
:.. 

, 
~.. 
" 

(
 

. Ms. Judy Norsigiah . 
, Executive Director, 
Our Bodies Ourselves 

, 5 Upland ,Road, #3 
, '.C~bridge, MA 02140 

.Dear Ms. Norsi!p'an: .' 

Acting SecretaryCharles Johnson has asked me to thank you for your letter encouraging 
the AdrtIini~tration to take aCtion to fu.rtherthe understanding and treatment ofchronic 
fatigue s~drome (CPS) and reply .directly to you. 

CFS. pOses a difficult diagnostic'challenge because there are no characteristic physical 
signs or.diagnostic laboratory abriorinalities, so'definition relies on self-reported . 
symptomS and ruling out or treating medical and psychiatric Conditions t~ cause 

, .fatigue. CFSwas first defined by CDC in 1988, and as the illness was ;ncreasingly 
rCCQgnized, Australia published adefinit~n in 1990, whic~ was followed by· a UK . 
definition in 1991: In an effort to stan,dardize' these similar4efinitions; CD~ convened an 
internatioJia! panel ofCFS research experts, ,and in 1994thts group published the current ' 
internationally recognized CFS .case definition for use:by both researchers studying the 
illnesS and c1inic;:ians diagnosing it. AcCording to the 1994 case definition, in essence, in' 
order't9 receive a diagnosis'ofchronic fatigue syndrome, a pati~t must satisfY two 

. criteria: ' " . . .	 . 

1.	 .Have sever~ chrQnicfutigue ofsix months or longer duration wi~ other known.:' 
medical and psychiatric conditions ~cluded by clinical diagnoais; and 

2.	 Concwiently. have'fuur'or more Qf'the fullowing symptoms: post-exertional 
malaise lasting more ~.24 ho.ms, .unrefteshing sleep; substantial' impairment in ' 
short-tenn .memory or concentration, muscle pain, multi':'joint pain without . 
swelling or rediJ.ess. sore throat, ten4er'lymph nodes,and headaches ofa.new 
type,- pattern or.sev~y. ....	 , 

The ~ymptoms must. have persisted ~r r~ed during six or more cOnsecuti~e months of 
illness and must not.,have predated the fatigue.· . 

• I" .:_. • 

Because ofthe compieXity ofCFS and the inlierent difficuityofclearly placing patients 
into a confimted diagnosis with the 1994 defiintion, researchers and clinicians wanted a 
more standardized aitd m~abje case,definition that could be used universally. In . 

: 2000~ CDC orgmiized an IntemationalCFS Study Group cOmpriSed ofexperts in CFS, 
epidemiology, infectious diseases, endocrinology, immunology; neUrology, psychology, 
psychiatry~ bi08tat~tics,and pa~ient advocacY to consider difficulties in applying the 
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1994 CFS case definition. The group met for a series ofthreeday workshops in 2000, 
2001 and 2002, and developed reconunendations for use ofthe definition, standardization 
of classification instruments and study design issues that are intended to improve the 
precision ofcase ascertainment. The International CPS Study Group also identified 
ambiguities associated with exclusionary and co-morbid conditions and reviewed the 
standardized~ internationally applicable instruments used to measure symptoms, fatigue 
intensity and associated disability. More information on the case definition is available" 
on CDC's website at bttp://www.cdc.gov/cfslcfsdefinition.htnL 

The Chronic Fatigue Syndrome Advisory Committee (CFSAC), supported by the Office 
ofPublic Health and Science, will take your concerns under consideration Please 
provide any additional comments to the CFSAC via email atCFSAC@hhs,gov. 

The next public meeting ofthe CFSAC is scheduled for May 27 and 28, 2009, from 9:00 
a.m. to 5:30 p.m., at the Hubert H. Humphrey Building, Room 800, 200 Independence 
Avenue, S.W., Washington, D.C. You are welcome to attend. 

Again,· thank you for your letter. 

