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In this qual i ta tive study, the authors asked respon dents with mul ti ple chem i cal sen si tiv ity
(MCS) in an open-ended ques tion how hav ing the con di tion affected their iden ti ties.
Authors then exam ined responses for themes, which they dis cuss within the frame work of
crit i cal the ory. Emer gent themes included loss of a sta ble, famil iar per son al ity, loss of self-
posi tion ing, emo tional sup pres sion to meet oth ers’ expec ta tions, rede sign ing the planned
life, forced growth, strug gling with sup port, dis cov er ing the spir i tual self, and iden tity
reconsolidation. The authors com pare find ings with pub lished works on adjust ment to
chronic ill ness and other delegitimized ill nesses, find them to be fairly con gru ent, and then
dis cuss prob lems regard ing cul tural accep tance of MCS as a condition caused by chemical
exposure.
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Chronic ill ness poses major life dif fi cul ties for those affected. Indi vid u als must
not only endure the debil i tat ing effects of dis ease but also must rec on cile their

ill ness and pos si ble inabil ity to work, par ent, and main tain rela tion ships in keep ing
with the val ues of our achieve ment-ori ented soci ety. Charmaz (l983) dis cussed the
dimin ished sense of self that results from the life restric tions, iso la tion, and “dis -
cred ited def i ni tion of self and becom ing a bur den” that are cor re lates of chronic ill -
ness (p. 170). Altschuler (1997) and Goodheart and Lan sing (1996) expanded on the
theme of iden tity change in response to chronic ill ness and the pro cess by which
peo ple expe ri ence alter ations in self to inte grate changed health sta tus. Altschuler
sug gested that indi vid u als main tain two sep a rate selves: an ill self that copes pri -
vately with the demands of the ill ness and a “well” self for pres en ta tional pur poses.
Goodheart and Lan sing pro posed a model wherein adap ta tion to ill ness is marked
by the grad ual experience of first disorganization and then reorganization of self.
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These pro cesses might be par tic u larly prob lem atic for those with ill nesses that
are unrec og nized or poorly under stood by most peo ple, includ ing health pro fes -
sion als. One such con di tion is mul ti ple chem i cal sen si tiv ity (MCS), also referred to
as chem i cal injury (CI), envi ron men tal sen si tiv i ties (ES), chem i cal hyper sen si tiv ity,
and envi ron men tal ill ness (EI). MCS has been dis cussed in the lit er a ture in terms of
symp toms (Ash ford & Miller, l998; Bell, l992; Bell, Peter son, & Schwartz, l995; Lax & 
Henneberger, l995), diag nos tic mark ers (Heuser, Wojdani, & Heuser, l992), poten -
tial cau sa tion (Bell, l992; Davidoff & Fogarty, l994; Meggs, l995a, l995b; Miller, l996;
Pall, 2003), inci dence (Caress & Steinemann, 2003; Lax, l998; Meggs, Dunn, Bloch,
Good man, & Davidoff, l996), socio log i cal sig nif i cance (Ash ford & Miller, l994;
Kroll-Smith & Floyd, l997; Lipson, 2001), and acces si bil ity to the built envi ron ment
and pub lic pro grams (Mol loy, l992). It is thought to occur through the two-stage
pro cess of sen si ti za tion and trig ger ing. Through sen si ti za tion, peo ple become intol -
er ant of com mon chem i cals as a result of one mas sive expo sure, such as a pes ti cide
appli ca tion or chem i cal spill, or fol low ing low-level chronic expo sures to com mon
toxi cants, such as in sick or “tight” (enclosed) build ings. Symp toms are then trig -
gered by expo sure to a vari ety of chem i cals, includ ing those found in clean ers, per -
fumes, pes ti cides, paints, form al de hyde, and oth ers (Ash ford & Miller, l994;
Randolph & Moss, l982). In addi tion, some peo ple can react to foods, light, touch,
sound, elec tro mag netic expo sures (e.g., micro waves, wire less equip ment, cell
phones), and/or nat u ral sub stances such as pol lens and molds. Trig gered symp -
toms might range from mild to life threat en ing and can affect any bodily sys tem,
includ ing respi ra tory, diges tive, neu ro log i cal, endocrinological, musculoskeletal,
or car dio vas cu lar. Peo ple attempt to avoid symp toms through chem i cal avoid ance,
which, in turn, poses the prob lem of loss of access to pub lic envi ron ments in which
expo sures might be encoun tered. Peo ple with MCS report los ing access to work,
edu ca tion, oth ers’ homes, and, at times, even their own homes because of com -
monly used chem i cals, such as pes ti cides, clean ers, smoke, fra grances, and paints,
that pro voke symp toms (Gib son, Cheavens, & War ren, l996). The con di tion seems
to over lap con sid er ably with both chronic fatigue syn drome and fibromyalgia
(Buchwald & Garrity, l994), and some health pro vid ers believe the con di tions to be
related or to be one ill ness with dif fer ent man i fes ta tions. The three con di tions are
poorly under stood by the med i cal pro fes sion and share a delegitimized sta tus.
Caress and Steinemann (2003) found that MCS affects 12.6% of the pop u la tion and
cuts across gen der, race, socio eco nomic status, and age groups. A smaller group
(3.1%) had been diagnosed medically. In addition Neutra, Kreutzer, and Lashuay
(l999) found that 3% of the population report having electrical sensitivities (ES).

Despite con sid er able dis cus sion and con tro versy regard ing MCS, very lit tle
atten tion has been given to indi vid u als’ sub jec tive expe ri ences with this con di tion.
Indi vid u als with MCS expe ri ence dif fi cul ties with work, finances, med i cal care,
hous ing, parenting, pub lic access, and rela tion ships, and they com monly report
per sonal dis tress as a result. For exam ple, two thirds of a sam ple of 305 peo ple with
MCS had lost or been forced to leave their jobs because they were no lon ger able to
tol er ate com mon chem i cal expo sures such as per fumes, heat ing sources, and pes ti -
cides (Gib son, Cheavens, et al., l996). Work accom mo da tions are dif fi cult to acquire
and incon sis tently offered even when granted (Gib son, 2003). Gib son, Cheavens, et
al.’s (l996) respon dents reported that med i cal care was dif fi cult to find, that they
had endured con sid er able iat ro genic harm because med i cal pro vid ers would not
take their sen si tiv i ties seri ously, and that they avoided cer tain types of med i cal care
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because they feared that some treat ments would exac er bate their sen si tiv i ties.
Finances had dwin dled because of the inabil ity to work, and a num ber of peo ple
had endured peri ods of home less ness. Those with hous ing were often home bound
because of their need to avoid expo sures to lawn chem i cals, heat ing fuels, con struc -
tion smells, and other tox ins. In a later study, Gib son, Cheavens, and War ren (l998)
found that peo ple with MCS reported low lev els of social sup port and con sid er able
con flict with both fam ily and friends regard ing their requests that others help them
avoid chemical exposures by making personal changes, such as giving up the use of
fragrances.

The life hard ships of those with MCS are shared by per sons with other de -
legitimized ill nesses. Per sons with chronic fatigue syn drome and fibromyalgia
have described sim i lar neg a tive effects on employ ment, finances, social rela tions,
fam ily roles, and men tal health (Ander son & Ferrans, l997; Kelly, Soderlund,
Albert, & McGarrahan, l999; Tuck & Wallace, 2000); visit numer ous phy si cians
and often are psychologized (Green, Romei, & Natelson, 1999; Lehman, Lehman,
Hemphill, Mandel, & Coo per, 2002); and dem on strate poor qual ity of life (Mar ti nez
et al., 2001; Price, Prince, & Edsall, 2000; Schweitzer, Kelly, Foran, Terry, & Whit ing,
1995; Van Heck & De Vries, 2002; Wassen & Hendrix, 2003).

