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he recent “Vestibular Disorders

Association 2011 Advocacy Survey”

produced valuabl e information
about the degree to which vestibular
disorders impact lives, how long it takesto
diagnose a vestibular disorder, factors that
extend diagnosis times, and the perceived
consequences of long diagnosistimes. This
information will help us build an advocacy
plan with benchmarks and can help medical
and insurance industries make choices. The
results are also beneficial right now because
they validate the true challenges of having a
vestibular disorder.

Between mid-June and mid-August, more
than 1,000 people filled out the printed or
online survey produced by the Vestibular
Disorders Association (VEDA). We have
only just begun to analyze the results but
thought you' d like to see the following
preview of what the survey substantiates.
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Advocacy priorities

Three clear priorities emerged asareasin
which people would like VEDA to dedicate
increased efforts to advocate for them:

1. Help shorten thetimeit takesto
diagnose a vestibular disorder.
An essentia strategy identified
for accomplishing thisisto educate
primary-care and emergency-room
doctors so that they recognize
vestibular system involvement and
promptly refer to specialists when

appropriate.

2. Support solid, evidence-based
research about vestibular disorders.

3. Help improve understanding
about emotional and cognitive
impacts of vestibular disorders.

Survey participantsincluded VEDA
members and nonmembers who provided
input from these perspectives:
= Individuals who' d consulted a doctor
for symptoms of a vestibular disorder
= Family members or friends of someone
with vestibular disorder symptoms
= Medical and health professionals who
diagnose/treat vestibular disorders
(continued)



VEDA Produces Benchmark Study to Help Reduce Suffering (continued from page 1)

People with symptoms
(1019 survey participants)

Diagnosis specificity
For individuals with a confirmed vestibular disorder, 29% were given a general diagnosis (e.g., vestibular
weakness or vestibul opathy) and 71% were given a specific diagnosis (e.g., labyrinthitis, vestibular
neuritis, benign paroxysmal positional vertigo, or Méniere' s disease). Thisinformation isimportant
because treatment for vestibular disorders varies according to the specific diagnosis; it may consist of
head maneuvers, diet changes, physical therapy

(vestibular rehabilitation therapy), prescribed Figure 1. Diagnosis Time and Early Recognition
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Number of doctors consulted

A person sees an average of 4.4 doctors for vestibular disorder symptoms before receiving a confirmed
diagnosis. This number is 3.8 with early recognition and 5.5 without early recognition (Figure 2) and is
also associated with whether a person is promptly referred to a specialist.
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Referral to specialists . . L o
With early recognition Figure 3. Diagnosis Time and Referral to a Specialist
adoctor ismore likely i .
Diagnosis ODoctors who
to refer apersonto a B Tiadh referred to a
specialist, which can time elapsed 10 specialist
. . between first
also shorten diagnosis consultation 8 DAl doctors
time (Figure 3). The and recelving
.- a vestibular
type of specidist to disorder .
which apersonis diagnosis B Doctors who
. (months) 2 id not refer
referred appearsto differ . [ I to a specialist
accordi ng to recognition First doctor consulted  First doctor consulted did
of the vestibular indicated symptoms might NOT indicate symptoms
. be inner-ear related. might be inner-ear related.
symptoms (Figure 4).
Figure 4. Specialist Referrals by First Doctor Consulted
60%
O First doctor consulted indicated symptoms
50% 48% might be inner-ear related.
Referrals
made by 409 +— - WFirst doctor consulted did NOT indicate
first doctor symptoms might be inner-ear related.
consulted 3450, [ |
(%) 22%
0% || 19%
10% 8% =
2%
| l 0.4%
0% - - [ .
ENT Otologist or Neurologist Other No referral
neurotologist
Effect of vestibular symptoms Figure 5. Vestibular Symptoms Affect
Vestibular disorder symptoms affect a Relationships and Basic Functioning
person’ s relationships and ability to work 100%
- Percent of
and take care of the household (Figure 5). ot - —
a vestibular 78% 75%
Frustrating assumptions disorder who 60% | —
Comments submitted by participants provide L’;ﬁcpatfn:ga‘ 40% =
striking validation about the experiences of have an 20% 1 —
having a vestibular disorder, including the effect 0% -
. Relationships  Ability to Ability to
powerful secondary effects on general social withfamlly  work  take‘care of
wellness. Uncertainties about spatial awareness, or friends household

coupled with alack of understanding by others,
can create inner turmoil fed by assumptions
(continued on page 4)
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VEDA Produces Benchmark Study to Help Reduce Suffering (continued from page 3)

that undermine a person’ s self-confidence, self-esteem, and self-worth. The table below summarizes
responses we received when we asked the question “When you are having difficulty managing your
vestibular disorder symptoms, what is the most frustrating thing that people assume about you that is
not true?’ Even though almost 1,000 independent comments poured in for this question, they were

remarkably similar. Frequently reported assumptions included faking, laziness, unrealistic expectations,

psychol ogical mativations, intoxication, and willful anti-social behavior.