Sincerely yours, 

/sf 
. Steven K. Galson, MD, MPH 
RADM,USPHS 
Acting Assistant Secretary for Health 

(
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Ms. Cynthia Pearson .
 
.Executive Director.
 
National'Women's Health Network
 
. til" .

51410 Street, N.W., Suite 400
 
. Washington, p.C. 20004 '
 

Dear Ms. Pearsori: ... , 

Acting Secretary. Charles Johnson -has asked me tothank you for your letter encouraging 
the Admini$tration to tak.e·action to furtb.er the understanding and tr~nt ofchrOnic 

'. fatigue s~dr~nie (CFS) and reply directly to you: 

CFS poses a difficult diagnostic ChJlllenge because there are no charaeteristicphysical 
signS or:diagnQstic laboratory abnormalitiest so "definition relies on self-reported 
symptoms: and ruling out or treating medical and psychiatric Conditions that cause 

.fatigue. CPS was first defined by CDC in 1988t and as the illness was inCreasingly 
recognized. AustraJi~ published 11 definition in 1990, which was followed by aUK.' 
definition in 1991 ..' In an effort tostandardize'these similardefinitions; CDC convened an 
international panel ofCFS.research experts, ~ in 1994 this group published the cUrrent . 
Internationally recOgnized CFS case de:fu1ition for use by' both researchers Studying the .' 
illness'and clinicians diagnosing it. According to the 1994 case definition, in essence, in 
order to receive a diagnosis 'ofchronic fatigue syndrome, a pat~ent must satisfY two· 
criteria: . - ' 

, 1. 'fIave severe'chronic fatigue ofsix. months or longer duration with other kno~." 
medical and psyclriatric conditions ex.cludedby clinical diagnosis; and . 

. 2. ConCUlTently.h.ave four or more Qfthe' following symptoms: pO$t-exertional' 
malaise lastmg-more than 24 bours, unrefreshiilg sleep, substantial impairment in 

'. s~prt-term memory or concentration, muscle 'pain, multi-j~int pain without. 
swelling· or redneSS'; sore throat,tender lymphnodes, and headaches ofa.new 

, type,pattenl or sever~ty. '. _ . 

The ~ymptoms must h~ve persisted' or-recurred during siX or more cOnsecutive months of' 
illness and must not i.mve predated the filtigue.. - .' -.' . 

J . 
Because ofthe compltroty ofeFS and the inherent difficulty ofclearly placing patients 
into a confirmed diagnosis with the 1994 definition, researchers and clinicians wanted a 
mor~ standardized and measurable case definition that could be used universally. In . 

, 2000, CDC organized an International CFSStudyGtoup· oomprisedofexperts in'CFS, 
epid~miology, infectious diseasest endocrinology, immunologYt neurology, psychology, 
psychiatry,. bio5tatis~ics, and pa~ient advocacy tOCo~icier difficulties in applying the 
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1994 CFS case definition. The group met for a series ofthreeday workshops in 2000, 

2001 and 2002. and developed recommendations for use ofthe definition•. standardization 

ofclassification instruments and study design issues that are intended to improve the 

.precision ofcase ascertainment. The International CFS Study Group also identified 

ambiguities associated with exclusionary and co-morbid conditions and reviewed the 

standardized, internationally applicable instruments used to measure symptoms, fatigue 

.intensity and associated disability. More infonnation on the case definition is available 

on CDC's website at bttp:/lwww.cdc.gov/cm/cfsdeflnition.htm. 

The Chronic Fatigue Syndrome Advisory Committee (CFSAC), supported by the Office 

ofPublic Health and Science, will take your concerns under consideration. Please 

provide any additional comments to theCFSAC via email at CFSAC@hhs.goy.. 

The next public meeting of the CFSAC is scheduled for May 27 and 28. 2009, from 9:00 

a.m. to 5:30 p.m., at the Hubert II. Humphrey Building, Room 800, 200 Independence 

Avenue, S.W., Washington, D.C. You are welcome to attend. 

Again, thank you for your letter. 