Despite these reported hard ships, the voices of those with MCS are rarely heard
in the debate. Kroll-Smith and Floyd (l997) inter viewed 121 per sons with MCS and,
in a book based on qual i ta tive method, sit u ated the MCS body as overtly chal leng -
ing the con tent, struc ture, and own er ship of med i cal exper tise in late cap i tal ism.
Per sons with MCS are seen as adopt ing the ratio nal lan guage of sci ence to describe
and explain what con ven tional med i cine can not: their bod ies’ reduced abil ity to
func tion in the face of chemical exposures.

Two other pub lished qual i ta tive stud ies to date address this pop u la tion. Lipson 
(2001) addressed self-care in an ethnographic study based on per sonal inter views
and found that per sons with MCS relied on sys tems of self-care that included man -
age ment/lim i ta tion of chem i cal expo sures, active and pas sive detox i fi ca tion, and
emo tional care via find ing mean ing in the expe ri ence. Chircop and Keddy (2003)
inter viewed women with MCS using a life his tory approach within an ecofeminist
frame work and iden ti fied four rel e vant gen eral themes. Inter view ees dis cussed the
prob lem of indi rect expo sure (through oth ers includ ing fam ily mem bers), bur den
of proof (hav ing to pro vide proof of real ill ness), seek ing ref uge, and expe ri enc ing a
change in value sys tem. Lipson under scored the impor tance of lis ten ing to the
voices of those with MCS, par tic u larly in our cur rent con text that lacks val i da tion
and includes “frank disbelief” (p. 114) regarding this condition.

In this arti cle, we describe a study we under took to inves ti gate changes in iden -
tity that might occur as a result of cop ing with a poorly under stood and largely dis -
missed con di tion. In addi tion, we sought to illu mi nate the per sonal phe nom en ol -
ogy of cop ing with MCS for help ing pro fes sion als and oth ers who inter act with this
pop u la tion in the hope of ignit ing inter est in the socio log i cal, polit i cal, and medical
aspects of the condition.

CRITICAL THEORY APPROACH

We were spe cif i cally inter ested in the effect of MCS on the self-struc ture and iden -
tity of those who expe ri ence it. We used the crit i cal the ory par a digm to answer the
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ques tion of how hav ing MCS would cause changes in one’s sense of iden tity and/or 
con cep tu al iza tion of self. We define iden tity as one’s under stand ing of self, includ -
ing one’s skills, val ues, social posi tion ing, pur pose in life, and impact on oth ers.
Crit i cal the ory is based on the assump tion that a par tic u lar soci ety’s knowl edge and 
insti tu tions are con structed by the mem bers of the soci ety and are, there fore, not
objec tive or tan gi ble but influ enced by dom i nant cul tural pres sures (Comstock,
l994; Kincheloe & McLaren, 1994). It aims to pur sue trans for ma tions of oppres sive,
sub or di nat ing, or mis con ceived infor ma tion through the use of cur rent struc tural
and his tor i cal con texts (Guba & Lin coln, 1994). Social under stand ing is a pre req ui -
site for social change. Crit i cal the ory strives for social change through a pro cess of
enlight en ment, which takes the form of a dia logue between researcher and research
par tic i pant (Comstock, 1994). Thus, we used the crit i cal the ory par a digm to shed
light on the unac knowl edged, mis con ceived, and delegitimized iden tity changes in
indi vid u als with MCS. We used writ ten ques tion naires in an attempt to under stand
this marginalized group’s social positioning by providing a forum for the ex pres -
sion of voices unheard in mainstream medical discourse.

Based on the wide geo graphic dis tri bu tion and severe health dif fi cul ties expe -
rienced by many poten tial par tic i pants for the study, we deter mined that the ques -
tion naire for mat was the most effec tive method for gath er ing the wid est pos si -
ble range of responses. Severely injured indi vid u als would find par tic i pa tion in
face-to-face meet ings impos si ble because of the pres ence of fra grances and other
chem i cals out side of their home bound envi ron ment. In addi tion, given the geo -
graph ical dis tri bu tion of infor mants, travel costs would have been pro hib i tive.
Although phone inter views would have allowed for direct dia logue between
partici pants and research ers, the writ ten for mat allowed for a large out reach that
might have been pro hib i tively expen sive given the num ber of par tic i pants. In addi -
tion, some per sons with MCS have dif fi culty with tele phones due to plas tic, mold-
inhib it ing chem i cals in the mouth pieces, and elec tri cal, radio, or mag netic fields.
They also might have difficulty maintaining enough physical energy for an ex -
tended conversation.

METHOD

Participants

As part of a lon gi tu di nal study of the life impacts of MCS, 203 adults (178 women
and 25 men) responded to an open-ended ques tion on how their sense of iden tity or
self had changed as a result of hav ing MCS. Stud ies pub lished to date from the
larger pro ject have exam ined life dis rup tion (Gib son, Cheavens, et al., 1996), social
sup port (Gib son, Cheavens, et al., 1998), and hope (Gib son, 1999). Ini tially, we
recruited 305 per sons through news let ters tar geted to this pop u la tion, sup port
groups, and phy si cians’ offices, and from a ran dom sam ple of one third of the mem -
ber ship of the Chem i cal Injury Infor ma tion Net work (CIIN), a non profit edu ca -
tional and advo cacy orga ni za tion. The 268 per sons will ing to par tic i pate in future
stud ies received a 2-year fol low-up sur vey that included the essay ques tion on
iden tity. Of these, 203 returned the sur vey. Much of the attri tion was due to relo ca -
tion, as per sons with MCS have dif fi culty find ing and main tain ing safe hous ing.
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Despite our attempt to keep con tact with par tic i pants via change-of-address forms,
a sub stan tial num ber of per sons had moved with out con tact. In the pres ent work,
88% of the par tic i pants are women. Par tic i pants responded from sources as fol lows: 
26.9% from CIIN; 20.4% from the National Eco log i cal and Envi ron men tal Deliv ery
Sys tem (NEEDS), a large mail order busi ness sup ply ing goods to those with aller -
gies and sen si tiv i ties; 17.4% from the Human Ecol ogy Action League (HEAL), a
national sup port orga ni za tion for those with MCS; 7.5% from the National Cen ter
for Envi ron men tal Health Strat e gies (NCEHS), a national advo cacy group; 8% from 
other smaller sup port groups; 2% from phy si cians’ prac tices; and 16.9% from
“other” (likely recruited by indi vid u als who had par tic i pated in the study). Of the
infor mants, 23 described the level of the sever ity of their con di tion as mild, 67 as
mod er ate, 77 as severe, and 34 as dis abling. Two infor mants did not rate their level
of sever ity. At the time of data col lec tion, only 23% were still employed. The mean
age of the infor mants was 47 (SD = 10.32), and the mean age at which they began to
have symp toms was 32 (SD = 12.92). Infor mants had been ill a mean of 15 years
(SD = 13.32), and it took them an aver age of 8 years to iden tify the cause of their con -
di tion. A major ity of the respon dents (92%) were Euro pean Amer i cans. Five per cent 
were Native Amer i can, and 3% were Latino or Latina, Asian, or other. Fifty-four
per cent of the infor mants were cur rently mar ried, 17% were sin gle, 21% were
divorced or sep a rated, and 5% lived with a part ner. Forty-nine per cent attrib uted
their ill ness to one iden ti fi able chemical exposure, and of these, 60% said it had
occurred in the workplace. Seventy-five percent lost or had to change employment
because of their MCS.

Procedure

As a com po nent of the larger fol low-up ques tion naire, infor mants responded to a
four-part, open-ended ques tion regard ing their sense of self. After receiv ing eth ics
approval from the uni ver sity insti tu tional review board, we dis trib uted ini tial mail
sur veys to those who responded to our request for par tic i pants. All ini tial par tic i -
pants pro vided informed con sent; those will ing to par tic i pate in future research
signed an addi tional state ment of their will ing ness to con trib ute to future stud ies
and pro vided con tact infor ma tion includ ing address and phone num ber. Two years
later, we sent those agree ing to par tic i pate in fur ther stud ies a ques tion naire that
included mea sures of hope, social sup port, life sat is fac tion, involve ment in advo -
cacy work, and short answer ques tions about med i cal and den tal needs. The open-
ended identity question specifically asked

How has hav ing MCS/CI affected your sense of iden tity or sense of self? How are
you dif fer ent as a per son because of this con di tion? Are there parts of your self that
do not get expres sion? How do you deal with this?

