Excerpt from the recently completed book by Marilyn A. Martinez “BATTLING
the BASEMENT, The Trials and Triumphs of Marilyn A. Marti nez
Part 1: On My Own

At 6:19 in the morning on June 29, 1995, my parents moved flbogAerque to
Florida.

| was 36 years old. | had been born with brain damagelafown cause (See
Photo #1), and had lived with my family all my life. THegd managed my physical
therapy, supported me in my public school years, and gneea home as | tried to earn a
living as a developmentally disabled young woman.

And all through those years, they had held me so tigifieitocoon of their help
that there was no way | could ever grow the wingseded to fly out into an independent
life.

Now, at 6:19 a.m. on June 29, 1995, they were leaving fordBlorwas staying
behind in Albuguerque. | was on my own!

*k%k

When my family first decided to move, Mom had asked iahted to go with
them. | prayed and prayed about this before | made the bigiaeto be independent. |
knew my mom would be scared for me, but | told her | @t chance to try it on my
own. She said, Fine. Go ahead and do what you want.

But then the next day, she tried to put me in a 24-hour-sggEmhome, and we
went to several homes owned by a residential providercgg@&hey showed me a home
with three women in it that they said would be perfecime. The home had a flow chart
on the wall telling when to brush your teeth, when todgessed, and so on. | told my
mom, If you think | need this, you don’t know me. Thenwent to a home where there
was a person in a wheelchair, and | stayed over theendeAfter we left, | said to my
mom, This is not for me. | told her | needed some am#/to do, and she took me to
Merrymakers. But | let her know that was not for méeit

At the time, my parents didn’t know me, and years Jat@y still didn’t know
me. They thoughtvhen they left that | needed a 24-hour staff, but I'evpd them
wrong.

After my parents moved to Florida to be closer to tgeandchildren, | stayed in
our family home with my brother until he also wenHorida a few months later. Then |
lived in the house by myself for a couple of months utntias sold. During this time, the
Metro Regional Office of the state Department of Healorked with me to get an
emergency allocation letter for the developmentaldigy waiver.

As soon as my family had left in 1995, | contacted thgraézed service team
and Jennifer Brown. The agency people who dealt wittuatgin like mine got together
and decided | was in crisis and put me in Category Ontmpoof the list to be served,
since | didn’'t have any other home besides the one mytsdnad just left. They also
determined what level of care | needed to be eligibl¢hldevelopmental disability
waiver program. And | filled out a freedom of choicenfiaio determine what type of case
management | would have. On July 21, | got word from P&jggkwell at UNM Case



Management that my allocation letter for a develogalethsability waiver had come
through, and they would now be able to help me.

After | got the developmental disability allocationli896, we met with the
residential provider agency again, and | advertised for soen® work with me. Paula
(the only person who answered the ad) was a big help, taldrtg the bank, grocery
shopping, and on errands like that.

However, Paula was not available as much as | needédycked for another
assisted living person, and | found Michael Goldman, whs working for Res-Care. He
was caring, gentle, good-looking, and had a great sense of hdmbelped me apply
for food stamps, and would stop by sometimes to see heasg Idoing when | worked as
activity director at Tender Loving Care, a home forglterly, reading to the residents
there and playing games with them from 10 to 2 three daysh.w

| had been waiting a long time for the day to come wheould finally be on my
own. When my parents left, they still didn’t belielveould do it. On the day before they
moved, my mom said, It's not too late to change your mindl Buidl her, No, thank
you. I'd like to try it on my own first, although | knoyou want me to go with you. No,
we don't, she said. But | knew she didn’'t mean it. ®he so scared for me she could not
even admit it.

To tell the truth, my parents were against my living peleently from the very
beginning. When my brother-in-law’s Aunt Edna in Newsdg died, my mother talked
to Michael Goldman, my assisted living aide, about myinginto her apartment.

| spoke with my Aunt Mary Kay, my mom'’s sister in e, on the phone, and
she also thought | should go back to New Jersey wherevé&d &s a girl. She thought |
needed to watch the kids in the family grow up. Theynategoing to stay little much
longer, she said, telling me, Now you behave; you haviamdy here. | told her | had
my Aunt Donna, but she said that wasn’'t enough.

