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No one knew when it began
to rain on June 4, 2008 that
the next few days would bring
the costliest disaster in the
history of Indiana. When the
rain stopped, 29 counties had
been declared major disaster
areas.

As reports began to come
into The Arc of Indiana office
about individuals with dis-
abilities who had been forced
from their homes, we knew
that we had to do something.
Each year The Arc sets aside
funds to provide winter heat-
ing assistance to people with
disabilities. This year funds
were still available, and it was
quickly decided that those
funds should be re-directed
to help flood victims by pro-
viding them with a $100 gift

card to use as they needed.
One of the 56 people who

received assistance was six-
year-old Logan Sturgeon.
That morning his mother
Serena had taken him to bas-
ketball camp. He won his first
trophy. When camp was fin-
ished, they went to spend
some time with his grand-
mother. That�s where they
were when Serena got a mes-
sage from her older son that
water was coming into their
house. By the time she got the
message, phone service was
out, and she couldn�t get back
to her house. Her daughter
was at work, and for some
time that afternoon she didn�t
know where her two older
children were.

Thankfully everyone was
safe, and later that night they
were reunited. But the first
shelter they were sent to
flooded, and they had to move.
Serena remembers watching
the line of people walking to
the parking lot to be relo-
cated. Everyone was carrying
the few prize possessions they
had been able to save. Logan
was proudly carrying his tro-
phy.

After a few days the family
decided to leave the shelter.
Logan has autism, and the
other people in the shelter
were not very tolerant. Fol-
lowing multiple complaints
and discussions with those
running the shelter, they
moved to a hotel. They soon
discovered that it was going
to be some time before the
family could go home, yet
they didn�t have enough
money to stay in the hotel.
First they moved into a tent
with two coolers. And finally
they moved into a trailer
owned by Serena�s sister.

When the water receded,
and they caught their breath,
they found themselves home-
less�with one television, a
kitchen table, a few photos

and Logan�s trophy. With the
help of both friends and
strangers, the family has now
moved into a new home, and
they are putting their lives
back together. The money
they received from The Arc
was used to purchase clean-
ing and laundry supplies and
gasoline.

(Continued on Page 4)

above and beyond the call of
duty.

Here are but a few of their
stories:

� Matt Haynes of Sycamore
Services worked a 14-hour
shift the day of the flood,
making sure his participants
stayed safe and were enter-
tained in their community
center building.

� Kayla Boone, an Army
Reservist and employee of
Mosaic in Terre Haute,
realized the state of emer-
gency in Vigo County would
severely restrict travel. She
left her home dressed in her
army gear which allowed her
to pass restricted areas and
reach a Mosaic group home
in need of assistance.

� Kelly Hoffman was diligent
in tracking down and securing

resources for a DSI client fam-
ily after flooding destroyed
their home and all belongings.
She worked to find temporary
housing and persuaded their
landlord to repair their home
so they wouldn�t have to find
another place to live. Kelly
continues working with the
family to ensure their house
is a home again.

� Kimberly Lane of Sycamore
Services needed to evacuate
Martinsville participants to a
safe place, but the available
Emergency Shelter was not
an option; the environment
would have assuredly con-
tributed to the ladies� anxiety.
Kim offered her own home,
where she and the participants
had a successful �girls� night
out.�

� Tally Sowards helped evac-

Indiana Direct Support Professionals Provide
Extraordinary Services Through Floods
Article provided by INARF,
www.inarf.org

There are heroes, and then
there are those unsung heroes
who show quiet dedication to
their profession and to indi-
viduals with disabilities
whom they serve. This be-
came much in evidence dur-
ing the recent storms and their
aftermath that recently rav-
aged south-central Indiana.

Closed roads and declared
states of emergency made
travel difficult. Evacuations
posed special challenges for
law enforcement, fire depart-
ments and especially for citi-
zens, friends and families of
the victims. Serving as a bright
spot during all of this were
many Direct Support Profes-
sionals (DSPs) who went out
of their way and showed a
commitment that was truly

�The Arc is a great re-
source,� said Serena. �Before
the flood I was in contact with
Michelle Robb (The Arc of
Bartholomew County).
Whenever I have questions,
she always points me in the
right direction.�

Another $100 gift card was
sent to Kathy Hounshell. She

had gone out to breakfast with
her mother Juanita when a
neighbor called to tell them
that their neighborhood was
flooding. Her uncle and sister
wadded through the water to
get clothing and medications.

Kathy and Juanita were
able to move in with Juanita�s
brother and his family. They
will be there for 2-3 more
months before they can move
back into their own home.
They were able to save some
of the belongings but lost al-
most all of their furniture.

�What kept me going was
thinking, you didn�t lose any-
one in the flood, and you
didn�t lose your whole house,
and other people did,� said
Juanita. �So I feel like I�m
blessed.�

One of the things that Kathy
enjoyed doing was sitting at
her desk and writing. She not

The Arc Disaster Relief Assistance

Offering Help to Flood Victims

Logan and Serena Sturgeon Juanita Potter and Kathy Hounshell (Continued on Page 4)
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Elbert Johns, a long-time leader and friend of The
Arc, passed away in July. Following is a tribute to
Elbert by Charlotte Zietlow, former board member
and president of Stone Belt Arc; and current board
member and former president, The ArcLink Inc.

We believe in the uniqueness, worth and right to
self-determination of every individual. Therefore,
it is our mission, in partnership with the com-
munity, to prepare, empower and support persons
with developmental disabilities and their families
to participate fully in the life of the community.

In the early 1990s, Elbert Johns, executive director
of Stone Belt Arc for nearly 20 years, led the Stone
Belt board, the staff and self-advocates in forming
this mission statement for the agency. I carry this
statement on a little card with me, although I fin-
ished 16 years on the board several years ago.

And I am not the only one. For me, and for the
community, Elbert Johns brought knowledge and
compassion and courageous, stretching leadership
to Stone Belt from the early �80s. Step by step, year
by year, he encouraged, cajoled, empowered all of
us to understand the potential of persons with intel-
lectual and other disabilities.

For Elbert, there was no person who was not able
to become more than who they were, who could not
participate in the community, in his or her own
lives, in ways they had not thought they could. That
applied not only to the consumers at Stone Belt, but
to the staff, the board, the whole community. Elbert
did not let us rest.

And as the Internet loomed as a tool to connect
and understand which services were available for
whom, and what they consisted of, Elbert migrated
to TheArcLink.com, the national Web site dedi-
cated to this goal.

Elbert worked tirelessly to make this world more
complete and more accessible for those who years
ago might have been forgotten and warehoused.
Elbert changed the future for these people at the
local, state and national level.

But the main thing about Elbert was that he was
caring, loving, embracing, encouraging, insistent
on justice; but never anything but polite, prepared
and positive. He was very active in his church, but
always embracing persons with different points of
view, cultures and ways of doing things. He was a
very loving husband with a remarkable wife, Chris,
and four wonderful children. He doted on his grand-
children.

Mission statements are often composed in a hurry
and shelved. The mission statement that Elbert and
Stone Belt spent hours parsing and polishing to get
just right is something many of us revisit constantly,
but the whole community, too, can be measured by
the extent to which it has pervaded all our lives.

