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. Ms. Judy Norsigian

" Executive Director.
Our Bodies Ourselves
- 5Upland Road, #3
Cambrldge MA 02140

Dear Ms. Nors1g1an o

Acting Secretaly Charles Johnson has asked me to thank you for your letter encouraging
the Administration to take action to further the undérstanding and treatment of chromc
fat:gue syndrome (CFS) and reply directly toyou. = .

CFS poses a difficuit dlagnostlc challenge because there are no charactenstlc physmal
signs or.diagnostic laboratery abnormahtles, so definition relies on self-reported = -
symptoms and ruling out or treating medical and psychiatric conditions that canse

. .fatigue. CFS was first defined by CDC in 1988, and as the illness was increasingly
recagnized, Australia published a definition in 1990, which was followed by a UK -
definition in 1991; In an effort to standardxzc these similar definitions; CDC convened an
internatiorial panel of CFS research experts, and in 1994 this group published the cisrrent -
internationally recogrized CFS case definition 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 dlagnosxs of chromc fatlgue syndrome, a patlent must satlsfy two

. criteria:,

1 Have severe chronic fatigue of six months or longer duration w1th other known
: medical and psychiatric conditions excluded by clinical diagnosis; and
2. Concurrently have fouror more of the following symptoms: post-exertlonal
- malaise lasting more than 24 hours, unrefwshmg sleep, substantial impairment in -
short-term memory or concentration, muscle pain, multi-joint pain without
swelling or redness, sore throat tender lymph nodes, and headaches of &new _
type pattern or seventy v :

The symptoms must have persmted or recurred during six or more consecutlve months of
1llness and must not have predated the fatlgue :

Because of the complextty of CFS and the mherent d1ft‘iculty of clearly placmg patlents

- more standardized and measurable case. definition that could be used umversally In
© 2000; CDC organized an International CFS Study Group comprised of experts in CFS,
epidemiology, infectious diseases, éndocrinology, immunology, neurology, psychology,

ychlatry, blostatlsncs, and patient advocacy to consnder difficulties in applymg the : L
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1994 CFS case definition. The group met for a séties of three day workshops in 2000,
- 2001 and 2002, and developed recommendations for use of the definition, standardization
of classification instruments and study design issues that are intended to improve the
precision of case 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 information on the case definition is available .
on CDC's website at http:/www.cdc.gov/cfo/cfsdefinitionhtm. '
The Chronic Fatigue Syndrome Advisory Committee (CFSAC), supported by the Office
of Public Health and Science, will take your concerns under consideration. Please
provide any additional comments to the CFSAC via email at CFSAC@hhs.gov.

The next public meeting of the CFSAC is scheduled for May 27 and 28, 2009, from 8:00
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. o

| Ag_ain,'thank you for your letter.
| Sincgrely yours,
k(-
Steven K. Galson, MD, MPH

'RADM, USPHS | x
Acting Assistant Secretary for Health
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Ms. Cynthia Pearson -

- Executive Director .

National Women’s Health Network
514 10™ Street, N.W., Suite 400

_ Washington, D.C. 20004

DearMs Pearson .

R Acting Secretary Charles Johnson has asked me  to thank you for your letter encouragmg _

the Administration to take action to further the understanding and treatment of chromc

) fatigue syndrome (CFS) and reply d1rectly to you.

CFS poses a difficult d:agnostlc challenge because there are no charactenstlc physical
signs or-diagnostic laboratory abnormalities, so definition relies on self-reported

~ symptoms and ruling out or treating medical and psychiatric conditions that cause
fatigue. CFS was first defined by CDC in 1988, and as the illness was mcreasmgly

recognized, Australia published a definition in 1990, which was followed by a UK -

- definition in 1991 In an effort to standardize these similar definitions, CDC convened an

internationial panel of CFS research experts, and in 1994 this group published the cusrent

. internationally recognized CFS case definition for use by both researchers studymg the
- illness and clinicians diagnosing it. According to the 1994 case definition, in essence, in

order to receive a diagnosis-of chronic fatlgue syndrome a patlent must satisfy two-
cnterla :

"L Have severe chromc fatigue of six rnonths or longer duration with other known
: medical and psychiatric conditions excluded by clinical diagnosis; and =~ -
- 2. Congcurrently have four or more of the following symptoms: post-exertional
- malaise lasting more than 24 hours, unreﬁ'esthg sleep, substantial impairment in
. short-term memory or concentration, muscle pain, multi-joint pain without
swelling or redness; sore throat, tender lymph nodes, and headaches ofa new
type, pattern or severlty ) .