Why can’t they leave me alone? That’s what | thougletr @nd over again. |
knew they loved me, but they had to learn that | hadwy life. My mother said friends
were more important than family to me, even thougiid her that wasn't true.

| gave my mother an article on letting go by Betty Remdbut she missed the
whole point about parents’ letting their children becangependent. She thought |
needed a group home. That made me very angry. | didn’tangexlip home; | needed
help in certain areas. Finally, my parents startedrglime look for a place of my own.

| tried to give them a book to read: “Parents Who Lowe Much.” My father
read it and really wanted my mother to read it, too. Betvebuldn’t. | tried my best to
get them to see that | was grown, but they couldn't figuvet. | asked myself: How
long will it take!

Whenever my parents were out, my brother would check upeohey all were
afraid I'd burn the house down when | was cooking. But ngthke that ever happened.
| was so angry about what my parents were doing to meet8uoas, they let me do
things myself like make salads or mashed potatoes. Or na&ke only put one cup of
rice in a pan, they would say. They treated me likeeayfear-old, and wouldn’t realize |
was grown up.

Something else that shows how my family treated meawasit by my uncle on
July 20, 1995. He bought tickets to the Santa Fe Opera andsked me, Would you
like to go? I told him, | wish you would have consultedfiret before you made plans



for me. Just like my parents, | thought, still treatinglike a child without realizing I'm
grown up. When would they realize, | wondered. When I'mapid walking with a cane?
| knew it was hard for them to let go, but | wanted teast try to live on my own.

During those years, whenever | wanted to be indepenagntom would say,
She doesn’t love us anymore. When | visited my brother daddasaim, It's good to see
you, he said, Is it? | said, Yes, it is, and he said, Mou'st saying that. My mother told
me, You have to be closer to the family. | said tq hieve you, but No.

One time in those early years, | received a birthday ram my family that said:
“Us miss you. Hi, ho, ha.” Oh, really? Sure, rigl&irhply loopy with loneliness,” the
card said. “Hee, hee, hee.” And inside it said, “Gekltere.”

| knew they loved me, but they made me so mad, overprajatin not getting
off my back and letting me live my own life. Their amswvas that they didn’'t want me
to get hurt.

At that time, | was sharing an apartment with a rooremaimed Randi. We lived
together for about six months — until an incident happémedturned out to be one of the
worst experiences of my life.

It began when Randi and | were visiting the New MexiaieSFair. We were
looking at the Jacuzzi display there, and | put my handarwater as it swirled around.
Would you like one? Randi asked. And | said, We’'ll see.

That'’s all. That's all | said.

But she and her brother went back to the fair lateroaddred one, and when |
came home from work the next day, she told me, Guba$! W Jacuzzi is arriving
tomorrow.

What! | said. | couldn’t believe it.

But she talked me into lending her the money for the deposhich | never saw
again even though she promised to pay it back. It certaiolgked my mom and dad
when they came to town a short time later (and stogpegdyments on the Jacuzzi).

| know | used bad judgment with Randi, but | also learngrkeat deal from the
experience about what can go wrong when you trust otloglgoeoo much. | ended up
selling the Jacuzzi through an ad in the paper, but unfortynat®ok $3,000 to teach
me a valuable lesson: Never lend money to anyone.

After my sad experience with Randi and the JacuzzgJeu into the first of
several apartments | lived in by myself over the yaans| | bought my own home. At
each of these apartments, | met some really nice n@ighb

After my parents left for Florida, an assisted livipgrson named Frances from
the ARCA came to the house. Once a week, she would talgganery shopping. After
she moved away, a different agency, the Independent LR@sgurce Center, took over,
and Julie Reddenbaugh taught me many things | needed to kkeWwpW to compare
prices in the grocery, take the bus, and find an apartiméme newspaper.

Julie taught me how to advertise for a roommate — andnal& to cook a new
dish: meat loaf. She showed me on the map how to gey foiend’s house by bus. We
took a No. 11, then transferred to the No. 4 bus, and | daétkee blocks to my friend’s
house. Julie taught me a great deal.