And that is, as well, the extent to which Elbert
Johns has changed our world and the world of those
he worked for so tirelessly.

Memorial contributions may be made to:

TheArcLink, 320 W. 8th Street, Ste 126,
Bloomington, IN 47404, or Trinity Episcopal
Church (memo �Capital Campaign�), 111 S.
Grant St., Bloomington, IN 47408.

thought I would be able to catch two more T-shirts
for the men we brought with us to watch this game.
Stan said he would talk to the girl that throws the
shirts, let her know where we were sitting, what we
were wearing, and to throw the shirts our way.

�About a half hour later, Stan let me know that he
had spoken to the young lady and that she would do
her best to throw shirts in our direction. At the end
of the second inning, when shirts are thrown out,
Tim caught a shirt and was thrilled. Stan made a
point to come to our seats and congratulate Tim on
his catch.

�We were unable to catch a T-shirt for Charles,
and Stan encouraged me to capture the attention of
the first baseman and encourage him to throw us a
ball after the third out. Stan noticed that despite my
repeated attempts, I was not going to get a ball from
the baseman. Stan returned and presented Charles
with an Indianapolis Indian�s baseball, and Charles�
name popped up on the center field scoreboard.
When Charles returned home to Richmond, his
excitement in sharing his night at the ballpark could
not be contained because of what Stan did for him.�

In today�s busy world, it is easy to forget that a
simple act of kindness can mean so much.

Thanks, Stan, for your kindness to Charles and
Tim�you made their night at the old ball game.

Stan Schenher

Hats Off to Stan, Indianapolis Indians Usher
The Arc of Indiana gives a tip of the hat and thanks to
Stan Schenher, an usher for the Indianapolis Indians.

Stan went out of his way to make a night at the
ballpark memorable for two men who receive ser-
vices from Achieva, local chapter of The Arc in
Wayne, Fayette, Franklin, and Union counties.

Lani Sollenbergim and Mandy Kenworty, direct
support professions for Achieva, shared this story
with The Arc:

�I just wanted to let you know about our wonder-
ful trip to the Indianapolis Indian�s game on August
13. It was a great night for two of the men we serve,
Charles Bogan and Tim Patterson. When we arrived
at the ballpark, we walked to Section 116 where we
were greeted by a gentleman by the name of Stan.
Stan had been our usher on the previous game we
attended on July 23rd. Stan remembered that at the
last game, we caught two T-shirts. I asked Stan if he

Community profoundly changed
by Elbert Johns’ mission

Stacie Grimes, Tim Patterson, Charles Bogan and James
Zachary enjoyed their night at the Indianapolis Indians.

THE ARC NEWS IN INDIANA
107 N. Pennsylvania St., Suite 300, Indianapolis, IN 46204

317-977-2375  or  800-382-9100
www.arcind.org  and  www.TheArcLink.org

Elbert Johns, Executive Director of Stone
Belt Arc for nearly 20 years and Director of
The ArcLink, is remembered as one who
encouraged, cajoled, and empowered others.
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Mark Hublar is like many other men his age. He
enjoys watching football, he works full-time, and he
attends church every Sunday. He�s a music buff and
occasionally dons an Elvis costume and performs at
events. He builds and paints models of space shuttles.

But when Hublar was born 44 years ago, no one
could have predicted he would go on to lead such a
fulfilling life. He was born with Down syndrome at
a time when few opportunities existed for people
with developmental disabilities, in the early days of
The Arc and before the existence of the National
Down Syndrome Congress.

Hublar, however, has never been one to let his
disability prevent him from being a part of society.
In junior high, he attended gym and lunch period
alongside everyone else in his school, and by the
time he graduated from New Albany High School in
1982, he had made a world of new friends.

Down Syndrome Indiana named
Hublar the recipient of the Star
Award for his achievements in

promoting self-advocacy.

Teachers and parents have been supportive of
Hublar along the way, especially his father Al, a
founding officer and currently treasurer for D.A.D.S.
of Southern Indiana�a branch of the non-profit

Down Syndrome Support Association of Southern
Indiana.

People have taken notice of Mark Hublar�s hard
work�especially his natural ability to inspire oth-
ers. This spring, Down Syndrome of Louisville
(Ky.) named Hublar Citizen of the Year. A few

John Dickerson

Heroes among us
What heroes we have in our movement! In this issue
you have met direct support professionals who, in
the midst the chaos of flash flooding, made sure the
folks they support were safe. You met staff that
responded quickly with training they had received
to save lives. You met an usher at an Indianapolis
Indians game who made sure two men from a local
Arc chapter had a great night at the ball park.

We count on heroes every day, and they come
through more times than not. We should never take
them for granted.

When you see someone making that extra effort,
thank them. It may not be in times of emergency. It

may be as simple as helping some-
one through a tough moment, taking
the time to help with a simple task,
or making someone laugh. It may be
something that makes a difference
you will never see.

The Arc of Indiana will take the
opportunity to give our thanks at

our Appreciation Luncheon on October 15. We
have some amazing people to recognize, and if you
want to just smile and help us recognize them,
come to Indy for a great day. You will leave
realizing we have more heroes than we can ever
imagine.

This issue also includes comments from people
who want your vote, and information on changes

and challenges in education and Indiana�s service
system. How our state will be lead in the near future,
and how services and supports will be available and
delivered, depends on you�and the person next to
you�caring enough to be involved.

...to one person you
may be the world.

My daughter Kesia has a favorite saying on our
refrigerator. �To the world you may be just one
person, but to one person you may be the world.�
Thank you for all you do. And remember, to that
person you are the world.

New Albany self-advocate has a knack for inspiring others

months later, Down Syndrome Indiana named
Hublar the recipient of the Star Award for his
achievements in promoting self-advocacy.

Hublar�s resume is impressive: He�s worked for
Rauch Industries, Floyd Memorial Hospital and
currently is a full-time greeter for Wal-Mart. He
lives by himself in the house he shared with his
grandfather for three years prior to his grandfather�s
death in 2000. During those years, Hublar helped
his grandfather cope with the aftermath of a stroke.

Hublar, who was selected by the National Down
Syndrome Congress to appear in a video, �More
Alike than Different,� hopes to continue being an
advocate. As he told his hometown newspaper, the
New Albany News and Tribune, �I�m proud to have
Down syndrome so I can be a spokesperson for
others.�

To see Mark Hublar in the �More Alike than
Different� video, go to: www.ndsccenter.org/
morealike/campaign.php

Mark Hublar appears in the National Down Syn-
drome Congress video, �More Alike Than Different.�

Mark and his brothers.

Red Cross Recognizes KCARC Employees
for Lifesaving Actions

Employees of KCARC, local chapter of The
Arc in Knox County, have been recognized by
the Old Northwest Territory Chapter Ameri-
can Red Cross for Extraordinary Personal
Action.