The symptoms must have persrsted or recurred durmg sxx or more consecutlve months of -

1llness and must not have predated the fatlgue

Because of the complemty of CFS and the mherent dlfﬁculty of clearly placing’ patlents
into a confirmed diagnosis with the 1994 definition, researchers and clinicians wanted a -
more standardized and measurable case definition that could be used umversa]ly In

. 2000, CDC organized an International CFS Study Group comprised of experts in CFS,
- epidemiology, infectious discases, endocrinology, immunology, neurology, psychology,

psychiatry, biostatistics, and patient advocacy to consider difficulties in applying the
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1994 CFS case definition. The group met for a series of three day workshops in 2000, -
2001 and 2002, and developed recommendations for use of the definition, standardization
of classification instruments and study design issues that are intended to improve the
~precision of case 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 information on the case definition is available

on CDC's website at http://www.cdc.gov/cfi/cfsdefinition.htm.

“The Chronic -Fafigue Syndrome Advisory Committee (CFSAC), supported by the Office
of Public Health and Science, will take your concems under consideration. Please
provide any additional comments to the CFSAC via email at CFSAC@hhs.gov,

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 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,
Steven K. Galson, MD, MPH

RADM, USPHS
Acting Assistant Secretary for Health




*+RECENVED ™
Mar 28,2009 14:22:37 WS# 20
OSNUM: 032620081040 i
OFFICE OF THE SECRETARY
CORRESPONDENCE .
OONT ROL CENTER

jamiary 2009 _
To the Obama Admmstmuon Health Care Team

Wemtwowommshodthadvocwyorgmmﬁommﬂnlmgmdmsmtmmedwdeondmmthﬂ
solely or disproportionately affect women. We are writing today to encourage the Obama Administration
totakoaouonmﬁnﬂmthemdermdmgmdumnemofﬂwﬁlnmknownmmmﬂcFangue o
" Syndrome (CFS). CFS, which it also known as Chronic Fatigue Immune Dysfunction Syndrome (CFIDS)
. and Myalgic Encephalomyolitis (ME),lsapoorlyundmtood. vanably deblhmhngnllnessofunoem
causation. CFSpnmarilyaﬁ‘ectswomen. ' .

Despltetheprevalenceandwvmtyofdnmnﬂness,nhnsgnmd&rmhtdewmhonmdmemh _
money. Chronic fatigne syndrome is a devastating illness that ofien leaves its victims unable to work and
with a greatly diminished quality of life. WhﬂetheewmtnumberofpeoplemthCFSisdtfﬁcultto
dotumme.theCDCemmaMﬂmﬂhmeuwm#?mﬂonpeoplethUS '

The name of the illness and the illusory nature of its biclogical underpinnings have oonmbuted tothe
eomnonmspmepﬁonﬂmtpeophvmhtlmnllnossm simply tired, as so many others are; or worse, that .
the illness is caused by psychological distress, However thousands of peer-reviewsd resoarch articles have
_ noted biological abnormalities in people with this illness, and subgroups of patients have been deﬁncd
&roughob;echWMhnsmchuhomrk«s,SPECtm&mdspeuﬁctypcsofsﬂeswm :

Almostadecndeago HarvardphymmnAnthonyKomam&‘mmwedﬂwresmeh on CFS and wrote:

Insummuy there is now considerable evidence of an underlying
biologicalpmommmostpaﬂmtswhomwttheCDC[Fukuda]casedeﬁnmonof
chronic fatigue syndrome. ... [This evidenco) is inconsistont with the hypothosis
d:atchromcfabguesyn&momvblvessymptomsﬂmtmonlymmnedor )
amplified because of underlying psychiatric distress — symptoms that have no - -
biological basis. It is time to put that hypothesis to rest and to pursuc bxologtcal
clues. .. mourquosttoﬂndmmforpanemssuﬁenngﬂ'ommunyndrome

