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W e l c o m e to o u r on l ine c h a t w i t h C F S pa t ien t Dorothy W a l l , 
a u t h o r of t h e a c c l a i m e d book. Encounters with the Invisible: 
Unseen Illness, Controversy, and Chronic Fatigue Syndrome - t h e 
on ly book on C F S to b lend a v iv id p e r s o n a l s t o r y w i t h a n 
i n v e s t i g a t i o n of t h e h is tory , s c i e n c e a n d pol i t ics of t h e i l l n e s s . 

Encounters with the Invisible is w i n n e r of t h e 2 0 0 7 " S a n d C a s t l e s 
A u t h o r a n d Book of t h e Y e a r A w a r d " f r o m P.A.N.D.O.R.A., a n d 
h a s b e e n ca l l ed " t h e b e s t p e r s o n a l a c c o u n t of c h r o n i c i l l n e s s in 
g e n e r a l a n d C F S in p a r t i c u l a r I h a v e e v e r r e a d " by 
I m m u n e S u p p o r t . c g m . Doro thy i s a l s o c o a u t h o r of Finding Your 
Writer's Voice: A Guide to Creative Fiction, a n d h a s t a u g h t 
c r e a t i v e w r i t i n g a t s e v e r a l c o l l e g e s in t h e S a n F r a n c i s c o B a y 
A r e a . Her p o e m s a n d e s s a y s h a v e b e e n w i d e l y p u b l i s h e d , a n d s h e 
w o r k s a s a w r i t i n g c o n s u l t a n t in B e r k e l e y , Ca l i f o rn ia . For m o r e 
a b o u t h e r book, v i s i t he r w e b s i t e : h t t p : / / w w w . d o r o t h y w a l l . c o m . 

Q: Dorothy, when did you become ill with CFS - and how is your health 
now? 

Dorothy W a l l : I c ame down with a seve re case of mononucleos is in 
1978 at age 30 - at a s t ress fu l t ime of d ivorce, graduate school, working 
and being a single parent - and never fully recovered. In 1980 I 
contracted an upper resp iratory infection and became even more ill, with 
mass i ve brain fog, sore throat, swol len g lands, s inus pain, headaches 
and exhaust ion unl ike anyth ing I'd known. 

From 1980 to '86 I dragged around, ill most of the t ime, but able to 
cont inue teach ing, taking care of my daughter, social iz ing, etc. , albeit 
with diff iculty. All the doctors I saw said there wa s nothing wrong with 
me, s ince all blood tes ts c ame back normal , but I understood my i l lness 
as a "recurr ing v i rus , " and attr ibuted it to being run-down. From 1986 to 
1990 I improved signif icant ly, to the point where I could hike three mi les 
and t rave l . I didn't have "normal " energy, but I didn't get s ick all the 
t ime anymore . 

But a s I'd gotten better, my work life had expanded. I wa s teach ing, 
wr i t ing, attending conferences, and t rave l ing . I n the ear ly '90s my health 
began going downhil l aga in , all my symp toms return ing. I n the fall of 
1995 I took a bus iness trip to New York and had a complete col lapse. I 
came back mass i ve l y ill, and overn ight I wa s housebound. For the next 
yea r I couldn't talk at all because of an intractable sore throat. S ince 
1995 I have s lowly and steadi ly improved. I wa s out of bed about one 
hour a day the f i rst y ea r af ter my col lapse, two hours a day the second 
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year, three the third and so forth. 

I 'm no longer fully housebound, though I only go out for a few hours a 
week. I 'm able to work at home as a writ ing consultant, to wr i te, to see 
fami ly and fr iends and to walk about s ix or eight blocks. I t ' s a l imited 
life, but a full one. G iven where I wa s a decade ago, I 'm ex t reme ly 
gratefu l . My book. Encounters with the Inv is ib le: Unseen I l l ness , 
Cont roversy , and Chronic Fat igue Synd rome , is pr imari ly about my 
exper ience of seve re C F S s ince 1995 , and about the history, sc ience and 
politics of C F S . 

* * * * 

Q: Dorothy - First, thanl<s for all your insights and compassion! Do you 
have any ideas about what caused your sudden collapse in '95? 

Dorothy W a l l : The col lapse may have been sudden, but my CFS had 
been gett ing steadi ly worse s ince 1990 . Overwork , ignoring my body's 
messages of exhaust ion for too many yea r s , and too many previous v i ra l 
infect ions all contr ibuted to the sudden col lapse I exper ienced in 9 5 . 

* * * * 

Q: Dorothy, did any one particular treatment help you? Or was it all 
about lifestyle changes? 

Doro thy W a l l : For me, rest, s t r e s s reduct ion, good diet and t ime have 
been the key, which is to say , l i festyle changes . I haven ' t found any 
part icular t rea tment to make a di f ference. But the minute I recognized 
my l imits and s tayed within them I began s lowly improving. Dietary 
changes have been the other thing that has helped the most. I follow a 
Candida diet: no sugar , no refined foods, no alcohol, no caffe ine, no 
fermented foods. I t ' s helped reduce brain fog, mood sw ings and 
al lerg ies. 

