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The statistician will be set-

ting up and running stats on

the survey results. When
statistics are compiled, they
will be shared with Dr. Pa-
parella, Dr. Graupner, Dr.
Jung to see what they think
are the best ways of report-
ing the data. Survey author
Jim Hainlen will write his
thesis, then begin writing
articles based on the data.
Here is a general summary
of the results:

There was remarkable simi-
larity in the age when the
disease first strikes peo-
ple. More females re-
sponded than males. The

progression of the disease is
similar. Fewer people have

had endolymphatic sac sur-
gery than suspected. For
most, the surgery has been
positive. People are taking
over 30 different medica-
tions that fall into 5 catego-
ries: antiemetics (for dizzi-

ness), diuretics, anxiolytics-

benzodiazepanes (anxiety),

steroids, allergy medication,

and other (pain, antidepres-

sants, endocrine medication,

herbal medications).

Most people by 55-60 years
of age are not work-

ing. Most people who are
not working had to stop
early because of M¢é-
niere’s. A high percentage
of people have or are work-
ing on getting disabil-

ity. Very few people have

tried the Meniett Device and

only one person said it was
highly effective. Doctors

spend virtually no time
talking about exercise or
general healthy liv-

ing. There is a very high
level of dissatisfaction with
many ENT's. When M¢-
niére’s people find a good
ENT they are grateful and
feel strongly that this doc-
tor is a partner in helping
them to cope with the dis-
ease. Family doctors are
judged to be mostly un-
helpful and surprisingly
many times harmful to pa-
tients, particularly on an
emotional level.

Those people with Mé-
ni¢re’s who try to, or do
exercise regularly are typi-
cally more positive about
their lives. Those people
who do no exercise are
more likely to write long
paragraphs with a much
more depressed view of
their lives. Many M¢é-
nicre’s people suffer be-
cause they perceive that
they are putting their
spouse or partners in a bad
position because they con-
stantly need their physical
assistance to get

around. Plus they turn to
them for emotional sup-
port. They worry about
what this will do to the
long-term relation-

ship. The subject of inti-
macy came up several
times and it is difficult to
approach sexual intimacy
with the uncertainty of M¢-
niere’s. The answers on
visual and motion percep-
tion lacked similarity al-

though most people with a
certain level of Méniére’s
found motion and depth
perception to be trig-

gers. Weather change was
almost a 100% trigger for
a Ménicre’s attack or
would worsen one already
in progression. Tinnitus is
seemingly not quite as
devastating as ver-

tigo. People are more able
to learn to live with tinni-
tus. Many spouses/
partners who answered as
the non-Ménigcre’s person
answered the tinnitus sec-
tion (but did not answer
the other questions). It

1s more common to have
tinnitus symptoms and
when severe, tinnitus
causes loss of sleep and
takes a huge emotional
toll.

People who do not have

a Méniere’s support group
in their area desperately
want a group where they
can talk to someone in
person - not an on-line
support group.

Once a Méniere’s at-

tack starts most people
report that nothing can
stall or stop it. There were
many ways people have of
dealing with it. The most
common is to lie down,
make the room dark,

and try to rest or

sleep. Some people use
ice packs but most peo-
ple get chilled and have to
put on extra clothes or put
on a blanket. Some



Survey Summary (continued from page 1)

are able to do relaxation rou-
tines/meditation and for a very
small percentage that

helps. Most people feel lucky to
make it to a bed or the floor and
meditation is out of the ques-
tion. Pain was more common
than expected. Generalized
headaches, headaches in a spe-
cific location , burning sensa-
tions, and chest pain were com-
mon. Crying and tears affect
some people. Stress, worry, and
exhaustion were strong triggers
for almost everyone. Diet played
a role for many, but most inter-
esting was that several re-
sponded that having one beer
helped with dizziness.

Most people do not have a sys-
tematic way to catalog

their Méniere’s symptoms. Most
do not think chiropractic, ho-
meopathic, or acupunc-

ture makes a difference. Mas-
sage feels good and relaxes the
body - so many people get regu-
lar massages but they do not feel
it changes the symptoms.