Robert Uhlik used American Red Cross
lifesaving skills at a Special Olympics bowling
event in Indianapolis to save the life of an
athlete who was choking on a piece of food. To
dislodge the food and restore the athlete�s
breathing, Uhlik used the Red Cross CPR and

first aid training he received at KCARC.
Lacee Holt was working at a group home

when one of the residents began choking while
eating dinner. Lacee called 911 and, again,
using training she received at KCARC, Lacee
was able to dislodge the food. By the time an
ambulance arrived, the resident was fine and did
not need to go to the hospital.

The Arc of Indiana congratulates Robert,
Lacee, and KCARC for their training and quick
action that saved two lives.

You can support Special Olympics Indiana
by requesting their specialized license plate

at your local license branch.
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I shall pass through this world but
once. Any good thing therefore
that I can do, or any kindness that
I can show to any human being,
let me do it now. Let me not defer
it or neglect it, for I shall not pass
this way again.

 �Etienne de Grellet

Good things for adults with disabili-
ties, who would benefit from having a
guardian, are beginning to take place
across Indiana, thanks to the Indiana
Adult Guardianship Services Project
(IAGS), launched in April, 2008.

The mission of the IAGS Project is
to improve the quality and availability
of guardianship services for adults ages
18 and older who are incapable of
handling their own personal and finan-
cial affairs. The project is funded
through the Indiana Family and Social

Services Administration (FSSA), Divi-
sion of Disability and Rehabilitative
Services (DDRS). Leadership for the
project includes John Dickerson,
Executive Director, The Arc of Indi-
ana, Project Director; Kris Prohl,
Executive Director of Arc BRIDGES,
Project Manager; and Becky Pryor,
Creative Approaches LTD, Project
Coordinator.

The purpose of the IAGS Project is
to build community-based guardian-
ship and other less intrusive decision-
making services across the state.

The project will provide funding
and technical support for the develop-
ment of a model community-based
guardianship services system in the
seven counties (Lake, Porter, LaPorte,
Newton, Jasper, Starke, Pulaski) that
make up the Northwest Indiana Region.

INDIANA ADULT GUARDIANSHIP SERVICES PROJECT
OFFERS HOPE OF GOOD THINGS TO COME

The mission of the project
is to improve the quality

and availability of
guardianship services for
adults ages 18 and older

The successful SSFHS Volunteer
Advocates for Seniors Program and
Northwest Indiana Adult Guardianship
Services, Inc. are working with the
project to develop best practice stan-
dards of operation, and volunteer man-
agement policies and procedures that
will be used as the model for other
guardianship services initiatives across
the state.

Based on the work of these two
model programs, the IAGS Project staff
plans to facilitate the development of
eight other community-based pilot
guardianship services project sites in
the counties of Allen, Elkhart,
Lawrence, St. Joseph, Tippecanoe,
Vanderburgh and Wayne. One addi-
tional county will also be selected. The
local chapter of The Arc in each county
has been asked to serve as the lead
agency for the project in that area.

Additional project goals include:

� Conducting research and review of
Indiana and national guardianship
demographics, statutes and
recommended best practices.

� Convening an interdisciplinary
Indiana State Adult Guardianship
Services Task Force to support the
development and provision of
adult guardianship services in
Indiana.

� Sponsoring the 2008 Northwest
Indiana Regional Adult Guard-
ianship Services Symposium
(December 5, 2008) and a 2009
Indiana Adult Guardianship
Services Symposium (April 2009).

The IAGS Project was born of the
�good things� that organizations like
Logan Center in South Bend, ADEC in
Elkhart, and Northwest Indiana Adult
Guardianship Services have provided
for many years through their commit-
ment to quality guardianship programs.
From that sound base, there are many
more �good things� to come.

Be sure to look for more news about
the �good things� that are happening in
the IAGS Project in the next edition of
Arc News in Indiana.

only lost her desk but all of her note-
books and binders too. She is looking
forward to getting back into her own
home so that she can put her bedroom
back together. The first thing she is
going to do is write in new notebooks
and listen to music.

Still displaced by the flood, Kathy
has enjoyed going to work at DSI in
Columbus. Her job is a consistent thing
in her life. She has been able to talk to
her supervisor, and that has really
helped.

Kathy lost all of her shoes in the
flood. She has to wear a certain kind of
shoe that is very expensive. She used
her gift card to order a pair of shoes. �It

uate a Mosaic group home in Terre
Haute after becoming aware that the
home was flooded and without power.
She made it to the home just before a
state of emergency prohibited all road
travel.

� Carlene Jones, an employee of
Sycamore Services, demonstrated
extraordinary devotion, staying with
her participants for 32 hours. During
her regularly scheduled shift, flood
waters isolated Carlene�s site with no
way for travel in or out. While her own
home was flooding, Carlene remained
with her participants until relief came.

� Ann Krug of DSI in Columbus
supervised the evacuation by boat of
three supported living homes. Putting
aside her own needs, she helped relocate
consumers to safe areas, including the

homes of DSI direct care staff. Ann
continued to make sure all the
individuals in supported living were
safe even as her own home was being
heavily damaged and her family dogs
had to be rescued by neighbors.

� Brittany Hainley of Sycamore
Services drove through floodwaters to
serve her participant, working a double
shift while the flooding closed her off
from her own home.
Amidst flooding and uncertainty, these
staff and others around Indiana dis-
played admirable commitment and
leadership in the face of enormous
challenges. Their response during a
critical time serves as a poignant re-
minder of the critical role DSPs play in
insuring the safety of individuals with
developmental disabilities.

helped tremendously and we really,
really appreciated it,� said Juanita.

In addition to the money set aside by
The Arc of Indiana, The Arc of the
United States sent out a call for help,
and several donations were received,
including one from Mississippi.

We have all watched news coverage
of natural disasters around the world.
This one happened in our own back-
yard. Neighbors helped neighbors, and
everyone pitched in to help others put
their lives back together. Because of
your continuing support, The Arc of
Indiana was able to contribute in a
small way.

OFFERING HELP TO FLOOD VICTIMS, from page 1

EXTRAORDINARY HELP THROUGH FLOODS , from page 1

As The Arc of Indiana moved past its
50th anniversary, staff and board mem-
bers considered, �What do we want
The Arc of tomorrow to be, both at the
state and local level look like�where
should we be going from here?�

From this question, The Arc of Indi-
ana has launched a two-year effort to
develop new ways for The Arc of Indi-
ana and local chapters of The Arc to
operate. Areas being explored include
membership, participation in statewide
and public policy activities, outreach
efforts in the community, family sup-
port activities and self-advocacy. Dif-
ferent models for involvement will be
tested and shared with other chapters.

Local chapters of The Arc were asked
to volunteer and make a two-year com-
mitment to this process. Participating
chapters include KCARC, local chap-
ter of The Arc in Knox County; The
Arcs of Bartholomew, Jackson,
Tippecanoe, and Dearborn Counties,
Noble / The Arc of Greater Indianapo-
lis; and Achieva Resources, local chap-
ter of The Arc in Wayne, Fayette,
Franklin, and Union counties.

Envisioning what might be

The Arc of Tomorrow
These chapters have agreed to par-

ticipate in meetings six times a year for
two years; and have committed a staff
person, self-advocate, and volunteer to
be involved.