Most Frustrating False Assumptions by Others
Perceived by Persons Struggling with Symptoms
Percent of Perceived Often paired
. . Concepts and examples
occurrence assumption with
. ) You're pretending, exaggerating, over-dramatizing.
32% Faking Laziness . P . g. . 99 g . g .
This problem is trivial compared with your complaining.
Fakin You're not trying hard enough. You don’t work fast enough.
and/ogr You could do so much more. You just don’t want to work.
22% Laziness unrealistic You could control, cure, or forge through this if you wanted
. to. You're malingering. You're using this as an excuse, as a
expectations |, . . "
disease of convenience.
You look OK so you must feel OK. You did stuff yesterday so
Unrealistic you can do it again today. Being dizzy is no big deal—we've
22% A Laziness all been dizzy. Just stop complaining and move on. You aren't
P complaining so it can’t be that bad. Since you see doctors you
should be getting better. This is fleeting, it'll be over soon.
It's all in your head. You're crazy, stressed, anxious—just
. . relax. You're a hypochondriac; you dwell on it too much.
17% Psychological Faking . ) ) )
Your attention-seeking behavior and self-pity are out of
control. You don't want to get better.
12% Intoxicated You are drunk, tipsy, on drugs.
You're grouchy, angry, self-absorbed, aloof, boring, shy,
% Anti-social Faking rude, a party-pooper, not a team player, unreliable,
unpredictable, inconsiderate. You are being a Diva.
General . . .
.. You're just old, weak, clumsy, have dementia. We just
5% declining Helplessness
need to speak louder to you.
health
. You are a dimwit, foolish, confused, indecisive,
3% Stupidity ) . . L .
forgetful, ditsy, inattentive, not thinking straight.
We should coddle you. You can't do anything for yourself;
ou're fragile, brave. We need to help you even if you
2% Helplessness y . g . Py Y .
don’'t want help. Since you crash after we do something,
you should not do anything at all.
It is your fault, you are causing it, you can avoid it.
2% Other It's a stroke, multiple sclerosis, menopause. It's contagious.
Those bruises can't be from falling—-who beat you up?
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Family members and friends
(188 survey participants)

Perceptions
Most family members and friends perceive that the vestibular disorder has significantly affected life for

the person with symptoms and has affected the family members and friends to varying degrees (Figure 6).

Figure 6. Perception of Family Members and Friends
60% 55% S—
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50% person with
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Percent of 31%
respondents 3po4 28% 23% @ Effect on life of
23% friend or family
20% member
12%
10% | —
2%
0% -
No impact A little Moderate Significant
Perceived degree of impact

Difficult changes
A decrease in shared activitiesis the most difficult change reported by family members and friends,

followed by experiencing deep concern or sadness for the symptomatic person’sloss of independence and
joy (Figure 7). Friends and family members report the need to summon more energy to communicate, get
things done, and manage fal se expectations. They admit to elevated anger and stress, and difficulty
adjusting to increased medical expenses and decreased income. In addition, some indicate that their own
needs are ignored by the person with the vestibular disorder.

Figure 7. Most Difficult Personal Changes
Reported by Family Members and Friends

Financial
Personal
changes Stress or anger
experienced .
by friends My needs are ignored
and family More energy expended
members
Concern and sadness
Fewer shared activities
0% 10% 20% 30% 40% 50% 60%

Percent of respondents

(continued on page 6)
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VEDA Produces Benchmark Study to Help Reduce Suffering (continued from page 5)

Increased forms of support provided
The most common type of support offered by friends and family members centers on planning, screening,

or avoiding certain activities. Sometimes this includes gracefully accepting or pretending that it is“no big
deal” to cancel atreasured activity. Other frequent forms of support include running errands, attending
doctor’s appointments, providing transportation, and giving moral support (Figure 8).

Figure 8. Increased Support Provided
by Family Members and Friends
Information
|
Financial
|
Types of Household chores
increased and/or childcare
support
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|
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|
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0% 20% 40% 60% 80%
Percent of respondents

Assumptions about faking and laziness

Most family members and friends never have trouble believing that the person with symptoms is having
as much difficulty as he or she claims, demonstrates, or accommodates (Figure 9). Understandably,
family members or friends who themselves have a vestibular disorder are 26% more likely to believe that
the other person is having as much difficulty as claimed, and they are also twice as likely to feel that their
own lifeis significantly affected by theillness of their friend or family member.