Sincerely yours, 

.. 01
 
Steven K. Galson, MD, MPH 
RADM, USPHS 
Acting Assistant Secretary fur Health 
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To the OblllDa Admiaistration Hoalth Quo Tauo:· 

., 

We ~ two women's hoaltb ~ .organizatio.aa with a l~dinsintetcst illmedical conditious that 
solely or dispropo.nioaately~.wo.... Wo 810 writing today to ClIlCOumgO tbD 01;Jama Aem,mi~OD . 
to take action to fiuther the Wldentandiag and beatmena ofdle iJlneIs knoWllIA Chronic FatiSUe '.. 
Syndi'ome (QlS). CPS, which is also Jmown 88 CJupnic Paape Immune DysfimctioD. Syndromo (CFIDS) 
and Myalgic Bnt.epha1qmyelitis (ME), is ..poorly UIIClontood, veriably debilitating:~ otunecrtain . 
~0Jl. CFS primarily docts:womco. . 

Despite the prevalence IDdseverity ofthis ilIaess, ithas g8merod .. t001itt1o 8ttentio1l and·resoaroh 
MODe)'. CbroDic fatigue ayncImme isa~ ilbaoss· that often leaveS itivi~ 1III8b1o to woak-.d 
with a greatly dimDlishid quality ora WJdle tho 0JaICt o.umbcr ofpCoplowith CPS is di'ftieu1t to 
clctcamiD.o. tho CDC cstim8toa that 1IiD illaoss affects bo&w00ll4-7 mi1lioa peoplo in tho U.S. 

The Il8Dle ofthe iDness and t:he in,*"uatUre ofiti biOlqpcal ~ have eontrib1lted to tho 
commou. ~'thatpeopJo with this iIJu.oaa aro·simply tired, as so ID8IlYodlers 81'0; or worso. that . 
the Wacss is eaused by psydIo1oal~dis1ro.ss, Howevor thousands ofp..-roviowccl research adicleshavo 
notedbiolo"sica1 abnormalities in people with this UIDess. and sobgioups ofpatimtl have beon de6Ded 

. through objective'testins suob as biomaukore, SPBCr IOlIJl8, aDd speoifio typos ofstrc. tests. . 

Almost a decade ego. Harvard physician Aathony KomuoIfrevi.8wed the resoerch .Oll CFS·....wmte: 
. . . 

In suimPery. thcra is now consIderablo evidence ofan underlyioa 
biological ptOCOII in most padeats who moot the CI)C (Fukuda] 08SCl definition of . 
chronic ftdiguo syndromo. ... [I'hia nicIo.aGo) is inClOJlsistoJit with thehypglhosis 
that cbronio f8liauo syndromo iJw9Ivos SyIDptoIiJa dud are only imeainOd or .. 
amplified because ofUD.derlyias psyohiatric cIiatrcss- symptoms that havo ao· . 
biological basis. It is time to pat that hypothesis to roit IIIld to PUl'I!JUO biolosical. 
clues. ••. in our quest to find lIIIIWen for ~ suffering,from this ayP'otnO.l 

, MO*)ver. Dr. Philip R. Loo, who served .. Asiistat Seonrtaay for Horilth in theDepadmemt ofHoalth and 

I Komarott: A. ·'1beBiolosyof~bronicPatJaue$yndrOme." 
2000. 

AmI.Med lOS: 169-161. 

( 
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Human servicos cIuriJIg tho CUntoD administndioa. also shared dds ViewpoiDt.2 Unfortunately, the little 

. researc:k conductecl by the NIHaDd CDC bas too oftm f'ocused onpsycho-social ~S and failed to f'os:us 

.aD. tho biomedical8spectB oftbis iUaOSI. The Obama Administnition noedsto 0JI8Ul'C that goVommUl1t 

agcaoios take ...'~basedappro~·tofind "au CIIlSOS ofdlis iDness and to discover ti-ealmcmts that 

will meet tho needs oltho many Amerioau suft'eriogwith this illness. 

