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2009 Alternative Break Citizenship Schools
The Invisibility of Disabilities !July 18-24 ! Indianapolis, IN

Welcome Breakers!

In hopes that you will come as prepared as possible to the ABCs experience, we have created this 
packet. The table of contents, which you should spend some good time pursing prior to arrival, 
includes:

! Orientation Information:
This is the knowledge you have all been waiting for!! The packet contains the 
following: arrival information, a packing list, a do not pack list, a facility 
description, housing/service overview, and some brief tips on exploring the city. 

! Education Articles: 
These articles will be the starting talking points for the conference. Make sure you 
read these before Sunday, July 19th – Issue Night.

! Training Pieces: 
At the end of the packet there are two articles that discuss etiquette when working 
with individuals who have disabilities.

! ABCs Waiver:
This needs to be read and signed before the conference. You can either fax us a 
copy (404-348-4337) or have it ready when you check in with us on Saturday, July 
18th.

Also included is a message from the Volunteer Center at Butler University – one of the schools we 
have partnered with to bring the ABCs to Indianapolis.

Lastly, we have a Facebook group titled, 2009 ABCs - Indianapolis, Indiana: The Invisibility of 
Disabilities, where you can feed you can post discussion topics and begin getting to know one 
another.  And if you have further questions prior to or post ABCs you can email everyone on Break 
Away’s listserv.  Let the discussions roll!

Dive in and learn! And please call or email the Break Away national office prior to Tuesday, 
July 14th (or use emergency staff contact information after that time) if you have any questions!

See you shortly,

Jillian Treacy                                                                John Nettles
Community Partner Coordinator                             Program Assistant
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A Warm Welcome from our Hosts

Welcome to Butler University, home of the Bulldogs! Founded in 1855 by 
attorney and abolitionist Ovid Butler, Butler occupies 290 acres in Indianapolis' Butler 
Tarkington neighborhood. The University emphasizes a liberal arts-based education 
with the goal of teaching clear and effective communication, appreciation of beauty, 
and a commitment to lifelong learning, community service and global awareness.

Our Volunteer Center is student-run and is committed to assisting members of 
the Butler University community in finding meaningful volunteer experiences and 
providing opportunities to reflect on these experiences; thereby deepening the 
education of students and making a significant contribution of service to Indianapolis 
and the larger community. The Butler University Volunteer Center is managed by the 
Office of Programs for Leadership and Service Education (PuLSE), which also runs the 
Fall Alternative Break and Alternative Spring Break programs.

We are very excited to be hosting “The Invisibility of Disabilities” ABCs here in 
Indianapolis. Known as the Circle City, Indianapolis is the 2009 recipient of the 
Accessible America Award, granted by the National Organization on Disability (NOD).
This week promises to introduce you to some remarkable service sites accomplishing 
amazing things.

We hope you enjoy your time on Butler’s campus (don’t miss our beautiful Holcomb 
Gardens and the historic Hinkle Fieldhouse!) and in Indianapolis. Have a great week!

Julie Pakenham
Associate Director, Programs for Leadership and Service Education
Butler University

Your emergency contacts while in Indianapolis will be:

Samantha Giacobozzi Jill Piacitelli
Programs Director Executive Director
Break Away Break Away
c) 734.612.3806   c) 801.673.8997



- 3 -

Arrival Information

You are responsible for your transportation to and from campus.

! Inform Us

Please let us know if for any reason you WILL NOT be at Butler by 3 pm on Saturday, July 18th or 
if you WILL NOT be able to stay until noon on Friday, July 24th. 

! Own Transportation 

If you are driving to the conference, we will provide you with a university parking pass upon 
arrival. You should anticipate parking your vehicle for the entire length of the conference. There 
will be no time for sightseeing during the ABCs… it’s a tight schedule – but fun, we promise. 
Please let us know by Thursday, July 9th if you plan on driving. If you do plan on 
sightseeing please plan to come early or leave later.

! Flight

   Indianapolis International Airport (IND)                                                                                     

! Transit from the Airport

For all transportation options, upon arrival go the bottom floor of the airport and follow signs for 
ground transportation.

Break Away Shuttle: 
We will provide a shuttle at the expense of $10 per person each way.  If you choose this option we 
need your flight schedules (arriving and departure) by Thursday, July 9th so we can email out a 
schedule of shuttle times and meeting places on the 10th .

Public Transit: IndyGO
From Airport take the 8 Washington bus toward Downtown – fare $1.75 in cash.  Get off at 
Capitol & Ohio. Walk one block on Capitol to corner of Market & Capitol. Get on the 38 
Lafayette Square bus – fare $1.75 in cash. Get off at 38 & Lafayette Road.  This is a shopping 
center, catch a cab from here to Butler’s campus. Cab fare should be less than $10. Total cost = 
$13.50. Call IndyGO (317.635.3344) with questions. 

Taxi Cab: Choose Your Own Adventure
Reservations are not necessary for a cab. Just look for the taxi stand. 
Indianapolis Yellow Cab: 317.487.7777 – approximately $35 - $40 (no tip included)
Midwest Taxi Service: 317.261.1111 – approximately $35 - $40 (no tip included)
AAA Hoosier Cab : 317.685.1111 – approximately $30 – 35 (no tip included) ** ask for the flat rate

Airport Shuttle: Indianapolis Airport Shuttle 
It is highly recommended that you call ahead of time & make reservations.
Phone: 317.248.0885
For one person to Butler $42 (includes tip); For a group of 4+ $72 (includes tip)

! Location

Butler University is located in northern Indianapolis. The address of the campus is: 4600 Sunset 
Avenue; Indianapolis, IN 46208. Main campus line: 317.940.8000.
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Things to Bring

Necessities:

! Closed-toed shoes
! Bring all linens, (sheets, blankets, light sleeping bag, pillow, pillowcase…)
! Towels and washcloth
! Trip and program budget!
! Chap stick, Sun block & bug spray
! Reusable water bottle
! Rain gear
! Personal toiletries (toothbrush, comb, shower stuff, medication, etc.)
! Alarm clock
! Shower shoes
! Short-sleeved t-shirts/Shorts – comfortable work clothing that could get damaged
! Long-sleeved shirts/Pants
! Alternative break gear for the fashion show (prizes will be awarded)
! Information on your program to share with other participants- for example: fliers, 

applications, site information, budgets, vision & mission statement, participant contracts and/or 
liability forms, fundraising and recruitment ideas

! Any articles or information related to the social issue that you find interesting and informative that 
you would like to share with others

Suggested:

! Backpack
! Sunglasses
! Camera
! Journal/notebook/pen/pencil
! Hat
! Light jacket/sweat shirt (it may get cool at night)
! Musical instruments, playing cards or games (for the small amount of down time at night)

Do NOT Pack:

! Valuables
! Heirlooms
! First edition issue of the Spiderman Comic
! One-of-a-kind items
! Any movies with Nicholas Cage

All joking aside, please do not bring anything that you would be devastated to lose or ruin –
you’re staying in dorms, sharing communal space and will have no storage for valuables. We just want to 
play it safe. If you have any questions, call us at 800.903.0646 or e-mail 
breakaway@alternativebreaks.org.

Also, no Break Away events require formal dress. In fact, we encourage you to dress as comfortably as 
possible…shorts and t-shirts will do just fine for all workshops. However, you may choose to bring 
additional nice clothes for the Community Dinner.
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Butler University
Residential College (“Res Co”)  |  Sunset Ave.

Indianapolis, IN 46208

Year Founded: 1855 by Ovid Butler
Mascot: The Bulldog
Student Population: 4,400

Butler War Song
We'll sing the Butler war song,
We'll give a fighting cry;
We'll fight the Butler battle--
Bulldogs ever do or die.
And in the glow of the victory firelight,
Hist'ry cannot deny
To add a page or two
For Butler's fighting crew
Beneath the Hoosier sky.                                                                                                       

For a campus map to locate ‘Residential College’ check out: http://go.butler.edu/docs/campusmap07.pdf

Indianapolis, Indiana 

Nickname: Circle City 
Born: 1821
Size: 14th Largest City in the U.S.
Total Population including suburbs:   
       1,380,491
Mayor: Greg Ballard

Fun facts:
! Indianapolis is one of two cities that have the name of the state in their state capital.  
! The city is also home of the Indy 500, one of the largest NASCAR events in the United States.  
! If you are looking for monuments to go visit, Indianapolis is the place for you! It is second only to 

only D.C.. 
! Just this year, National Organization on Disability (NOD), announced Indianapolis as the 2009 

recipient of the Accessible America Award.  
! Famous people from the Circle City include David Letterman and Kurt Vonnegut. 