Figure 9. Degree of Belief About Struggles
80%
70% . . .
Family members and friends answered this
question:
Percent 60%
of family "How often do you have trouble believing that
members : : : ;
d 40% your friend or family member is having as much
?q d 3 difficulty with symptoms as he or she claims,
riends demonstrates, or accommodates?"
20% 16%
8% 6%
0% I ] [ I
Never Sometimes Often Frequently
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Medical and health professionals who diagnose

and/or treat vestibular disorders
(65 survey participants)

Strategies for shortening diagnosis time

Using information provided in advance by VEDA's Board of Medica and Scientific Advisors, we
prepared alist of strategies for decreasing diagnosis time and asked medical and health professionals
to select what they consider to be the five most effective strategies. Their ranking of strategies follows:

1. Improve education about dizziness/vestibular disorders for primary-care providers (92%).

2. Promote development of a standardized plan/systematic protocols for diagnosing dizziness (60%).
Develop formal certification and re-certification requirements for competency in diagnosing
and treating vestibular disorders (54%).

Emphasize the importance of trained diagnosticians above diagnostic equipment (51%).

Improve access to high-quality continuing education coursework (49%).

Increase exposure to the subject in medical school (48%).

Increase research (40%).

Promote creation of physician specialty groups dedicated to vestibular disorders (39%).

Improve diagnostic tools (35%).

10.  Improve consistency and appropriateness of coding guidelines for vestibular-function
diagnostic testing (32%).

w

© oo N o OA

Worst consequences of a delayed diagnosis on patients
Professional s believe that the worst consequences of a delayed diagnosis on their patients are
psychological impacts such as depression, anxiety, and fear (Figure 10). Poor treatment outcome

Figure 10. Worst Consequences of Delayed Diagnosis on
Patients Reported by Medical and Health Professionals

60%

50% = Depression,
anxiety,
Percent fear, Poor
of 40% other treatment
professionals psychological Gutco.me,
effects magnified
30% - (52%) I symptoms, - Lower
prolonged quality
disability of life,
20% 1 (48%) || needless
suffenng Loss of mobility,
(34%) increased fall risk, Financial burden
10% = decreased on patient and
activity medical/insurance
(20%) industries
0% (17%)
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VEDA Produces Benchmark Study to Help Reduce Suffering (continued from page 7)

and prolonged disability are also significant, are congruent with what patients observe (see pages 2-4),
and were often mentioned in combination with psychological consequences. In fact, many comments
submitted included a combination of the consequences appearing in Figure 10.

About the survey and benchmarks
By collecting, analyzing, and reporting about this information, we strengthen VEDA's ability to widely

broadcast the true impacts of vestibular disorders and to effect changes with defined benchmarks. The
Vestibular Disorders Association 2011 Advocacy Survey produced awealth of information, some of
which has been presented here using simple descriptive statistics. More elaborate analysis may be useful
to further illustrate these key points:
1.  Vedtibular disorders significantly affect a person’s functioning and well-being.
2. We need to learn more about—and address—the psychological and cognitive effects.
3. Ittakestoo long to diagnose a vestibular disorder.
4 A long diagnosis time leads to secondary problems that prolong disability and that
financially burden patients, the medical community, and the insurance industry.
5. We can reduce diagnosis time and the number of doctors consulted if primary-care
and emergency-room doctors recognize and acknowledge inner-ear involvement and
promptly refer to a specialist when appropriate.
6.  We can reduce suffering.

Appendix
The following expanded version of Figure 1 (see page 2) details the distribution of diagnosis times
relative to whether the first doctor consulted recognized and acknowledged possible inner-ear involvement.

Figure 11. Diagnosis Time and Early Recognition (detail)
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News About VEDA

Changes
in VEDA's
Board of
Directors
during
2011

VEDA
seeks new
executive
director

Combined
newsletter
issue

Bequest
received from
VEDA's first
chairperson
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VEDA'’sBoard of Directors is dedicated to
building VEDA'’s advocacy efforts. This year
our Board bade good-bye to three long-time
members and welcomed three new ones.
Departing members are Al Bowman, DPT
(Hayward, WI), Gaye Cronin, OTD, OTR
(Atlanta, GA), and Steve Johnson (L akewood,
CO). For six years they devoted their time
and skillsto help VEDA grow. We are

extremely grateful for their service, and

we hopethey’ll stay in touch. New Board
members added in 2011 are Alan Butchman
(Seattle, WA), Nancy Devine (Bend, OR),
and most recently otologist Fred Arrigg, Jr.,
MD (Lawrence, MA). They join midterm
members Deanne Bonnar, PhD (Acton, MA),
Claire Haddad, CFA (Cohasset, MA), and
Sue Hickey (Portland, OR).

