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Jane and Lucy -
More than an Owner and Her Pet!

By Jane Concato

My experience with traumatic brain injury (TBI) began
with an accidental fall on March 15, 2004, a day 1
cannot remember, but one that will not be forgotten.

I recall going to bed the night before and my memories
do not start again until weeks later. My husband,

Joe, and family and friends have filled in the missing
pieces with the weeks I do not recall. As my recovery
progressed, I realized that although I may look and

act like the person everyone remembers, my life will
never be what it was. As I continue to move forward
I plan to take advantage of everything life has to offer,
knowing the new road now in front of me has many
paths to explore.

While Joe and I had become active in the Brain Injury
Association and multiple support groups, I knew
there was more that could be done. One of the goals
I aspired to was to work toward a day where I could
share my experiences in recovering from and living
with TBI with recent survivors, to show them all that
is possible. We are dog lovers and currently have two
— Holly, an 11-year-old Rhodesian Ridgeback mix, and
Lucy, a five-year-old Shetland Sheepdog. Because of
our love for dogs and information we obtained on the
tasks and benefits of therapy dogs, we set a goal to
make Lucy a therapy dog.

Working toward the goal was not easy for me or Lucy.
We initially contacted Bright and Beautiful Therapy
Dogs (www.golden-dogs.org) to obtain information on
all that needed to be done. Lucy attended and passed
obedience training. Even more work was done at
home to ensure she had the appropriate manners and
temperament to become a certified therapy dog. As the
day of her evaluation approached, I was very nervous.
The morning of the evaluation, the representatives from
Bright and Beautiful were very friendly and that put

Lucy and me at ease. The evaluation process began
and soon I was told — Congratulations, Lucy and you
are certified.

Lucy’s first visit as a therapy dog was to one of the
brain injury support group meetings at Kessler Institute
for Rehabilitation, where I had spent many months
undergoing both inpatient and outpatient therapies.

All dog lovers who saw her immediately loved her and
she was extremely well behaved. Over the next days
and weeks I was in contact with therapists at Kessler

to discuss Lucy’s visits. It was decided that Lucy could

Lucy and Jane resting in the outdoors after a beneficial therapy visit.
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Survivor’s Voice

visit patients and during therapy sessions. Lucy would
supply the attention, companionship, and unconditional
love of a therapy dog, and also participate in the
therapy in the form of petting, brushing, walking, etc.

At the time of this writing, Lucy has participated in
therapy sessions and has performed even better than

I expected or could have asked for. She has always
been a confident and happy dog and shows this as she
prances around. When patients who like dogs see her,
their eyes light up and a bond is made. The smile that
I see on their faces is one that cannot be expressed in
words. Lucy does her part, allowing and encouraging
the attention and actions, with momentary glances

at me to ensure she is doing the right thing. I am
always sure to provide encouragement and positive
reinforcement to both Lucy and the patient. From
initial meeting to the good-byes, all those that are there

go through many emotions. Even though it may not
be expressed in words, it is understood that the benefits
are priceless. Having been a patient, I can truly say

I understand many of those feelings.

The actions, love, support, thoughts, and prayers of
family, friends and many others contributed immensely
to my recovery and made it possible for me to be all that
I am today. I feel so proud and blessed that I am able
to give in return and provide what I know is a positive
experience to those that are now going through their
difficult time. I am thankful to Bright and Beautiful
and to Kessler for their assistance in making it possible
for Lucy and me to do what we are doing. We hope

to continue our visits for a long time to come; we will
never forget that what we are doing is for the benefit of
the patients.

KoskoFrr, KOsSkOrF & BIEDER P.C.

Proudly supports the great work of the Brain Injury Association of America.

The nationally-recognized law firm of Koskoff, Koskoff & Bieder
has been representing clients with brain injuries since 1936
— always with sensitivity and concern for families.

=
Listed in Best Lawyers in America and Connecticut Super Lawyers 2006
=
Our attorneys have been honored for their work by the American Association of Justice,
Connecticut Trial Lawyers Association, Mothers Against Drunk Drivers and numerous others.

