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ME — Myalgisk encefalomyelit —
differentialdiagnostiska aspekter

Per Julin, Med. Dr., Specialist i Rehabiliteringsmedicin,

Inst. For Neurobiologi, Vardvetenskap och Samhalle (NVS),
Karolinska Institutet

Overlakare
ME/CFS-mottagningen
Neurologiska Rehabiliteringskliniken, Stora Skondal
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ME-myalgisk encefalomyelit

= Vad ar ME/CFS ?

= Patientexempel

= Historik

= Aktuella diagnoskriterier och riktlinjer

= Huvudsymtomet: Anstrangningsoverkanslighet -PEM

Namn Efternamn 12 Februari 2019 2
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ME basala fakta

ME/CFS ar en uteslutningsdiagnos baserad pa kliniska kriterier
(symtombild och sjukhistoria):

Oftast infektionsrelaterad debut

Anstrangning utover patientens begransningar leder till forvarrade
symtom i 24 timmar eller mer: (PEM — Post Exertional Malaise)

Svar fysisk och mental utmattning som ej gar att vila / sova sig fri fran
Flertal andra somatiska symptom (influensaliknande)
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ME- patientexempel 1

= Tidigare frisk 16-arig flicka
=  Gymnasiestudier — handbollstraning
=  OLI/mykoplasma — antibiotika behandlad

= Kvarstaende symtom, feberkansla, muskelvark, trotthet,
utrottbarhet, "anstrangningsintolerans” — uppblossande symtom
vid anstrangning- mestadels sangliggande, klarar knappt
personlig hygien- orkar ej skolgang (Post Exertional Malaise -
PEM)

= |nitialt ej riktigt trodd pa — tolkat som depression — rad om okad
aktivitet — leder till forsamring

= Till slut (ca 1.5 ar) extensivt utredd BUMM och BUP — ingen
annan somatisk eller psykiatrisk orsak — remiss ME-mottagning

Namn Efternamn 12 Februari 2019 4
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ME- patientexempel 1

= Diagnos bekraftad — kontakt med rehabteam (glest)

= Stod i upplagg av vardags- skolaktiviteter langsiktigt

- Anpassning av aktivitetsniva dver langre tid till symtomen av
aktivitetsrelaterade forsamring (PEM) — "pacing”

- Langsamt ngt avklingande symtom inkl. PEM

= Efter ca 2 ars kontakt:
- anpassade studier deltid (skola 1 gang/vecka + hemundervisning)
—> Klarar viss fysisk aktivitet (kortare promenad) utan PEM-symtom

Namn Efternamn 12 Februari 2019
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ME - patientexempel 2

= Tidigare frisk 45-arig man

= Akademiskt arbete, familj, 2 barn, tranar mycket pa fritiden
(gym-l6pning)

= Influensainsjuknande 2014

= Kvarstaende besvar av extrem utrottbarhet mentalt och efter
fysisk aktivitet (PEM), generell smarta, somnsvarigheter

= Kan inte trana alls — forsok leder till uppblossande
influensaliknande symtom som sitter i flera dagar

= |nitialt tolkat som depression - dock SSRI och KBT utan effekt
avseende utrottbarhet/PEM

= Sjukskrivning 50% - ej godkand av FK

Namn Efternamn 12 Februari 2019 6
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ME - patientexempel 2

= ME-mottagning 2016 — diagnos bekraftas
= Teamutredning upprepade test bekraftar funktionsnedsattningar
- Fysiskt och mentalt tydlig utréttbarhet, minnesfunktion paverkad

= Utredning minnesmottagning bekraftar viss kognitiv paverkan
och viss nedsattning kortikal metabolism vid FDG-PET men
finner inga hallpunkter for neurodegenerativ sjukdom

= Viss forbattring avseende sdomn/mental utrottbarhet med SNRI +
mirtazapin

= Viss symtomlindring med "pacing-strategier” i vardagen

= Kvarstaende fysisk och mental funktionsnedsattning 4 ar efter
insjuknandet —klarar knappt arbete 50% —men ej t.ex. traning

=  Ekonomiskt tuff situation for familjen - ej godkand sjukskrivning
950%

Namn Efternamn 12 Februari 2019 7
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ME ir ingen ny diagnos