Source: www.wikipedia.org/wiki/Indianapolis,_Indiana

Facility Description:

Our humble abode for the week is Residential College.  
This dorm, built in 1989, is a suite style building with two 
rooms sharing a common bathroom. Be prepared to 
share your room with your new best friend for an entire 
week.  Break Away will be providing room assignments.
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Service Projects

! Damar Services, Inc.     (www.damar.org) 

Damar Services is a non-profit residential facility that strives to provide services and an overall better life 
for those that live with developmental disabilities. Beverly and Theodore Farkas founded Damar Services as 
an alternative to institutionalized living to prevent patients from living too far away from their families in 
1967. Since its founding, the facilities have been modified, rebuilt and expanded, now reflecting several 
residential facilities, treatment and counseling areas, and recreational and educational buildings. Damar 
also has specialized programs to cover different needs such as BASE (Behavorial Alternative in a Secure 
Environment), a therapeutic environment where adolescents learn how to reduce inappropriate behavior 
and develop more positive social skills. Service may include working directly with the clients, assisting 
with administrative tasks, and maintenance.

! Bosma Enterprises  (www.bosma.org) 

Bosma Enterprises is a non-profit whose goal is to empowering the blind through employment services, 
rehabilitation services, vision loss support groups, and more. Programs that Bosma provides range from 
rehabilitation services that help those who are visually impaired by training on basic skills such as 
keyboarding, daily tasks, communications, and vocational readiness.  Also, Bosma has a program called 
STEP (Student Training and Employment Program), which helps students who are blind build their job 
skills and teaches the fundamentals of learning and keeping a job. Service may include general 
rehabilitation support, community awareness, landscaping, and maintenance.

! Richard L Roudebush VA Medical Center (www.indianapolis.va.gov) 

The Richard L Roudebush VAMC was founded in 1932 to serve men and women that have served our 
nation, providing to over 190,000 veterans in Indiana and Illinois. The Medical Center has an extensive list 
of services that include women’s health, extended care and rehabilitation, mental health, pharmaceutical, 
spinal cord injury center, and specialty care. The Medical Center also has two outpatient centers in Terre 
Haute, Indiana and Bloomington, Indiana. Service will range from working in the emergency room, 
palliative care where participants will have time to get to know the patients that the VAMC serves, 
working in the cafeteria, and also working the coffee cart in the building.

! Noble of Indiana  (www.nobleofindiana.org) 

Founded in 1953, Noble of Indiana is a non-profit that provides services to those with developmental 
disabilities. Noble serves over 1,000 children and families in the Central Indiana area. Over 550 people with 
disabilities work in the community through their student to work program, partnering with 150 
organizations and community members to open more opportunities for people with disabilities. Noble also 
provides day services for adults, where adults develop better social and daily living skills, while also getting 
a chance to get to know their community. School-age services are also available, helping families through a 
difficult period in a child with a disability’s life. Service may range from working in children’s services, 
employment services, adult day activities, or school-age support.



- 7 -

Educational Articles

Please review the following: Definitions to Know, four articles from various news sources, 
Timeline, Statistics, and a Podcast. All of these educational items should be reviewed prior to 
attending the ABCs. Anticipate excellent, in-depth discussion regarding these issues, especially 

during Movie night, Issue night, Speaker Panel, and Reflection.      

  None of these articles necessarily represent Break Away’s standpoint on the issues – they are 
simply meant to provide common talking points for all participants and staff.

Definitions to Know

! Disability: a physical or mental impairment that substantially limits one or more major life activities. 
(en.wikipedia.org/wiki/Disabilities)

! Developmental Disability: a disability that begins at an early age and continues indefinitely 
throughout life, leading to substantial handicap. These include mental retardation and cerebral palsy.  
(dictionary.com)

! Intellectual Disability: a disability that is characterized both by a significantly below-average score 
on a test of mental ability or intelligence and by limitations in the ability to function in areas of daily 
life, such as communication, self-care, and getting along in social situations and school activities. 
(http://www.cdc.gov/ncbddd/dd/ddmr.htm)

! Emotional Behavior Disability: persistent and consistent emotional or behavioral responses that 
adversely affect performance in the educational or social environment that cannot be attributed to age, 
culture, gender, or ethnicity. Post Traumatic Stress Disorder is an example. (tmcsea.org)

! Psychological Disability: any condition which affects a person's thought processes, understanding of 
reality, emotions or judgment or which results in disturbed behavior, for example, a person with a 
psychological disability, neurosis or personality disorder. (usyd.edu)

! People First Language: is a technique used when discussing disabilities, which avoids defining a 
person with only that disability. For example saying the individual with mental retardation allows the 
person to have more qualities about them rather than saying the mentally retarded child. 
(wikipedia.org/wiki/people-first_langugage)

! High/Low-functioning: Determines how well one can adapt to their environment based off of their 
physical or mental disability.

! Self-Care Disability: The percent of total population 65 years and older that are self-care disabilities. 
Difficulty dressing, bathing, or getting around inside the home is considered a self-care disability.  
(gnocdc.org/tertiary/definition.cfm)

! Universal Design: strives to be a broad-spectrum solution that produces buildings, products and 
environments that are usable and effective for everyone, not just people with disabilities.  For example 
giving a lecture that appeals more than one learning style, i.e. oral, visual, and written.   
(wikipedia.org/wiki/Universal_design)

! Degenerative: A disease in which the function or structure of the affected tissues or organs changes 
for the worse over time. Osteoporosis and Alzheimer's disease are examples. (everythingbio.com)

! Terminal disabilities: a disability that cannot be cured and leads to death. (cancer.gov)
! DSM IV: Diagnostic and Statistical Manual of Mental Disorders which lists all disabilities that are 

recognized by the American Psychological Association. (dsmivtr.org)
! Americans with Disabilities Act of 1990 (ADA): wide-ranging civil rights law that prohibits, 

under certain circumstances, discrimination based on disability. 
(wikipedia.org/wiki/Americans_with_disabilities_act_of_1990)

! Individuals with Disabilities Education Act (IDEA): is a United States federal law that governs 
how states and public agencies provide early intervention, special education, and related services to 
children with disabilities.

! Individualized Education Plan (IEP): describes how the student learns, how the student best 
demonstrates that learning and what teachers and service providers will do to help the student learn 
more effectively. (wikipedia.org/wiki/individualized_education_plan)       
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Time Line

! 1601:  Elizabethan Poor Laws gave aid to the disabled of England. 
! 1751: Pennsylvania Hospital in Philadelphia is the first hospital to open a section for the disabled.  This 

created the path for other institutions to be formed. 
! 1793: Phillipe Pinel, a doctor at La Bicetre, a Paris asylum, unchains the mental patients at the 

institution.  This created the idea of “moral treatment.
! 1800: Jean-Marc Itard began his training sessions with Victor, the "Wild boy of Aveyron."-  First 

attempt to teach someone with a disability.
! 1817: Thomas H. Gallaudet established the first free American school for the deaf and hearing impaired 

in Hartford, Connecticut.  This set the framework for other specialty schools.
! 1841: Dorthea Dix advocated separation between the disabled in penitentiaries and poorhouses.  This 

created 32 state run mental institutions in the US.  
! 1868: The Prisoners’ Hidden Life or Insane Asylums Unveiled was published and its advocates change 

in the institutional system.
! 1869: The wheelchair was patented.
! 1880: National Association for the Deaf was founded to advocate reforms- created the groundwork for 

other advocacy groups to form for individuals with disabilities.  
! 1883: Sir Francis Galton coined the term “eugenics” - the sterilization of the disabled population to 

improve the quality of life for the future.
! 1907: Indiana passes the first eugenic sterilization law.
! 1915: Dr. Harry Haiselden allows a disabled newborn to perish and promotes this as a way to reduce 

the disabled population. 
! 1927: Buck v. Bell goes to the Supreme Court and the court favors forced sterilization of the feeble-

minded.
! 1932: FDR elected president but hides his Polio disease.
! 1941: Rosemary Kennedy is lobotomized and was then sent to the St. Coletta School in Jefferson, WI.
! 1943: Autism is classified at John Hopkins University by Dr. Leo Kanner. 
! 1960: Paralympic Games were held in Roe, Italy.
! 1961: Dr. Robert Guthrie created the phenylketonuria (PKU) newborn screen test.  This allows for the 

developmental delays of PKU to be avoided through dieting. 
! 1964: Civil Rights Act is passed outlawing discrimination based on race. 
! 1965: Medicare and Medicaid established under social security amendments.
! 1970’s as a whole: Deinstitutionalization movement was born. 
! 1971: Pennsylvania Association of Retarded Citizens started a lawsuit against Pennsylvania which 

resulted in the establishment of rights for disabled children to access free and equal public education.
! 1972: Center for Independent Living was established at the U of C Berkeley.  Also the Rehabilitation Act 

was passed which for the first time where the discrimination of the disabled is addressed and people 
could no longer not be hired due to their disability.