Koskorr, Koskorr & BIEDER P.C.

www.koskoff.com
Contact Atty. Neal DeYoung at 800.366.4421

Protecting individuals harmed by medical malpractice, accidents, faulty products and other trauma.
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The partners who make up the Assistive Technology
Research and Development Collaborative on Cognitive
Disabilities (The AT Collaborative) were provided
funding to address memory and organizational
challenges of individuals with traumatic brain injury

or intellectual disabilities. Over the past five years

the AT Collaborative has explored the use of generic
personal data assistants (PDA) by persons with cognitive
disabilities in natural settings such as home, work,
school, and community. This 1.5 million dollar project,
funded through National Institute on Disability and
Rehabilitation Research, has received an extension and
will end April 31, 2008. The partners, who each work
with a slightly different population, have included the
Brain Injury Association of America, The University of
Akron, Temple University, Moss Rehabilitation Center,
and Spaulding Hospital.

The use of PDAs in Natural Settings
Can Aid Organization and Memory

The AT Collaborative has compared and evaluated the
use of paper-pencil reminders (daily planners) to PDA
reminders in natural settings. Participants included 105
students and adults with traumatic brain injury or
intellectual disabilities who used either a Palm or Pocket
PC platform (Palm Zire PDA, or a Dell handheld PDA)
in school, work, or community settings. As a part of
their participation, they completed three personalized
tasks per week as well as a scheduled call-in task, five
times a week.

Current results of the project indicate that using electronic
organizers can foster memory and organization skills

and contribute to personal independence. They show

that subjects derived more benefit from using electronic
reminders than from using daily planners. This benefit

B Assistive Technology
¥ Collaborative Update

By Roberta DePompei, Ph.D.; Yvonne Gillette, Ph.D.;
Kelly Stingel, MA; Aleksandra Lutovskey, BA

is likely due to the audible “beep” provided by these
devices which triggers or reminds the participant to
respond. Paper and pencil reminders require a person
to remember to consult the calendar and may be more
challenging for those with memory difficulty.

Because the study indicated PDAs were useful, up to six
individuals per site were provided with an additional 5-7
week follow-up and personal training with the devices.
Several of the individuals at each site were people

who had continued to use the devices and several were
individuals who had not continued with the devices.

The follow-up results suggest that when additional

time and direction is provided, adoption of the device
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Assistive Technology

into daily routines was successful with all participants
whether or not they had continued to use the PDAs on
their own after the first training sessions. According to
the students, motivators for continued use were games,
calendar use, and the camera.

The organization functions learned and used after
completion were: Taking notes via: stylus, keyboard
and voice recorder; using the calendar with setting and
deactivating alarms; using the contact list; beaming;
programming calendar reminders; creating and adding
items in the contact list; writing memos; making

task lists; using voice recording as a reminder;

using a calculator; taking pictures with the camera;
synchronizing to computer; and, playing games.

Comments from graduate assistants and teachers who
worked with the students provided additional insights:

* “MB was proficient enough to teach another
student, who also had a Dell device, the functions
he had learned.”

Assistive Technology &

* “Although RW had preliminary exposure and some

knowledge in using multiple functions of the
Palm Pilot before individual training sessions,
she did not always employ these functions
for assistance in organizing her day or week.
During the final session, using the Palm

Pilot had become a part of her life.”

“JH was very proud of his ability to transfer
information from the device manual into usable
skills. He said, ‘I like it because it helps me
remember, do homework, recall phone numbers.

I also like the size, the case, and everything about it.

299

“MG was utilizing his Palm both at home and at
school and indicated that he would continue to use
his PDA. He felt he could do so independently.”

“AP responded to the calendar alarm by completing
the task and dismissing the alarm. He accessed
active tasks, responded to a pre-set calendar alarm,
dismissed the alarm, and opened a word document.

Cognitive Disabilities Project

Improving Web Accessibility for People with Cognitive Disabilities’

e Simplify writing/reading

eUsedearandsimpletextwithcomonly-usedwords.

¢ Use short simple sentences.
Maximum 20 words per sentence.

* Reduce amount of reading — limit text on page.

* Use short paragraphs, bullets or numbers rather

than continuous prose.
e Use active verbs.

Say ‘we will do it rather than ‘it will be done by us.’

o0

Use consistent navigation and design on each page.