In con gru ence with crit i cal the ory tra di tion, the writ ten ques tion naire for mat as 
well as the con tent of the ques tion naire itself allowed for the active par tic i pa tion of
the research par tic i pants. The open-ended ques tion naire incor po rated some flex i -
bil ity into the for mat, in that respon dents could com plete the ques tions in their own
time. We did not bring a pre planned hypoth e sis to the study to test dur ing the
course of the research.
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We num bered sur veys and sep a rated them from con sent forms when received,
keep ing both in a locked closet to which only the first author has a key. Research
assis tants saw only the num bers when access ing and cod ing the sur veys. Thus, the
study had both con fi den ti al ity and anonymity.

Responses var ied in length. One respon dent answered with a ques tion mark, 1
with the words “I don’t know,” and 3 asserted in one sen tence that MCS had not
changed their iden ti ties. The remain ing responses var ied from a half-page to four
pages in length, with 35 answers being lon ger than one page. We used theme anal y -
sis as a guide for iden ti fy ing com mon themes in the respon dents’ essays. We read
and reread responses, clas si fied emer gent themes, and resolved dis agree ments
among research ers through discussion.

Once cat e go ries were sat u rated, we com pared our find ings to those in other
stud ies of chronic ill ness, research descrip tions of other marginalized con di tions
such as FM and CFS, per sonal biog ra phies and auto bi og ra phies of per sons with
MCS (e.g., Berkson, l996), sto ries that high light cop ing in MCS news let ters, and
other per sonal accounts given to the first author in 10 years of research ing MCS. We
also asked sev eral respon dents and advo cates in the field who com mu ni cate with
large num bers of per sons with sen si tiv i ties to eval u ate and respond to our descrip -
tions of themes in the arti cle. Two advo cates pro vided very detailed edit ing of the
entire manu script in addi tion to feed back regard ing the themes. All who pro vided
feed back felt that the themes appro pri ately cap tured the expe ri ences of those with
MCS. One participant, who is also a researcher, said,

I read through the doc u ment and felt that I could totally iden tify with every thing
that was said—It felt won der ful to read, I felt val i dated and legit i mized—how
amaz ing! All of these same things that I feel about my loss of work, loss of rela tion -
ships, loss of health, loss of so many things, are reflected in this paper.

Two advo cates had the con cern that the arti cle might overrepresent the pos i tive
adjust ment to MCS to the exclu sion of those who are not able to find growth in the
con di tion. In addi tion, they pointed out that we had not heard from or rep re sented
those who had died from the con di tion through sui cide, fatal reac tions, or sec ond -
ary com pli ca tions, such as not being able to use tra di tional med i cal inter ven tions
such as che mo ther apy. One advo cate wanted it known that although there are no
offi cial tal lies, she is aware of 39 peo ple who have died because of MCS.

The research ers are an aca demic psy chol o gist who has stud ied the life impacts
of MCS for sev eral years from a dis abil ity per spec tive (and is thus trusted by the
MCS com mu nity not to impute psy cho log i cal cau sa tion) and four stu dents with an
inter est in health and dis abil i ties. These stu dents have grad u ated. One is now a res i -
dent in oste op a thy, one is an occu pa tional ther a pist, one has a mas ter’s degree in
Amer i can stud ies and museum stud ies with a spe cial inter est in dis abil i ties, and
one is a mental health counselor.

THEMES

Respon dents’ essays embod ied eight major themes, which we cat e go rized into the
two major cat e go ries of loss and response to loss. Loss included the themes of the
loss of a sta ble per son al ity and a dis rup tion in the roles that con nect self with oth ers
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(loss of self-posi tion ing). Response to loss com prised six themes: the sup pres sion of
emo tions regard ing MCS in an attempt to appear “nor mal” and thus meet oth ers’
expec ta tions, the neces sity to replan a life around the dis abil ity, man da tory per -
sonal growth in response to deal ing with the ill ness, inter per sonal sup port, spir i -
tual sup port, and the reconsolidation of self that includes but is not overwhelmed
by the illness.

Loss

Loss of a Stable, Familiar Personality

The infor mants’ for mer sta ble self-per cep tions were dis rupted by unwanted and
intru sive changes in per son al ity and behav ior. “I went from a strong inde pend ent
woman into a fear ful depend ent one. I hate this” was the response of a woman who
expe ri enced a weak ened sense of self as a result of MCS. Sim i larly, a loss of inde -
pend ence was expressed in the state ments “I feel very ’needy’ and I was never that
way before.” One infor mant described her self as “more inner ori ented” as a result of 
MCS. Oth ers described feel ing self ish as a result of hav ing to focus on self-care:

I never thought of myself before. It was always my fam ily or some friends who
needed some spe cial atten tion. Now I must always con sider “How would this affect 
me?” I feel that I have become self-cen tered, but it is nec es sary to sur vive in any
hap pi ness.

Another infor mant stated, “I feel worth less and have a great loss of self-
esteem . . . I feel no sense of accom plish ment or pride in a job well done.” Many
described becom ing fear ful of pub lic expo sures and resented the need to research
numer ous details about envi ron ments before leav ing home. Life now required
exten sive plan ning to avoid expo sures. As part of this expo sure avoid ance, infor -
mants were repeat edly forced to explain the restraints of their con di tion to oth ers in
the course of their social inter ac tions. One infor mant related, “I hate explain ing why 
I can’t do some thing. I don’t like being dif fer ent.” In many cases, respon dents
expressed anx i ety about pos si ble expo sures to chem i cals such as per fume and
smoke at social events. This need to avoid such expo sures made some peo ple feel
that they had become intolerant of others’ habits.

One woman who described her con di tion as severe explained her inabil ity to
define clearly a sense of iden tity because of the direct inter ac tion and con stant effect
of chem i cals on her self-per cep tion:

How does one cope with an ill ness that is mind-alter ing? An ill ness that is fre -
quently influ enc ing and con trol ling your mind and actions. You get to the point of
not know ing what your per son al ity is any more. You know how you used to be but
since growth and change is a con tin u ing pro cess through out life how do you know
if it is you or the chem i cal influ ence? When I’m happy or sad I have to dou ble check,
am I happy or sad or is there a chem i cal near that is caus ing me to be happy or sad?
Do I have to leave the sit u a tion or can I stay? I am no lon ger a sep a rate entity. I am
what I am with the influ ence of the chem i cals now. I don’t like it at all. I do things
that I would con sider to be out of my usual char ac ter. It exag ger ates my ten den cies.
Peo ple set dif fer ent param e ters of behav ior for them selves which depend on what
sit u a tion they are in. Some char ac ter is tics of a per son’s behav ior are inap pro pri ate
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in cer tain cir cum stances. With MCS you some times lose the abil ity to reg u late your
behav ior to the sit u a tion you are in. Does that make sense? The mind is the most
important part of a person and MCS keeps messing with that.

Many expressed frus tra tion and anger over the sense of being robbed of their
famil iar and cus tom ary affect. One infor mant said, “MCS has deeply affected my
abil ity to enjoy life. It has stran gled my fun lov ing/kind/true self.” Some saw them -
selves as hav ing become more self-cen tered or even jeal ous and mean spir ited. For
exam ple, some described being envi ous of peo ple who could travel or go out in
pub lic with out wor ry ing about expo sures. In extreme sit u a tions infor mants
described the des per a tion of hav ing noth ing left to live for. One infor mant de -
scribed that she initially

planned on deal ing with it (MCS) by sui cide [but] changed my mind about that
course of action, but if a life threat en ing ill ness comes along, I def i nitely will not
agree to treat ment. I no lon ger get pap tests or mam mo grams.

Loss of Self-Positioning

Numer ous infor mants described a loss of self-posi tion ing or def i ni tion in rela tion to 
the exter nal envi ron ment. Per sons with severe sen si tiv i ties can not work or use their 
skills in their field of choice or enter places of wor ship because of chem i cal expo -
sures. Many described los ing their inde pend ence and rely ing on oth ers, mostly
fam ily and close friends, to gro cery shop, cook, or clean for them. The nar ra tives
embod ied descrip tions of restricted liv ing that pre cluded work, fam ily inter ac tion,
and recreational activities.

