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CHAPTER ONE 

1 NTROBUGTI ON 

Myalqic Encephalomyelitis ( M , E , ) ,  afsc known as Chronic 

Fatigue Syndrome { C F S ) ,  is a chronic illness t h a t  i s  

s u s p e c t e d  to be viral i n  n a t u r e .  I t  causes severe  p h y s i c a l  - 

and mental fatigue, and a variety of  o t h e r  symptoms, 

primarily involving t h e  m u s c l e s  and n e r v o u s  s y s t e m ,  ! # y d e ,  

- .  1 3 8 9 ,  p, i! Aftheugh some p e t ~ p l e  recover f u l l y  f rom t h i s  

disease, many r e m a i n  s i c j n i f i c a n t i y  disabled by i t .  

It is i~portant t n  addsess the specific experiences of 

women M ~ C  have M . E ,  f o r  severa l  reasons, Women, [including 

t h o s e  t h a t  are disabled! a n d  their experiences are deva lued  

by s o c i e t y  i A s c A  E F i n e ,  2 8 8 8 ,  p .  ix; F r e n c h ,  1985, p ,  18 ;  

Hannafozd, 1985 ,  p, 7 5 - 7 6 ;  Mackie, 1953 ,  p .  1 0 2 ;  Ridington, 

l 3 8 9 ,  p .  3 4 1 ;  vcmen as  p a t i e n t s  a x e  f r e q u e n t l y  mistreated by 

t h e  medical profession IAndersun, 1981; Asch & F i n e ,  1988 ;  

L e x c h i n ,  3 8 3 4 ;  P e n f o f d ,  1 9 8 6 ;  Robests,  1985 ;  SeldenSerq, 

2971;  Saska tchewan  A l c o h o l  Gomaission, 1 9 7 8 ) ;  disabled women 

a r e  o f t e n  f o r g o t t e n  by t h e  feminist community fhsch & F i n e ,  

1 9 8 8 ,  p ,  3-4;  Eannaford, 1985); and women w i t h  M.E. d o  n o t  

f i t  the u s u a l  image of  d i s a b l e d  people and t h u s  may be 

overlooked by t h e  disabled community. ( J e f f r e y s ,  1 9 8 2 ,  p ,  

8 5 1  I n  addition, 3 . E .  r2search to date has focused on the 

raedicai aspects of M.E, ! i , e . ,  cause, cure, t r e a t m e n t s ) ,  





LITERATURE REVIEW 

WHAT IS ME? 

ME is not a new disease. Evidence of  its existence 

dates back to 1869, when George M, Beard documented a 

disorder with similar symptoms which he called t f ne rvous  

exhaustion" or "neurasthenia," { L e v i n e  et al, 1989, p. 31 

Epidemic outbreaks of ME have been documented in medical 

journals ail over the world ever since, In Canat ia ,  cases of 

people  with HE have been identified since 1 3 8 4 ,  [Parish, 

1991, p ,  20 - 3 0 )  

Regardless of its long history, ME is not a well known 

disease. One of the reasons for this is that ME has been 

known by c lose  to a hundred different names throughout its 

history. iFarish, Beil, & Wyde, 1991, p. 19) The m o s t  common 

names a r e  i c e l a n d  disease, Royal Free Disease, Lake Tahoe 

Disease, Chronic F a k i g ~ i e  Syndrome, Chronic Fatigue f mmunte 

Dysfunction Syndrome, C h r o n i c  Active Epstein-Barr Virus 

Infection, Benign Myalgic Encephalomyelitis, the Yuppie Flu, 

(Parish, B e i f ,  Hyde, 1991, p .  19) and i n  many cases, 

Fibramyalgia fHyde, 1989, p. 3 7 1 ,  

In Canada the medical profession is beginning to steer 

away from using the term Chronic Fat igue  Syndrorae ICFS) and  

to use the name ME. The attractions of using ME r a t h e r  than 

CFS are many. For one, t h e r e  a r e  s e v e r a l  more symptoms than 

just profound "fatigue." As well, "fatigueu is a misnomer. 



The fatigue described by peapfe with ME is more 1 ike 

gfexhaustionw according to Karpati, (1991, p. 3 4 )  Calling ME 

a ftsyndromefF is also problematic. ME is a disease, not a 

syndrome. fHyde, 1390, Q. 2 )  Disease, according to the 

Oxford Dictionary is "a condition of the body, or some part 

or organ of the body, in which its functions are disturbed 

or deranged." As Hyde states, ffME is a disease that 

involves elements of the sensory, cognitive, motor and 

midbrain functions; the entire body and its many 

interrelated functions are affectedtf (1990, p ,  2 ) .  

"Syndromew simply refers to the set of signs and symptoms 

that characterize a certain disease or disorder (Rothenberg 

& Chapman, 1989, p .  4 2 8 )  Another attraction of using the 

name "MEw is that "ME7' is already used to describe this 

disease in many countries, including England, Australia, and 

New Zealand. (Hyde, 1989, p. 3 7 )  

It is worth mentioning that, unfortunately, the 

Canadian media still insizt on using the term "Yuppie Fluw 

to describe ME. Fortunately, they seem to be adopting the 

term "CFS" more and more,  although they rarely use f f M E . H  

WHO GETS HE? 

The ages of people with ME range from young children to 

senior citizens. The typical ME patient, according to 

Shepherd, "is a young adult (with females predominating) in 

the age group of late teens to early fortiesn (1989, p .  4). 

In the United Kingdom they report "10% of patients are 



pubertal Cat p u b e r t y ]  and 20% over the age of 4 0 "  11389, p, 

5) However, the proportions may not be accurate for Canada, 

Many patients may be diagnosed as suffering from other 

diseases and disorders, such as depression, hypochondriasis, 

attention deficient disorder, old age, and even 

schizophrenia. (Hyde, 1989, p. 2 )  It seems the medical 

community is still f a r  from recognizing the symptoms quickly 

and accurately, partly because practitioners have not been 

educated about ME and partly because there is no one test to 

determine the existence of ME. Diagnosis of ME is done by 

the clinical evaluation of symptoms plus the elimination ( b y  

testing) of other possible causes. ( s e e  Hyde, 1989, p .  2 )  

RESEARCH ON ME 

Most of the research that has been conducted on ME is 

centred around finding a cure, a cause, and treatment. For 

example, the recent workshop on Canadian Research Dizections 

for ME \ CFS funded by Health and Welfzre Canada and held at 

University of British Columbia in May, 1991, focused on such 

areas as diagnosis, treatment, and medical research. There 

was a definite absence of information about how people with 

ME cope with this illness financially, emotionally, or 

physically, Nor were there any discussions of the 

experiences people with ME have with the medical 

establishment. The only people invited to participate in 

the workshop were medical researchers and doctors. This 

workshop exemplifies a continuing neglect in Canadian 



research concerning what people with ME have to say about 

their illness, 

This same flaw is found in most medical research and is 

n o t  peculiar to research on ME. The medical community is 

overwhelmed with ' f c o n t r c i i e d f r  " o b j e c t i v e , "  "cause a n d  

e f f e c t "  research and r a r e l y  looks at the whole person. 

Jeffreys (a voman with ME) describes what she discovered 

whiie she laboured through a hook on auto immune diseases 

trying to understand what was happening to hen: 

In an entire work devoted to one of the most horrendous 
things that can befall a human being, there was no word 
to indicate how a p e r s o n  with these problems might feel 
. . . .  It isn't there, the reader sees the disease as a 
detached entity, a label f a s t e n e d  onto a human being 
and it is the label that comes alive not the patient. 
( 1 9 8 2 ,  p. 1 7 3 1  

This flaw is alsu reflected in the way doctors are trained 

to diagnose people's ailments. Oliver Sacks, an o u t s t a n d i n g  

physician and author of Awakeninqs, contends that patients 

are: 

subjected to forms of interrogation and examination . . .  
questions of the form: 'do you have thisf . . .  'do you 
have t h a t ' ?  Which by their categorical nature demand 
categorical answers . . . .  Such an approach forecloses 
the possibility of learning anything new, and prevents 
the pozzibili+v -2 ~f formin g a pictuse, or pictures, uf  
what it is like to be as one is. ( 1 9 9 0 ,  p. 2 2 5 )  

I strongly believe that including research on people's 

expexiences of disease and disability in medical literature 

would bring us rand I include the medical profession1 closer 



to understacdinq the disease process, and closer to eventual 

cures and treatments. 

Women's lives and experiences have been neglected by 

mainstream science and social science. In many cases the 

"scientific factts or '!knowledge" we have come to accept as 

"truthn has been nothing more than the myths and beliefs of 

the dominant culture. Feminist scholars are txying to 

change that. {Dubois, 1953, p. 105-106) Dubois points out 

that: 

feminist s c h o l a r s  are engaged in almost an 
archaeological endeavor - that of discovering and 
uncovering the actual facts of women's lives and 
experience, facts that have been hidden, inaccessible, 
suppressed, distorted, misunderstood, ignored 
[For] we must first, quite literally, learn to see, To 
see what is there; not what we've been taught is there, 
not even what we might wish to find, but what is there. 
(1983, p .  109-110) 

RESEARCH ON WOMEN'S EXPERIENCES OF ME AND DISABILITY 

As a fesinist scholar I c o u l d  see  that t o  understand 

what ME is, what ME means to women, and how they cope with 

it, I had to go beyond the male dominated medical realm. I 

turned my attention to what had already been written about 

women's experiences of ME. There are a few instances where 

women with ME have written about their own experiences, such 

as Jeffreysf, The Mile Hish Staircase, and various articles 

in the CFIDS chronicles f a  newsletter gut out by the Chronic 

Fatigue Immune Dysfunction Syndrome Society in Portland 

Oregon). However, since there were such limited resources 



specificaiLy on ME, I included relevant literature on 

disability, specifically literature on women with chronic 

illnesses. 

I have divided the remainder of the review into several 

sections dealing with different aspects of being a woman 

with a chronic illness. I begin with the problems of 

treating chronic illnesses. 

DIAGNOSIS 

Medical doctors in our society are powerful people. 

They are taught in medical school and encouraged by society 

to act superior and omnipotent. They have the power to 

label people sane or insane, able or disabled, healthy or 

ill, and competent or incompetent. They have the power to 

invade our bodies through surgery and to alter our bodies 

with drugs. For people who axe chronically ill, the power 

doctors have can be a serious threat to their well-being. 

People with disabilities are at the mercy of physicians 

to q i v e  them a diagnosis, It is only a medical doctor who 

can give a person a medical label, and if for some reason 

the person cannot get a label fe .q . ,  if the illness is 

uncommon or has unusual symptoms), that person, as well as 

others, may end up doubting her / his sanity. A diagnosis 

not only confirms for the ill person that she / he is not 

imagining her / his experience, it also confirms for others, 

such as family and friends) that she / he is ill. The 

physician's stamp of authenticity is crucial in the society 



we five in, because doctors are viewed as auth~ritative when 

it comes to our bodies and psyches (Boston Women's Health 

Collective, 1984, p. 5 5 6 - 5 6 2 1 ,  To demonstrate this point I 

will give an extreme example. Toni, a woman with ME, tells 

of her experience of having no diagnosis, A veterinarian 

friend came to see her sick cat (misdiagnosing the cat, 

incidentally]. The veterinarian friend then went to see the 

woman's mother and informed her that Toni's illness was 

psychosomatic. Toni writes: "as he was peripherally 

medical, and male, the family was happier to accept his 

dogmatic assessment, rather than my own tentative and 

puzzling versionw (Jeffreys, 1982, p. 106). 

A diagnosis is important f o r  d i s a b l e d  people  because i t  

c a r r i e s  l e g a l  and moral w e i g h t .  If ill people  do not have a 

diagnosis, they cannot apply for disability benefits, they 

cannot receive handicapped parking stickers, they cannot 

quit work or receive sick pay. Even if they do get a 

diagnosis, they still require physicians* continued 

diagnostic approval to go back to work or school, to 

continue disability benefits or simply to increase their 

workload. 

There are added problems if the person who has a 

disability happens to be a woman, It has been well 

documented that the medical establishment is sexist 

(Anderson, 1981; Armitage, 1979; Harding, 1987; Howell, 

1874; Lexchin, 1984; P e n f o l d  & Walker, 1985; Saskatchewan 

Alcohol Commission, 1978; Weaver & Garrett, 1983). Sexism 



can drastically a f f e c t  the quality u f  care a disabled woman 

receives (Fine & Asck, 1988, p, ? 4 ) .  

When women with chronic illnesses first come in c o n t a c t  

with their doctors, symptoms can be vague, ambiguous, or 

strange. It is not uncsmmon for women to report that 

initially they w e r e  not believed or not taken seriously. 

{ s e e  Register, 1987, g ,  5 - 8 1  It is also not uncommon to hear 

that women can wait literally years f o x  a correct diagnosis, 

and in the meanwhile he g i v e n  any number of incorrect 

diagnoses- Many times these incorrect diagnosis are 

physical i n  n a t u r e ,  such as when a woman on the verge of 

kidney f a i l u r e  was t o l d  by her gynecologist that she needed 

a n  emergency hysterectomy fRegister, 1987, p, 6 ) .  However, 

more often physicians over-attribute women's symptoms to 

psychogenic causes ( F i n e  & Asch, 1988 ,  p .  7 4 1 ,  a s  i n  the 

following examples: a womzn with Mf was told that she had 

'housewife syndromet and that i f  she " j u s t  g o t  busy and away 

from fherl children, all of [ h e r  symptoms1 would clear up by 

themselves" {Register, 1987, p. 3 ) ;  a woman with ME was told 

by her doctor "she wasn't really ill, that she was just 

afraid of exerting herself .... he wrote his final diagnosis 
in bold letters across her chart: DEPRESSIONtt (Fisher, 1989, 

F .  5 ) .  

Vhen women are told over and over  that what they are 

experiencing is not t lrea lM (in t h e  s e n s e  that it is not 

physical), or that what they have is something other than 

what it really is, they o f t e n  b e g i n  to doubt i f  they are 



really ill or just imagining it. Register believes that 

people fall prey to this because it is easier to live with 
4 

self-doubt than to surrender the confidence we have in the 

medical prc5ession to heal us (1987, p. 7). In a sense that 

is true, but more importantly, and specifically in the case 

of women, they doubt their own sanity because in a 

patriarchal culture women are often not taken seriously in 

any aspect of their lives and therefore do not possess much 

self-confidence. In addition, women have often been 

socialized to believe that physicians are the authority on 

their bodies and minds (Boston Women's Health Collective, 

19841, 

Having a name to validate one's experience is extremely 

important. No diagnosis meant for one woman with ME that 

her Ifenemy was faceless, sinister, terrifying" (Jeffreys, 

1982, p, 3 7 ) .  How can one fight something that has no name? 

It also means that the experience is not validated. One man 

described feeling "almost gladv when he received an 

incorrect diagnosis of cancer because now "no one could 

doubt that fhef was truly ill" (Fisher, 1989, p. 9 ) .  

For those people who have never had the experience of 

having no name to describe their experience, it may be 

difficult to understand how someone can feel glad about a 

diagnosis of cancer. However, many people report feeling 

euphoric after receiving a name. A woman who after five 

years finally received a diagnosis of MS writes: 



And with that [diagnosis1 came this wonderful sense of 
relief. I giggled and laughed. I vas  joyous. My 
husband was the same. We were just l i k e  two kids 
running through a park. We had  a name to something. 
We could deal with it. I was not a neurotic lady. It 
was ok to slow down, to quit work. I t  was ok to say no 
to things.iRegister, 1 9 8 7 ,  p .  S f  

Instead of being a source of grief, as many people would 

expec t ,  a diagnosis after a long wait can be a blessing, 

especially if the diagnosis confirms your sanity. 

How one deals with the new name can depend on what the 

name I s .  Some illnesses are not unanimously recognized as 

legitimate illnesses, Fer example, both ME and 

Environmental Illness ( E X )  are not always seen as legitimate 

illnesses by the medical authorities, or society in general. 

This can create problems. There are still some people who 

question whether or not ME and E I  are actual physical 

diseases or people's irnaginatiuns gone awry. It is 

difficult f u r  people ta accept something they cannot easily 

see or that does not have a known etiology. Living with an 

illness such as EI or ME may mean not everyone believes you 

are sick, A * * -  uonan with Z i  writes: 

Like other envizonmentally ill people, I am deeply 
affected by what seems to be the prevailing notion that 
I am not really sick. A local newspaper recently ran 
an a r t i c l e  on e n v i r o n m e n t a l  illness, announced by a 
blurb on the front page which began,  'Are These People 
m, L L U L Y  111 e r  Merely Crazy? '  Many would l a b e l  us as 
'mentally ili' and forget us as quickly as possible. 
(Bxowne, Connors, & Stern, 1985, p. 31) 



TREATMENT 

Chronicity and disablement pose particular problems to 

m o d e r n  medicine. P h y s i c i a n s  a r e  nut taught how to deal with 

chronicity. Roberts points o u t  that doctors a r e  t a u g h t  i n  

medical school how to treat and cure "well-defined 

pathological conditions," and when they are faced with a 

patient who is experiencing vague a n d  J or ambiguous 

symptoms, as is t h e  case with many chronic illnesses, they 

' ' fee l  frustrated a n d  annoyedn  11985,  p. 3 1 ) .  Hairs states 

that an intransigent c h r o n i c  illness such as multiple 

sclerosis lMSj "defeats * ,  , Zphysiciansfl aims and m o c k s  

their skillsf' ( 1 9 8 6 ,  p. 2 0 1 .  Physicians do not like to 

treat people who are nut "fixable," A physician who is 

disabled states, lfEc!hroniz patients and the crippled a x e  

awkward for the h e a l t h  care system, and so many physicians 

prefer not to deal with these tfailuresuViBeisser, 1990, p. 

1 7 7 1 ,  It seems that chronicity and disablement challenge 

the image sf physicians as all-powerful and call into 

question their abilities to h e a l .  

BEING ' f D I  SABLEDf* 

People who are diagnosed with a c h r o n i c  illness may o r  

may not identify themselves as "disabled," The term 

9'disabled" conjures up i n  --- ~ t t ~ ~ t  05 us pictures of  people in 

wheelchairs, or blind people walking with their white canes, 

It is difficult for many chronically ill people to see how 

they fit into such an image. For example, some people who 



have cyc l i c a l  c h r o n i c  i l l n e s s e s  may f e e l  t h e y  f i t  the image 

of t h e  d i s a b l e d  only when t h e y  a r e  i n  a bad r e l a p s e ,  o r  when 

they r e q u i r e  a n  aid. 

The  t e r m  ' f d i s a b l e d i t  i g n o r e s  t h e  d i v e r s i t y  of p e o p l e  i n  

t h e  g r o u p .  To lump t o g e t h e r  p e o p l e  who a r e  paraplegic, with 

t h o s e  that have E I  o r  a r e  b l i n d  seems t o  make n o  s e n s e .  

What c o u l d  t h e y  p o s s i b l y  have  in common? For  A s c h  a n d  F i n e  

t h e  commona l i ty  f o r  women is t h a t  " t h e y  s h a r e  . . .  s imi l a r  

t r e z t m e n t  by a sexist and disability-phobic s o c i e t y u  (1983, 

p. 6 ) .  For  Campiing t h e  commona l i ty  i s  i n  t h a t  ' ? t h e y  a l l  

involve a l i m i t a t i o n  of o r d i n a r y  activity" (1979, p .  2 1 .  

However, a s  W e n d e l l  p o i n t s  o u t ,  i t  may be t h a t  t h e  o n l y  

commonal i ty  among d i s a b l e d  p e o p l e  is s o c i a l  oppression, 

f 1 9 8 9 1  p. 5 )  

If It is t h e  c a s e  t h a t  the d i s a b l e d  share s o c i a l  

o p p r e s s i o n  a s  Wendel l  s u g g e s t s ,  t h e n  t h e r e  n e e d s  t~ be a 

word of  c a u t i o n .  S u c h  a n  a r g u m e n t  may r e s u l t  i n  comparisons 

b e i n g  made w i t h  other o p p r e s s e d  g r o u p s  s u c h  a s  r a c i a l  o r  

class groups. A l t h o u g h  t h e r e  a x e  s i m i l a r i t i e s  with t h e s e  

g r o u p s ,  often t h e r e  is a major  difference. Disab led  women 

are much more i s o l a t e d  f rom o t h e r  members of t h e  g r o u p ,  A s  

d i s a b l e d  p e o p i e ,  S a x t o n  and  Howe p o i n t  c u t ,  t h e y  " a r e  often 

t h e  o n l y  d i s a b l e d  p e r s o n  i n  t h e  f ami ly f f  ( 1 9 8 7 ,  p. 2 )  and  f o r  

t h a t  matter ,  i n  t h e  n e i g h b o r h o o d .  A s  opposed t o  o t h e r  

o p p r e s s e d  g roups  who have  family,  f r i e n d s ,  o r  community t o  

s h a r e  t h e i r  e x p e r i e n c e ,  t h e r e  a r e  f e w  o t h e r s  a r o u n d  who can 

u n d e r s t a n d  t h e i r  day- to -day  e x p e r i e n c e s ;  who c a n  s a y  "1 



know" ( S a x t o n  & Howe, 1 9 8 7 ,  p. 2 1 . Even  when the d i s a b l e d  

p e r s o n  j o i n s  a g r o u p  of  d i s a b l e d  p e o p l e ,  t h e r e  is a good 

c h a n c e  t h a t  w i t h i n  t h a t  d i v e r s e  community t h e r e  w i l l  s t i l l  

be o n l y  a f e w  who r e a l l y  unde r s t and  her / h i s  experiences. 

I f  thr d i s a b l e d  p e r s o n  h a p p e n s  t o  be a wcman,  t h e  i s o l a t i o n  

may be compounded, because as  a woman s h e  may be e n c o u r a g e d  

t o  l i v e  i n  t h e  p r i v a t e  realm, and a s  a woman s h e  may n o t  be 

e n c o u r a g e d  t o  b u i l d  u p  h e r  s e l f  c o n f i d e n c e  a n d  s e l f - e s t e e m .  

N o w  t h a t  I have identified sonle o f  the p r o h l e m s  p e o p l e ,  

and i n  p a r t i c u l a r  women, face  when i d e n t i f y i n g  themse lves  a s  

i l l  and a s  disabled, I turn to a critique of t h e  disahied 

community,  

THE DISABLED COMMUNITY 

The  two m o s t  p r e v a l e n t  b a r r i e r s  within t h e  disabled 

community t h a t  disabled women w r i t e  about, a r e  h i e r a r c h i e s  

and  s e x i s m .  T h e  h i e r a r c h i e s  seem t o  be s t r u c t u r e d  on how 

disabled one l o o k s  a n d  on how l o n g  one has been disabled. 

Super imposed  over t h e  h i e r a r c h i e s  is sexism, where men are 

seen as t h e  norm, and  gender differences are not 

acknowledged .  

Many women comment on t h e  " r a r e l y  acknowledged b u t  v e r y  

r e a l "  h i e r a r c h y  t h a t  e x i s t s  w i t h i n  t h e  d i s a b l e d  community, 

(Thompson, 1 9 8 5 ,  p .  82-84, R i d i n g t a n ,  1 9 8 9 ,  p .  4 4 - 4 5 )  

Thompson c o n t e n d s  t h a t  the h i e r a r c h y  "ranks p e o p l e  a c c o r d i n g  

t o  ... how w e l l  t h a t  p e r s o n  f i t s  i n t o  s o c i e t y ' s  ' n o r m f "  



( 1985 ,  p. 8 2 1 .  The mere normal one appears, the h i g h e r  the 

rank, Thompson argues that the phenomenon is similar to the 

hierarchy in the able-bodied community, in that the c lose r  . 

to the ideal one is, the higher the r a n k .  In our society it 

is not difficult f o r  a woman t o  veer f r o m  t h e  norm since the 

image of a normal woman is s o  narrow ( i . e . ,  s h e  mus t  be a 

housewife, sex object, mother, wife, caregiver and n u r t u r e r ,  

AND be pretty, slim, healthy, and able-bodied). Disahfed 

women who c a n n o t  pass a s  f8narmaLw women, o f t e n  f e e l .  and a r e  
v 

t r e a t e d  as i f  t h e y  a re  n o t  real  women. ( s e e  Hannaford, 1985, 

p. 7 8 1  It seems that t h o s e  ranking at the top  of the 

hierarchy are those like Rick H a n s e n ,  who look very close to 

normal, are physically strong, healthy, a n d  have  plenty of 

stamina. (see Hidington, J 9 8 9 j  

Although 1 believe that there is such a hierarchy for 

some people, I also believe ar3 c a n  identify with a 

hierarchy that is the complete opposite. In other words, I 

see a h i e r a r c h y  where the more ahnormal one Xcoks, the 

higher up the h i e r a r c h y  one is. To illustrate, here is a 

quotation from a woman who is describing her experience as a 

young girl of 1 2 ,  She had just won t h e  swimming award a t  

the Lions Camp for Crippled Children: 

[ f  was1 overcome with remorse . . . .  1 wanted to have 
something more visibly wrong with me. I wanted t o  be 
in the same league as the g i ~ l  who'd lost her right 
leg in a car accident: her artificial leg attracted a 
bevy of awestruck campers. I, on the other hand ,  wore 
an unwieldy box hearing aid b u c k l e d  to my body like a 
dog halter. It attracted no one. Deafness wasn't, in 
my eyes, a blue ribbon handicap.(Galloway, 1987, p. 5 )  



F o r  t h o s e  women who h a v e  i n v i s i b l e  o r  l e s s  v i s i b l e  

d i s a b i l i t i e s ,  a s  d o  many women w i t h  c h r o n i c  i l l n e s s e s ,  t h e i r  

p r o b l e m s  a r e  o f t e n  n o t  a d d r e s s e d  w i t h i n  t h e  d i s a b l e d  

communi ty .  W h e e l c h a i r  a c c e s s i b i l i t y ,  f o r  example, is a b i g  

i s s u e ,  b u t  " p a s s i n g  f o r  h e a l t h y w  is n o t .  T h a t  is n o t  t o  say 

t h a t  w h e e l c h a i r  a c c e s s i b i l i t y  is n o t  i m p o r t a n t ;  it is. B u t  

t h e  p r o b l e m s  some p e o p l e  h a v e  w i t h  p a s s i n g  f o z  h e a l t h y  a r e  

e q u a l l y  i m p o r t a n t .  R e g i s t e r  w r i t e s  a b o u t  some o f  t hem:  

O t h e r  p e o p l e  may s e e  y o u r  s h o r t c o m i n g s  and  make 
j u d g e m e n t s  a b o u t  y o u r  c h a r a c t e r ,  w i t h o u t  knowing  t h a t  
i l l n e s s  is t h e  c a u s e .  ( 1 9 8 7 ,  p.  3 0 )  

' Y o u ' d  never  know i t  t o  l o o k  a t  y o u t ,  4s a p h r a s e  
f a m i l i a r  t o  many o f  u s .  Yet i f  i t  l e a v e s  no  v i s i b l e  
m a r k s ,  t h e  i l l n e s s  is  a c o n s t a n t  p resence  i n  t h e  
c o n s c i o u s n e s s  o f  t h e  one  who l i v e s  w i t h  i t ,  It h a s  a 
p r o f o u n d  i m p a c t  on e m o t i o n a l  h e a l t h ,  se l f - image ,  
r e l a t i o n s h i p s ,  work h a b i t s ,  a s p i r a t i o n s ,  a n d  o v e r a l l  
o u t l o o k  o n  l i f e . ( 1 9 8 7 ,  p. i x - x f  

Fo r  d i s a b l e d  women, p a s s i n g  a s  h e a l t h y  is a pa r t i cu la r  

p r o b l e m ,  b & ause of  t h e  s t e r e o t y p e d  v iew of women a s  

H n a t u r a l l t  m a l i n g e r e r s  and c o m p l a i n e r s ,  a n d  a s  weak a n d  

s i c k l y .  The s t e r e o t y p e  makes i t  d i f f i c u l t  f o r  o t h e r s  t o  

b e l i e v e  women when t h e y  s a y  t h e y  a r e  s i c k ,  A t  t h e  same 

t ime,  women may be r e l u c t a n t  t o  a r t i c u l a t e  how t h e y  f e e l  

b e c a u s e  t h e y  may be a f r a i d  o f  n o t  b e i n q  b e l i e v e d .  I t  is 

o f t e n  s i m p l e r  t o  p a s s  a s  h e a l t h y  r a t h e r  t h a n  face  t h e  

p o s s i b i l i t y  o f  n o t  being b e l i e v e d .  



Another  t y p e  of  h i e r a r c h y  seems t o  e x i s t  where p e o p l e  

a r e  r a n k e d  by  t h e  l e n g t h  of t i m e  t h e y  a r e  d i s a b l e d ,  newly  

d i s a b l e d  p e o p l e  r a n k i n g  lowest. ( s e e  R i d i n g t o n ,  1989,  p .  41; 

Thompson, 2985, p .  8 1 )  The p rob lems  of t h o s e  that t h e  Lower 

end of t h e  h i e r a r c h y  a r e  n o t  a d d r e s s e d .  Someone who is 

newly  d i s a b l e d  f a c e s  d i f f e r e n t  t y p e s  of  p rob lems  and g o e s  

t h r o u g h  d i f f e r e n t  s t a g e s  t h a n  d o e s  a p e r s o n  who is b o r n  

d i s a b l e d  o r  was d i s a b l e d  l o n g  ago .  For  example ,  Thompson 

w r i t e s  a b o u t  newly  d i s a b l e d  women's anger: 

Sometimes i t ' s  h a r d  f o r  b i r t h - d i s a b l e d  women t o  
u n d e r s t a n d  t h e  o f t e n  o u t - o f - c o n t r o l  a n g e r  and  
f r u s t r a t i o n  n e w l y - d i s a b l e d  women f e e l  . . . .  newly 
d i s a b l e d  women a f t e n  f i n d  t h e i r  y r e v i o u s Z y  w e l l -  
o r d e r e d  l i v e s  have  s u d d e n l y  been  t u r n e d  u p s i d e  down. 
They n o t  o n l y  have  t o  d e a l  w i t h  t h e i r  new l i m i t a t i o n s ,  
b u t  o f t e n  a l s o  w i t h  t h e  e m o t i o n a l  l o s e s  c a u s e d  by 
s u d d e n  and o f t e n  d r a s t i c  c h a n g e s  i n  s e l f - i m a g e ,  
f e e l i n g s  of  i n d e p e n d e n c e ,  and  t h e i r  r e l a t i o n s h i p s  w i t h  
almost e v e r y o n e  a r o u n d  them. ( 1985 ,  p .  81) 

Some d i s a b l e d  p e o p l e  f e e l  t h e r e  is a  h i e r a r c h y  i n  which 

t h e  n e w l y  d i s a b l e d  a r e  a t  t h e  t o p  a n d  t h e  b i r t h  d i s a b l e d  a t  

t h e  b o t t o m .  R i d i n g t o n ,  f o r  example ,  p o i n t s  o u t  t h a t  women 

b o r n  d i s a b l e d  may "have  s o  many unmet n e e d s ,  many a r e  

i g n o r a n t  o f  t h e  f e m i n i s t  movement, many have  a n  e x t r e m e l y  

p o o r  s e l f  image,  many lack e d u c a t i o n  and  i n d e p e n d e n c e "  

( 1 9 8 9 ,  p .  4 5 ) .  Women who become d i s a b l e d  a s  a d u l t s  a l r e a d y  

h a v e  had t h e  a d v a n t a g e  of  d e v e l o p i n g  i n  a n  a b l e - b o d i e d  

w o r l d .  With  more e d u c a t i o n  and a s t r o n g e r  s e l f - i m a g e ,  t h e  

newly  d i s a b l e d  migh t  have  more power w i t h i n  t h e  community 

a n d  may u s e  t h a t  power t o  t h e i r  a d v a n t a g e .  



It seems that hierarchies depend on the perspective of 

the perceivez. It may be that what people are describing 

are dynamics of their particular group. This would help 

explain why the hierarchies cannot be seen as universal 

within the disabled community. It may a l s o  be t h a t  

"disabledw is too vague a word to describe the diverse and 

complex experiences among this group of people, and that in 

our attempt to organize and make sense of our world, we 

oversimplify the nature of the disabling experience, and 

thus miss the unique experiences of specific groups sf 

people (e.g., those that have invisible disabilities, limb 

deficiencies, chronic illnesses, quadriplegia, paraplegia). 

Sexism within the disabled community has been 

acknowledged by several authors within the last decade (Fine 

& Asch, 1958; Hannaford, 1 9 8 5 ;  Matthews, 1983; Ridinqton, 

1989; Saxton & Mowe, 1987). It has become common knowledge 

among disabled feminist authors that women and men 

experience disability differently, and, as in mainstream 

society, women's experiences are not acknowledged and are 

rarely discussed. 

Disabled women have begun repcrting that an area that 

has been neglected by the disabled community is womenls role 

in the nuclear family. For example, H a n n a f a r d ,  Matthews, 

and Saxton and Howe all point out that there are different 

expectations in heterosexual relationships if it is a woman 

who is the disabled partner. Matthews reports that 

"fnlational statistics inform us that when men become 



disabled, SO per cent of marri~ges break up; for women, that 

figure is 99 per cent" ( 1 9 8 3 ,  p. 8 7 1 ,  Hannaford states 

that "three to four times as many disabled men as disabled 

women enter or maintain nuclear family relationshipsf1 61985,  

p. 7 6 ) .  One af  the reasons g i v e n  t o  explain t h e s e  

statistics is that a woman's primary role in society is as 

nurturer i caregiver. Women are socialized t o  identify with 

this role. The result is, women 'naturally' fall into the 

r o l e  as caregiver of the disabled na?e (Hannaford, 1985, p. 

7 6 ;  see also Saxton & Wowe, 1 9 8 7 ,  p, 8 2 ) ,  while men 

inatusally' fall into the role of receiver of care, A n o t h e r  

reason that may explain the statistics is that male partners 

cannot accept the r e v e r s e  of the ' n a t u r a l '  order. It may be 

difficult for a man to accept a woman who cannot fulfil the 

role of caregiver, or accept that he may have to be a 

caregiver. 

Disabled women are also beginning to point out that 

there are d i f f e r e n t  work e x p e r i e n c e s  and e x p e c t a t i o n s  for 

women than for men. For example, Matthews points out t h a t  

"women with disabilities are guided into secretarial or 

menial work positions. Disabled men, on the other h a n d ,  are 

guided into more challenging c a r e e r s . "  She goes an to say 

that there is an assumption that disabled women can stay at 

home and be homemakersif 11983, p. 18, see also Hannaford, 

1985, p. 7 7 ) .  

It seems to be a common assumption in rehabilitative 

literature on disability that women should continue a s  



homemakers regardless of how disabled they a x e .  For 

example, Davis points out that "Itlherc is a growing body of 

knowledge concerning the disabled housewife, particularly 

focusing on methoZs to facilitate her mobility and general 

functioning i n  the home s o  t h a t  she m a y  r a f i t i n u e  i n  h e r  

homemaking tasks" [my italics 112973, p .  2 6 ) .  We goes on to 

give an account of what  1 would d e s c r i b e  as a horrifying 

situation where a woman is playing out the role o f  homemaker 

to the hitter end: 

. . .  the patient could turn from the sink, to which she 
was strapped with a device desicjned to hold h e r  
upright, to a work table immediately behind her. This 
arrangement had to be altered when the patient became 
still weaker, and when she grew progressively sensitive 
t o  heat and found the steam from the kgat water in the 
sink increasingly uncomfortable. Consequently, 
strapping her to the sink, which had D e e 1 1  extremely 
useful up to this point, was now v e r y  uncomfortable for 
her.(Davis, 1973, p. 31) 

1 suspect that many disabled women hang on to the bitter 

end, for reasons of sanity. No one wants to feel useless 

and totally dependent, especially women, because women are 

socialized to believe they are to be depended on not to be 

d e p e n d e n t  on ~ t h e r s ,  for care and nurturing. When disabled 

women can no longer do menial work or work in the home, or 

\ 

if they never were able to do this work, they may be awarded 

"child-like statusu (Hannaford, 1985, p. 83) and begin to 

feel like children. These lfroleless" women are seen as 

useless by society and not even identified with the role of 

homemaker or menial worker. 