- efter epidemiska utbrott Island, England- 50-talet
-poliomyelitliknande bild akut, ej polio, ej psykiatriskt,
okand orsak

THE LANCET

LONDON : SATURDAY, MAY 26, 1956

A New Clinical Entity?

pathology , his reason, the term
' bmugn myalgic cncephalom\ elitis Dmay be accept-
able. It in no wayv prejudices the arguments for or

that its characteristics are now sufficiently clear to
differentiate it from poliomyelitis, epidemic myalgia,
glandular fever, the forms of epidemic encephalitis
already described, and, need it be said, hysteria.




ME ar ingen ny diagnos
- symtom som liknar moderna kriterier beskrivna redan

1956-1957

TEE LANCET]

LETTERS TO THE FD]']‘OR

BENIGN MYALGIC ENCEPHALOMYELITIS

Sir,—The title of the paper by Dr. Galpine and
Dr. Brady (April 13) and other reports? suggest that
the term ‘ benign myalgic encephalomyelitis’ may
find a place in medical terminology. This name was
first suggested in your leader last year ¢ for a wide-
spread epidemic disorder of presumed infective origin
with the following elinical characteristics : (1) symptoms
and signs of damage to the brain and spinal cord in
greater or lesser degree ; (2) protracted muscle pain with
paresis and cramp; (3) emotional disturbances in
convalescence ; (4) normal cerebrospinal fluid; (5
involvement, in some variants, of the reticuloendothelal
system ; (6) a protracted course, with relapses in severe
cases ; a,nd (7) a relatively benign outcome.

1. Marnha,ll ( M ., Cox, L. W, Transactions. of the 12th British
Congress of Obxstetries and Gyneecology, 1949 ; p. 30.

2. Gordon, (.. A.  _dmer. J. Obstet. Gynec. 1957, 73, 635,
3. Crowley, N., Nelson, M., Stovin, S, J. Hyg., Camb. 1957, 55, 102,
4. Lancet, 1956, i, 789, ,

Middlesex Hospital,

London, W.1. E. D. ACHESON.
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Varfor namnet myalgisk encefalomyelit?

= Benign myalgic encephalomyelitis - 1950-talet
* myalgisk = med muskelsmarta
= encephalo = hjarnan
* myel = ryggmarg
= jtis = inflammation
» “Godartad inflammation i centrala nervsystemet med
muskelvark”

= |[CD 10 (WHO) Neurologisk diagnos G93.3
= post-viral trotthet, benign myalgisk encefalomyelit




s it
Oxfordkriterier (chronic fatigue)
= Sharpe et al 1991 (psykologisk utgangspunkt)
= Kronisk trotthet > 6 manader

= Definitiv debut

= Uteslutande av medicinsk sjukdom
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Fukuda (CDC) kriterier % Institutet

Fukuda et al 1994 (infektionsmedicinsk utgangspunkt)
Nytillkommen funktionsnedsattande trotthet > 6 manader
Ytterligare minst 4 av 8 symtom:

Anstrangningsutlost forsamring (post exertional malaise PEM)
Svullna, dmmande lymfkortlar

Aterkommande halsont

Muskelvark

Ledvark (utan svullnad eller rodnad)

Ny typ av huvudvark

Kognitiva problem (arbetsminne, koncentrationsformaga)
Somstorning (ej vederkvickande somn)

Annan medicinsk eller psykiatrisk sjukdom ska vara utesluten
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KANADA kriterier
= Carutthers et al 2003

= 6 av 6 symtomkriterier ska foreligga

= Nytillkommen trotthet med anstrangningsutlost
forsamring
= Forsamring kvarstaende over 24 timmar (PEM)
= Somnstorning
= Smarta
= Neurologi/kognition
= Autonoma/neuroendokrina/immunologiska
= > 6 manader

= Annan somatisk eller psykiatrisk sjukdom ska ha

1 l+’\f\ll l+:+f\
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Institute of Medicine of the National Academies
expertrapport om ME/CFS 2015:

= Expertkommite pa uppdrag av HHS, NIH, FDA, CDC, SSA for
genomgang av evidenslaget for ME/CFS

= "Det ar klart fran de bevis som kommittén samlat att ME/CFS ar
en allvarlig, kronisk, komplex multisystemsjukdom som ofta
kraftigt begransar aktivitetsformagan hos den drabbade
patienten.”