Argu ably, the most per va sive and influ en tial loss was related to work and/or
pro fes sion. Peo ple whose dis abil i ties were not accom mo dated at work lost their
live li hoods and expe ri enced, along with the mate rial losses, sub stan tial repo si tion -
ing as “one who does not con trib ute.” One woman wrote, “Because I am unable to
work, I feel like an out sider who is not con trib ut ing to the wel fare of my city, state,
coun try, and world.” In a soci ety in which work roles define a sub stan tial por tion of
self, peo ple strug gled to retain a coherent sense as separate persons.

Before MCS a great part of my iden tity was my occu pa tion. Because of my ill ness my 
employer let me go. I went from being a healthy, work ing mother and wife to an ill,
unem ployed, sep a rated per son. I am still a mother and I often feel that if I lost that
part of my iden tity I would have no rea son to exist.

In some cases in which the dis abil ity intruded early in a career, peo ple had
no sub stan tial vision of them selves as con trib ut ing work ers but had to pro ject/
imag ine how that might have evolved had they had the oppor tu nity.

I am an RN but had to give up that career in my early 30s because of migraines. The
sen sory (dis tur bance?) would start a few hours after on duty [sic] and the vom it ing
and severe pain a half-hour later. Nurs ing would have been a great career for me. I
love peo ple and I am empa thetic.

Peo ple dis cussed the lack of out lets for intel li gence, cre ativ ity, and train ing, and 
named a “sense of waste pro fes sion ally” or the inabil ity to “ful fill poten tial as a
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scholar.” One woman said, “I feel sad [that] my 3.8 GPA and effort has led me to
social secu rity not employ ment.” Another, also unem ployed stated,

I feel that my intel li gence is not being uti lized by not work ing. I still have much to
con trib ute and this part of me is not being expressed. I would like to work at home
but the com puter both ers me for long peri ods of time.

One woman with severe MCS described cumu la tive work-related loss:

I feel invis i ble and not in con trol of my life. I ignore all this the best I can. I have expe -
ri enced home less ness and loss of my life’s sav ings, loss of per sonal belong ings, abil -
ity to earn an income in which to sup port myself and hope for the future. My qual ity
of life is poor and limiting.

Fam ily roles were threat ened by peo ple’s inabil ity to pro vide for or inter act
with sig nif i cant oth ers as they once did. Some times, rela tion ship break-ups re -
sulted from the stresses of ill ness and restricted lives:

My mar riage is end ing. The main rea son is com mu ni ca tion prob lems/inabil ity to
dis cuss and resolve prob lems. The MCS was a big prob lem that my hus band
resented and he was n’t sup port ive of the treat ments I sought. He thought the whole
thing was “weird” and I needed a men tal health counselor.

Chil dren and sib lings, like wise, had dif fi culty under stand ing the dis abil ity.
When this occurred, women with MCS were extruded from fam ily roles:

I don’t see my chil dren, iden ti cal twin sis ter, brother, because of chem i cals—per -
fume, cig a rette smoke, and fab ric soft en ers to be spe cific! This just leaves me sad,
lonely and frus trated—and well as unloved—Would n’t they STOP using things
that make me sick if they loved me? I would for them!

Iso la tion was cited as a hin drance to mak ing new con tacts. One divorced
woman stated,

I really miss hav ing male com pan ion ship. The one I cared about very much and who 
really made every effort to under stand what was hap pen ing to me died in May ’92.
There won’t be any one else. No way to meet any one.

Rela tion ships were often not replaced; poten tial roman tic, attrac tive, and sex -
ual selves were ham pered by lack of energy, lim i ta tions in access, and changes in
per sonal appear ance. Peo ple related that oth ers would not be able to under stand
their needs. A woman with mild MCS, who was still work ing, explained,

I’ve stayed out of rela tion ships (roman tic) because I did n’t think any one would
under stand my needs. I’ve not had chil dren because of this ill ness. These have been
hard to deal with. Some times I grieve for the many losses I have had; it never seems
to end.

Women were often pre vented from pre sent ing them selves as attrac tive accord -
ing to West ern beauty stan dards due to ill ness-related appear ance changes. “I no
lon ger had the energy to make sure my clothes looked nice and get stains removed;
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the beau ti ful bleached blonde hair was no lon ger sen si ble because of the chem i cals
involved.” Thus, women deval ued them selves for fail ing to meet cul tur ally
imposed stan dards and imposed greater stresses on them selves in the pro cess. Fem -
i nists have been crit i cal of appear ance-related cul tural require ments for all women
regard less of body type or com fort, yet very lit tle atten tion has been given to
appear ance stress ors for women with chronic ill nesses. In the case of MCS, it
appears that women will endan ger their health in an attempt to main tain cul tural
appear ance ide als. For exam ple, many respon dents dis cussed engag ing in activ i ties 
such as wear ing makeup and get ting per ma nent waves despite the fact that the
chemicals involved caused them illness reactions.

Some times, an out growth of the inabil ity to meet stan dards of appear ance for
women was dif fi culty enter ing roman tic roles due to feel ings of inad e quacy. Some
felt par tic u larly dam aged by hav ing a “devi ant” appearance:

Recently I had my face cut open in an acci dent, it left an ugly scar. Very prom i nent,
very ugly. Since I can’t tol er ate cos me tics, even the nat u ral ones sup pos edly “safe”
in most MCS patients, I can’t even cover it up. For MCS patients even sim ple things
become mon u men tal. I can’t even ben e fit from a plas tic surgeon.

Even if women did make con tacts with oth ers, phys i cal ill ness inter fered with
“nor mal” sex ual func tion ing for some: “The hard est is the sex ual stuff. My sex ual
abil i ties have been very much impaired by dam age to endo crine sys tem as well as
fatigue. But I express my sex u al ity through water color paint ing and a pas sion ately
beau ti ful flower garden.”

In addi tion, the mate rial self or iden ti fi ca tion with mate rial pos ses sions was
dis rupted as peo ple were unable to tol er ate off-gas sing fumes from many items
such as new cloth ing, plas tics, print mate rial, and fur ni ture. Women wore tat tered
old cloth ing because they could not tol er ate new clothes. House hold items were
sac ri ficed and not replaced. Favor ite items such as antiques, paint ings, and floor
cov er ings were removed and replaced with less toxic (and, in some cases, less
attrac tive) items or with nothing at all.

Respon dents described cumu la tive losses with regard to self-posi tion ing that
left them to cope with out job, money, fam ily, or items of per sonal com fort. Peo ple
described being a lia bil ity to oth ers, hav ing no sense of accom plish ment, and mak -
ing no con tri bu tion to soci ety. In sum, they talked not about who they were but
about who they no longer were.

Responses to Loss

Emotional Suppression to Meet 
Others’ Expectations

A recur ring theme for respon dents was their strug gle to remain a part of main -
stream soci ety, even at the risk of their own health. Infor mants reported endur -
ing harm ful chem i cal expo sures in an attempt to remain “nor mal.” One per son
claimed, “One thing that helps me cope is denial, I pre tend that I’m not any dif fer ent 
from other peo ple.” Fear of alien ation dic tated the actions of some peo ple as illus -
trated in the fol low ing quote: “I’m always angry and frus trated with myself and
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oth ers. If I expressed this to peo ple reg u larly I’d be totally friend less. I have to stuff
most of my feel ings in order not to totally alienate others.”

MCS lacks cul tural val i da tion or under stand ing, and respon dents endured
social pres sures to main tain a par tic u lar pre sen ta tion: “I think it has affected my
self-esteem as I have trou ble deal ing with other peo ple’s spo ken and unspo ken
skep ti cism about the real ity of MCS. I find myself ques tion ing my reac tions and
feel ing embar rassed.” One woman described being per ceived “as a malin gerer or
hypo chon driac or some one with neu ro sis” when attempt ing to explain her con di -
tion to others:

Peo ple have a hard time under stand ing that fumes can actu ally make one ill, and
why not? It is hard for ME to under stand at times. I would much rather go with the
flow and not have to pay atten tion to such details.