There are numerous other i s s u e s  b e s i d e s  work and t h e  

n u c l e a r  f a m i l y  p e r t a i n i n g  to women with d i s a b i l i t i e s  

s p e c i f i c a l l y ,  t h a t  have h i t h e r t o  b e e n  i g n o r e d  b y  t h e  

m a i n s t r e a m  disabled communi ty .  I will m e n t i o n  those t h a t  

d i s a b l e d  women have s e p a r a t e l y  a n d  coflectively begun t o  

draw a t t e n t i o n  t o  i n  t h e  l a s t  decade .  Researchers,  a u t h o r s ,  

a n d  o r g a n i z a t i o n s  s u c h  a s  DAWN ( D i s a b l e d  Womenis N e t w o r k )  

have begun  t o  d i r e c t  t h e m s e l v e s  t o  t h e  i s s u e s  of s e x u a l i t y  

( e . g . ,  birth c o n t r o l ,  e d u z a t i o n ) f s c e  M a n n a f o r d ,  1985 ;  

M a t t h e w s ,  1353 ;  Ridinyton, 1 9 8 9 1 ,  o v e r - p r e s c r i p t i o n  o f  d r u g s  

t o  d i s a b l e d  women ( s e e  H a n n a f o r d ,  1985 ;  2e f  f r e y s ,  1 9 8 2 ;  

R e g i s t e r ,  1 9 8 7 1 ,  m o t h e r i n g  ( A s c h  & P i n e ,  1 9 8 8 ;  M a t t h e w s ,  

19831, media images ( s e e  R i d i n g t o n ,  1 9 8 8 ) ,  r e s e a r c h  f u n d i n g  

( s e e  S t o p p a r d ,  1 9 8 8 1 ,  s e x u a l ,  v e r b a l  a n d  p s y c h o X o g i c a l  a b u s e  

( R i d i n g t o n ,  1 3 8 9 ) ;  a n d  p r e m e n s t r u a l  m a g n i f i c a t i o n  ( P M M )  

( symptoms  a r e  o f t e n  worse f o r  women w i t h  c h r o n i c  i l l n e s s e s  

when t h e y  are p r e m e n s t r u a l f ( s e e  H a r r i s o n ,  1 9 8 5 ) .  D i s a b l e d  

women have b e g u n  t o  o r g a n i z e  s u p p c r t  g r o u p s  a n d  l o b b y  g r o u p s  

a r c u n d  t h e  c o u n t r y .  Howevez, i t  is a l w a y s  t h o s e  women who 

axe m o s t  v o c a l ,  m o s t  e d u c a t e d ,  most p h y s i c a l l y  a b l e ,  who 

s p e a k ,  w r i t e  a n d  attend g r o u p s .  Many d i s a b l e d  women who a r c  

l i v i n g  i n  remote aress o r  i n s t i t u t i ~ n s ,  w h ~  have s e v e r e  

d i s a b i l i t i e s ,  who a r e  e l d e r l y  o r  yaung ,  who a r e  p o o r ,  who 

b e l o n g  t o  a r a c i a l  m i n o r i t y  g r o u p ,  who a r e  u n e d u c a t e d ,  who 

d o  not w r i t e ,  who d o  n o t  s p e a k  o u t ,  o r  who d o  n o t  a t t e n d  

g roups  a r e  very  i s o l a t e d .  



The male-dominated disabled commun i t y  has failed 

disabled women. The unique experiences of women are not 

recognized or addressed, and women must contend with .z male 

dominated perspective. 

THE FEMINIST COMMUNITY 

Feminists say t h e y  value all women ' s  experiences and 

believe t h a t  women must actively try t o  fight those social 

structures that oppress t h e m .  However, disabled women have 

criticized the feminist community, especially in the last 

decade, for neglecting disabled women's experiences and 

concerns. Asch and Fine point out that '*lelven the 

feminist scholars to whom we owe great intellecttxtl and 

political debts have perpetuated . . .  neglect f o f  women with 

disabilitiesl" 1 1 9 8 8 ,  p .  3 - 4 1 ,  The neglect is demonstrated 

by the Pack of literature on women w i t h  disabilities, a n d  by 

the lack of inclusion of disabled women in the feminist 

movement as a whole (See Ridington, 1939, p. 47-49). 

Although it can be post~lated that feminists a r e  just not 

aware of t h e  issues t h a t  the disabled women have, there are 

o t h e r s  who claim the neglect is intentional. Whatever the 

case, the result is that the experiences of women with 

disabilities are frequently not valorized or validated by 

the feminist community. 

One reason f o r  the neglect, p u t  forth by Asch and Fine, 

is that llperceiving disabled women as childlike, helpless, 



and victimized, non-disabled feminists have severed them 

from the sisterhood in an e f f o r t  t o  advance more powerful, 

competent, and appealing iconsv ( 1 9 8 8 ,  p. 4). Many feminists 

within the movement have been struggling to rid society of 

the stere~typed view of woman as passive, dependent and 

sickly. It seems that able-bodied feminists may fear that 

by focusing on disabled women, t h e  feminist movement will 

move backward rather than forward. 

Another Yeason that feminists may neglect disabled 

women is that women are the nurturerz in our society and, as 

Miller contends, 7 s i p i e r h a p s  the conviction that disabled 

people axe  inevitably burdensome and that women w i l l  be so 

burdened accounts for feminist resistance t o  involvement in 

the disability rights movementf' ( A s c h  & Fine, 1 9 8 8 ,  p. 4; 

see also Fisher, 1988, p, 1 7 6 ) .  Women have historically 

been the actual care givers of people. When able-bodied 

women become aware a • ’  the needs of the disabled, they may be 

afraid they will feel responsible for caring for the 

disabled. Burdening themselves with this responsibility 

may seem counter-productive, 

Feminists h a v e  also been criticized by disabled women 

because of their lack of concern for four specific issues. 

Firstly, while there is no doubt that, in t h e  literature and 

a t  a grass roots level, feminists have begun to address the 

abusive nature of the medical establishment, there is no 

mention of how that abuse c a n  take different forms and, in 

some cases, be more  compelling for disabled women. For 



example, there is feminist literature on how women are used 

and abused by gynecologists and obstetricians whzn they give 

birth, go through menopause, have hysterectomies, e t c .  

(Boston Women's Health Collective, 1984; Ehrenreich & 

English, 1373; OiLeary Cobb, 1985; Mitchinsen, 1988; Scully, 

1980; Weaver & Garrett, 2983;  Yawney, 1981) There is also a 

growing body of literature on psychiatric issues such as 

over-prescription of drugs to women, and over-diagnosing 

depression, (Feminist T h e r a p y  S u p p o r t  Group, 1982; 

Hannaford, 1 9 8 5 ;  Penfold & Walker, 1 9 8 5 )  T h e r e  are plac-es 

women can go to for support and non-sexist information and 

treatment of their bodies, such as the Vancouver Women's 

Wealth Information Centre, community women's centres, and 

feminist therapists. However, feminist writers hardly ever 

mention how issues surrounding birth, birth control, 

menopause, hysterectomy, over-prescriptions of drugs, sex  

education, over-diagnosing of depression and hypochondria 

are "accentuated and compounded," or just different, for 

the woman who is disabled (Hannaford, 1985, p. 78). It 

seems that the diversity of women's experiences is not taken 

into consideration and that the norm for feminists is able- 

bodied. 

Secondly, feminist literature fails to a d d r e s s  how 

heterosexual relationships and mothering are viewed 

differently by disabled women. For example, Hannaford 

points out that: 



f w j hile feminist analysis h a s  highlighted the 
difficulties of women placed within nuclear 
relationships, the disabled woman faces a p a r a d o x ,  h 
nuclear relationship for her is seen as a triumph; how 
lucky she is to have a husband \ lover '\ children. 
This feat of 'normality' is seen as a piece of good 
fortune for her, the other person involved in the 
relationship (if a man) being seen as a saint \ martyr 
sacrificing his life to ' c a r e '  for h e r .  IHannaford, 
1 9 8 5 ,  p .  76-77; see also Campling, 1985, p. 5 0 )  

Whereas able-bodied women may he striving to rid themselves 

of stereotypical roles, disabled women may be s t x i v i n g  to 

fit t h e  same roles i n  o r d e r  to f e e l  accepted by society and 

to appear 'normalt. Furthermore, kt may be b e n e f i c i a l  f o r  a 

disabled woman to be in a relationship where she is 

supported financially, as opposed to living an independent 

life in poverty. 

In some cases, t h e  basic freedoms that able-bodied 

wonen take for granted are fundamental issues for disabled 

women. For instance, while an a b l e - b o d i e d  woman is fighting 

for h e r  right to c h o o s e  not to have a child, a woman who h a s  

a disability may be f i g h t i n g  simply to have a child or not 

to be sterilized.(Davis & Marshall, 19873 

Thirdly, disabled women have criticized able-bodied 

feminists for the attitudinal barriers that exist within the 

feminist community. For example, I have heard some 

feminists at conferences call dislbled women ffdifficult,u 

claiming that they demanded too much. I have heard able- 

bodied women argue that there arc not enough funds, ox that 

the agenda is already too full to be able to handle all the 



demands of disabled wcmen .  Thompson criticizes able-bodied 

women for shunning the anger f e l t  by d i s a b l e d  women: 

Even non-disabled women willing to acknowledge our 
disabilities and even, perhaps, o u r  right t o  be angry 
caution us not to express our anger because most a b l e -  
bad i ed  persons c a n n o t  h a n d l e  it,,.. [ S h e  goes on to say 
that it is1 okay to be a n g r y  a b o u t  r a p e ,  pornography 
... it does not seem to be ckay to get mad because your 
peers re fuse  to acknowledge the b a r r i e r s  they 
c o n s t a n t l y  h e l p  e r e c t  t o  shut out their disabled 
sisters.(Browne, Connors, & Stern, 1985, p. 7 9 ) .  

Lastly, probably the most vocal c r i t i c i sm  d i s a b l e d  

women have of able-bodied feminists, is that p h y s i c a l  

barriers do not allor disabled women even t h e  o p p o r t u n i t y  to 

belong to the feminist community. Xdtthews s t a t e s  that 

f a  many of  t h e  s e r v i c e s  and  meet ings  a r e  h e l d  i n  inaccessible 

h o u s e s  or o f f i c e s  . . . .  w i t h o u t  accessible facilities, 

materials, and communication, women in wheelchairs and blind 

and deaf women are effectively barred from participatingw 

( M a t t h e w s ,  1 9 5 3 ,  p. 2 0 ) .  At a conference T a t t e n d e d  on 

Wamen and Therapy in 1 9 8 9 ,  the majority of the functions and 

l e c t u r e s  w e r e  not accessible by wheelchair, even though it 

was advertised as "wheelchair accessible." A s  w e l l ,  the 

cost of the conference was so high t h a t  women living in 

poverty imany o f  whom a r e  disabiedi c o u i d  n o t  a z f o r d  t o  come 

t o  the conference. A few women frzm t h e  disabled community 

stressed t h a t  by having a conference for only a b l e - b o d i e d ,  

middle class woman, a large number of women were being 

excluded, 



T h e  f e m i n i s t  movement u n d e r e s t i m a t e s  t h e  power o f  

disability and the isolation it causes.  Disability 

i n f l u e n c e s  all a s p e c t s  of a womanis l i f e :  Erom t h e  b a s i c  d a y  

to day survivaf to how s h e  views t h e  w o r l d  a r o u n d  h e r .  T h i s  

is n o t  to say  t h e r e  are not similarities between able-bodied 

women and d i s a b l e d  women; t h e r e  a r e  many. However, t h e  

differences t h a t  e x i s t  be tween  able - b o d i e d  a n d  

disabled women need t o  be addressed i f  f e m i n i s m  wants  to 

r ep r e sen t  a i l  women.  



CHAPTER 2 

METHOD 

The method of research 1 employed f o r  t h i s  project is 

experiential analysis, w h i c h  is a r e l a t i v e l y  new method o f  

researching in the social s c i e n c e s ,  Shulamit B e i n h a r z ,  t h e  

c r e a t o r ,  synthesized o u t  o f  existing methods  of  research an 

effective method of a n a l y s i s  c o n g r u e n t  w i t h  my f e m i n i s t  

principles. (1951) For interviewing t e c h n i q u e s  1 turned to 

A n n  B a k l e y ,  ( 1 9 8 1 1  a s o c i a l  science r e s e a r c h e r ,  and t o  t h e  

basic principles a f  feminist c o u n s e l l i n g  s e t  forth by Mary 

R u s s e l l  i L 9 8 4 ) .  Some ideas  a b e u t  a n a l y s i s  a n d  fornat came 

from a t h e s i s  o n  the experience of breast cancer w r i t t e n  by 

, ? h e i l a  Campbell i 1 9 8 4 ) .  

E x p e r i e n t i a l  analysis is based o n  a sociology of  

k n o w l e d g e  p e r s p e c t i v e ,  I t  i n v o l v e s  v iewing  t h e  w o r l d  

dialectically. Fur example, instead of s e e i n g  e-qsnts as 

c u m u l a t i v e  or i n  terms of cause a n d  effect, t h e y  a r e  s e e n  a s  

processes t h a t  are ~ n d e r s t o o d  in terms of r e l a t i o n s h i p s .  

T h e s e  processes a r e  dynamic, b o t h  i n f l u e n c i n g  a n d  b e i n g  

influenced, a n d  continually e x h i b i t i n g  c o n f l i c t s  and 

contradict ions, Thus, t h e  " t r u t h "  13 ' research comes f r o m  

"balancing and weighing the accounts of reality p r e s e n t e d  

+ . .  by a v a r i e t y  of  !sourcesit' IRitzer, 1 9 5 3 ,  p .  431). 

I n s o f a r  as the "truthw or  "realityn ultimately c a n  be 



discovered, it will emerge from within the varying 

v i e w p o i n t s ,  despite c o n t r a d i c t o r y  opinions and evidence, 

Variations of  e x p e r i e n t i a l  analysis have been i n  

existence f o r  a long t i m e .  Phenomenology and 

e x i s t e n t i a l i s m ,  f o r  example, have always valued personal 

e x p e r i e n c e  and acknowledged their influence on research 

methods. However, Reinharz h a s  gone a s t e p  further than 

phenomenology and existentialism by developing a new type of 

method that takes i n t o  account t h e  basic feminist principles 

of v a l u i n g  experience and acknowledging subjectivity. 

Reinharz does not claim that by doing experiential 

analysis one comprehends the whole picture. In addition, 

s h e  does not claim that her discoveries are true for all 

time and in a l l  situations- I n  fact, s h e  s ees  t h e  r e s u l t s  

a s  a small picture, her picture and the other participants' 

pictures, 

Experiential a n a l y s i s  allows the res . , a rcher  t~ 

acknowledge people's e x p e r  iznces,  feeli?,.gs, thoughts, and 

beliefs, and by doing so she places v a l  ie on t h e m .  T h i s  is  

a n  i m p o r t a n t  point, s i n c e  o f t e n  t h e  s.~cial sciences n e g l e c t  

feelings, thoughts a n d  beliefs i n  an attempt to appear "more 

objective." Experiential analysis calls lnto question the 

t r a d i t i o n a l  u n d e r l y i n g  a s s u m p t i o n s  of t h e  s a c i a l  sc iences ,  

t h a t  is, that the social sciences are objective and 

scientific, in p a r t i c u l a r  when dealing with human beings, 

Reinharz advocates a non-authoritarian, non-  

hierarchical relationship between researcher and 



participant. Thus, one of the main proponents of 

experiential analysis Is to have a collaborative relation 

between researcher and subject. Reinharz points out that 

the "use of the terms 'researcher' and 'subjectf is awkwardfs 

(3.983, p, lEO!. The conventional term 'subject' in r e s ea r ch  

alludes to the passivity of the genson being interviewed and 

in a sense objectifies her\hin. Reinharz believes that it 

is important to have an interactive relationship between 

researcher and subject, where subjects are involved in the 

research and have a sense of commitment to seeing the 

research through, and where they share the fate of the 

research, i i 9 8 3 ,  p .  1 7 1 )  For instance, according to 

Reinhavz, the researcher  and the participants should 

formulate the problem together, In this way, it is move 

likely that the participants will see the research through 

to the end and that the results will benefit both researcher 

and participants. As well, Reinharz suggests h a v i n q  a 

subsequent meeting after a period of time to ensure that all 

has been said and that the researcher adequately understands 

what the participants have related. 

Ann Oakiey offers valuable information on interviewing 

techniques. Through her experiences of interviewing several 

hundred women, O a k l e y  discovered that traditional 

interviewing techniques did not allow her to validate 

women's subjective experience ( 1 9 8 1 1 .  In order to do that, 

she believes traditional techniques had to be discarded. 



For example ,  Oakley supports a n o n - h i e r a r c h i c a l  r e l a t i o n s h i p  

between interviewer and interviewee, and in order to achieve 

this, she states it is important for the interviewer not to 

try to appear objective. (1981, p. 41) I n  OakZeyfs 

approach, as in Reinharzfs, the interviews a r e  interactive 

processes. 

In the mastex's thesis entitled "The Meaning o f  the 

Breast Cancer t Mastectomy Experience," Campbell did several 

things both in her procedure and in her analysis that 1 felt 

were vaiuable.1 For example, she wrote out her own story of 

her e x p e r i e n c e  of breast cancer and mastectomy, and her 

assumptions and expectations of her research, and 

incorporated them into the body of the thesis. Furthermore, 

she referred to her participants as ffco-researchers" to 

reflect the egalitarian relationship between herself and the 

women she interviewed. ( 1 9 8 4 )  

During the second set of interviews f conducted, X was 

taking a class in feminist counselling at U n i v e r s i t y  of 

British Columbia u n d e r  the direction of  Dr. Mary Russell, 

author of Skills in CounsePinq Women: The Feminist Ap~roach 

(1984). Although I did not "counsel" the co-researchers at 

any time, f d i d  incorporate some aspects of feminist 

counselling, such as listening skills, into the interviews 

a n d  into the way I handled the co-researcher's problems. 

1 I wou ld  like to thank Dr. Sue Wendell for directing me to 
Sheila Campbell's master's thesis. 



What follows is a detailed explanation of how r did illy 

research, 

My Assumptions and Expectations 

Before 1 began interviewing, T wrote out my own story 

about my experience with ME. I wanted to be clear about 

what was influencing the types of questions 1 would be 

asking and what was of interest to me as a result of my 

experience . For instance, I had n e g a t i v e  experiences with 

the medical establishment that changed the way I viewed the 

whole medical model of healing, so I was curious to know if  

a t h e r  women had similar experiences. On the other hand, I 

did not have any really negative f i n a n c i a l  experiences, so I 

h a d  not really thought about the importance of asking 

questions about the women's financial sitmtions. Foremost, 

I saw that writing my story was a nay of identifying with my 

co-researchers. For instance, after writing my story 1 felt 

that I had a clearer picture of what happened to me. It 

was, in a sense, therapeutic. I felt cleansed when I was 

finished. At the same time, however, I felt anger and 

sorrow and shame about things that had h a p p e n e d .  I realized 

that many of the women, if not all, might feel the same way 

after their interviews with me. 

After writing my story, I b e g a n  to write my own 

assumptions and expectations about the research. Doinq  this 

made it clear to me why I was doing the research. It was 

also a useful tool for analysis, as I could then revert 



hack to those assumptions and expectations during the 

analysis and compare them to t h e  actual results. 

Most of my assumptions were based on past research 

about women in general, and about women and men with 

disabiiities. Some assumptions are based D n  my own life 

experience. My assumptions are as follows. Based on pdst 

research: women are often disbelieved and \ o r  patronized by 

medical practitioners; women are often over--prescribed mood 

alteving drugs; women's symptoms are often trivialized and \ 

or attributed to psychogenic causes; many disabled women 

feel alienated from mainstream society, family, friends, the 

disabled community, and the feminist community; people who 

become ill go through stages o f  acceptance; people often 

find ways to make disasters in their lives meaningful or 

even beneficial to them; poverty or financial strain is a 

reality for disabled people; and women's primary role is as 

caregivers to others. Based on my own l i f e  e x p e r i e n c e :  most 

people place h i g h  value on health and fitness; most people 

try to make t h e  best out of a had situation; and most people 

are afraid of death, dying, and illness. 

Out of these basic assumptions, came my expectations. 

I expected to find that: most women had a lengthy and 

intense relationship with the medical establishment and the 

relationship was not always a good one; many women felt 

bitter and angry about the way the medical establisbtnent 

treated them personally and treated the illness itself. I 

expec ted  that most women went through stages of acceptance 



of their disease, beginning with e u p h o r i a ,  joy, or r e l i e f  at 

having the diagnosis, to depression and eventually to 

acceptance. I also e x p e c t e d  that most  wopen, if not all, 

had experienced significant lifestyle changes: changes in 

their relationships with everyone around them, changes i n  

their self-concept, and c h a n g e s  in how t h e y  viewed the world 

around them. I also expected some women t a  change how they 

viewed the meaning of life and death, and of health and 

illness- I expected t h a t :  most women, if not all, tried a 

wide variety of medical and non-medical treatments, some o f  

which were harmful, to alleviate their symptoms; most if not 

all, changed their behavior in several d i f f e r e n t  ways in an 

attempt to alleviate their symptoms or cure their i l l n e s s .  

I expected that: women" s o l e s  as wife, mother, partner, 

friend, and sister changed  since they became ill, and these 

role changes (especially i f  they experienced going from 

nurturer of others to nurturing oneself and having o t h e r s  

nurture them) were the most difficult things for them to 

cope with. I expected that most women felt extremely 

isolated, alone, and misunderstood by family, friends, 

partners, co-workers, and doctors at some point in t h e  

illness. Finally, f expected that most women felt they grew 

in some way from their experience, and that they learned 

something important. 

During this process o f  writing out my assumptions and 

expectations, I realized I had to change my way of thinking 

about research, my way of doing research and my way of 



writing about research. For instance, inst;e?d o f  expecting 

consistent, sequential stories about which I would discover 

the ultimate truth, I ha6 to accept that people do not 

always remember things i n  sequential order, and it is human 

n a t ~ r e  to have many contradictions in our lives. 

C o n s e q u e n t l y ,  I s h o u l d  e x p e c t  t h a t  t h e r e  w(:)uld be many 

contradictions in the stories, ultimately, the end product 

was going to bc a result o f  the cumulative effovts of all 

involved . 

A t  this time I also realized the need t o  evaluate and 

modify the format that f had been trained to write in and 

that I wanted to continue to use because of its useful. 

organizational quality - the format and guidelines set out 

by the American Psychological Association. The need to 

modify arose because the framework was too rigid and had 

undexlying assumptions that w e r e  not compatible with my 

feminist principles. F a r  instance, the American 

Psychological Association ( A P A )  does n ~ t  encourage authors 

to describe the relationship betyeen the researcher and 

participant. (Walsh, 1989, p .  4 3 4 )  As well, the 

relationship between researcher and participant is assumed 

to be hierarchical. For instance, Welsh points out that 

traditionally "filnvestigators retain power and control over  

conceiving, designing, administering, and reporting the 

research" (1989, p. 434). Furthermore, when writing the 

report, the APA manual dictates an "objectivist, 

decontextualized s t y l e f f  ( W a l s h ,  1989, p. 4 3 4 ) .  For example, 



usually the passive voice is used, implying that t h e  

researcher is "objective," and participants are referred to 

as "subjects," implying they are passive objects from which 

researchers can extract pieces of Information, I n  such a 

framework, there is no room for reporting ambiguities, 

feelings, or interactions between researcher and 

participants. In addition, there is no place for the 

researcher's voice or point of view. The APA clearly 

defines what can and cannot be included in each section. 

For example, under the methods section there are the 

following subheadings: "subjects, "instrument, and 

"pro~edure.~' I faun2 this to be too constricting. For 

example, I had no place to fit my experience of finding 

women to participate in the study. I realized that to know 

and write about Isthe truth" of the ME experience for these 

women, and to incorporate the relationship these women had 

to the research and to me, required me to combine 

objectivity, subjectivity and creativity. The result is 

that I adhere somewhat to the APA style in basic format: I 

have a literature review, followed by a methods section, 

followed by a results section, followed by discussion and 

conclusian. There are many ways I do not follow either the 

style of writing or the basic principles and a s s u m p t i o n s  set 

out by the APA. 



Finding Co-researchers 

1 contacted several ME supp~rt groups in Vancouver and 

surrounding area  to find women to interview. I wen t  to 

support group meetings and gave brief descriptions of the 

type of research I was doing and asked women who were  

interested in participating to sign up. S t  is interesting 

to note that while talking to the ME support groups, K found 

that there w e r e  certain women who felt they could 

participate and some women who felt they were not suited to 

do the research. The reasons given by the latter were " I ' m  

not articulate enough to be in a studyfQor "my experiences 

a r e  not v e r y  intere~ting,~' or "I'm too busy ,+ '  Three women 

stated that their memories and concentration were iftoo badv 

ta be able to be interviewed ove r  a long stretch of time. I 

realized that my research would most likely be about women 

who were outgoing, a s s e r t i v e ,  confident, unemployed, well 

educated, and not too ill. 

Co-researchers 

The co-researchers were eight women all a • ’  whom had a 

diagnosis of ME for at least one year but who had been sick 

between three and ten yea r s .  The mean length of illness was 

6.2 years. The median was 6 and 7 years, and the mode was 7 

y e a r s .  The womenis ages varied between 29 and 66 years of 

age. The mean age was 45.5, and the median age was 41 and 

46. One woman identified herself as lesbian. One woman 

identified herself as a woman of color. 



Five of the women were livinq alone at the time o f  the 

interview, One woman lived with her partner and child, and 

two women lived only with their children, Five of the women 

had children. One woman had two special needs children 
\. 

u n d e r  t h e  age of 11. One woman ha?  a t h r e e  year o l d  and  

another had a teenager who also had ME. Two of the women 

had two grown children l i v i n g  away, and o n e  of them bad 

grandchildren. 

The formal education level achieved ranged from grade 

12 to three and a half years of post secondary education. 

The median and mode were three years post secondary. 

A l l  t h e  women described themselves as being 

"spiritual." One identified herself as Anglican, another 

Eallowed the Alcoholic Anonymous f A A f  t w e l v e  steps, one said 

s h e  read t h e  B i b l e  and t h e  o t h e r s  d e s c r i b e d  a more g e n e r a l  

sense of spirituality. 

At the time of the interviews, all the women were 

unemployed, although three of the women did volunteer work 

on a regular basis. The women a11  came from Vancouver or a 

suburb of Vancouver, 

I chose these eight women out of twelve who responded 

to my request for participants in the research. The eight 

women were chosen on the following criteria: (1) distance in 

kilometers from me; ( 2 )  ability to devote the time 

necessary; (3) diagnosed with ME more than one year ago; ( 4 )  

ability to articulate their experience in English; and ( S f  

willingness to have their interviews taped. I kept the four 



remaining women as "back-upsw in case I needed more 

informatien or in case any of the women backed out. One 

woman did back out a f t e r  the first interview because she was 

t o o  busy a n d  I r e p l a c e d  her with a back-up, I contacted the 

eight chosen women by phone, and we set up a convenient time 

to meet in their homes. T informed the o t h e r s  that they 

were back-ups. 

Instrument 

A list of questions was developed specifically for the 

study (Appendix h i .  This instrument contains questions 

relating to the respondentsi work, coping strategies, 

experiences with the medical establishment, relationships, 

self-concepts and ways of sceing the world. Most of the 

questions a r e  cpen ended to allow the women the opportunity 

t c  tell their own stories. 

For the main interviews I use3 an a u d i o  casette 

r e c o r d e r .  

Fr o c e d u r e  

I conducted three interviews with the women in their 

hcmes. For the first interview, I took the questions E had 

p r e v i o u s l y  developed ifor the research p r o p o s a l )  to each of 

the co-researchers and asked for their input. A11 e x c e p t  

one added o n e  ox more q u e s t i o n s  t o  t h e  list. Many of the 

women suggested rewording o r  adding t o  e x i s t i n g  questions, 

I revised the list of questions to incorporate all their 



suggestions. The women signed c o n s e n t  forms a n d  w e  

discussed what to expect for the remaining interviews. 1 

assured them of confidentiality at this t i m e ,  

In the second interview I s e t  u?  an a u d i o  cassette 

recorder and we began the interview. The women started by 

identifying who t h e y  were. For example, t h e j r  age, level of 

education e t c .  Then the wun>en beyan to tell theix own 

s t o r i e s .  I used the list of questions as a g u i d e ,  only 

asking the questions when they seemed appropriate, 1 tried 

not to lead the interview in any way. Most of the stories 

were in a s o m e w h a t  chronological o r d e r .  One woman was 

having a difficult time concentrating and rememberinn events 

sequentially (this is a symptom of ME). For this woman, f 

asked the q u e s t i o n s  and she answered them, 

A t  t h e  end of their stories 1 t u r n e d  o f f  the t a p e  

recorder and went t h r o u g h  the l i s t  o f  q u e s t i o n s  to see i f  

there was a n y t h i n g  that was not mentioned in the list of 

questions. If there was, I would turn on the t ape  and I 

would ask t h o s e  specific questions. The women were told 

they were free not t o  answer any of t h e  questions. 

The interviews were conducted at t h e  women's 

convenience and in their h o a e s  where they felt comfortable. 

Thus, there was variation as to t h e  time of day, the place, 

and t h e  way in w h i c h  t h e  women were interviewed ( e . g . ,  some 

of t h e  women were lying down to r e s t  during the i n t e r v i e w ,  

some were sitting u p ) .  



The women i ~ v a r i a b i y  asked me %any questians during and  

a f t e r  t h e  i n t e r v i e w s .  I f o u n d  Oakley's i n - d e p t h  d e s c r i p t i o n  

o f  h e r  i~terviews h e l p f u l  I n  p r e p a r i n g  a n d  c o n d u c t i n g  m y  

i n t e r v i e w s ,  F o r  example ,  Q a k l e y  believes t h e  interviewer 

s h o u l d  answer q u e s t i o n s  h o n e s t l y  when a s k e d  by i n t e r v i e w e e s  

i n s t e a d  o f  u s i n q  strategies to a v o i d  answering intervieweest 

questions a s  employed by c o n v e n t i o n a l  researchers  ( O a k l e y ,  

1 9 8 1 ,  p ,  3 5 ,  4 2 - 4 4 ] ,  1 u s e d  Oakley's m e t h o d ,  For  e x a m p l e ,  

same women z s k e d  w h y  I  c h o s e  t o  d o  a s t u d y  on  w o m e n ' s  

e x p e r i e n c e s  o f  ME \, CFS; m o s t  o f  t h e  women asked m e  how I 

c o u l d  manage t o  g o  t o  s c h o o l ,  d o  r e sea r ch ,  and  read ;  many 

women a s k e d  m e  a b o u t  my p e r s o n a l  e x p e r i e n c e s  of ME, w h a t  

treatments f was t r y i n g ,  o r  h a d  t r i e d ;  a n d  some women a sked  

my a d v i c e  a b o u t  t r e a t m e n t s ,  a b o u t  g o i n g  t o  s c h o o l ,  a n d  a b o u t  

c h i l d r e a r i n g ,  One woman a s k e d  me i f  f t h o u g h t  s h e  was 

c o p i n g  w e l l .  1 answered a l l  t h e i r  q u e s t i o n s  a s  h o n e s t l y  a s  

1 c o u l d .  When t h e y  asked  m e  f o r  a d v i c e ,  I t o l d  t hem clearly 

i t  w a s  my own experiences on w h i c h  I was b a s i n g  my a n s w e r s .  

1 f e l t  t h a t  by answering t h e i r  q u e s t i o n s  h o n e s t l y ,  I was 

diminishing t h e  power differential t h a t  I s e n s e d  m o s t  women 

f e l t  i n  t h e  b e g i n n i n g  s t a g e s  o f  o u r  r e l a t i o n s h i p s .  

Oakley d i s c o v e r e d  i n  h e r  r e s e a r c h  w i t h  women a n d  

childbirth that t h e  women she i n t e rv iewed  t o o k  t h e  

i n i t i a t i v e  i n  d e f i n i n g  t h e i r  r e l a t i o n s h i p  (Oakley, 1 9 8 1 ,  p .  

4 5 ) .  I f o u n d  t h i s  t o  be t r u e  a s  w e l l .  I n  t h e  f i r s t  

interview, a l l  of the c o - r e s e a r c h e r s  o f f e r e d  me t e a ,  c o f f e e  

or another d r i n k .  S i x  o f  t h e  women o f f e r e d  m e  f o o d  on  a t  



l e a s t  one occasion, a n d  a l l  o f  the women a s k e d  me questions 

a b o u t  myself, 1 f e l t  t h a t b y  "ce end  o f  .the s e c o n d  

i n t e r v i e w  w e  were o n  a n  e q u a l  footing and more l i k e  friends 

than researcher and subject, 

T h e  skills i l e a n n e d  i n  my f e m i n i s t  counselling c l a s s  

were h e l p f u l  d u r i n g  the main i n t e r v i e w s ,  I f o u n d  myself 

u s i n g  t h e  listening arid feedback  skills ?: had d e v e l o p e d .  At 

one point, I f o u n d  myself v e r y  distressed over the 

h o r r e n d o u s  p red i camen t  o f  one of t h e  co-researchers. X felt 

the need to "do s o m e t h i n g  f o r  h e r 7 '  t o  h e l p  h e r  g e t  o u t  o f  

h e r  situation. I even felt a s e n s e  cf r e s p o n s i b i l i t y  f o r  

h e r  b e i n g  w h e r e  s h e  was,  Because of w h a t  I had  learned i n  

my feminist counselling c l a s s  a n d  thrcugh r e a d i n g  ilterature 

on f e m i n i s t  counselling, I decided t h a t  1 needed to s u p p l y  

h e r  with i n f o r m a t i o n .  ijii where she c o u l d  yo  f isr  f ir; ,2nzial 

assistance and f o r  affordable counselling. That way she 

could make u p  h e r  own mind a b o u t  what avenue she wanted to 

pursue, 1 had learned that I had a r e s p o f i s i b i l i t y  to g i v e  

her infurmatj~n, but that I d i d n i t  need to feel responsible 

f o x  her o r  t d  f e e l  1 needed to d o  something I f f o r  h e r , ' ?  This 

h e l p e d  me t o  d e a l  e f f e c t i v e l y  w i t h  t h e  situation, 

My g o a l  i n  t h e  ma in  interviews was to have t h e  women 

f e e i  t h e y  had t o l d  m e  everything there was to k n o w  a b o u t  

their experience sf ME, I realized during the p r o c e s s  that 

t h i s  was not a realistic g o a l ,  A few t i m e s  X felt (although 

the women did not report) that they had more t o  tell me. I 

s e n s e d  t h a t ,  i n  some cases ,  the women were t u o  i l l  to q o  a n ,  



cr that perhaps they felt that they couldn't a f f o r d  to give 

me any more of t h e i r  time. With oze woman I felt that the 

interview had been too much for her. She had confided in me 

about prostituting, which she had  never t o l d  anyone b e f o r e ,  

She was very emotional, and I felt ste w a s  not up to many 

more questiofts after t h a t ,  I d i d  - r o t  p u s h  her o r  any of the 

co-researchers to continue once t'-tey let me ~ E G W  chat they 

were f i n i s h e d .  I did, however ,  tell them that I was open to 

having them phone me at horn- if they t h o u g h t  of anything 

they might want to add to their s t o r y .  ( T h r e e  oc the women 

did phone  me and give me mote informztion,) 

Many of the women expzes sed  c o n c e r n  a b o u t  

confidentiality at the e n <  i f  the main interviews. I 

explained that I would n o t  u s e  any  i d e n t i f y i n g  

characteristics a n d  t h a t  I would not publish anything until 

they had  validate^ what I had wzitten about them 

specifically and felt comfortable with what I had written. 

i informed them that I would b i n g  the r e s u i t s  to them for 

validation as soon as I had f i n i s h e d  writing them. 

