Member Spotlight:

How and when did you learn that
you had MCS?

| was diagnosed with Toxic Encephalo-
pathy. | learned about it in May of
1997, after being exposed to formalde-
hyde in the cadaver lab at SW College
of Naturopathic Medicine in Tempe,
AZ in 1996. Then | had short term
ozone related pulmonary problems
from the ozone generator given to me
at the school, which was intended to
remove and clear the fragrance.

What has changed in your life as
a result of this illness?

| was unable to finish naturopathic
medical program and suffered the loss
of major social events (black tie func-
tions, political rallies, grand openings,
fund raisers), concerts, discos, dining
out, traveling, spur of the moment ac-
tivities, skiing, roller skating, sitting on
the patio on a spring night, getting into
anyone's vehicle, renting a car, going
out in a limo, visiting friends at a mo-
ment’s notice, carrying a “small” pock-
etbook, going for a walk, going into
medical facilities (doctors office, PT,
hospitals), church/temple accessibility,
visiting sick friends, participating in the
legal system, having hair or nails done,
going into  professional  offices
(accountants, etc.), going into book-
stores, and going into a public rest-
room.

| also lost 36 points on my IQ and

have short term -';i
memory problems, |
aphasia  (impaired
ability to produce
and/or comprehend
language), aphonia
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at times), and fluctuating energy levels.
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Now, | have to provide toiletry kits to
anyone coming over or to whom |
visit. | carry a pocketbook with my
respirator, acupuncture needles, and
numerous vials of homeopathic reme-
dies in case of reactions. These are
my life support at times. | always have
to try to explain to people that | do
have a disability and | am entitled to
accommodations even though | do not
carry a "card" identifying myself as be-
ing disabled. | am often told "You
don't LOOK disabled"

| have to constantly tell people "No,
you can't come in; you have fragrances
on" and suffer with hearing the ever
standard response of, "l only put a lit-
tle on this morning" or the ever popu-
lar "I can't go out without my per-
fume."

| have learned to "sniff" everything to
make sure it's not toxic. | purchase
clothes and have to let them hang for
months to off-gas before wearing
them. | often have to wash my clothes
numerous times because they picked
up someone's fragrance and it became
embedded in the fabric.
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The mere idea of trying to travel in-
volves packing every possible thing to
make sure exposures are minimized
(hepa filters, 02, homeopathics, bed
linens, towels, acupuncture books,
shower filter, liquid zeolite). | con-
stantly have to try to find foods to eat
at restaurants that do not have the
more common ingredients that | am
allergic to. Finding that elusive place, |
am sitting there eating a meal and
then the fragrance assault comes waft-
ing in and | have to either leave or try
to change seats to avoid those pa-
trons.

People refuse to understand that
things such as perfumes which are
"safe" could make someone sick. | am
constantly educating people at their
request and then they turn around
and still use the “poisons”.

What have you learned as a re-
sult of having this illness?

l, like the rest of the population, had
been conditioned by Madison Avenue
to believe that we need to be chemi-
cally doused in order to interact with
society and rather than
find the source of the of-
fending odor
we automatically mask it
with synthetically created
fragrances to appease our
sense of smell. This even
carries over into the medi-
cal community. Why look
for the cause of the symp-
tom, just take a drug to
resolve it. Have an expo-
sure? It's a panic attack;
take an anti-anxiety
pill. Then they will deal

with any possible side effects by pre-
scribing another drug to mitigate
those symptoms. | also found out
that a portion of the medical commu-
nity does not subscribe to the tenet
"Primum non nocere" (First do no
harm).

We are all living in the ultimate
chemical experiment without our
consent or knowledge.

The body gives out subtle signals that
something is out of homeostasis and
we need to take notice, not wait until
it is more overt. The human body
intuitively seeks to maintain homeo-
stasis and we need to "heed" this mis-
sion, not irritate or ignore it.

I understand you are quite an ac-
tivist in the community. What
drives this passion?

Blame it on my father's Brooklyn
street upbringing and my prim and
proper mother insisting that | act like
a lady... what a dichotomy! | had it
instilled in me, that if | am right,
to stand up for myself and don't let
anyone get in my way. | do not ac-
cept the word “no”, if | see that it is
not in my best interest. This probably
has given me the drive to go for what
| want to achieve.

Just because one has a title or alpha-
bet soup after their name does not
automatically mean that | have to pay
them homage. People have to usually
earn my respect, not demand that it
be granted because of a title. A de-
gree/titte  does not  automati-
cally ascribe the moniker of "the ulti-
mate expert on everything".
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Prior to 1998, | never saw, or would
ascribe, the term activist to myself. It
started to blossom when | applied for
social security benefits and saw
the fraud in the system. Apparently,
the employees in the Nevada system
did not recognize chemical injury as a
true illness and they were trying to
get me to agree to see "their" doctor,
who was a psychologist with no train-
ing in chemical injury and was under
the impression that with psychother-
apy my condition would be re-
solved. | was forced to involve my
congressional representative who was
informed by Social Security that they
wanted to give me the benefits but |
had to do it their way.