Hav ing expe ri enced such reac tions from oth ers, many suf fer ers felt con strained 
in regard to com mu ni cat ing about their con di tion. “MCS/CI does not get expres -
sion to those around me. They’ve set bound aries not to talk about it.” Often, affected 
indi vid u als were unable to dis cuss their ill ness with oth ers, even fam ily mem bers.
One women who described her con di tion as severe stated, “Imme di ate fam ily
except hus band will not let me speak about my illness.”

The fear of psy chi at ric label ing inhib ited the behav ior of some: “I had to forego
per sonal help with emo tional (PTSD-related?) prob lems for about a decade due to
the crit i cal polit i cal neces sity of not seem ing like a ‘crazy’ EI.”

Thus, many felt forced to hide both their sen si tiv i ties and their emo tional
responses, instead pre tend ing to feel well to avoid the alien ation and iso la tion that
can come with being dis abled. One woman who was severely affected said,
“Through it all I always wear a smile and am cheer ful around oth ers while on the
inside I have a great big ache.”

Redesigning the Planned Life

Chronic ill ness demands that an afflicted indi vid ual undergo inces sant, unfore seen
life changes that require adjust ment. MCS poses a threat to one’s dreams, planned
goals, and over all lon gev ity. The unex pected nature and some times sud den onset of 
MCS requires dras tic mod i fi ca tion of an indi vid ual’s pro fes sional aspi ra tions, intel -
lec tual pur suits, and the evo lu tion of one’s per sonal life. One woman, who is dis -
abled from MCS said,

I was no lon ger in con trol in my old world. I had to develop a new world I could
 control. No lon ger could I improve the world by work ing with the young in a school
set ting—so I have become an activ ist with my hus band—for MCS.

The strug gle to incor po rate a chronic ill ness into one’s sense of self is depicted
in the fol low ing quote:

I sup pose I need to rede fine my def i ni tion of work to be more than just employ ment.
Work rede fined as being any task that I under take. I do take pride in any thing that I
do, what ever you do should be done to the best of your abil ity. With MCS some times 
abil ity is nil. What good is work if it does n’t have mon e tary value? How do I get
over my desire to be a pro pri etor or to at least be employed? If my way of think ing
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(what soci ety has taught me) is to judge worth on employ ment and I am unem ploy -
able, then what does that make me? I am not a con trib ut ing mem ber of soci ety. Occa -
sion ally I have anger towards a per son just for the fact that they are employed.
Although I find it quite dif fi cult to deal with the MCS symp toms, I some times feel
that I have a harder time deal ing with the fact that I am unemployable.

The loss of abil ity to travel com fort ably and safely can make it incon ve nient, if
not impos si ble, to visit friends and fam ily, main tain pro fes sional posi tions, or to be
a helper to oth ers. Often, the finan cial bur den of accu mu lated med i cal bills neces si -
tates a recon sid er a tion of one’s pre vi ous retire ment plans. In most cases, retire ment
dreams had to be altered dra mat i cally because of respon dents’ inabil ity to travel or
live in cer tain loca tions. MCS is also phys i cally chal leng ing. A sick, weak ened body
is unable to keep up with the phys i cal exer tion that many sports activ i ties demand;
thus, some thing as ordi nary as ath letic par tic i pa tion becomes impos si ble for those
who expe ri ence MCS. Deprived of choices and lim ited to a sol i tary way of life, per -
sons with MCS often experience drastic changes in every aspect of life.

Forced Growth

Infor mants described forms of per sonal growth that seemed forced on them by their 
health con di tion. Some described hav ing learned to accept help from oth ers and
hav ing had to become more asser tive in ask ing for such help or for accom mo da -
tions. Infor mants had to live more care ful and bal anced lives in terms of self-care,
exer cise, and diet because of new vul ner a bil i ties. Set ting firm per sonal bound aries
became nec es sary to avoid expo sures or fatigue from overexertion. One woman
with severe MCS and no lon ger able to work said, “Hav ing MCS/CI has cer tainly
forced me to acknowl edge and defend my per sonal bound aries.” Another, with a
moderate condition, said,

Today I take better care of myself—I lead a more bal anced life by work ing less, by
exer cis ing reg u larly (not com pul sively or exces sively), eat ing bal anced, slow ing
down my activ i ties, my own move ment. My whole exis tence is based upon bal ance
and rec og niz ing my bound aries (nei ther of which I under stand, let alone observe
during the exposure).

Part of respond ing to MCS in this way involved strug gling with the polit i cal
and eco nomic issues regard ing envi ron men tal con tam i na tion for per sons who
might not oth er wise have paid atten tion to this type of dis course. One woman said,
“It has been ruin ous in terms of nor mal career and income devel op ment. It’s forced
me into express ing polit i cal and eco nomic and social sta tus val ues that I’d have
likely left unex plored.” Another described, “I have become a polit i cal per son . . . I
con tact leg is la tors and as I get worse due to pol lu tion I get no help, express my ideas
more rad i cally.” This forced move ment led many to adopt a new self-def i ni tion of
“activ ist,” a role that does not ade quately express the work ethic or sat isfy the West -
ern cultural definition of success.
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Interpersonal Support

Infor mants’ state ments reflected the impor tant role of social sup port in nego ti at ing
iden tity under dif fi cult con di tions. Some received and appre ci ated pos i tive input
from fam ily and friends who offered them understanding.

I have a very lov ing and under stand ing hus band who allows me to let out my
angers and emo tions and lis tens to me and trys [sic] to under stand what I’m going
through. This is my way of deal ing with things, and I am deter mined I am going to
get better.

Sim i larly, another woman stated, “I have been in ther apy and had a chance to
express grief, etc. due to acquir ing a chronic ill ness. I can express myself well and
have friends who under stand.” Unfor tu nately, not all the infor mants reported hav -
ing such suc cess ful sup port ive inter ac tions:

I no lon ger have to go to fam ily gath er ings where they wore per fume—it was their
right, same as for after shave. My pres ence was only tol er ated, now I just don’t go
and I’m much better. I was n’t get ting fam ily sup port from kids or hus band dur ing
the entire time. I learned that I had to take care of and watch out for myself. At that
time I was wife and mother. I lost my sense of iden tity. NOW I am a per son try ing to
find out what I want and what is truly important.

In addi tion, many came to see oth ers in a more neg a tive light than pre vi ously:

I’ve become more aware of most peo ple being self-cen tered. I’m a very giv ing per -
son, always doing for, being there, phys i cally help ing “friends and rel a tives” When
I became dis abled (over a 3 year period in a sick build ing) almost no one was there
for me.

Other peo ple suf fered loss of friend ships but coped by mak ing new friends and
mov ing on. As one respon dent stated, “Often we see our selves in those around us.
When they leave, we feel sor row, a loss. We make new friends . . . and go on.” Oth ers
described find ing accep tance in spite of a lim it ing con di tion, and they sub se quently 
deep ened rela tion ships with those who pro vided such acceptance.

Many infor mants helped or advo cated on behalf of oth ers, as they were able to
relate to oth ers’ hard ships. One woman explained, “I have 21 years expe ri ence with
MCS and I believe this is an inspi ra tion to oth ers and I believe I give them hope.” A
num ber of indi vid u als felt stron ger con nec tions with other peo ple with MCS or
sim i lar ill nesses due to mutual under stand ing. One infor mant stated, “Although
the threat of aban don ment [from sig nif i cant oth ers] looms over head, I have devel -
oped sup port ive, lov ing rela tion ships with other EIs all over the coun try largely
due to my activ ism.” Because of the restricted life infor mants were forced to lead,
many expressed com pas sion for and encour age ment of oth ers. One woman
claimed, “I have found my life work in help ing other MCS/EI peo ple.” A few
started “pen pal” rela tion ships to feel a con nec tion with other peo ple with MCS.
These rela tion ships seemed to help many infor mants mit i gate the effects of iso la -
tion from ill ness-imposed restrictions and provided a venue for helping others.
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Spiritual Support

Some indi vid u als also expe ri enced growth by turn ing to a higher being or dis cov er -
ing their spir i tu al ity. One per son wrote that being forced to give up so many of her
activ i ties brought her closer to God. Another said,

I know that God wants me to rec og nize and grasp, retain my sense of self worth. He
him self has very viv idly shown me that. At times I’m okay with it. He has shown me 
He wants me to walk straight and tall, with my head up!