Meanwhile, I destroyed the tapes a f t e x  t h e  interviews were  

typed. I used only fictitious names in the transcripts, 

S i n c e  the tra~scripts still have many identifying 

characteristics, they too will be destroyed upon c o m p l e t i o n  

of this t h e s i s .  The names and addresses of the eight c o -  

researchers will be kept under lock and key until such time 

as I will s t s p  all contact. ( T h e  women and I have decided to 



keep in touch so I can inform them of any further 

publications that may arise out the study.) 

All of the main interviews were typed verbatim. Once 

the transcripts were finished I read and reread them to try 

to get a sense  of what the common themes were, I e x t r a c t e d  

categorical statements from all of the transcripts that 

seemed t n  be relevant to a particular theme ow simpiy seemed 

impoztant. 1 typed o u t  all of the :ategoric.al statements 

and c o l o r - c o d e d  them by n a m ,  So, f o r  ins tance ,  Mary's 

categorical statements were all together and w e r e  coded as 

yellow. Ail the categorical statements were rsferenced by 

page to the criginai transcript. 

After reading and rereading the categorical statements, 

I began t h e  painstaking task of grouping together the 

c a t e g o r i e s ,  I fsund that although there were many themes, 

t h e r e  were also many u n i q u e  experiences that were valuable, 

1 didn't want t o  c o n c e n t r a t e  j u s t  on t h e  common themes, 

because 1 felt unique experiences were e q u a l l y  important. 

Thus, I adopted a framework similar to the list of questions 

I had developed for the second interview. I b r o k e  down the 

experiences into what I call "cTusterssu For instance, 

there are experiences with the medical establishment, work 

experiences, experiences with friends and  family, and s o  on. 

Within each of these clusters 1 had common themes and unique 

experiences. For instance, under experiences with friends 

and family, 1 discuss caregiving, which was a common theme, 



a n d  a b u s e ,  which was a u n i q u e  experience f o r  o n e  woman, 

Once I had f i n i s h e d  writing t h e  r e s u l t s ,  i did the 

f i n a l  interview, the H v a L i d a t i u n ' T  interview, I p r e s e n t e d  

t h e  results of my analysis in p e r s o n  to the co-researchers 

and asked t h e m  t o  validate the p a r t s  of  t h e  r e s u l t s  that 

p e r t a i n e d  ts  the^, I had ca l c r - coded  t h e  a reas  t h a t  

p e r t a i n e d  t o  each  woman a h e a d  o f  t i m e ,  The women were t o l d  

t h a t  t h e y  were f r e e  t o  r ead  t h e  w h o l e  r e s u l t s  section o r  t o  

addzess o n l y  t h o s e  areas I had highlighted f o r  them 

specifically. One woman read t h e  whole  r e s u l t s  s e c t i o n  

w h i l e  t h e  o t h e r  co- researchers  read o n l y  t h e  a r eas  t h a t  

p e r t a i n e d  t o  t h e m ,  If t h e y  w i s h e d  t o  a d d  o r  c h a n g e  any 

information t h e y  d i d  s o  at t h i s  t i m e .  Some o f  t h e  women 

changed t h e  w o r d i n g  o f  t h e i r  q u o t e s  a n d ,  in a few c a s e s ,  t h e  

women added o r  subtxacte8 words  o r  p h r a s e s  f r o m  t h e i r  q u o t e s  

t o  a d e q u a t e l y  reflect their t h o u g h t s .  The women d i d  n o t  

make c h a n g e s  t o  w h a t  o t h e r  participants had said. L a s t l y ,  I 

made t h e  c h a n g e s  t o  t h e  r e s u l t s  t h a t  t h e  c o - r e s e a r c h e r s  

r eques ted  



CHAPTER 111 

RESULTS 

EXPERIENCES OF THE DISEASE 

Typical days 

When the co-researchers were asked to d e s c r i b e  a 

t y p i c a l  day,  t h e r e  were many similarities among t h e  women in 

how they spent their days. Getting twelve h o u r s  of sleep a 

night was common for six of t h e  women. T h o s e  w i t h  c h i l d r e n  

living a t  home seemed to get much less than twelve h o u r s .  

S i x  o f  t h e  women f e l t  t h e y  usually h a d  t o  rest d u r i n g  t h e  

d a y ,  F o u r  of t h e  women r e s t e d  e v e r y  day h a b i t u a l l y .  The 

o t h e r s  d i d  so when t h e y  f e l t  t h e  need.  Resting d i d  n o t  

always mean s l e e p i n g .  Fnr  some women, t h i s  was t h e i r  t ime 

t o  l i s t e n  t o  a favorite radio or television program, read a 

book,  o r  l i s t e n  t o  m u s i c .  One woman, who rested e v e r y  day 

f r o m  3 : 0 0  t o  7 : 0 0  on h e r  floor with her heating pad, saw t h e  

r e s t i n g  a s  a v q p r e v e n t a t i v e  measureu t o  a v o i d  a r e l a p s e .  

Taking ca re  of themselves was a big p a r t  of four o f  the 

women's d a y s .  Strict daily regimes included such things as 

relaxation, visualization, m e d i t a t i o n ,  t r e a t m e n t z  with t h e  

TENS machine {transcutaneous electronic n e r v e  stimulation 

machine), light exercise, and rest. Seven of t h e  women also 

had daily regimes of various combinations of drug therapy, 

vitamins, herbs, ointments, and teas, This is one woman's 

typical day: 



I g e t  up a r o u n d  n o a n ,  t a k e  my m e d i c a t i o n  a n d  v i t a m i n s ,  
t h e n  do my s h o p p i n g ,  b a n k i n g ,  p r u n i n g  t h e  r o s e s ,  
w h a t e v e r .  s h a v e  a l i t t l e  l u n c h  t h e n  g o  o n t o  t h e  f l o o r  
with a h e a t i n g  pad a t  t h r e e  o f c l o c k .  I b o l s t e r  up  my 
h e a d ,  t a k e  one  Demerol  f p a i n  k i l l e r ] ,  play some l i q h t  
m u s i c  a n d  do  some p r o g r e s s i v e  r e l a x a t i o n  . . . ,  I s t a y  
on t h e  f l o o r  u n t i l  s e v e n .  Then I g e t  u p  a n d  make 
d i n n e r ,  t a k e  more m e d i c i n e  a n d  r e c e i v e  p h o n e  calls a n d  
w a t c h  t e l e v i s i o n .  I s t o p  a i l  phone  c a l l s  a t  t e n .  I 
t a k e  a  s l e e p i n g  p i l l  a t  e l e v e n  a n d  t r y  a n d  wind down 
u n t i l  o n e .  I h a v e  no  social l i f e ,  

One woman w e n t  t o  a c h i r o p r a c t o r  a n d  m a s s a g e  t h e r a p i s t  a t  

r e g u l a r  w e e k l y  i n t e r v a l s ,  F o r  a n o t h e r  woman, s h o p p i n g  f o r  

f r e s h  o r g a n i c  f o o d  was a d a i l y  r o u t i n e .  S h e  l i v e d  o n  a v e r y  

s t r i c t  d i e t ,  a n d  b u y i n g  and  c o o k i n g  f o n d  t a n k  u p  a l a rge  

p a r t  of  h e r  d a y .  

One woman w i t h  s e v e r e  r e s p i r a t o r y  p rob lems  t r i e d  t o  

s p e n d  t h e  e n t i r e  day  o u t d o o r s ,  a s  t h a t  was t h e  o n l y  way s h e  

c o u l d  k e e p  h e r  l u n g s  c l e a r  enough  t o  b r e a t h e .  T h i s  

c e r t a i n l y  was t h e  o p p o s i t e  t o  t h e  r e s t  of  t h e  women, who 

s p e n t  almost t h e  e n t i r e  day i n d o o r s ,  

S o c i a l i z i n g  was n u t  a b i g  par t  of t h e s e  women's day,  

a l t h o u g h  a l l  o f  t hem saw s o c i a l i z i n g  a s  i m p o r t a n t  f a r  t h e i r  

well-being. F i v e  women reported t h a t  t h e y  h a r d l y  e v e r  went 

o u t  i n  t h e  e v e n i n g .  When t h e y  d i d  s o c i a l i z e ,  i t  t e n d e d  t o  

be i n  t h e  m c r n i n g s  o r  a f t e r n o o n s ,  



S p p t a m s  

I d i d  n o t  s p e c i f i c a l l y  a s k  a b o u t  my co - r e sea rche r s f  

s y m p t o m s ,  I wan ted  to a v o i d  d e t a i l e d  d e s c r i p t i o n s  o f  

symptoms, a s  I was more i n t e r e s t e d  i n  k n o w i n g  how t h e y  c o p e d  

o v e r a l l .  Since t h e  symptoms d i d  i n v a r i a b l y  come up  d u r i n g  

t h e  i n t e r v i e w s ,  1 f e l t  t h a t  t h e y  were i m p o r t a n t  f o r  t h e s e  

women t o  r e p o r t ,  a n d  t h a t  t h e r e f o r e  t h e  symptoms s h o u l d  be 

i n c l u d e d  w i t h  t h e  r e s u l t s ,  

A l l  t h e  women r e p o r t e d  e x p e r i e ~ c i n y  extreme f a t i g u e  o r  

e x h a u s t i o n .  Two women d e s c r i b e d  t h i s  fatigue identically: 

w s o m e t i m e s  it is t o o  muck t o  d r e s s  and  shower  i n  t h e  same 

d a y a f t  One woman d e s c r i b e d  bow w a l k i n g  her d a u g h t e r  t o  

school a c r o s s  t h e  s t r e e t  was t o o  much f o r  h e r  some days ,  

because t h e r e  is a s l i g h t  i n c l i n e  i n  t h e  street. 

C o n s e q u e n t l y ,  o n  such days she r e s c r t s  to d r i v i n g  her  

d a u g h t e r  a c r o s s  t h e  s t s e e t .  I f  s h e  d o e s  walk t o  t h e  s c h o o l  

u n  a "bad1: day ,  s h e  is " f i n i s h e d u  Eor t h e  d a y  b e c a u s e  s h e  

h a s  e x p e n d e d  a l l  h e x  e n e r g y .  

S e v e n  o f  t h e  women r e p o r t e d  f e e l i n g  either 

" d i s o r i e n t e d , "  " s p a c e d  o u t i t  o r  " u n a b l e  t o  c o n c e n t r a t e . "  

F i v e  o f  t h e s e  women r e p o r t e d  t h a t  t h e y  were  u n a b l e  t o  read,  

w a t c h  t e l e v i s i o n ,  o r  h o l d  a c o n v e r s a t i o n  a t  t imes .  S i x  of  

t h e  women r e p o r t e d  memory p r o b l e m s .  L i l y  d e s c r i b e s  o n e  o f  

h e r  e x p e r i e n c e s :  

I w a l k e d  to t h e  d r u g  s t o r e  to g e t  some toilet paper a n d  
I w a l k e d  a r o u n d  f o r  h a l f  a n  h o u r  n o t  knowing  w h e r e  I 
w a s  o r  w h a t  I was d o i n g  t h e r e .  I g o t  i n t o  a p a n i c  and 
l e f t .  H a l f  way down t h e  s t r e e t  I r e m e m b e r e d ,  1 d i d n ' t  



have a lot of physical s t r e n g t h  but 1 d i d  yo  back t o  
t h e  d r u g  s t o r e  a g a i n ,  By t h e  t ime I g o t  there, i t  was 
gone a g a i n .  I t  t o o k  m e  a b o u t  two  h o u r s  t o  g e t  a r o l l  
o f  t o i l e t  paper  when 1 should have been l a y i n g  down on  
t h e  c o u c h  resting. 

Two o f  t h e  women suffered f rom r e c u r r i n g  headaches. Two 

complained of depression and two women complained of h a v i n g  

anxieties a n d  f e a r s  t h a t  were e x a g g e r a t e d .  T h r e e  o f  the 

women d e s c r i b e d  feeling i r r i t a b l e  a lot of t h e  time, 

Muscle p a i n  and  w e a k n e s s ,  especially i n  t h e  l i m b s ,  was 

r eps r t ed  by f i v e  o f  t h e  women, Walking and c a r r y i n g  

a n y t h i n g  w a s  somet imes e x t r e m e l y  difficult.. T h e  p a i n  was 

described by o n e  as " i t  h u r t s  when someone t o u c h e s  me, iF  

A n o t h e r  women d e s c r i b e d  i t  a s  " a n  ache t h a t  goes  f r o m  my 

hair t o  my t o e n a i l s . ' ?  

S i x  of  t h e  women reported b e i n g  i f h y p e r s e n s i t i v e t i  o r  

i i a l l e r g i c ' t  to many things. A31 of these women were 

h y p e r s e n s i t i v e  t o  d r u g s .  F r a n c i n e  d e s c r i b e s  her 

hypersensitivity: 

1 am v e r y  s e n s i t i v e .  I reac t  quickly and s t r o n g l y .  
And because I am overweight t h e y  g i v e  m e  more [drugs1 
because  t h e y  go  by body w e i g h t  and T d o n i t  r e q u i r e  
t h a t .  

Ansther woman who was on a n  a n t i d e p r e s s a n t  s a i d  "every  s i d e  

e f f e c t  t h e r e  was - I g u t . "  A n o t h e r  woman who had been in 

surgery s a i d  s h e  r e a c t e d  v e r y  b a d l y  t o  the a n e s t h e t i c  a n d  

f o u n d  it took a long t i m  t o  g e t  t h e  anesthetic o u t  of her 

system. 



F i v e  of  t h e  women f o u n d  t h e y  c o u l d  n o t  t o l e r a t e  second  

hand smoke a t  a l l ,  I n  f a c t ,  all f i v e  of  the women felt 

their sense of smell was sc  acute t h a t  a n y t h i n g  that had a 

strong or toxic smell, ( i . e . ,  p e r f u m e s ,  d r y - c l e a n i n g ,  new 

ca rpe t ,  f r e s h  paint, carbon m o n o x i d e )  made t h e m  i l l *  

A n o t h e r  allergy r e p o r t e d  was t o  c e r t a i n  foods. Five c2 

t h e  woman f e l t  t h e y  were now a l l e r q i c  o r  s e n s i t i v e  t o  d a i r y  

a n d  w h e a t  products a n d  a variety of  o t h e r  foods. Two of  

those women a l s o  c o u l d  n o t  t o l e r a t e  meats and a n y  p roces sed  

food. They a l s o  tried t o  eat organically grown vegetables 

as much as possible. 

Four  of t h e  women c o m p l a i n e d  cf h a v i n q  g a s t r o i n t e s t i n a l  

problems. Recurring diarrhea was experienced by a11 t h e s e  

women. Twc) o f  t h e  women were diagnosed with '*irritable 

bowel syndrome. A n o t h e r  two had r e c u r r i n g  abdominal pa in. 

Weight gain was c o n s i d e r e d  a r e a l  problem for t h r e e  of t h e s e  

women. 

Four o f  t h e  women r e p o r t e d  h a v i n g  urinary problems. 

Two women experienced r e c u r r i n g  bladder infections. One 

woman experienced f r e q u e n t  u r i n a t i o n  a n d  o n e  o f  the y o u n g e s t  

women was i n c o n t i n e n t  a t  t i m e s .  

T h r e e  o f  t h e  women r e p o r t e d  t h a t  t h e y  had 'noises" in 

t h e i r  h e a d s ,  One woman d e s c r i b e d  the noises as '$3 ringing," 

t h e  o t h e r ,  a s  "a h o l l o w  sound . !}  Two women had blurred 

vision at times. 

Many o t h e r  d iseases  and d i s o r d e r s  that t h e  women f e l t  

might be related t o  ME were reported. F o r  example, three 



women reported having respiratory problems. One of  these 

women suffened to the e x t ~ e m e .  Her life was centered around 

trying to find ways to clear her lungs enough to breathe. 

knothew woman had recurring bronchitis. Two women reported 

having chronic sinusitis. Another t w o  women had recurring 

yeast infections. Two wornen had tumors that had k n  be 

removed. One had the t u m o r  i n  h e r  t h r o a t ,  t h e  other had the 

tumor in her abdomen and the outer circumference of her 

breast. Two women had cysts on their ovaries. Qne woman 

had recurring staff infections in the eye area. 

C h a n g e s  in Physical and Mental Abilities 

The co-researchers r e p o r t e d  drastic changes i n  their 

everyday lives. Physically, a11  the women w e r e  very active 

before becoming ill. They all worked o u t s i d e  the home full 

time before becoming il.1, Their occupations were as 

follows: flight attendant, shiatsu therapist, cook, 

draftswoman, administrative secretary, owner and operator of 

landscaping business, psychiatric nurse, and registered 

nurse. Four women also did volunteer work. 

Four of the women said sports had been a big part of 

their lives. One womac, f o r  example, was an avid hiker, 

mountain climber, and canoeist. Another woman said she 

"hiked and swam a lot." Four women were very active in the 

community. Three women had travelled extensively and 

regularly. O n e  woman had a very a c t i v e  social life. 



Another woman was a single mother to t w o  special needs 

children, a n d  was also a c t i v e  in the community, 

When asked to describe their health before becoming 

ill, all the women said it was "good" or vexcelfent." All 

the women reported that they had no problems with memory or 

concentration before becoming ill. They reported that they 

- became very ill, very quickly, r'or instance, when asked to 

describe their health six months after becoming i l l ,  all the 

women used words such as t!devastating, If "debilitating, " 

"horrible," "extremely b a d , "  Only one of the women stopped 

her paid job right away. Three women took a leave of 

absence, then tried to return to work several times. Two 

women worked part-time f o r  a while. Two women tried to keep 

working full-time. E v e n t u a l l y ,  all the women stopped 

working outside the home altogether, A11 sporting 

activities also eventually stopped, as the women found they 

no longer had the physical ability to endure exercise. 

Of the four women who were engaged i n  volunteer work, 

all of them eventually cut down on their volunteer work. 

Two women increased it for a period of time because it gave 

them a lfsense of worth." However, these two women, at the 

time of the interviews, were both --':-:-- L C L l i l l l Y  from m ~ s t  of 

their volunteer wsrk. 

The women also reported that their social lives changed 

dramatically since they were not able to "keep upft with 

their friends. The majority of the women led very secluded, 



.I- 1. sedentary lives. However, t t a t  was n o t  a l t iays  segative. 

Francine put this way: 

What happened to me and I'm sure what happens to a lot 
af  other people, is that their world gets smaller and 
smaller and eventually it can make you sane . . . .  MY 
daughter put some plants o n  t h e  balcony for Motheris 
Day and it was so great. S o  little things have become 
i m y o v t a n t  . . , ,  I have begun to write - t o  write some 
poetry. 

Modes of transportation also changed as the women's 

ability to walk and d r i v e  ,ecreased.  4 TWO of the women had 

recently g o t t e n  m o t o r i z e d  scooters t o  help them get around. 

They found that motorized scooters gave them a lot of 

freedom. Due t o  visual and concentration problems, five of 

the women stopped driving either permanently, or temporarily 

when they were not feeling well. These women relied on 

public transit, f r i e n d s  and family, and taxicabs t o  get them 

to their destinations. 

All the women reported having difficulty r e a d i n g ,  

watching television, studying, or even holding a 

conversation in the first six months of their illness and 

later when they were having a relapse. Two women 

experienced all of t h e s e  difficulties. 

Two of the women's lives are still totally centered on 

coping with their illness because their health is still very 

poor. As Lily states, " a l l  I do is cope - there is nothing 

left over." These two women de sc r i bed  t h e i r  h e a l t h  now as 

much the same as in the first six months of the illness. 



The o t h e r  women f e l t  t h e i r  h e a l t h  had improved somewhat 

s i n c e  t h e  f i r s t  s i x  m o n t h s .  They used  words s u c h  a s  

t f p a s s a b l e , f f  " s h i t t y ,  ff i fup a n d  downs and  "bad" t o  descr ibe  

t h e i r  h e a l t h  now. 

What is ME? 

The women a l l  had t h e i r  own u n d e r s t a n d i n g  ef wha t  ''ME" 

m e a n t .  T h i s  p i c t u r e  of  ME c h a n g e d  3 s  t h e  i l l n e s s  wore o n .  

A l l  t h e  women r epo r t ed  that at f i r s t  t h e y  simply t h o u g h t  

t h e y  were s i c k  3nd t h a t  t h e y  would g o  t o  a d o c t o r  a n d  

e v e r y t h i n g  w o u l d  be " f i x e d  u p , $ '  They  saw t h e i ~  i l l n e s s e s  a s  

a c u t e  a n d  c u r a b l e ,  Once they d i s c o v e r e d  t h e y  had "ME," o r  

"CFS'? o r  "EBV," t h e i r  v i e w s  yxadually c h a n g e d  a n d  t h e y  saw 

t h e i r  i l l n e s s  a s  a c h r o n i c  disease p r o b a b l y  caused by a 

v i r u s .  A t  t h e  time of  t h e  i n t e r v i e w s ,  t h r e e  women k~e l i eved  

t h e i r  i l l n e s s e s  w e r e  c u r a b l e .  One woman g a v e  h e r  r e n d i t i o n  

of why p e o p l e  h a v e  ME: 

I b e l i e v e  e n v i r o n m e n t a l  d e g r a d a t i o n  is r e s p o n s i b l e  f o r  
m y  d i s a b i l i t y .  I t  is because o f  e n v i r o n m e n t a l  
d e g r a d a t i o n  t h a t  we a r e  n o t  a s  h e a l t h y  a s  we o n c e  were 
and  that the immune systems of t h e  planet a r e  b r e a k i n g  
dawn.  A l l  t h e  d i s o r d e r s  t h a t  h a v e  become p r o m i n e n t  i n  
t h e  l a s t  2 0  years a r e  immune d i s o r d e r s ,  herpes ,  ME, 
l u p u s ,  A I D S ,  c a n c e r s .  

A l l  o f  t h e  co-researchers had read a f a i r  amount  of 

l i t e r a t u r e  on ME. However, f rom t h e i r  own p e r s o n a l  

e x p e r i e n c e s  o f  t h e  d i sease ,  t h e  women had  v e r y  d i f f e r e n t  

thoughts about t h e  nature of ME. One woman f e l t  s h e  would 



die soon, maybe within a year ,  because sf complications from 

ME. qnother woman said she was "prepared to die all the 

t i n e w  arid it wasnit because she was depressed but because 

she became so ill at times. Two women felt t h e y  would 

worsen over  time. Three women didn't think their health 

would change, and only one woman s a i d  s h e  saw h e r s e l f  as 

getting "stronger and healthier." 

The belief that ME is contagiaus was a very big issue 

for one woman. She was afraid to be intimate with anyone or 

to s h a r e  food with anyone. Although two other women brought 

up the fact that they too thought ME was contagious, t h e y  

did not express a great fear, However, they were still very 

concerned that they may have given, or might give, ME to 

other p e o p l e .  

MEDICAL EXPERIENCES 

Diagnosis 

The time it took f o r  t h e  women to g e t  a diagnosis of ME 

/ CFS / EBV varied greatly. The range was from ~ i n e  years 

to four months. The woman who waited nine years for a 

diagnosis had been i l l  the longest of the eight women. The 

woman who waited only f o u r  months for a diagnosis, had been 

ill the shortest tine of the eight vomen. 



With the exception of one, a l l  the women were given 

other diagnoses besides ME / EBV to explain their symptomsG2 

The other diagnoses were as follows: two women were 

diagnosed with fibromyalgia (a disorder marked by 

inflammatian of muiscles and connective tissues, stiffness, 

and joint or muscle pain), three with depression, one with 

pelvic inflammatory disease, one with "the flu, the flu, the 

f l u , "  one with stress, two with anorexia, One with food 

allergies, one with a psychosomatic disorder, one  as 

menopausal, and one with dementia. 

Their doctors were not usually the ones who finally 

discovered the women had ME. In five cases the women had 

heard through the media about ME and recognized the symptoms 

as the same ones they were experiencing. These women told 

doctors who then agreed with the diagnoses, T h e  remaining 

three women were diagnosed as having EBV and g r a d u a l l y  

realized through reading literature on ME that EBV and ME 

were the same disease. 

Two of the women who had a difficult time getting a 

diagnosis had been in accidents. T h e  accident in one  case 

seemed to have triggered t h e  ME; in the other case, it made 

the ME, which had been "manageable" for five years, flare 

u p -  (The woman was not aware that her illness was ME a11 

those years). The accidents posed particular problems for 

the women in that they were not believed by their doctors. 

2 For confidential reasons, f cannot identify which woman 
was given which diagnosis(esf. 



The symptoms always seemed t o  be " t o o  seve re f f  f u r  t h e  t y p e  

o f  i n j u s y  o r  ' ? n o t  r e l a t e d "  t o  t h e  i n j u r i e s .  Thus ,  t h e i r  

symptoms were discounted. One o f  t h e s e  women was d i a g n o s e d  

by s e v e r a l  d o c t o r s  a s  " p s y c h o s o m a t i c , "  T h e  a t h e r  woman was 

i n v o l v e d  i n  a c o u r t  b a t t l e  over a s e t t l e m e n t  f o r  the 

a c c i d e n t  a n d  f o u n d  t h a t  h e r  d o c t o r  of ten yea r s ,  whom s h e  

trusted, had written in h e r  f i l e s  several times that he 

simply $ 'd id  not b e l i e v e  her.$' She was n o t  aware of  h i s  

d i s b e l i e f  u n t i l  t h e  f i l e s  were b r o u g h t  o u t  i n  t h e  c o u r t  

p r o c e e d i n g s .  

Depression was given as a d i a g n o s i s  s e v e r a l  t i m e s .  One 

woman, who had two p e o p l e  she k n e w  ( a n  a u n t  and a 

girlfriendls f a t h e r )  d i e  a w e e k  a p a r t ,  was d i a g n o s e d  w i t h  

" g r i e f n  e v e n  t h o u g h  she s a i d  s h e  d i d n ' t  f e e l  d e p r e s s e d  a b o u t  

t h e  deaths. She was prescribed H a l c i a n  f a  t : r a n g u i i i z e r l  t o  

h e l p  h e r  sleep a n d  s h e  was g i v e n  some l i t e r a t u r e  o n  g r i e f ,  

Janet s a i d :  

Later when I started g e t t i n g  p h y s i c a l  siqns of f a t i g u e ,  
poor d i g e s t i o n  and  w e i g h t  l o s s ,  that were reasonable 
she [ t h e  d c c t o r 3  sent me t o  t h e  g a s t r o e n t e r o l o g i s t  f o r  
t e s t s .  B u t  she still f e l t  that i t  w a s  triggered by 
g r i e f  and  t h a t  i t  w a s  g o i n g  t o  s e t t l e  down, 

The woman who had a teenager who a l s o  had ME s a i d  depression 

w a s  a l s o  u sed  as a diagnosis f o r  h e r  d a u g h t e r ,  Her mother  

had t h i s  t o  say :  

She [her  daughter1 came down w i t h  acute  abdonilnal  pain. 
The gynecologist said t h e r e  was n o t h i n g  wrong with her. 
Because nothing showed up  f o r  PID, t h e  doctor p n t  h e r  



on antidepressants and s e n t  h e r  home w i t h  t h i s  l i t t l e  
s h e e t  o f  paper describing depression and describing t h e  
treatments. It had all these lists of things you c o u l d  
do t o  help with depression. One of them was EGT 
telectroshock therapyl. T h i s  is f o r  a 16 year old k i d  
who h a s  been h o s p i t a l i z e d  f o r  seven days with acute 
abdominal pain . . , .  The gynecologist said she had a 
problem w i t h  i l l n e s s  a n d  that w~ both w e r e  i s o l a t e d  and  
d e v a s t a t e d  a b o u t  i l l n e s s ,  

Once t h r  women d i d  have a diagnosis of ME \, CFS \ EBV 

s i x  o f  them r e p o r t e d  feeling euphoric, Margaret gave a 

typical r e s p o n s e :  

I felt grea t  r e l i e f .  N o t  because I was overjoyed at 
having ME, but because of  t h e  validation that t he re  was 
a c t u a l l y  s o m e t h i n g  wrong with me and it wasn't l i k e  I 
had one f o o t  I n  t h e  psychiatric ward . . . .  I t  felt 
really good to have someone b e l i e v e  m e .  

For  t w o  o f  t h e  women, t h e  exper ience  was n o t  c o n n e c t e d  w i t h  

j o y  at a l l ,  One woman s a i d :  

It didn't mean much t o  me because t h e  d o c t o r  never 
explained it t c ~  me. I didn't know i f  I was going t o  
die o r  g e t  better o r  what was g o i n g  to h a p p e n .  

For  h e r ,  understanding that s h e  had ME and  accepting w h a t  

that meant  was a process that spanned many years. Another 

woman felt completely de-~astated when she was t o l d  s h e  had 

- *- 
a She r e p o r t e d  that at one point s h e  f e l t  cb:3se t;> 

committing suicide. 



Supportive and H e l p f u l  Zeaith Prcfessianals 

All but one woman had one  nx  more e x p e r i e n c e s  in which 

a h e a l t h  professionaZ was heAgful and supportive. T h r e e  

women reported t h a t  t h e y  bad some support and help from a 

pbvsician during their illness. Support i n c l u d e d  t h e  d o c t o r  

b e i n g  '*understanding, " " n o 3  judgmental, and " r e s p e c t f u l .  

Helpful meant  more t a n g i b l e  h e l p  s u c h  a s  f i l l i n g  o u t  

insurance f a rms ,  o r  t r y i n g  new t r e a t m e n t s .  

Helga reported that one d o c t o r  she f o u n d  was "'kind a n d  

willing to listen and read any information [she! brought 

him.n Two women had very good e x p e r i e n c e s  w i t h  t h e i r  

p s y c h i a t r i s t s  and  one  woman w i t h  h e r  t h e r a p i s t s  (all of  whom 

were f e m a l e ) .  They a l l  r e p o r t e d  t h a t  their psychiatrists / 

therapists were  t h e  o n l y  ones  who b e l i e v e d  t h e y  were  t r u l y  

i l l .  The p s y c h i a t r i s t s  / t h e r a p i s t s  were d e s c r i b e d  as a 

"key persons' and a !'saving grace . '?  Two of t h e  women have 

continued with their t h e r a p y ,  Francine s a i d :  

The  p e r s o n  who is my t h e r a p i s t  is p r o b a b l y  t h e  key 
p e r s o n  that h a s  he lped  me. She  h e l p e d  m e  t o  organize 
e v e r y t h i n g ,  tc h e l p  m e  take care  of all the t h i n g s  that 
needed taking care of. She believes her position is as 
a n  a d v o c a t e  for me. S h e  is someone who can say 'I have 
known t h i s  p e r s o n  for t h i s  period of time a n d  I don't 
think she is crazy. I b e l i e v e  s h e  i s  illg. 

One woman found h e r  g a s t r o e n t e r o l n g i s t  helpful. because 

he b e l i e v e d  h e r  and was i n f o r m e d  about ME. He t o l d  hex s h e  

had G i a r d i a s i s  t a n  infection of the i n t e s t i n e s ]  which he 

s a i d  was common i n  p e o p l e  w i t h  ME, and he p r e s c r i b e d  Flagyl 



f a n  antiprotozoall. The r e c u r r i n g  diarrhea she had suffered 

for three years was suddenly gone, Another woman got a 

diagnosis and continuing support from a friend who  as an 

internal medicine specialist. Two women felt theis 

kinesiolagist was supportive and helpful, Meg says this of 

her kinesiologlst: 

He took a keen interest in me and was t h e  t h r e a d  t h a t  
h e l d  m e  together until my b i g  flare up. He used TENS 
and acupuncture and he helped me with my [court 
b a t t l e s l . , . .  We was t h e  one person I could go and talk 
to. It was more like counselling, The TENS and 
acupuncture d i d n i t  work though, 

one woman found ongoing support f rom her c h i r o p r a c t o r ,  

kinesiologist, and massage t h e r a p i s t ,  all three of whom she 

educated about ME. This woman a l s o  saw a pain management 

specialist who was s u p p o r t i v e  and wiliing to listen and t r y  

new things. The eighth woman could think of no exper ience  

where she got support or help from a health professional. 

The positive experiences the women spoke a b o u t  w e r e  

rarely ongoing except with the psychiatrists, therapists, 

the chiropractor, kinesiologist and the massage therapist. 

The experiences were usually of s h o r t  duration, In some 

cases the helping professional was supportive but not 

helpful or was supportive and helpful on one occasion and 

not on another. Lily tells o f  her latest experience: 

After much doctor shopping I settled on this very sweet  
doctor down the street. He doesn't know a lot about ME 
but I feel he is emotionally supportive which is a hell 
of a lot better than what I have been getting (i.e., 



when I b u r s t  i n t o  tears when I was r e l a p s i n g ,  he hugged 
me and said 'take a l l  t h e  time you need!  instead of  
y e l l i n g  a t  m e ) .  So that was an improvement. But, he is 
not s u p p o r t i v e  a b o u t  prescribing m e  Flagyl f o r  my 
Giardia, which has come back without a positive test 
result. Unfortunately, getting a positive test result 
is hard to get at the best of  t i m e s .  H e  l i k e s  to t a k e  
t h e  n a t u r a l  route. So h e  is n o t  s u p p o r t i v e  physiczlly, 

Negative Experiences with H e a l t h  Psofessionals 

Seven of the women reported that many general 

practitioners and specialists either did not believe they 

were ill and that they were Lying about their i l l n e s s ,  and / 

or  t h e  d o c t o r s  d i d  n o t  b e l i e v e  ME e x i s t e d ,  I n  t h r e e  eases 

the women were not aware that their doctors did n o t  believe 

them. Margaret states: 

My d o c t o r  w a s  r e a l l y  on t h e  f ence  in the b e g i n n i n g ,  
One  day h e  would be o k ,  and the next day he wouidngt 
be, I f i n a l l y  braircjht him an a r t i c l e  on HE a n d  he read 
i t .  P thought he would qo along with it but he d i d n ' t  
and he never t o l d  me. 1 had been seeing him for 20 
years . . . .  When 1 lost all my group l i f e  i n s u r a n c e ,  
thanks t o  t h e  s e p o r t  he sent in, I c o n f r o n t e d  him and 
he told me he was still 'on the fencef. 

One woman found out about her doctor's disbelief when her 

files became evidence in a court case: 

At one point the docton had written t h a t  I had a l l  this 
abdominal pain because X worked in a rape crisis centre 
and I idantified w i t h  my clients. I a l s o  discovered 
that he wrote in my chart a really awful thing about 
how I persisted i n  this morbid f a n t a s y  about my r o t t e n  
insides . . . .  H e  kept going on about my psychological 
q u a r r e l  with my i n s i d e s  . . . .  He o f t e n  s a i d  in h i s  
reports that h e  didn't believe me. I w a s n ' t  aware of 
t h a t .  I t  was very demoralizing to aetually r e a d  some 
of t h a t  s t u f f  a n d  f i n d  o u t  how much power h e  had over  
my l i f e .  