Useheadings titles,andpromptsratherthanlongparagraphs. @

a Usepictures,graphs,iconsandsymbolstoaugmenttext. Q Support screen readers. Use alternate text tags.

Use larger fonts, fonts in minimum 12 pt or 14 pt.
Some guidelines suggest 14 pt, 18 pt or 20 pt.

Use uncluttered, simple screen layout.
Present one idea at a time.

Maintain white space.
Use one-colimn layout with generous margins
on each side.

a Make website customizable.

Provide for individual choice for items.
Font size, placement navigation, contrast,
color, large print and sound.

Use navigation aids.
Exit home, help, next page buttons on every page.

il e L

i
"These features are based on an extensive analysis of twenty (20) of the existing Web Design Guidelines for Cognitive Disabilitites. Only the recommendations where there is at least 25% agreement on the W
features have been included. Mark Friedman & Diane Nelson Bryen (2005). “Web Accessibility Design Recommendations for People with Cognitive Disabilities,” Insitute on Disibilities, Temple University. H I [ ]' R H
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SPOTLIGHT:
BIA of Iowa

Neuro-Resource Facilitation — the Iowa Model

By Geoffrey Lauer, Brain Injury Association of Iowa

“Got my bell rung / Was conked on the noggin / TKO’d / Got knocked out /

Was unconscious / Saw stars / Had a head injury / Had a concussion /

Was sidelined / Blacked out / Everything faded to gray /I had a brain injury.....”

No matter how you describe it, brain injury can happen
in a flash and it can change lives in a heartbeat.

In September 2000, with funding from the Health
Resources and Services Administration, Maternal

and Child Health Bureau’s Federal TBI Program, the
Brain Injury Association of America convened a two-
day Resource Facilitation Summit in Kansas City,
Missouri. Forty people, including individuals with brain
injury, family members, resource facilitators, agency
administrators, advocates and others, participated.

A result of this Summit was consensus about the
name and framework of a service that responded to a

consistently expressed need from the BIAA constituency:

Resource Facilitation.

What is Resource Facilitation?

Resource Facilitation (or Neuro-Resource Facilitation as
it is called in New Hampshire and Iowa) is a partnership
that helps individuals, families and communities choose,
get and keep information, services and supports to make
informed choices and meet their goals.

How does RF (or NRF) work?

About 20 state brain injury associations offer a version
of RF. Depending on the sources of funding for the
service, as well as the unique characteristics and
landscape of each state, RF may operate somewhat
differently in different states.

At its core RF is a process built on three main functions:

(1) Providing consistent short term and ongoing support
to assist with problem solving and supporting the
individual with brain injury and/or family members
through the critical healing process;

(2) Linking people in need with available and appropriate
resources (e.g., educational information, agency/
provider information, or county/state/federal service
information) to assist with successful return to school,
work or community reintegration; and.

(3) Identifying gaps in service delivery and advocating
for policy change to eliminate barriers to services and
keep people out of institutional settings.

The Resource Facilitator offers current and accurate
information about brain injury and available resources in
a supportive manner, which facilitates individual choice,
independent decision-making, and use of natural supports
and personal self-advocacy.

How does NRF work in Iowa?

In Iowa, Neuro-Resource Facilitation is one part of

the Iowa Brain Injury Resource Network (IBIRN).
Developed over the past decade, IBIRN now boasts four
key components: a statewide network of nearly 100
committed information and referral portals; a training and
outreach program; a peer to peer support network; and
Neuro-Resource Facilitation.
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Spotlight on lowa

NREF offers support to cope with the issues of living with
brain injury and assistance in the transition back to work
and the community. It is intended to provide on-going
support for consumers and their families, provide linkage
to existing services, and increase system capacity of
Iowa’s service providers by:

* Providing brain injury specific information,
support and resources;

* Enhancing natural supports and linking to
appropriate services and community resources;

* Training service providers to provide appropriate
BI services; and

* Accessing, securing and maximizing funding,
both private and public.