The Arc of Indiana has committed
to bring in national speakers reflecting
the changing non-profit world, services
and supports to people, education of
children with disabilities, outreach, new
technology and other topics developed
by the group.

The effort will also include engag-
ing related organizations such as Indi-
ana Special Olympics, Best Buddies,
Indiana Down Syndrome Foundation,
UCP, ASK, IN-SOURCE and others in
this effort

The ultimate goal of The Arc of
Tomorrow is to develop a concrete
vision of what we should be in con-
junction with our chapters and begin
implementing The Arc of Tomorrow
in a conscious effort to be what we
believe we should be.

The journey to The Arc of Tomor-
row has begun, and we are looking
forward to where it will take us.
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Jill Long Thompson
Do you have a loved one in your immediate or extended family
who has a cognitive or other developmental disability?

� Yes

On a scale of 1-10, with 1 being the lowest and 10 being the
highest, how would you rank your knowledge of issues facing
people with cognitive and other developmental disabilities?

� Seven

The federal Individuals with Disabilities Education Act (IDEA),
passed in 1975, guarantees all children the right to a free and
appropriate public education in the same school they would
attend if they did not have a disability. In Indiana, parents and
students with disabilities continue to face obstacles in accessing
the tools they need to gain the necessary education to have a
more meaningful career and life.

Do you have a policy statement on education?

� Yes

Mitch Daniels
Do you have a loved one in your immediate or extended family
who has a cognitive or other developmental disability?

� Did not respond

On a scale of 1-10, with 1 being the lowest and 10 being the
highest, how would you rank your knowledge of issues facing
people with cognitive and other developmental disabilities?

� Five

The federal Individuals with Disabilities Education Act (IDEA),
passed in 1975, guarantees all children the right to a free and
appropriate public education in the same school they would
attend if they did not have a disability. In Indiana, parents and
students with disabilities continue to face obstacles in accessing
the tools they need to gain the necessary education to have a
more meaningful career and life.

Do you have a policy statement on education?

� Yes

Meet the Candidates

Candidates for Governor Weigh in on
Issues Impacting People with Disabilities
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If yes, does it include statements regarding students with cognitive
and developmental disabilities?

� Yes

What would you do to improve the quality of educational services
for students with cognitive and other developmental disabilities?

� We have an obligation in Indiana to educate every student to help
them achieve at the level they are able and in the most appropriate
environment. As Governor, I will work with the Department of Education
to improve teacher professional development and support, and with our
state universities to address the shortage of special education teachers
to improve the quality and availability of educational services for
students with cognitive and other developmental disabilities.

What is your opinion of the federal No Child Left Behind initiative
as it relates to students with cognitive and other developmental
disabilities?

� As a former member of congress, I will be a leader in reforming No
Child Left Behind at the federal level. Working with members of our
congressional delegation and former colleagues, I will fight to add
flexibility to NCLB. The standardized approach to education is not
working.

Indiana closed its last state institution in 2007. Home and Community
Based Services are the preferred living arrangements of people
with cognitive and other developmental disabilities and their
families. Currently about 10,000 people receive services through a
Medicaid Waiver, but over 17,000 people continue to wait for
services.

What would you do to increase access to services to people with
cognitive and other developmental disabilities?

� Indiana needs improvement in our home and community based
services network to ensure that individuals can be served close to home
in most appropriate setting.

I am open to exploring the implementation of the �Cash & Counsel-
ing� concept to permit more aged and disabled individuals to direct
their own home and community based care.

What role do you believe the state should have in providing services
to people with cognitive and other developmental disabilities?

� I believe society has a shared responsibility to look after citizens most
in need. I fully support state funding for early intervention, and public
education for children with developmental disabilities.

I fully support community based education and life skills training,
employment services, and independent living support for adults with
developmental disabilities.

The State of Indiana is experiencing a shortage of people who
choose to provide services to someone with a cognitive or other
developmental disability as a career path. What can the state do to
attract more qualified people to this career path?

� Many areas in the health care field, including disability services, have
workforce shortages, both in the number of trained employees and in
the geographic distribution of services.

I believe we should explore the possibility of loan forgiveness for
medical and nursing students who practice in underserved services and
geographic areas, and work to address health care workforce shortages
through Indiana�s vocational education program and our community
college system.

Many people with cognitive and other developmental disabilities
want to work in the community. They can perform many important

If yes, does it include statements regarding students with cognitive
and developmental disabilities?

� No

What would you do to improve the quality of educational services
for students with cognitive and other developmental disabilities?

� My goal is to improve the quality of teaching for all Hoosier students,
but I believe that special attention must be paid to the preparation of
teachers who work with students with cognitive and developmental
disabilities.

Unfortunately, Indiana got its worst rating from a national review
group called the National Commission on Teacher Quality (in a very
poor overall evaluation) for its preparation of special education teach-
ers. I will work with the new superintendent of public instruction to
strengthen teacher standards, improve curricular offerings, and other-
wise enhance teacher preparation in Indiana, including special educa-
tion teachers.

My appointees to the state Board of Education recently voted to
revise Indiana�s special education regulations, known as Article 7,
making a number of common-sense changes and revisions to rules that
had not been examined or amended for a number of years.

For instance, the rules previously required that preschool special
education students receive 12.5 hours of services, regardless of whether
they really needed 2 hours or 20 hours. The new version eliminates the
arbitrary 12.5 hour requirement so that students can get the number of
hours they actually need.

The Board�s changes should free up special education teachers from
burdensome administrative requirements so that they can spend more
time working with students.

What would you do to improve the quality
of educational services for students with cognitive

and other developmental disabilities?

What is your opinion of the federal No Child Left Behind initiative
as it relates to students with cognitive and other developmental
disabilities?

� While everyone who works with NCLB would suggest a number of
changes and improvements to the law, it does one very important thing
that should not be changed. It demands for the first time that schools
report on how well they are doing in getting all students to reach state-
set proficiency goals.

This information is valuable to all education stakeholders, including
parents of children with cognitive and other developmental disabilities.

NCLB currently provides that a certain percentage of students who
are severely disabled do not have to take state tests that determine AYP
placements. This system, like many parts of the law, is not perfect, but
does allow some students to be exempted from state testing for school
accountability purposes.

Indiana closed its last state institution in 2007. Home and Community
Based Services are the preferred living arrangements of people
with cognitive and other developmental disabilities and their
families. Currently about 10,000 people receive services through a
Medicaid Waiver, but over 17,000 people continue to wait for
services.

What would you do to increase access to services to people with
cognitive and other developmental disabilities?

� In August 2006, I announced the first significant waiting list reduction
in over four years. Since that time, we have brought over 1,200 new
people into services, and will bring another 2,000 into services by the
end of the current fiscal year.

We did this without an increase in the budget. Instead, we worked to
redesign the way we manage the developmental disability system and
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invested the savings in new services. With the help of The Arc and the
Indiana Association of Rehabilitation Facilities, we convinced the
legislature to commit the budget from the closed Fort Wayne State
Development Center to fund new community-based services.