* * * * 

Q: Have you had experience with doctors who said it is all in your head? 

Dorothy : Oh, for y e a r s . I could tell many, many stor ies of d i smiss ive 
doctors, and do in my book. More recent ly, doctors s eem will ing to 
acknowledge that C F S is an organic i l lness, but they often know little 
about it and have little to offer in t e rms of help with symptoms . I stil l 
find that I turn to the In te rne t and the C F I D S communi ty for help with 
manag ing and understanding my i l lness. 

Q: Do you encourage exercise? I personally tend to benefit from it. 

Doro thy W a l l : Exe r c i se is controvers ia l , a s you probably know, s ince 
exerc i se intolerance is a main feature of C F S . Like most people with C F S , 
I get worse if I don't s tay with in my "energy envelope." On the other 
hand, if I do a s much as I feel able to do, but not more, I do s lowly 
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improve. I think being as act ive a s possible is important. I take a short 
walk eve ry day and do about ten minutes of s t re tches . But it's also 
important not to overdo. 

* * * * 

Q: Any thoughts on the current study going on at Stanford University in 
Palo Alto? I can't remember the name of the drug they are using in the 
study (CFIDS brain thank you). 

Doro thy W a l l : I think the Va lcy te tr ial a t Stanford is ve ry exc i t ing. I ' ve 
a lways felt that wha t I have is v i ra l in nature, and am delighted that a 
major study of an ant iv i ra l is underway. The pre l iminary resul ts of a 
smal l tr ial of Va lcyte we re ve ry encourag ing, and I , along with a lot of 
people, wil l be eager to hear the resul ts of the larger tr ial j u s t getting 
s ta r ted . [Note: the drug valganciclovir - trade name Valcyte - is an 
antiviral often used in treating diseases caused by human herpes 
viruses. The current Stanford trial of valganciclovir is focused on a 
subset of CFS patients with viral induced central nervous system 
dysfunction. ] 

* * * * 

Q: Do you believe CFS may be caused by insect bites? 

Doro thy W a l l : Nobody knows the answe r to that for sure , but chronic 
Lyme d isease, caused by a tick, may shed some light on your quest ion. 
The re ' s a lot of d iscuss ion about whe ther chronic Lyme is a separate 
i l lness, or whether it's C F S , s ince the symp toms are so s imi lar. I t makes 
sense to me that the micro-organism that causes Lyme d isease could 
cause a post infect ive condit ion that is a form of C F S . But there 's lots 
more to learn in th is a r ea . 

* * * * 

Q: Do you believe that CFS might be genetic at all? 

Dorothy W a l l : The re ' s a lot of new ev idence suggest ing that there is a 
genet ic component to C F S . I actual ly have an aunt - the one in the 
fami ly that I take af ter - who had a CFS- l i ke i l lness in the mid-s ixt ies . My 
th i r ty- f ive-year-o ld daughter has Candida, and many of her symptoms 
are s imi lar to mine. So I certa in ly see ev idence of a possible genet ic 
connect ion in my fami ly . 

* * * * 

Q: / find myself feeling better when on a course of antibiotics. Has this 
happened to you? 

Dorothy W a l l : I haven ' t e ve r suspected that my i l lness wa s bacter ia l in 
nature. I t has a lways seemed v i ra l to me. The few t imes that I had a 
s inus infection and took antibiot ics, the s inus infection c leared up but I 
had no other benefit. But I think it's quite possible that a subgroup of 
people with C F S may benefit f rom antibiot ics. 
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* * * * 

Q: Do you believe that a traumatic event like your divorce played a part 
in your getting sick? 

Doro thy W a l l : I think s t ress in genera l is a part of the C F S picture, 
along with genes and an inciting event , in my case , mononucleos is. 
The re ' s been a lot of focus recent ly on s t ress a s a contributing factor, 
but I think it's important to not let that overshadow the fact that the 
i l lness begins, for most people, with an infect ious i l lness. Many people 
are s t r essed , but most don't develop C F S . A recent study in Dubbo, 
Aust ra l ia , has shown that 10% of those who contract mononucleos is go 
on to have C F S . I n other words , for these people, C FS is a post infect ive 
i l lness. I s e x ce s s s t ress , along with a genet ic predisposit ion, a part of the 
picture? For some people, probably. 

* * * * 

Q: How have you dealt with the conflict between wanting to push 
yourself to exceed your boundaries and recognizing the limitations and 
realities of CFS? 

Doro thy W a l l : Not eas i ly! So many people with CFS , myse l f included, 
en joy being ac t ive and engaged, and have a hard t ime stopping when 
they need to or say ing "no" to an opportunity. I have learned to set 
l imits the hard way , by becoming so severe ly ill that I wa s forced to 
adopt a smal le r , more restr icted life. But a s I wr i te in Encounters , in a 
chapter cal led "On Determinat ion," I hope that I 've learned to apprec iate 
the drifting "down t ime" that i l lness br ings, and to find fulf i l lment in 
things other than constant accompl i shment or act iv i ty. Tha t doesn't 
mean I don't keep pushing; I do. But in a much sma l le r way . 