Iowa’s Neuro-Resource Facilitators are all certified by the
American Academy for the Certification of Brain Injury
Specialists (AACBIS) (see www.aacbis.net). Calls come
in from across lowa through the Brain Injury Association’s
National Brain Injury Information Center (NBIIC) directly
to the Iowa Brain Injury Information Center (IBIIC). The
NBIIC identifies the area code as well as the next three
numbers of the incoming call and then routes the caller to
the Neuro-Resource Facilitator who specializes in the part
of Towa that they are calling from.

If the Neuro-Resource Facilitator is already on a call,

or if the call is after hours, the NBIIC takes a message
and packages it into an email to the Neuro-Resource
Facilitator responsible for that part of the state. In
addition the NBIIC provides online and real time Internet
software that allows us to see data on, and manage,
incoming calls. The system is both functional and elegant.
It works well for us, is inexpensive, and allows us to
advertise one 800 number (the NBIIC number: 1-800-
444-6443) statewide.

In a generally informal style staff work with callers to
assess their situation; identify their needs and goals;
negotiate a plan of action; monitor and follow-up on
progress; re-assess; and throughout provide education
and training as needed. Data is collected on all callers
in order to maintain continuity of services as well as to
support a broader analysis of trends in service gaps and
needs statewide.
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Neuro-Resource Facilitator Thomas W. Brown, CBIT, is at work in the
BIA of Iowa Capitol Office.

Iowa is indebted to the Brain Injury Associations of
Minnesota and New Hampshire as well as BIAA’s staff
for sharing their knowledge and experience in RF.

How is NRF paid for?

In response to extended and consistent advocacy by the
Brain Injury Association of Iowa and others, in 2006 the
Iowa Legislature passed, and the lowa Governor signed,
legislation establishing and funding the lowa Brain Injury
Services Program (BISP) within the Iowa Department of
Public Health. This authorizing legislation provided for
Resource Facilitation for any Iowan with brain injury or
family member.

What’s Next for Resource Facilitation?

The staff of the Brain Injury Association of lowa has
teamed up with staff from BIA of Minnesota and BIAA

to offer a half-day pre-conference on Resource Facilitation
preceding the upcoming BIAA Leadership Conference

in San Antonio, Texas, on December 4, 2007. For more
information on the BIAA Leadership Conference and

the RF Pre-Conference, contact Caroline Feller at
703-761-0750 ext. 644 or by email at cfeller@biausa.org.
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Brain Injury Association of Arizona
Brain Injury Association of Arkansas
Brain Injury Association of Colorado
Brain Injury Association of Connecticut
Brain Injury Association of Delaware
Brain Injury Association of Florida
Brain Injury Association of Hawaii
Brain Injury Association of Idaho
Brain Injury Association of Illinois
Brain Injury Association of Indiana
Brain Injury Association of Iowa

Brain Injury Association of Kansas
and Greater Kansas City

Brain Injury Association of Kentucky
Brain Injury Association of Maine

Brain Injury Association of Maryland
Brain Injury Association of Massachusetts
Brain Injury Association of Michigan
Brain Injury Association of Minnesota
Brain Injury Association of Mississippi
Brain Injury Association of Missouri

Brain Injury Association of Montana
Brain Injury Association of New Hampshire
Brain Injury Association of New Jersey
Brain Injury Association of New Mexico
Brain Injury Association of New York
Brain Injury Association of North Carolina
Brain Injury Association of Ohio

Brain Injury Association of Oklahoma
Brain Injury Association of Oregon

Brain Injury Association of Pennsylvania
Brain Injury Association of Rhode Island
Brain Injury Association of South Carolina
Brain Injury Association of Tennessee
Brain Injury Association of Texas

Brain Injury Association of Utah

Brain Injury Association of Vermont

Brain Injury Association of Virginia

Brain Injury Association of Washington
Brain Injury Association of West Virginia
Brain Injury Association of Wisconsin

Brain Injury Association of Wyoming

602-323-9165 ~ 888-500-9165
501-374-3585 ~ 800-235-2443
303-355-9969 ~ 800-955-2443
860-721-8111 ~ 800-278-8242
302-346-2083 ~ 800-411-0505
954-786-2400 ~ 800-992-3442
808-454-0699

208-342-0999 ~ 888-374-3447
312-726-5699 ~ 800-699-6443
317-356-7722 ~ 866-854-4246
319-272-2312 ~ 800-475-4442