Two women were t o l d  to see  a psychiatrist because t h e r e  were - 
n n o  physical symptoms." One woman was a psychiatric nurse. 

She had this to say: 

In the beginning, my family physician and l a t e r  the 
neurologist, said f should see a psychiatrist, I knew 
something was happening but I knew it wasn't that. I ' d  
been a psych nurse too long, 1 can certainly separate 
what is going on i n  my h e a d .  

The majority of the women said their symptoms were merely 

dismissed. Helga's doctors thought she was "exaggerating." 

One of the women who had had an accident, vas t o l d  " s h e  had  

p a i n  where  s h e  c o u l d n ' t  poss ib3.y .  " 

One woman had  a myelngram ( x - r a y  used t o  examine t h e  

spinal co rd1  that was done improperly, which l e f t  her 

completely d i s o r i e n t a t e d  f u u  three m o n t h s ,  One woman was 

given an unnecessary hysterectomy to end her abdominal  p a i n *  

One woman was told by her insurance company to go to a 

c e r t a i n  doctor, The d o c t o r  verbally abused h e r  f o r  f i v e  

minutes, He kept saying "you  are a nurse and you can't 

remember what pills you were on five years  ago?" H e  d i d  no% 

get a chance to examine her because she walked out on him. 

From his five minute interview, he proceeded t~ write a five 

page letter against her: 

He wrote that he was this big person, he  was in 
business for fifty years and a whole bunch of things 
pointing to h i s  opinion about me and his right to d o  
that. His report had a lot of weight in court . . . .  All 
this and he only saw me for a few minutes, He didn't 
even examine me. He literally didn't do anything and 
yet he wrote this terrible letter, 



F o u r  women s a i d  t h e y  were d i s c r i m i n a t e d  a g a i n s t  by 

t h e i r  doctors e i t h e r  b e c a u s e  t h e y  had  ME o r  because t h e y  

were women. F r a n c i n e  and h e r  d a u g h t e r  w e n t  t o  a p h y s i c i a n  

whom t h e y  had h e a r d  w a s  quite good .  T h e  d o c t o r  s a i d  s h e  

would take t h e  d a u g h t e r  who had  ME but n o t  F r a n c i n e  b e c a u s e  

s h e  was on p a i n k i l l e r s .  W h i l e  J a n e t  was s e e i n g  a 

g a s t r o e n t e r c l o q i s t  h e  r e p e a t e d l y  r e f e r r e d  t o  h e r  as a 

" p r e t t y  w h i t e  woman who was s u c c e s s f u l ,  who l o o k e d  f i n e ,  a n d  

was a r t i c u l a t e  and  i n t e l l i g e n t ,  and  who had n o t h i n g  

p h y s i c a l l y  wronq w i t h  h e r . "  H e  gave h e r  a small  bowel  

b i o p s y  w i t h o u t  a n y  a n e s t h e t i c  and  l e f t  t h e  h o s e  down h e r  

throat f o r  h a l f  a n  h o u r  because h e  had booked s e v e r a l  o t h e r  

p e o p l e  with t h e  same p r o c e d u r e  a t  t h e  same time. L a t e r  

J a n e t  f o u n d  o u t  f r o m  g e n e r a l  p r a c t i t i o n e r  t h a t  d o i n g  t h e  

smal l  b i o p s y  was u n n e c e s s a r y ,  F i n a l l y ,  h e  s u g g e s t e d  J a n e t  

see a psychiatrist because he  believed s h e  was anorexic or  

b u l i m i c .  Sue  had t h i s  t o  say :  

1 r e a l l y  f e e l  b e c a u s e  1 am a woman t h e r e  is a l o t  o f  
p r e j u d i c e .  I t  seems like I have  t o  p rove  m y s e l f  t o  
d o c t o r s  a l l  t h e  t ime .  T h e y  don't b e l i e v e  m e  .... E 
f i n d  I r e a l l y  have  t o  w a t c h  w h a t  I say ,  how I t a l k  t o  
t hem.  I c a n ' t  t e l l  t h e m  wha t  I know b e c a u s e  t h e y  w i l l  
say  ' s h e  is a h y p o c h o n d r i a c  - s h e f s  been s t u d y i n g ' .  So 
I p l a y  t h e m  now. I s a y  $you a r e  t h e  d o c t o r ,  you  know 
what  is bes t ,  I don't know these k i n d s  of t h i n g s 7 .  
Meanwhi l e ,  I know everything, I've read everything. 

Lily was suffering from v i o l e n t  h i v e s  and needed t o  see her 

specialist who was f a m i l i a r  with h e r  ME and her a l l e r g i e s :  



X phoned to make the appointment and the receptionist 
said ' o h ,  he is not seeing any ME patients till 
Christmas, And I said, well I have these hives, 3'11 
be dead before Christmas, She said "oh, you mean it 
isn't for ME?' I said ' n o  not exactlyf[hives are  a 
symptom of ME3. She said 'well he is seeing non-ME 
people in October so 1'13 book you but you have to 
promise ~ o t  to say anything about ME or hef91 rip your 
head o f f  . 

Lily did go to see this doctor and did not mention her ME. 

It was clear that many of the ea-researchers' doctors 

did not understand the nature o f  ME. Six of the women were 

told by their doctors to exercise more,  For instance, Lily 

was told to get on a bicycle and ride everyday, and Mey was 

told to join an aerobics class and to go back to work. Four 

women were told to lose weight. One woman found out her 

gynecologist had put in her file that she was "just an obese 

middle-aged woman." Lily was t o l d  by her naturopath that if 

she quit smoking she would be cured. Margaret was told her 

symptoms would be gone if she lust changed her p r o f e s s i o n .  

Janet went to a nutritionist on the insistence of her 

doctor. Janet knew she was sensitive to certain foods but 

the nutritionist would not accept that. As far as the 

nutritionist was concerned, if Janet did not have an actual 

d i a g n o s i s  of Hceliac," she needed to i n c o r p o r a t e  wheat into 

her diet. She refused to take Janet's word on it. 

Many of the women expressed that they felt like a 

nuisance to their doctors. When Meg went in to see a doctor 

for the second time, he showed her files of a dentist and a 



" n e u r o t i c  s e p a r a t e d  lady*' f o r  whom h e  had t o  "waste h i s  

time g o i n g  t o  c o u r t . "  HE t h e n  asked h e r  "what  t h e  h e l l "  s h e  

w a s  d o i n g  t h e r e  i n  h i s  o f f i c e ,  i m p l y i n g  s h e  was a n o t h e r  

p a t i e n t  w a s t i n g  h i s  t i m e .  A few o f  t h e  women s t a t e d  that 

t h e y  neuez  g o t  more t h a n  a few m i n u t e s  w i t h  t h e i r  d o c t o r s ,  

L i l y  s t a t e d  t h a t  h e r  d o c t o r  b e g a n  t o  s a y  s a rcas t i c  t h i n g s  t o  

h e r  P i k e  "you c a n ' t  j u s t  l a ze  a round  Eor t h e  r e s t  of y o u r  

l i f e , "  Then one  day he  s f t o l d  h e r  o f f "  f o r  t a k i n g  u p  more 

t h a n  t e n  m i n u t e s  of h i s  t i m e .  A n o t h e r  woman h a d  t h i s  t o  

say:  

f f i n a l l y  f o u n d  a d o c t o r  who was r e c e p t i v e  b u t  who 
b o o k s  p a t i e n t s  e v e r y  f ew  m i n u t e s .  So 1 wai t  f o r  o v e r  
a n  h o u r  t o  see  h im a n d  o n l y  y e t  a m i n u t e  o r  two  of  h i s  
t ime.  I f e e l  really o b j e c t i f i e d  because you a re  s o  
anonymous ,  

N e g a t i v e  expeviences a l s o  o c c u r r e d  w i t h  n o n - t r a d i t i o n a l  

d o c t o r s .  T h r e e  of t h e  women r e p o r t e d  t h a t  v i s i t s  t o ,  a n d  

t h e  remedies a n d  t r e a t m e n t s  f rom,  n a t t l x o p a t h s ,  h e r b a l i s t s ,  

h o m e o p a t h s ,  a n d  m a s s a g e  t h e r a p i s t s  were c o s t l y  a n d  o f t e n  

f r u s t r a t i n g .  I 4  p o s i t i v e  r e s u l t s  d i d  occu r ,  which was not 

o f t e n ,  t h e  c o s t  was o f t e n  t o o  h i g h  f o r  t hem t o  c o n t i n u e  t h e  

t r e a t m e n t  o r  remedy. One woman went  t o  see  h e r  n a t u r o p a t h .  

T h i s  was h e r  experience: 

[The. n a t u r o p a t h l  s t a r t ed  p r e s c r i b i n g  t h i s  r e a l l y  
e x p e n s i v e  s t u f f  a n d  I s a i d  ' e x c u s e  me h u t  I am on  
w e l f a r e .  I c a n n o t  a f f o r d  t h i s 1 .  She  a s k e d  me how much 
I was w i l l i n g  t o  'dedicate t o  my good  h e a l t h .  I I t o l d  
h e r  f i f t y  d o l l a r s  a mon th .  She  c o m p l e t e l y  l o s t  
i n t e r e s t .  She  t o l d  me t o  buy t h i s  s t u f f  i n  h e r  
pharmacy on the w a y  out. She didn't tell me that what 



s h e  was p r e s c r i b i n g  was a v a i l a b l e  f o r  a t h i r d  t o  a h a l f  
c h e a p e r  i n  a n o t h e r  s t o r e .  

Changes in the Womenfs Views of  t h e  Medical E s t a b l i s h m e n t  

A s  a r e s u l t  of  ME, a l l  o f  t h e  women had changed  t h e i r  

view of the m e d i c a l  e s t a b l i s h m e n t  and of d o c t o r s  i n  

p a r t i c u l a r ,  Seven women s t a t e d  t h a t  b e f o r e  t h e y  became i l l  

t h e y  b e l i e v e d  i n  t h e  m e d i c a l  e s t a b l i s h m e n t  and t r u s t e d  

d o c t o r s '  judgments.  They a l s o  e x p e c t e d  t h a t  m e d i c a l  s c i e n c e  

would c u r e  them or  a t  l e a s t  t e l l  them what was t h e  m a t t e r  

w i t h  t h e m .  One woman, who had had  p r e v i o u s  n e g a t i v e  

e x p e r i e n c p s  with t h e  medica l  e s t a b l i s h m e n t ,  was a l r e a d y  

s u s p i c i o u s  of  i t  a n d  of d o c t o r s '  j u d g m e n t s .  

A f t e r  becoming i l l ,  f o u r  women r e p o r t e d  t h a t  t h e y  l o s t  

respec t  f o r  t h e i r  medical  d o c t o r s .  Xargarct s a i d :  

I have  l o s t  r e s p e c t  f o r  my d o c t o r  because f o r  t h e  
l e n g t h  of  t i m e  I've b e e n  s e e i n g  him L20 years], he 
c o u l d  have credited me w i t h  t h e  a b i l i t y  t o  know t h a t  
t h e r e  was s o m e t h i n g  r a d i c a l l y  wrong w i t h  me. 

Two women s t r e s s e d  how t h e y  h a v e  lost f a i t h  i n  m e d i c a l  

s c i e n c e ,  B e f o r e  t h e y  g o t  ME t h e y  f e l t  t h a t  i f  t h e y  were 

sick i t  was just a m a t t e r  o f  g o i n g  t o  t h e  d o c t o r  a n d  t h e  

d o c t o r  t e l l i n g  t h e m  what  was wsang and how t o  f i x  i t .  N o w  

t h e y  f e e l  t h a t  t h e  m e d i c a l  e s t a b l i s h m e n t  k n e w  v e r y  l i t t l e  

a b o u t  t h e  body a n d  t h a t  m e d i c i n e  d o e s  n o t  have  a91 t h e  

a n s w e r s .  One woman, who wzs a n u r s e ,  s a i d  s h e  d i d  n o t  t r u s t  

any d o c t o r s  anymore now t h a t  s h e  r e a l i z e s  how much power 

they have. She stated: 



Now I don't give information I don't e x p e c t  will be 
respected. If I do give any information away, I have 
to e x p e c t  that it w i l l  not be respected, And X o n l y  do 
that in exchange fur something else. 

The psychiatric nurse had changed hem views about the 

psychiatric profession. She had this t o  say: 

I just wonder how many psych patients are misdiagnosed. 
Wow many of these are suffering with other misdiagnosed 
diseases and then doped up with medication which they 
are  not supposed to be on?  

T h r e e  of the women stressed how shocked they were to find 

the prE??udic@ against women that existed within the medical 

establishment. They did not believe before that t h e r e  was 

any discrimination within the medical establishment. One 

woman discovered t h i s :  

We don't have a position as women, as middle-aged fat 
women. It h a s  become c l e a r  to me that 1 don't get 
seen, I dunf% g e t  heard. 

Their changes in attitudes led many sf the women to 

take charge actively of their health rather than be passive 

subjects. Four of the women stated that now t h e y  only go to 

their doctors  fa^ wmaintenance,?f Francine said: 

I only go for maintenance. I ' v e  come to the point where 
I don't want to see doctors anymore for anything. I go 
to get my prescriptions filled. In fact, my GP 
[gene ra l  p r a c t i t i o n e r !  knows nothing a b o u t  ME a t  a l l .  



One woman stated t h a t  tknow, any  d o c t o r  I am s e n t  to, I don't 

care how h i g h l y  recommended h e  comes, he has t o  p rcve  

himself .?! 

TREATMENTS 

Treatments T r i e d  

The number of treatments these eight women tried ranged  

from f i v e  t o  s i x t e e n  treatments each. I use the word 

treatment widely, including anything the women used on a 

regular basis to try to alleviate their symptoms. The types 

of treatments ranged from medical treatments, such as drugs, 

to "new agev t r ea tments  such as psychic healers, to 

"naturalv treatments such as herbs. There was very little 

agreement between the women about what was helpful and what 

was not. I t  seemed to depend  l a r g e l y  on the i n d i v i d u a l .  

For example, whereas one woman found Gunryder  p z o d u c t s  

( C h i n e s e  herbs) h e l p f u l ,  a n o t h e r  woman f o u n d  they made her 

symptoms worse. Some of the treatments helped t o  a c e r t a i n  

d e g r e e ,  but no treatment eliminated a l l  the symptoms of ME. 

The following is a summasy of what was helpful 2nd not 

helpful for t h e s e  women. 



Helpful  Treatments  

Five women felt that chznging t h e i r  d i e t  was helpful. 

Changing their d i e t  included e x c l u d i n g  w h e a t ,  dairy, alcohol 

and in some cases sugar, y e a s t  and meats from t h e i r  d i e t s .  

F o u r  of t h e  women f o u n d  t h a t  relaxation, deep breathing, 

meditating, and visualizing all helped t o  some degree, both 

physically a n d  m e n t a l l y ,  T h r e e  n f  the women r e p a r t e d  that 

taking vitamins and minerals on a d a i l y  b a s i s  was h e l p f u l .  

Two of t h e s e  wnmen found that "megan doses of vitamin C were 

h e l p f u l  in addition to multivitamins and minerals. Two 

women found t h a t  stretching o r  yoga was beneficial i f  t h e y  

d i d  n o t  overdo it. T w o  wnmen found  t h a t  g o i n g  t o  a massaye 

t h e r a p i s t  was h e l p f u l .  But, f o r  one of  these women, t h e  day  

a f t e r  t h e  message s h e  felt "wiped o u t , "  T h r e e  women f o u n d  

various kerbs ( S u n r y d e r  products, C h i n e s e  herbs from 

Chinatown, a n d  G i n g k o )  t o  k ~ e  helpful, Two of t h e  women w e n t  

t o  h y p n o t h e r a p i s t s .  One s a i d  i t  was h e l p f u l  and  the other 

was not sure yet because s h e  was just beginning the 

sessions. One woman f o u n d  r e i s h i  mushrooms  h e l p e d  her once 

and CO-Q-3.0 ienzymej helped once, 

Three women found various p a i n k i l l . e r s  effective. In 

particular, the two wcmen who had been in accidents found 

painkillers effective for their various i n j u r i e s .  Taking 

extra strengtn T y l e n o l  and T y l e n o l  3 were u s e f u l  f o r  t h r e f %  

of the w o m e i t .  One of t h e s e  women, who r e p o r t e d  h a v i n g  t r i e d  

weverythin% u n d e r  t h e  s u n , "  f o u n d  t h a t  t h e  b e s t  thing f o r  

her w a s  simply to rest and take Extra Strength Tylenol. One 



woman had a very  i n t e n s e  d r u g  t h e r a p y  program set u p  which 

included anti-inflammatories, anabolic steroids, tricyclic 

antidepressants, painkillers, and tranquilizers. Another 

woman was on t r a n q u i l i z e r s  and was v e r y  conce rned  t h a t  she 

w a s  addicted to t h e m ,  Hswever,  her d o c t o r  insisted t h a t  

sleep w a s  t h e  most i m p o r t a n t  t h i n g  f o r  h e r  and h e  

recoamended s h e  s t a y  on  tranquilizers, Dne vuzan felt G a m m a  

G l o b u l i n  ( a n  immune system modul3tor) was somewhat h e l p f u l ,  

One w o m a n  had v a r i o u s  t h i n g s  s h e  f o u n d  h e l p f u l  b u t  t h a t  

no one else did. Following arc some of  t h e  treatments s h e  

found h e l p f u l  t h a t  the o t h e r  women d i d  n o t  mentian: TENS 

machine, Zheny Gu S h u i  (a C h i n e s e  ointment), c h i r o p r a c t i c  

adjustments, naturopathic r e m e d i e s ,  swimming, and d o i n g  

positive affirmations. 

Unhelpful T r e a t m e n t s  

Many of  t h e  women r e p o r t e d  adve r se  effects from d r u g s .  

Five women reacted adversely to u a r i ~ u s  pair, k i l l e r s ,  T h r e e  

women found t h a t  t h e y  reac ted  negatively t o  antidepressants. 

One woman had a negative r e a c t i o n  t o  a muscle r e l a x a n t .  

Another woman had a bad r e a c t i o n  t o  a n t i b i o t i c s  and t o  

c o r t i s o n e ;  One woEsn had a severe  reaction t o  H a l c l o n  ( a  

tranquilizer 1 ,  

Many women f o u n d  " n a t u r a l f '  t r e a tmen t s  s u c h  as b l u e  

green algae, Matol, herbs, vitamin 8 shots, radio wave 

devices, naturopathic and bw=neopathic remedies and 

acupuncture not h e l p f u l .  One woman f o u n d  t h a t  p h y s i o t h e r a p y  



d i d  not h e l p *  Another f o u n d  t h a t  the TENS machine d i d  n o t  

help, And l a s t l y ,  one woman found  t h a t  d o i n g  p o s i t i v e  

a f f i r m a t i o n s  was damaging hecause i t  p u t  t h e  blame on  h e r  

f o r  h e r  i 2lness - 

One woman had c ~ n s u l t e d  a n  I n d i a n  Shaman and a psychic 

h e a l e r ,  S h e  f ~ u n d  t h e  experience with t h e  I n d i a n  Shaman 

rt  r, ; c e  i t  
- A  but d i d  n o t  r e p a r t  feeling any  b e t t e r  a f t e rwards ,  

However, s h e  d i d  r e p d ~ r t  f e e l i n g  a " b i t f '  be t ter  fox: awhij .5  

a f t e r  seeing a psychic h e a l e r .  

C o s t  and Time 

Many of  t h e  women stressed that t h e y  w o u l d  l i k e  t o  t r y  

many  t r ea tments ,  b u t  t h a t  d u e  t o  financial c n n s t r a i n t ,  t h e y  

could n o t  even consider t r y i n g  t h e m ,  Some of  t h e  women had 

f o u n d  something h e l p f u l  but had t o  s t o p  because t h e y  c o u l d  

n o t  a f f o r d  to pay f o r  t h e  t r e a t m e n t s .  L i l y ,  f o r  example, 

f o u n d  that t h e  one t h i n g  t h a t  had he lped  her f C O - Q - 1 0 )  was 

t o o  expensive t o  continue on a regu la r  b a s i s .  A l l  t h e  women 

o n  the restricted d i e t  commented on t h e  a d d i t i o n a l  e x p e n s e  

of e a t i n g  non-dairy, non-wheat ,  f r e s h  a n d  organic f o o d s .  

Time a n d  energy was a n o t h e r  b a r r i e r  t o  x n a i n t a i n i n g  and  

trying new treatments. Ail t h e  women, but especially t h o s e  

with children living at home, expressed haw difficult it was 

to k e e p  up with basic day t o  day a c t i v i t i e s .  T h e r e  was 

o f t e n  n o  t i m e  o r  energy t o  d o  t h o s e  " e x t r a n  things l i k e  

meditakion, shopping f o r  and c o o k i n g  healthy and wheat-free, 

da i ry - f r ee  meals* As one woman p u t  i t :  



Many things have h e l p e d ,  b u t  t h e y  a r e  hard to do 
because you have t o  be organized and on top of things. 
That is hard when you are sick and have a t h r e e - y e a r -  
o l d  running a r o u n d .  

Anger a n d  Frustration 

The women r a p o r t e d  feelinq f r u s t r a t e d  and a n g r y  when 

treatments d i d  n o t  w o r k ,  One wozan i n  p a r t i c u l a r  who was 

ex t reme ly  sick had this t o  say: 

1 get a n g r y  because d o c t o r s  don" r e a l l y  l ea rn  i n  
s c h o o l  a31 t h e  side-effects of  dxugs and I am w o n d e r i n g  
if I got worse because my body was so loaded with 
antibiotics . . . .  I'm angry a t  my body.  I f e e l  why a r e  
you n o t  g e t t i n g  Setter? 1 am feeding you the right 
f o o d ,  I am exercising, I'm treating you good, I i m  doing 
stupid yoqa, I'm d o i n g  d e e p  b r e a t h i n g ,  X d o n ' t  take 
cigarettes o r  a l c o h o l  (3r candy ,  I h a t e  that my w h o l e  
l i f e  is consumed by my h e a l t h ,  

WORK AND FINANCES 

P r e v i o u s  Uosk 

All the women tventually had t o  s t o p  working outside 

t h e  home a f t e r  t h e y  beease i l l ,  Six of t h e  women t r i e d  t o  

c o n t i n u e  their jobs in same vay when t h e y  became i l l  ii,e., 

changed to part-time, took l e avs s  of absence) .  Two ~f t h e  

women s topped  working as s o v n  as t h e y  became i l l .  O f  t h e  

women who kept working, three reported difficulties with 

bosses and co-workers who did n o t  understand their 

illnesses. When Sue, who worked for a man who did not speak 



English well, phoned i n  sick, her  boss  would say t iSue 

mentally sick,!? Janet f o u n d  he r  b o s s  understanding once  she 

had a diagnosis, Before  h e r  diagnosis, he w a s  o f t e n  

impatient with h e r ,  Co-workers w e r e  hard  t o  d e a l  w i t h  f o r  

Frar.c i n e  : 

I r e a l l y  let p e o p l e  down. People would be angry  w i t h  
me because 1 couldn't l e t  them know ahead of t i m e  what 
f c o u l d  d o .  I couldnBt tell ahead of t ime what 3 was 
a b l e  t o  manaye.  E v e r y t h i n g  I t o o k  o n  seemed t o  f a l l  
t h r o w g h ,  My s e l f  esteem was r e a l l y  affected becaese 
b e f o r e  my word m e a n t  s o m e t ; ~ i n y .  

Once t h e  women s t o p p e d  w o r k i n g  o u t s i d e  t h e  home, t h e y  

r e p o r t e d  a loss of p r i d e ,  confidence and worthiness. Some 

f e l t  "shameful, r f  Hhumiliated, v a n d  f ' i inadequate ."  A n o t h e r  

woman f o u n d  n o t  b e i n g  a b l e  to work hard  to accept. 

It made m e  f e e l  p r e t t y  a n g r y  a n d  s a d  and  hopeless 
because t h e r e  is no p l a c e  f o r  me, Working i s  h u g e l y  
c o n n e c t e d  to m y  self-worth . . . .  I c a n ' t  even h o l d  a 
volunteer job w i t h  any consistent r e s p o n s i b i l i t y .  E 
f e e l  r e a l l y  robbed o f  my c h a n c e  to be productive and  
p r e d i c t a b l e .  

Similarly, one woman s t a t ed  that s h e  f e l t  like a ' r xea i  

loser ! !  because s h e  was n o t  "putting h e r  t w o  S i t s  w o r t h  i n t o  

3' Margaret,  who had worked s i n c e  she was sixteen 

ar;d ...-LA n i l v  had nursed f o r  3 0  years l o s t  mare t h a n  just a j o b .  

She l o s t  f r i e n d s :  

Thexe is a l o t  of p a i n  i n  leaving my j o b .  I l i k e d  t h e  
s t a f f ,  I liked t h e  c l i e n t s ,  f j u s t  liked t h e  j o b .  



Financial Difficulties 

The financial situations of the women b e f o r e  becoming 

ill  v a r i e d  g r e a t l y .  Whereas one woman made 40;000 - 55, 000  

per  yesr, a n o t h e r  woman was l i v i n g  well below t h e  p o v e r t y  

level. Once the women s t o p p e d  working, t h e i r  financial 

situations changed  drastically, e x c e p t  f o r  t h e  woman l i v i n g  

below t h e  p o v e r t y  l e v e l .  As she s t a t e d ,  " 3  was de spe ra t e  

t h e n ,  I am despera te  now." 

When Sue f i r s t  became i l l ,  s h e  w e n t  t o  unemployment 

i n s u r a n c e  f o r  h e l p .  They r e f u s e d  t o  give her any sickness 

and illness benefits because s h e  d i d  n o t  have  a doctor's 

n o t e .  She was ex t remely  d e s p e r a t e .  S u e  t o l d  t h e  woman at 

unempioyment i n s u r a n c ~  that i f  t h e y  wewe n o t  go ing  to g i v e  

he r  t h e  soney  s h e  would have to go o u t  and d o  something 

"criminal." S u e  s t a t e d :  

With that I w a l k e d  o u t .  1 was s o  a n g r y .  The woman 
came running down t h e  s t r e e t  a f t e r  me and s a i d  s h e  
w ~ u P d  g i v e  me t h e  money .  it took something d e s p e r a t e  
like that to g e t  m y  money. 

After  sickness a n d  illness benefits r a n  o u t ,  S u e  t r i e d  a f e w  

d i f f e r e n t  j obs  and  eventually w e n t  on welfare. L i l y ,  l i k e  

Sue, received unemployment insurance sickness and illness 

benefits and  eventually w e n t  on  welfare .  F r a n c i n e  a l s o  

resor ted  t o  welfare. She a p p l i e d  f o r  d i s a b i l i t y  i n s u r a n c e  

f o r  f i v e  years, but because s h e  had no diagnosis, she was 

t u r n e d  down. She believes t h a t  not being recognized by 



Revenue Canada as disabled affected h e r  ability to get other 

benefits, 

One woman remembers two months  when she had absolutely 

no money coming i n .  S h e  believes t h e  o n l y  reason  s h e  

s u r v i v e d  was because s h e  l i v e d  in a co-op a ~ d  s h e  d i d n 3 t  

have to pay  r e n t  f ~ r  those m o n t h s .  A s  w e H 1 ,  she had caring 

n e i g h b o r s  who b r o u g h t  hen  f o o d  from t i m e  to t i m e .  

One woman, who was q u i t e  well-off b e f o r e  her  illness, 

found  h e r s e l f  h a v i n g  t o  move t h r e e  t i m e s  in 1 8  months 

because of  financial d i f f i c u l t i e s .  S h e  now lives i n  a co-op 

and gets disability i n s u r a n c e ,  private i n s u r a n c e  a n d  h a s  

some savings to f a l l  back o n ,  A t  one  point, h e r  p r i v a t e  

i n s u r a n c e  was cancelled a f t e r  she had been on it f o r  two 

years. She said: 

Whatever the d o c t o r  had  t o l d  them, i t  gave them t h e  
i n ~ p r e s s i o n  that nothing was wrong w i t h  me, 

She t h r e a t e n e d  a l a w s u i t  and a f t e r  submitting h e r  own case, 

she won, T h i s  woman a l s o  had d i f f i c u l t y  g e t t i n g  r2nada 

P e n s i o n  P l a n  benefits I C P P ) ,  because s h e  kep t  p u t t i n g  on the 

application that s h e  "hoped" t o  r e t u r n  to work one day. 

After f o u r  years, s h e  finally realized s h e  had t o  s t a t e  

t h a t  she did n o t  see herself returning to work e w r  a g a i n  

w h i c h  is true. She h a s  never been well enough t o  be a b l e  t o  

r e t u r n  t o  work. Only one  woman r epo r t ed  b e i n g  on G A I N  

(Guaranteed  Available Income For  Need! f o r  t h e  handicapped 





Ncw I g e t  1 2 0 0  a month  w h i c h  is r e a l l y  good .  B u t  w h a t  
has  happened over t h e  years  is t h a t  I have accumulated 
debt. T h a t  is what  happens a f t e r  years  of having n o  
e x t r a  money, 1 c a n ' t  g e t  a h e a d .  

One woman s t a t e d  h e r  b a s i c  living e x p e n s e s  e q u a l  

600.00 a month. She g e t s  5 5 0 . 0 0  from s o c i a l  assistance. A 

f r i e n d  o f  h e r s  i w h ~  has a - % r u n i c  illness] t o l d  h e r  about a 

way to make some e x t r a  mcney, She  has n s w  t u r n e d  to a fo rm 

man once  a month  and gets p a i d  f on it, She s t a t e s :  

i I t l  I s  really t e r r i b l e  f o r  me because I am v e r y  
religious and I know it is moral ly  wrong.  But, I am 
dging t h i s  t o  s u ~ v i v e ,  My - censcicnce really b o t h e r s  m e  
and f have a l o t  of guiXt, It is s u c h  a desperate 
situation. I am chronically i l l  a n d  I have  n G  one to 
lean on .  I Gon't have a f a a i 9 y  t o  go home to. 3 d o n 3 1  
have any f r i e n d s  I can  g o  t o .  Sometimes 1 t h i n k  is it 
r e a l l y  w o r t h  it, wouldnft I j u s t  r a t h e r  d i e ?  

Wrr~sevrjrk 

Faux ~f t h e  eight co-researchers have a h o ~ e m a k e r  come 

tc their I i s a i e s  to help with h o u s e w o r k ,  i-iovever, t h e r e  is 

variation in how a u c h  t h e  homemaker does, how o f t e n  t h e  

h a m m a k e r  comes I n ,  and who pays  f o r  the homemaker. F4r  one  

woman, t h e  homemakes =oms i n  t ~ o  t i m e s  a week. S h e  h e l p s  

w i t h  l a u n d r y  and gene ra l  cleaning and w i l l  even r u n  e r rands  

or  pick up t h e  children from s c h o o l  i f  necessary ,  The 

homemaker is pa id  f o r  by GAIN. ~ * n r  ana the r  woman, a team sf 



L - - -  
L W V  cleaning w ~ m e n  come t o  he r  h o u s e  once a month. S h e  pays 

f o r  t h i s  s e rv ice  h e r s e l f .  Faz a n o t h e r  woman, a homemaker 

comes i n  and does only the vacuuming. S o c i a l  assistance 

pays f o r  this. 

One of these women cammentcd on how having a homemaker 

stii? does  not aCequately address h e r  n e e d s ,  S h e  s t a t e d :  

I have a homemaker who shuffles things a r c u n d  f o r  t h r e e  
h o u r s ,  once a w e e k .  A f t e r  f i v e  years  t h e r e  is d u s t  
behind t h e  c o u c h  and t h e  walls need t o  be w a s h e d ,  it 
n e r d s  to be c l eaned  behind t h e  stove a n d  f r i d g e ,  T h e r e  
is n o  way I can do t h e s e  t h i n g s .  T h e  homemakers won't 
do  i t  and 1 don't have e n o u g h  money to h i r e  someone to 
d o  it f o r  me. 

O t h e r  women a l s o  r e p o r t e d  t h a t  housework had accumulated, 

It was n o t  as I f  t h e y  wanted t h e i r  h o u s e s  t o  be like t h e y  

u s e d  t o  be, f o r  t h e y  were getting u s e d  t o  '*letting t h i n g s  go  

a little," b u t  t h a t  d u s t  and dirt that aeeded k a  be looked 

sftsr accumulated. One woman who l i v e s  a i s n e  f o u n d  that the 

bes t  way to d e a l  with housework  was t o  be v e r y  t i d y :  

- 
i can d e a l  w i t h  housework i n  small a m o u n t s  s o  I clean 
up a f t e r  myself as I mess. 

A n o t h e r  woman found that living a l o n e  was beneficial because 

there is no  one around t o  bo the r  hex  a b o u t  a messy h o u s e .  

She c leans o n l y  when s h e  is p h y s i c a l l y  a b l e  and otherwise 

leaves it messy, 



Volunteer Work 

Four of t h e  women f o u n d  t h a t  d o i n g  v o l u n t e e r  work was 

important to them because it gave them a s e n s e  sf worth, 

J a n e t  had t h i s  to say a b o u t  t h e  vawious v o l u n t e e r  jobs  s h e  

has : 

r dvlunteering n keeps  m e  busy and  g ives  m e  a sense  of 
self-worth a n d  makes me f e e l  l i k e  L am doing something 
worthwhiie because 1 f i n d  it frustrating n o t  to d o  
anything at a l l .  

One woman began volunteering a f t e r  three years  o f  b e i n g  i l l  

?'to b u i l d  u p  hes activity l e v e l . ' '  Three of t h e  women were 

involved with leading ME s u p p o r t  grolAps at o n e  t ime o r  

a n o t h e r .  Qther volunteer work includca editing and writing 

f o r  a Lesbian  newspaper, and working w i t h  environmental and 

peace g r o u p s .  

EXPERIENCES WITH FRIENDS BMD FAMILY 

Seven of t h e  women described t hemse lves  as "caregivers 

o f  F i v e  of these women f o u n d  it difficult to have 

to a s k  o tkews f o r  h e l p ,  Helga gave a typical r e s p o n s e :  

I have  t r o u b l e  asking people t o  d o  things. I ' v e  been 
s o r t  of a traditional woman i n  society who d i d  
everything f u r  everybody e l s e .  I ' v e  had to l earn  to 
a s k  f o r  help. 



For J a n e t ,  a d m i t t i n g  t h a t  s h e  n e e d e d  help m e a n t  that she was 

T f g i v l n g  into t h e  ilbness." She stated: 

A s  long 2s I c o u l d  cope  w i t h  t h i n g s  m y s e l f ,  1 c o u l d  
believe 1 wasn't really s i c k  .... 1 c o u l d  have had mare 
h e l p  but f w a s  too stubborn, 

F o r  t h e  women who had children living with t hem,  t he re  

was n o  yuesiicn as to who comes f i r s t  when mother and 

c h i l d r e n  were i l l  a t  t h e  same t ime.  One woman r e p o r t e d :  

When we b o t h  g e t  s i c k  [ h e r  daughter a l s o  has ME1 I look 
a f t e r  h e r .  She comes f i z s t .  