T Moreovor Dr. PhxhpR.Lee,whoservedasAssnmntSemmyforHoalthmthoDepmunentofﬂoalthand

! Komaroff, A. mamlogyofcmmcmum Syndtome AmJMed 108: 169-161,
2000, .
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Hiuman Services during the Clinton administration, also shared this viewpoint.” Unfortunatoly, the littl

. regwchcondudedbyﬂnan{athDChumooﬁmfowsedonpsycho-mcial issues and failed to focus
- on the biomedical aspects of thig illness. The Obama Administration needs to ensure that govemment

agencies takpm'eyidmwbasednppmmh»mmmammofﬂﬂsiﬂnm and to discover treatments that
will meet the needs of the many Americans suffering with this iliness. :

‘We urgetheObmAdminismtibntotakpthe following steps:

1. Adopt the recommendations of tho Chronic Fatiguo Syndrom Advisory Committco (CFSAC) (se0
aoy/ofs ations ndf), This special committee advised the

- Department of Health and Human ervices (DHHS) on policy regarding chronic fatiguo
syndrotue. It brought together officials representing various health agencies with seven appointed
munbmofﬂxepubﬁcwimprbwéoordinnﬁonoffedmﬂcmpmyam&'l‘heCFSAdvisory .
CommiﬁeegraWoMofthisoommMOmdinZOMormdllrecomondaﬁonsfortheSmﬁ:y

of DHHS. These recommendations have thus far not been implemerited.

2. Adopt}ﬂ:edeﬁniﬁonofdmilhnsﬁ'omﬂw&nadimcoﬁmsuﬁDocuniznt.‘mmdbyn :
committee of experts selected through Health Canada, to diagnose and treat CFS. Other definitions
ofCFSWerecreatedfprmeuchpu:pom;ﬂlisismomlydeﬁniﬁondoﬁgnedforclinibalm.lt
. offers a means of recognizing the complexity oflhecondiﬁonatmesmeﬁmeitpmemsopﬁons
.wbesinqaﬁngitmmopﬁmnfmmmaﬁmnlmmmnmmmbyﬂwumgedsw '
wmﬂdﬁdmaﬂyhmaeﬂ‘ommﬁndaddmmwhosuf&rﬁomﬂ:isdwamﬁngand -
confounding disorder. A summary of the Canadiait Docurinent is available online. at

locs//ME-Qvervien

svicg Ourselves, 5 Upland Rd, #, Cambridge, MA 02140

¢ othia Pearson, Exscuti Direotos, the National Women's Health Network, 514 10th Street NW, Saite’
400, Washington DC 20004 o | |

2 pollowing aro excerpts from Dr. Leo’s acosptance Spoech for the Rudy Perpich Award presonted at the

Bi-Annual Research Conference of the American Association for Chronio Fatigue Syndrome (AACFS) on October

: 10-11, 1998 (Cambridge, Massachugetts): “[ alsic want to take this opportunity to express myself on an issue that you

will be considering at & forum on Monday evening - the change of the name of chronic fatigue syndrome. It is time
for a change.. First and foremost, most physicians have 1o respect for the name and it sends the wrong message.

" Second, the approach to CFS is now daminsted by the biopsychosocial approach that gives exceasive emphasis to the '
socisl, behaviors), and emotional factors in the presentation and perpetuation of symptoms. The "bio" sooms to be
" missing.... o o o A - - .

Finally, the overlap of symptoms with Gulf War Syndromo, fibromyslgis, and multiple chemical sensitivities rierit »

‘thorough re-examination and the development of a cothprehensive strategic plan for research. We owe it to the
thousands of individuals who suffer from these chronio debilitating discases to place these Issue;.squarcly on the

pnﬁonnl research gge’nda."
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‘Secretary-designate Thomas Daschie =

. U.S. Department of Health & Human Services _
208 Independence Avenue, S.W. ' , o _
Washington, D.C. 20201 : :
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