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*Eebruary 1, 2009

1<OFFICIALS ADDRESS> .
* < 2<CONTACT PERSON AND DEPARTMENT> .
:<ADDRESSS> :

N 3
N

1 # | :Dear <OFFICIALS TITLE AND NAME>;
EThe people of <YOUR LOCALITY> would like to request your assistance again this year H
=to raise awareness and educate the general public about an important health issue — =
3 multiple chemical sensitivity (MCS).

*Here are a few documented and published facts about MCS:

e Several studies published petween 1993 and the present suggest that at least 48 million
men, women, and children in the US report various chemical sensitivities. Seventy 3
percent of these people have not been diagnosed properly by a health care provider. :

« Brain scans show reduced biood flow to the brain of MCS subjects when under chemical
exposure.

e« Numerous physiological abnormalities have been identified in MCS subjects, including
prain inflammation, oxidative stress, excitotoxicity, cardiac and airway disease, auto-
immune disorders, and many others.

o Mast cell activation and disorders of porphyrin metabolism have been linked to MCS.

e Genetic differences relating to detoxification processes are present more often in those
with MCS than those without.

« Studies have shown that avoiding inciting chemicals and proper environmental control is
the most efficacious treatment known to date. Ninety-five percent of patients report
improvement upon practicing avoidance and 94% report improvement upon moving to a
chemical free living space.

*

EThe people of <INSERT YOUR LOCALITY> request a proclamation to declare May
=2008 as Multiple Chemical Sensitivity Awareness and Education Month. Suggested text
1is attached.

iThank you in advance.

L
.
=Sincerely,

1YOUR NAME

iYOUR ADRESS

iYOUR PHONE NUMBER
YQUR EMAILAPPR

IIIIIIIIIIllllIIIEISISIIlllllllIIIIIIIIIIIIIIIlllllllIIIIIIIIIIIIIIIIIIIIIIIE



W’HEREAS people of all ages in <YOUR LOCALITY> have developed 1nult1ple chemical :
: sensltwﬂy (MCS) as aresult of exposure to toxic chemicals and irritants in the environment: and

EW’HEREAS,, MCS 1s recognized by the World Health Organization, the Americans with :
:Disabilities Act, the Social Security Administration. the Environmental Protection Agency, and :
:the U.S. Department of Housing and Urban Development. as well as other state and federal
tgovernment agencies and commissions who support the health and welfare of the chemically :
§i11j ured: and :

: WHEREAS, MCS 1s a chronic condition for which there 1s no known cure; symptoms include :
:chronic fatigue, muscle and join pains, rashes, asthma, headaches, and other disabling respiratory :
:and neurological problems; and

§W’ HEREAS, MCS can cause major financial, employment, learning, health, housing, and social :
:consequences for those who have this disability: and

EW’ HEREAS, reasonable accommodations and information about MCS can provide opportunities =
: for people with the disability to enjoy access to school, work. public facilities, and social settings :
:where they can continue to contribute their professional skills. ideas, creativity, abilities. and :

Elmowledge; and

EW’ HEREAS: people with MCS need the support and cooperation of family, friends. coworkers,
:and society as they manage their condition and adapt to a new lifestyle: :

ENOW' THEREFORE., I, <OFFICIALS NAME, TITLE=>, of <YOUR LOCALITY>, do hereby
:proclaim May 2009 as: :

Multiple Chemical Sensitivities Awareness Month

éIn <YOUR LOCALITY>, and I urge all citizens to support understanding, education, and i
:research into the causes, diagnosis, treatment and prevention of MCS. :

Official SEAL

Signature:
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Dear Health Care Provider;

May is Multiple Chemical Sensitivity Awareness Month. Enclosed please find some
information sheets and a free continuing education opportunity for your nurses.