! 1975: Developmental Disabilities Assistance and Bill of Rights Act and The Education for All 
Handicapped Children Act passed which allocated federal dollars to states and localities in order 
provide a free and appropriate education to all.  Also, Transbus group sues the city of Philadelphia to 
make public buses wheelchair accessible.  

! 1977: Disability rights groups protest in 10 cities for regulations implementing section 504 of the 
Rehabilitation Act 1973 which further addresses the discrimination of the citizens who are disabled.  
This created the movement following with sit-ins and marches.

! 1978: Federal Gov’t begins funding independent living centers and Frank Bowe publishes 
Handicapping America which is considered the text for the disability rights movement.

! 1980: Civil Rights of Institutionalized Persons Act is passed and it allows the US Department of Justice 
to file suits on behalf of residents of institutions.

! 1984: Voting Accessibility for the Elderly and Handicapped Act make polling places accessible.
! 1986: The Air Carrier Access Act passed which forbids the discrimination of people with disabilities in 

regards to air travel.
! 1988: Students at Gallaudet University protest for the selection of a deaf University President. Irving 

King Jordan is eventually appointed as the first deaf Gallaudet president.  Also, the Civil Rights 
Restoration Act specifies that all institutions that receive federal financial assistance are prohibited to 
discriminate against disabilities and other non dominate groups.

! 1990: President George H. W. Bush signs ADA on July 26th which established equal opportunity for 
employment, transportation, telecommunications, public accommodations, and the state and federal 
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government services.  Also, The Individuals with Disabilities Education Act was passed which was an 
updated version of the Education for All Handicapped Children Act.  This gave more rights to children 
in the schooling system.

! 2001: President George W. Bush passed No Child Left Behind, which created a national accountability 
for states, school districts, and individual schools.

! 2002: Virginia deemed it unconstitutional to execute a person with mental retardation convicted of 
murder.

! 2009: The ADA Amendments Act, which took effect on January 1, 2009, provides for a greater pool of 
protected individuals and equates to a greater risk to the employer with regard to disability
discrimination claims.

http://disabilityhistoryweek.org/timelines
http://en.wikipedia.org/wiki/Americans_with_Disabilities_Act_of_1990
http://en.wikipedia.org/wiki/No_Child_Left_Behind

Statistics

! 600 Million people in the world have a disability and 80% of this number live in low income countries 
(1).

! 15.1% of American’s have a disability.  This is broken down even further with 4.3% of people having a 
sensory disability (visual impairments, etc), 9.4% with a physical disability, 5.8% with a mental 
disability, and 3.0% with self-care (2).

! 17.4% of Indiana residents have a disability (2 ).

! Disability status of Indianapolis population of 5 years and over is at 16.5% (2).

! Disability status of the United States of 5 to 20 years of age in 2000 is at 8.1%, 21-64 years of age is at 
19.2%, and 65+ is at 41.9% (2).

! Persons with a disability that are employed from 21-64 years of age is around 56.6% (2).

! Women with disabilities get paid $5.00 less on average than a man without a disability and men with 
disabilities get paid $2.00 less on average than a man without a disability (3).

! It is estimated that 1 out of 150 American children is living with Autism (4).

! 1 in 50 families are affected with Autism (5).

! An estimated one in five children has a diagnosable mental illness, but many go untreated (6).

! One in one hundred people suffer from schizophrenia (7).

! Incarceration. 12% of non-mentally ill inmates reported having been homeless (8).

! US jail or prison inmates with a serious mental illness in 1999: 283,000 (8).

! Women prisoners are more likely to be mentally ill then male prisoners. 1 in 4 female inmates reports 
having a mental illness (8).

! White women inmates have a higher rate of mental illness than any other demographic group. 29% of 
white female state prisoners were identified as mentally ill. 20% of black females and 22% of Hispanic 
females in state prison were mentally ill (8).

! 20% of inmates with mental illness were homeless (8).
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! The number of special education teachers is expected to increase by 15% from 2006 to 2016 (9).

! 80% of Afghan Suicide bombers have a mental or physical disability (10).

! 11% of individuals with Mental Retardation are in inclusive classroom settings (11).

! 30-40% of youth in foster care receive special education services (12).

1- www.who.int/topics/disabilities/en/
2- www.census.gov/hhes/www/disability/2006acs.html
3- Gendering Disability by Bonnie G. Smith (Editor), Beth Hutchison
4- www.time.com/time/magazine/article/0,9171,1898322,00.html
5- Look Me in the Eye by John Elder Robinson
6- www.americanradioworks.publicradio.org/features/bipolarkids/a3.html
7- www.americanradioworks.publicradio.org/features/mentally_ill/poll/stats.html
8- www.americanradioworks.publicradio.org/features/mentally_ill/poll/stats.html
9- www.bls.gov/oco/ocos070.htm#outlook
10- www.npr.org/templates/story/story.php?storyId=15276485
11- www.npr.org/templates/story/story.php?storyId=16435563

         12- www.ici.umn.edu/products/impact/191/defult.html

To help give context to this educational packet, Break Away created the flow chart below as visual representation of the 
journey navigated by many with disabilities.  You’ll see that diagnosis is a key factor – particularly how an early 

diagnosis allows for greater and longer-term access to multiple established support systems. This can ultimately give the 
individual more opportunities to be high functioning and independent.  Being diagnosed with (or obtaining) a disability 
later in life often means later entry into the established primary support systems or can lead to individuals experiencing 

fragmented support within informal secondary systems.

Health Care:
Prenatal & Postnatal care

-Random Check-Ups

DIAGNOSIS

(i.e.- autism, mental retardation, 

visual impairment, cystic fibrosis, etc.)

Government: * ADA
Education: *  IDEA

*  Birth-21
Family: Primary Care

Health Care: *  Insurance
* Occupational Therapy

Community Organizations

Independent Living
Balanced Care

Higher Functioning
Integrated Lifestyle

Support Systems:

…At birth leads to 
greater supports

Leads
to

Can access support 
systems at other 

points in life -
(including public 

education prior to 21)

How do the following 
articles and podcast fit into 

this framework?

When support 
systems are not 

present or strong, 
secondary systems 

include …

T
h

e ea
rlier

th
e d

iagn
osis

th
e better!

Stronger 
engagement in 

systems = greater 
chance of…

Criminal justice system
Institutions

Homelessness
Lower Functioning
Isolated Lifestyle
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Growing Old with Autism- Time Magazine
Karl Taro Greenfeld
Time
May 25, 2009

Noah Greenfeld, 42, who spent 15 years in a state mental facility, is now in an assisted living home near his 
parents in Los Angeles.

Noah, my younger brother, does not talk. Nor can he dress himself, prepare a meal for himself or wipe 
himself. He is a 42-year-old man, balding, gaunt, angry and, literally, crazy. And having spent 15 years at the 
Fairview Developmental Center in Costa Mesa, Calif., a state facility, Noah has picked up the con's trick of 
lashing out before anyone could take a shot at him. 

Noah's autism has been marked by "three identified high priority maladaptive behaviors that interfere with 
his adaptive programming. These include banging his head against solid surfaces, pinching himself and 
grabbing others," according to his 2004 California Department of Developmental Services individual 
program plan (IPP). Remarkably, that clinical language actually portrays Noah more favorably than the 
impression one would get from a face-to-face meeting. 