VEDA's Board of Directors has been doing
some long-range planning and has made a
strategic decision to hire anew executive
director to build partnerships and focus on
advocacy. Thiswill help VEDA find better
ways to serve its community and will give
current Executive Director Lisa Haven, PhD,
the opportunity to focus more in other areas,

such as research. The job announcement will
be posted soon online, and the Board wants
your help in suggesting names and ideas for
getting the word out to great people who
might be a good fit for this opportunity.
Please visit www.vestibular.org/about-veda.php
after September 12 for more information.

In order to provide members with such an
extensive report about the survey results and
other news about VEDA'’ s recent accomplish-
ments in improving advocacy, expanding
public awareness, and raising funds to support

our efforts, we' ve produced an unprecedented
expanded issue of On the Level. To make
this feasible, we' ve combined the |ast two
issues of 2011 into this one very specia
Summer—Fall issue.

One year ago, we announced to members
that we' d received notice about a bequest
made to us by one of VEDA'’s champions,
Jeanette Ann Welch. We recently received
more than $30,000 from Jeanette' s estate,
and we wanted to share the news about this
extraordinary gift with members. Aswe've
reported before, Jeanette was VEDA' sfirst
chairperson, a volunteer, who during the
1980s made it a priority to provide members
with three assurances:

“You must educate yourself.”

“You aren't alone.”

“You aren’t crazy.”

Jeanette was committed to helping VEDA
help others. After finishing each week
teaching high school mathematicsin Seaside,
OR, she would drive over the Coast Range to
VEDA's office in Portland and put herself up
in aloca hotel so she could make the most
of her working weekend. “People asked us
for help,” she declared, “and we gaveit!”
Long after retiring, Jeanette continued to
support VEDA as a dedicated member and
donor for amost 30 years. Although sheisno
longer with us, her remarkable commitment
to VEDA’swork will carry on through her
thoughtful bequest.
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Star Athlete Dedicates Exhibition Event
to VEDA During Balance Awareness Week

EDA isthe charity beneficiary VEDA was selected as the beneficiary of
V for Jimmer Fredette's two-game Fredette' s philanthropy because our work
exhibition showcase, Jimmer's All- shined above al others as being most
Stars Presented by Zions Bank. Fredette's professional and clearly dedicated to serving
family has been affected by a vestibular people with vestibular disorders. Said
illness and understands the importance of VEDA's Executive Director, Lisa Haven,
raising awareness for these disorders. Part “I"m extremely pleased that our work has
of the proceeds from the games will go to drawn such attention. We' ve given a strong
fund VEDA'’s 2012 awareness campaign. voice to members’ concerns to draw attention
to vestibular disorders, and we're very
Vestibular disorders are “really near to my grateful for the support of our work by
heart and to my family’s heart because we Jimmer and the Fredette family, including the
have afamily member that’s gone through confidence they have in our ability to help

it,” Fredette reports. “ So it would be a great

cause, and we hope to get awareness out there

and have people know what it is all about.” Questions about this event may be directed to
alyssa.romano@octagon.com.

those who suffer from vestibular disorders.”

Thefirst benefit game will be held Sept. 21
at the Maverik Center in Salt Lake City. Tip-
off isat 7 p.m., and tickets are available at
www.maverikcenter.com or via (800) 745-3000.
The second gameis at the Marriott Center

in Provo on Sept. 22, a 7 p.m. Ticketsare
available at www.byutickets.com or via (801)
422-BY U1. Both games will be broadcast

by KSL Newsradio, 102.7 FM/1160 AM.

Fredette is the 10th overall pick in the 2011
NBA Draft by the Sacramento Kings. He
finished his career a Brigham Y oung
University (BY U) asthe most decorated
player in school history, including winning
the AP Player of the Y ear Award. A firgt-team
All-American, Fredette received nationwide
acclaim last season as he led the country in
scoring at 28.9 points per game and guided
BYU tothe NCAA Sweet 16.

-

WJimmer Fredetté "'Photo courtesy of Octagbn
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Letter from the Executive Director

I’'ve enjoyed standing up for youl!

ear Members: VEDA will soon

have a new executive director,

and | want to take this opportunity
to tell you what a privilege it has beento
stand up for you during the past nine years.

Together with VEDA’s small and dedicated
staff, I’ ve fielded your descriptions of
struggles with concentration and other
disconcerting symptoms that seem so
difficult to define. Fruitless consultations
with physicians trouble you. Burgeoning
self-doubt and devastating assaults on your

character produce unnecessary complications.

Such hardship is the most important reason
that | find VEDA’s work to be so important.

