Today’s Date:
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Page 1 of 7

Consumer/Repr esentative Pr otocol
Cash and Counseling Ethnographic Study — Arkansas

University of Maryland, Baltimore County

Introduction: Hello, my name s (interviewer’sname). | am an interviewer for a study
being conducted by the University of Maryland to learn first hand about your
experience as a participant in the (official name of state’'s program). Rather than asking
you alist of questions, | would like for usto have a conversation about how you came
to beinvolved in the program and how it has worked for you.

I would like to tape record our conversation so that | can listen closely to what you
aretelling me. | want to remind you that everything you tell me will be confidential.
If, after | leave, you have questions about the interview or our study you may call Dr.
Kevin Eckert at the toll free number on this card.

| expect that our conversation will last about one hour. Do you have any questions?

1. Protocol #:

2. Date:

3. Interviewer:

4. Address:

5. Age

6. Sex:

7. Marital Status:

8. Race/Ethnicity:
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Page 2 of 7

Protocol #
Date
I nterviewer

BACKGROUND

9. Can you tell me about who lives with you?

9a. How are they related to you?

GENERAL PROGRAM

10. How did you hear about the program?

11. Why did you decide to become a participant in the program?

12. Can you tell me about the kinds of things you need help with? (P)
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Page 3 of 7

Protocol #
Date
I nterviewer

13. How does participating in this program help you? (P)

SERVICE

14. Please tell me about your Persona Care Worker

14a. Did you know your care provider prior to hiring her/him?

14b. What is hig/her relationship to you?

14c. What does he/she do for you?

14d. What is your PCW’ s weekly schedule?

14e. What tasks does your PCW perform for you?

14f How many hours per week does your PCW work for you?
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Page 4 of 7

Protocol #
Date
I nterviewer

14g What are the pay arrangements?

14h. How many hours does your PCW get paid for?

14i. -Who manages and supervises your caregivers?

15. -What do you think are the most important services your caregiver provides
you with?

16-do you feel your current arrangement is better than what you had before? (P)
(in regard to family or non-family caregivers)

17-What qualities do you look for in paid provider?
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CONSULTANT/REPRESENTATIVE

Please tell me about your Counselor

18. -What does he/she do for you? (P)

For consumerswith representatives:

Please tell me about your Representative

19-What is the relationship of the representative to you?

19a. -What does he/she do for you?

19b. -What are the most important service he/she provides?

Page5of 7

Protocol #
Date

| nterviewer
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Page 6 of 7

Protocol #
Date
I nterviewer

19c. -Do you think it is better to have a family member or a non-family member as a
representative?

OPERATION OF PROGRAM

20. What is the most important benefit you have received by participating in the
IndependentChoi ces program?

21. What did you do before the program to address your needs?

22. What are the most important changes in your life since the program?

23. In addition to the help you receive from, what other sources of help have been most
important to you? e.g. church, volunteers, meals on wheels, etc.
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Page 7 of 7

Protocol #
Date

I nterviewer

24. What advice would you give to somebody else who might be interested in
participating in this program?

25. -What do you think are the benefits of participating in the program?

26. -What do you think are the drawbacks of participating in this program?
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Page 0 of 6

FAMILY CAREGIVER PROTOCOL

ENGLISH VERSION

Cash and Counseling Ethnographic Study — AR
University of Maryland, Baltimore County

Protocol #:

Interviewer:

Today’s Date:
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Family Careqgiver Protocol
Cash and Counseling Ethnographic Study — Arkansas

University of Maryland, Baltimore County

Introduction: Hello, my name s (interviewer’sname). | am an interviewer for a study
being conducted by the University of Maryland to learn first hand about your
experience as a participant in the IndependentChoices program. Rather than asking you
alist of questions, | would like for us to have a conversation about how you came to be
involved in the program and how it has worked for you.

I would like to tape record our conversation so that | can listen closely to what you
aretelling me. | want to remind you that everything you are telling me will be
confidential. If, after | leave, you have questions about the interview or our study you
may call Dr. Kevin Eckert at the toll free number on this card.

| expect our conversation will last about one hour. Do you have any questions?

Date:

Interviewer:

Protocol #:

Place:

Caregiver Name:

Date of Birth:

Ethnicity:

Marital Status:

Highest Degree Obtained:
Relationship to Consumer:
Do you have another job?