But as people began coming off the waiting lists, others who had not
applied for a waiver saw hope. The result: while we have more people
in services than four years ago, the waiting list now has roughly 1,500
more people than when we started. This gives us a better picture of the
current need, making it clear that we must keep the momentum going
and look for ways to get services to more people.

What role do you believe the state should have in providing services
to people with cognitive and other developmental disabilities?

� We are enabling success by looking at the person first, rather than any
limitation posed by their disability. In 2005, for example, we were told
that the residents at the Fort Wayne State Developmental Center
(FWSDC) had the most challenging developmental disabilities in
Indiana and that they could not be served successfully in the community.

We commissioned two independent reviews of each FWSDC resi-
dent, both of which provided evidence to the contrary. Based on our
newly-gained information about each person, we felt confident that
closing the FWSDC was the right decision for everyone.

As we made the case for closing the FWSDC, the Arc played a major
role in convincing families of FWSDC residents that the community
was the best place for their loved ones. Since 2005, out of the over 240
people who left the Fort Wayne Center, only 9 were placed in other
institutional beds. More than a year has now passed since the last
resident left the FWSDC, and former residents are doing well in the
community.

We are taking other critical steps to ensure that our developmental
disability system focuses on the person first. In 2007, we started the first
statewide crisis management system. To date, we have averted over
180 psychiatric hospitalizations. Through crisis management, we are
helping people face more challenging disabilities so that they may
continue living in the community.

To be truly successful, we must understand all those we serve. To
accomplish this, the Indiana Professional Management Group (IPMG)
is placing each developmentally disabled client�s annual goals into a
project management software program. By the end of the year, we will
be able to track the progress of each individual client, something no
other state can do.

With this knowledge, we can celebrate success and address concerns
at an unprecedented level. IPMG is also leading an effort to turn annual
planning from budget management into a true individual-centered
planning process.

I agree with John Dickerson, Executive Director of the Indiana Arc,
when he says that person-centered planning must be more than just
managing waiver budgets; it must help people achieve their dreams.

Our partnership with The Arc of Indiana has gone a long way
towards building a service system for developmentally disabled clients
that serves people first and helps each reach their goals and dreams.

Over the next year, we will engage in a public conversation focused
on how we continue to build on these successes into the future. I look
forward to The Arc�s participation.

The State of Indiana is experiencing a shortage of people who
choose to provide services to someone with a cognitive or other
developmental disability as a career path. What can the state do to
attract more qualified people to this career path?

� Since August of 2006, we brought over 1,200 new people into
services and have not yet seen consistent evidence of a Direct Service
Professional (DSP) shortage in Indiana. We recognize that there is a
growing DSP shortage nationally, and that we may see this develop in
Indiana as we continue to bring new people into services.

We are getting ahead of the curve on this in two ways. First, we are
creating a career path for DSPs through a joint training program with
IVY Tech called INTRAIN.

DSPs who complete a two-year curriculum at IVY Tech will earn

jobs that people without disabilities perform. However, 76% of
people with developmental disabilities are unemployed.

What would you do to increase employment of people with
cognitive and other developmental disabilities?

� As a former board member of the National Industries for the Blind, a
national organization dedicated to enhancing opportunities for economic
and personal independence for those who are blind, I have been a strong
advocate for employment opportunities for individuals with disabilities.

I would explore the possibility of offering tax credits to employers
to increase employment of people with cognitive and other develop-
mental disabilities, as well as seeking public-private partnerships to
boost employment.

Most importantly, I believe the state should lead by example in the
employment of individuals with developmental disabilities, providing
opportunities for employment within state government.

Indiana has an early intervention program for infants and toddlers
with disabilities or at risk of disability known as First Steps. It
provides critical services to children 0-3 years of age, at a monthly
cost to parents depending on their income. Scientific evidence
proves that early intervention is key in helping children who
struggle with basic skills. However, in recent years, we have seen
an alarming decrease in the number of children being served by
First Steps.

What would you do to make sure First Steps is adequately
accessible and utilized by families, ensuring services are provided
as early as possible to a child?

� In the past, Indiana had a premier program in First Steps to provide
early intervention services for infants and toddlers with disabilities or
at risk of disability.

In recent years, there has been a decrease in the number of children
being served due to changes in eligibility for the program. It should be
our goal to reach as many children in need of early intervention as
possible to have a positive impact upon their development.

As Governor, I will work with community advocates to help reach
that goal.

Health insurance remains a critical issue for families and individuals
in Indiana. Indiana has thousands of people without any health
insurance. While people with cognitive and other developmental
disabilities may have health insurance, it may not cover critical
therapies and services.

What is your position on health insurance mandates and why?

� I support mandates that would provide coverage for some services not
included in insurance plans because the opportunity for comprehensive
coverage for all Hoosiers should be available, particularly when these
services can have a profound impact on the life of the insured.

What is your plan to reduce the number
of people without health insurance?

What is your plan to reduce the number of people without health
insurance and making health insurance affordable and accessible
to all?

� By the end of last year, about one million Hoosiers were uninsured for
a period of six months or more. As the economy declines, the number
Hoosiers without coverage could increase again this year.

I will work to increase the number of Hoosiers with health insurance
coverage by making health care coverage more affordable to busi-
nesses and workers, ensuring health care is accessible, and putting
stronger measures in place to control costs.

By focusing on these three areas of our health care system, I believe
we can create the kind of positive change our state needs to move
forward economically and ensure our citizens are healthy. n
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college credits. People who dedicate their lives to serving people with
disabilities must be rewarded with a real career path.

INTRAIN is receiving national attention as a model. Second, we can
alleviate some of the demand for DSPs by identifying new service
options for people who do not need intensive DSP support.

The Wabash Center developed one such alternative called �Rest
Assured.� This is a high tech system that allows two-way communica-
tion, and visual and sensor monitoring in a home. The system is tailored
to the needs of each person who uses it and has been shown to improve
personal independence, as well as alleviating the need for a DSP where
one is not needed.

Many people with cognitive and other developmental disabilities
want to work in the community. They can perform many important
jobs that people without disabilities perform. However, 76% of
people with developmental disabilities are unemployed.

What would you do to increase employment of people with
cognitive and other developmental disabilities?

� In 2006, the Division of Disability and Rehabilitative Services
(DDRS) adopted �Work First� as a key goal in its �Vision 2010�
approach to remaking the developmental disability system. We have
made significant strides toward achieving that goal.

Over the past four years, successful employment of people with
developmental disabilities through Vocational Rehabilitation (VR)
has increased by over 23%. Earlier this year, FSSA Secretary Mitch
Roob announced new employment initiatives with Community Hospi-
tal in Indianapolis and Lutheran Hospital in Fort Wayne.

To ensure enhanced access to VR, we have funded a series of
successful outreach programs, including a minority outreach contract
with The Arc. Perhaps the most important change, though, is in attitude
and perspective.

In years past, many people with developmental disabilities were told
that they were �too disabled� to work. We have rejected that view.
People with disabilities can compete successfully in the workplace.
This new attitude is showing results.