However, the wornan with two s p e c i a i  needs c h i l j r e n  r e p o r t e d  

how difficult I t  was t o  mother  a l o n e :  

I begged the children's f a t h e r  to quit work a n d  l o o k  
a f t e r  t h e 2  or even to L ~ o k  aft52r t h e n  p a r t  time, but h e  
wouldn't. Z mean 1 l o v e  my k i d s  b u t  i t  is a c o n s t a n t  
strain of t r y i n g  to maintain , l i f e  as a s i n g l e  p a r e n t  
that h a s  k e p t  me sa ill, 

caregivers the-y once were. Mary, who had always t a k e n  care  

of the social and economic needs of  her family, f o u n d  h e r  

husband having a difficult time taking over: 



I ?  - . ---  T h e  consequence was a 3 month separstion, nowever ,  t h i s  

woman r e p o r t s  t h a t  with t h e  h e l r  of  a s u p p o r t  g r c u p  f o r  

spouses a n d  p a r t n e r s  ef p e o p l e  with ME, t h e i r  r e l a t i o n s h i p  

is b e t t e r .  

m o t h e r ,  a n d  an o l d e r  sister, I n  h e r  a t t e m p t  t o  u n d e r s t a n d  

h e r  position she h a 4  this to s a y :  

.L Maybe IL  ns b e t t e r  to g i v e  assistance, to be a n u r s e ,  
t o  be a facilitator o f  a woman's group, t o  advochte f a r  
someone e l s e ,  t o  organize and  ass is t  someone e l s e ,  t h a n  
to be p a r t  of the group who needs i t ,  B u t  that is 
wrong .  T h e r e  shouldn't be that division a t  all a n d  
maybe a s  an advoca to r  1 h e l p e d  keep ? h a t  d i v i s i o n  - t h e  
ones  who h e l p  a n d  t h e  o n e s  who need  h e l p .  T h e r e  is 
such a loss of self w o r t h  t a k e n  away in such a sys tem 
. i w a s  creating that structure xhere it is 
dangerous to be vulnerable , , , was o n l y  aware o f  t h e  
power structure [ b e f o r e ! .  1 used to be in the p o s i t i o n  
of "do g o o d e x . ' ?  1 thought I was saving the world, 
making t h e  world a b e t t e r  p l a c e  when i n  fact 1 was 
helping to p e r p e t u a t e  t h e  division, B u t  it is not a l l  . . .  
black and w f i l ~ e .  f c g u l d  do  w i t h  some adv--- v L e ~ y  r i g h t  
n o s ,  

~ w g  women s a i d  t h e y  had  no one t o  care f o r  t h e m  when 

t h e y  becane r e a l l y  s i c k ,  T h e y  were eccirely on t h e i r  own, 

Receiving Care From Friends and Family 

F i v e  w o m n  reported receiving some tangible s u p p o r t  

from friends and family. All these women f o u n d  that t h e y  



had friends who he lped  o u t  occasionally, Heiga s t a y e d  w i t h  

friends, including h e r  ex-husband,  f o r  months at a time when 

she was quite i l l .  L H z ?  ,,, and Mary havs  f r i e n d s  who o f f e r  

chiideare o c c a s i o n a l l y .  For one w o m a n ,  t h e  h e l p  f ~ o m  a 

friend h a d  a p r i c e :  

1 had one f r i e n d  who agreed to h e l p  me and I gave her  
s o  much a n  h o u r .  

T h r e e  o t h e r  women f o u n d  t h e i r  friends with ME to be 

supportive emstionaily. One woman r e p o r t e d :  

When f a m  really feeling down, f ? l i  pphon emy f r i e n d s  
who have ME because I know t h e y  have the k i n d  of 
understanding of b e i n g  ill. 

Mary f o u n d  h e r  m o t h e r ,  who had p o s t  polio syndrome, t o  be 

ve ry  supportive e x i s t i o n a l l y  and financially. Her mother  

offered t o  pay to Rave someone come into Mary's h o u s e  a n d  

clean on a regular b a s i s ,  Rel5a was t o u c h e d  when h e r  s o n  

and h i s  family asked  her to move t o  t h e  Yukon to l i v e  with 

t h e m  because t h e y  t h ~ u g h t  t h e  f r e s h  a i r  would  be h e l p f u l .  

One woman found  t h a t  her  h e a l t h y  ? ' f r i e n d s f f  were 

supportive i n  one situation b u t  n o t  i n  a n o t h e r :  

C.T*L n i i c t f  A *- I + . . - - ~ ~ . 4  Y V L h c U  on t h e  l e s b i a n  f e m i n i s t  ---- ~ t ~ a - ~ a ~ i n e ,  t h e  
vornen were very supportive, Sometimes I wo~3.d fade  i n  
and out of conversations, sometimes I would be 
horizo~tal at neetings and they would  be s u p p o r t i v e .  
B u t  if i would r u n  into them at t h e  bar or something, 
t h e y  wouldn't want to spend a n y  time t a l k i n g  t o  m e .  It 
was as  i f  they d i d n *  twant t o  witness the s t r u g g l e ,  



Lack of Understanding and Support 

All  the women reported that when t h e y  F i rs% became i l l ,  

t h e y  2 i d  n c t  receive much support o r  understanding from 

f r i e n d s  s r  family, I n  particular, family members were n o t  

very supportrve either emotionally, physically, a r  

financially* One woman had this t o  say about her h u s b a n d :  

He will Let t h e  d i s h e s  j u s t  keep piling u p  when I am 
really s i ; k ,  End t h e n  he'll make comments t h a t  t h e  
dishes are n o t  done.  

Another  woman had this to say a b o u t  her in-laws: 

My in-laws are n e t  supportive at a l l .  My mother-in-iaw 
h a s  s a i d  ' j u s t  l o s e  w e i g h t '  or ?just i g n o r e  i t t .  My 

P .  father-in-law is a d o c t o r  and a t  rlrst h e  w a s  oae ef 
t h o s e  who didn't believe ME existed, B u t  he h a s  since 
changed h i s  mind. 

One  w o m n  tried to get r e s p i t e  care f o r  her  t w o  

children, b u t  s h e  reported '-' ~ n a t  fFit just did not w o r k ,  it 

was t o o  ~ornplicatsd.~! When s h e  had a p a r t i e u l a z l y  bad 

r e l apse ,  s h e  was t o l d  by welfare  t o  p u t  h e r  children i n  

foster cs r e ,  One woman f a u n 6  t h a t  one of  t h e  most difficult 

t h i n g s  s h e  had tc dea l  with was h a v i n g  n o  s u p p o r t :  

1 don't have anybody coming o v e r  and cooking m y  meals 
ar running er ra f ids  when I am really sick, 1 don't have 
any onE coming over and giving me money. J u s t  b e i n g  
tuially i n d e p e n d e n t  is hard  b u t  f donft k n o w  where t o  
go to get help from . . . .  1 j u s t  w i s h  I h a d  a home t o  go  
to j u s t  to relax. B u t  t h a t  is t h e  way l i f e  is. I am 
an adult a n 2  I have to be responsible f o r  myself. 



others Ein t w o  cases a b r o t h e r ,  i n  t h e  c j t k e s ,  a f r i e n d )  

until the others had heard a b o u t  o t h e r  p e o p l e  who had ME, 

S u e  r e p o r t e d :  

One of my girlfriend's mothers has been dizgnosed w i t h  
ME and  s h e  called me u p  a n d  s a i d  " o h  i t  is a Isgitimate 
illness t h e n ! t '  

Many o l d  friends vanished quickly f o r  a l l .  of t h e  women 

once t h e y  became i l l .  T h u s  t h e y  r a r e l y  received s u p p o r t  

f r o m  o l d  f r i e n d s .  Mary had t h i s  t o  s a y :  

1 f i n a l l y  g o t  someone  to h e l p  m e  c l e a n  my h o u s e  a d my 
f r i e n d  s a i d  ' a r e  you cleaning w i t h  h e r ,  I always - e t  so  
much more done when 1 c l ean  w i t h  my c l e a n i n g  p e r s o n ' .  
1 j u s t  t h ~ u g h - k  this was u n r e a l ,  I ]-lave known t h i s  
woman f o r  years  a n d  saying that instead of saying I f  

hope you a r e  resting' or I%sn7t t h a t  g r e a t ?  . . . .  1 
f i n d  i t  i n t e r e s t i n g  t h a t  o l d  f r i e n d s  vho  k n e w  me b e f o r e  
aren't t u d d e r s i a n d i n g  and I would have thought t h e y  
would have been  because t h e y  k n o v  i am n o t  t h e  same 
p e r s o n ,  

were n o t .  One woman h a d  a f r i e n d  who was a psychologist who 

" P i t  i n t o  h e r 7  about how " i r r e s p o n s i b l e n  s h e  was, S a n e t  

found  that h e r  s i s t e r ,  who is  a n u r s e  w o u l d  g i v e  h e r  

informati~n about various drugs, b u t  she zeaily d i d  n o t  want 

My sister j u s t  d i d  not want  t o  d e a l  with me b e i n g  s i c k .  
She is better now b u t  s h e  s t i l l  ge ts  annoyed w i t h  me. 
She t h i n k s  4 s h o u l d  p u s h  myself more, 



As well, J a n e t  said t k t  when she h a s  a r e l apse  h e r  mother 

sometimes says " w h a t  were you d o i n g f t  as i f  to say that Janet 

caused h e r  re lapse to h a p p e n .  

One woman found out that as a mother it is not always 

s o  clear when it comes to believing in y o u r  children. When 

h e r  d a u g h t e r  f i r s t  became ill w i t h  XE s h e  c o n f e s s e d  that she 

"pushed a n d  pushed h e r  because s h e  wasnit going to school 

and everybody w a s  t+iiing h e r  s h e  was f a k i n g  i t . "  

Three woaenfs families were extremely critical of their 

this to s a y :  

My family has always been i n  a rage t h a t  i am sick. My 
sisters have s a i d  things like ' 1  would rather die then 
go on welfareT. Whct I have done is cross  the l i n e  
that no o n e  c a n  a c c e p t  and t h a t  is to n e e d  something 
,... They look at me like I have  somehow morally 
c o l l a p s e d  because I am fat, I d o n ' t  exercise, and 1 am 
sick. 

'Enother woaan whose f a m i l f v  was unsuppsrtive, found herself 

b e i n g  referred to as ?*an embarrassment to the family" 

because s h e  w a s  not her " o l d  s e l f w  anymore,  A t h i r d  womanis 

h ~ s b a ~ d  was critical of c h a n g e s  in h e r  m e n t a l  abilities. 

She had this to say: 

He looks at me when I am t r y i n g  to f i n d  a word and he 
has no patience with me . . . . I t  was my friendts 
birthday the other day and I was r e a l l y  sick and 
feeling lousy and it took me o v e r  a half an hour t o  
write out this card. Then I lost the card. I was 
standing on it, My husband s a i d  'my god you are 
moronic'. I thought right, I certainly was behaving 
that way but that was not the most s u p p o r t i v e  thing tu 
say to me at the time, 



She is a very good p e r s o n  b u t  it g o t  t o  t h e  p o i n t  where 
when I got my [motorizedl scooter s h e  would tell m e  s h e  
w o u l d  like t o  see me u s e  it wore o f t e n ,  

1 t o i d  my neighbor 1 had ME a r d  t h e  next day she went 
running t n  h e r  g o c t o r .  It was l i k e  mass hysteria. Her 
d o c t o r  a sked  i f  she had  been ove r  k i s s i n g  me a n d  she - ' s a i d  no .  ~ u z  now s h e  thinks 1 have some d i r t y  d isease ,  
1 Eeei s o  ~ u c h  s h a m e .  

Many friends and f a m i l i e s  did n o t  believe t h e  women 

were t r u l y  i l l ,  Helga r e p o r t e d  t h a t  h e r  G n l y  living 

relative f rom h e x  family of b i r t h ,  h e r  b r o t h e r ,  t - h o u y h t  h e r  

. - ,  lllnass was aL1 i n  h e r  m i n d :  

He poopooed my lettiny m y  imagination getting away with 
me [sic) and saying things l i k e  i f  I j u s t  prayed 
p r o p e r l y  and went  t o  church, that I would be f i n e .  

Another woman reported t h a t :  

My f r i e n d s  a n d  family saw me so sick and they knew I 
w a s  s i c k  b u t  b e c a u s e  d o c t o r s  couldn't come u p  with a 
name, t k e y f d  say 'maybe i t  is all. in y o u r  head1 or 'if 
the doctors can't find anything, it can't be too 
Ser ii6'us ' - 

One woman thinks that o t h e r s  h a v e  come t o  t h e  conclusion 

t h a t  s h e  g e t s  some secondary g a i n  from h a v i n g  ME: 

They believe it is a relief, that somehow I would 
r a t h e r  lie i n  th ; - s  p3sition t h a n  be f u n c t i o n a l  a n d  



7 - 5  taking responsibility f o r  me and my daughter's ~ i ~ e .  
That rea7 i y b o t h e r s  me, 

One woman summed u p  her  f e e l i n g s  a b o u t  t h e  lack of  

support and understanding s h e  received: 

Y o u  h a v e  to l e a r n  to depend  on y o u r s e l f .  No o n e  is 
. I  going t o  u n d e r s t a n d  tabout ME3 unzess t h e y  have ic 

3- ~hemseives, 

Abuse 

One woman d e s c r i b e d  a n  abusive experience she had when 

she was i l l :  

Once when f w . 3 ~  r e a l l y  s i c k  I a s k e d  m y  dad to coifie 
o v e r ,  $42 is a n  alcoholic a n d  it w a s  a time w h ~ n  L was 
on antidepressants, a n d  I had j u s t  moved i n t o  t h i s  
apartmenk and I w a s  really scared. 1 d i d n 7 t  w a n t  to be 
a l o n e .  S o  I was on t h i s  m e d i c a t i o n  a n d  I w a s  a l s o  
scazed to be o n  it. I was a l l  doped up ,  h e ' s  s o b e r  
t o o ,  s o  t h a t  was f i n e ,  I t h o u g h t  h e  c o u l d  cook  
s o m e t h i n g  u p  w h i l e  1 l a i d  down o n  t h e  c o u c h .  B u t  t h e n  
I d o n ' t  know, he  j u s t  s t a r t e d  coming  o n t o  me when I was 
doped ~ i p  or, this medication. I d o n c , &  have m y  p a r e n t s  
t o  l e a n  o n ,  y o u  s e e .  I f  I a s k  t h e m  over  he re  i t  is 
j u s t  more s t r e s s  t o  me. 

Loss an3 Gain 

B e s i d e s  l o s i n g  t h e  s u p p o r t  and  u n d e r s t a n d i n g  of  

f r i e n d s ,  some o f  t h e  women r e p o r t e d  t h e y  have  l o s t  c o n t a c t  

A l l  eight women reported t h a t  t h e y  had l o s t  f r i e n d s  s ince  

t h e y  had become ill. J a n e t  s a i d :  

Some friends disappeared when I g o t  s i c k .  Some of the 
ones who disappeared s u r p r i s e d  me because t h e y  were t h e  
people t h a t  I had supported and  he lped  o u t  i n  a l o t  of 



ways. It surprised me t h a t  they were not willing to 
support me. 

Francine has this to say a b o u t  h e r  f r i e n d s :  

The f a c t  t h a t  I needed t h e m  scaxed the h e l l  out of  t h e m  
. . . .  L do  n o t  f e e l  a n g r y  w i t h  these p e o p l e .  It is v e r y  
hard t o  s u d d e n l y  f i n d  someone you r e l i e d  on to be p o o r ,  
s i c k ,  and needy,  .It is just sad. 

Four women felt they l o s t  their f r i e n d s  because they 

couldn't keep  up with them any more,  Sue gave a t y p i c a l  

r e s p o n s e  : 

f j u s t  don't have t h e  energy or t ime f o r  f r i e n d s  o r  
relationships, It is j u s t  t o o  much w o r k .  

Fuur  of the wosen felt t h e  break u p  o f  their intimate 

relationships was a result of their illnesses. One woman 

described hsrself a s  t i s u c h  a l o s e r t f  because she was sick. 

She a l s o  had t h i s  to s a y :  

I f  I c o u l d  have been h e a l t h y ,  I think t k h e  
relationship! would have Lasted but I was s u c h  a b o r e ,  
a drag, no f u n .  

When Helga f i r s t  started d a t i n g  h e r  male companion, they 

t a l k e d  a b o u t  marriage: 

H e  didnft Believe hcw s i c k  I was at first. I think h e  
was c a n f u s e d  because h e  wou ld  u s u a l l y  see  m e  when I was 
up and trying to appear well. When I became really 
ill, he distanced himself. Now he doesn't talk about 
marriage anymore. 

Janet had a s i m i l a r  experience with her male companion, 

except that Janet said she ' *encouragedv him t o  l e a v e  because 



as she put it, @'he d i d n ' t  know how to deal with my being 

sick 

Five of the women expressed  that it was difficult 

maintaining intimate relationships. One woman finds it is 

difficult f o r  potential p a r t n z x s  to accept her illness: 

1 have had a few somewhat serious relationships but 
they all have had a h a r d  time accepting my I l l n e s s ,  
One i n  p a r t i c u l a r  was a doctor, 

One woman had a r e l a t i o n s h i p  for two years with a woman who 

also had ME, S h e  described it as "hellishly hard," %er 

p a r t n e r  was g o i n g  t h r o u g h  a l o t  (she w a s  a s u r v i v ~ r  of  

a b u s e ) .  She had this to s a y :  

The thing is, that if I was healthy, I would have had 
the stamina to work through all that stuff but I was 
just worn out. 

D e s p i t e  a l l  t h e  losses of friendships and lovers, t h e  

women managed to g a i n  some ve ry  c l o s e  f r i e n d s ,  A s  one woman 

said: 

It seems I have eliminated the superficial friends and 
I've ccme very c l o s e  to the rest. Now I have a 
w o n d e r f u l  circlz cf f r i e n d s .  

The new friends are ftmore ~upportive,~' "more u n d e r ~ t a n d i n g , ~  

and more " a c c e p t i n g . "  Francine believes h e r  new f r i e n d s  

seem t o  u n d e r s t a n d  and accept  that she "has less to g i v e "  

and t h a t  "that is j u s t  t h e  way it is when you h a v e  a f r i e n d  

w i t h  a n  illness." Lily has found t h a t  now s h e  h a s  a g r e a t  



many f r i e n d s  uha  hsve ME t h e m s e l v e s ,  Margaret, who s t a t e d  

t h a t  s h e  d o e s  not have many f r i e n d s  w i t h  whom s h e  

socializes, does  talk to many peop le  on t h e  p h o n e .  M a r g a r e t  

also h a s  two d o g s  t o  k e e p  h e r  company whom s h e  e n j o y s  a 

great dealt. 

EXPERIENCES WITH OTHER PEOPLE (ACQUAINTANCES AND STRANGERS) 

Five  of t h e  women r epox ted  t h e y  felt d i s c r i m i n a t e d  

a g a i n s t  because they had ME, T h e  r e p o r t s  varied from 

FoLlcwing a re  t h r e e  gene ra l  s t a t e m e n t s :  

I f e e l  i g n o r e d  by d o c t o r s ,  soc ie ty ,  and a c q u a i n t a n c e s  
b e c a u s e  t h e y  don't w a n t  t o  t a l k  a b o u t  my i l l n e s s ,  t h e y  
d o n ' t  wan t  t o  know a b o u t  i t ,  t h e y  d o n ' t  want  t o  know 
t h a t  someone 's  f i f e  is h a r d .  

I r e a l l y  have a sense t h a t  t h e  wor ld  h a s  no p l a c e  f o r  
p e o p l e  w i t h  d i s a b i l i t i e s .  I h a v e  a s e n s e  t h a t  p e o p l e  
d o n ' t  want t o  w a i t  f o r  t l ~ e  b u s e s  t o  g e t  a [ m o t o r i z e d ]  
s c o o t e r  o n .  P e o p l e  d o n ' t  want t o  pay t a x e s  f o r  p e o p l e  
who canno t  s u p p o r t  t h e m s e l v e s .  I t h i n k  p e o p l e  r e a l l y  
b e l i e v e  i n  s u r v i v a l  of t h e  f i t t e s t  a n d  I n e v e r  f e l t  
t h a t  b e f o r e .  The i d e a  I have  i n  mind now is  t o  g e t  
b e t t e r ,  get more money, a n d  g e t  p r o t e c t i o n  a g a i n s t  what 
t h e y  a r e  g o i n g  t o  do  t o  m e .  

P e o p l e  d i s c r i m i n a t e  a g a i n s t  you because you d o n ' t  l o o k  
s i c k .  It is hard f o r  people t o  a c c e p t  w h a t  you have  i f  
they c a n n o t  see i t .  

Some s p e c i f i c  examples a re  a s  f o l l o w s :  

I was d i s c r i m i n a t e d  a g a i n s t  by a f e l l o w  who was 
d i sab l ed  i n  a w h e e l c h a i r  when I was t a k i n g  a j o b  
t r a i n i n g  course p u t  on by manpower f o r  d i sab led  p e o p l e .  
A man who had cerebral pa l sy  told m e  I was n o t  



disabled, that it was all in my head, f didn't have a 
diagnosis at the time. 

A guy  came up to me one day and said 'that [parking 
space! is for people  in wheelchairs,' I turned and 
said t o  him, 'well some people don't have visible 
handicaps.' It didn't bother me. I felt he  was just 
not informed. 

One woman found the lesbian feminist community 

discriminatory: 

I really think there is an amazon ideal, and if you 
don't match up to it, forget it. You are supposed to 
be so wonderfu7,  a superwoman, have a career, be a 
political activist, take courses, parent, an? have a 
wild sex life. There is no place for a woman who is 
disabled. We siaply drop out of  sight. 

Another woman pointed out that "there i s  a potential 

for discrimination if it is prcven  that ME is contagious." 

Difficulty Communicating With Others 

Many of the women s ~ o k e  a k a u t  the frustration they had 

when dealing with the public. Francine talked about how her 

whole life involved helping others and that now when she 

needs someone to advocate on her behalf, she finds no one: 

No one believes me or takes me seriously. It is really 
hard in this society to function as a pesson  with an 
illness and get the respect you d e s e r v e .  

Janet found that her healthy appearance to be one of 

the most difficult and frustrating things she has to d e a l  

w i t h :  



It makes it difficult to deal with s t r a n g e r s  because 
t h e y  expect me to do something that if I do, I ' m  in 
t r a u b l e .  T h e  invisibility makes it awkward . . . ,  1 mean  
I j u s t  don't acknowledge that I a m  sick to any one that 
I don't have to acknowledge it to, 

L i l y  a l s o  h a d  a problem with h a v i n g  a n  i l l n e s s  t h a t  was 

virtually invisible: 

i t h i n k  i t  is a p a i n  t o  l i v e  w i t h  a2 illness t h a t  is 
i n v i s i b l e .  P a r t  of the pain is because people d o n ' t  
acknowledge  yous disability and i f  you t a l k  a b o u t  i t ,  
i t  is b o r i n g  a n d  d e p r e s s i n g ,  But i f  you d o n ' t  t a l k  
a b o u t  i t ,  peop le  d o n ' t  know you are  d i s a b l e d  and d o n f t  
understand it. 

Support Groups  

i had met t h r e e  of t h e  co-researchers at support group 

meetings. Support groups l e a d e r s  qave m e  n a m e s  and  p h o n e  

numbers of women who vere  not a t  t h e  m e e t i n g s  I attended b u t  

whom they thought might be interested in participating in 

the study. O u t  o f  t h e s e  l is ts ,  came t h e  remainder  of  t h e  

c o - r e s e a r c h e r s .  A i l  ~f t h e  women be longed  t~ a n  MEBC 

s u p p o r t  g r o u p  a t  some t i m e ,  (MEBC is an umbrella 

o r g a n i z a t i o n  i n  B r i t i s h  Columbia f o r  numerous support g r o u p s  

thxoughoat t h e  p r o v i n c e . )  Five of the women continued to go 

to support groups  on a regula r  basis. Two women said they 

did nut attend meetings any longer a n d  cne woman was in the 

process of finding a new ME support g r o u p  to join. All t h e  

women felt that ME support groups  were helpful. Sue gave a 

typical response: 



I really feel lucky that t h e r e  a re  o t h e r s  t o  t a l k  to 
and we can j u s t  say 'me t o o '  o r  * I  know exactly how you 
f e e l . !  Before  f was totally alienated, 

Three of the women exprzssed how i m p o r t a n t  the s u p p o r t  

groups were tc them when t h e y  first became ill. For one 

woman it was her "saving grace." For a n o t h e r  woman it was 

t iwhat  kept i h e r l  going," One woman, who is a support group 

leader,  s t a t e d  that s h e  felt t h e  s u p p o r t  ghoug made h e r  f e e l  

' * u s e f u l  and got her out of isofation" and that she had 

l e a r ~ e d  n o t  to l e t  it t !dra inH h e r .  

However,  n o t  a11 t h e  e x p e r i e n c e s  w i t h  ME s u p p o r t  g r o u p s  

were p o s i t i v e ,  Four o f  t h e  women stressed how they 

occasionally came away f rom a s u p p o r t  group feeling worse 

t h a n  when they w e n t .  Helga gave t h e  following e x p l a n a t i o n  

f o r  t h i s  phenomenon: 

Sometimes I cone away feeling t e r r i b l e  . . . ,  sometimes 1 
a m  strong e n o u g h  to h e a r  t h e i r  p a i n  and not get into 
it. Other times 4 t a k e  it on a n d  I come home a n d  am 
really dragged down, 

Mary put i t  a n o t h e r  way: 

Sometimes you don't feel s u p p o r t i v e  yourself. 1 f i n d  a 
l o t  of people i n  t h e  g r o u p  ve ry  l o n e l y  and i n  n e e d  of  
Friends and help, B u t  a l o t  of  t h e  t i m e  I c a n ' t  d o  
that cause it t a k e s  a l l  my ene rgy  to get on with my own 
life. f just don't have the energy to s p a r e .  

One woman found her local support group emotionaily draining 

and  was in the process of l o o k i n g  f o r  a more ' 'upbeatff g r o u p .  

The two women who no l o n g e r  went t o  m e e t i n g s  werz a n g r y  





When 1 first got sick I remember I would lock outside 
and l o o k  st how f a r  it was to the back yard. Or 
something would f a l l  and I would think about how far it 
was to pick it up. I remember knowing I was very sick 
but I couldn't describe i t  ic anyone. I d i d n f t  f e e l  
depressed ou anything . . . .  I wasn't feeling like I 
s h o u l d  ga o u t  a n d  work or anythlnq, I t h o u g h t  I m i g h t  
d i e  the n e x t  d a y .  

One woman who d i d  n o t  get a d i a g n o s i s  for five years had 

t h i s  t o  s a y :  

There was always an excuse far n o t  f e e l i n g  w e l l  - food 
allergies, tumor, c o l d .  Without a diagnosis I learned 
to l i v e  one day  at a t i n e ,  

Francine felt her c o u n s e l l o r  hzlped h e r  to cope i n  the 

beginning of her i l l n e s s ,  With t h e  h e l p  c f  her counsellor, 

-L r r a n c i n e  went from wanting to be l e f t  a l o n e  t o  d i e ,  t o  

actually constructing a very  small w o r l d .  Two other women 

found the ME support groups helped then to c o p e  i n  t h e  

beginning of their illness. 

The most common s t r a t e g i e s  the women reported were " t o  

take o n e  day  at a time," organize their day, follow a 

routine, and try to keep their days as full as possible. 

For ane of these women, that meant she had to impose a 

structure on her life: 

I basically imposed a structure on my l i f e  which was 
really hard to do. For example, I o f f e r e d  t o  drive 
this woman to work everyday at 11:00 o'clock because 
otherwise 1 would sleep all day. I f o l l o w  my routine as  



much as I can, O f  course when I am rezily s i c k ,  I j u s t  
s t a y  i n  bed-  

They l e a r n e d  that t h e y  had  t o  be c lea r  t o  o t h e r s  a b o u t  w h a t  

t h e y  were a b l e  t o  d o  f o r  o t h e r s  and f o r  thsmselves. When 

t h e y  were asked to m z k e  p l a n s  i n  t h e  future, t h e  wozen 

learned t o  say "maybe." H e l g a  r e p o r t e d  t h a t  she o f t e n  says 

h e r  f r i e n d s  an6 f a m i l y  know t h a t  t h e  reason s h e  c a n n ~ t  be 

w i t h  t h e m  is because s h e  is i l l  and n o t  because she d o e s  n o t  

want ta be with t h e m ,  

Three  women f i n d  t h a t  i t  h e l p s  t o  d o  someth ing  n i c e  f o r  

themselves. S u e ,  f o r  instance, e n j o y s  reading books a n d  

d o i n g  a r t  work; Mary t a k e s  a p o t t e r y  c l a s z -  L i l y  has t r i e d  

a f e w  things: 

I took a r e s i d e n t i a l  w o m e n ' s  writing works t jog  f o r  two 
weeks, I r e l a p s e d  b a d l y  a f t e r  that but it was w o r t h  i t  
. . .  1 t r y  and m e t  w i t h  t h e  g roup  e v e r y  s o  o f t e n  even 
t h o u g h  I am t o o  ill t o  w r i t e  . . , .  I go  o u t  maybe e v e r y  
t w o  w e e k s  or 30, It is a b i g  e f f o r t  bu t  I d o  it 
because I t  is important t o  keep in t o u c h  . . , .  I try a n d  
g e t  away every  month o r  s o  f o r  a w e e k e n d ,  Now b e i n g  o n  
w e l f a r e  that is a mean f e a t  b u t  it is essential for my 
well-being. 

Three women r e p o r t e d  t h a t  t h e y  have l e a r n e d  t o  make t h e  

b e s t  o v t  of t h e i r  s i t u a t i o n  by c h a n g i n g  t h e i r  a t t i t u d e s  

a b o u t  their l i v e s ,  Mary said i t  t h i s  way: 

I d o n f t  dwell on my problems, I've l e a r n e d  t o  m a k e  t h e  
b e s t  o u t  of i t .  I do  t h i s  by l o o k i n g  a t  myself and  
recognizing the power I h a v e  w i t h i n  m e .  



Three women r e p o r t e d  t h a t  I t  h e l p e d  t o  s t o p  b e l i e v i n g  

t h a t  t h e i z  illness v u u l d  q u  away. Heiqa e l a b o r a t e d  o n  this: 

I p r o t e c t  myself emotionally by n o t  believing that I a m  
getting b e t t e r  because i t  is s o  devastatinq 
psychologically t o  f a l l  back .  

Two women coped w i t h  feelings o f  d e g r e s s i o n  and ! $ s e l f  

p i t y "  by comparing themselves to others. As Mzrgaret 

pointed o u t :  

So many t i m e s  when I have f e l t  s o r r y  f o r  myself or f e l t  
r ~ s ~ n t f u l ,  God has managed to p u t  somebody i n  a 
w h e e l c h a i r  i n  my n e x t  l i n e  of s i g h t ,  

m , .  r w ~  women s a i d  t h e y  simply "" l i s ten  t o  t h e i r  b o d i e s  and don't 

p u s h  t h e m s e l - ~ e s  . " 

L i l y  a n d  Mary s a i d  t h e y  u s e  t h e i r  goo6 d a y s  f u r  things 

t h e y  need o r  like to d o .  L i l y  e x p l a i n e d  it t h i s  way: 

I get t h o s e  odd goad days .  1 u s u a l l y  d o n ' t  t h i n k  'wow 
this is i r  anymore,' I n s t e a d  1 r u n  a r o u n d  like a 
maniac a n d  g e t  caught u p  i n  everychifig o r  1'11 g r a b  

1 .. .A t h o s e  m o m e n t s  and g o  t o  t h e  beach h e c a u s e  I A U Y C  

walking on t h e  beach .  

Two women f o u n d  t h e i r  VCR's h e l p e d  them t o  c o p e ,  B o t h  

women tape programs to watch at a later time. Meg p r i d e s  



herself i n  having a collection o f  t r a v e l  shows, t e n n i s  

t o u r n a m e n t s ,  and classical music s h o w s .  L i l y  likes to r e n t  

movies for enterkainment. 

The following are some o f  t h e  u n i q u e  ways i n d i v i d u a l  

women coped with their illnesses: L i l y  never  rests i n  h e r  

bedroom because she spent  two years i n  i t  and f i n d s  h e r  

bedroom depressing to be i n  d u r i n g  t h e  day.  S h e  now l ay s  on 

h e r  c o u c h  te rest. O n e  woman f i n d s  o t h e r s  t o  assist h e r  

with housework  a ~ d  childcare, Meg g e t s  h e r  groceries 

delivered, Hefga keeps a S c u r n a l  e v e r y d a y  and r a t e s  h e r s e l f  

on a scale f rom one  to ten. She explains how this d a i l y  

record h e l p s  h e r  to cope:  

f f i n d  it ~ s s f u l  because i can look back and read where 
1 was really i n  despair, f e e l i n g  terrible and t h e n  read 
how t h e  n e x t  Gay I was o u t  a n d  d o i n g  s o m e t h i n g .  I t  
r e in fo rces  t h e  2 a c t  that it doesn't need to be t h e  same 
tomorrow as i t  Is today. It a l s o  helps o t h e r  p e o p l e .  
I tell them where I a m  a n d  i t  seems to eliminate a l o t  
of explanation and b o r i n g  detail, 

One woman found t h a t  when someone vou?d a s k  how she was 

f e ~ l t n g  it was difficult to a n s w e r ,  and so  devised a casua l  

response  : 

Sometimes I'll j u s t  s a y  ' f i n e '  and sometimes I'll j u s t  
say ' I s m  t h e  shlt~, hew are y o u . '  I t  makes it easier 
to deal  with that yay* 

To combat feelings o f  isolation, one woman e n c o u r a g e s  

people to come over anytime a n d  s h e  always a n s w e r s  the 

phone- Similarly, Meg doesn" t f e t  h e r  illness get i n  the 



way of having friends over. When she wants to have someone 

to dinner she simply orders a pizza. Both these women 

reported that their friends know where everything is in 

their cupboards and they have learned t o  j u s t  "help 

themselves. " 

EXPERIENCES OF SELF 

Are you Disabled? 

When asked uDo you f e e l  you are a member o f  t h e  

disabled community why or why not?'! seven women said t h a t  

they were d i s a b l e d .  However, at the same time, s i x  of these 

wonen xeported having difficulties with naming themselves 

" P i ~ a b l e d . ~  Here are some of the responses to khe q u e s t i o n :  

F u c k  no! I f  I d i d ,  i would become disabled . . . .  
Disabled to me is i n  a wheelchair, laying on your back, 
something you have t o  be helped with. Disabled to me 
is a real horror. [ T h r e e  months later, this woman 
phoned me up and said she had been thinking a b o u t  her 
r e s p o n s e ,  She told m e  she changed her mind. She 
s a i d : ]  Yes, 1 a m  disabled. 

{ T h i s  woman had been ill for ten years3 
I know I beionq to the disabled community but it has 
just been recently t h a t  I realized i t .  It has  been a 
long process, f was always p u s h i n g  mysel f in some way 
by saying '1 j u s t  donft look disabled! or  ' I  know that 
everybody else can walk to the store only i f  I pushed 
myself harder.! When you enter into the world of 
disability, it is very frighteninq, scary, and 
shameful, it Is l i k e  somehow I shouldn't be there. 

No, because I can still be on the b u s  and  g i v e  my s e a t  
t o  somebody. B u t  then t h e r e  a re  days when I can't 
abviousfy. f guess I am disabled ... but compared t o  
others in wheelchairs or with AIDS, I am not disabled. 



I know I am disabled but I don't feel disabled, I can 
still do so much for o t h e r  p e o p l e .  

I am slowly accepting myself as a member of the 
disabled community. But as long as X can do volunteer 
work, I find it difficult to describe myself as 
disabled. 