This woman went on to explain how this came dur ing an expe ri ence that helped her
to begin to heal. The lack of avail able med i cal care and iso la tion pushed another
woman with severe MCS toward a spir i tual ori en ta tion: “This has made me depend
on me and turn my life com pletely over to God. When I have a bad attack instead of
rush ing to the hos pi tal or doc tor I leave it in the Lord’s hands.”

Some par tic i pants expressed thank ful ness for what they did have and a greater
appre ci a tion of the “lit tle things” in life. Many described tak ing “noth ing for
granted.” Some described a closer spir i tual con nec tion to nature. Many infor mants
believed that their deep en ing spir i tu al ity gave them direc tion and new means of
self-expres sion. Those who had expe ri enced life-threat en ing symp toms faced their
mortality.

Identity Reconsolidation

Some infor mants described a pos i tive expe ri ence of iden tity reconsolidation, that is, 
find ing strength through fac ing adver sity and becom ing emo tion ally stron ger.
They with stood the pres sures of con front ing ill ness in a soci ety that man dates
wellness and found a new strength to sur vive. Some times, these pres sures were
extreme, as described by one par tic i pant. “Not even the dehu man iz ing effects of 11
months of home less ness have bro ken my spirit.” Another stated, “I may not be able
to be as phys i cal as before, but ‘it’ can’t rob my spirit.”

Through iden tity reconsolidation, some began to rely more on them selves than
they pre vi ously had and became more pow er ful and con fi dent. A num ber of
respon dents thought that they had a better under stand ing of their per sonal pri or i -
ties. Some dis cov ered or devel oped new tal ents, focus ing on their pres ent abil i ties.
One par tic i pant stated, “I focus on what [I] can do and not what [I] can’t. [I] try to
find ways to par tic i pate. I talk to ani mals even when I can’t pet them.” Many
searched for out lets for remain ing abil i ties. As one par tic i pant stated, “I’ve lost
much of my old life due to EI, but have searched and suc ceeded in find ing new areas 
to give my life some meaning and challenge.”

With reconsolidation, women described them selves as some one dis abled but
not delegitimized. By grant ing them selves legit i macy, they had given them selves
per mis sion to develop in spite of, or even because of, the ill ness. One woman with
severe MCS described trans form ing losses into use ful ness and growth:

I feel I’ve always been a strong per son men tally, and now I’ve become an even stron -
ger per son men tally and emo tion ally. I no lon ger teach in a class room, but now I
teach about EI/MCS. I am much more in touch—in tune with myself now than even
before. I am much more con fi dent about my con vic tions in life/I am much less
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mate ri al is tic because of my EI. I have learned how lit tle I need to live/sur vive. I
appre ci ate nature more. Most days I love life more then I did before.

In many cases, peo ple went beyond reconsolidation to a level of per sonal inte -
gra tion and growth that they believed would not have occurred with out the ill ness.
Peo ple grew beyond “adjust ment” or cop ing to a kind of per sonal trans for ma tion.
One woman said, “I am more now than I was before the ill ness. It has taught me
much.” Another explained, “If I had to get sick to get ‘better,’ then I can be grate ful
for that.” A woman now dis abled by MCS said,

I am a stron ger per son. I have changed from being a peo ple pleaser and rely ing on
oth ers’ opin ions of me to see ing who I am, form ing my own opin ion and lik ing who
I’ve become in the pro cess. Although parts of me do not have oppor tu nity for
expres sion, I con cen trate on those that do.

Another woman with severe MCS described a com plete self-trans for ma tion:

I feel that hav ing MCS/CI has forced me to look deeply into myself and grow tre -
men dously in terms of my sense of iden tity. In this sense it has been a fan tas tic bless -
ing. Because of the spir i tual, emo tional and psy cho log i cal work I have done in
response to my ill ness. I feel a strong sense of self worth and achieve ment about how 
I have responded to ill ness. I no lon ger feel depend ent on work or sta tus for my
iden tity. I feel this is the great est achieve ment of my life.

Yet another described emerg ing through both forced growth and reconsolidation to
some thing greater then the sum of her suc cesses with the chal lenges of ill ness:

I have been dam aged phys i cally but I have rebuilt myself as a result. I am more con -
scious of what I eat and drink, and how the body is a won der ful entity. I have greater 
respect for the human spe cies to over come ill ness. I also have more respect for the
beauty that is still in the world. I appre ci ate so much more the won der of life and this 
planet. I am wiser and stron ger in my soul. I’m con nected to the thread of human ity
more now then I was before my ill ness. I have expanded my knowl edge of med i -
cine, envi ron ment, human emo tions. I am more now than I was before the ill ness, it
has taught me much.

Grat i tude for dif fi culty was implied in some responses, such as this one: “On
the other hand, the dif fi cul ties I’ve expe ri enced with MCS have opened the door to a 
richer, spir i tual life, a faith I never had before. If every thing had been easy, I might
never have found this path.”

Although this data col lec tion was cross-sec tional, many respon dents’ descrip -
tions of an extended strug gle that began with loss and even tu ated in growth and
accep tance implied that the cat e go ries are con nected in a tem po ral fash ion, with
stages of adjust ing to MCS:

It’s 6 years now since I’ve been ill and essen tially house bound. I’ve been through
dif fer ent stages of adjust ment along the way and iden tity issues var ied accord ing to
what stage I was at. At this point there are both pros and cons in terms of my ill ness. I 
have a much stron ger sense of self because of all I’ve had to deal with. I know more
who I am, my strengths and weak nesses. I’ve had to go deep inside for strength time 
after time and though I’ve felt acute anguish and des per a tion at times I am a more
com plete per son as a result of meet ing these chal lenges and going through dif fi cult
periods.
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This woman with mod er ate MCS clearly described expe ri enc ing loss of self-
posi tion ing before rede sign ing the planned life in her life tra jec tory:

MCS loss of career (edu ca tion and art), loss of mobil ity, future plans, our finan cial
secu rity . . . phys i cal strength and endur ance, per sonal looks and loss of style. I was
no lon ger in con trol in my old world. I had to develop a new world I could control.

The respon dent con tin ued, describ ing a new health care reg i men, relo ca tion, and
newly acquired activ ism. In another exam ple of the pro cess in time, a woman mod -
er ately affected with MCS described loss of occu pa tion, dis abling health prob lems,
finan cial bank ruptcy, and divorce:

All this has served to break down so much of my life. My sense of self as it related to
my pre vi ous yup pie pro fes sion is of course no more. My sense of self from who I am
in the true sense of the word (char ac ter, moti va tion, strength, love, com pas sion) has
emerged stron ger than ever.

CONCLUSION

Most par tic i pants described iden tity changes in some form. Emer gent themes in
infor mants’ descrip tions of iden tity changes included loss of a sta ble famil iar per -
son al ity and loss of self-posi tion ing. In response to these losses, respon dents de -
scribed sup press ing their true feel ings to meet oth ers’ expec ta tions, expe ri enc ing
forced growth, rede sign ing the planned life, exam in ing their social sup port, dis cov -
er ing the spir i tual self, and recon sol i dat ing their iden ti ties. Emer gent themes were
exam ined for con gru ence with patient pro cesses described in recent lit er a ture on
adjust ment to chronic ill ness and in lit er a ture relat ing to other delegitimized con di -
tions, that is, chronic fatigue syndrome and fibromyalgia.