During my tenure as executive director,
and as VEDA' s only full-time staff member
for much of that time, I’ ve aimed to create
useful educational documents about vestib-
ular disordersthat bring forward the often
unspoken and indirect effects of having a
chronic vestibular disorder. The subtlety
and “invisibility” of those effects belie the
magnitude of their impact on aperson. Itis
adistortion that I’ ve worked to unbend by
publishing straightforward information.

Thedistortion is aso what has motivated the
scientist in me to produce member surveys
about such things as disability determination,
support services, and the recent amazing
information featured in this newsl etter

about diagnosistime, referral to specialists,

character assumptions, recommended
approaches to improving diagnosistime,
effects on family and friends, and more. As
members, you' ve avidly wanted to help us
move forward—so it seemed natura to
compile your collected input as the data
we need to substantiate these i ssues.

Asaresult of thiswork, I’ ve not just
collected, analyzed, publicized, and testified
about your concerns, but together we' ve
also actually advanced public understanding
and produced evidence not to be ignored!

Our 2011 Advocacy Survey concluded
with this note: “Thank you for providing
VEDA with your valuableinsights.” On
surveys mailed back to us, some members
wrotein “Thank you for asking.” Thiswas
such arewarding message to me. You
deserve to be heard—and I’ ve been so very
pleased to listen to you and find ways to
broadcast your concerns.

Together we've built asolid and rich
platform for the new executive director to
use in advocating for you, side by side with
VEDA's staff. I'm excited about VEDA's
next steps and will watch for the furthering
of our steadfast commitment to integrity
and representation.

It's been a pleasure working for you!

LisaHaven, PhD
VEDA Executive Director
LH@vestibular.org
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Thank You

We thank the following individuals and organizations for their generous donations and pledgesto VEDA

received January 1 through August 1, 2011.

Balance Society
Planned Giving
Jeanette Welch

Patrons
$1,000 to $2,499
David Beal MD
and Alaska Dizziness
and Balance Center
Deanne Bonnar PhD
and Jim Bonnar MD
Becky and Lester Knight

Friends

$500 to $999
Anonymous (1 donor)
Alan Butchman

Advocates

$250 to $499

Anonymous (1 donor)

Caren Backus

Boston University School
of Social Work in honor
of VEDA Board President
Deanne Bonnar on the
occasion of her retire-
ment from 22 years at the
BU School of Social Work

Matthew Donachie

Virginia Feldman MD
and Hudson Valley ENT

Margaret Fitzpatrick PT DPT
and Willow Grove
Physical Therapy

Eduardo Gonzalez

Claire Haddad CFA

Fredric Pement

Nancy Waliszek-Messinger

Gerda Wassermann

Associates

$100 to $249

Anonymous (6 donors)

Stuart Berman

Greg and Marni Blake

Deanne Bonnar PhD

Robert Book

Paul Brandenburg

Charles Carroll

Virginia Casper PhD

Tim Centola PT

Marion Coughlin

Daniel Dell'Elce

Susan Donner

Christina Duncan

Vicki Galler MEd PT
and Wellesley Thera-
peutic Services

Kendra Gilkes
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Doris Graf
Lawrence Grobman MD
and South Florida
ENT Associates
Margaret Higgins
Merilee Holst
in honor of Rupangi Patel
John Hudson
Kip Hunter
Clifton Istre PhD CCC-A/SP
and Medical Hearing
Services
Jeremy Jacob
Marilyn Johnson
Richard Jorgenson
Doreen Karp
in honor of U.S. Military
service members
Ann Katz PT
in honor of Phyllis Nelson
Susan Kellett
Marilyn Kelley
Marguerite Kennedy
William Kepner, Jr.
Lawrence Kreicher
Rob Landel PT DPT
and Skill Works
Victoria LeFevre
Joel Lehrer MD
and Northern Jersey Ear,
Nose, & Throat Associates
Elaine Loomis
Suzanne Luzzi
with Prudential
Foundation
Patrick Marriott
with GE Foundation
Julie Marshall
in honor of Dr. John Epley
Gennaro Marsico
with Bank of America
Joseph McCarthy CPA
Cathleen McGarity
Hugh McLean
Grieke Moran
in honor of our soldiers
Deborah Munno
Iris Osman
Jack Owens
George Painter
Susan Paul
Mary Pawlak
Linda Roulier-Rogers
Molly-Jane Rubinger MSW
LICSW
Hamed Sajjadi MD FACS
and San Jose Ear and
Sinus Medical Center
Julian Samodulski DPT
and ProMet PT

Scott Sanders MD PhD
and Indiana Neuro-
ophthalmology &
Center for Balance

Margaret Schultz

Cheri Smith
in honor of my vertigo

Lewis Snitzer MD
in honor of Ada and
David Snitzer

Sociometrics Corporation
with Tamara Kuhn
in recognition of VEDA's
outstanding contribution
to our community