With her help, | found an apartment at 231 Jefferson, lre@as and
Washington. My case manager and job coach and | discusstlddewwvhhad enough
money to put a deposit down, but no matter, | wantatltbme. The bedroom was big,



and there was a yard where | could plant a garden for atig®other flowers. We agreed
that | could afford it, and | got the keys and went throigih see if there was any
damage. It felt so good to have my own apartment. Sigepimy new home on
Jefferson — to finally sleep in your own place! -t felally wonderful.

On June 1, 1997, | moved to the Three Fountains Apartmeat3/Myoming and
Menaul -- this time all by myself, no roommate or anydhe/as a great place to live, a
pool downstairs | could exercise in, and within walkingatise of everything. And | was
learning from the Independent Living Resource Center hawgéca cookbook -- making
banana cream pie, chicken and rice, fish, steaks, spagjleetiked a ham all by myself.
| felt so good that | could cook meals now. I'm alwaysking for new recipes and
wanting to try them.

One day, Michael's wife, Cindy, taught me how to makeeacpust. | had a good
time getting my hands dirty. What fun!

On January 1, 1998, | cleaned my first toilet in my wiidde It has to be done
sometime, and | never had done it before. First timeverything.

Later that year, | visited my family in New Jers®lichael went with me to talk
with local providers about services that would be availdbldecided to move there.
One of my family members who wanted me to make the racamged a meeting with a
case manager for the ARC of New Jersey, and thaypsatchance for me to look
through a house there. It was quiet and small.

At an ARC function, | bumped into an old friend. Whegot home afterward, my
mom asked if I'd met anyone. My sister, Susan, said n&teher old boyfriend. Did you
get his phone number, my mother asked, and when | saithBleafl, Isn’t that what
you wantedThey just don’t know me.

When | left there on the plane, | felt so relievemlemotional that tears were
coming down my face. Boy, that was so powerful, | saichyself. | felt like God was
answering me on the plane, telling me I didn’'t have toerioMNew Jersey!

| have learned and accomplished so much since théte tha bus, go shopping,
and wash and iron my clothes. | also have learned ta ueeckbook and balance my
account as well as keep a budget.

| have many friends and enjoy being with them. Throughdtal khurch | attend,
| joined a faith-sharing group (See Photo #23) that sakts:iregularly. | enjoy the
scripture readings and discussions afterward. And th&siaae a great way to end our
meetings.

For the past few years, I've also been part of desngroup that | helped to start.
We sometimes go to plays and meet at the Catholic Clemtiellowship and spiritual
evenings. Sometimes, we go out to dinner and to the movies.

My job experiences started in New Jersey in 1986 when kedoin the cafeteria
at the Revlon Company. While | was there, | receivedveard as the “Employee of the
Month.” The maintenance department had a party for ittearcake, card, and three
hats. | appreciated being recognized as doing a good job. Theylkmas dedicated.

It had taken a long time, though, for me to get help feosocial service agency
after my parents left. The first case manager | agsgned to, on August 21, 1995,
didn’t even know when we met a week and a half |diztr twas eligible for food
stamps. And the job coach who came to my apartméwbwember did nothing to help
me find work. | also was eligible for help from the stBtivision of Vocational



Rehabilitation, but they never helped me find a job eitheft a message with my phone
number with the secretary, but my counselor never cailethack.

While | was living on Jefferson Street, | started wogkat the Rio Rancho
Library as a page, putting books back on the shelvesdingdo the Dewey Decimal
System. (See Photo #5.) | worked there from February 1993Mayi1997, and | really
enjoyed it. Here’s how | got hired: One day, | went ® o Rancho City Hall and
asked if they were hiring for the library, because | tikeead books. They said, We
don’t hire “outsiders” but you're welcome to fill out an &pation. So | filled it out.
Later, when | asked again if they were hiring, they sag] e | kept calling the library
director, Toni Beatty. | asked her, Did you review my aggtion, and she said, Not yet.
So the next day, | asked again, and this time, she saitlwest to an interview with her,
and she hired me right away.

Because there was no public transportation from Albuquerge@®tRancho
where | worked, | would call Sun Van, which took me toli&/e Bagels on the West
Side, where Michael would pick me up and drive me toibnarly. After work, Res-Care
would come and pick me up at the library and drive me home.