= "Den sprida uppfattningen att ME/CFS ar en psykologisk
sjukdom ar fel.”

= "Sjukdomen ar kraftigt underdiagnostiserad.”

= http://www.nationalacademies.org/hmd/Reports/2015/ME-
CFS.aspx



http://www.nationalacademies.org/hmd/Reports/2015/ME-CFS.aspx
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Efter IOM: Nya internationella riktlinjer

= Bra aktuell sammanfattning av paradigmskifte | synen pa ME:
» https://www.nature.com/articles/d41586-017-08965-0

= Sammanfattning om ME i rapport fran amerikanska
halsovardsmyndigheter (IOM) samt CDC:

= http://www.nationalacademies.org/hmd/Reports/2015/ME-
CFS.aspx

= https://www.cdc.gov/me-cfs/index.html
* Projekt om ME hos SBU och Socialstyrelsen
= Rad kring utredning/beddmning/behandling | Sverige SLL.:

= http://viss.nu/Handlaggning/Vardprogram/Nervsystemet-och-
smarta/ME-CF S-Kroniskt-trotthetssyndrom/

Namn Efternamn 12 Februari 2019 15
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Rapport fran SBU december 2018

Om SBU Press Kontakt Prenumerera Andra sprak inkl teckensprak
é !! ‘ Lyssna

STATENS BEREDNING FOR MEDICINSK OCH SOCIAL UTVARDERING §é M F @
== @ +®

S0k publikationer, sidor etc... Q Publikationer Pagaende projekt Vér metod Vetenskapliga

kunskapsluckor

Myalgisk encefalomyelit och kroniskt trotthetssyndrom
(ME/CFS)

En systematisk dversikt

@© Listid ca 5 minuter
'/—;'_;.'?ﬂ‘;'..n
=

Syfte Hitta pé sidan

* Ladda ner rapport

Syfte
ftet med rapporten ir att visa kunskapslidget om
Syftet med rapporten 4 sa kunskapslige Bakgrund
behandling, prognos och patienters erfarenheter av # Ladda ner sammanfattning
Metod

sjukvarden for personer med myalgisk encefalomyelit, eller
Huvudresultat ) . .
SBU BEREDER Beredning av fragor for andra

Diskussion myndigheters eller uppdragsgivares verksamhet Till toppen

kroniske trotthetssyndrom (ME/CES). Rapporten ir gjord

1 . AT T 1

Namn Efternamn 12 Februari 2019 16
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Rapport fran Socialstyrelsen dec. 2018

Start / Nyheter / 2018 / Mer forskning behévs om ME/CFS

Nyhetsbrev Pressmeddelanden Senast utgivna publikationer RSS

Mer forskning behévs om ME/CFS Kontakt

Lars-Torsten Larsson
avdelningschef
075-247 46 90

%L Ladda ner sida Rss B3

den 20 december 2018 kl. 15:00 | Nyhet

Det behdvs mer forskning och en stérre samsyn om sjukdomen
ME/CFS. De vetenskapliga underlagen och erfarenheterna fran
varden ar inte tillrackliga for att i dag arbeta fram kunskapsstéd

. . . . . . Ladda ner
pa omradet, det visar en rapport fran Socialstyrelsen. Nu vill
myndigheten bidra till en dialog mellan vardgivarna. Oversyn av kunskapslaget for
ME/CFS
Myalgisk encefalomyelit/kroniskt trétthetssyndrom (ME/CFS) ar en sjukdom
som leder till olika fysiska och kognitiva problem. Typiska symtom ar trétthet,
utmattning, influensaliknande symtom, led- och muskelsmaérta samt Mer hos andra
soémnrubbningar. Symtomen kan forvarras av fysisk eller mental anstrangning.
Trots att manga studier genomforts, &r orsaken till ME/CFS fortfarande Rapport hos SBU:
okand.