Indiana has an early intervention program for infants and toddlers
with disabilities or at risk of disability known as First Steps. It
provides critical services to children 0-3 years of age, at a monthly
cost to parents depending on their income. Scientific evidence
proves that early intervention is key in helping children who
struggle with basic skills. However, in recent years, we have seen

MITCH DANIELS

an alarming decrease in the number of children being served by
First Steps.

What would you do to make sure First Steps is adequately
accessible and utilized by families, ensuring services are provided
as early as possible to a child?

� First Steps serves children with developmental delays and disabilities
from birth to age three. As we look to the future, we are anticipating
increases in children with diagnosed disabilities, not just delays. Of
greatest concern is the increase in autism diagnoses.

The Centers for Disease Control (CDC) currently estimates the
prevalence of autism in 8 year old children at 1 in 150, and that number
is expected to change to reflect a continually increasing prevalence
identified at younger and younger ages.

While relatively few children are now diagnosed in infancy with
Autism Spectrum Disorders, we believe we are already seeing this
impact on First Steps, which pays for assessment and evaluations for
developmental delays and which has been seeing increases in those
services for the past several months.

While these additional evaluations have not resulted in a one-to-one
increase as not every child evaluated is eligible, it certainly indicates
that parents and physicians are aware of the program.

In 2006, after an extensive stakeholder review, legislative changes
to eligibility criteria were enacted. The intent of the changes was to
ensure that First Steps services would continue to be available for all
eligible children, particularly for those with the most intense delays and
disabilities.

In discussions with stakeholders and legislators, it was estimated
that the new criteria would reduce child counts by 15%. To date, we
have seen roughly a 10% decrease in the number of children served
statewide�5% less than anticipated.

As we look to the future, Indiana must be prepared for increasing
numbers of children needing services of all kinds.

Health insurance remains a critical issue for families and individuals
in Indiana. Indiana has thousands of people without any health
insurance. While people with cognitive and other developmental
disabilities may have health insurance, it may not cover critical
therapies and services.

What is your position on health insurance mandates and why?

� Mandates increase the cost of health insurance, which in turn increases
the number of people who are uninsured.

What is your plan to reduce the number of people without health
insurance and making health insurance affordable and accessible
to all?

� For far too many working Hoosiers, health insurance is simply
unaffordable. That�s why in 2006, I announced a plan to offer affordable
health insurance to the thousands of uninsured in our state.

Together, with the help of the Indiana General Assembly, the
Healthy Indiana Plan (HIP) became a reality and will be able to cover
nearly 130,000 Hoosiers. HIP is an affordable health insurance plan for
uninsured adults between the ages of 19-64 living below 200% of the
federal poverty level (FPL).

The program offers comprehensive coverage that includes doctor
visits, hospital services, mental health services and prescription drugs.

HIP requires every participant to make a modest financial contribu-
tion towards their healthcare- between 2% and 5% of gross income.
Every participant is given a Personal Wellness and Responsibility
(POWER) Account that they must manage which holds their monthly
contributions.

HIP is also available for purchase without a state subsidy for
individuals above the income thresholds, thus creating an affordable
option for even more uninsured Hoosiers. Since January 2008 over
17,000 Hoosiers now have the peace of mind of health insurance.

We also increased SCHIP coverage to cover up to 300% of the FPL
for children. n

Survey Responses from candidates for
State Senate and State House of Representatives

Available on The Arc of Indiana Web Site
The Arc of Indiana thanks the candidates for Governor, Mitch Daniels
and Jill Long Thompson, for responding to our survey. We hope this
will help inform voters.

The Arc of Indiana also surveyed candidates for the Indiana State
House of Representatives and State Senate.  Their responses can be
found on our web site at: www.arcind.org—click on “Candidates
Surveys.”

Exercise Your Right to Vote!
To vote on November 4 you must be registered to vote by
October 6, 2008. You must also have a government-issued

photo ID to cast your ballot in November.

You can check your voter registration and polling location by visiting:

www.indianavoters.com or call 1-866-IN-1-VOTE.

For more information, including obtaining a voter registration form,
go to: www.in.gov/sos/elections
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Indiana�s new special education regu-
lations, known as Article 7, went into
effect on August 13. This new regula-
tion makes significant changes to many
issues impacting children receiving
special education.

The Arc of Indiana�s web site in-
cludes links to detailed information
about the new Article 7, as well as
resources for families seeking help.

The Arc of Indiana�s web site,
www.arcind.org, includes links
to detailed information about

the new Article 7

Go to: www.arcind.org., click on
�State and Federal Programs,� and then
click on �Special Education.�

Other sources of information in-
clude:

PROGRESS CONTINUES:
MOVING PEOPLE ONTO
MEDICAID WAIVERS
Progress continues to move people with developmental disabilities on to the
Developmental Disability, Autism, and Support Services Medicaid Waivers.
Waivers allow home and community based services to be funded by Medicaid.

Between September, 2006 and August 4, 2008, 2557 people were targeted to
receive services; 2521 met with their case manager to begin developing a plan
for services; and 2139 had a Medicaid waiver budget submitted for approval.
This means over 2000 people since September, 2006 began receiving services,
or will soon begin receiving services.

In total, 10,734 people now receive Medicaid Waiver Services through the
DD, Autism and Support Services Medicaid Waivers.

3877 people live in ICFs/MR (group homes and large facilities for people with
developmental disabilities); 2900 receive state funded services; 1641 are in
nursing facilities; and 133 live in state mental health hospitals. 17,897 people
remain on waiting lists.

Following is information on the number of people served for each Medicaid
waiver.

Developmental Disabilities Waiver
September, 2006�July, 2008

Targeted Contact Budget for
to Receive Made with Services Submitted
Services Case Manager for Approval

Moving off Waiting List 520 512 413
Emergency / Crisis Situation 283 281 254
Parent Over Age 80 166 166 152
Graduate of Special Education 4 4 4
Moving Out of Nursing Home 88 84 74
Moving Out of State Mental Health Inst. 38 37 33
Moving from State Funded Services 207 207 189
Aging Out of Children�s Services 38  36  34
Other 5 5 5

Total 1349 1332 1158

Autism Waiver
September, 2006�July, 2008

Targeted Contact Budget for
to Receive Made with Services Submitted
Services Case Manager for Approval

Moving off Waiting List 60 59 53

Support Services Waiver
September, 2006�July, 2008

Targeted Contact Budget for
to Receive Made with Services Submitted
Services Case Manager for Approval

Moving off Waiting List 793 782 696
Emergency / Crisis Situation 14 14 13
Parent Over Age 80 1 1 1
Graduate of Special Education 320 314 199
Moving Out of Nursing Home 1 1 1
Moving Out of State Mental Health Inst. 1 1 1
Moving from State Funded Services 1 1 1
Other 17 16 16

Total 1148 1130 928

Grand Total All Waivers 2557 2521 2139

Information and Resources
on New Article 7—Special
Education Regulation

Family Voices
http://fvindiana.blogspot.com

Shares advocacy opportunities and
updated information on issues that
impact families of children with dis-
abilities or special needs.

IN*Source
(800) 332-4433
www.insource.org

Provides training on Article 7, and has
statewide regional staff available to
provide support and information to
parents regarding Special Education
regulations and process.