* * * * 

Q: Do you believe that Eastern medicine methods are as much if not 
more beneficial for us than our current available Western ones? 

Doro thy W a l l : Until we have ef fect ive ant iv i ra ls or pharmaceut i ca ls 
based on our knowledge of genet ics, y e s . The holistic approach of 
Eas te rn medic ine is wel l-suited to a complex i l lness like C F S . Many 
people find that herbs or acupuncture are helpful. I ' ve found that 
acupuncture helps to t reat my al lergies, and that in turn reduces my 
overa l l s ymp toms . 

* * * * 

Q: Are you allergic to mold? 

Doro thy W a i l : I don't s e em to be al lergic to mold, though I do my best 
to have a mold-free env i ronment j u s t a s a precaut ion, and I also st ick to 
a Candida diet. I think molds a re a ser ious issue for many people, and 
I 've heard many people s ay that they get worse in the damp wea the r 
and in the spr ing, when molds prol i ferate. I think invest igat ing mold 
a l lerg ies is a lway s a good idea for people with C F S . 
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* * * * 

Q: Being Hi for so long, most of the hopes and dreams I had for my life 
have now passed me by. How do you keep your morale and your hope 
and spirits up given that you have felt sick for so long? 

Doro thy W a l l : I 've been so fortunate to be able to cont inue work ing at 
home despite being quite ill, and that 's made a huge di f ference for me. 
Being able to mainta in a professional life and to mainta in connect ions 
with fami ly and fr iends goes a long way in t e rms of keeping up mora le. I 
think over t ime I 've ad justed to a sma l l e r life, and as long a s I can keep 
doing th ings that have meaning to me, I 'm pretty accepting of my other 
l imits. 

Finding new hopes and d reams when previous d reams have been lost is 
a lways a good s t ra tegy, though not a lways easy . 

* * * * 

Q: / still have a problem with some of my friends and family being 
judgmental about CFS. What is the best way to explain this to your loved 
ones so that they don't assume you're only being 'lazy'? 

Dorothy W a l l : When people don't understand my i l lness, I a lways give 
them some brief information about the organic nature of CFS , such a s : 
"For many people, C F S is tr iggered by an infection of the centra l nervous 
s y s t em , and when the brain is af fected, it in turn causes dysreguiat ion of 
other body s y s t ems , so that my endocr ine s y s t em , immune s y s t em and 
autonomic nervous s y s t em all don't work right." 

I emphas i ze that my body doesn't work the way a normal person's does. 
Th i s t akes the conversat ion out of the rea lm of wi l l-power or laz iness. 

* * * * 

Q: Did you meet your SO before you became ill? I had an acute onset of 
ME/CFS that left me disabled when I was in my early 30s. I was 
housebound for a good 10 years. I feel there's no hope for me to meet 
someone. 

Dorothy W a l l : The cha l lenges of dating and mainta in ing a relat ionship 
whi le chronical ly ill a re signif icant, but they can be managed . I wr i te 
about th is issue in the chapter of Encounters cal led "The Erot ics of 
I l l ness . " I met my SO, Bil l , in 1987 when my health wa s start ing to 
improve. Dating wasn ' t easy , even then, and I wa s del ighted to learn 
that Bill wasn ' t an even ing person, e i ther. I n fact, he somet imes had 
lingering body aches and fat igue af ter a cold or f lu, along with exerc i se 
into lerance. We often wondered if he had a mild case of C F S . We were 
lucky to be s impat ico in this regard. 

I encourage you not to give up on the idea that you can meet someone 
despite being l imited. The re are other people out there in a s imi lar 
s i tuat ion, and there are also people who understand and will va lue you 
for who you are . With the In te rne t a s a way to reach out, it is not 
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impossible to form new relat ionships. 

* * * * 

Q: What do you think of as the single most effective advocacy strategy 
in light of the CDCs insistence on studying only the "fatigue" component 
of CFS? 

Dorothy W a l l : I 'm not quite sure wha t you mean about the CDC only 
studying the "fat igue" component, s ince they have genet ic and 
epidemiological studies underway. 

I worry more about all the emphas i s on s t ress , which tends to put C F S 
back in the "psychological" camp - i.e., it's j u s t a bunch of s t ressed-out 
people. I n t e rms of advocacy, I think we need to cont inue to press 
Congress and the NIH to increase C FS research funding and to 
reestab l ish Cente rs of Exce l lence for C F S . A s teady source of research 
dol lars is key to drawing invest igators to the field and expand ing crucia l 
r esea rch . 

* * * * 

Dorothy W a l l , In c l o s i n g t h e on l ine c h a t : Th i s has been great! 
T h a n k s so much to everyone for your insightful quest ions and for your 
interest in C FS and my book. Encounters with the Invisible: Unseen 
Illness, Controversy, and Chronic Fatigue Syndrome. You can find more 
information about the book on my webs i te: 
ht tp://www.dorothywal l . com. T hank s again and I wish you all many 
good days ahead! 
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