Myalgisk encefalomyelit och
kroniskt trotthetssyndrom
(ME/CFS) - En systematisk
oversikt

Socialstyrelsen har fatt regeringens uppdrag att se éver kunskapslaget och
beddma forutsattningarna for att stddja varden med kunskapsstéd och stéd
for sjukskrivning for ME/CFS, ett sa kallat forsakringsmedicinskt beslutsstod.
Oversynen visar att det saknas samsyn internationellt kring vilka

Namn Efternamn 12 Februari 2019 17
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NIH satsning pa klinisk forskning om ME:
Etablerar 3 forskningscenter

0O < [Em] U AE

. Department of Health & Human Services

@& www.nih.gov/news-events/news-releases/nih-announces-centers-myalgic-enc ] ﬁ |

NIt Q

NIH Employee Intranet  Staff Directory = En Espafiol

National Institutes of Health

Turning Discovery Into Health

Health Information Grants & Funding News & Events Research & Training Institutes at NIH About NIH

Home » News & Events » News Releases

NEWS RELEASES

Wednesday, September 27, 2017 Institute/Center

NIH announces centers for myalgic
encephalomyelitis/chronic fatigue syndrome research

National Institute of Neurological
Disorders and Stroke (NINDS)

Contact

Barbara McMakin=
301-496-5751

Collaborative projects will advance research and knowledge about debilitating disease.

The National Institutes of Health (NIH) will award four grants to establish a )
coordinated scientific research effort on myalgic encephalomyelitis/chronic More Information

fatigue syndrome (ME/CFS). The total cost of the projects for fiscal year 2017 Trans-NIH Myalgic Encephalomyelitis

will be over $7 million, with support from multiple NIH Institutes and Centers
that are part of the Trans-NIH ME/CFS Working Group.

The grants will support the creation of a consortium made up of three
Collaborative Research Centers (CRC) and a Data Management Coordinating
Center (DMCC). The CRCs will each conduct independent research but will also
collaborate on several projects, forming a network to help advance knowledge
on ME/CFS. The data will be managed by the DMCC and will be shared among
researchers within the CRCs and more broadly with the research community.

Colorized scanning electron micrograph of a B cell from a

/ Chronic Fatigue Syndrome Working
Group

Connect with Us

£ subscribe to news releases

RSS Feed
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Differentialdiagnostik ME

= Det kliniska problemet: Neuroimmunologiska resttillstand med langvarig trotthet/fatique som symtom kan
uppkomma efter infektion (t.ex. TBE, borrelia, post-polio, Epstain-Barr-virus) - men manga andra sjukdomar kan
ocksa ge liknande symtom.)

Kronisk trotthetssyndrom — t.ex.Oxford-kriterier (Sharpe MC et al 1991)

Kronisk trotthet > 6 man ini , uteslutande av annan medicinsk sjukdom

ME/CFS - Fukuda 1994 (”CDC-kriterier”) , revised Reeves WC 2003

Kronisk trotthet > 6 man, nytillkommen

Ytterliggare minst 4 av 8 symtom: kognition, halsont, 6mma lymfkértlar,
muskelvark, ledvark, huvudvirk, somnstoérning, sjukdomskéansla efter anstrangning
teslutande av annan medicinsk/psykiatrisk sjukdom

ME/CFS — Canada-kriterier, Carruthers, 2003
6 av 6 symtom/kriterier ska foreligga:

1. nytillkommen anstringninsutlost sjukdomskansla+fatique,
2. somnstorning 3. smarta 4. neurologi/kognition,

5. autonoma/neuroendokrina/immunologiska 6. >6 manader
Uteslutande av annan medicinsk/psykiatrisk sjukdom
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Stressrelaterad utmattning mycket vanligare

an ME/CFS: 774 besok per 100 000 invanare
jmf med 40

Diagnoskategori

G93
(inklusive ME)

F43
(inkl. stressutlost
utmattning)

Vardform Ar
Oppen 2016
(Besok per 100 000 invanare) 2010
Oppen 2016
2010

Geografisk enhet

Uppsala

Kommentar
Riket
35 40 <Lagt antal.
28 29 Okningen ar
antalsmassigt ringa
515 774 <En pataglig 6kning
452 415 mellan 2010 och 2016