= General Letter: To Health Care Providers-Government officials & the Public

2 Abstract: 1999 Consensus

: Abstract: Page 1 from the March 2007 American Journal of Nursing Article
called Multiple Chemical Sensitivity in the Clinical Setting by
Carolyn Cooper MPH.RN-BC

Brochure: No Scents Makes Sense from the Lung Association on the hazards
of Perfume and other scented products in the workplace and how
to create a scent free workplace

Publication: Understanding & Accommodating People with Multiple Chemical }
Sensitivity by international expert and author Pamela Gibson s
PLD

Proclamation: Hawaii State Recognizes Toxic Injury

Publication: Tips for First Responders

Continuing Ed: Free 1.2 CEU’s for Fragrance Free! Creating a Safe Health Care
Environment from the Massachusetts Nursing Association

Materials: Complimentary Scent Free Zone Signs (can be photocopied and
used with permission from the copyright owner)

2 Please free to pass this information on to other staff personal. especially health care
= providers.

EAdditional Information can be found at:

» MCS America WWiW.N1C5-aMerica.org

Thank you,
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i <ADDRESS>
{ <PHONE>
s <EMATIL>
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General letter to Health Care Providers, Government Officials, & the Public

Sensitivity (MCS). MCS affects as much as 30% of the population world wide, from mild to severe symptoms to even
death. (1)

MCS: A 1999 consensus stated that MCS 1s:

. A chronic condition

- with symptoms that occur reproducibly

. to response to low levels of exposure

. to multiple unrelated chemicals that

. improve or resolve when trigger chemicals are removed, &
. symptoms occur in multiple organ systems (2)

O Lh e L D e

MCS is a debilitating chronie illness for which there is no known cure. It 1s sometimes called Environmental Illness
(EIL), Chemical injury (CI) and Toxic Injury (TI) or Toxicant Induced Loss of Tolerance (TILT), but it has many
different names_ (3)

The usual cause of MCS is by a single massive exposure or repeated low level of exposures to toxic chenucals and
other writants m the environment MCS is triggered by exposures to chemucals in the environment. Reducing
exposures to chenucals by trving to avoid known triggers to reactions is therefore the best way for people with MCS
to considerably reduce the impact of this devastating and socially 1solating illness. Some examples of triggers are car
exhaust, diesel, scented air and car fresheners, gasoline, paint, newspaper 1k, glue/adhesives, dryer sheets and fabric
softener, synthefic chemicals derived from petroleum found in fragrances like cologne or perfume, hair spray, varnish,
pesticides, solvents and many, many more. (2)(4)

The symptoms experienced by sufferers are unique and vary widely between individuals. Chemicals commonly found
1 scented and solvent based products trigger symptoms which include: nugraine headache; asthma; severe fatigue: flu
like symptoms, vomiting, nausea; muscle and joint aches; muscle weakness; depression; anxiety; mental confusion
and nability to concentrate: mental loss: rashes; gastrointestinal distress, Irritable Bowel Syndrome (IBS); balance
problems, dizziness; loss of smell or acute sense of smell; itchy and burning throat and eyes with visual problems;
sinus congestion; bladder problems; insommia &/or sleepiness; tremors; paresthesia or loss of sensation; hypotension
or decrease in normal blood pressure; chest pain &/or uregular and rapid heartbeat; famting; serzures; and emotional
disturbances such as unexplained anger and crymg. (4)

MCS 1s highly misdiagnosed with psychiatric illnesses because many do not look sick with this illness. Chemicals
trigger many different symptoms in the various physiological systems of the body. Consequently, MCS 1s also
commonly misdiagnosad as Fibromyalgia (FM) or Chronic Fatigue Syndrome (CFS). (5)

MCS 15 recognized by Federal Governmental agencies, mcluding the Social Security Admimstration (SSA), World
Health Orgamzation (WHOQO), Environmental Protection Agency (EPA), US. Department of Housing and Urban
Development, as well as other state and federal government agencies and commissions.(6)
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Multiple Chemical Sensitivity: A 1999 Consensus