Despite the successful marketing of the affliction by activists and interest groups, autism is not a childhood 
condition. It is nondegenerative and nonterminal: the boys and girls grow up. For all the interventions and 
therapies and the restrictive diets and innovative treatments, the majority of very low-functioning autistics 
like Noah will require intensive support throughout their lives. If recent estimates of prevalence by the 
Centers for Disease Control and Prevention are accurate, then 1 in 150 of today's children is autistic. That 
means we are in for a vast number of adult autistics — most better adjusted than Noah, some as bad off —
who will be a burden to parents, siblings and, eventually, society.

We are largely unprepared to deal with this crisis. Autism funding and research, so far, have predominantly 
focused on children. When I have visited autism conferences, there have been exceedingly few research 
projects devoted to low-functioning adult autistics. It remains difficult for families of adult autistics to find 
the programs they need, to access those services that are available and even to locate medical professionals 
and dentists who can handle adult autistics. Too much of the burden rests on the families themselves, who 
remain in the picture as caregivers, advocates and, too often, the only party with the autistic adult's best 
interests in mind.

Parents, of course, love their children. When I used to accompany my parents to visit Noah at Fairview, we 
would sometimes see other parents visiting their middle-aged "boys" — some of them strapped into helmets 
because of their self-injurious behavior — who walked with the same stiff-legged gait, bobbed their heads 
from side to side, twiddled rubber bands or twigs in their hands and sometimes smacked their foreheads 
with their fists. They were unlovely men, I thought, lost, impossible to like. But once the parents were gone, 
who was supposed to keep making these visits and these phone calls checking up on their sons and 
attending these meetings with the administrators and bureaucrats and caregivers to advocate on behalf of 
the lost men? That will end up being me, or people like me, the siblings. We will be the ones left caring.

My family served for the first 14 years of Noah's life as a sort of monument to my parents' love for their 
autistic son. We functioned as a Noah-support group. Almost as soon as I was aware of myself, there was 
Noah, a perpetual source of worry and concern because of his delayed development. He wasn't turning over, 
crawling, walking, doing anything on schedule except talking — and he soon regressed out of speech. My 
parents began then the lacerating pilgrimage from specialist to specialist, seeking, first, an explanation for 
this delayed development and then, finally, desperately, a cure, a therapy, hope.
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In the late 1960s and early '70s, autism was considered a rarity in the U.S., so uncommon that many 
pediatricians believed they had never seen a case. Treatment was laughable: the dangerous Freudian 
inanities of Bruno Bettelheim and his now widely discredited methods, the talk therapy of the 
psychoanalytic community, whose members wanted to treat the parents rather than the child (the blame-
the-parents approach). We moved from New York to Los Angeles in search of a cure for Noah. There, at 
UCLA, new behavioral programs, the operant-conditioning and discrete-trial therapies that now dominate 
autism treatment, were being pioneered by psychologists like O. Ivar Lovaas.

Noah was an early patient of Lovaas', yet the success that Lovaas would have with some of the autistic 
children he worked with eluded Noah, who remained among the lowest-functioning cohort — nonverbal, 
unable to dress himself, not toilet-trained until he was 5. Lovaas soon told my parents that he had gone as 
far as he could with Noah, that he was now focusing on younger children. (I have since heard of numerous 
children who also, as one parent I know put it, "flunked" Lovaas.) It was an early disappointment but only a 
precursor of so many to follow.

In the late '70s, my mother, frustrated at the lack of care and attention given to special-education children, 
who actually had fewer school hours and more days off than "normal" children did, opened her own day-
care center for the developmentally disabled. By this time, Noah was 14 and as tall as my mother. My father, 
already in his 50s, was soon diagnosed with a heart problem; he has since had open-heart surgery. My 
mother, who had been Noah's most assiduous and faithful teacher, spending hours a day at a table in his 
room, constantly trying to get him to repeat sounds or tie a string, was exhausted. Both of them felt they 
couldn't take care of him at home anymore, that it had become a matter of their survival or Noah's. My 
parents reluctantly began looking for a place for Noah; a year later, they chose a group home in the San 
Fernando Valley. 

When we arrived, we were shown the room — four beds, three along one wall and the other in a corner, two 
windows with vinyl draperies — that Noah would share with three other boys. My parents signed some 
paperwork and showed the staff how to use the rice cooker they were donating so that Noah could still eat 
his favorite food. My mother had sewn labels into all his clothes and prepared a huge stack of gyoza 
dumplings for him. My parents were given additional forms to sign, including one that allowed the use of 
"aversives" — hits, slaps, spankings.

It wasn't forever, my father believed, as if he had packed his son off to a military academy for some 
discipline. But he knew, he already knew, that this felt wrong.

My mother was crying.

Noah bounced on a leather sofa, uninterested, and then reclined on his elbow. He didn't know this was 
forever; he didn't even know he wasn't coming home with us.

We left him sitting there. He waved to us, a weak, indifferent, limp-wristed gesture. Goodbye, like he didn't 
care.

Driving away felt like a crime.

That was the first of half a dozen residential placements for Noah. Some were better than others, but none 
of them was a place you would want to put your own child.

Fairview developmental center was Noah's last institutional stop. Built during the 1950s, Fairview is a 
complex of stucco bungalows spread over 100 acres (40 hectares) next to a golf course. Noah lived in 
Residence 14, one bungalow among about 50. In recent years, as the state has embraced a program known 
as Community Care, with the goal of moving developmentally disabled adults, including the severely autistic 
like Noah, from state facilities to local supported-living homes, these bungalows have been gradually 
shuttered. The money spent maintaining vast complexes like Fairview, the state believes, should instead be 
filtered through local agencies. Many of the higher-functioning developmentally disabled or autistic adults 
were never put into the state system to begin with, leaving the more difficult cases like Noah in facilities that 
increasingly rely on pharmaceuticals to treat any and all developmental and behavioral challenges.
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Over the years, we noticed that each time we visited, Noah had a new scar, a black eye or a chipped tooth. In 
clinical parlance, these were Noah's "unobserved, self-inflicted injuries" — or USIs. One day, Noah had a 
dozen thick, black stitches on his forehead. As Noah's medications increased, so too did the number of USIs 
he suffered. Noah was already on Trileptal, Zyprexa and oral and injected Ativan. The collective side effects 
of these three drugs filled three pages of his IPP. I've looked and never been able to find a study of how they 
interact in "normal" individuals or the autistic. Because Noah had reached the maximum legal dosage for 
each of these medications, the Fairview staff urged another new medication, the antidepressant Remeron. 
(It is important to note that Noah suffers from no other physical illness, ailment or handicap. His problems 
are entirely neurological.)

But the drugs always seemed to make Noah worse, we pointed out. They told us the choice was ours: either 
more drugs or a transfer to another ward in the facility where the most dangerous and criminally inclined 
autistic adults were housed.

My parents and I were desperate to find a well-run supported-living situation for Noah, but they're rare. 
When the state launched Community Care, numerous for-profit companies sprang up to house the 
developmentally disabled, each of whom is entitled to many thousands of dollars a year in state funding. 
The companies that have succeeded tend to work with higher-functioning autistic or developmentally 
disabled adults, those who pose little risk to themselves or others. Other companies are alleged to be 
providing inadequate care or even in some cases abusing clients. 

The risks of Community Care for families of the adult autistic or mentally challenged are numerous. Perhaps 
the greatest worry is that the state will cut the promised funding per client, leaving families to foot the bill. 
Institutions like Fairview, flawed though they sometimes are, are often necessary for care of the lowest-
functioning or violently autistic. The seemingly benign term community care, when it is invoked by 
conservative state representatives in domed capitols, is too often a code word for budget-cutting. The 
concept of moving the autistic into loving group homes where they will be taught or looked after is Edenic 
but inadequate to society's needs. For the high-functioning, such assisted-living situations are a better 
alternative than institutionalization; for the low-functioning, the concept is often better than the reality. 
What happens if the supported-living home we find for Noah goes belly-up or loses its license or is just plain 
corrupt? Then where would Noah go? My parents simply can't care for him at home, nor could I.

And yet by 2005, my brother seemed almost in critical condition; we had no choice but to find yet another 
new place for Noah.