After explaining to my representative
how they were trying to “help me”,
she understood why | was bucking the
system. | wrote Social Security a let-
ter stating | wanted to be denied and |
wanted to disclose how they falsify
diagnoses. They then sent my file to
the regional office which also could
not make a determination and it was
forwarded back east. They came back
with the determination, "either she
gets the evaluation or it's denied”.
Now my claim was given to the Social

Security Bureau Chief and she agreed
to find a doctor to evaluate me with
the qualifications to determine my
real illness.

| wanted them to pay for Dr. Ray-
mond Singer to do the evaluation, but
they refused, saying that they are
only "allotted" x-amount of dollars
per claimant. | agreed to interview
one who was not associated with
them and grilled him on his train-
ing. He actually agreed to do the
evaluation without charge as he had
never really dealt with anyone who
was chemically injured and he was
willing to learn about it. | agreed to
go thru the neuron-cognitive testing
and was able to achieve a true diagno-
sis of toxic encephalopathy. Now, the
state of Nevada had a template to fol-
low in order to assess others who are
chemically injured, rather than auto-
matically identifying them under
a psychosomatic disorder-.

The training | received in the bureauc-
racy from Social Security was the
foundation for my current environ-
mental activist mission against the
makers of the perfume who caused
me to become permanently and irre-
versibly disabled. | made the life alter-
ing mistake of walking into a depart-

_ ment store and was assaulted by a

woman whose job was to "spritz" eve-
ryone with the fragrance. That one
application was the end of my health.
| have never been accused of being
"demure" in my vocal tone. When |
scream "NQO", it could wake the dead
and considering | was only four feet
from her, she claimed she didn't hear
me. The amount of lies and falsifica-
tion of documents to the courts
amazed me.



PAGE 8

| obtained documentation through the
Court’s discovery process that proved
without a shadow of a doubt, my asser-
tion that the product is dangerous
and there had been no unbiased inde-
pendent testing. Their own laboratory
testing showed the product causes ocu-
lar cell necrosis. Their attorney said
that it's not unusual for a large company
to have different Material Safety Data
Sheets (MSDS) for each department
within the company. They had two
MSDS’s of which the first was more
thorough than the second in reporting
hazardous material content, though
both neglected to mention the ocular
cell necrosis and flash point.

That one single exposure undid all the
work | did to regain 85% of my health
back, ruining my future, and has driven
me to go after them with a vengeance.
The FDA will be rolling their eyes with
all the mislabeling violations | have dis-
covered, such as peanuts in suntan lo-
tion, eye irritants in eye make up re-
mover, skin sensitizers in skin lotions.
etc.

If 1 waited for accommodations for
those who are chemically injured here
in Nevada, | would be absolutely
trapped in my home. Now we have
some  businesses, medical facili-
ties, court buildings, restaurants who
are familiar with chemical injury and
they will accommo-
date. It's not 100% but,
they do follow my re-
quests.

One hotel actually went
so far asto purchase
hepa filters and built
movable stands for them
in case someone with El
wanted to eat in their
restaurants or see a
show. Now, since the

county passed a no-smoking law in res-
taurants, they pump in fragrances into
the HVAC systems of hotels and casi-
nos to mask the smell of smoke.

| have approached a disability associa-
tion here to get all the hotels and casi-
nos to place signs on all their entrance
doors that use pumped in fragrances or
other air fresheners, "We use Fra-
grances in our HVAC systems". This
will stop us from going into a place and
immediately getting exposed to the in-
flux of fragrances pumped into the
air. As far as | am concerned this is a
completely reasonable and non-
intrusive accommodation. | discovered
the one sentence that will get their at-
tention every time, "Ok, I'll just file a
federal ADA complaint against you for
refusal to provide reasonable accom-
modations".

What is the funniest thing that has
happened to you related to this
condition?

| had just moved back to Vegas and was
sitting in my doctor’s office one
day. Prior to this | had met a woman
from one of the discussion groups who
lived in Vegas who also had chemical
injury, but we never met face to face as
we were trying to figure out how to
find a "safe place" to meet. While sit-
ting in the office, a lady was there get-
ting an allergy shot. | noticed that she
had a really severe case of eczema. So
later on that night, | was talking to my
friend about this. | said "If | ever get
like that just SHOOT me". She
asked me to describe the person, so |
did. My friend broke into a very deep
belly laugh and stated "That was
me". To this day, we still laugh about
that "woman".  She is now a major
person in  my chemical injury
support system. | discovered that God
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has a funny sense of humor. Case in point, | swore after | took organic
chemistry for the second time, | would never ever again deal with organic
compounds, functional groups, etc. and now, it's on a daily basis.

Would you like to share anything else?
Benefits of being chemically injured:

I. Meeting an extremely diverse group of people who under normal
circumstances | probably would never have had the opportunity
to meet.

2. Learning who your real friends are.

3. Discovering that people you have met thru discussion groups are
very willing to assist others when they ask for help or assistance.

4. Worldwide support system where the only "appearance" of that
person is usually the characters on a computer monitor.

Drawbacks of being chemically injured:

I. People are very selfish and self-centered. If it does not involve
them they do not care.

2. Medical professionals need to go back to school and learn that the
MD after their name is not for "Minor Deity" and they are not the
ultimate authority on your body. The patient knows their body and
therefore, doctor’s should put their ego aside and listen to the pa-
tient as they might actually learn something useful. The patient is
the best barometer regarding their health.

3. Never give credence to those who will not listen when you try to
explain your illness at their request.

4. We are all fighting the same war and there is no room for egos.
We have too many individual platoons that need to work together
and become one, thus presenting a united front.

Angel De Fazio, B.S.A.T., President
National Toxic Encephalopathy Foundation www.ntef-usa.org