Archives of Environmental Health v.54, n.3 May/Jun99

ABSTRACT

Consensus criteria for the definition of multiple chemical sensitivity (MCS) were first identified in a
1989 multidisciplinary survey of 89 clinicians and researchers with extensive experience in, but
widely differing views of, MCS. A decade later, their top 5 consensus criteria (1.e.. defining MCS as
[1] a chronic condition [2] with symptoms that recur reproducibly [3] in response to low levels of
exposure [4] to multiple unrelated chemicals and [5] improve or resolve when incitants are removed)
are still unrefuted in published literature. Along with a 6th eriterion that we now propose adding
(i.e.. requiring that symptoms ocecur in multiple organ systems), these criteria are all commonly
encompassed by research definitions of MCS. Nonetheless, their standardized use in clinical settings
1s still lacking, long overdue, and greatly needed—especially in light of government studies in the
United States, United Kingdom, and Canada that revealed 2—4 times as many cases of chemical
sensitivity among Gulf War veterans than undeployed controls. In addition, state health department
surveys of eivilians in New Mexico and California showed that 2—-6%, respectively, already had been
diagnosed with MCS and that 16% of the civilians reported an “unusual sensitivity” to common
everyday chemicals. Given this high prevalence, as well as the 1994 consensus of the American
Lung Association, American Medical Association, U.S. Environmental Protection Agency, and the
U.S. Consumer Product Safety Commission that “complaints [of MCS] should not be dismissed as
psychogenie, and a thorough workup is essential,” we recommend that MCS be formally
diagnosed—in addition to any other disorders that may be present—in all cases in which the 6
aforementioned consensus criteria are met and no single other organic disorder (e.g., mastocytosis)
can account for all the signs and symptoms associated with chemical exposure. The millions of
civilians and tens of thousands of Gulf War veterans who suffer from chemical sensitivity should not
be kept waiting any longer for a standardized diagnosis while medical research continues to

investigate the etiology of their signs and symptoms.

AS RESEARCHERS AND CLINICIANS with experience in the study, evaluation, diagnosis, and/or
care of adults and children with chemical sensitivity disorders, we support the stated goal of the
National Institutes of Health 1999 Atlanta Conference on the Health Impact of Chemical Exposures
During the Gulf War “to fully characterize the nature of multiple chemical exposures within the Gulf
War veteran population and to relate this characterization to what is known about Multiple Chemical
Sensitivity (MCS) and related conditions and disorders within civilian populations.™(1) Based on
research conducted by state and federal government agencies, we already know that MCS is one of
the most commonly diagnosed chronic disorders in civilians and the most common—Dbut still largely
undiagnosed—disorder of any kind in Gulf War veterans of the United States.



In statewide telephone surveys of randomly selected adults, conducted by health departments in
California in 1995 and 1996 and New Mexico in 1997, investigators found that 6% of adults in
California(2) and 2% of adults in New Mexico(3) indicated that they had already been diagnosed
with MCS or Environmental Tllness, whereas 16% in both states said they were “unusually sensitive
to everyday chemicals.” When randomly selected adults in other states were asked if they were
“especially sensitive™ (instead of “unusually™ sensitive), one-third consistently maintained that they
were.(4-6)

Among Gulf War era veterans, data from the largest random survey presented by the U.S.
Department of Veterans® Affairs (VA) in 1998 (based on questionnaires completed by 11 216
deployed to the Gulf and 9 761 nondeployed) show that 5% reported chemical sensitivity among the
nondeployed personnel and 15% reported the same among the deployed.(7) Other VA researchers
report much higher rates—but the same 3-fold difference—in a smaller random sample of VA
hospital outpatients: 86% of ill veterans deployed to the Gulf complained of chemical sensitivity,
compared with 30% of undeployed ill veterans.(8) In the only study in which MCS was specifically
assessed among veterans selected randomly from the VA Registry, investigators found 36% of 1 004
met common research criteria for MCS.(9) Among randomly selected Department of Defense
(DOD) personnel who remain on active duty, two larger studies by the Centers for Disease Control
found slightly lower—but still significant—2.1- and 2.5-fold increases in the prevalence of self-
reported chemieal sensitivity among those deployed to the Gulf, compared with those who were not
deployed. In the “Towa” study, in which the prevalence rates for deployved and nondeployed
individuals were 5.4% and 2.6%, respectively, investigators used a detailed questionnaire to assess
“probable MCS.”(10) In the “Pennsylvania™ study,(11) in which prevalence rates were 5% versus
2%, respectively, only one “yes/no™ question was asked about chemical sensitivity. Canadian Gulf
War veterans reported only approximately one-half the prevalence of MCS (2.4%), but nevertheless
this was 4 times more than their controls.(12) Even in the United Kingdom where MCS is little
known, Gulf War veterans report being diagnosed with MCS at 2.5 times the rate of military
controls.(13)