When I was writing my book about my brother, Boy Alone, I wished I had a story of hope and salvation. It is 
miracles that sell books. There seems to be an insatiable demand for narratives that end in triumph over an 
affliction: the cripple walks, the mute speaks, the autistic boy laughs and hugs and cries. We hunger for that 
uplifting journey, as opposed to the cruel odyssey I had to tell. What did I have to offer? My adult brother, 
still autistic, still nonverbal, still lost. As much as I hope that all the autistic boys and girls will get better, 
and as much as I can encourage their families to fight with all the hope they have, I also know that they will 
not all recover. The boy or girl will grow up, and there won't be a miracle; instead there will be an effort, 
something like what my family goes through every day, to figure out what to do.

We did, however, catch our own small break three years ago. Through the Westside Regional Center, my 
parents found out about Diverse Journeys, an assisted-living program willing to place Noah in a rented 
house in Los Angeles closer to my parents' home and therefore an easier commute for their weekly visits. 
Noah lives in a two-bedroom house with a roommate, a "normal" person, whose rent is partly subsidized in 
exchange for the attention she must pay to Noah when she is home. A rotating series of caregivers take 
Noah to the park or for walks or to fast-food restaurants during the day.

The program has made some real progress in weaning Noah from some of the medications he had been 
taking, cutting him down to two drugs from four. And the mysterious scars and bumps and bruises he was 
getting, what Fairview termed USIs, have largely ended. So far, Noah's assisted-living program represents a 
great improvement over Fairview, and my parents and I are thankful every day for this change in Noah's 
circumstances.
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When Noah is happy, it is a stark, uncut ebullience, rising, as my father wrote in his first book about our 
family, A Child Called Noah, "from a deep, pure place." The joy emanates from him with such force that he 
will run toward me with his wide smile and rub his head against my shoulder in an almost feline gesture of 
pleasure. On days when Noah is in a good mood, when he is humming an up-tempo version of his melody of 
repeated, nonsensical syllables, we are again reminded that he is capable of great happiness.

Yet on some visits he is awful. He has good moods and bad moods. Just like me.

Is Noah happier in his new situation? Perhaps a little. He can never say.

Noah's condition persists, an immovable psychic object. As a family, we lived in the present, from crisis to 
crisis; my parents always mustering the energy for a response. My father is in his 80s now, my mother in 
her late 70s. They will go on as long as they can. Then I will try to step in.

Will I always be there for Noah, as my parents have been?

I wish I could say, Yes, definitely, I will be there.

But I honestly don't know.

Greenfeld is the author of Boy Alone: A Brother's Memoir (Harper), from which this article is adapted

http://www.time.com/time/magazine/article/0,9171,1898322,00.html

Housing Vouchers to Help People Stay Out of Institutional 
Settings
Shaun Heasley
Disability Scoop
June 22, 2009 

The federal government is offering 4,000 rental assistance vouchers to people with disabilities, 1,000 of 
which will be targeted to people transitioning out of nursing homes and other institutional settings, the 
Department of Housing and Urban Development (HUD) announced Monday.

The announcement comes as part of “The Year of Community Living” initiative launched by President 
Barack Obama earlier Monday in honor of the tenth anniversary of the Supreme Court’s decision in the case 
Olmstead v. LC and EW. In that decision, the court determined that states have an obligation to provide 
community-based living options for people with disabilities.

The vouchers, called housing choice vouchers, will be for non-elderly Americans with disabilities. They will 
subsidize a person’s rent such that those who qualify will pay only about 30 percent of their income in rent. 
The vouchers do not expire and continue so long as the individual qualifies for the program. They will be 
distributed through local public housing authorities.

A quarter of the vouchers will be tagged specifically for people who are currently leaving an institutional 
setting. HUD officials are encouraging local officials to use the remaining vouchers to assist people who now 
live in the community, but are at risk for institutionalization.

http://www.disabilityscoop.com/2009/06/22/hud-vouchers/3805/
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Not Sick Enough: The Insanity Defense
American RadioWorks

The insanity defense tends to get attention in sensational, high-profile cases: the Unabomber, Lorena 
Bobbitt, and most notoriously, John Hinckley. Surveys show Americans worry that too many criminals 
escape punishment by saying they're insane. But, in fact, successful use of the insanity defense is rare—
even for defendants with profound mental illness. American RadioWorks Correspondent John Biewen 
examines one case that illustrates the difficulties of claiming legal insanity: the story of Kyle Zwack. 

You meet Kyle Zwack in a spartan conference room with painted cinder-block walls and a noisy ceiling fan. 
Guards escort him in. A prison administrator stays behind, seated at the far end of the long table, to observe 
the interview. 

Zwack is in his late 30's, pale and soft-looking in jeans, flannel shirt and glasses. He grew up in Roseville, 
Minnesota, a suburb of St. Paul. He now lives in a different St. Paul suburb: he's an inmate at the Minnesota 
State correctional facility at Oak Park Heights, the state's maximum security prison.

Ask Kyle about his background and he ticks off facts as though reading from a Cliff's Notes version of his 
life. 

"I graduated from Kellogg [high school] in 1980," Zwack says. "Went on to the University of Minnesota, 
studied mechanical engineering. I became mentally ill, paranoid schizophrenic and manic depressive. I was 
expelled from the University and severely beaten in the Hennepin County jail by one of the deputies. After 
that I went out and bought a gun."

Kyle Zwack (center) with his parents, JoAnn and Joe Zwack, at Minnesota's 
Oak Park Heights maximum security prison.

Zwack is articulate and lucid, though he sits in his chair without shifting and 
his speech is unusually flat. His parents say his anti-psychotic medication, 
Risperdal, is to blame for Kyle's stiff manner. But the drug also stops the 
hallucinations and quiets the voices that used to occupy his brain. He recalls a time, back when he'd started 
taking Risperdol but its effects hadn't yet taken hold: he heard a telephone ringing in his cell. "So I picked 
up the phone and the voice on the other side of the line said, 'Take your medication.' And I put the phone 
down and took my medication. Of course, I have no phone in my cell."

By all accounts, Zwack's hallucinations and delusions were in full flower on February 11th, 1986, as he drove 
along Interstate 10 in suburban Houston, Texas. It was the morning rushhour. A friend of Zwack's had 
tipped off police that Kyle was carrying weapons in violation of his parole. Lots of high-powered weapons. 
It's important to be armed when you're convinced the CIA, the Masons, and other shadowy forces are after 
you. And when you're planning to commit mass-murder back home in Minnesota. 

"I was pulled over," Zwack recalls, "and I jumped out of my pick-up truck with a mini- fourteen and popped 
off 27 armor-piercing rounds at the police. And they fired back—seven gunmen fired on me 25 times. I took 
three hits, two in my bullet proof vest, one in my neck." He points out the scar on his neck left by the bullet 
that grazed him there. "And then I took my gun to my head and I pulled the trigger. It didn't work so I re-
cocked the gun and pulled the trigger again." 

The gun went click again. Failing to kill himself, Zwack begged a policeman to do it; the cop was pointing his 
weapon through the truck's window.

"I screamed at him to shoot me. He wouldn't shoot me. He pulled his gun away and they arrested me."
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Zwack wounded one policeman in the shootout—the officer "got shot in the rear end," says the man who 
prosecuted Zwack, Harris County Assistant District Attorney Andy Tobias. 

Never mind that Zwack only inflicted that one flesh wound, or that he clearly suffered from psychiatric 
problems. The young man had fired dozens of shots at Texas cops. The D.A. charged Zwack with attempted 
capital murder of law enforcement officers, and sought the maximum punishment. 

"I asked for a life sentence, and I really thought he deserved a life sentence for what he did," Tobias says. 

Zwack pleaded not guilty by reason of insanity.

The jury wasn't having it. It convicted Kyle and sentenced him to 45 years in state prison. (Though he's 
officially a Texas state prisoner, Zwack is doing his time in Minnesota thanks to an exchange program that 
allows him to be locked up close to his family.) A federal judge added 17 more years because a federal agent 
was present at the shootout.

"I don't consider my son a criminal at all. I feel that he has a no-fault brain disease and I don't think for half 
a second he belongs in a prison." 

That succinctly sums up JoAnn Zwack's bitter opinion of her son's 62-year prison sentence. 

Mrs. Zwack and her husband Joe still live in the house in suburban St. Paul where they raised Kyle and 
another son. Joe is a retired chemist who worked for 3M; JoAnn was a secretary. They're now active in the 
National Alliance for the Mentally Ill. Watching Kyle grow up, 
they say, they didn't see his disease coming.