Concern about a f3disabledfl image affected some of the 

wornenrs  willingness to use aids, Two of the women used 

motorized scooters to get them places t h e y  would not 

normally be able to go. One woman described it as giving 

her fifreedom.n The o t h e r  woman said it made her feel 

"elegant. '@ Af t e s  a lengthy discussion about using 

wheelchairs and motoxized scooters, one woman concluded 

this: 

I am not sick enough to be in a wheelchair or 
[motorizedl scooter. I don't feel qualified to take 
that step. Maybe it is that step between visible and 
invisible, I worry it may invalidate those people who 
have to be in a wheelchair all the time. I don't want 
to be seen as someone well enough to walk down the 
street one day and nut the next . . . .  I feel I would be 
treated like a hypochondriac, 

Janet knew she was eligibie to receive a B . C .  transit 

concession bus pass but was hesitant to apply: 

I have to concede how sick I am and that is hard on me 
psychologically. I prefer to stay as much as possible 
in the positive, 

D e n i a l  and Acceptance of the Illness 

Six of the women reported that accepting that they had 

ME, and understanding what it meant to live with a c h r o n i c  



illness, proved t a  be a l o n -  2 Y  a n d  d i f f i c u l t  p r o c e s s .  These  

women d e s c r i b e 3  a p e r i s d  i n  t h e i r  l i v e s  (somet imes m o n t h s ,  

sometimes years) where they denied t h e y  had a n y  c h r o n i c  

illness. Here are tw? typical responses: 

f p u s h e d  myself to the a b s o l u t e  1 i m i t .  I a lways  had a 
lot of e x c u s e s  f o r  why 3 was i l l ,  F o r  a w h i l e  I tried 
t o  tell myself i t  was norma l  t o  I l e  down a f t e r  a hard 
d a y %  ?work even t h o u g h  once 1 lay down I l i t e r a l l y  
c o u l d n ' t  move. 

I lived my l i f e  with zhe expectation that i f  1 just did 
the right t h i n g  I would g e t  b e t t e r .  

Two women s ? h X 1  seemed t o  be denying t h e i r  chronic 

illness a t  t h e  ti:ne of  t h e  i n t e r v i e w s .  One of t h e s e  women 

had this to say: 

I f  I have a good day, I f o r g e t  a n d  s a y  ' i t  is g o n e '  and 
then I relapse a n d  r e a l i z e  i t  h a s n ' t .  

Acceptance for Lily came a f t e r  a s e v e r e  r e l a p s e .  She said: 

I t h i n k  t h e  relapse a f t e r  two years was the turning 
point because b e f o r e  t h a t  I really d i d  b e l i e v e  I was 
g e t t i n g  b e t t e r .  

It was not easy for Meg t o  a c c e p t  that she had a chronic 

illness and that her life was n o t  going t o  be t h e  same as i t  

once was. S h e  had t h i s  t o  say :  

I finally realized that I could never go back t o  my o l d  
l i f e  and if I tried, I would just relapse. That was 
v e r y  difficult. 



For  two women, *'learning how n o t  t o  g u s h f f  t h e i r  b o d i e s  

w a s  t h e  most  d i f f i c u l t  p a r t  of a c c e p t i n g  t h e i r  i l l n e s s .  I n  

a d d i t i o n ,  t h e y  b o t h  spoke  a b o u t  " c h o o s i n g  t o  p u s h . ? ?  L i l y  

p u t  i t  t h i s  way: 

At t i m e s  I c h o o s e  t o  p u s h  mysel f  i f  i t  is s o m e t h i n g  I 
r e a l l y  want t o  d o .  I know 1 w i l l  be i n  bed f o r  a i l  t h e  
n e x t  d a y  and maybe t h e  n e x t  day a f t e r  t h a t ,  I t  is 
r e a l l y  a b a l a n c i n g  o u t .  

A l t h o u g h  Jane t  has accepted h e r  i l l n e s s  a n d  w h a t  i t  means t o  

have ME, she s t a t e d  clearly t h a t  a c c e p t i n g  d i d  n o t  mean 

g i v i n g  i n t o  t h e  d i s e a s e .  She had t h i s  t o  s a y :  

I have  never  a c c e p t e d  t h a t  1 c a n  never g e t  w e l l  b e c a u s e  
I b e l i e v e  i n  mind over  m a t t e r .  

S e x u a l i t y  

F i v e  women r epo r t ed  that h a v i n g  ME h a s  a f f e c t e d  t h e i r  

s e x u a l i t y .  Two of t he se  women s a i d  t h e y  were t o n  e x h a u s t e d  

t o  keep up  w i t h  a n  o n g o i n g  s e x u a l  r e l a t i o n s h i p .  One  woman 

described i t  s i m p l y :  

By t h e  t i m e  I g o t  t h e  k i d s  t o  bed,  1 was j u s t  t o o  
e x h a u s t e d .  We d i d  have a good sex  l i f e  when w e  were 
b o t h  able. [Her partner a t  t h e  t i m e  a l s o  had ME.] 

One woman was a f r a i d  t o  b- i n t i m a t e  w i t h  anyone  i n  any  

way, because s h e  was afraid s h e  would pass  ME on t o  someone 

e l se .  Another  woman d i d  n o t  want t o  have s e x  b e c a u s e  e v e r y  

t i m e  s h e  had sex  s h e  seemed t o  g e t  a b l a d d e r  i n f e c t i o n  a n d  

f*phenomenalH t h r u s h .  One woman s t a t e d  t h a t  her s e x u a l i t y  



had n o t  been affected by ME at all, One woman d e s c r i b e d  h e r  

i d e a l  situation: 

My i d e a l  f a n t a s y  is t o  h a v e  a  r e l a t i o n s h i p  where we see 
e a c h  o t h e r  o n r e  a month f o r  a weekend, Then s h e  goes  
home a n d  I go  home. 

Two women d i d  n o t  believe ME had a f f e c t e d  t h e i r  

s e x u a l i t y  " t o o  much.w T h e y  d e s c r i b e d  t h e i r  e x p e r i e n c e s  i n  

almost i d e n t i c a l  terms. Here is one  r e s p o n s e :  

I d o n ' t  know i f  i t  h a s  affected my sex  l i f e  t o o  much. 
I d o n ' t  h a v e  a p a r t n e r  e v e r y  n i g h t ,  I see  my p a r t n e r  
e v e r y  t w o  weeks  o r  S G  and  I a m  a l w a y s  a b l e  t o  b e  
sexual. B u t  I am sure if it was on a c o n t i n u a l  b a s i s  I 
would  n o t  f e e l  t h e  same.  

Death and Dyinq 

Three of tkie women had c o n t e m p l a t e d  s u i c i d e  one o r  more 

t i m e s  d u r i n g  t h e i r  i l l n e s s e s .  One woman had g o n e  s o  f a r  a s  

t o  w r i t e  f a r e w e l l  n o t e s  t o  l o v e d  o n e s .  T h i s  w a s  h e r  

e x p e r i e n c e  : 

I n e a r l y  k i l l e d  myself a year a g o .  1 had w r i t t e n  
f a r e w e l l  n o t e s  t o  2 v e r y o n e .  I d o  f e e l  v e r y  h o p e l e s s  a t  
times. T f e e l  that t h e  q u a l i t y  of l i f e  is n o t  w o r t h  
sticking a r o u n d  f o r  a t  t i m e s .  But t h a t  d o e s n ' t  usually 
l a s t .  The d e p r e s s i o n  is v e r y  short-term. 

The m o t h e r  o f  t h e  t e e n a g e  d a u g h t e r  w i t h  ME r e p o r t e d  t h a t  she 

was afraid her daughter may commit suicide: 



Ky daughter really internalized many of the things t h e  
doctors were s a y i n g  about her. She was really feeling 
bad about herself. I really t h i n k  she c o u l d  have 
committed suicide at that point, 

Three women spoke about feeling close to death at times 

because t h e y  were s o  511- Meg gave a typical scenario: 

What I remember t h i n k i n g  each morning, when f was 
really Sad, i s  "I'm still hewe!" I wasn't afraid of 
death, there is no fear when you are that s i c k .  I 
couldn't care  less if I was coming or going. 

A s  a c o n s e q u e n c e  o f  f r e q u e n t l y  being extremely ill, Francine 

is literally prepared to d i e  all t h e  time. S h e  r e p o r t e d  

that she has made her will and keeps i t  beside h e r  bed where 

someone can easily find it. Another woman who is frequently 

e x t r e m e l y  i l l ,  d e a l s  w i t h  death d i f f e r e n t l y :  

I don't feel P have l o n g  to live. i t h i n k  a l o t  of 
times that [my illness1 is going t o  kill me b u t  I keep 
telling mysel f  I'm not going to let i t  . . . .  I don't 
think I'll go much longer. A year maybe. I don't 
know. I don't think I'm g o i n g  to l i v e  a long life . . . .  
I try to live just for today. 

S e l f  Image 

When asked if the women thought t h e y  were good 

partners, five women stated that they were and t h e  remaining 

women stated that they were not, Two of the latter women 

reported that the reason they were not good partners was 

because they c o u l d  not keep up with "their halfw of the 

relationship. The third woman had this to say: 



I have always b e e n  t o l d  t h a t  1 a m  a good  p a r t n e r  b u t  I 
know deep down X am n o t .  I n  a s e n s e  t h a t  I am no  f u n ,  
I a m  s i c k ,  I can't d o  what o t h e r  g i r l s  do .... 1 feel 
l i k e  a big t ime l o s e r .  I f e e l  s o  i n a d e q u a t e .  I f e e l  
m y  b o y f r i e n d  d o e s n ' t  d e s e r v e  me a n d  t h a t  h e  s h o u l d  h a v e  
somebody better. 

When t h e  m o t h e r s  were a sked  i f  t h e y  t h o u g h t  t h e y  w e r e  

good  m o t h e r s ,  all f i v e  women s a i d  yes  i n  terms s f  t r y i n g  

their b e s t .  In terms of d o i n g  wha t  a "good"  m o t h e r  " s h o u l d  

d o u ,  f o u r  of  t h e  women s a i d  they felt t h e y  could n o t  be a 

good  m o t h e r .  Here are some o f  t h s i r  r e s p o n s e s :  

When I first g o t  i l l ,  F was a m e c h a n i c a l  m o t h e r ,  I was 
b a r e l y  t h e r e  . . .  I t h i r t k  i t  is f r u s t r a t i n g  h a v i n g  a 
d i s a b l e d  m o m  because I d o n ' t  t a k e  them o u t  on o u t i n g s  
like o t h e r  moms d o .  

I n  terms of  what a k i d  deserves ,  I t h i n k  s h e  l o s t  o u t  
on a lot. 

I am u n a b l e  t o  d o  and be f o r  my c h i l d r e n  w h a t  I would 
l i k e  because o f  m y  l i m i t a t i o n s .  

A l l  t h e  women answered  " y e s "  t o  t h e  q u e s t i o n s  "Do you 

f e e l  you are a good f r i e n d ? "  a n d  "Do you f e e l  you are a 

good  s i s ter?"  

At o t h e r  t imes  t h r o u g h o u t  t h e  i n t e r v i e w s ,  women would 

m a k e  c o m m e n t s  a b o u t  how t h e y  felt a b o u t  themselves. The  

f o l l o w i n g  a re  some of t h o s e  comments:  

A s  f a r  a s  t h e  k i n d  of  women's  communi ty ,  t h e r e  is a l o t  
of  e m p h a s i s  on  w h a t  you  do  e s p e c i a l l y  w h e r e  1 l i v e ,  it 
is more the political end of t h e  c i t y .  I f e e l  l i k e  a 
nobody because I am n o t  r e a l l y  d o i n g  a n y t h i n g  political 
i n  t h e  lesbian f e m i n i s t  communi ty .  I f e e l  
d i sconnec ted .  

I have a l o t  of a n g e r  i n s i d e  and I d o n f t  e x p r e s s  it. 1 
try a n d  d o  p o s i t i v e  a f f i r m a t i o n s  a l t h o u g h  I don"  t h i n k  



ME is psychological unless there is something I have no 
control over. Like 1 want to d o  meditation for the 
stupid mind i n  case it is s o m e t h i n g  I a m  doing while I 
am sleeping, u n c o n s c i o u s ,  or something. 

There a r e  t imes  when 1 have o u t b u r s t s  o f  a n g e r .  I 
neve r  u s e d  t o  be t h a t  k i n d  of p e r s o n ,  lSometimesI I 
g e t  s o  a n g r y  I'll smash s o m e t h i n g .  But t h e  a n g e r  
doesn't f a s t  I c n g ,  I get angry at doctors and I get 
angry at my bodya 

"What is the Matter With You?" 

When the women were asked, "wha t  do  you s a y  when 

somebody a s k s  y c ~  what is the matter with you," four of t h e  

women stated i n  various ways that they had ME or CFS.  Lily 

reported S h a t  she liked ta e x p l a i n  it in very precise terms: 

I have  ME, i t  is a chsonic v i r a l  d i s o r d e r  a n d  I am not 
able t o  do much. 

Meg r e p o r t e d  t h a t  s h e  u s u a l l y  answered i n  mcre  g e n e r a l  

terms, 

I have ME and FM [Fibxamyalgial and i hurt from top to 
bottom. 

The other four women stated that they d i d  not even mention 

ME or CFS when someone asked them what was the matter w i t h  

them. T h e s e  women chase to stress their most debilitating 

symptom in an e f f o r t  t o  have somebody u n d e r s t a n d  w h a t  was 

the matter  with t h e m .  Following are some examples of how 

they responded to my question: 

I say I am seeing a specialist right now and f talk 
about the respiratory problems. I don't even say f 



have ME or EBV. Sometimes I cover up the fact that I 
am sick. 

I say I have a muscle disease. If I say I have ME or 
CFS or FM t h e s e  are big words and they want to know 
about them. I get sick of having t o  go through it, 

"What Do You Do?" 

When the women were asked how they responded when 

someone asked t h e m ,  ' w h a t  do you do,' t h r e e  women reported 

it was a big problem for them to find appropriate responses. 

One woman explained why: 

That is a very difficult Iquestionl. I feel 
intimidated and still get that feeling in my chest when 
someone asks m e  that question. It never ccmes out 
easy. I say 'I am bringing u p  my childrenf, or 'I have 
a disability and I am bringing up my childrent .... I 
can't s a y  I am anything, like a ' I n u r s e f t .  It is a 
double burden because not only are we devalued for 
being sick because somehow we are morally inferior to 
the healthy person, but as parents who stay at home, we 
are devalued. 

Two women confessed they l i e d  about their situation because 

s a y i n g  $ 1  am retiredf o r  ' on  disabilityt made it sound 

better than the truth, One woman explained that by doing so 

"it made lherl out to be a survivor rather than a victim." 

The remaining five women had no difficulty responding 

to the question, Their responses were straiqhtfozward: 

1 have ME and I am o f f  w o r k  w i t h  i t .  

I a m  a flight a t t e n d a n t  and f am on i o n 3  term 
disability. 

I say  1 a m  a design draftswoman, s e l f  empi, .red working 
under contract and that I am not working ril, ;t now. If 
I feel there is a need f o r  some reason t h e y  should 



know, f i l l  say f am o f f  wumk f o r  h e a l t h  r e a s o n s  f o r  a 
w h i l e ,  

SUMMARIZING THZIR EXPERIENCES 

" H o w  Has Your V i e w  sf Yaurself and of the World Changed?" 

When t h e  women were a s k e d ,  'how h a s  your  v i e w  of 

yourself a n d  of t h e  w o r l d  c h a n g e d  s i n c e  you  h a v e  become 

i l l , '  f o u r  of t h e  women s t r e s s e d  t h e y  a r e  now more  a w a r e  of  

peop le  i n  p a i n ,  o r  p e o p l e  w i t h  d i s a b i l i t i e s ,  a n d  t h e  l ack  of  

s u p p o r t  t h e r e  is f o r  s u c h  p e o p l e .  One woman s a i d  s h e  " u s e d  

t o  b e l i e v e  t h a t  Canada  had a h e a l t h  care s y s t e m  t h a t  was 

s u p p o r t i v e  of d i s a b l e d  p e o p l e t f  a n d  now s h e  r e a l i z e s  t h a t  

t h a t  is  n o t  t r u e .  Margaret s t a t e d  s i m p l y  t h a t  s h e  now s e e s  

" a l l  t h e  p a i n  i n  t h e  w o ~ i d , ~ '  w h e r e a s  s h e  n e v e r  n o t i c e d  i t  a s  

much b e f o r e ,  

One woman s a i d  s h e  h a s  "become more i n t e r e s t e d  i n  

n a t u r e  a n d  t h e  wor ld  a s  a who le  r a t h e r  t h a n  i h e r  1 own 

~ o m m u n i t y . ~  Two o f  t h e  women s t r e s s e d  how t h e y  h a v e  come t o  

r e a l i z e  how much s t r e n g t h  t h e y  have w i t h i n  t h e m s e l v e s .  One 

wcman s a i d  s h e  now r e a l i z e s  how v u l n e r a b l e  s h e  is .  A n o t h e r  

woman r epo r t ed :  

I am more h u m b l e ,  I a m  much more  c o n t e n t  t o  h a v e  a 
c o n v e r s a t i o n  with someone who is n o t  my a c a d e m i c  equal  
b e c a u s e  I have more t i m e .  

J a n e t  had t h i s  t o  s ay :  



I used  t o  t h i n k  t h a t  1 c o u l d  d o  a n y t h i n g ,  be a n y t h i n g  
i f  I worked  at i t .  Now 3 d o n ' t  t h i n k  that anymore .  

"What Have You L e a r n e d ? "  

T h r e e  o f  t h e  women who r e s p o n d e d  t o  t h e  q u e s t i o n ,  ' h a v e  

you  l e a r n e d  a n y t h i n g  t h a t  is i m p o r t a n t  t o  you  t h r o u g h  your  

e x p e r i e n c e  o f  ME,'  stressed t h a t  t h e y  had l e a r n e d  t h a t  t h e y  

a re  much s t r o n g e r  t h a n  t h e y  r e a i i z e d ,  F r a n c i n e  p u t  i t  t h i s  

way : 

I have l e a r n e d  I am a lot s t r o n g e r  than I t h o u g h t .  I 
h a v e  a will t o  s u r v i v e  e m o t i o n a l l y  and  p h y s i c a l l y  t h a t  
I n e v e r  k n e w  I had  b e f o r e .  

Two women s t r e s s e d  that t h e y  d i s c o v e r e d  t h e i r  s p i r i t u a l  

s e l v e s .  J a n e t  s a i d :  

I h a v e  l e a r n e d  t o  g e t  more i n  t o u c h  w i t h  my s p i r i t u a l  
s e l f .  I h a v e  come t o  a c c e p t  t h a t  t h e r e  a r e  r e a s o n s  
r h i n g s  h a p p e n  i n  l i f e ,  God never  g i v e s  you  more t h a n  
you  c a n  handle, 

O t h e r  women s a i d :  

I h a v e  l e a r n e d  t h a t  n o  m a t t e r  how bad I am, l i f e  is  
t o u g h  and n o t  t o  s i t  a n d  dwell on  i t .  

I h a v e  l e a r n e d  t o  be aware of other peoplets f e e l i n g s ,  

I have  l e a r n e d  t o  have  p a t i e n c e  a n d  i f  you l i v e  on t h i s  
e a r t h ,  you s h o u l d  e n j o y  i t .  

I t h i n k  b e i n g  s h u t  i n  h e r e  I have  l e a r n e d  t o  a p p r e c i a t e  
a l l  f o r m s  o f  l i f e ,  e s p e c i a l l y  on my p a t i o .  I h a v e  
b i r d s  came t o  my b i r d f e e d e r  a l l  t h e  t i m e ,  my who le  
p a t i o  is f i l l e d  w i t h  f l o w e r s  i n  t h e  summer. 



The F u t u r e  

When t h e  women were  asked  now t h e y  saw t h e m s e l v e s  i n  

t h e  f u t u r e ,  t h e  answers v a r i e d  a g r e a t  d e a l .  One woman was 

too f r i g h t e n e d  to t a l k  a b o u t  t h e  f u t u r e  because s h e  d i d  n e t  

b e l i e v e  s h e  g a s  well e n o u g h  to consider a future, S h e  said: 

My life is totally focused on my illness . . .  I don't 
even like t o  t h i n k  a b o u t  t omor row because I d u e s t  know 
w h a t  1 am d e a l i n g  w i t h .  I c o u l d  be dead  t o m o r r o w ,  

Two women s a i d  t h e y  t o o k  l i f e  u n e  d a y  a t  a t ime  a n d  t h a t  

to ? o o k  t o  t h e  f u t s r e  was t o o  s t r e s s f u l .  O n e  w o m a n  w a s  

optimistic. S h e  saw h e r s e l f  c u r e d  within three years and 

living a s imi la r  l i f e  to the one s h e  had b e f o r e  becoming 

Lii. T h e  o t h e r  f o u r  women saw themselves as s t i l l  i l l  b u t  

improved a n ?  e i t h e r  work ing  p a r t - t i m e ,  v o l u n t e e r i n g ,  

s t u d y i n g ,  o r  t r a v e l l i n g .  



CHAPTER IV 

DISCUSSION A N D  CONCLUSIOM 

SHORTCOMINGS OF THE RESEARCH 

T h e  experiences of  m y  eight cc-researchers were 

n e g a t i v e  overall. I h a d  e x p e c t e d  this because womep u i t h  ME 

do not Sit n e a t l y  i n t o  any  c a t e g o r y  f e . g + ,  they a r e  disabled 

but don't f i t  t h e  inaqe of d i s a b l e d  peop le ;  they are i l l  b u t  

t he re  is no known etiology ( c a u s e ) ;  t h e y  a r e  a f f e c t e d  on  a 



physical l e v e l  but a l s o  on  a cognitive Izvei; a n d  they are 

ill but t h e y  do n ~ t  l o o k  111). Hswever, the experiences the 

woEen reported were perhaps more negative than positive 

because I failed to ask questions a b o u t  the positive 

-7 experiences of having HE, r o r  i n s l a n c e ,  I d i d  nut a s k  

~: ;a-f - i - -c  like: %what is yu,.2 viIv the best thing that has come out of  

having cr "ghat was t h e  f u n n i e s t  t h i n g  t h a t  happened t o  

Y G ~ , ~  or v w - f i a t  - - do you find humorous about MEfi. 

Another shartcominq w a s  t h a t  f failed to a s k  t h e  women 

s p e c i f i c a l l y  a b o u t  syaptoms i n  t h e  interviews. f p u r p o s e l y  

chose  n o t  to a s k  questions abouk t h e i r  symptoms because I 

d i d  n o t  want to have long descriptions of symptoms. 

However, the symptoms seemed t o  be s u c h  a n  important p a r t  of 

the experience o f  ME t h a t  t h e  women c o u l d  n o t  h e l p  b u t  

d i s c u s s  symptoms a n d  the impact t h e y  had on t h e i r  lives. A s  

a r e s u i t ,  t h e  synptoms I have  autlined in t h e  r e s u l t s  

section are  by no Eeans an e x h a u s t i v e  description. 

In spite of these shortcomings, the s t ~ d y  raises many 

i s p o r t a n t  issues, not only Tor women with ME but for a r a n g e  

of people s u c h  as the medical csmmunity, the disabled 

community, the d i s a b l e d  womengs community, the feminist 

+ community, ~ n e  lesbian feminist community, the ME support 

qroup community, therapists, non-medica l  helping 

professionals, the government, families and f r i e n d s  o f  

people with ME, and other women with h i d d e n  or similar 

disabif ities, 



Although f did not ask the women what symptoms they 

experienced, we invariably did discuss them. I t  is w o r t h  

mentioning that s o m e  of the symptoms that were quite 

debilitating are not considered primary symptoms by leading 

medical researchers. For instance, f ~ r  one woman the most 

debilitating symptom was her respiratory problems. For 

another woman, c o g n i t i v e  impairment was by far the worst 

symptom. This suggests e i t h e r  t h a t  I an i g n o r a n t  of the 

disease prccess in individuals ( f o r  example, perhaps people 

experience the sane illness differently and are affected 

more differently than I thought), a r  that the symptom list 

needs to be more accurate. 3ven  when women experienced 

similar symptoms, t h e  degree of impairment varied greatly 

among them, For example, z i l  the women had experienced 

fatigue, But the f a t i g u e  varied in d e g r e e ,  and in whether 

it was c o n s t a n t  or cyclical or s p o r ~ d i c .  S e w n  women 

experienced memory and i or concentration problems, but 

again, the degree of impairment it caused them and the 

regularity of impairment varied widely. For the first time 

1 sympathized with researchers and physicians. According to 

the symptom variation 1 discovered, and the fact that there 

is no known etiology, or test for ME, I would have ta agree 

that ME can be a difficult disease to diagnose. 

1 found it interesting that the women attributed other 

conditions ai-ad disorders to their ME, especially the two 



cases of sinusitis and cysts, and the individual cases of 

recurring yeast, recurring abdominal pain, turners, and 

staphylococci infections, Since these conditions and 

disorders are rarely stressed or even mentioned in the 

literature on ME, I felt it worthwhile to mention them here. 

Since ME is still new and diagnostic criteria are n o t  agreed 

upon, it would seem that all symptoms, conditions, diseases 

and disorders :leed to be taken into account and none should 

be dismissed, 

EXPERIENCES WITH HEALTH PROFESSIONALS 

As 1 had a n t i c i p a t e d ,  a l l  the women had negative 

experiences with the medical establishment. These negative 

cxpexiences u s u a l l y  began when the women first became ill. 

Their doctors either did n o t  b e l i e v e  they were physically 

ill, or they did not take their symptoms seriously. As a 

consequence, all but one woman had o t h e r  diagnoses given t o  

them. These diagnases were  often psychological in nature, 

for example, depression, stress, and psychosomatic disorder, 

This I did not find surprising, given the research done by 

Anderson (1981) and Howell ff974), that indicates women 

often receive psychiatrically-based diagnoses for physical 

complaints. Other diagnoses were also not surprising, given 

that the co-researchers were female: the "catch-all" 

diagnosis, menopause; and what may be wfadw diagnoses, 

a n o r e x i a  and p e l v i c  inflammatory disease (PID). One woman's 



doctor simply described the illness as the t iELu" every time 

she came to see him. All these diagnoses suggest that many 

doctors did not take these women or their symptoms 

seriously. 

Invalidating the women's experiences had devastating 

effects on them. Some of the women believed their d o c t o r s  

and followed treatments for other diseases, For  example, 

one woman had a hysterectomy as a way to cure her supposed 

PID, while another woman tcok antidepressants for h e r  

supposed depression a n d  had violent reactions to them. Some 

women did not believe their doctorsT diagnoses, and as a 

consequence, simply gave up on getting a diagnosis. Thus, 

these women went for years without knowing what was the 

matter with them. Some women began tu doubt t h e i r  own 

sanity because of a combination of incorrect diagnoses and 

the sporadic nature of the disease lone day they felt fine, 

and the next they f e l t  deathly ill). They started to 

believe that they were going crazy and imagining their 

symptoms. 

Having a correct diagnosis was very important 

psychologically, because it validated what these w o m n  were 

experiencing. Having a diagnosis that did not correspond 

with what they were feeling created psychological havoc and 

made it difficult for friends, family, and society to take 

them seriously, It was also important financially to have a 

diagnosis that reflected what the women were experiencing, 

because with a diagnosis they qualified for benefits such as 



disability benefits, GAIN for the handicapped, homemakzr 

service, bus passes, handicapped parking decals, and federal 

tax exemptions. f f f  a diagnosis is "the f l u , ! '  such 

financial benefits are not available.) Since these is such 

trust and belief in the medical estabiishment in our 

society, it was not surprising that people were suspicious 

of the women whs had illnesses without names, A diagnosis, 

any diagnosis, was important to these women because family, 

friends, and co-workers seemed to accept their illnesses 

mare easily once the illnesses had names. If anything, 

these findings suggest that doctors need to be made aware  of 

the power that labeling has on peaple, psychologically, 

socially, and financially. 

A different aspect of getting a diagnosis that surfaced 

from the women's stories, and one that was not anticipated, 

was that in five cases the doctors did not initially 

discover the disease. The women did. These five women 

heard about ME through the media, recognized their own 

experiences and told thein doctors that they wanted to be 

checked far ME. The doctors then agreed that it was ME / 

EBV. This was frequently true for the women who were ill 

for five or more years. The two women who became ill within 

the last three years were diagnosed with EBV, which suggests 

that doctors are increasingly becoming aware of ME / CFS / 

EBV and are beginning to accept it as a legitimate illness. 

These results alsa suggest that, given the opportunity, 

people can differentiate between illnesses they have and 



those they d r  not have. For example, the woman diagnosed as 

suffering from menopause knew her symptoms were not 

congruent with menopause, 

I see the problem of diagnosis as stemming partly from 

the fragmenting approach of current western medical 

practice. The patient knows her J himself as a whole 

person, whereas the doctors are concentrating on lists of 

symptoms and cause and effect relationships. Thus, the 

patient potentially has a better understanding of what is 

h e a l t h  far her / him, and therefore her / his opinions of 

the diagnosis and descriptions of  the experience should 

always be taken into consideration, The current lack of 

consultation with patients, in particular female patients, 

and the tendency to disbelieve them is, in part, a 

consequence of medicine's being a hierarchical organization. 

The negative experiences with the medical establishment 

spanned the length of time the women were ill. Although the 

women often spoke of specific incidents, there were also 

many general statements of ongoing negative exper iences ,  

such as "I don't get taken seriously by doctoss," or 

"doctors treat me as if I am lying about my symptoms.'! Some 

women experienced verbal abuse, being refused as patients, 

being ridiculed and ignored, and being refused letters of 

support. Some negative experiences I would categorize as 

outright abuse were: the unnecessary hysterectomy; the 

pooxly done myelogram that left the woman disorientated for 

three months; and the bowel biopsy performed with no 



a n e s t h e t i c  a n d  w h e r e  t h e  woman was l e f t  a h a l f  a n  h o u r  w i t h  

a hose down h e r  t h r o a t .  T h e s e  n e g a t i v e  e x p e r i e n c e s  r e f l e c t  

t h e  p a t r i a r c h a l  a n d  c a p i t a l i s t i c  n a t u r e  o f  t h e  medical 

c o m m u n i t y .  T h e s e  women w e r e  t r e a t e d  a s  i n f e r i o r  human 

b e i n g s  a n d  a s  c s m m o d i t i e s ,  C o n s i d e r a t i o n s  s u c h  a s  t h e  

d e s i r e  t o  m a k e  money by p e r f o r m i n g  s u r g e r y  o r ,  i n  t h e  

C a n a d i a n  u n i v e r s a l  m e d i c a l  ca re  system, o c c a s i o n a l l y  t o  save 

g o v e r n m e n t  money, e n t e r  i n t o  s u c h  m e d i c a l  d e c i s i o n s ,  

One i n t e r e s t i n g  d i s c o v e r y  was t h a t  s e v e r a l  women 

r epo r t ed  i n s t a n c e s  when t h e i x  d o c t o r s  l i e d  t o  t h e m  o r  k e p t  

t h e i r  o p i n i o n s  a b o u t  t h e m  s e c r e t .  Up u n t i l  J u n e  1 9 9 2 ,  i n  

a l l  p r o v i n c e s  e x c e p t  Quebec,  p a t i e n t f s  f i f e s  were 

c o n f i d e n t i a l  e v e n  t o  t h e  p a t i e n t s  t h e m s e l v e s .  T h e y  were  t h e  

p r o p e r t y  of  d o c t o r s  a n d  c o u l d  o n l y  be read by medical  

p e r s o n n e l .  T h e r e  was n o  way t o  p o l i c e  w h a t  d o c t o r s  w r o t e  

a b o u t  p a t i e n t s .  The ways t h e  women f o u n d  o u t  a b o u t  t h e i r  

d o c t o r s '  o p i n i o n s  o f  t h e m  were v e r y  r e v e a l i n g :  t h e y  

i l l e g a l l y  read t h e i r  own f i l e s ,  o r  wexe t o l d  w h a t  o t h e r  

d o c t o r s  had  w r i t t e n  a b o u t  them i n  t h e i r  f i l e s ,  o r  f o u n d  o u t  

by t h e  c o n s e q u e n c e s  of  t h e i r  d o c t o r s '  a c t i o n s  ( e . g ,  l o s i n g  

i n s u r a n c e  money)  a n d  t h e n  c o n f r o n t e d  t h e  d o c t o r s ;  o n e  woman 

f o u n d  o u t  by h a v i n g  h e r  f i l e s  r e a d  o u t  l o u d  i n  c o u r t .  What 

t h e s e  women stressed t o  m e  was t h a t  t h e y  were n o t  aware t h a t  

t h e i r  d o c t o r s  d i d  n o t  b e l i e v e  t h e m ,  o r  t h a t  t h e i r  d o c t o r s  

d i d  n o t  b e l i e v e  ME was a l e g i t i m a t e  d i sease .  T h e s e  women 

( o n e  of  them a n u r s e )  w e r e  a s t o n i s h e d  a t  w h a t  was w r i t t e n  

a b o u t  t h e m  i n  t h e i r  f i l e s .  Some of t h e  e x a m p l e s :  " I  d o n ' t  



believe her", " s h e  is lying about not throding up," or "she 

is identifying with the rage victims she counsels,'' 

demonstrated to t h e  women the power these doctors had over 

their lives. 013e woman, who was diagnosed as psychosomatic, 

realized the power doctors had after she could not get any 

doctor to take her seriously. Three doctors in a row said 

they N a g r e e d  with the psychosomatic diagnosis.'' A s  one 

woman pointed out, "once there is something written about 

you, there is no way of e r a s i n g  it." Another woman 

experienced the consequences of having damaging medical 

files, Medical files which indicated that she was a liar 

and mentally disturbed were used against her in a court of 

law five years later. H o p e f u l l . y ,  with the new law whi.ch 

declares that patients' files are not the property of 

doctors, physicians will be more cautious about what they 

write about people i ~ .  the files, and women will demand to 

have access to their files and to extract harmful and 

inappropriate comments and diagnoses. 

Other helping professionals were also problematic for 

some of the women. Naturopaths, homeopaths, massage 

therapists, herbalists, psychic healers, yoga instructors, 

and chiropractors were too costly for most of the women to 

be able to try, or to maintain treatments. Another problem 

with some of the "healing" professionals is that underlying 

many of their philosophies is the assumption that if you 

just take this renedy or do this exercise, you will be 

healed, and if you choose not to take the remedy or do the 



exercise, then ic is your own fault that you are sick. As 

a result of  t h i s  assumption, there is often a psych~loqical 

pressure to try any new t~eatmenk that comes  along. 

Evidence of this underlying assumption surfaced when I3ne 

woman's naturopath commented :  "how much are you willing to 

dedicate to your good health?" L i l y  pointed out that her 

problem with Lauise Hay fan author "gurugf whc stresses that 

changing negat ive  thoughts into positive thoughts using 

positive affirmations, can cure disease) is her underlying 

assumption that if you change your attitude, yoa will be 

healed, which blames the victim. These examples suggest 

that the total responsibility f o r  the illness is on the ill 

person, which ignores other p o s s i b l e  contributing factors in 

ME, such as a virus, g e n e t i c  weakness, societal and 

environmental influences. 

A problem with o t h e r  helping professionals such as 

nutritionists, nurses, and receptionists is their 

subordinate position in relation to medical  doctors. They 

are often dependent on medical diagnosis. For example ,  one 

nutritionist refused to accept that Janet was sensitive to 

wheat products because she h a d  not b e e n  diagnosed as c e l i a c .  

In addition, other professionals often have to adhere to 

doctors' orders. When t h e  receptionist t o l d  L i l y  to lie 

about having ME to avoid a confrontation w i t h  the doctor 

( a n d  probably to avoid getting into trouble for not 

foilow'ng doctorts orders), it demonstrated the absurdity of 

the doctor's power. 