Clearly, there is a significant need for a standardized clinical definition of MCS and a
comprehensive clinical protocol that VA, DOD, and other physicians can use to evaluate it. We
recommend to our colleagues and the sponsors of the Atlanta Conference—the Department of
Health and Human Services’ Office of Public Health and Science, the Centers for Disease Control
and Prevention, the National Institutes of Health, and the Agency for Toxic Substances and Disease
Registry—that MCS be formally defined for clinical purposes by the top 5 “consensus criteria”
identified in a 1989 survey of 89 clinicians and researchers who had extensive experience in MCS
but who also held widely divergent views about its etiology.(14) Included were 36 specialists in
allergy, 23 in occupational medicine, 20 in “clinical ecology,” and 10 in internal medicine and
otolaryngology. We would add only that symptoms associated with chemical exposures must
involve multiple organ systems, thus distinguishing MCS from specific single-organ system
disorders (e.g., asthma, migraine) that also may meet the first 5 criteria.



Consensus Criteria for MCS

The following consensus criteria for the diagnosis of MCS were gleaned from the study by
Nethercott et al.(14) (funded in part by grants from US NIOSH and US NIEHS):

1. “The symptoms are reproducible with [repeated chemical] exposure.”

2. “The condition is chronic.”

3. “Low levels of exposure [lower than previously or commonly tolerated] result in
manifestations of the syndrome.”

4. “The symptoms improve or resolve when the incitants are removed.”

5. “Responses occur to multiple chemically unrelated substances.”

6. [Added in 1999]: Symptoms involve multiple organ systems.

Given the only other explicit consensus ever published on MCS—the 1994 statement of the
American Lung Association, American Medical Association, U.S. Environmental Protection
Agency, and U.S. Consumer Product Safety Commission, that “complaints [of MCS] should not be
dismissed as psychogenic, and a thorough workup is essential” (ALA 1994)—we recommend that
MCS be diagnosed whenever all 6 of the consensus criteria are met, along with any other disorders
that also may be present, such as asthma, allergy, migraine, chronic fatigue syndrome (CFS), and
fibromyalgia (FM). MCS should be excluded only if a single other multi-organ disorder can account
for both the entire spectrum of signs and symptoms and their association with chemical exposures,

such as mastocytosis or porphyria, but not CFS or FM, which are not so associated.

To assist physicians who are unfamiliar with the evaluation of MCS, we recommend that clinical
protocols include walidated questionnaires for screening and characterizing chemical
sensitivity,(15,16) a list of overlapping disorders to consider in the differential diagnosis of MCS,
and a list of signs and test abnormalities associated with MCS in the peer-reviewed literature
(summarized by Ashford and Miller(17) and Donnay(18)). Although no single test is yet considersd
diagnostic of MCS, those suggested by signs, symptoms, or history may be helpful in treating and
tracking the disorder.

The presentation of MCS may vary greatly among cases and over time. Some individuals are totally
disabled by severe symptoms suffered on a daily basis, for example, whereas others are disabled
only minimally by mild symptoms suffered occasionally. We, therefore, recommend that any clinical
diagnosis of MCS be characterized and followed over time using quantitative and/or qualitative
indices of life impact or disability (e.g., minimal. partial, total): symprom severity (e.g., mild,
moderate, severe): symptom frequency (e.g., daily, weekly, monthly): and sensory imvelvement
(identification of which sensory pathways—olfactory, trigeminal, gustatory, auditory, visual and/or
touch, including perception of vibration, pain and heat or cold—show altered (+/—) sensitivity and/or
tolerance for normal levels of stimuli. either chronically or in response to particular chemical

exposures).