Walking is by far the most com-
mon exercise with treadmill or
stationary bike also com-

mon. Many people use light
weights to maintain

strength. Again they do not feel
it changes the Méniére’s but it
changes their mental outlook and
also keeps the body stronger so
falls are not as common for
them. Many have tried balance
exercises but have given

Meniere’s Resources, Inc. Annual Meeting

up. Very few people do eye ex-
ercises. They get dizzy just try-
ing to move their eyes and the
day is wrecked. People who do
Tai Chi or Yoga feel strongly
that it helps their mental attitude
but doesn't improve Ménicre’s.

Those who have deeply held re-
ligious beliefs feel that prayer
and faith help them get

through. Other people were dis-
missive and said it was of no
benefit.

Some people report they have
developed a greater empathy for
people with chronic dis-

ease. They also report greater
appreciation for good days and
an acceptance of bad days.

The 2008 Annual Meeting for
our non-profit organization will
be on Sat., November 8, at 7
p.m. Central Time.

We will be meeting electroni-
cally as our By-Laws permit to
review the year, receive financial
reports, plan for upcoming

“Staggered” CD

events and pro-

Everyone is invited to

jects, and elect of- Annual Meeting participate; the meeting
ficers. November 8. 2008 is open to the public.
If you would like Your input is appreci-

to participate or
have an item for
our agenda you may contact us
at info@menieresresources.org

7 p.m. Central Time

ated and every person
makes a difference.

Join us on November 8!

The Méniere's Jazz CD is still in
production. Given the fact that
most of the musicians involved
have Méniere's Disease, hearing
loss, or a form of vestibular im-
balance, our eager goal to have
had the project completed by
summer was a bit ambitious.

We hope to have the CD avail-

able in time for Christmas.

If you would like to pre-order
your copy of “Staggered”, they
are available for $20.00
(includes postage for US cus-
tomers only). This CD is dedi-
cated to those with Méniére's
Disease and other vestibular

disorders. A portion of the pro-
ceeds will be donated to
Meniere’s Resources, Inc.

For more information on how to
pre-order your copy or for infor-
mation about “Staggered”,
please email Stacey Nyborg,

Stacey(@staggered.biz
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Tinnitus Tinnitus

Tinnitus

What is Tinnitus?

Tinnitus represents one of

the most elusive mysteries
facing audiologists and other
hearing health care profes-
sionals. It is one of the clas-

sic symptoms of Méniére's
Disease (along with rota-

tional vertigo, fluctuating
hearing loss, and aural fullness.)
Tinnitus refers to a auditory per-
ception not directly produced by
an external sound. It can range
from high pitch to low pitch,
consist of multiple tones or just
noise (no tonal quality at all). It
may be constant, pulsed or inter-
mittent. It may begin suddenly,
or come on gradually. It can be
perceived in one ear, both ears,
or in the head.

Who has Tinnitus?

As many as 50 million adults
experience tinnitus, with more
than 10 million seeking help for
the condition. Occurrence is in-
creasing due to exposure to loud
noise from music and people in
the military.

Because tinnitus is subjective,
two individuals may report simi-
lar tinnitus characteristics yet be
affected in significantly different
ways. The severity of tinnitus
and how it affects one’s life is
largely influenced by the indi-
vidual’s reaction to the
tinnitus. Many tinnitus
sufferers report interfer-
ence with sleep, con-
centration, and attention
to detail. Some are de-
pressed and anxious.
Many people with tinni-

/

Consult your doctor or an audiologist who is knowledgeable

about tinnitus to help manage your tinnitus.

tus also suffer from hyperacusis,
an inability to tolerate even mod-
erate-level sounds. The onset of
tinnitus often coincides with a
change (emotional, physical or
social) in one’s life situation.
Tinnitus has both a physiological
and psychological component.

What treatments are available
for the Tinnitus patient?