Neil Sperling MD FACS
and NY Otolaryngology
Group

Margaret Stika-Walsh

Victoria Tabor
in honor of
Deanne Bonnar

Janet Thompson MA FAAA
and Stillwater Hearing
Clinic

Lawrence Toole
with GE Foundation

Paul Vidal DPT

Shirley Votaw

Jack Wazen MD FACS
and Florida Ear
& Sinus Center

Lynne Zank

Fred Zemke

Barbara Joy Zywicke RN

Supporters
$50 to $99
Anonymous (12 donors)
Donald Abel, Jr.
Herbert Adelman
Susan Barniak
Susan Bartol
Brenda Berger
Sheila Bernard
Carol Bettendorf PT MS PCS
Danny Blackburn
Bea Borden
Teresa Brand
Sigrid Broderson
Sujana Chandrasekhar MD
and New York Otology
Jeanette Clark
Gaye Cronin OTD OTR
in honor of Claire Haddad
Gaye Cronin OTD OTR
in memory of Peggy Tiller
Jane Davis
James DeMaio
Judith Fallat
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Marlene Folse
Marcia Garb
Wendy Huck Godfrey
Meryl Gold
Robert Golden
Diane Graybehl
Claire Haddad CFA
in honor of VEDA
Board President Deanne
Bonnar’s retirement
from 22 years at
Boston University
Alice Hampton
Betty Hatch-Troseth
Lt. Col. Donna Heinz
Norma Jacob
in honor of Norm Martin
and Fred Jacob
Pat Jones
Lloyd Jordan
Maureen Kavanaugh
Donna Kelly
Linda Kipper
and Lawrence Stone
in honor of Ruth Stone
Kathryn Kittredge
Diane Lebovitz
Diane Lee
in honor of
Jennifer Voelker
Harriet Leslie
in honor of Gaye Cronin
Walter Lyon
Sue Maurer MD
in honor of Kaye Franklin
Elizabeth Merck
Allen Montecino, Jr.
Grieke Moran
Johanna Muglia
Joan Noguera
William Ottman
John Paljug
Dave Palmer
Molly Parrish
Kathy Lyn Pedersen
John and Merle Peterson
Brenda Popeo
Jim Probst
Helene Raab
Douglas Rehder AuD
and Rehder
Hearing Clinic
Luis Rey
Deborah Robinson
in honor of
Sue Whitney PhD
Tucky Rodrigue
Carol Schneider
Jerry Schnell
Patty Schultz

www.vestibular.org =

(800) 837-8428

Michael Seidman MD FACS
in honor of my wife,
Lynn Seidman

Claude Selitrennikoff

Elizabeth Skeahan

Rev Andrew Stanko
in honor of Anna Stanko

lla Starkey
in honor of Don Wilson

Janean Stellern

Barbara Strongin

C. Dana Switzer
in honor of
Jennifer Voelker

United Way
of Central Indiana

Renee Veloric

Karen Vulin

Gwen Waite
in honor of Johnny
T. Watson, Jr.

Maura Weldzius

James Wiley

LaVerne Wilson

Lottie Wolff

Brenda J. Young

Helga Ziegelmaier
in honor of people
with Méniere’s

Dawn Zimbal

Contributors

$10to $49

Anonymous (18 donors)

Susan Acosta

Francis Aiello PhD CCC-A
and Columbia Basin
Hearing & Balance Center

Neil Aiello AuD
and Columbia Basin
Hearing & Balance Center

Ronnie Alter

Jeannette Anderson

Margaret Arena-Bubel

Linda Bajkowsky

George F. Ballis
in honorof my son,
GeorgeT. Ballis

Lizbeth Barnea

Althea Barton

June Battaile

Tom Baumgartner PT MPT
and Pro Rehab Center

Bill Beeman

B. Richard Benioff

Patricia Biggs

Lucille Bocks

Richard Bolotin

Elizabeth Botts

Patricia Breglio
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Jo Jacquelon Briggs