Namn Efternamn
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Sjukskrivningar for G93 vs F43

2017: ca 600 G93 vs ca 80 000 F43
Ingen okning G93 2012 -2017

Diagram fran Per Lytsy, SBU

F43 totalt antal sjukfall 2012-2017

. -
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EPIDEMIOLOGI (osakra data)

Drabbar alla samhallsgrupper
Kvinnor ca 60-70%
Medelalder: 30-arsaldern (5-65)

Prevalens (Fukuda-kriterier): 0.1-0.6 % (MS 0.1%, RA
0.6%)

Motsvarar ca 10 000-60 000 patienter i Sverige
Ofta langvarigt

Ofta svart handikappande (i niva med MS, hjarnskada
enl. t.ex. SF-36)

Endast ca 10% tillfrisknar helt (barn o ungdomar battre
prognos)
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PEM- anstrangningsutlost forsamring undersokt
med upprepat maxtest med gasutbyte (CPET)

= QObjektiv matning
= Syrgasupptag

= Anaerob troskel
= Arbetskapacitet

= Testet upprepas 2 dagar i
rad
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PEM- anstrangningsutlost forsamring undersokt
med upprepat maxtest med gasutbyte (CPET)

Peak VO2 (ml/kg/min)

W
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{ —e— CFS

—m— Control

RN
0)]

Test 1

Test 2

VanNess, J.M., C.R. Snell and S.R. Stevens. J of CFS, 14(2):77-86, 2007.
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PEM- anstrangningsutlost forsamring undersokt
med upprepat maxtest med gasutbyte (CPET)

= Endast relativt sma studier, delvis olika resultat avseende
metabola parametrar

= Forsamringar beskrivna vid upprepad testning avseende
anaerob troskel, syrgasupptagningsformaga, arbetskapacitet

* Flera studier av oberoende forskargrupper (Kalifornien, New
York, Holland, Nya Zealand ) alla visat att ME/CFS patienter
forsamrar sin maximala arbetskapacitet vid upprepad testning till
skillnad mot kontroller och jamfort med t.ex. patienter med MS.

Namn Efternamn 12 Februari 2019 25
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Research in ME/CFS

= Autoimmunity ?

= Brain structure, function, inflammation?
- FDG-PET, mikroglia PET, MRI, MRS

= Metabolic or mitochondrial changes?
- Repeated CPET with gas exchange
- Lactate measurements — blood, CFS (MRS)

Per Julin 2019-02-12 26
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Autoimmune hypothesis

.I frontiers HYPOTHESIS AND THEORY
. published: 15 February 2018
in Immunology doi: 10.3389/fimmu. 2018.00229

Check far
updates

Infection Elicited Autoimmunity and
Myalgic Encephalomyelitis/Chronic
Fatigue Syndrome: An Explanatory

Model

Jonas Blomberg'*, Carl-Gerhard Gottfries?, Amal Elfaitouri®, Muhammad Rizwan’
and Anders Rosén*

! Department of Medical Sciences, Uppsala University, Clinical Microbiology, Academic Hospital, Uppsala, Sweden,
? Gottfies Clinic AB, Mdindal, Sweden, ? Department of Infectious Disease and Tropical Medicine, Faculty of Public
Health, Benghazi University, Benghazi, Libya, * Department of Clinical and Experimental Medicine, Division of Cell
Biology, Linkdping Universify, Linkdping, Sweden

Per Julin 2019-02-12 27
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Research at Karolinska Institutet/Neurorehab St. Skondal

Neurobiology of ME (NME-project)
Studies of mechanisms, biomarkers and treatments

Broad collaboration within KI: NVS, PET-center, Nuclear medicine, MR-unit och
SciLife lab, and with Uppsala och Linkoping universities

Immunology (Jonas Blomberg, UU, Anders Rosen, LiU, Petter Brodin, KIl, SciLife lab)
Proteomics/metabolomics (Jonas Bergquist, UU)

Mikroglial PET (Per Stencrona, KI PET-center)

Intra Nasal Mechanical Stimulation (INMEST) treatment (Jan-Erik Juto, Clintec, Kil)
FDG-PET (Irina Savitcheva, Rimma Danielsson, Nuklearmedicin, KS/KI,