While there is no known cure for
most forms of tinnitus, it is not
true that “nothing
can be done about
t.” It is important
to try to identify and
resolve a cause be-
fore deciding on the
management ap-
proach. None are universal
cures, but most tinnitus sufferers
can find varying degrees of relief
from one or a combination of the
following.

Counseling. A trained profes-
sional will help the patient deal
with the stress, distress and dis-
traction associated with
tinnitus. One method
employed is cognitive-
behavioral therapy.

Hearing Aids. Amplifi-

Manage stress, learn to - cation of background
relax, and maintain

composure

sounds may reduce the

Educate yourselfabout the
nature of tinnitus and methods
for managing and relieving your

associated problems.

loudness of tinnitus or even
mask it. In addition they
may help by relieving stress
associated with hearing
loss.

Masking. The use of an
externally produced sound
to cover up, inhibit or alter
production of tinnitus can offer
temporary, partial or complete
relief for some tinnitus sufferers.
Sound-producing devises, table-
top sound generators, CDs and
tapes may help.

Medications. There is no single
medication that works for all pa-
tients. Some antidepressants and
anti-anxiety medications help.
Consult your physician.

Stress Manage-
ment. The close
relationship be-
tween stress and
tinnitus disturbance
underscores the
need to maintain one’s compo-
sure and logic when trying to
manage tinnitus.

Support Groups. Groups offer a
forum for sharing experiences
and useful strategies with others.

Alternative Approaches. There
is no scientific data showing
consistent benefit from hypnosis,
acupuncture, homeopathy, vita-
mins, or chiropractic; though
some reports indicate benefit.
Your physician should be kept
appraised of any of these treat-
ments you are using.
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MENIERE’S RESOURCES,
INC.

8831 Ditzler
Kansas City, MO 64138

E-mail: info@menieresresources.org

Print your own Méniére's brochures:
http://www.menieresresources.org/
Resources/Brochures

Low Sodium Recipes:
http://www.menieresresources.org/
Resources/RecipeOfTheMonth

We're on the weh
www.menieresresources.org

Service Dogs

Meniere’s Resources, Inc. is a non-profit, educational and

charitable organization under section 501c3 of the Internal

Revenue Service Code. We have the goals of raising public

awareness about Méniere's Disease and providing support and

encouragement to those suffering from Méniere's or other vesti-

bular disorders.

Looking for a Unique Christmas Gift?

Shop at the Meniere’s Resources Store! We have photography,
Meéniére's awareness items, art, crafts, jewelry, oil bottles, CDs
and the proceeds go to Meniere’s Resources.

It’s a great way to shop on-line, save time and travel and contrib-
ute to a good cause. Check it out!

http://www.shopmenieresresources.highpowersites.com/page/

page/5207322.htm

Assistance Dogs service about
20,000 people in the United
States. More than 60 non-profit
programs train and place these
dogs nation-wide.

A Hearing Dog is specially
trained to assist a person who is
deaf or hard of hearing primarily
in the home setting. The dog is
trained to respond to sounds
such as a smoke alarm, baby cry,
doorbell, alarm clock, car horn,
computer beeps, etc. and alert
his or her deaf partner that these
sounds have occurred. Some
hearing dogs also are trained to
work in public settings. Some
hearing dogs master additional
tasks, enhancing communication
between family members.
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Service Dogs have public access rights under ADA.

Applicants are screened and in-
terviewed. If you are accepted,
your name will be placed on a
waiting list. When a dog that
seems to be a “good match” for
you is available, you will need to
go for training classes yourself.
These generally last several
weeks. Costs for the fees for
dog and training vary by agency.
You must be able to travel to the

training site and expenses for
travel and meals are your re-
sponsibility. A graduation cere-
mony completes the training
process.

A Balance Dog is specially
trained to assist people who use
canes or crutches by lending
balance support or stability.
They may also assist those who
fall in getting back on their feet
by providing a stable support
when a person is not available.

They can also assist people in
walkers or wheelchairs by re-
trieving dropped objects or pull
open doors. They also provide
assistance in a medical crisis.

Check the internet for Service
Dog training in your area.