"He was a happy-go-lucky boy," says JoAnn. "I had never gotten 
a call from a school teacher of any problem. He loved school. 
One of the teachers said he was like a sponge absorbing 
knowledge." 

"He liked outdoor things," Joe adds, recalling the fishing and 
hunting trips the two took together.

The Zwacks say the changes in their son began when he was 21—
an engineering student at the University of Minnesota. He grew 
distant, pacing in his room. Then came talk of suicide. Then 
bizarre rages.

One incident shocked the Zwacks into realizing they were losing 
the son they'd known. A young woman whom Kyle was trying to date wrote to the Zwacks saying Kyle was 
harrassing her. 

"I thought the girl was lying because it didn't sound like my son," recalls JoAnn. 

When JoAnn confronted Kyle with the letter, he demanded she hand it over. She replied that he could have 
it after his father had read it. Kyle stormed upstairs to his room and returned with a can of mace that he 
carried in his part-time job as a security guard.

"And he sprayed me," JoAnn says, her voice breaking at the memory. "And he went down to the police 
station and reported me for withholding his federal mail."

Kyle's father, Joe, says when he came home later that day and JoAnn described Kyle's behavior, he could 
scarcely believe it. "It was so out of character for Kyle." To be aggressive and ... vengeful almost, because of 
this letter."

Kyle Zwack on a fishing trip with his 
father in about 1982, shortly before the 
onset of his mental illness.
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From there, Kyle spiraled out of control. He was arrested for assaulting the young woman he was obsessed 
with. Once released from jail, he bought a gun and left town. He was arrested once more, in Wisconsin, on a 
weapons charge. His parents tried to have him committed but the court let him go, saying he hadn't proven 
he was dangerous.

For the next two years, Kyle roamed through the South, getting and losing dozens of jobs, sometimes living 
in his car. He called his parents occasionally but never told them his exact whereabouts.

Then came his sensational rushhour shoot-out with the Texas police. 

JoAnn Zwack says when she heard the news, her horror was mixed with relief: finally, she thought, Kyle 
would be found insane and committed to a hospital. "I did not know that it's the norm...that persons with 
severe mental illness go to prison."

Most Americans, like Mrs. Zwack, think it's common for criminal defendants to gain acquittal through the 
insanity defense. It's not.

"Juries almost never acquit people by reason of insanity," says Henry Steadman, who heads Policy Research 
Associates, a think tank based in Albany, New York.

In the 1980's Steadman did the most authoritative study on the realities of 
the insanity defense. In an 8-state study encompassing some one million 
felony cases, he found that just under 1% of defendants pled not-guilty-by-
reason-of-insanity, and just one in four of those attempts resulted in an 
acquittal. His findings contrasted sharply with the public perception as
measured in surveys; Americans over-estimated the frequency of insanity-
defense acquittals by a striking 80 to one.

A few decades ago it might have been slightly easier to get an insanity 
acquittal than it is today, some experts believe. In the 1960's and 70's about 
half of the states used a relatively lenient standard for legal insanity—one 
that required the defendant to show she'd been unable to control her 
criminal behavior because of a mental disease.

That standard quickly went out of fashion in 1982.

Using a version of the inability-to-control standard, a Washington, D.C. jury acquitted John W. Hinckley, 
Jr., who had shot President Reagan and three aides in a delusional attempt to impress the actress Jodi 
Foster, whom he admired from afar. The court sent Hinckley to a secure mental hospital, where he remains 
to this day. But politicians and others expressed outrage at the verdict, and within four years half the states 
and the federal government had changed their laws, making it tougher to be found legally insane.

A number of states returned to a standard borrowed from 19th-century English Law: the M'Naghten Rule. It 
demands that a defendant be so out of touch with reality as to not know his actions were wrong. Being 
unable to control one's actions is not enough.

At Kyle Zwack's trial in Houston in 1987, mental health experts on both sides agreed Kyle was mentally ill. 
But was he legally insane?

Psychiatrist Richard Barrett was hired by Zwack's lawyers to examine Kyle. After several hours of interviews 
and a survey of the young man's psychiatric history, Barrett concluded that, yes, Kyle Zwack was insane 
even by the strict M'Naghten standard used in Texas.

"It wasn't close," Barrett says today. "He didn't know what he was doing." 

A number of states returned to 
a standard borrowed from 
19th-century English Law: the 
M'Naghten Rule. It demands
that a defendant be so out of 
touch with reality as to not 
know his actions were wrong. 
Being unable to control one's 
actions is not enough.
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Barrett interviewed Zwack for several hours. Yes, he acknowledges, even without medication Kyle spoke 
with "lucidity." "But you know a lot of people who are schizophrenic do. It's not like they just talk gibberish 
to you. But he had a very fixed delusional system. If he wanted to let you know what it was, it was there and 
it was very powerful."

By "fixed delusional system," Barrett means a tightly-held set of beliefs that bear no relation to reality—a 
classic symptom of paranoid schizophrenia. Zwack believed he was on a righteous mission to battle police 
and other shadowy forces who were conspiring against him, Barrett found.

For further evidence of Zwack's insanity, defense attorney John Ackerman pointed to the Omega Project. 
That's the name Kyle had given to an elaborate plan he'd drawn up on his computer—a plan to build a 
machine-gun turret on the back of his pickup truck, load the vehicle full of explosives and drive it under the 
Hennepin County Government Center, blowing up the 25-story building.

Nonetheless, at his trial, mental health experts for the prosecution testified Zwack was sane. At the time, 
psychologist Jerome Brown did routine mental examinations for the Harris County courts. He says he 
remembers the Zwack case only faintly. "But apparently I did not find any evidence of the delusions and the 
altered perception of reality that perhaps the defense attorneys were claiming."

Brown's testimony was based on a one-hour interview with Zwack. And unlike mental experts for the 
defense, Brown was not told about Zwack's psychiatric history or his plan for mass-destruction, the Omega 
Project. Told about those things twelve years later, Brown says Zwack must have decided to hide his 
delusions during their interview.

"Strangely enough," he says, "many of these people would rather be found guilty of a crime than to be called 
crazy and so they will actually withhold the very symptoms and evidence that might exonerate them. It may 
be that we missed all of this and that he may have been genuinely much sicker than we were able to 
determine at the time."

Following testimony from Brown and another expert that Zwack was sane, the Houston jury returned its 
verdict: guilty. One juror who asked that his name not be used told us he didn't think Zwack had a mental 
problem; Kyle was just "a violent person"...a "troublemaker," the juror said.

Another juror, Roy Sandoval, was willing to speak about the case in more detail. He said most on the jury 
thought Zwack was mentally ill, but not that ill. "He was a bright kid, apparently, and there just wasn't 
enough evidence to show that he was completely out of his mind."

Still, Sandoval says, several jurors were sympathetic to the notion that Zwack might be legally insane. 
Discussion in the jury room turned to the question of what would happen if Kyle were acquitted and set free.

"The concern was that he would be let out in the general population. I think a lot of people understood that 
he had problems that had to be dealt with, and he was old enough to make up his own mind, and if his 
parents would want him to be committed or have some sort of therapy, that he was old enough to say, 'No, I 
don't want it,' and go out and commit the same crime again, or another crime."

Lawyers close to Zwack's case and independent legal experts agree on this: no judge would have sent Kyle 
Zwack back to the streets if he'd been found not guilty by reason of insanity. No judge anywhere, let alone in 
Texas.

"No way," says defense attorney Ackerman.

And here, Ackerman argues, is where the law failed Kyle Zwack. The jury that convicted him—juror Roy 
Sandoval acknowledges this—did not know the court had the power to commit Zwack indefinitely if he were 
declared insane. And they tried to find out. During deliberations the jurors sent a note to the judge, asking 
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what would happen to Zwack if they acquitted him. By Texas law—and it's a law common to many other 
states—the judge could not answer the question.

That, says Yale University law professor Abraham Goldstein, is "a very serious mistake."

Goldstein points to surveys showing many Americans think violent criminals found not- guilty-by-reason-
of-insanity are simply set free. But in fact, in most states, they're automatically committed to hospitals. And 
they're confined there for about as long—and often longer— than those convicted of similar crimes and sent 
to prison, studies have found. By not correcting the misperception, Goldstein argues, courts leave juries 
almost no choice but to find dangerous defendants guilty, no matter how insane they may be. 