- 1l.a If so, whatisit?
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Page 2 of 6

Protocol #
I nterviewer
Date

BACKGROUND

When did you begin helping your family member?

12a. When did you begin providing paid servicesfor your family member?

12b. Who hired you and how were you hired?

What kind of training and experiences do you have to help you in providing services
the client?

13a. -Do you have past experience as a PCW?

-Would you consider providing care to people outside of your family now or in the
future?

SERVICE

-Do you live with your family member?

-What do you do for him/her?

How many hours aweek do you work for your family member?

-What is your schedule like?
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Page 3 of 6

Protocol #
I nterviewer
Date

What sort of tasks do you perform for your family member on a day-to-day basis?

Can you describe atypica day?

Do you get paid for all the care you provide?

How do you decide/Who decides what you need to do?

22a. -Does anyone supervise your work?

22b.-What kind of supervision do you get? (P)

Have there been any serious medical/non-medical problems that you haven’t been
able to handle on your own?

23a-What sort of help/advice did you get?

23b -Who gave you help/advice?

How would you describe your relationship with your family member?
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Page 4 of 6

Protocol #
I nterviewer
Date

24a. -Have there been any differences or conflicts?

24h. -If so, what sort of conflicts have there been?

24c. -1f any differences/conflicts have emerged over time, how have you resolved
them?

Have your relationships with family members changed since becoming a paid worker
involved with IndependentChoices? How?

Arethere any particular concerns you have about your family member when you're
not there?

-How have other members of the family/friends reacted to you and the services
you provide to the family member?

OPERATIONS

Has your work, schedule, or the tasks you perform changed since you enrolled in
I ndependentChoices?

28a-If so, how?
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Page 5 of 6

Protocol #
I nterviewer
Date

Since being a part of this program, have you needed added information or assistance
in providing services?

29a.-please explain

What do you like most about working for (name)?

What is the hardest or most stressful part of the job?

What kind of skills or personality does it take to do this job?

32a. -Would you recommend this job to someone else?

32b. Why or why not?

Will you continue doing thiswork in the future?

33a. - continue for family member
other family member (s)
friends
unknown consumers

33b. Why or why not?

34. Based on your experience, how is being a personal care worker in the
IndependentChoices program similar to or different from other work you may have done
as apersonal care worker?
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Protocol #
I nterviewer
Date

35. What' s the best part of being a provider in the program?

What kinds of problems have you encountered in this program?
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NON-FAMILY CAREGIVER PROTOCOL

Cash and Counseling Ethnographic Study — AR
University of Maryland, Baltimore County

Protocol #:

Interviewer:

Today’s Date:
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Non-Family Caregiver Protocol

Cash and Counsaling Ethnographic Study — Arkansas

University of Maryland, Baltimore County

Introduction: Hello, my nameis (interviewer’sname). | am an interviewer for a study
being conducted by the University of Maryland to learn first hand about your
experience as a participant in the IndependentChoices program. Rather than asking you
alist of questions, | would like for us to have a conversation about how you came to be
involved in the program and how it has worked for you.

I would like to tape record our conversation so that | can listen closely to what you
aretelling me. | want to remind you that everything you are telling me will be
confidential. If, after | leave, you have questions about the interview or our study you
may call Dr. Kevin Eckert at the toll free number on this card.

| expect our conversation will last about one hour. Do you have any questions?

Date:

Interviewer:

Protocol #:

Place:

Caregiver Name:

Date of Birth:

Ethnicity:

Marital Status:

Highest Degree Obtained:
Relationship to Consumer:
Do you have another job?

- if so, what isit?
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Protocol #
I nterviewer
Date

BACKGROUND

When did you begin providing paid services for (client’s name)? Did you know him/her
prior to becoming hisher paid worker? Who hired you and how were you hired?

What kind of training and experiences do you have to help you in providing services to
(name)?

-do you have past experience asa PCW? (P)

How many hours aweek do you work for (name)?

-what is your schedule like?

-what do you do?

-do you live with (name)? (P)

Do you get paid for all the care you provide? (P)

SERVICE

What sort of tasks do you perform for (name) on a day-to-day basis?

Can you describe atypica day?
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Page 3 of 5

Protocol #
I nterviewer
Date

How do you decide/Who decides what you need to do?