For research purposes that require greater homogeneity, we encourage investigators to refine the
consensus criteria for MCS with whatever additional mneclusion or exclusion eriteria they believe are
needed to test their hypotheses. The indices and domains that are used to characterize and select both
cases and controls in MCS research should be fully reported so that results from different studies can

be compared and their broader applicability assessed.

Given the significant overlap in clinic populations of MCS with both CFS and FM, as well as the
need to better understand the relationships between these disorders,(19—21) we recommend that all
“solicitations™ and “requests for applications™ issued by federal agencies for human research into
any one of CFS, FM. or MCS direct investigators to sereen for all three (regardless of their selection
criteria, which need not be affected) and to report their results in these terms. There is a precedent
for this: the National Institute of Arthritis and Musculoskeletal Disorders routinely requires that in
studies of fibromyalgia investigators must sereen for and report any overlap with temporo-
mandibular joint disorder. CFS, FM, and MCS research could all benefit from greater collaboration,
and so we welcome the Congressional initiative of Senator Tom Harkin to earmark $3 million of the
DOD’s 1999 Gult War illnesses research budget for multidisciplinary studies of CFS, FM. and MCS
together (solicitation 074& & &-9902-0005 issued 2/12/99) to better understand both their overlaps
and differences. We recommend that such three-way studies be solicited by all federal agencies
funding CFS, FM or MCS research.
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Overview: Multiple chemical sensifivity
[MCS) is a condition in which people
experience a broad array of symptoms in
reaction to exposure fo frace amounts of
common chemicals. Symptoms are maost
often friggered by odors, typically affect
many systems, and can ronge from a
runny noss fo difficulty breathing and
heart palpitations. The cause of this condi-
tion is unclear and there is no universal
consensus on how to diagnose or freat if.
MCS aftlicts millions of Americans,
although its pravalence is difficult to estab-
lish reliably. Theories of causation include
both the physical and the psychogenic.
This article .begins with @ case studly,
describes the curent research on MCS,
and offers recommendations o guide
nurses when treating these patients in the
hospital.
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Continuing Education

By Carolyn Cooper, MPH, RN-BC

Multiple Chemical
Sensitivity In the
Clinical Setting

Although the cause and diagnosis of this condition
remain confroversial, the patient's concerns
should be heeded.

he change-of-shift report I received on Rodger

Norris (see photo, facmg page) was straightfor-

ward, Our medical-surgical unit was providing

postoperative care after bladder surgery to releass

a restriction that had been causing urine retention.
Although Mr. Norris’s record displayed an unusually long list
of allergies—including aspirin, the sulfonamide drugs, iodine,
celecoxib (Celebrex), peanuts, and petrochemical products—
my curiosity wasn't piqued until the day-shift nurse concluded
her report.

“By the way, Mr. Norris tells us that he has a condition
called ‘multiple chemical sensitivity,” and he somerimes wears a
respirator mask,” she said. “His wite will check you before you
enter his room to see if be needs to put it on.™

Meither of us had heard of this condition; I began research-
ing it that night, but reliable information was hard to find, and
tor the course of his stay Mr. Norris instructed us in how best
to accommodare his condition. When | made my rounds, his
door was closed. A handwritten sign taped below his room
number advised that no one was to enter anless his wife first
granted permission. When I knocked, she came out, closed the
door behind her, and paolitely asked me to submir to whar she
called a “sniff test.” She admitted me to the room after she’d
confirmed that I was “scentless”—I had no discernible scent
from perfume, soap, lotion, er hair products. (She later told me

Carolys Cooper is an RN with experience in modical-surgical, pediatric, and
emergency nirsing. She lives in Chatham, IL. Conrtact author: caroly.cooper_
miph_rn@yahoo.com. The author of this article has no significant tes, financial
ar athenvise, to any conapany that might have an intevest in the publication of
this educational activity
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