ASK
1-800-964-4746
www.aboutspecialkids.org

Provides training on Article 7, and has
staff throughout the state of Indiana to
answer questions and provide support,
information and resources.

The statewide implementation of OASIS, the new system to
allocate resources to people on the Developmental Disabili-
ties, Autism and Support Services Medicaid Waivers, has
been moved to January 1, 2009. Implementation is being
delayed to provide time for consumers and families to plan
for the new system, and to allow more time to assure the
various components of the program work correctly.

The goal of OASIS is to provide a consistent and appropriate
budget system that is directly related to the individual needs
and living situation of those receiving Medicaid waiver ser-
vices.

The current plan calls for persons who have an anniversary
date of January 1, 2009 to receive their budget allocation in
October, 2008; and for those individuals to then have the
opportunity to plan what services and supports they wish to
purchase with that budget.

OASIS will touch every person on the three waivers, but will
particularly impact those on the Developmental Disabilities
and Autism Waivers. It is not yet clear how allocations will
compare to current budgets, nor is it clear how changes in
budgets will be addressed.

Watch The Arc of Indiana�s web site, www.arcind.org, for
updates and information.

OASIS Implementation
Moved to January 1, 2009
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During the summer and fall of 2008, legislators are
participating in 36 different interim study commit-
tees. The Arc of Indiana is monitoring the follow-
ing interim committees:

MR/DD Commission
The MR/DD Commission reviews and makes

recommendations regarding the implementation
of Indiana�s comprehensive plan for people with
developmental disabilities, commonly referred to
as the 317 Plan. It also makes recommendations
regarding the development of a statewide plan for
quality assurance in community based services;
and reviews Indiana�s First Steps, early interven-
tion program for infants and toddlers with disabili-
ties.

The first meeting of the Commission focused on
the Objective Assessment System for Individualized
Supports (OASIS), and an update from Peter
Bisbecos, Director of the Division of Disability and
Rehabilitation Services.

Autism Commission
The Autism Commission studies the service

delivery system for people with autism and their
families, including the number of Indiana citizens
believed to have autism; funding amounts and
sources; expenditures and services provided; the
number of clients served; residential options; the
need for and effectiveness of programs; and the
development of a comprehensive plan for services
for people of all ages with autism.

The first meeting of the Commission was held in
mid-August. Reports were provided by Peter
Bisbecos, Director of DDRS; Dr. Cathy Pratt, Indi-
ana Resource Center on Autism; and Susan Pieples,
President of the Board for the Autism Society of
Indiana.

The second meeting of the Autism Commission
will focus on applied behavior analysis, first re-
sponder training in autism and legislative
recommendations.

Health Finance Commission
The Health Finance Commission reviews and

You see it in movies, tell jokes about it with your friends and watch it on television,
but the word retard isn�t funny. Just like the �n-word,� the �r-word� is offensive
and derogatory to people with intellectual disabilities.

�It makes me sad and disappointed to hear people use that word. Even
if they aren�t saying it about a person, it�s still hurtful.�

� Mary, a person with an intellectual disability

Three percent of the world�s population has an intellectual disability, making it the
largest disability population in the world.

2008 Legislative Interim Study Committees INDIANA RESPITE
COALITION BUILDING,

MOVING FORWARD
A newly formed Indiana Respite Coalition orga-
nized the first Indiana Lifespan Respite Care
Summit in Indianapolis in July. The event was
sponsored by ARCH National Respite Coalition
and the Langeloth Foundation.

The Indiana Respite Coalition was formed in
January 2008 under the leadership of Roberta
�Bertie� Lehman, Director of Agape Respite
Care, Inc., a community-based lifespan pro-
gram; and Juman Bruce, assistant director with
the Division of Disability and Rehabilitative
Services (DDRS), Bureau of Developmental
Disabilities Services (BDDS).

Charter members include a consumer, three
parents, and representatives from The Arc of Indi-
ana, INARF, United Cerebral Palsy of Indiana,
NAMI, Division of Disability and Rehabilitative
Services, Division of Aging, Easter Seals Arc of
Northeast Indiana, Community Ventures in Liv-
ing, Sycamore Services, Bethesda Lutheran
Homes and Services and Agape Respite Care, Inc.

The coalition has identified three goals:

� Advocate for lifespan, statewide respite
services.

� Collaborate with the state of Indiana in
securing and appropriately using Federal
Lifespan Respite Care Act Funds.

� Educate and provide awareness on public
policy issues related to respite services.

The Indiana Summit focused on the national
initiative for states to provide a coordinated
system of lifespan respite care services.

Jill Kagan, National Respite Coalition Chair,
addressed the group. Kagan was a national
advocate for passage of the federal Lifespan
Respite Care Act enacted in December 2006,
and has received a grant from the Langeloth
Foundation to assist states in building or
enhancing statewide respite coalitions.

The Lifespan Respite Care Act provides com-
petitive state grants to:

� Develop or enhance state and local
Lifespan Respite systems

� Provide respite for family members, foster
parents or other adults providing unpaid
care to adults who require care to meet
basic needs or avoid placement in an
institutional facility

� Provide respite for children requiring care
beyond that required by children generally

In order to access the state grants, state Aging
and Disability Resource Centers must work in
collaboration with non-profit State Respite
Coalitions or state respite organizations.

The Indiana Respite Coalition is developing
membership forms and is gathering names for its
e-mail / mailing list. Interested persons should
contact Bertie Lehman at 260-589-3351 or
agaperespite@hotmail.com or Juman Bruce at
317-232-7820, juman.bruce@fssa.in.gov.

makes recommendations on issues related to home
health care workers and reviews trends and incen-
tives to encourage people to enroll in long term care
insurance.

The first meeting of the Commission focused on
long term care insurance and wages, and benefits
and working conditions of in-home care workers.

Select Joint Commission
on Medicaid Oversight

The Joint Commission on Medicaid Oversight
oversees Indiana�s Medicaid managed care system.
Two meetings have been held, and the third meet-
ing will take place in mid-September.

Commission on Mental Health
The Commission on Mental Health oversees the

funding system for managed care providers of
mental health services; mental health services de-
livered by community managed care providers and
state operated hospitals; the implementation of
managed care programs for people with mental
illness that may receive state funds; and studies the
unmet need for public supported mental health
services.

The Commission has held one meeting and will
continue to meet in September.

Interim Study Committee
on Education Matters

The Interim Study Committee on Education
matters reviews and makes recommendations on a
wide range of issues regarding virtual learning; and
develops recommendations on a funding formula
for state funding of school transportation costs. It
will also study college readiness; high school ath-
lete steroid testing; and establishing a continuing
appropriation for the Indiana Technology Fund.

The Committee�s first meeting focused on
student athlete steroid testing and the Indiana Tech-
nology Fund. The next meeting will be held in mid
September.

For more information on Interim Study Committees,
go to: www.in.gov/legislative/interim

During the summer and fall, legislators participate in interim study
committees. The Arc of Indiana is monitoring the following committees.
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When I think of Brent, I think of music.
He loved music, especially the Beatles.
One song Brent liked was Garden
Party, by Ricky Nelson. The chorus
says, �It�s all right now, I learned my
lesson well. See you can�t please ev-
eryone, so you got to please yourself.�
That is something Brent did. Most of
us worry about what others will think.
I don�t recall Brent spending much
time on that fruitless way of thinking.
He stayed true to his own ideals.