On May 13, 1996, Michael and his boss from Res-Care, Dais,Daet with me,
my mom and dad, and my Aunt Donna before a presentatias giving at a five-star
Albuquerque hotel about how | had developed an independeriifaunt said | had to
be closer to work, but | said I didn’t want to live oe WWest Side. Sometimes, you don't
get what you want, she answered. Then Dan said, Whkithiael and | can’t drive you
anymore. Then he said, Let's end this meeting, and Il $&d to get ready for my
presentation. Sometimes, agencies know what'’s bestdarselves and not for the
people they serve, which shouldn’t be -- just like stinmess, parents can be too
controlling.

Working at the Rio Rancho Library was always fumpessally the people there.
They would all talk to me, and some of them even hachlwvith me. It was such a good
place to be. | didn't want to leave.

But on September 24, 1997, | was transferred to the Logd@arieibrary, and in
December, my twbosseshere called in Michael and Dan and told them that ifilyia
doesn't get a cart done in one hour, we are going te tmalet her go. So the next day, |
asked if it was true that they were letting me go, aedssid, Yes. Why didn’t you tell
me first, | asked. | could take it. They said, Oh I'mrgoAnd | said, You should have
consulted me first. | was so upset and angry. They disceiminating against me
because | could not go fast enough.

| was volunteering at this time making bud vases foorstl in Taylor Ranch on
the west side of Albuquerque. Michael would pick me up and takéhere. One day,
when | went in to work, Susan, the owner, told me sklesbéd all my bud vases, which
made me very happy. | really liked working there, and gatdypseo | could make one in
10 minutes, but Susan didn’t think | was fast enough, so pqing.

Then on the 29th, | called a DVR counselor because $igk and tired of waiting
for a letter to come in the mail. They never foundlafpr me, and | decided I'd close my
case file and stop bothering with them. (Even since, thlkthey’ve been able to do is
find janitor jobs for me. They got funded to help me find kydaut they didn’t.) So |
went home to make meat loaf, and it turned out prett@dgdben | made banana
muffins, baked ham, chicken and rice, chicken stuff, andsfisks. | was so frustrated |



just wanted to cook all day. Sharon, my case managdr,¥sai really like to cook, and |
said, Yes.

Once | remember my mom and uncle talking, and my moditeane, Why don'’t
you become a nun? They get free room and board. | said,vwldl like to get married.
And she said, Not everyone gets married. She said she’théike date someone just like
me. When | heard that, | was so offended. She thinkbaheao disability. She’s wrong.
Everyone has a disability; it's just that some areenasible than others. If we were all
born the same, it sure would be a dull world. Each pdssonique in one way or
another.

| know that when my mom and my uncle said what thdytthey meant well.
They just didn’t want me to get hurt. But every time @f my friends would bring me
home, my family would say, You should have called us andewdd have come and
picked you up.

In 1997, my mother was going to visit me in August, but | utéavher in June.
She had said to me, You're not strong enough to have a lbaty.her, Maybe | will,
maybe | won't, but you shouldn’t have said that. Sames$, mothers say very hurtful
things to their daughters.

That was when | was dating a guy named Robert. But eéawsaggressive for
me. Because | was moving, | asked him to help me unpack sots, bt he wouldn't.
All he wanted was sex; he didn’t want friendship. So | dudripm.

Then on July 13, Michael fixed me up with a guy named Jawiesvent to
Bennigan’s, then miniature golf. But he didn’t behave kiinsither.

We went on a few more dates, but he did not act theneahould. One night,
eating at Souper Salad with friends, James and | had atioootinselves, and | told him
how I'd felt when we went to a Randy Travis concegether. | didn’t feel like it was a
date because he walked ahead of me. And he said he was/gben we talk on the
phone, | told him, You say you just want to be friends,ylout act like you want to be
boyfriend and girlfriend. You hold my hand and kiss merkds hold hands, but they
don't kiss. He said, But I'm attracted to you. | knew, thqupht we were not right for
each other, and soon we decided it wouldn’t work out.