816-842-8607 ~ 800-783-1356
502-493-0609 ~ 800-592-1117
207-861-9900 ~ 800-275-1233
410-448-2924 ~ 800-221-6443
508-795-0244 ~ 800-242-0030
810-229-5880 ~ 800-772-4323
612-378-2742 ~ 800-669-6442
601-981-1021 ~ 800-641-6442
314-426-4024 ~ 800-377-6442
406-541-6442 ~ 800-241-6442
603-225-8400 ~ 800-773-8400
732-738-1002 ~ 800-669-4323
505-292-7414 ~ 888-292-7415
518-459-7911 ~ 800-228-8201
919-833-9634 ~ 800-377-1464
614-481-7100 ~ 866-644-6242
580-233-4363

503-413-7707 ~ 800-544-5243
717-657-3601 ~ 866-635-7097
401-461-6599 ~ 888-824-8911
803-731-9823 ~ 800-290-6461
615-248-5878 ~ 800-835-7077
512-326-1212 ~ 800-392-0040
801-484-2240 ~ 800-281-8442
802-985-8440 ~ 877-856-1772
804-355-5748 ~ 800-334-8443
425-895-0047 ~ 800-523-5438
304-766-4892 ~ 800-356-6443
414-778-4144 ~ 800-882-9282
307-473-1767 ~ 800-643-6457

For your copy of BIAA’s position paper, visit www.biausa.org

Visit Brain Injury Association of America’s
online bookstore for the best sellers in brain injury

AN Injry
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Brain Injury

B Ty T e ——
WHATIS T ABOUT BRAIN INJURY?

By Susan Connors, Brain Injury Association of America

A recent conversation with an important national
journalist sounded like this:

“Susan, What is it about brain injury? Why has
there been so little research in your field?”

“Brain injury is a misdiagnosed, misunderstood,
under-funded public health problem,” 1 mimic the
standard line from BIAA’s literature.

“Yeah, but why?” he presses.

With input from colleagues and friends, this editorial
offers opinions on the challenges in brain injury
research, treatment, awareness and advocacy. It doesn’t
fully answer the question, “What is it is about brain
injury?” but it is a start. Readers are welcome to send
comments to publications @biausa.org.

_1 — Dealing with the Diversity

No two brains are alike so no two brain injuries are alike.

Brain injury can happen to anyone at any time regardless
of age, race, gender, or economic status. The cause, focal
point(s), injury severity and resulting symptoms and
impairments are heterogeneous, a fancy word that means
different.

The diversity in brain injury makes it unlike other
medical diagnoses. It also leads to misdiagnosis, or
“hidden TBI.” And it makes research harder and more
complicated, what experts call “dirty.”

Our language is inconsistent. Cancer is cancer. Yes,
there’s breast cancer, prostate cancer, leukemia and others,
but the public knows it as cancer. It goes by one name.

Traumatic brain injury is called head injury, head trauma,
concussion, TBI, mild TBI, disorder of consciousness,
blast brain injury and shaken baby syndrome—just to
name a few. If you include the broader classification of
acquired brain injury, such as strokes, many, many more
terms are used. Wouldn’t it be easier if everyone just
called it brain injury?
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Different labels are used for the same intervention. To
some, it is cognitive rehabilitation; to others it is speech
therapy. Conversely, the scope and intensity of a treatment
varies from place to place. Rehabilitation in the hospital is
not the same as rehabilitation in a nursing home.

Individuals with brain injury are called patients, clients,
program participants, survivors, thrivers, experiencing
persons and other euphemisms. Just the other day a mom
introduced her son by saying, “This is John. He’s a TBIL.”
Have you ever heard someone say, “This is Betty. She’s a
MS” (for multiple sclerosis)?

Public policies, funding and services vary by state,
and even the lead agency responsible for brain injury
program administration differs from state to state.

Almost nothing in brain injury is homogeneous, a fancy
way to say similar.

2 — Recognizing Brain Injury
as a Disease

After all these years, many of us are just now
conceptualizing brain injury as a disease, disease-
causative and disease-accelerative. That means there’s
a cure. How will we find it if no one is looking?
There’s an underlying expectation that brain injury will
surreptitiously benefit from other neurological research.