A s  a result of the numerous negative e x p e r i e n c e s  with 

medical and other helping professionals, the women changed 

their views about the medical establishment drastically. 

Where once they believed and trusted the medical '!experts," 

now they have many doubts about medical authoritiest claims 

to heal and to be experts on t h e  body. The co-researcher 

who was a psychiatric nurse questions hen own field of work. 

She worries about the number of people in psychiatric wards 

who are really chronically i l l  and who s h o u l d  not be on 

psychotropic drugs, T think this is an i m p o r t a n t  c c n c e r n ,  

as it relates to the studies that suggest women are often 

given psychiatrically-based diagnoses when they show 

physical symptoms that are not easily explained. (Anderson, 

1981; Howell, 1974; see also Penfold, 19863 

Now most of the women do not view d~ctors as omEiscient 

gods but as human beings who have limited knowledge about 

the body. This is important because these women had 

unrealistic images of doctors before they became ill. This 

is not surprising since doctors are portrayed 

unrealistically in our society. The media, for example, d o  

not tell people about the failures of medicine. Rather, 

they report on the sucznsses and portray doctors as 

superhuman. Doctors sometimes seem to view themselves as 

superhuman. In my opinion, we have to begin to "humanize" 

medical doctors, not only f o r  the good of patients, but for 

the good of doctors as well. 



The medical system failed these women in s o  many  ways 

that it is not surprising that the women became distrusting 

of it. O n e  woman ' s  comment that she has become so cynical 

abcut d o c t o r s  t h a t  she !'expectsv the information she g i v 2 s  

them not to be respected, exemplifies this distrust, Many 

of these women now go to doctors only f o r  maintenance checks 

and f o r  prescribing medications. They do not rely on 

medical technology to find answers or to get support. 

However, soze women, those who have n o t  fully accepted their 

illness or those who are extremely ill with what may be 

complications of ME, are still relying on medical advice and 

medical treatments, even though they distrust and question 

medical authority, Instead of giving up on the medical 

establishment, these women try different ways to be heard 

and taken 5eriously by doctors. One woman explained how she 

plays littie games with doctors so she can get the medical 

attention sbn needs. She pretends that she is Ignorant o f  

what s h e  knows a b c u t  her body and about ME because she is 

afraid of being labeled a hypochondriac. This example 

demonstrated to me the extreme, and perhaps dangerous, 

measures to which wcmen may resort to be heard. Instedd of 

"playing the doctor's gameu, another woman decided to take 

control of h e r  situation and be more assertive. She 

interviews doctors ta see if they are suitable for her, 

because she refuses to commit herself to any docton until 

that doctor has proven her/himself. This approach seems to 

be a better way of dealing with doctors than pretending. 



H o w e v e r ,  t h i s  w o m n  was n o t  a s  i l l  as  t h e  w o m a n  who "p layed  

the games." Perhaps the woman who is extremely sick d o e s  

not have the energy or will power to do what it takes to be 

assertive fe.g,, interview), and finds ?retending to be an 

easier way to deal with doctors. 

The women's health movement that began in the 1 9 7 0 ' s  

has focused on the importance of being in control of one's 

health and of making informed choices about one's health. 

The idea is that we should not have to learn to distrust the 

medical establishment through our mistakes, but that we can 

be aware of the patriarchal and capitalistic goals of 

medical and other healing prvfessionals before w e  enter into 

these relationships. However, as seen by the women's 

negative experiences, the movement has not been terribly 

successful at either changing the practice or reaching the 

women I interviewed. As with all feminist endeavors, 

prggress is slow and many times informaticn is only 

accessible to a small group of women who seek it out. 

The women I interviewed clearly had fewer positive 

experiences with the medical profession than negative 

experiences, As well, most of the positive experiences were 

single occurrences, such as the occasion when the doctor 

filled out an insurance form promptly, or when the doctor 

read the information on ME that a woman brought him, or when 

the doctor discovered giardia and prescribed medication that 

worked to alleviate the diarrhea. The women did not always 

stick with those doctors who were supportive or 



understandinq, because the doctors moved, retired, changed 

t h e i r  attitudes about ME, became unsupportive, or refused to 

try new treatments or refer them to specialists. One of the 

surprising discoveries waz that three women had positive 

l u n g - l a s t i n g  e x p e r i e n c e s  w i t h  psychiatrists / therapists. I 

expected psychiatrists and therapists w o ~ l d  attribute ME t o  

psychological causes. However, the opposite o c c u r r e d .  The 

women were believed, and t h e  psychiatzists and t h e r a p i s t  

h e l p e d  the women l e a r n  how to cope wit h  eheiz illnesses, It 

is interestin2 to zcte t h z l  t h n  t w n  psyc;:iatxists and one 

%- ~ n e r a p r s t  were all female, 

P was n o t  s u r p r i s e d  t h a t  the massaye therapists and 

c t i i r n p r a c t o r  were  h e l p f u l  a n d  s u p p ~ r t i ~ ~ e ,  because  t h e y  are 

quite f a x  removed from traditional medicine and thus are not 

under pressure to c o n f o r m  t o  c h o  rules s e t  down by 

p h y s i c i a n s .  They are n o t  dependent on diagnostic labels to 

do their work. I n  a d d i t i o n ,  it is in the financial 

interests of these h e l p i n g  professionals t o  take t h e i r  

clients' word. I t  seemed that the massage therapisxs and 

chiropractor took t h e i r  clients' word on what the women were 

feeling and experiencing and w e r e  r e c e p t i v e  t o  r e a d i n g  

l i t e r a t u r e  about ME that the women brought them. As a 

r e s u i t ,  t h e y  re re  helpful a n d  s u p p o r t i v e .  



f expec ted  t h e  women t o  have  t r i e d  a w ide  v a r i e t y  of 

medical and non-medical treatments, and t o  h a y 2  changed 

their behavior i n  several ways i n  ar, a"tempt , t o  alleviate 

symptoms o r  c u r e  t h e i r  illnesses, My expectations proved  to 

be t r u e .  All the women d i d  t r y  a l a r g e  number of t r e a t m e n t s  

and d i d  t r y  t o  c h a n g e  t h e i r  b e h a v i o r s .  However, i t  was 

c lea r  t h a t  among t h e s e  e i g h t  women, t h e r e  was n o  c u r e  f o r  

ME. Some t r e a t m e n t s  h e l p e d  t o  alleviate some symptoms i n  

some women, a n d  i n  other women t h ?  same treatments made t h e  

syrn~toms worse* N o n e  of t h e  women ever  g o t  r i d  of a11 t h e i r  

symptoms. T h e  w o m e n  t r i e d  to e l i m i n a t e  s t v e s s o r s  i n  t h e i r  

lives, a n d  d o i n g  this o f t e n  m e a n t  learning how t o  be more 

a s s e r t i v e ,  a n d  l e a r n i n g  how t o  a s k  f o r  h e l p .  A T 1  of t h e  

women a l s o  tried to avoid activities that could contribute 

t o  r e l a p s e s ,  s u c h  as dancing, b e i n g  with p e o p l e  who smoked, 

consuming alcohol, w a 2 ' -  , n r n g ,  * a n d  d o i n g  h o u s e w o r k ,  I n  

essence,  m o s t  women f e l t  t h e y  had t r i e d  everything t h e y  

c o u l d  t h i n k  of to get w e l l ,  

T r e a t m e n t s  and behavior t h a t  seemed to be m o s t  

beneficial f a r  t h e  m j o r i t y  oE t h e  women were resting, 

eliminating wheat and d a i r y  p r o d u c t s  f r o m  t h e i r  d i e t s ,  

r e l a x a t i o n ,  visuaiization, m e d i t a t i o n ,  s t a y i n g  away f r o m  

cigarette s m o k e ,  perfumes, and anything toxic, d o i n g  n i c e  

t h i n g s  f o r  t hemse lves ,  taking one day at a time, keeping I n  

c o n t a c t  with the world,  and building a l i f e  t h a t  



2 ?-,/-(yvn#- ;zr; . ,LFd~dted t h e i r  i l l n e s s .  T h e  t r e a t m e n t s  and  b e h a v i o r  

t h a t  seemed to be most  harmful f o r  the majority of  t h e  women 

were prescri~tion d r u g s  a n d  pushing t h e  body past i t s  

Z i r n i t s ,  A t  t h e  t i ~ e  of t h e  i , i t e r v i e w s ,  t h e  women were all 

t r y i n g  different treatments and  behavior c h a n g e s .  O n e  woman 

was u s i n g  an z l a r m i n g  aumSer Q %  h a r m f u l  a n d  addicting 

ryc-script-on P- -- drsgs, i n  a d d i t i ~ n  t o  h e r b s  and vitamins, 

A n o t h e r  woman was o n  bed r e s t  a n d  T y l e n o l  a l o n e .  A n o t h e r  

woman was o n  an elaborate reqime of treatments - h e r b s ,  d i e t  

r e s t r i z k i o n s ,  chiropractor, massage t h e r a p i s t ,  TENS m a c h i n e ,  

vitamins,, p o s i t i v e  a f f i r m a t i o n s  and visualization, among  

others, In mast  cases, the voinen r e p o r t e d  that at sometime 

d u r i n g  t h e i r  illnesses they had tried numerous treatments, 

However, due to little o r  n o  success, or  because  of c o s t  and  

time, most of  t h e  women stcpped t r y i n g  new t r e a t m e n t s  o r  

behavior changes, u r ,  a t  t h e  v e r y  l e a s t ,  became cautious 

C a b o u t  t r y i n g  them. 

WORK AND FINANCES 

It vas e v i d e n t  that m a s t  of t h e  wozen t r i e d  t o  m a i n t a i n  

-, . t h e i r  abilrty ta wcrk for wages ~3s l o n g  as p ~ s s i b l e .  

Eveniua?ly, however, t h e y  were f o r c e d  t o  q u i t .  T h e  

d e t e r m i n a t i o n  t o  c o n t i n u e  w o r k i n g  seemed t o  he  t r e m e n d o u s ,  

g i v e n  hcw i l l  t h e y  were. For these women, * d o r k i n q  seemed t o  

g i v e  them a secse of Fride and s e l f  w o r t h .  Giving up  a job 

w a s  not an easy decision f o r  any of t h e m .  Fsychoiogicaliy, 



n o t  b e i n g  a b l e  t o  w o r k  was d i f f i c u l t  t o  aczept, a n d  many s f  

t h e  women still seem to feel bad a b o u t  n o t  e a r n i n g  a wage. 

Iri a d d i t i o n ,  f i n a n c i a l l y ,  n o t  e a r n i n g  a wage w a s  d i f f i c u l t  

t o  accept .  A l l  b u t  one  woman w e n t  from living camfortabfe- 

t o - a f f l u e n t  l i f e s ~ y l e s ,  t o  living w e l l  below t h a t  s t a n d a r d ,  

The  f i n a n c i a l  s t r a i n  f o r  a l l  of the women was an added 

stressor on top of t h e  s t r e s s  o f  b e i n g  i l l ,  Most of the 

women had to move to l e s s  expensive housing, some had  to 

r e l y  o n  f a m i l y  t o  h e l p  pay the bills, and  one  woman l o s t  h e r  

car and h e r  pride when she d e c l a r e d  p e r s o n a l  b a n k r u p t c y .  

Some women u n d e r w e n t  h o r r e n d o u s  experiences w i t h  insurance 

companies, social s e r v i c e  a g e n c i e s  and f e d e r a l  government  

agencies iri t h e i r  quest f o r  money to l i v e .  Many t i m e s  t h e y  

had t o  r e s o r t  to d r a s t i c  rneas$>zes, s u c h  a s  threatening t o  d o  

s ~ m e t k i n g  i l l e g a l  o r  t h r e a t e n i n g  t~ take p e o p l e  t o  c o u r t ,  

-. inere is no d o u b t  t h a t  t h e s e  zidded stressors contributed 

n e g a t i v e l y  t~ e h e i r  i l l n e s s e s .  

Most o f  the women a r e  now i n  the process of d i s c o ~ ~ e r i n g  

what a d d i t i o n a l  f i n a n c i a l  a i d  a n d  other benefits sre 

available to t h en .  Some a r e  applying f o r  5aaad.a Pension 

P l a n ,  GAIN f o r  t h e  h a n d i c a p p e d ,  t a x  e x e m p t i o n s ,  and co-op  

h~using. Thcse vomen l i v i n g  on s o c i a l  a s s i s t a n c e  p o i n t e d  

o u t  s e v e r a l  t i m e s  that social a s s i s t a n c e  is inadequate and  

does not meet t h e i r  f i n a n c i a l  needs. One woman d i s c u s s e c !  how 

s h e  h a s  accurnvlated d e b t  because s h e  has n o  way o f  ever  - 
catching up .  She was " i n  t h e  h o l e "  be fo r e  s h e  was a b l e  t o  

get s o c i a l  ass is tance and is f u r t h e r  r r i n  the h o l e u  now. 



Even if the women were able ta take on part-time or 

temporary jobs, the money would be deducted from their 

assistance cheques. So in o t h e r  words, there is no 

incentive to work even if t h e y  are able. The  most blatant 

example of how desperate these women are is the woman who 

prostitutes herself once a  month for the same man f o r  

1OO.CO. Althoagh i t  is totally against all her principles, 

religious and moral beliefs, she finds it t o  he a temporary 

solution to her problem. An interesting aspect of  her story 

is that she f o u n d  out a b o u t  this form of ~rostitution from a 

woman w i t h  MS who a l s o  u s e s  i t  t o  supplement t h e  inadequate 

amount she receives from social assistance. This I found 

shocking since 1 had n o t  come a c r o s s  anything in the 

literature that suggests t h a t  such a phenomenon might exist. 

EXPERIENCES WITH FRIENDS AND FAMILY 

A s  i n  the case with the women's experiences with the 

medical profession, there were many more negative than 

positive experiences reported with friends, family and 

society. They ranged f r c m  personal experiences, such as an 

incident of abuse, to more general experiences, such as the 

problems disabled people have living in a society that 

devalues disabled people. 

Transportation was problematic for many of the women 

because they had to depend on others for it such as family, 

friends, or public transport. It was difficult to arrange, 



b u t  it was also difficult psychologically always to depend 

on others to take them places. The women felt they were 

imposing on people when they asked f o r  rides. 1 was not 

surprised that it was difficult for the women to become 

dependent on others for transportation, because all the 

women w e r e  able to drive previous to their illness and were 

used to the independence of driving. As w e f f ,  since in this 

country driving and walking are valued and accepted norms, 

being unable to drive or walk is not welcomed. Two women 

combatted p a r t  of the problem by getting motorized scooters. 

The motorized scooters seemed to give them back some 

independence. The high cost of taxi cabs meant that only 

rarely could the women use them. Utilizing buses was also 

problematic because t h e y  only went  to certain d e s t i n a t i o n s  

and often the buses were late and the women had to stand to 

wait for the buses, which was too tiring. Utilizing the 

buses designed for the disabled was not an option for the 

women, since in our society '!disabledf2 does not include 

people whose disabilities are invisible. The women did not 

feel entitled to use social services specifically designed 

for people with disabilities. Seeing how problematic 

transportation was for these women made me sealize that for 

women who live in remote areas, the problem o f  

transportation must be an even greater problem, and one that 

contributes to the general problem of isolation. 

Since the nature of ME is that symptoms come and go, 

and the severity of symptoms can vary daily, weekly, monthly 



and y e a r l y ,  some of  t h e  women f e l t  t h e y  c o u l d  l o o k  a f t e r  

t hemse lves  w i t h o u t  a n y  h e l p .  They  seemed t o  cope by l i v i n g  

each d a y  a s  it cane, After  a w h i l e ,  t h e y  b e g a n  t o  r e a l i z e  

that n o  m a t t e r  how 411 t h e y  m i g h t  become, t h e y  always seemed 

t o  recover  ( a l . t h o u g h  n o t  t o i a l l y i .  T h i s  I s  sinply a 

characteristic of  t h i s  c h r o n i c  illness. T h e  women had 

d i f f i c u l t y  a s k i n g  others f o r  h e l p  i n  par?  because o n e  d a y  

t h e y  might n e e d  someone t o  h e l p ,  and the next day  they m i g h t  

n o t .  Some of t h e  women s t r e s s e d  t h a t  t h e y  d i d  n o t  want t o  

b o t h e r  anybody by askiny f o r  r i d e s  a n d  t h a t  t h a t  was why 

t h e y  d i d  n o t  ask f o r  h e l p .  T h e  woicen seemed t o  he  N o r e  

c o m f o r t a b l e  w i t h  t h e i r  r o l e s  as c a r e g i v e r s  t h a n  with t h e i r  

r o l e s  a s  r e c e i v e r s  o f  c a r e .  T h i s  was especially t r u e  i n  t h e  

beginning of t h e  illness. fnoorporatiny a r e c e i v e r  r o l e  

i n t o  t h e i r  p e r s o n a e  seemed t o  h e  a d i f f i c u l t  a d j u s t m e n t .  

One woman had a u n i q u e  z e a s o n  why she h a 6  d i f f i c u l t y  askiny 

others f o r  help. Janet b e l i e v e s  s t r o n g l y  i n  " m i n d  o v e r  

m a t t e r e V f  I n  o t h e r  words ,  s h e  b e l i e v e s  t h a t  h e x  mind h a s  t h e  

c a p a b i l i t y  o f  h e a l i n g  h e r  body ,  S h e  f e l t  t h a t  askiny f o r  

h e l p  m e a n t  t h a t  s h e  was " g i v i n g  i n t o  t h e  i l l n e s s . "  I t  was 

important f o r  her to f e e l  t h a t  s h e  was i n  c o n t r o l  o f  h e r  

body a n d  o f  h e x  i l l n e s s  a t  all t imes  even when s h e  was 

ex t remely  i l l .  Now s h e  realizes t h a t  a t  t imes s h e  could  

have b e n e f i t t e d  from some h e l p  in t h e  beginning of her 

illness. 

Not s u r p r i s i n g l y ,  many o f  t h e  women found i t  d i f f i c u l t  

to ask others f o r  h e l p .  I t  was a l o n g  p r o c e s s  f o r  mos t  of 



the women to learn how to ask for help, not o n l y  from 

friends and family, but from society as well, In the 

beginning, many women expressed that they felt friends and 

family should $'just know" when they required help, because 

if it had been their friends or family who had Seen ill, 

they would k ~ o w  when t h e y  needed h e l p  a n d  would  have helped 

them. As a consequence of their expeekatinns, many of the 

women were shocked and angry at the lack of support and 

understanding they got from friends and family. It took 

time for many women to be able to get up t h e  courage to come 

out and state their wants and needs, The majority of the 

women's e x p e r i e n c e s  with friends, family, and society 

indicated that ethers were not willing to be called upon %or 

help and support, e s p e c i a l l y  on a long term basis. 1 had 

anticipated that the women wnuld find asking for and 

receiving help to be difficult given that women are 

socialized to be caregivers of others, not zecelvers of 

care. 

The caregiving role became difficult to p l a y  for most  

of the women once they became ill, Mothers, of children all 

ages, discussed how hard it was to keep up with the demands 

of their children. The single mother with two special needs 

children stayed quite ill most of the time as a r e s u l t  o f  

the relentless demands put on her as a single parent. The 

mother with a three year old and a husband struggled with 

her husband to change his ro le  and accept  more 

responsibility for the child, house and finances. In 



addition, h a v i n g  a v i b r a n t  t h r e e  year  o l d  o f t e n  meant s h e  

d i d  n o t  have the time she needed for h e r s e l f .  The woman who 

was a grandmother d i s c u s s e d  how u p s e t t i n g  i t  was Eor h e r  

thst s h e  could n o t  be d e p e n d e d  on to h e l p  out w i t h  h e r  

qrandchlldren o r  h e r  g r o w n  children as much as she wanted. 

She  had always l o o k e d  f o r w a r d  t o  h e r  r o l e  a s  a grandmother, 

but now finds t h a t  because of  h e r  i l l n e s s ,  s h e  is n o t  able 

t o  handle the stress of  h a v i n g  s m a l l  c h i l d r e n  a r o u n d  f o r  

l o n g  p e r i o d s  o f  time. I t  is a very emotional issue for her, 

These i s s u e s  o f  d e p e n d e n c y  c l e a r l y  d e m o n s t r a t e  t h e  

stereotypical expectations society has  oE women t o  be 

caregivers a n d  of m o t h e r s  t o  be s o l e l y  responsible for the 

r e a r i n q  of c h i l d r e n .  

Some of the women were n o t  a b l e  t o  be d e p e n d e n t  on 

: s t h e r s  because there was no one i n  t h e i r  lives t h e y  c o u l d  

depend o n .  One woman would  have welcomed s o n e o n e  t o  lean on 

e m o t i o n a l l y ,  physically and  financially, b u t  had  no  o n e .  

A n o t h e r  woman f e l t  okay about not having anyone to depend 

on, on  a day to day h a s i s ,  b u t  was a f r a i d  uf being a l o n e  i n  

t h e  h o u s e  when s h e  became really s i c k .  S h e  was c o n c e r n e d  

that when t h e r e  w a s  a n  e m e r g e n c y  s h e  m i g h t  h a v e  n o  one  t o  

h e l p  h e r .  

Most of  the women r e p o r t e d  t h a t  isolation was a b i g  

p r o b l e m  for t h e m .  I s o l a t i o n  seemed t o  h e  o n e  o f  t h e  

r e p e r c u s s i o n s  of b e i n g  i l l .  I t  seemed a l m o s t  ' f n a t u z a l "  f o r  

the women to fall into their own l i t t l e  worlds when t h e  

illness got bad.  I n  t h e  b e g i n n i n g ,  i t  seemed a way t o  cope. 



However,  a s  t i m e  ware on ,  t h e  warnen r e p o r t e d  t h a t  t h e y  

became more a ~ d  more i s o l a t e d  •’ram f r i e n d s ,  f a m i l y  a n d  t h e i r  

c a m m u n i t y .  T h e y  s t r e s s e d  how i t  was e a s i e r  t o  crawl i ~ s i d e  

t h e m s e l v e s  a n d  t r y  t o  c o p e  w i t h  t h e i r  own l i f e  problems t h a n  

t o  i n c o r p o r a t e  o t h e r s .  Some o f  t h e  women g o t  t o  t h e  p o i n t  

w h e r e  t h e y  were t r u l y  a l o n e .  A s  f r i e n d s  a n d  fami ly  gave u p  

on  t h e m  o r  i g n o r e d  t h e m ,  t h e s e  women seemed t o  f o r g e t  t h e r e  

was a world b e y o n d .  O n e  woman who worked f o r  a while d u r i n g  

a n  "up!' p e r i o d  i n  h e r  i l l n e s s ,  f o u n d  t h a t  s h e  c o u l d  work, 

h u t  t h a t  w o r k  w a s  basicaliy a l l  she c o u l d  d o .  S h e  had no  

l i f e  o u t s i d e  h e r  j o b  because s h e  was t o o  i l l .  When s h e  came 

home f rom work s h e  was barely able t o  f e e d  h e r s e l f .  

S o c i a l i z i n g ,  o r  e v e n  t h i n k i n g  a b o u t  s o c i a l i z i n a ,  was o u t  o f  

t h e  q u e s t i o n .  

A l l  o f  t h e  women s e e n e d  L o  h a v e  e s c a p e d  extreme 

i s o l a t i o n  a t  t h e  t i m e  o f  t h e  i n t e r v i e w s ,  Some women, m o s t l y  

t h o s e  who h a v e  b e e n  i l l  t h e  l o n g e s t ,  have worked  o u t  

e l a b o r a t e  ways t o  a v o i d  i s o l a t i o n .  S i n c e  t h e  women were n o t  

a b l e  p h y s i c a l l y  t o  g e t  o u t  of  the h o u s e  much, some women 

s o c i a l i z e d  on  t h e  p h o n e ,  O t h e r s  have a d o p t e d  a n  o p e n  d o o r  

p o l i c y  s o  t h a t  f r i e n d s  f e e l  more we l come .  O t h e r  women 

i i t e r a l l y  f o r c e  t h e m s e l v e s  t o  go  o u t  o n c e  a d a y ,  o r  o n c e  a 

week o r  o n c e  a mon th .  I n  o t h e r  words,  t h e y  impose  a 

s t r u c t u r e  wh ich  i n c o r p o r a t e s  r e a l i s t i c  s o c i a l  a c t i v i t i e s  

i n t o  t h e i r  l i v e s .  I t  seemed t h a t  g e t t i n g  out of extreme 

i s o l a t i o n  was d i f f i c u l t  t o  d o  a n d  d i d  n o t  come e a r l y  i n  t h e  

i l l n e s s .  A s  t ime wore on ,  t h e  i l l n e s s  became l e s s  severe  



and at t h e  same t i a e  the women l ea rned  to cope more 

effectively with the illness. 

1 did not anticipate that women might have a need f u z  

solitude or that isolation had positive implications, The 

one woman who reported that she needed more solitude was the 

single mother with two special needs children. Her days 

were filled with trying to survive in the midst of chaos. 

She longed for solitude and quiet. This woman did not see 

h ~ k f  s h e  c o u l d  improve h e r  h e a l t h  until y h e  c o u l d  yet away 

from the pressures put on her by h e r  children, her 

community, and her society. The literature discusses 

isolation as a major problem for disabled women (see 

Ridington, 1989 ;  Saxton and Howe, 138'71, and there is no 

doubt that it is a major problem. However, there is no 

discussion of the need for some women to be alone, 

especially women who are paor and s i n g l e  mothers. There is 

respite care or foster care, as this single mother pointed 

out, but both options are complicated to get, and in 

addition, foster care has a s t igma  associated with it (i.e., 

bad mothers have their c h i l d r e n  in foster care). 

Another aspect of isolation I neve r  anticipated was 

deve lopmen ta l  advantages. Two women reported that b e i n g  

isolated forced them to l o o k  within themselves, to devel .op 

those parts of themselves t h e y  might never have  deve loped .  

For example, one woman began writing poetry, and the other 

woman began t o  discaver her love of nature. 



T o  comba t  t h e  n e g a t i v e  e f f e c t s  of  i s o l a t i o n  a n d  t h e  

lack o f  u n d e r s t a n d i n g  a n d  s u p p o r t  f rom o t h e r s ,  t h e  women 

became i n v o l v e d  i n  ME s u p p o r t  g r o u p s ,  Most women f e l t  t h e  

g r o u p s  h e l p e d  t h e m  t o  c g p e  w i t h  t h e i r  i l l n e s s ,  e s p e c i a l l y  i n  

t h e  b e g i n n i n g  s t a g e s .  A 1 1  o f  t h e  women f e l t  i t  was 

i m p o r t a n t  t o  keep  c o n n e c t e d  w i t h  o t h e r  p e o p l e  a n d  f e l t  t h e  

s u p p o r t  g r o u p s  o f f e r e d  a s a f e  e n v i r o n m e n t  f o r  t h a t  

c o n n e c t i o n .  However,  m o s t  of  t h e  women f e l t  t h e  s u p p o r t  

g r o u p s  were d r a i n i n g  and  o f t e n  d e p r e s s i n g ,  a n d  a s  a r e s u l t ,  

t h e y  would  s o m e t i m e s  l e a v e  m e e t i n g s  f e e l i n g  w o r s e  t h a n  when 

t h e y  came. A s  a c o n s e q u e n c e ,  o n e  woman was s e a r c h i n g  f o r  a n  

" u p b e a t "  g r o u p  t h a t  d i d  n o t  f o c u s  s o  much on  t h e  n e g a t i v e  

aspec ts  o f  ME. I t h o u g h t  i t  was i n t e r e s t i n g  t h a t  s u p p o r t  

g r o u p s  c o u l d  be d e t r i m e n t a l  t o  o n e ' s  h e a l t h ,  a s  t h a t  goes  

a g a i n s t  t h e  b a s i c  p r e m i s e  o f  what  s u p p o r t  q r o u p s  s h o u l d  d o .  

T h e s e  f i n d i n g s  d e m o n s t r a t e  how o u r  mind 2nd body i n t e r a c t  i n  

i l l n e s s .  

Upon f u r t h e r  r e s e a r c h ,  1 d i s c o v e r e d  t h a t  e x p e r t s  on  

p a i n  management  d i s c u s s  how c o n c e n t r a t i n g  on p a i n  makes p a i n  

worse .  Thus ,  t h e  g o a l s  i n  c h r o n i c  p a i n  management  a r e  t o  

" e l i m i n a t e  p a i n - t a l k  a n d  p a i n - b e h a v i o r "  iGuck,  1 9 8 4 ,  p .  5 ) .  

T h i s  idea would  a c c o u n t  f n r  t h e  n e g a t i v e  e f f e c t s  o f  s u p p o r t  

g r o u p s ,  b e c a u s e  o f t e n  i n  s u p p o r t  g r o u p s  t h e  f o c u s  is on how 

e v e r y o n e  is f e e l i n g ,  symptoms,  f a i l e d  t r e a t m e n t s ,  e t c .  The  

r e s u l t  is t h a t  p e o p l e  b e y i n  t o  c o n c e n t r a t e  on  t h e i r  p a i n  a n d  

b r i n g  it i n t o  c o n s c i o u s n e s s .  My own exper ience  d o i n g  t h i s  

r e s e a r c h  has b e e n  similar. I m m e d i a t e l y  a f t e r  I h a d  d o n e  t h e  



m a i n  i n t e r v i e w s ,  a n d  during t h e  writing of  t h e  r e s u l t s  

c h a p t e r  a n d  t h i s  c h a p t e r ,  9 f e l t  worse  t h a n  I have  i n  over  a 

y e a r .  It is as if I am a c u t e l y  aware of e v e r y  ache a n d  s o r e  

s p o t  i n  my G u d y .  S u p p o r t  g r o u p  p a r t i c i p a n t s  a n d ,  in 

p a r t i c u l a r ,  s u p p o r t  group l e a d e r s ,  n e e d  to be aware o f  t h i s  

phenomenon,  

EXPERIENCES WITH OTHER PEOPLE (ACQUAINTANCES AND STRANGERS) 

A major p rob lem many wzmen b r o u g h t  t o  m y  a t t e n t i o n  w a s  

that because P+E i s  l a r g e l y  i n v i s i b l e ,  p e o p l e  o f t e n  have 

d i f f i c u l t y  a c c e p t i n g  i ts  e x i s t e n c e  and  t h u s  a c c e p t i n g  t h e  

women a s  l e g i t i m a t e l y  i l l  o r  d i s a b l e d .  W h e r e a s ,  

i ; h e n r e t i c a L i y f  t h e  term d i s a b l e d  encompasses  c h r o n i c  illness 

an6 o t h e r  i n v l s i . : l e  disabilities s u c h  a s  e p i l e p s y ,  i t  seems 

i n  p r a c t i c e  t h a t  d i s a b l e d  h a s  a much nsrrower d e f i n i t i o n ,  

U s u a l l y ,  as the  women p o i n t e d  o u t ,  a d i s a b l e d  p e r s o n  is 

p i c t u r e d  a s  s a n e o n e  who r e q u i r e s  a w h e e l c h a i r  o r  o t h e r  a i d ,  

is  d e a f  o r  b l i n d ,  is b e d r i d d e n ,  o r  t o t a l l y  d e p e n d e n t  on 

o t h e r s  f o r  d a y - t o - d a y  s u r v i v a l ,  Because of this n a r r o w  v i e w  

of d i s a b l e d  people, i t  w a s  n o t  s u r p r i s i n g  t h a t  t h e  women had  

difficulty b e i n g  t a k e n  sexiously. Some women reported that 

when they w e r e  d e s c r i b i n g  t h e i r  d i s e a s e  it was n o t  unusual 

to nave s o n e o n e  reply, f f is  t h a t  t h a t  y u p p i e  f l u " ,  o r  ?'I'm 

t i r e d  all t h e  "me t o o ,  I probably h a v e  it", " o r  my memory 

is bad t o o . "  



I found it interesting that two women talked about  how 

society i g n o r e s  sick and disabled p e o p l e .  One of the womer: 

f e l t  t h a t  s i c k  and disabled people were ignored becduse 

people do not want to know how hard someone" l i f e  is. Tt 

c o u l d  he that p e o p l e  are afraid of discussinq illness, 

death, and p o v e r t y  because somehow by acknowledging these 

h a r d s h i p s  they feel they may have to tak? responsibility f o r  

sick and d i s a b l e d  people. T h e  other woman who talked about 

how society ignores sick and disabled p e o p l e  f e l t  that s u c h  

people are ignored because basically people are selfish. 

People do not want to share their wealth or their time with 

needy people. This i s  evident by the inadequate services 

a v a i l a b l e  for chronically ill and  other disabled people, 

Examples of outright discrimination were experienced by 

all the women. A l l  the women wexe discriminated against by 

friends and f a m i l y .  Friends a n d  family drifted away from 

the women, or ignored the reality of the illness and the 

impact it was having on the women's lives, or told t h e  women 

off, or  c a i L e d  the %omen names. One woman discussed how t h e  

lesbian feminist community in general discriminated against 

her. She stressed how there seemed to he no place for 

disabled lesbians because they do not f i t  the "amszon" 

i d e a l .  It seems that there is no room f o r  women who are 

needy or weak in any way in the lesbian feminist community. 

Her experience also seemed to be congruent with the 

literature on women and disability, that states that the 

feminist community has no time or place for disabled women 



a n d  t h a t  t h e r e  seems t o  be a f e a r  among feminists ab t~ j i -~ t  

becoming responsible for disabled wosen  i f  t hey  are 

included. Although t h e r e  was only o n e  incident o f  

discrimination by a member of  t h e  disabled communi ty ,  i t  was 

a revealing example u f  how p e o p l e  w i t h  ME a r e  n o t  a c c e p t e d  

a s  disabled, e v e n  by t h e  disabled communi ty .  One  woman's 

c o n c e r n  that there is a potential f a r  d l s c r l m i n e 2 t i o f i  i f  i t  

k s  f o u n d  t h a t  M S  i s  c 1 2 n t a q i o u s  is an interesting a n d  

i m p o r t a n t  p o i n t .  

COPING STRATEGIES 

What seemed to be one of the most effective ways o f  

c o p i n g  w i t h  ME on a G a i l y  basis was to be wzll organized. 

I t  seemed t h a t  t h e  women who  were ill the i o n g e s t ,  and who 

had a c c e p t e d  t h a t  t h e y  had  a chronic i l l n e s s ,  were t h e  m o s t  

o r g a n i z e d .  T h e s e  women made sure t h e y  planned their days 

according t o  their abilities, w h i c h  m e a n t  t h a t  t h e y  set 

realistic g o a l s  each day. T h e y  ensured they g o t  t h e  zest, 

t h e  food, a n d  t h e  social i n t e r a c t i o n s  t h e y  r e q u i r e d  t o  s t a y  

as healthy as they c o u l d .  They also t o o k  advantage of 

various aids f e ' g . ,  motorized s c o o t e r s )  o r  s e r v i c e s  ( e . g . ,  

homemakers) to help them with their day t o  day existence, 

Some of these women were involved in some kind of v o i u n t e e r  

work. At the same time, these women were fairly f l e x i b l e  

psychologically. They learned to say "no" or "maybe" to 

invitations or requests from cthers, and they learned to 



l i v e  w i t h  n o t  being reliable all t h e  time. T h e  o r d e r  i n  

t h e i r  l i v e s  seemed to b r i n g  a sense of acco%pijshment acd 

p u r p o s e .  However ,  b e i n g  organized d i d  n o t  mean that all 

these women h a d  a positive o u t l o o k  on their f u t u r e  o r  saw 

a n y  f u t u r e  at ail Soae of  t h e s e  women still o n l y  lived d a y  

to day .  I t  d i d ,  however,  seem t h a t  t h e i r  existence was more 

meaningful. t h a n  f o r  t h o s e  who seemed to he l i v i n q  i n  ;2 haze 

and struggling w i t h  eve ry  d a y .  