When my parents lived in Albuquerque, ttadways asked a billion questions
about where I'd been and who was there. They werekeldoghen a guy called and
asked me out. | went on a hike one summer with a verg g@nd of mine, and my
mother said after | got home that he could have goneehmhhe could have gone on a
different trail if he wasn’t with me. | said | knew, bth# wanted to stay by my side all the
time. She seemed so surprised that a guy wanted to stag.byhimk my parents just
didn’t want me to have friends.

They didn’t think | could cook, shop, iron, budget, or baleancbheckbook. They
pictured me as a little girl, and never realized | grasvn up. Whenever guys would call
me, my mother would answer the phone and whisper tdt'si@, guy for you. Back
when | lived with my mother, she didn’t want me to igeblved with a guy.

One Friday night, | went to Merrymakers. When | erdéhe room, a guy wanted
to kiss me. | wouldn’t let him. He had bad breath. | walkght out. My mom asked, Did
he kiss you? | said yes. | was so scared. | stopped tweng. That’s not for me.

When | told my aunt | was going to the State Fair, sid, $low many of you are
going, and | said, Just James. And she just said, Oh.



My family didn’t want me to date. They still pictureceras a little girl. That’s
why | couldn’t tell them if | was going out with a guyl decided to marry, they'd fight.
They thought a person who was disabled didn’'t know anythiagtabarriage. For
example, | went to a function in New Jersey, andmidhgame home, my mother asked,
Did you meet anybody? My sister said, Bob Barnes. Skedame, Did you get his phone
number? | said, No. She asked, Isn’'t that what you wi&ned my mom said, See, she
doesn’t want to get married.

On October 18, | was invited to Elaine and Ron’s wedding. Wheas sitting
outside by myself, one of my friends named Earl satdhysus. At first, | said, | don’t
want to intrude. But he said, No, you won'’t. So | did. A time, | was still angry with
him because earlier, he’'d kept calling me and leading mbutiie wanted me to dance
with him most of the evening. After the reception, Bad | went to Elaine’s house to
drop off the gifts, and we stayed for a while, and hedstext to me and close.

At Elaine’s bridal shower, tears had started to run noyreyes after a few
minutes because | wasn't getting married. Maybe I'll beri@@ next, | thought. | sure
hope so. It would make me very happy to get married. Myhenovanted me to date a
person just like me. What is that supposed to mean? | woetden tell my family | was
dating anyone. For instance, my sister showed my mathermail from Monty (who
has since become the most important man to me), andamysaid, Who's this Monty?
Is he a friend or someone special? And | said, Hetsgjdisend, and she said, Good. The
truth is that she didn’t want me to get married atibfihe ever found out | was seeing
someone or | told her | was getting married, she wogldt.fil know her better than she
knows herself.

That summer, Monty, the man | was dating, gave meeaforsny birthday. It
was really thoughtful of him. No guy ever gave me a bedere. It touched my heart. He
and | have stayed close all through the years since Kimenwing someone like him is
such a change from the kind of dating experiences I'd hiadee

When | was living with my parents, there were quitevadeys interested in me.
One of them named Chris would call on Sundays and agk g@for a drive. So | asked
my parents if | could, and my father said OK. Afterlaile; Chris would say, | think your
father is a little suspicious of me.

After Chris, there was a guy named Bart, who | intreduto a woman named
Laurie. As soon as they met, they hit it off reallwEhey were seeing each other almost
every day, and she was going to be part of his familysBetdied unexpectedly.
Afterward, he would come over to my house. He used totpawedding march in the
car when we went for a drive.

| invited him over for dinner, just to be a friend. H&kéal to me outside and said,
We’re not boyfriend and girlfriend. And | said, | reatlhought you liked me; you played
a tape in the car that meant you really liked me. Anslaidy What tape? | told him the
tune and said, You're leading me on. He said he was Bermas leading me on, and he
didn’t even stay for dinner. He left in a hurry, andiédrto my mom, and she said, See,
you wanted him for a boyfriend.

Another boy named Earl called and asked me on a dateieeto Summerfest.
We started holding hands, and after he took me homdséed me on the cheek and
came in to meet Susan, my sister. After a while, heldviead me on, and even said, |



will “try” not to lead you on. But he did anyway. | was angry. | was trying to be nice
to him, and he did that to me. How dare he do that! Bag, Wweally angry with him!