Michael Brindisi

Janet Brown

Robin Brunton OTR CHT

Stanley Brush

Wallace Bryant

Anne Buchal

Patty Busa

Mary-Catherine Calvert
in honor of Earl H. DeLong

Sylvia Canessa

Robert Carr

Patti Cavaliere

Theresa Ceruti

Elizabeth Conerly

Rachel Corbett

Margaret Corjay

David Cosper

Carmela Cottone

Rosie Craig

Loretta Crowe

Rita Dallaire

Michael De Fazio

Stephanie Demjanec

Stephen Deutsch

Joseph DeVerna

Charlene Dolgos

Hannah Dorsey

Eugene Doty

Anita Drescher

Hilda Duncan

Betty Ann Duszynski
in honor of my VEDA
membership

Barbara Edwards

Serkiz Esmez

Ethel Feltham

Sarann Fierverker

Andrew Finkel

Judith Fis

Mary Elizabeth Foley

D. Christine Forlano

Bruce Franklin

Mary Jane Fritzen

Florence Greco

Jean Gustafson

Helen Hansen

Anne Hartnett

Joyce Havens

Alexander Hochheiser

Beverly Horn

Hugh Jacobs

Elizabeth Keul

Kris Lee King

Charles Kinzie

Frances Kirkpatrick

Donald Kirschner

Elizabeth Klein

Joan Kraus
Richard Kreuser
Tracie Lamb
Lois LaTorra
in honor of my
husband, Don
Sharon Leaf
Thomas Levins
Jill Lewis
May Lihtz
Janice Longshore
Helena Luchau
Janet Lutkin
Alice Marks
Richelle and Joe Marszalek
Antonia Matthew
Barbara McArn
Beth Ann McNeel
Christine Melcher
in honor of
Geneva Hargett
George Meyer
Karil Miller
Alan Moore
Edgar Moos
Deborah Morawski
Donna Morse
William Munsell
Christopher Murphy

Marcia Nichols
Roy Niebling
Margaret Obal
Sylvia Oberstein
Paul L. Olson
Stirling Peart
Martha Plotkin
Glenda Price
Elizabeth Prigge
Robert Primavera
Laurie Racey
Michael Reilly
Laura Renker

in honor of James

R. Nelson MD
Penny Rickard
Margaret Rieck
Robert Rivers
Bonnie Rostosky
Ottilie Sanders
Mirta Sarcona
Christina Schnurr
Eileen Segal

in honor of

Margareta Moller MD
Daniel Shapiro
Anna Shenk
Carol Shuss
Donna Sneed

Beverly Sontheimer
Gary Stanton
Brendan Stuart
David Sugarman
Nancy Lee Swearengen
Janis Tabor
Karen Thompson
Mitch Tilkin
Barbara Todd
Edward Twohill
Robert Ulmer
Robert Wagner
Mildred Walter
Gail Webb

in honor of

Deanne Bonnar
Margaret Werrell
Marilyn White
Andrea Williams
Burma Williams
J. Harold Williams
Janet Wisner
Gloria Zimmerman
Cathy Zosel-Offutt

In-kind donors
Christopher and Erin Cox

Letter from
a member

were only another way!

You Want Me to Do What?

ear VEDA: | just started vestibular
rehab therapy (VRT) and I’ m not
happy. Don’'t get me wrong—I'm
glad atreatment is available. | also know
that in order for me to manage my vestibular
disorder, | need to unclench my hands from
the chair arms, lift my head off the back
of the chair, and open my eyes. Oh, if there

I’m going to go out on alimb (only
figuratively, due to my balance problem)

and suppose that each of you is saying “tut-
tut” at my resistance while shaking your head
and ralling your eyes (only figuratively if
you're dizzy, of course). But really, many of
you reading this can also appreciate why it's
hard to sacrifice those rare “good” days for

some long-term progress out beyond the
horizon.

VRT is supposed to stimulate the vestibular

system in away that coordinates signals
coming from my vision, vestibular, and
proprioceptive systems. I’ ve done my
research—VRT is effective for alot of folks,
and | gather that it involves provoking the
dizziness and desensitizing me to it. Ah,
there' sthe rub: right now it seemslikethe “T”
in VRT stands for “torture.” Needlessto say,

I’m having difficulty complying with the
prescribed treatment regime. I’ m not proud.

On theLevel, Summer—Fall 2011 = Vestibular Disorders Association =

www.vestibular.org =

(800) 837-8428

Clinging to some semblance of my old self is
arespite vital to my sanity. It'saveritable life
preserver in the swirling vortex of an appar-
ently altered gravitational constant. So on
these better days, it doesn’t seem unreason-
ableto resist embarking on VRT exercises
that sometimes make me feel worse, even
momentarily. Alas, thisisfodder for internal

(continued on page 14)
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You Want Me to Do What? (continued from page 13)

guilt and external pressure from friends who
think I"'m not trying hard enough. To that |
want to shout “Hey! When you see me cling-
ing to alife preserver, do not confuse my
desire to avoid drowning with a preference
to stay in the water!”

emergency. It explains why I'm always wiped
out and why | do what | can to maintain
balance and disallow anything that increases
vertigo. My physical therapist says | balance
by swinging my hips so my head stays steady.
I’m also not above closing my eyes and
anchoring my head in a pillow or lurching
around with a stiff neck and shouldersin
order to fastidiously avoid moving my head.