EXPERIENCES CF SELF 

Most of the women seemed t o  h a v e  h e a l t h y  attitudes 

' t  a b a u t  t h e m s e l v e s  at t h ?  t i m e  u f  t h e  Interviews. h o w e v e r ,  as 

t h e  wofclen p o i ~ t e c ? ,  o u t ,  t h e y  d i d  nut always have t h e s e  

h e a l t h y  a t t i t u t l e s .  T h e r e  seems to h a v e  heen a d e f i r - i i t e  

pattern i n  t h e  way the women viewed themselves .  X3ef.a:~ the.<.  I 

q o t  s i c k  t h e  women h a d  a h i g h  l e v e l  o f  s e l f  conf idei-:ce arid 

- - self esteem. ( 1  did n o t  a s k  t h e  women a S o u t  their s e l r  

esteem, but seven n f  the vvmen d i s c u s s e d  i t . )  Six month:3 

a f t e r  t h e y  g o t  sick, their self confidence a n d  self esteem 

plummeted. A t  t h e  t i m e  of t h e  i n t e r v i e w s ,  t h e i r  self 

confidence and s e l f  esteem were h i g h e r .  However, 1, seems 

t h a t  t h e i r  self confidence and s e l f  e s t e e m  d i d  n o t  z e .  c h  the 

same levels as before t h e y  had  become i l l*  Some of t h e  

women s a i d  the reason t h e i r  s e l f  confidence and s e l f  esteem 

were not up to where  t h e y  had Seen, was t h a t  t h e y  c o u l d  no 

l o n g e r  work outside the home, For  t h e m ,  self esteem a n d  



T 7  t h e  horns. r o r  example, cne voman r e fe r red  t o  h e r  s e l f  as a 

be involved i n  the l e s b i a n  feminist community. Not evevy 

had h e r  s e l f  image t i e d  to w o r k ,  however ,  O E ~  w o m a n ,  

who consistently r e f e r r s 4  t o  h e r s e l f  as a f f l o s e r , "  seemed t o  

p a r t n e r .  She  f e l t  s h e  was a "losez8"because she was n o t  

w a n t  h e r  as a companion. She stxessed seve ra l  times t h a t  

better ( i . e . ,  heslthier;. Cther single women a i s c  

commented on how difficult i -  was o r  would  be t o  f i n d  a 

partner who w o u l d  u n d e r ~ t a n d t a r ~ d  accept t h e i r  limitations, 
P 

Horever ,  f o r  t h e s e  vnmen, it seeaed t h a t  t h e  problem was n o t  

.-- with t hemse lves ,  but w i t h  t h e  f ac t  t h a t  t h e r e  were n o t  

enough  sensitive men, 

bes t  t h e y  c o u l d  b u t  c o ~ i p a r e d  t o  o t h e r ,  " n o r m a l ? '  m o t h e r s ,  

t h e y  d i d  not do as much a s  t h e y  q 'shcu ld .M I d e t e c t e d  i n  t h e  

womenjs comments a b o u t  mothering that t h e r e  was some g u i l t  

a t  n o t  being able  to g i v e  t h e i r  c h i l d r e n  what t h e y  would 

have l i k e d ,  even  t h o u g h  t h e y  knew t h e y  were d o i n g  t h e i r  

S e s t *  T h i s  demonstrated to me t h e  e n o r m o u s  p r e s s u r e s  cn 

mothers to be s u p e r h u m a n .  Mast of t h e  women d e s c r i b e d  

themselves a s  basically good p e o p l e .  (i-e., when I asked 

them i f  they were good p a r t n e r s ,  f i v e  women s a i d  t h e y  were 



when t h e y  had a p a r t n e r ;  a l l  t h e  women s a i d  t h e y  were good 

f r i e n d s  and  sisters,! 

Interestingly, t h e  o n e  woman who has a n e g a t i v e  self 

image is still q u i t e  sick, and t h a t  m a y  a c c o u n t  f o r  her 

negative attitude. T h i s  woman r e f e r r e d  several t i m e s  to h e r  

body a n d  m i n d  2 s  r F s f u p i d f i  and referxed to h e r s e l f  as a 

i !  - l o s e r , ' !  and said s h e  didn't deserve a n y  h e l p  because s h e  

was a n  a d u l t  and should be responsible f o r  h e r s e l f .  

I n s t e a d  05 blaming o t h e r s  f o r  n o t  b e i ~ g  t h e r e  f o r  h e r ,  she  

t ended  to blame k e r s e l f ,  I t  c o u l d  h e  t h a t  s h e  is a t  t h e  

s t a g e  where  t h e  o t h e r  women were six m o n t h s  into t h e  

- 3 -  l~;ness, where self confidence and s e l f  esteem are a t  a n  

ail-time low, It c o u l d  be t h a t  she r eve r t ed  back t o  t h a t  

stage, b e c a u s e  at the t ime  o f  t h e  i n t e r v i e w  she w a s  q u i t e  

I f 1  ( T h i s  w o m a n  had been i l l  f o r  e i g h t  y e a r s ) .  

T h e  stages of  g r i e f  t h a t  Kubler-Ross d i s c o v e r e d  f o r  

people who are d y i n g  seemed applicable, to a degree, to the 

stages of grief t h a t  the wozien i n  t h e  s t u d y  experienced. I 

identified t h ree  stages: f i r s t  Z e n i a l ,  then bargaining, and 

finally, acceptance. However, a s  1 d i s c o v e r e d ,  a n d  a s  

Regis te r  points o u t ,  t h e  stages a r e  n o t  as linear as K u b f e r -  

. % Ross" stages, because with a c h r o n i c  illness cnere is no 

"ce r t a in  s e s o i u i i a n "  (1987, p .  2 3 5 1 .  O f t e n  when t h e  w o m e n  

had a bad relapse they s t a r t e d  over  a g a i n  at the denial 

stage,  As well, i n  the case of some of t h e  women who d i d  

not get a d i z g n o s i s  f o r  several  years ,  it seemed t h a t  t h e  

s t a g e  of denial was extremely long. T h i s  makes s e n s e ,  g i v e n  



t h e  f a c t  t h a t  t h e y  h a d  no illness t o  accep t .  H o w  c o u l d  t h e y  

accep t  something t h e y  were t o l d  t h e y  d i d  n o t  h a v e ,  o r  how 

c c u l d  t h e y  a ccep t  s o m e t h i n g  t h e y  k n e w  they d i d  not have? 

While the changes in their p h y s i c a l  a n d  m e n t a l  

abilities came a b o u t  q u i c k l y  w i t h  t h e  i l l n e s s  ( o v e r n i g h t ,  i n  

m o s t  cases), t h e  changes  i n  t h e i r  l i v e s  and  t h e i r  b e h a v i o w s  

were a mare g r a d u a l  p r o c e s s ,  I n  t h e  d e n i a l  s t a g e ,  t h e  women 

a 3 1  reported resistance t o  c h a n g e .  T h e y  strugyled t o  

m a i n t a i n  t h e i r  s t y l e s  o f  l i f e ,  ignored what t h e i r  b o d i e s  and 

m i n d s  were telling t h e m ,  and o f t e n  p u s h e d  themselves to 

u t t e r  exhausti~i?, denying t h e y  had  a c h r o r ~ i c  illness.  his 

s t a g e  was a l s o  c o u p l e d  w i t h  other p e o p l e  d e n y i n g  t h e i r  

i l l n e s s  . E v e n t u a l l y ,  t h e  women began b a r g a i n i n g ,  T h e y  

t r i e d  enormous numbers  of  t r e a t m e n t s  and  b e h a v i o r  c h a n g e s  i n  

an attempt t o  c u r e  t h e i r  illness. T h e  i d e a  was t h a t  i f  t h e y  

d i d  j u s t  the r i g h t  t h i n g  cr  took t h e  r i g h t  m e d i c i n e  o r  h e r b ,  

t h e y  would  be a l r i g h t .  T h i s  s t a g e  was c o u p l e d  with o t h e r s '  

suggesting v a r i o u s  t r e a t m e n t s  and b e h a v i o r  c h a n g e s ,  ( O n e  

woman had a f r i e n d  s u g g e s t  s h e  g e t  a t e e - s h i r t  s a y i n g  " y e s  1 

h a v e  t r i e d  everythingt") E v e n t u a l l y  some of  t h e  women b e g a n  

t o  accept that t h e y  had a c h r o n i c  Illness, t h a t  t h e y  were 

disabled a n d  that t h e y  had t o  l e a r n  t o  l i v e  w i t h  it. A t  

t h i s  point t h e y  c u t  down t h e  number o f  t rea tments  t h e y  

t r i e d ,  or at l e a s t  seemed t o  be more c a u t i o u s  a b o u t  t r y i n g  

new t r e a t m e n t s ,  O f  t h o s e  women who were a t  t h e  s tage  of 

acceptance, t h e i r  a t t i t u d e s  a b o u t  l i f e  and  a b o u t  themselves 

seemed t o  c h a n g e .  U s u a l l y  when t h e  women were a t  t h i s  s t a g e  



Llieir lives ...--- -...A,-. they made sure that p e o p l e  in C k  r ~ u r l e  who 

accepted  t h e m  f o r  who t h e y  were - illness and all. Not a l l  

of  t h e  women reached the stage of acceptance, At the t i m e  

of the main interviews, theze were still some women who were 

i n  t h e  3 e n i a l  o r  t h e  b a r g a i n i n g  stage, 

It seemed e v i d e n t  that the women felt uneasy about 

h a v i n g  ME r a t h e r  than a n  i l l n e s s  t h a t  was well k n o w n  and  

accep ted  and had ~ i s i b i e  characteristics. i t  was not as  if 

they wished f o r  a worse disease; it was just t h a t  there was 

some reluctance to admit they had ME. T h i s  was e v i d e n t  when 

I a s k e d  t h e  women how t h e y  r e s p o n d e d  when someune asked t h e m  

!what is the mat te r  with y o u ' .  Some women f e l t  they had  tu 

l i e  a b o u t  having ME, o r  n o 6  mention ME at ail i n  t h e i r  

r e s p o n s e s .  F o r  example, h a v i n g  a " m u s c l e  diseaseH s o u n d e d  

better a n d  was less c o m p l i c a t e d  t h a n  explaining what ME is 

and their having to c o n t e n d  with the comments ' 1  know how 

you f e e l ,  i am losing my memory t o o "  o r  *?I!rn tired a i l  the 

time too." Many women tried t o  a v o i d  a l l  discussion about 

their illnesses, I n  that regard, p a s s i n g  as nGrmaL had i t s  

good p o i n t s ,  a s  the women c o u l d  u s u a l l y  p a s s .  Other women 

r e p o r t e d  t h a t  t h e y  did n o t  try to hide the fact that t h e y  

had ME. They  u s u a l l y  t o o k  the t ime  t o  e x p l a i n  i t  in 

understandable terms, if they thought a p e r s o n  needed t o  

know.  

When 1 asked  t h e  women how t h e y  r e s p o n d e d  when someone 

a s k e d  them f fwhat  do t h e y  do" ,  t h r e e  o f  t h e  women e x p r e s s e d  

t h a t  it was d i f f i c u l t  t o  answer. They tried t o  a v o i d  t h e  



subject of w o r k  a s  much as p o s s i S l e .  The difficulty seemed 

to be t h a t  i n  our  s o c i e t y  w o r k  is s o  linked w i t h  s e l f  

esteem. In some instances, if a woman d o e s  not work outside 

the home s h e  is devalued. Many of the women lied about what 

t h e y  did, s r  at least stretched the truth as far as possible 

t o  avoid looking "bad." I found it ex t r e rne iy  interesting 

t h a t  t h e  women whose answers were  more s t r a i g h t f o r w a r d  w e r e  

t h o s e  who were accepted as being disabled by their insurance 

companies and thus were receiving disability benefits. Tn 

other words, they had their experiences validated by 

i n s t i t u t i o n s ,  which  made their illnesses l e g i t i m n ~ t e .  This 

perhaps helped them to be more forthright in their answers. 

One of the most i n t e r e s t i n g  d i s c o v e r i e s  i n  t h e  s t u d y  

came when 1 asked the women if they felt they were  members 

of t h e  d i s a b l e d  commur l i ty .  Ail h u t  one  of t h e  women s t a t e d  

that while they did f e e l  t h e y  were d i s a b l e d ,  t h e y  had 

difficulky c a l l i n g  themselves disabled. One of the main 

reasons seemed to be t h a t  t h e y  did not f i t  the s o c i e t a l  

image of a disabled person, yet they knew they were  

disabled. I had expected the c o - r e s e a r c h e r s  would have 

d i f f i c u l t y  i n  responding to t h a t  question because t h e y  

usually looked w e l l ,  It seems that t h e  problem w i t h  not 

looking ill or disabled is that o t h e r s  have difficulty 

accepting t h e m  as disabled. A s  one co-researcher could 

attest, people h a v e  difficulty accepting what t h e y  cannot 

see. She admits t h a t  when h e r  t e e n a g e  daughter began to 

display symptoms of ME, she had problems believing her 



daughter was truly ill because the doctors were saying there 

was nothing the matter with her. This woman had already 

experienced a g r e a t  deal of d i f f i c u l t y  getting others to 

believe hex when she became ill. 

Perhaps as a result of such invalidating e x p e r i e n c e s ,  

the women themselves had difficulty seeing themselves as 

disabled and chronically ill, One woman who said in the 

main interview that she was d e f i n i t e l y  not disabled, phoned 

me three months later to tell me she had been thinking a lot 

about the question and that she would  like to change her 

answer. After much consideration, she decided she was 

indeed disabled but just d i f f e r e n t  than the stereotyped view 

of a d i s a b l e d  person. I R  other areas of the interviews, the 

women demonstrated amhivalence about viewing themselves as 

d i s a b l e d .  Although the women were qualified to apply for 

and receive aids and benefits, many of them did not feel 

comfortable using visible aids ( e . g , ,  motorized scooters, 

wheelchairs, bus passes, homemakers service, or handicapped 

parking spaces), because they did not look disabled. They 

were afraid of what others would say to them (which was a 

valid fear given their experiences of discrimination), and 

afraid of how they would be perceived by o t h e x s .  Since the 

majority of the women did not see themselves clearly as 

disabled, this may be o n e  reason why many of them never 

applied f ~ r  assistance I e . g . ,  bus passes, disability t a x  

credits, homemaker service, GAIN), or if t h e y  did a p p l y  f a r  

assistance, why i t  took s o  long to ask for i t .  Clearly, i n  



t h e  f i r s t  p a r t  of t h e  illness t h e  women n e v e r  saw t h e m s e l v e s  

a s  d i s a b l e d .  Janet, f o r  example ,  u s e d  up  h e r  s a v i n g s ,  s o l d  

h e r  c a r ,  a n d  w e n t  b a n k r u p t  before asking for s o c i a l  

assistance. I n  addition to having problems v i e w i n g  herself 

as d i s a b l e d ,  o n e  woman had  a n o t h e r  r e a s o n  f o r  n o t  wanting to 

use a motorized s c o o t e r  or wheelchaix. She  was afraid t h a t  

by using a motorized scooter or a w h e e l c h a i r ,  she would be 

invalidating t h o s e  p e o p l e  who have t o  be in a wheelchair. 

I n  o t h e r  words, s h e  b e l i e v e d  she had a c h o i c e ,  whereas some 

p e o p l e  d o  n o t .  The s t i g m a  t h a t  s u r r o u n d s  the term 

" d i s a b l e d t t  may be holding p e n p i e  back f r o m  u t i l i z i n g  a i d s  

t h a t  m i g h t  h e l p  them live more comfortable lives. One 

problem for people with ME seems t o  he that t h e y  are often 

l i v i n g  on the line, sometimes n e e d i n g  and s o m e t i m e s  n o t  

n e e d i n g  h e l p ,  

The e m o t i o n s  t h a t  permeated a l l  o f  t h e  women's l i v e s  

were fear  a n d  a n g e r ,  They expressed fear a b o u t  t h e  unknown 

n a t u r e  of ME. For  example, f u r  a few women t h e r e  was f ea r  

t h a t  ME migh t  be c o n t a g i o u s  and t h a t  t h e y  migh t  he  passing 

ME on to loved ones and  family. For  one of t h e s e  women, the 

fear of ME b e i n g  c o n t a g i o u s  consumed h e r  t h o u g h t s .  T h e r e  

was a l s o  sometimes a fear t h a t  t h e y  would d i e  b e c a u s e  t h e y  

were s o  s i c k .  One woman was a f r a i d  t h a t  s h e  would die as a 

r e s u l t  of a r e s p i r a t o r y  illness t h a t  s h e  b e l i e v e d  was 

re la ted  t o  ME. Some women expressed  f e a r  a b o u t  n u t  b e i n g  

be l i eved  every  time t h e y  t r i e d  t o  explain w h a t  t h e y  were 

feeling. T h i s  fear came f rom t h e i r  e x p e r i e n c e s  of n o t  b e i n g  



believed by doctorsi f r i e n d s  an? family, As a result of the 

fear  of not being b e l i e v e d ,  some women sometimes thought 

they were going crazy, or that somehow their illness was not 

real and they were imagining it. In other words, at tirnns 

they doubted their sanity, 

The women were angry at the medical establishment for 

v a z i o u s  r e a s o n s :  f o r  not t a k i n g  them or their symptoms 

seriously; for abusing them both v e r b a l l y  and medically 

( e - g . ,  prescribing harmful addicting drugs, and i n  one case 

performing an unnecessary h y s t e r e c t o m y ) ;  and for partraying 

themselves as all-knowing about the body when in fact they 

know little about the body o r  chronic illness. There was 

also a lot of a n g e r  and disappointment about the lack of 

undrrstandin~ and support from family, friends, communities, 

and society as a whole.  T h e  women were a n g r y  because they 

were discriminated against for being disabled, unable to 

work, pooz, overweight, and for having an invisible illness, 

The women werE also angry because they had to use up scarce 

energy t o  fight for their rights to financial and o t h e r  aid. 

There was one woman who was angry at her body because it was 

not responding t o  medication or the tremendous care she was 

taking to heal it. (This woman lived on a very strict 

vegetarian diet and did yoga, meditations, visualization, 

hypnotherpy, and took vitamins, herbs and various medical 

and non-medical remedies and drugs.) 



SUMMARIZING THEIR EXPERIENCES 

A s  1 had a n t i c i p a t e d ,  t h e  women d i d  c h a n g e  t h e i r  v i e w s  

o f  t h e  w o r l d  a n d  of themselves i n  p r o f o u n d  ways. I n  a sense  

it was a s  i f  t h e y  began t o  s ee  l i f e  t h r o u g h  a d i f f e r e n t  

f e n s .  T h e y  l ea rned  t u  see  p a i n ,  suffering, s o c i a l  

i n j u s t i c e s ,  and  to a p p r e c i a t e  b i r d s ,  f l o w e r s ,  m u s i c ,  p o e t r y ,  

and  t h e  v a l u e  of f r i e n d s h i p .  O n e  woman r e a l i z e d  t h e  

American dream w a s  a hoax,  a p e r s o n  cannot b e  a n y t h i n g  o r  d o  

a n y t h i n g  j u s t  b y  w o r k i n g  h a r d ,  One woman d i s c o v e r e d  a new 

wor ld  o f  i n t e r e s t i n g  peop le  ( w o r k i n g  c l a s s  a n d  p o o r )  s h e  

never  a s s o c i a t e d  w i t h  h e f o r e ,  One woman who used t o  l i v e  i n  

t h e  " f a s t  l a n e , ' ?  now s t a t e s  t h a t  i f  s h e  ever  r e g a i n e d  her  

h e a l t h  s h e  would  neve r  r e t u r n  t o  t h a t  k i n d  o f  ! ' rat  race'! 

because it is d e s t r u c t i v e  p s y c h v l o g i c a i l y  and p h y s i c a l l y .  

Many r e a i i z e d  t h e y  were s t r o n g  women, b u t  a t  t h e  same t ime  

vulnerable. L a s t l y ,  some of t h e  women d i s c o v e x e d  t h e i r  

s p i r i t u a l  s e l v e s  a s  a r e s u l t  o f  becoming i l l .  

T h e  m a 3 o r i t y  of  t h e  women seemed t o  have f a i s l y  

p o s i t i v e  f e e l i n g s  a b o u t  t h e  f u t u r e .  They seemed t o  a c c e p t  

t h e  r e s e a r c h  t h a t  s t a t e s  t h a t  ME g e t s  b e t t e r  o v e r  t i m e .  

However,  a f e w  o f  t h e  women were s t i l l  q u i t e  f e a r f u l  a b o u t  

h a v i n g  a f u t u r e  because t h e y  were s t i l l  f a i r l y  i l l ,  and f o r  

o n e  woman, because  s h e  was a f r a i d  o f  d y i n g  by h e r  own h a n d .  



FURTHER RESEARCH 

There are many issues that arise out of t h i s  

exploratory research, b u t  I will f o c u s  only those areas that 

I think need the mast immediate attention. They are n o t  

listed in o r d e r  of importance. 

First, since the women had so many negative experiences 

with the medica l  establishment, I feel it is i m p e r a t i v e  that 

further research be done on the relationships between 

doctors and their female patients, and in particular females 

who are disabled or chronically ill, In addition, it would 

be worthwhile to examine what d o c t o r s  are t a u g h t  in medical 

school today about women, about chronicity, about 

disability, and about the enormous  impact that diagnosinq 

and nut diagnosing has an people, 

Second, since the women who w e n t  t o  psychiatrists and 

thexapists had positive, long lasting experiences, P think 

it would be worthwhile to study successful relationships 

between therapists / psychiatrists and women with chronic 

illnesses and disabilities. In addition, it would he 

beneficial to discover what psychiatrists, psychologists, 

and soc i a l  workers are taught a b o u t  wo:,ten who have 

disabilities. 

Third, it would be worthwhile to see if other people 

with ME have seemingly related conditions and disorders such 

as cysts or sinusitis, as it may shed some light on the 

disease process. As well, researchers must continue 



studying known symptoms of ME, suck as f a t i g u e ?  t o  discover 

vhy there is such variation among p e o p l e  in how they 

experience symptoms. 

Fourth, it is evident that research needs to be done on 

p u o r ,  disabled single m o t h e r s  and their need for solitude, 

and on ways s o c i e t y  can make r e s p i t e  c a r e  and temporary 

foster care more appealwing and access ib l e  to t h e i x ,  

Fifth, since I think it is important t o  b r i n g  humor 

into the lives of women with ME and because humor was not 

addressed in t h i s  s t u d y ,  f f e e l  it would be worthwhile t o  

collect ME humor 2nd make i t  a v a i l a b l e  t o  p e o p l e  with ME. 

S i x t h ,  s ince  3 did nut interview women with ME who a r e  

currently employed,  o r  wornen who were full-time hamemakers 

b e f o v e  becoming ill, or women who have never been involved 

w i t h  ME s u p p o r t  groups, I feel i t  would worthwhile to see 

whether their experiences are similar to or d i f f e r e n t  from 

t h o s e  of the women in . t h i s  s t ~ d y ,  

Seventh, it would be intexesting to compare women w i t h  

ME to women who have other invisible disabilities such as 

heart conditions, o r  similar diseases like MS or Lupus, to 

discover whether they have similar experiences. In 

particular, it w o u l d  interesting to c o m p a r e  how the women 

see themselves and how others v i e w  them. 

And last, there needs to be research i n t o  what 

financial difficulties women with chronic illnesses and 

women with disabilities are having. In addition, S feel it 

is imperative that we discover how many women who a r e  



disabled resort to prostitution, a n d  the reasons why t h e y  

might choose  prostitution. 

RECOMMEVDRTIONS FDR SOCIAL POLICY 

The reslJlts of my study s u g g e s t  several practical steps 

that could be taken by governments, e m p l o y e r s ,  3 n d  f e m i n i s t  

organizations to improve the f i v e s  of womer! v i t h  ME. 

Since there is l i t t l e  understanding by physicians, 

media, and the general public abot~t the nature of ME and how 

it affects people, t h e r e  is a need for massive e d u c a t i o n  as 

t o  what  ME i s  and is n o t ,  the symptoms, hod  it a f f e c t s  t h e  

iives o f  those who live with it: how it a f f e c t s  those p e o p l e  

who live with people with ME, a n d  the d i f f e r e n t  iss~ies women 

with ME face. In addition, the media rieed to be b e t t e r  

e d u c a t e d  a b o u t  ME so that they can g i v e  ME the same 

attention a n d  respect as other disabling chronic illnesses 

s u c h  as MS. 

The w e l f a r e  system also needs t o  b e  educated about ME 

a n d  a b o u t  c h r o n i c  i l l n e s s  and  haw i t  a f f e c t s  p e o p l e ,  F9r  

instance, w e l f a r e  policy-makers, officials, and  case workers 

need to be aware of t h e  a d d e d  monetary costs of  being 

chronically i l l ,  s u c h  a s  e x p e n s i v e  treatments, dietary 

requirements, and transportatjon expenses, and to 

inzorporate t h e s e  b a s i c  r e q u i r e m e n t s  into t h e i r  financial 

support of chronicilly ill p e o p l e ,  



There is a l s o  a r e a l  need for women to b e  educated 

about t h e i r  h e a l t h ,  a b o u t  what t h e i r  options are f o r  h e a l t h  

ca re ,  a b o u t  t h e i r  r i g h t s  a s  receivers oE health care, and 

about he systemic faults of the health care system. T o  do 

this, I would  recommend r e g i o n a l  h e a l t h  centres, s i m i l a r  t o  

the Vancouve r  Women's 3 e a l ~ h  f n f o r m a t h ~ n  C e n t r e ,  where women 

can use resources to make  informed c h o i c e s  about t h e i r  

h e a l t h  and commucicate w i t h  each other about t h e i r  

experiences. Perhaps, the centres could be connected to 

e x i s t i n g  women ' s  centres a n d  be l i n k e d  together by c o m p u t e r .  

W o m e n i s  g r ~ u p s  s h o u l d  to b e g i n  to f o c ~ s  n n  women's 

health issues a t  a n a t i c n a l  l e v e l .  My immediate s u g g e s t i o n  

is t o  get o r g a n i z a t i o n s  like National Action Committee on 

the Status of Women ( P A C :  to make p o l i c y  resolutions and t o  

lobby the government for s e r v i c e s ,  research, and e d u c a t i o n  

about women's health and e s p e c i a l l y  d b o ~ t  the h z a l t h  and 

wellbeing of women with d i s a b i l i t i e s ,  

Women working in the feminist women's  h e a l t h  movement 

3 l a o  s h ~ u l d  b e g i n  t u  direct their energies towards e d u c a t i n g  

t h e  m e d i c a l  communi ty .  I n  particular t h e y  should target 

teaching hospitals a n d  e d u c a t e  students about w o m e n ' s  h e a l t h  

issues, a n 6  msre s p e c i f i c a l l y  a b o u t  how i n a d e q u a t e  and  

destructive some aspects of the bio medical model are f o r  

women, a n d  how their patriarchal and  c a p i t a l i s t i c  system is 

d e s t r u c t i v e  and c o s t l y  (monetary and otherwise) for all 

people, b u t  e s p e c i a l l y  f o r  women. 



Governments and empinyers peed to r e d e f i n e  what 

a c c e s s i b i l i t y  in the work p i a c e  means for disabled people. 

Some p e o p l e  w i t h  ME c o u l d  w o r k  p a r t  time i f  t h e r e  were,  for 

exaixple, financis1 i n c e n t i v e s  instead of llnaneial 

disincentives, f l e x i b l e  hours, transportation to and E s o m  

work, and  i f  it were possible to w o r k  f r o m  t h e i r  homes. 

Fur the rmore ,  governments c o u l d  retrain peopie with chronic 

illnesses i n t ~  jobs that a r e  suitable t o  t h e i r  abijities. 

L a s t l y ,  governments need t o  mike transportati~n for 

chronically i i i  p e o p l e  more a c c e s s i b l e  a n d  inultiny, 

p e r h a p s  e n l a r g i n g  t h e  b u s  sysrern f o r  p e o p i e  w i t h  

disabilities and the!:  advertising t h a t  peop le  w h ~  a r e  

d i s a b i a d  come i n  many s h a p e s  a n d  s i z e s  and have both visible 

and invisible disabilities, 
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APPENDIX A 



f am doing a s t u d y  t o  t r y  t o  u n d e r s t a n d  women's 
experiences of having M.E. In particular, I am 
interested in understanding your experiences relating 
to the medical establishment, a n d  the ways you cope day 
to day, your relationships, and your self concept. T o  
begin with, I would like you to tell me your story of 
your expereince since the time you became ill up until 
the present, After you have t o l d  me your story I will 
ask you specific questions and many open ended 
questions. Once we have finished the questions, you 
may add anything you think may have been missed in the 
questions. I want you to feel that you have told me 
all there is to know about your experience with M.E. 
As you are talking, try to recall what you were 
thinking, feeling and doing at the time of y o u r  
experience. If you begin to feel you cannot c o n t i n u e  
the interview because of your ill health, please do n ~ t  
hesitate to let me know, Do ycu have any questions? 

LIST OF QUESTIONS 

1. B e f o r e  1 b e g i n  with a f e w  background  questions, I. w o u l d  

like t o  a s k  you i f  t h e r e  is a f i c t i t i o u s  name you would like 

me t o  use when I w r i t e  up t h i s  r e p o r t ?  I f  y e s ,  w h a t  is i t?  

2. 1 1  will d e f i n e  myself to t h e  co - resea rcher  as w h i t e ,  3 1  

year old mother of one, who h a s  ME, and then ask t h e m  to 

identify themselves). How would you define y o u r s e l f  i n  

terms of age, race, ethnicity, e t c ?  

3 ,  What education l e v e l  have you completed? 

4. Briefly describe your relationship with r e l i g i o n .  



5 .  With whom did you live with when you f i r s t  became i l l?  

6 .  With w h o m  do you l i v e  now? 

EXPERIENCES WITH MEDICAL ESTABLISHMENT 

7 ,  H o w  l o n g  you have been experiencing t h e  symptoms 

associated with M.E.?  

8 .  Were you ever g i v e n  any o t h e r  d i a g n o s e s  b e s i d e s  M,E. or 

Chronic Fatigtle Syridrome t h a t w e r e  supposed t o  e x p l a i n  al b 

you r  symptoms? 

9 .  Starting from the onset of your illness, how l o n q  did i t  

t a k e  to be g i v e n  your  p r e s e n t  d i a g n o s i s  of M.E.? 

11. S t a r t i n g  f rom t h e  t i m e  you first started to show 

symptoms o f  M-B,, approximately how many d o c t o r s  d i d  you s e e  

b e f o r e  you received a diagnosis of M.E.? 

12. What were the qualifications of the personts) who 

diagnosed you as s a f f e r i n g  from M.E. j i . e . ,  general 

practitioner, specialist, psychiatrist)? 



13. Have you e v e r  b e e n  p r e s c r i b e d  medication t o  alleviate 

your  symptoms? 

I f  ' f y e ~ " :  

!a 1 what t y p e  o f  drugls i were you prescribed ? 

(b) hew f r e q u e n t l y  were you e x p e c t e d  to take t h e m  ? 

f c f  d i d  you t a k e  t h e  drug(sf as p r e s c r i b e d ?  

t d f  d i d  t h e y  h e i p ?  

14. BETWEEN the time you STARTED showing symptoms cf M.E. 

and  the t ime you were diagnosed w i t h  M.E. ,  was it ever s a i d  

or implied t h a t  you w e r e  malingering, that you  were 

depressed, t h a t  it was all I n  y o u r  head, o r  t h a t  it was any 

other type of disease or d i s o r d e r ?  I f  3 0 ,  d e s c r i b e  y o u r  

exper i ence  ls f . 

2 5 .  Were you e v e r  r e f e r r e d  t o  a psychiatrist, 

psychotherapist, o r  counsellor? 

I f  "yes f i :  

t a )  How would you evaluate that e x p e r i e n c e ?  

[b) Did i t  h e i p  you cope with t h e  Illness? 

16, Has your view about doctors \ medical establishment 

changed since yoc have become i l l?  I n  what  way? Why? 



(l6a, Describe a n y  experiences you have had  w i t h  t h e  medical 

establishment wherz y o u  f e l t  you  were n o t  g i v e n  t h e  b e s t  

care, j 

!16b. Describe a n y  experience of  receiving v e r y  good h e l p  

f rom medical practitioners ) 

18. Have you had a n y  accidents, disezses ,  d i s o r d e r s ,  o r  

surgeries t h a t  you t h i n k  were r e l a t e d  to ME. 

COPING STRATEGIES 

19, Have you  e v e r  t r i e d  t o  c h a n g e  y o u r  habits o r  behavior 

to t r y  and make your s y m p t o n s  70 away? 

20,  Describe a typical day .  

2 1 .  %hat do you find t h e  m o s t  difficult thing to deal with 

since you have become ill? How d o  you deaf with i t ?  

2 2 .  What are  same everyday problems t h a t  you have had or  

still have t r o u b l e  coping with? Describe how you deal with 

them. 



2 3 .  Describe any  good o r  bad a d v i c e  you have r e c e i v e d  f rom 

other people a b o u t  coping with M.E,? 

2 4 .  Describe a n y  " t r i c k s f t  \ o r  little things you da  t h a t  

seem to h e l p  you cope with your  illness? 

2 5 ,  I f  you are involved i n  a l a y  s u p p o z t  group how h a s  it 

affected you?  

WCRK 

2 5 .  I f  you w o r k e d  outside the home, how has y o u r  employment 

s t a t u s  changed  since you have  become ill? 

2 1 .  How h a s  yeur  income bevel  c h a n q e d  s i n c e  you  have become 

28 .  What s p e c i a l  p rob lems ,  i f  a n y ,  have you had i n  obtaining 

some f o r m  of  financial a s s i s t a n c e  or s p e c i a l  benefits f rom 

the government of i n s u r a n c e  c o m p a n i e s ?  

2 9 .  In relation t o  your  j o b  o u t s i d e  t h e  home, how do  you  

f e e l  about l o s i n g  your  job \ n o t  b e i n g  a b l e  to w o r k  ' n u t  

being able to work f u l l  t ime '\ n o t  b e i n g  ab l e  to work  as you 

used to? 



31. I f  you  have children, how has K . E .  changed how you l o o k  

a f t e r  y o u r  c h i l d r e n ?  \, g r a n d c h i l d r e n ?  

3 4 .  A r e  f r i e n d s ,  family and co-workers you  d o  n u t  l i v e  w i t h  

h e l p f u l  \ understanding with t h e  change  i n  y o u r  abilities t o  

do physical and '\ sr m e n t a l  w o r k ?  

-. - s ~ .  H u w  has M,E, a f f e c t e d  o t h e r  a r eas  o f  y o u r  l i f e ?  i e . q .  

hcbbics, s p o r t s ,  r e c r e a t i o n ,  vojunteer w o r k ,  s t u d i e s )  

RELATIONSHIPS 

3 6 .  Do you f e e l  M.E. h a s  p u t  a s t r a i n  o n  any  of y o u s  

relationships i f a m i l y ,  f r i e n d s ,  p a r t n e r ,  business ) ?  i f  s o ,  

i n  w h a t  w a y ?  



SELF CONCEPT 

$ 3 ,  1 want t o  k n o w  how y o u r  feelings a b o u t  ycurself have 

changed , i n z e   yo^ have g o t t e r i  i l l .  I n  r egard  t o  t h e  

foilowing words describe your  feelings a b o u t  yourself EEFORE 