In the past, brain injury science focused on
neuroprotection, which involves prevention of brain

cell death. Today, there is greater emphasis on
neuroplasticity, which involves re-wiring the brain’s
networks so that functional abilities move from one area
to another. It is not as easy as it sounds.

When we think about a cure, we think at a very

macro level, such as return to work and independent
living. But medications and treatments act on cells
and neural networks. There are no “employment”

or “independence” networks in the brain. The link
between what a drug does and the impact it has on real

functioning is shaky. (Continued on pg. 25)
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(Continued from pg. 24)

Moreover, the links vary from person to person. One
person can’t work because of behavior problems,
another because of loss of balance, and another because
of memory problems. Finding a single treatment that
would be “effective” in returning everyone to work is
nearly impossible.

Even if we could cure an injured brain, it is extremely
unlikely that we could restore all the knowledge

and skills that it contained before the injury, at least
not without extensive re-learning. That brings us to
rehabilitation research.

Each physical, cognitive, psychological and social effect
of brain injury represents its own set of confounding
variables that are difficult to isolate and quantify in a
research context. The models that are used for other
diseases do not work well for brain injury. The best
ones are more like the models used in psychotherapy
research, but these are not well known in the medical
community. They are hard to control and expensive
because they require many study participants.

Funders negatively view much of the brain injury
rehabilitation research (both accomplished and
proposed) as “soft science.” We are caught between
two standards: that of rigorous design and that which is
clinically and socially relevant, a challenge we are only
just beginning to fully appreciate and try to address.

In the meantime, Americans remain a nation of “fixers.”
If we can’t fix the brain quickly, we’ll find a “work
around.” For that reason, and because many insurance
companies press for an early discharge, rehabilitation
plans quickly shift from restoring lost function to
compensating and accommodating for missing skills.

It is easier and cheaper to give someone a wheel chair
than to teach him to walk again.

. 3 — Overcoming Public Depictions
and Perceptions

Remember the Looney Tunes characters, Road Runner
and Wile E. Coyote? Those old cartoons suggested we
can get “bonked” on the head and keep on going as if
our skulls, and therefore our brains, are impenetrable.

Most people are not afraid of brain injury. In fact, most
people don’t think about brain injury at all. Even when

there’s been one brain injury in the family, no one
expects another.

Hollywood and the news media are doing a better job
of portraying and reporting brain injury, but there’s still
a tendency to present brain injury as a discrete event
and something that won’t happen to you. Every day it is
reported as a car crash, a roofer falling from the ladder,
or a young man beaten at a bar. Brain injury is seldom
aggregated and explained as a public health epidemic.

Overcoming years of misinformation is an enormous
challenge, and yet, it is a necessary first step in helping
the public to understand the causes, consequences and
magnitude of brain injury.

Americans value intellect. The very idea of a damaged
brain is hard to conceptualize, talk about and accept.
Some people view brain injury in the same light as
mental illness, symbolizing a weakness of character as
opposed to a weakness of neural networks. Others think
you did it to yourself by not wearing a seat belt or bike
helmet.

More than
Traumatic Brain Injury

Serving the community for two decades, Beechwood
has expanded its TBI offerings to encompass broad
neurological services as well as new Behavioral
Remediation ans Late Adolescent programs.

In addition to TBI, we serve individuals
with brain damage due to:

* Anoria/Hypoxia due to * Infectious diseases
drowning, heart attack, drug
overdose, alcohol poisoning,

anesthesia errors, etc.
¢ Stroke

 Early stage moderate
dementias

e Tumors

. . . . e Brain Surgeries

« Electric shock/lightning strike

¢ Many neurological

* Degenerative diseases e

For information and admissions, call 1-800-782-3299
Our facilities are adapted to date all levels of ibility.

Beechwood>?

REHABILITATION SERVICES
A Community-Intergrated Brain Injury Program
An affiliated service of Woods Services, Inc.
wwwbeechwoodrehab.org

Longhome, PA * Bensalem, PA
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Brain Injury

Even within the disability community, cognitive
impairments are at the bottom of the food chain.
Individuals with brain injury are left behind in the shift
from an industrial age to a “knowledge-worker” age.
They feel the negative effects of globalization first.