What if Kyle Zwack's jury had known the real consequences of an acquittal? What if Roy Sandoval himself 
had known that a not-guilty-by-reason-of-insanity verdict would not have set Kyle Zwack free but would 
have sent him to a mental hospital indefinitely? Could that conceivably have made a difference in his vote 
on Kyle's guilt or innocence?

"Well, yeah, it might have," Sandoval concedes. "It might have."

Then again, it might not have. Psychologist Jerome Brown says many jurors, and judges too, for that matter, 
can't get past a gut-level belief that criminals must be punished even if a mental disease made them do the 
crime. 

"I've been involved with cases where six or seven mental health professionals got up and said 'This man is 
insane,' and the court would find him sane anyway," Brown says. "Even though he's wearing hats to keep the 
x-rays out of his brain and he thinks his dead wife that he just killed is still talking to him, and he's asking 
the deputies when they arrive if they could quiet her down. Really, really gross cases."

In the end, perhaps the question is: What difference does it make if the criminally insane are locked up in 
prisons or in mental institutions?

Kyle Zwack says that as prisons go, Minnesota's Oak Park Heights is a pretty good one. At least he gets 
treatment there, something that's far from guaranteed in most prison systems. Still, he says, people with 
mental diseases get abused in prison—especially by other inmates. "Teasing. Stealing. Beatings. Extortion."

After a dozen years as a convict, Zwack says he'd much prefer being a patient in a mental hospital. "I would 
be able to continue my education. It would be a better quality living. I wouldn't get victimized by my other 
co-workers, my other neighbors."

Zwack's mother, JoAnn, says her family has suffered more than it should have because Kyle is labeled a 
criminal instead of a victim of a brain disease.

"Some friends and some relatives have deserted us when this happened because we have the double stigma 
of having a person with a mental illness who has committed a crime, and people like to distance themselves 
and it may be that they don't know what to say. There's [a saying], you know: laugh and the world laughs 
with you, cry and you cry alone." 

But aside from the pain suffered by mentally ill inmates and their families, some legal experts argue society 
has a powerful practical reason to rethink its habit of imprisoning the criminally disturbed: sending them to 
hospitals might keep the public safer. People committed to hospitals are treated—and held until doctors 
decide they're no longer dangerous. Prison inmates usually don't get any treatment at all. And they're 
released when their time is up, no matter what their mental state. 

A not-guilty-by-reason-of-insanity verdict "would have been worse for me, actually," Kyle Zwack says, 
"'cause I would have done more time. I never would have got out."
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Richard Barrett, the psychiatrist who examined Kyle Zwack for his trial in 1987, says the delusions that led 
Kyle to draw up plans for mass-murder were powerful and fixed: "I'd be curious to know if he still has the 
intent—if he were let go, if he would still go after these people."

Zwack says the answer is no. But a psychiatrist who examined him in prison a couple of years ago did find 
Kyle suffers 'persecutory' delusions. Zwack imagined the Masons and the CIA were out to get him, the 
doctor reported.

Kyle Zwack is likely to go free on parole in about 15 years.

http://americanradioworks.publicradio.org/features/mentally_ill/stories/notsick1.html

States Slashing Social Programs for Vulnerable 
Erik Eckholm
The New York Times
April 11, 2009

In Arizona, the drive to help disabled people live at home 
has been set back by budget cuts. Mary Beth Thompson, 
left, and Winona Conn are both on a waiting list for state-
financed home aid. 

PHOENIX — Battered by the recession and the deepest and most widespread budget deficits in several 
decades, a large majority of states are slicing into their social safety nets — often crippling preventive efforts 
that officials say would save money over time. 

President Obama’s $787 billion stimulus package is helping to alleviate some of the pain, providing large 
amounts of money to pay for education and unemployment insurance, bolster food stamp programs and 
expand tax credits for low earners. But the money will offset only 40 percent of the losses in state revenues, 
and programs for vulnerable groups have been cut in at least 34 states, according to the Center for Budget 
and Policy Priorities, a private research group in Washington. 

Perhaps nowhere have the cuts been more disruptive than in Arizona, where more than 1,000 frail elderly 
people are struggling without home-care aides to help with bathing, housekeeping and trips to the doctor. 
Officials acknowledge that some are apt to become sicker or fall, ending up in nursing homes at a far higher 
cost. 

Ohio and other states face large cutbacks in child welfare investigations, which may mean more injured 
children and more taken into foster care. Despite tax increases, California has ended dental coverage for 
adults on Medicaid, all but guaranteeing future medical problems. 

“There’s no question that we’re getting short-term savings that will result in greater long-term human and 
financial costs,” said Linda J. Blessing, interim chief of the Arizona Department of Economic Security, 
expressing the concerns of officials and community agencies around the country. “There are no good 
options, just less bad options.” 

Arizona has one of the nation’s highest deficits in relation to its budget. As revenues sank late last year, 
forcing across-the-board cuts this spring, the child protection agency stopped investigating every report of 
potential abuse or neglect, and sharply reduced counseling of families deemed at risk of violence. Some 
toddlers with disabilities like autism and Down syndrome are not getting therapies that can bring lifelong 
benefits. And here, as in other states, the drive to help disabled people live at home has been set back. 
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Mary Beth Thompson, 57, who lives in an apartment with two small dogs here, is on the growing waiting list 
for help. Seriously overweight, with chronic pain and weakness on her left side, she has trouble moving 
about and cannot step into the bathtub without falling, she said, displaying the cast on her broken wrist. 

“I can’t even walk to do the laundry anymore,” she said from the chair where she spends most of her days 
playing with her dogs, one of which she has trained to knock the handset off the telephone so she can reach 
it when she falls. 

Winona Conn, 75, who uses a wheelchair because of a paralyzed leg, has been on the waiting list for home 
aid for a year. “It feels like you’ve been shelved,” she said. 

In Florida, recent modest cuts in home aid came on top of a growing backlog, while the number of people in 
need keeps climbing. State support for home and community services was reduced by $2 million in 2008, 
and the waiting list has grown to 50,000 from 30,000, said E. Douglas Beach, secretary of the Department 
of Elder Affairs. 

Reluctantly endorsing another $1 million in cuts next year to salvage a different program, Mr. Beach told 
legislators, “It’s like trying to decide whether to give up your first-born boy or your first-born girl.” 

Mary Lynn Kasunic, president of the Area Agency on Aging in Phoenix, described the potential 
consequences. “If you don’t give people a bath a couple times a week, change the linens and make sure they 
get their medicines, their health will decline much faster,” she said. “They end up in the emergency room in 
a crisis, and then in a nursing home.” 

The Illinois governor’s budget proposal would scale back home visits to ill-equipped first-time mothers, who 
are given advice over 18 months that experts say is repaid many times over in reduced child abuse and 
better school preparation. 

“We spend $1.2 billion a year on child welfare,” said Diana M. Rauner, director of the Ounce of Prevention 
Fund in Chicago, which channels government money to private agencies. “You’d think we’d spend a lot of 
money to keep people out of that system.”

Ohio’s proposed budget “will dramatically decrease our ability to investigate reports of abuse and neglect,” 
with some counties losing 75 percent of their investigators, said Joel Potts, director of the Ohio Job and 
Family Services Directors’ Association, which represents county officials. 

New York State is using stimulus money and a tax increase to avoid most of the large cuts in child care, 
nurse visits to inexperienced mothers and other services that were originally proposed. But if revenues keep 
falling by the billions, “all bets are off,” said Karen Schimke, president of the Schuyler Center for Analysis 
and Advocacy in Albany, which studies child and family issues. 

As in many states, Arizona’s crunch came on fast and hard. In January, the newly seated Republican 
governor, Jan Brewer, had to address a $1.6 billion budget gap by cutting $580 million in general-fund 
spending, taking more than $500 million from agencies financed with fees or other sources, and using $500 
million in federal stimulus money — squeezing all the reductions into the final five months of the fiscal year 
ending June 30. 

Arizona expects a $3 billion shortfall in the next fiscal year. In a speech to legislators in March, Ms. Brewer 
proposed to fill the chasm with $1 billion in spending cuts, $1 billion in federal stimulus money and — in a 
risky idea she floated after emphasizing her conservative credentials — $1 billion raised through “a 
temporary tax increase.” 