So often, men look at the disability, not the persoml \ias a jerk. He led me on.
How could he? He was just selfish and thought of nolbadiyimself. After he bought a
house and closed on it, he said, It's my house, nobodiselhat meant to me he wasn't
going to share it with anyone. He’s 47, | thought, singdeer been married. No wonder
he has a problem. And I'd thought he was a nice guy, bturhed out to be a jerk.

Then | met Monty at the Loma Linda Community Cenfen. our first date, June
5, 1999, we went to a rhythm and blues place on Central Avégoeto meet his mom.
She thought | was neat. One day, | invited him up to the pooyapartment house to
swim, and he said | was gorgeous, and | said he was hmaadaad after that, we kissed.
We were attracted to each other, and we’ve been semihgoeher ever since. (See Photo
#24.)

The community center’s social club was a place whdat of us would meet to
do arts and crafts, celebrate birthdays, and put on flmesof them was “Grease,” in
which | played Sandy, and | also was Dorothy in “The \Wizaf Oz,” and sang, “Over
the Rainbow.”

Monty and | would love to get married now. This is wheue feelings have taken
us. But the cost would be too great — a fact that both siager frustrates us. The reality
is that the legal penalties would cut into the small@amof money we receive and make
living together simply impossible. So all we can dog#fito end this discrimination, so
we can be husband and wife like any other couple in thetogowho care for each other
as much as we do.

While my parents were still living in Albuguerque, | signed aipd program
called Partners in Policymaking whibklped me believe | could live on my own and
become an advocate for people with developmental ditgehi(See Photo #6.) It was a
great program. | did it from October 1993 to June 1994. You woaitt [stiday
afternoon, go all day Saturday, and end Sunday at 3 adtémmoon. It provided 128
hours of state-of-the-art training about issues concerniopl@e&vith developmental
disabilities and how to become an effective advobgitefluencing public officials. It
also taught me how to let go of my parents. On the fiestyday | went, my father said to
me, Now you behave.

On September 26, | gave a speech to the DevelopmentalliDysBlzinning
Council on managed care from the point of view of a penstina disability, and | was
very excited to do it. There was a big crowd, quite ageaple who wanted to learn
about managed care. It came out so smooth | couldn’t batiefSee Photo #7.)

One of the things that has helped me a lot in livingependently has been being
able to get around town by myself using the Albuquergue bus syistiehrael was the
one who taught me how to do this. The first time, teklanok the Wyoming Boulevard
bus to Wal-Mart. One day, it was raining when | needed to ¢joe doctor’s, and
Michael asked if | wanted a ride. But | said no. | wageined to get there myself.
Sometimes as | took the city buses, the drivers wargcularly helpful to me, (See
Photo #20), and when | didn’t know a route, Michael woultb¥khe bus in his car to
make sure | got off when | should.

When Michael's car wasn’t working, | went shopping and &lank myself.

One day, it was raining so hard that | got soaked, buuifwant to be independent, you



have to walk sometimes no matter what the weathbmk it was time to do things
myself without Michael.

Sometimes, getting from one place to another by bus caoallgt b2 complicated.
Going to my job at the Los Griegos Library, | wouldddhe No. 8 to Fourth and
Menaul, then transfer to the No. 10 bus. After wotkok the No. 10 to Fourth and
Tijeras, then the 90 West Side express to meet miesiggoup. If it weren't for Michael
and the things he taught me, | wouldn’t be as successhdrasow.

Michael was the first of many service providers | haad over the years, and he
was great. | really didn’t want him to leave. But theaee been some pretty bad ones,
too.

One of them bleached all my clothes and made them pudkegen threw things
away without asking me. Another wouldn’t even enterapgrtment. Why was he
considered an assisted living person, | asked myselfwioigdn’t come into the
apartment? | never worked with a woman before, he aaid,that was an explanation.
Plus he thought I should fix a toilet. And learn to uskeeadxtinguisher.

| had another person who wanted to reorganize my aparandnwent through
my drawers without permission, which is totally wrongj @nded up making me cry.
Some of the people who were supposed to help me didn’temoeegh training or
household skills, and just played with their cell phoamas twirled them around. That
wasn't helping anyone.