Goodheart and Lan sing (1996) pro posed a response pat tern that devel ops in a
char ac ter is tic sequence in indi vid u als with chronic ill ness. Stages involv ing “dis or -
ga ni za tion” of self and even tual “adap ta tion to ill ness” seem appli ca ble to many
infor mants in this study. Uncer tain about the future, many were forced to rede fine
their life plans as a result of MCS. Sim i larly, Goodheart and Lan sing described a
psy cho log i cal dis ori en ta tion that many chron i cally ill indi vid u als expe ri ence
brought about by forced changes and dis rup tions in their life func tions and nor mal
rou tines. A num ber of our infor mants also reported growth pat terns that included
devel op ing new cop ing strat e gies and restruc tur ing their lives in pos i tive ways.
Over all, the qual i ta tive find ings of this study par al lel Goodheart and Lan sing’s the -
ory of dis in te gra tion and rein te gra tion of self in the face of chronic ill ness (although
we can not be cer tain that an order exists, because this was cross-sec tional research)
and share some overlap with themes identified by Chircop and Keddy (2003).

Infor mants in our study encoun tered dif fi cul ties in inte grat ing the impact of
MCS into their daily lives. Altschuler (l997) described the impact of chronic ill ness
sim i larly to Goodheart and Lan sing (1996) when she exam ined the onset of ill ness
and its sub se quent effect on the “social” and “ill” aspects of iden tity. Indi vid u als are 
able to grow only when they are able to inte grate these two aspects. The bal ance of
these two aspects directly affects the indi vid ual’s rela tion ship with the exter nal
world. Rec on cil i a tion of these two aspects of self is nec es sary for a bal anced rela -
tion ship between one’s inter nal and the social world. Soci etal denial of ill ness
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makes it more dif fi cult for per sons to inte grate the ill self, which, in turn, poses
stress to personal health.

Many indi vid u als in our study reported per va sive MCS-imposed life lim i ta -
tions that strongly affected social and pro fes sional are nas and robbed indi vid u als of 
their pre vi ous def i ni tions of self. Charmaz (l983) stressed the restricted life, the
social iso la tion, and the dis cred it ing def i ni tions of self as ele ments that lead to a loss
of self in the chron i cally ill. What we refer to as loss of self-posi tion ing is con gru ent
with Charmaz’s dis cus sion of becom ing a bur den, in that “the per son can no lon ger
claim iden ti ties based on prior exter nal activ i ties, inter ests, and pur suits” (p. 189).
Sim i larly, “being alone in ill ness” was one of three themes in the lives of per sons
with chronic ill ness described by Öhman, Söderberg, and Lundman (2003). Their
respon dents’ reports of reduced con tact with loved ones, dif fi culty in find ing per -
sons to relate to, and feel ing like out sid ers, bear similarity to our respondents’ loss
of self-positioning.

The stigma and delegitimization expe ri enced by those with MCS is shared with
the emerg ing con di tions chronic fatigue syn drome (CFS) and fibromyalgia (FM),
and per me ates much of the inter face that per sons with these con di tions have with
their com mu ni ties. Åsbring and Närvanen (2002) ana lyzed four themes from inter -
views with women expe ri enc ing either CFS or FM. Three of the four had ele ments of 
hid ing the ill ness/avoid ing oth ers’ demands/avoid ing an ill ness iden tity, thus
coin cid ing with our found theme of hid ing the dis abil ity/suc cumb ing to oth ers’
expec ta tions. The authors see the women as hid ing their ill ness to main tain their
preillness iden tity. Paulson, Danielson, and Söderberg’s (2002) themes of being a
dif fer ent man than before fibromyalgia and not being under stood seem sim i lar to
our theme of the loss of a stable, familiar personality.

Bury (l982) noted three impor tant aspects of the ill ness-induced dis rup tion: the
“dis rup tion of taken-for-granted assump tions and behav iors” (p. 169), the “re-
think ing of the per son’s biog ra phy and self-con cept” (p. 169), and the response of
fac ing the altered sit u a tion by mobi liz ing resources. Yet, some of the resources dis -
cussed by Bury are not avail able to those with delegitimized ill nesses. For exam ple,
he wrote, “Access to med i cal knowl edge, at least in the case of phys i cal ill ness,
offers an oppor tu nity to con cep tu al ize the dis ease as sep a rate from the indi vid ual’s
self” (p. 172). Later, he noted, “To be able to hold the dis ease ‘at a dis tance’ as it were,
assists the claim that one is a vic tim of exter nal forces. To do any thing less is to
accept fully the bur den of respon si bil ity” (p. 173). Con cep tu al iza tion of ill ness as
sep a rate from the indi vid ual, as Bury described, aids in legit i mi za tion, which was
defined by Bury as “the pro cess of attempt ing to repair dis rup tion, and estab lish an
accept able and legit i mate place for the con di tion within the per son’s life” (p. 456).
Per sons with MCS, chronic fatigue, and fibromyalgia can not par tic i pate in this
med i cal legit i mi za tion of their con di tion. Care ren dered is mis di rected, often inef -
fec tive, and, in MCS, even harm ful (Gib son, Elms, & Ruding, 2003). Dis cor dance in
the rela tion ship with one’s phy si cian is a com mon theme in the lit er a ture on chronic
fatigue syn drome and fibromyalgia (Åsbring & Närvanen, 2002; Dobkin et al., 2003
Green et al., l999). The lack of rec og ni tion of these con di tions seri ously impedes this
pro cess of contextualizing the illness and affects individuals’ ability to integrate it
into personal identity.

Sim i larly, Charmaz (l983) noted that ill per sons are often dis cred ited for fail ing
to meet expec ta tions normed on healthy peo ple. Sup port ive oth ers, by con trast,
“usu ally bol ster the ill per son’s self, thereby main tain ing con ti nu ity with the past

Gib son et al. / DIS ABIL ITY-IN DUCED IDEN TITY CHANGES      17



pre-ill ness self” (p. 183). Yet, per sons with delegitimized con di tions often report a
lack of sup port and dis be lief from laypersons and phy si cians alike, leav ing them to
inte grate and cope with the con di tion on their own. For exam ple, women with
chronic fatigue syn drome and fibromyalgia reported not only psychologizing of
their symp toms but ques tion ing of their moral char ac ter as well by care givers,
cowork ers, and health care providers (Åsbring & Närvanen, 2002).

Although peo ple in this study expe ri enced phys i cal suf fer ing and a lack of
access to com mu nity resources, many of the neg a tive iden tity themes were related
to the cul tural treat ment of per sons with poorly under stood ill nesses (e.g., loss of
self-posi tion ing, hid ing true feel ings, lack of inter per sonal sup port) and the lack of
a par a digm for chem i cals as causes of ill ness. The neg a tive themes in this study
share some over lap with Chircop and Keddy’s (2003) tak ing ref uge and bur den of
proof. Like those with other con di tions that are either psychologized (Ballweg, l995) 
or delegitimized (Ware, l992), peo ple with MCS are sit u ated in an expe ri ence con -
structed as “not real” by dom i nant social and eco nomic forces. This con struc tion
frees oth ers from learn ing about the prob lems, mak ing accom mo da tions, or even
com mu ni cat ing in mean ing ful ways with those who are affected. Lack of work place 
accom mo da tion con trib utes to pov erty, marginalization, and home less ness for this
pop u la tion. Zwillinger (l997) has pub lished her col lec tion of photo essays of peo ple
who are home less or live in unusual cir cum stances because of MCS. Home less ness
is a nat u ral sequi tur to income loss and delegitimization. Women’s inde pend ence is
threat ened with out live li hood; women’s voices are silenced in main stream dis -
course with out pro fes sional outlets. Health care coverage disappears with the job,
as does most personal interaction.