.Wo urso the Obama AdmiDisttation to tat.e tho following stepa: 

1. Adqn the teeoIDDIOJldati ofdloChroDio Fa1ipo S~Advisory Committee (CFSAC) (100 

Jaapi/www.cJIds.oWadytgpyJ.....r=n2rmPmmclatiops.pdf).Thi. special committcO advised tho 

. ~t ofHcaltb and Human Sorvicea (DHHS) OIl policyrcprdiQs chronio fatigue 

syndromo. It brou&h~topther officials ropmondDl various hoalth agencieswith seven appointed 

members aftho publio toimprOvo Coordination offeclenJ1 CPS pf08DlD1S. Tho CFS Advisory . 

CoIlUDittco arow oat oftbis commi_ and in 2004 oreaI8clll recommondations for tho Secm8fy 

ofDHHS. These recommendations have thuslar nOt beeo implemented. 

Adopttbe de6aition oftho iUDesI &om tho Caaadi8ll CoDsenaus ~.cmaIeC1 by a 
I

2. 
comoaitteo ofexpeI1I so1ectocl tIaough Hcahh 0ra8ds. to diaposa .41re1tCPS. Other definitioDS
 

ofCFS wereerested forresurch purposeB; tIda istheClllly clefiDition desigoed for cliDiCal uso.lt


.0'"ameans of~ the eomplexity ofd1e condition at die same time it pte8eDtS options
 

to besin ~ it Tbe adopdon. oftbiJ iDtemalioDal CooscDsus Documont by dle 1)ni~cdStates
.


would Bid &fttatIy ill the eftbrb to find aDd ireat thoso who suffer fiom. this clevastatiDs and 

CODfoundlng disorder. A sumramy ofthe Canadiail Cooscmsus Docwilalt is available oolino.at 

bU»:llwwwJPOfirntSiOD potiPOI1IIIslOldoclflMfcOvwvi••pc1£ 

~ 'Peanon, BxeCutive Dlreotor, the'National Women's Health Network. '14 10th StreetNW. Suite . 

400, WasJUnston DC 20004 

2 PollowingllR oxcera*80m Dr. Lco·•.~ Spooobtbrtbolbuly Perpich Award prosollted attbe . 

.BI·Annual lleacaroh CoJorenoe ofttie.Amerioall AsIooiatioa for ChronicFatiaue Syndrome(MCFS) onOc:tober 

. 10-11, 1998 (Cambridse. Musachuleal): "I allO wtIlt to caIc8 this oppottuaity to expms myselfCD. issue that you 

will ~ amsiderins at a fOnam OD Monday 0VCIIiq- the cIIaDge of1lle JI8IDO oIcbronic fatiaue syndrome. It Is timo 

for a cbango..:l'irBt IUd 8nmoIt. molt ph,adllJl have no rospcct tbr the 1lImO and it 1eIlCI. tho \IVIOII& lI1CIS8I8o. 

Second, the approach to CPS i8 now domiDatod by tho biopayohoJOCial approach that gives exc:ouive emphasis to the 

·1OCi'" behavioral. ucl emotional factQrI i. the prisoatation and perpetuation ofsymptoms. Tho
. .

"bio" 88011I8
.
to be 

. mi811ins-.... .. . . . . . 

.Piully. tbcovorlap ofsyqltoms with GultWU' Syndromo, ftbtoanyalsill, ancI multiple chemie:at IOMitIvitles merit a 

thorough ......uaaticmand the deveJop,mODt pt. codIprehensive stratesic pi... for reseuch. We owe it to the 

thousands ofindividuals whoIII.fh)m tbeIe dIroIIlo debilltatina dlseasoa to pJaco these "BU,"~ly on the 

nationalreaearcb ~cIa. to 

{", 
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! 5··oa:~ .Secretary-designate Thomas Daschleiii~8 U.S. Department ofHeaJth &Human Services
·200 Independence Avenue, S.W. .
Washington, D.C. 20201 ,I 
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