Some providers don’'t even check with a person first todutdvhat the best time
to work with them is, and others take control, whichr’'tatand. And when they see a
person who is “high functioning,” they don’t want to worklwjtou anymore, because
they've got to involve that person in making decisionserathan just doing everything
for her, which is easier.

| have known providers who didn’t care that | needed a odeyttelevision show
because they had tickets to the circus, and they saidd get there without them, which
made me so angry because the buses weren't running. Whthey learn?

The whole thing is Money!!! Money!!! Money!!! Some tifese agencies are just
in it for the money. They don't care about the persdirthey care about is the money.
Money makes the world go round. Some agencies take advaritage, such as by
ordering more expensive things than you need — paid for withiyponey — without even
consulting you.

What happened to self-determination? Some provider agenci&switb other
conservers and ignore people with disabilities who aye-fuinctioning.

Too often, these people have been concerned only abast tivat worked for
them. I've had scheduled appointments in my calendathbatrovider showed up 20
minutes late for, and then, when | told them they Vs they said, No, I'm not. | clock
in when | pick up the company car. But I'm the one who edsgppointments because
they were late.

Once, my case manager and | specifically made the sntimeview
appointment for my Individual Support Plan (ISP) a weekdvance. Then, in a typical
event that happens much too often, the case managst aab:18 p.m. the day before
my 11:30 appointment to say that the service provider (afogegof the case
management agency working with me who directed the suptadft couldn’'t make the



meeting but could be there 9:30 a.m. | called my occupatibegdpist, but it was too
late for her and others who also needed to be at thengée reschedule to 9:30.

Finally, we all worked something out and got together at ¢lbck. When the
meeting began, | told them what had happened. | said myneasager and | specifically
had it down for Wednesday, February 22, at 11:30 a.m. ithetcase manager called at
5:18 p.m. the day before. Then, she blamed me for thgehatold them how angry |
was that they did not respect me. The program manaigeMga respect you, but you
changed dates on us. That was not true! | had not chamgeldtes, and | told them so.
Some program managers can be so defensive.

And some providers think you can do everything for yourselfheyp can do
things like the circus and other activities on a Fridagnéy, even though that’s when
my TV show is, and then they say, If we could get yaughcan you get a ride home? |
was so angry that they had not put my need for a rideddram the TV station in my
ISP.

| remember one day in August 1997 when | did something fdirgte¢ime.
Michael took me to Wal-Mart and | tried on my first vthout my mother. It was quite
an experience.

On September 1, my mother called, and | told her | wagygo Furr’s and to the
bank myself. She said, What do you do at the bank| said, | withdraw and deposit.
She said, You know how to use one of those bank cardszanbbt you?

Even though | have a disability, she thought | didn’t hewbeain. She also said
my cousin who is blind was ready to move closer to thelya but not Marilyn. No, |
said, maybe someday I'll move back. When? she said. Whawel white hair; that’s the
answer. My Aunt Donna told me, You could be closer to yamnily. If | was, she said,
you could still take the regular bus. You could have your apartment. Your parents
don’'t want you to live with them. But they kept driving meagwl was so angry with my
whole family.

Another time, my bank statement came, and it showed $##r8g account, but
my records showed $24.72. | caught the mistake and went bautketo report it. | think
Michael was impressed. Then | picked up my dry cleaning, ausit$17, so | told him
I'd like to compare-shop. We went to another place ord@onay Boulevard that cost only
$7. Then on October 12, my mom called. After | told heruabwese good things I'd
done, she said, You don’t have to prove anything to us amynibey always
underestimate me! They don't think | can do anything for niiy§aky don’t look at my
abilities. They look at my disability. People need taufoon the abilities and ignore the
disability.

*k%k

It took a long time, but | think my parents finally seattrealizing that a disabled
person could do things and live on her own. When my motnsem check that she
wanted me to use to visit my brother and sister-in-lagvtaeir two kids in Texas, | told
her,Mom, | can’t go everywhere you'd like me to go. It just doew@rk that way. And
after | said that, she said, | don’'t want to push youd Asaid to myself, She is finally
realizing and letting go.