Those with MCS rep re sent a hid den pop u la tion of per sons with out resources,
who no lon ger ben e fit from most of West ern social insti tu tions. Their sto ries are
some times told by oth ers, and their prob lems are often attrib uted to men tal or emo -
tional fac tors. Their own voices chal lenge the eco nomic sta tus quo in their sug ges -
tion that com mon chem i cals are able to sen si tize and per ma nently injure peo ple. It
is eas ier for those in the dom i nant cul ture to dis be lieve than to address the issue of
per va sive tox ins in every day life, in large part because of the enor mous finan cial
invest ment in the chem i cal mate ri als that are ubiq ui tous in indus trial cul ture. In
fact, the Inter agency Work Group on MCS (l998) stated before even cit ing the lit er a -
ture that MCS will be dealt with in terms of risk assess ment. If con front ing MCS is
too expen sive, those who have become ill will be seen as nec es sary sac ri fices for the
convenience of “better living thorough chemistry.”

Health care pro vid ers gen er ally pay lit tle atten tion to toxi cants as causes of
phys i cal or neu ro log i cal dys func tion, yet there is a grow ing body of research that
links envi ron men tal tox ins to many forms of ill ness. Dioxin res i dues from PCBs and 
pes ti cides are asso ci ated with breast can cer (Thorn ton, l993) and endometriosis
(Gib bons, l993). Pes ti cides have been asso ci ated with birth defects, Par kin son’s dis -
ease (Semchuk, Love, & Lee, l992), neu ro log i cal dys func tion (Sherman, l995), and
child hood brain tumors (Davis, Brownson, Gar cia, Bentz, & Turner, l993; Gold,
Gordis, Tonascia, & Szklo, l979). Sol vent expo sures can engen der neu ro psy chi at ric
dys func tion that per sists long term (Baker, l994; Mor row, Ryan, Hodgson, & Robin,
l991; White, Proc tor, Echeverria, Schweikert, & Feldman, l995) and includes
decreased activ ity on a PET scan; EEG asym me tries; impair ments in learn ing, mem -
ory, atten tion, and psychomotor speed; and ele va tions on every clin i cal scale on the
MMPI (Mor row et al., l991). Also asso ci ated with sol vent expo sure are mood dis tur -
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bance, absent mind ed ness, sensorimotor dis tur bances, sleep prob lems, fatigue, and
somatic com plaints (Hooisma, Hanninen, Emmen, & Kulig, l994). Yet, these chem i -
cals are per va sive in the environment and are found in high levels in some work or
even home environments.

Social Action and Political Action

As some of the per sonal state ments indi cate, per sons with MCS have responded by
becom ing involved in advo cacy and polit i cal action. Women with MCS have begun
sup port groups that edu cate and guide oth ers in tak ing polit i cal action on envi ron -
men tal issues that relate to tox ins and health. Some have taken a dis abil ity rights
approach and demanded rea son able accom mo da tion in the work place, safe hous -
ing, and appro pri ate med i cal care for those already affected by MCS. Because many
with MCS report that their health dete ri o rated fol low ing a large chem i cal expo sure,
oth ers work on the larger issue of envi ron men tal pol lut ants in hope of pre vent ing
addi tional cases of MCS. Other edu ca tional and advo cacy work has con cerned the
pub lic’s right to know about tox ins to which peo ple are exposed. Ingre di ents in fra -
grances are trade secrets and do not have to be revealed by man u fac tur ers. Fra -
grances do, how ever, con tain ingre di ents that are cen tral ner vous sys tem (CNS)
depres sants (ace tone, linalool, and a-terpineol) and/or lung irri tants (benzalde -
hyde, benzyl alco hol, cam phor, eth a nol, and ethlacetate). Per sons who took social
and polit i cal action dem on strated Chircop and Keddy’s (2003) change in value sys -
tem, in that their reconsolidation process involved an awakening to environmental
issues in the broad sense.

The actions of our indus tri al ized soci ety in the 20th cen tury have endan gered
the health of many, and per haps even the repro duc tive integ rity of the human race
(Colborn, Dumanoski, & Myers, l997). As Lax (l998) has pointed out, MCS must be
under stood within the con text of indus trial cap i tal ism. Kroll-Smith and Floyd
(l997) have called MCS “an indict ment of moder nity” (p. xi).

Mak ing accom mo da tions for those who are already sen si tive is a nec es sary but
not a suf fi cient response to the chal lenge of MCS and ES. Peo ple with these con di -
tions cer tainly need safe hous ing, appro pri ate med i cal care, access to fra grance-free
and, some times, cell phone–free oppor tu ni ties for social inter ac tion and accom mo -
da tions in the work place. All are impor tant steps in respond ing to this some times-
invis i ble dis abil ity con nected with chem i cal and elec tro mag netic expo sures. Often,
work accom mo da tions can be as sim ple as lim it ing smok ing and fra grance and
improv ing air flow (Labor Insti tute, l993). Informed med i cal care requires under -
stand ing and accep tance of the con di tion by prac ti tio ners rather than the de -
legitimization and denial that peo ple with MCS cur rently face when they seek med -
i cal atten tion. The avail abil ity of fra grance- and smoke-free activ i ties with out cell
phones or flu o res cent lights in use depends on the com pas sion and vision of those
who con struct the inter ac tions. For exam ple, orga ni za tions such as the U.S. Archi -
tec tural and Trans por ta tion Bar ri ers Com pli ance Board (estab lishes guide lines for
com pli ance with the Amer i can With Dis abil i ties Act), the National Coun cil on Inde -
pend ent Liv ing, the Asso ci a tion for Women in Psy chol ogy (AWP), the National
Women’s Stud ies Asso ci a tion (NWSA), and Divi sion 35 (Psychology of Women) of
the American Psychological Association have all had fragrance-free national
meetings.
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Even these accom mo da tions, how ever, are not a suf fi cient response to a con di -
tion that appears to have robbed 2% of the pop u la tion of their live li hoods (Caress &
Steinemann, 2003; Neutra et al., l999). A respon si ble MCS strat egy requires help ing
those who are ill find hous ing, med i cal care, and accom mo da tions, as well as pre -
vent ing the spread of the con di tion. The approach must be holis tic and sys temic.
Although indi vid ual accom mo da tions can improve qual ity of life for those with
MCS and should be pro vided, they are mere Band-Aids if we con tinue to sen si tize
greater por tions of the pop u la tion through further environmental degradation.

There is no known tech no log i cal fix for MCS, although peo ple search for one by
using newer and larger air puri fi ers and exper i men tal treat ments. The only treat -
ment that helps a major ity of those with MCS is chem i cal avoid ance (Gib son, Elms,
et al., 2003; LeRoy, Davis, & Jason, l996).1 We must under stand the les son in this and
rethink our West ern model of prog ress. Chircop and Keddy (2003) have encour aged 
us to “help inves ti gate and hold account able the sociopolitical forces that are re -
sponsible for the sanc tion ing and exe cu tion of envi ron men tally haz ard ous enter -
prises” (p. 381). True prog ress is not sin gle-mindedly lin ear and tech no log i cal. It is,
rather, based on more than just eco nomic devel op ment, in that it is holis tic and
engenders quality of life for all people.

This study has sev eral lim i ta tions. The use of a mail sur vey excluded those who
are not lit er ate, are not Eng lish speak ing, were home less or insti tu tion al ized at the
time of the study, or who are so sen si tive that they are made sick by any paper or ink. 
The dis tri bu tion of our request for par tic i pants selected for per sons involved in sup -
port groups. Mem bers of CIIN in par tic u lar might be better edu cated and more
polit i cally involved than non mem bers. The static writ ten ques tion naire excluded
any iter a tive ele ment from data col lec tion. The ret ro spec tive nature of the data col -
lec tion allows for response bias. In addi tion, it is not clear how par tic i pants’ re -
sponses to the iden tity ques tion were influ enced by other con tent in the larger ques -
tion naire. It is pos si ble that answer ing ear lier ques tions influ enced responses to the
ques tions about iden tity. Some peo ple spon ta ne ously wrote com ments such as
“Wow. I really learned a lot about myself completing this.”

Despite these lim i ta tions, we hope that this study can shed some light on the
expe ri ence of hav ing sen si tiv i ties and con trib ute to prog ress toward a truly inclu -
sive society.

NOTES:

1. See the MCS Infor ma tion Exchange News let ter, 1996 to 1998, by A. John son, avail able from MCS
Infor ma tion Exchange, 2 Oak land Street, Bruns wick, ME 04011.
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