It's natural to crave stillness
over movement when I'm
dizzy. Look at how animals
cope with injury. | once saw a

When you
see me clinging
to a life preserver,
do not confuse my

: _ The bad news is that such strategies under-
desire to avoid

friendly neighborhood dog drowning with mine my brain’s ability to register and

slink off into cover in nearby a preference coordinate signals from my vestibular

bushes after being grazed by a to stay in system. The good newsis, unlike aninjured
the water!

car. When his beloved owners
chased him down, he growled and nipped at
them. Hisfight-or-flight reflex compelled him
to find a protected place so that he could isolate
himself from all other stimuli in order to
manage the intense pain of his didocated hip.
Procuring necessary treatment for the injury
required finding a way to override that fight-or-
flight reflex.

Well, managing dizziness seems to involve
asimilar dilemma. Without a firm grasp on
where you exist in space, your core survival is
threatened and every minute feelslike an

animal, I'm capable of understanding
intellectually what | need to do to reduce
experiencing the chronic emergency.

And so, enough with the indulgence! But |

also think | deserve credit, too. Developing

a steely resistance to succumbing to total

disability could not have occurred without the

admirable fortitude that’ s hel ped me cope with

the vestibular symptomsin thefirst place.

Hmmm, perhaps there is some way | can use

that strength to get creative about tricking

myself into doing VRT. Any suggestions?
—Anonymous member

his year, Bret DiFrancesco received the

AbilityOne Award for Veterans with

Disahilities. The AbilityOne Program
isafederal initiative to help employ persons
with significant disabilities within a national
network of agencies contracting with the U.S.
government. Bret has permanent vestibular-
system damage from a 2006 blast injury in
Irag. The vestibular injury wasn't diagnosed
until 2007 when he noticed he kept losing his

On the Level, Summer—Fall 2011 = Vestibular Disorders Association =

Wounded Warrior Honored

balance and was angry and always hyper-
vigilant. Family members told him he was
“just no longer the same person.” After
retiring from the military on disability,

he found it difficult to make ends meet.
Eventually he found employment through
the AbilityOne Program. To view a short
video of Bret DiFrancesco talking about his
injuries and involvement in AbilityOne, visit:
www.youtube.com/watch?v=7sS1EGffOdc.
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JOIN THE CELEBRATION!

Balance Awareness Week XV

he fifteenth annual Balance Awareness
Week (BAW) takes place September
18-24, 2011. VEDA established
BAW in 1997 to raise awareness about the
importance of balance and inner-ear health
to general well-being and quality of life.
Millions of people are affected by inner-ear
balance disorders. However, getting effective
treatment is frequently complicated by the
challenge of diagnosing the specific source of
the problem. Theimpact on an individual’s
work, family, and personal life is often made
worse by the disorder’ sinvisibility to others.

VEDA keeps expanding how we celebrate
BAW so that it reachesinto all arenas.

This year we are thrilled to have the help

of Jimmer Fredette, who on August 22
announced a charitable basketball event,
Jimmer’s All-Stars Presented by Zions Bank,
and designated a portion of the proceeds to go
to VEDA to help fund our nationwide aware-
ness campaign. (See the story on page 10.)

In addition, many clinics and support groups
around the U.S. and the world participate by
offering free balance screenings, providing
public Q& A sessions, and hosting presenta-

tions by medical specialists. VEDA promotes
the wonderful work of these clinics online so
that as many people as possible know about
these great opportunities. If you work for a
clinic or support group and you would like us
to advertise your 2011 Balance Awareness
Week event, please send an e-mail with

details to kedenner@vestibular.org.

Board member Sue Hickey also urges usto
advertise the BAW specia-event pricing of
her book Finding Balance: Healing from

a Decade of Vestibular Disorders. During
BAW, purchasers receive 30% off the $19.95
price (shipping and handling charges are
additional) when buying it from her publisher
at demoshealth.com and entering code
SSVEDA30 at check-out. This code only
works for purchases made at the publisher’s
site, not elsewhere (such as at amazon.com).
To learn about pricing on bulk orders, e-mail
rsantana@demosmedpub.com. [Editor’ s note:
VEDA does not benefit financially in any
way by the sales of Sue's book, and Sue has
relinquished her royalties to her publisher

for al books sold with the pricing

advertised here]

Balance Awareness Week XV

pptember 18529, 204"

Sponsored by the Vestibular
Disorders Association (VEDA)
' PO

On the Level, Summer—Fall 2011 = Vestibular Disorders Association = www.vestibular.org = (800) 837-8428

Inner-ear balance disorders
occur across all walks of life.
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