-does anyone supervise your work?

-what kind of supervision do you get? (P)

Have there been any serious medical/non-medical problems since you’ ve been helping
(name)?

-how did you handle that?

-what sort of help/advice did you get?

-who gave you help/advice?

Have you had any physical problems of your own since providing carefor (name)?

How would you describe your relationship with (name)?

-have there been any differences or conflicts?

-if s0, what sort of conflicts have there been?

-if any differences/conflicts have emerged over time, how have you resolved
them?

What kind of contact/relationships do you have with (name's) family or friends?
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Arethere any particular concerns you have about (name) when you' re not here?

-how have members of (name’s) family/friends reacted to you and the services
you provide to (name)?

OPERATIONS

Has your work, schedule, or the tasks you perform changed since you became involved in
the IndependentChoices Program?

-if s0, how?

Since you became a part of this program, have you needed added information or
assistance in providing services? (P)

-please explain

What do you like most about working for (name)?

What is the hardest or most stressful part of the job?

What kind of skills or personality does it take to do thisjob?

-would you recommend this job to someone else? Why or why not?

-Will you continue doing this work in the future? Why or why not?
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Based on your experience, how is being a personal care worker in the
IndependentChoi ces program similar to or different from other work you may have done
as apersonal care worker?

What' s the best part of being a provider in the IndependentChoices program? What kinds
of problems have you encountered in this program?
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COUNSELOR PROTOCOL

Cash and Counseling Ethnographic Study — AR
University of Maryland, Baltimore County

Protocol #:

Interviewer:

Today’s Date:
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Counselor Protocol
Cash and Counseling Ethnographic Study — Arkansas

University of Maryland, Baltimore County

Introduction: Hello, my name s (interviewer’sname). | am an interviewer for a study
being conducted by the University of Maryland to learn first hand about your
experience as a participant in the IndependentChoices program. Rather than asking you
alist of questions, | would like for us to have a conversation about how you came to be
involved in the program and how it has worked for you.

I would like to tape record our conversation so that | can listen closely to what you
aretelling me. | want to remind you that everything you are telling me will be
confidential. If, after | leave, you have questions about the interview or our study you
may call Dr. Kevin Eckert at the toll free number on this card.

| expect our conversation will last about one hour. Do you have any questions?

Date:
Interviewer:
Protocol #:

Place:

Counselor Name:
Ethnicity:

Highest Degree Obtained:
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BACKGROUND

What is your current job title?

-length of timein position

-current casel oad

-current IndependentChoi ces casel oad

What percent of you clients have family members as providers?

How many of your IndependentChoices clients are severely disabled? (P)

GENERAL

How did you become involved with this IndependentChoices client?

How many hours a month do you devote to working with this client?

-how many contacts do you have amonth?

-how are the contacts made? (telephone, face-to-face, etc)
-who initiates the contact?
What do you do for the client?

Have there been any start-up problems for your client?
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-how did you resolve these/who did you work with to resolve problems?

SERVICE

How do you work with the client and the PCW'’ s?

What kinds of training and advice have you provided to the client? What kind of
assistance do you provide?

I's (client’s name) getting the services provided in this cash plan?

What do you look for as a counselor monitoring an IndependentChoices client?

For (client’s name) have you done any of these things?
OPERATIONS

Have there been any problems that have arisen since becoming a counselor in the
IndependentChoi ces program?

-if so, what have they been?
Have there been any problems working as a counselor with (client’s name)?

How are your counseling responsibilities for (name) different than for people you
assisted in the past?

Based on your experience, what factors affect your client’ s ability to supervise his’her
own care?
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- i.e—hiring, firing, supervising, for example

- are characteristics such as age, sex, or previous employment important in
directing care for themselves?

In your experience, does the quality of care differ between family and non-family
providers?

-what do you think is the biggest difference between family and non-family
providers?

- do you think there are differencesin the quality of care depending on the type
of family relationship (i.e—daughter, daughter-in-law, husband, son, etc.)?

-what are the primary strengths and weaknesses of different kinds of care?
-family vs. friends
- known vs. unknown

- family vs. agency

Given your experience, what do you think the benefits are in the IndependentChoices

program?

-what are the problems?

-what changes would you suggest to improve the program?
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