There’s very little about brain injury that is glamorous.
It is stigmatizing and isolating. Individuals with severe
brain injuries disappear from society’s view. They are
unable to “tell their story.” This is true even for people
who sustain so-called “mild” injuries.

For better or worse, many individuals with brain injury
simply don’t look impaired enough to be taken seriously.
Until recently, very few athletes or celebrities were
willing to discuss their brain injuries publicly. Every day,
I quietly thank Bob and Lee Woodruff for changing that.

No. 4 — Adjusting our Attitudes
in Advocacy

Brain injury is acquired. Individuals and families are
overwhelmed by the injury so there’s little time, energy or
money left for advocacy. The assertiveness that is admired
in other disability populations is dismissed as impaired
judgment or behavioral disorders in brain injury.

The most common secondary conditions associated with
brain injury—depression and substance abuse—further
undermine advocacy. And those most likely to be injured,
young men, constitute a group whose role in society is
not yet fully established. The perceived lack of “personal
power” is rampant in brain injury.

Brain injury is a relatively young disability. Advocacy
for people who are blind began in the 1800s. As early as
1910, there was a Society for the Feeble-Minded (what
later became known as mental retardation and now is
called developmental disability.) Thus, brain injury
advocacy is nearly 100 years behind its counterparts.

Plus, the disability community is fragmented; each
disability vies for its piece of the public funding pie.
Until recently, brain injury advocates were not invited
to the table.

The ballooning numbers of individuals surviving brain
injury starting in the late 1970s and early 1980s coincided
with a downward trend in the development of new
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services—a “push back” on the entitlement programs of
the Great Society. State and federal governments cried,
“No Mas!” Today, public safety nets are broken, both in
terms of efficacy and cash. In some states, advocates have
resorted to legal action.

Meanwhile, the brain injury community is fragmented
too. We have multiple, competing agendas within and
across prevention, research, services and education.
There’s also a lack of cohesion and coordination within
and between federal, state and local levels. Given how
much time we spend talking to ourselves, our failure to
speak with one voice is inexplicable.

Research and treatment are expensive. Awareness is too.
These things take money and there’s just not a lot of it in
brain injury.

Brain injury leaves individuals and families emotionally
and financially devastated. Managed care, downsized
employer health plans, and today’s reimbursement
policies cut deeply into the pockets of the rehabilitation
and long-term care providers. Not much is left to support
advocacy. And yet, without the advocacy, federal and state
governments will never be forced to invest in basic or
translational research.

If we are serious about creating a better future, and I
believe we are, we must come together. We may never
overcome the heterogeneity of brain injury, but the way
we think about and talk about the injury, and thus the
perceptions of policymakers, opinion leaders and the
public, are changeable.

Many “thought leaders” contributed ideas, full sentences
and, in some cases, whole paragraphs to this editorial.

I am grateful to the people listed below as well as BIAA’s
staff, but I acknowledge that the statement reflects my
opinions, not necessarily theirs:

Mark Ashley, Ruth Brannon, Roger Carillo, Keith Cicerone,
John Corrigan, Suzanne Doswell, Barbara Geiger-Parker,
Wayne Gordon, Inta Hall, Tessa Hart, Jean Langlois,
Geoffrey Lauer, Brent Masel, Tracy MclIntosh,

Suzanne Minnich, Cindy Murdock-Elliott, Greg O’Shanick,
Pat Radice, Carolyn Rocchio, John Richards, Joe Richert,
Pat Sample, Ron Savage, Marilyn Spivack, Bob Voogt,

John Whyte, Barry Willer, Ross Zafonte and George Zitnay




-
8
.-1'1'. "

Effective September 1,2007, the _ E&l"
BrainInjuryAssociationofAmerica ~ .. H |
has a new address:

1608 Spring Hill Road, Suite 110
Vienna, VA 22182-2241

Our telephone numbers, website address,
and email addresses will not change.

Bl’ﬂin Injlll'}'@ Non-Profit

Association US Postage
of America PAID
Dearborn, Ml

8201 Greensboro Dr., Suite 611

McLean, VA 22102 Permit No. 11