Some Republican legislators still argue that state expenses are too large, while officials say that carving 
another $2 billion from the budget will wreak havoc. Ms. Blessing, of the Department of Economic Security, 
said her agency had already laid off 800 workers, including 15 percent of its child protection investigators, 
and imposed furloughs amounting to a 10 percent pay cut. 
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In one bit of good news for the department and its clients, the state has secured $18 million from the 
stimulus package to save child care subsidies for the working poor. 

But some efforts to prevent child abuse, like in-home counseling of troubled families, have been deeply cut. 
This presents investigators with a stark choice: either remove children and put them in foster care or, as one 
case worker put it, “wait for something bad to happen.” 

Idolina Moreno, 36, and her five children are still together and happier, she says, because they have been 
visited weekly for the last several months by a counselor who defused a simmering crisis. One daughter was 
angry and violent, Ms. Moreno said, and badly bruised the infant boy; Ms. Moreno admits to throwing a 
plastic bat to stop her. A school nurse called Child Protective Services. 

Instead of removing the children, the agency called in a counselor who meets with family members both 
individually and together. “She’s been wonderful,” Ms. Moreno said. 

Officials said it appeared likely that the counseling will continue for now. But she has also been told that 
special therapies for her mentally retarded 6-year-old son may be eliminated. “I don’t know what I’ll do if 
that happens,” she said. “I’m really worried.”        

http://www.nytimes.com/2009/04/12/us/12deficit.html?_r=2&emc=tnt&tntemail0=y

Nonprofit Groups Help Disabled Vet Make Ends Meet                                         
Daniel Zwerdling                                                                                                                                          
NPR: All Things Considered Podcast                                                                                                                                                                  
December 23, 2008

After paying bills each month, Iraq war veteran Jason Brunson and his family have about $9 left.

Please listen to the podcast at: http://www.npr.org/templates/story/story.php?storyId=98531034
The podcast’s length is approximately 9 minutes long.

Training: Pre-Service

Please review the following materials regarding etiquette: They are to use when working with 
people with disabilities. We anticipate that the ABCs participants will come in with various levels 
of prior experience in working with this population. These resources were recommended to us by 

some of the organizations we will be partnering with through service this week. 
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Disability Etiquette

Source:  Disability Etiquette:  Tips on Interacting with People with Disabilities by Judy Cohen.  A 
publication of United Spinal Association.

THE BASICS

ASK BEFORE YOU HELP.  Just because someone has a disability, don’t assume she needs help.*  If the 
setting is accessible, people with disabilities can usually get around fine.  Adults with disabilities want to be 
treated as independent people.   Offer assistance only if the person appears to need it.  And if she does want 
help, ask how before you act.

BE SENSITIVE ABOUT PHYSICAL CONTACT.  Some people with disabilities depend on their arms 
for balance.  Grabbing them—even if your intention is to assist—could knock them off balance.  Avoid 
patting a person on the head or touching his wheelchair, scooter, or cane.  People with disabilities consider 
their equipment part of their personal space.

THINK BEFORE YOU SPEAK.  Always speak directly to the person with a disability, not to his 
companion, aide or sign language interpreter.  Making small talk with a person who has a disability is great; 
just talk to him as you would with anyone else.  Respect his privacy.  If you ask about his disability, he may 
feel like you are treating him as a disability, not a human being.  (However, many people with disabilities 
are comfortable with children’s natural curiosity and do not mind if a child asks them questions.)

DON’T MAKE ASSUMPTIONS.  People with disabilities are the best judge of what they can or cannot 
do.  Don’t make decisions for them about participating in any activity.  Depending on the situation, it could 
be a violation of ADA to exclude people because of a presumption about their limitations.

RESPOND GRACIOUSLY TO REQUESTS.  When people who have a disability ask for an 
accommodation, it is not a complaint.  It shows they feel comfortable enough to ask for what they need.

PUT THE PERSON FIRST. Say “person with a disability” rather than a “disabled person.”  Say “people 
with disabilities” rather than saying “the disabled.”  For specific disabilities, saying “person with Tourette 
syndrome” or “person who has cerebral palsy” is usually a safe bet.  Still individuals do have their own 
preferences.  If you are not sure what words to use, ask.  It’s okay to use idiomatic expressions when talking 
to people with disabilities.  For example, saying, “It was good to see you,” and “See you later,” to a person 
who is blind is completely acceptable; they use these expressions themselves all the time!
Many people who are Deaf communicate with sign language and consider themselves to be members of a 
cultural and linguistic minority group.  They refer to themselves as Deaf with a capital “D,” and may be 
offended by the term “hearing impaired.”  Others may not object to the term, but in general it is safest to 
refer to people who have hearing loss but who communicate in spoken language as “hard of hearing” and to 
people with profound hearing losses as Deaf or deaf.

Note:  We want you to think of people who have a disability as individuals—your friends, your students, 
your co-workers, your neighbors—so rather than use the amorphous group term “they” for people with 
disabilities, we use the pronouns “he” or “she” throughout this article.

The following is a list of unacceptable and preferred language to use when referring to persons with 
disabilities.  With any disability, avoid negative disempowering words, like “victim” or “sufferer.”
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Unacceptable term Preferred term

The disabled Person with a disability
Mongoloid Person with downs syndrome
Blind, deaf, retard Person with a visual impairment, hearing 

disability
Person with mental retardation

Patient, case Client, individual, consumer
Confined to a wheelchair
Wheelchair bound
Wheelchair victim

Person who uses a wheel chair

Deaf and dumb, deaf-mute Person with a hearing and/or speech 
impairment

CP, spastic Person with cerebral palsy
Epileptic fit Seizure

In dealing with specific disabilities, please keep in mind the following:

Person with a Visual Impairment.  

! When you offer to assist someone with a vision impairment, allow the person to take your arm.  
This will help you to guide, rather than propel or lead the person.

! When greeting a person with a severe loss of vision, always identify yourself and others who 
may be with you.  Say, for example, “On my right is Andy Clark.”  When conversing in a group, 
remember to say the name of the person to whom you are speaking to give a vocal cue.  Speak in 
a normal tone of voice, indicate when you move from one place to another, and let it be known 
when the conversation is at end.

! When directing a person with a visual impairment, use specifics such as “left a hundred feet” or 
“right two yards.”

Person with a Hearing Impairment

! To get the attention of a person who has a hearing disability, tap the person on the shoulder or 
wave your hand.   Look directly at the person and speak clearly, slowly and expressively to 
establish if the person can lip-read.  Those who do will rely on facial expressions and other body 
language to help understand.  Show consideration by facing a light source and keeping your 
hands and food away from your mouth when speaking.  Shouting won’t help, but written notes 
will.

Person who uses a Wheelchair

! When talking with a person in a wheelchair for more than a few minutes, place yourself at the 
wheelchair user’s eye level to spare both of you a stiff neck.

! When giving directions to a person in a wheelchair, consider distance, weather conditions and 
physical obstacles such as stairs, curbs and steep hills.

And, always in all cases, assume competence.   Be considerate of the extra time it might take a person with a 
disability to get things done or set.  Let the person set the pace in walking and talking.
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Break Away®: the Alternative Break Connection, Inc.
2009 Alternative Break Citizenship schools (ABCs)

Participant Waiver Form

As a Participant in the Break Away Alternative Break Citizenship school program, to take place in 
Indianapolis, Indiana: July 18 – 24, 2009. I hereby waive, release and discharge any and all claims for 
damages, death, personal injury or property damage which I may have, or which hereafter accrue to 
me, as a result of my participation in said program. This release is intended to release Break Away: the 
Alternative Break Connection (Break Away), its board of directors, and any municipalities or other 
public or private entities (and their respective agents and employees) from and against all liability 
arising out of or connected in any way with my participation in said program. My participation is 
voluntary and conducted at my own risk. This results in a full waiver in accordance with the provisions 
specified above.

I hereby grant full permission to Break Away and other such entities authorized by Break Away 
to use any photographs, videotapes, or any other record of this event for any legitimate purpose.

I agree to abide by the Break Away policy of abstaining from any alcohol or drug use during my 
involvement with the Alternative Break Citizenship school program.

I have carefully read and understood everything written above.

________________________________________________
Name of Participant (please print)

________________________________________________
Signature of Participant

________________________________________________
Signature of Parent/Guardian (if participant is under 18 years of age)

_____________
Date