Trivia and remembering

In every family each individual has
a part or a role to play�something for
which they can be counted on. In our
family, Brent could be counted on for
trivia and remembering. He could tell
you the make and model of the car that
just went speeding past. If a song came
on the radio, he would tell you with
certainty the title, artist and sometimes
the year the song was recorded. I often
suspected that he was making some of
this up, but he was steadfast in his
pronouncements. He also had an un-
canny memory for old TV shows. He
would remind us of some obscure show
that had been on for only one season,
including the names of the characters
and those who had played them.

The summer I was fifteen
and taking Driver�s Ed.,
things began to change.

Brent�s recall of plots certainly made
our re-enactments of Batman episodes
on the front lawn more exciting. These
games were conducted with Brent as

Batman wearing a pink doll blanket
tied around his neck. I�m not sure what
character I was assigned, but I usually
abandoned my job to chase lighting
bugs. It was up to Brent to get his little
sisters back on track so that good could
triumph over evil in our front yard.

During the summers, Brent, our sis-
ter Stephanie and I would play wiffle-
ball. One would pitch, one would bat,
and the other would catch. This meant
that the bases were occupied by some-
thing we called Ghost Men. Inevitably
the game would break down into argu-
ments about and between ghost men.
Yet we did this pretty much every day.

The summer I was fifteen and taking
Driver�s Ed., things began to change.
Brent had been pretty short with me
and I had finally had enough. It turned
out that Brent was upset that I would be
driving before him. I think we both
knew that Brent would never drive, but
no one had actually ever said it. I think
too that Brent realized that my sister
and I would soon be leaving him be-
hind. Stephanie and I were about to
begin new adventures of which he
would not be part.

At first Brent was pretty angry. No
one had really ever told him that he
couldn�t. In fact, our parents, and espe-
cially our grandmother, had been tell-
ing Brent his entire life that he could do
anything if he really wanted to and was
willing to try.

Put feelings into music, poetry

Angry over the driving for awhile,
Brent decided to put his feelings into
his music. He would become a rock
star. Brent couldn�t really sing, and his
guitar playing wasn�t much better, but

he was undeterred and kept up his singing
and playing for over 20 years.

When Brent later announced that he
was going to be a poet, I�m sure I rolled my
eyes. Then I read some of his poetry. I�m
not a poetry fan, but this wasn�t bad. I read
it again, this time as if I did not know that
it had been written by a man with a devel-
opmental disability. I realized that not
only was it not bad, it was pretty good.
Apparently others thought so as well. Some
of Brent�s poetry was published. As I look
back, I realize how amazing this achieve-
ment was. Brent had struggled for years
just to learn to read and write. Not bad, not
bad at all.

When Brent got cancer the first time, he
determinedly announced that he was go-
ing to beat it. I was less sure. But with the
help of our parents, many prayers and
excellent medical care, Brent did get bet-
ter. It seemed he had won. When the
cancer came back, this time in his liver, it
was such a blow. Again Brent was deter-
mined to get better. Again there were
hundreds of people praying�many who
had never even met him.

Brent loved and was loved

When we knew that Brent would soon
be leaving us, my son Alex wanted to
know what would happen to Brent when
he went to heaven. I told my son that
Brent�s spirit will go to heaven, and he
will become the infinite perfection that he
was born to be. He will have shed his body,
which is just a vessel for his soul�a body
that held him back at times, and in the end
failed, and is no longer needed.

Brent was a part of every family cel-

Brent Lee Barton and Dr. Bechar

A Sister Remembers, Honors Her Brother
Michelle Coy

ebration�every graduation, wed-
ding, birth, family reunion and fam-
ily vacation. He held jobs that he
loved and took pride in. He traveled
and participated in bowling and
Special Olympics. Brent drove go-
karts, had girlfriends, went to
dances, rode in a limousine, at-
tended a rock concert and had his
poetry published. Brent loved, and
was loved.

So, while I am terribly sad for
myself and for all who knew and
loved Brent, I am happy. I am happy
for my brother, and I celebrate the
good life that he lived and the dif-
ference he made in this world.

Poems by Brent Lee Barton
January 14, 1958- June 16, 2008

This old house is still standing,
the windows are broken
and the paint is cracked and

dry.
The door was open and I went

inside
to take a look around.
No lights, no sound,
dust balls are in the halls.
No pictures on the walls,
The rooms are bare, no one is

there.

Close your eyes and open your
mind to God

and let him know what you�re
thinking.

Amen

I celebrate the good life that he lived
and the difference he made in this world.
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Please Join Us

The Arc of Indiana
Appreciation Luncheon

Guest Speaker
Peter Berns, Executive Director
The Arc of the United States

October 15, 2008
The Fountains Banquet & Conference Center

502 East Carmel Drive, Carmel, Indiana

We invite you, your friends, family, and colleagues to join in celebration at
The Arc of Indiana�s annual Appreciation Luncheon.

Newly appointed Executive Director of The Arc of the United States, Peter
Berns, will share his vision for the future of The Arc, and for the people and
families that are the heart and mission of The Arc.

Join us for fun and inspiration as we honor people and organizations making
a positive difference in communities throughout Indiana.

The Appreciation Luncheon will close with a special �reveal.� You will want
to be there as The Arc moves forward into a new era of positive change!

11:00 a.m. Registration
12:00 p.m. Appreciation Luncheon

Guest Speaker, Peter Berns
Awards Ceremony
A Special �Reveal�

Following the Appreciation Luncheon, you are welcome to stay for
The Arc of Indiana�s Annual Meeting, scheduled to begin at 2:30 p.m.

To register on-line, or to print and mail a registration form, go
to www.arcind.org and click on �Up Coming Events,� or call:
1-800-382-9100.

Please register by October 8, 2008

Peter Berns

Al Clemens and Nitaya Lewis

Dancing with The Arc

Steve Hinkle and Jane Kipling

Thanks to Easter Seals Arc of Northeast Indiana�s dance program, �Danc-
ing with ESArc,� 23 Special Olympics athletes competed in the country�s
first Special Olympic Ballroom Dance competition in Fort Wayne on July
5th and 6th.

Steve Hinkle, Executive Director, Easter Seals Arc (and quite a dancer
himself) spearheaded the development of the dance program. �Interest has
been growing locally and nationally about ballroom dancing. The nature of
this competition is truly evidence of the positive impact that dancing has,
and proves that it is indeed a universal language.

�With each step, our Special Olympics athletes, volunteer dancers, and
Fort Wayne have embraced �Dancing with ESArc,�� Hinkle said.

Hinkle hopes the local program will become a model for a new national
Special Olympics sport.

Sara Cozad and Frank Luarde

Support The Arc of Indiana while you shop for Christmas!

From November 19 to December 3  
The Arc will sponsor an on-line auction.

Watch our web-site at www.arcind.org  
for more details in the coming weeks! 