MRI (Tie Qiang Li, Clintec KIl)
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Preliminary data: FDG-PET in ME

= Some ME patients have severe problems in working
memory/attention

= We have referred some patients for brain FDG-PET
= Main reason to exclude signs of neurodegenerative disorder
= Some patients also underwent memory/dementia investigation

= No cases of neurodegenerative disorder

= 16 of 18 (88%) of referred patients have areas of focal
hypometabolism on FDG-PET

= Normal routine MRI

er Julin 2019-02-12 29
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Patient example: FDG-PET in ME

= FDG-PET shows reductions in lateral temporoparietal cortex
bilaterally

= Clinical routine method: Visual inspection and quantitative
comparison to normal reference material

= QObjective measure of significantly reduced regional brain
function

2019-02-12 30
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Study using FDG-PET shows abnormality
in > 50% of ME/CFS patients

Observer independent analysis of cerebral glucose

metabolism in patients with chronic fatigue syndrome
T Siessmeier, W A Nix, J Hardt, M Schreckenberger, U T Egle, P Bartenstein

See end of article for
authors’ affiliations

Correspondence to:

Dr Thomas Siessmeier,
Department of Nuclear
Medicine, Johannes
Gutenberg University,
Langenbecksir 1, 55101
Mainz, Germany;
siessmeier@

nuklear klinik.uni-mainz.de

Received
4 November 2002
In revised form 26
February
Accepted
28 February 2003

J Neurol Neurosurg Psychiatry 2003;74:922-928

Objectives: To evaluate cerebral glucose metabolism, assessed by 18-fluorodeoxyglucose positron
emission tomography (FDG-PET), in patients with chronic fatigue syndrome (CFS), using an observer
independent analytical approach; and to characterise any o%served alterations by correlating them
with neuropsychological deficits.

Methods: 26 patients (13 female, 13 male) were examined. They all fulfilled the CDC diagnostic cri-
teria for CFS. Their ages ranged from 26 to 61 years (mean (SD) age, 43 (9.3) years). They underwent
extensive psychometric testing including the hospital anxiety and depression scale (HADS) and the
short form 36 item health questionnaire (SF-36). Brain FDG-PET was done in all the subjects. After stereo-
tactic normalisation, sinae subject comparisons with an age and sex matched normal database
(n = 18) and a group comparison between the patients and normal controls were undertaken, along
with additional correlation analyses between brain metabolism and psychometric test scores.

Results: 12 of the 26 patients showed no significant decrease in FDG uptake compared with the con-
trols. Of the remaining 14, 12 showed hypometabolism bilaterally in the cingulate gyrus and the adjo-
cent mesial cortical areas. Five of these 12 patients also had decreased metabolism in the orbitofrontal
cortex. The two remaining patients had hypometabolism in the cuneus/praecuneus. Correlation analy-
ses showed significant correlations between some test scores (anxiety, cﬁepression, health related qual-
ity of life) but not fatigue and regional reductions in glucose metabolism.

Conclusions: Although abnormalities in FDG-PET were only detectable in approximately half the CFS
patients examined, and no specific pattern for CFS could be identified, PET may provide valuable
information in helping to separate CFS patients into subpopulations with and without apparent altera-
tions in the centrarnervous system.

2019-02-12
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ASL MRI is more noninvasive and might
provide similar information as FDG-PET

Published in final edited form as:
Alzheimers Dement. 2012 January ; 8(1): 51-59. doi:10.1016/j.jalz.2011.06.003.

Direct Comparison of FDG-PET and ASL-MRI in Alzheimer’s
Disease

Erik S. Musiek!, Yufen ChenZ, Marc KorczykowskiZ, Babak Saboury3, Patricia M. Martinez*,
Janet S. Reddin3, Abass Alavi3, Daniel Y. Kimberg?, David A. Wolk', Per Julin®, Andrew B.
Newberg?3, Steven E. Arnold?, and John A. Detre'.2.3

Control AD
T1-MRI FDG-PET ASL-MRI T1-MRI FDG-PET ASL-MRI
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mild Traumatic Brain Injury and normal routine
MRI is related to functional changes on MRI

www.nature.com/scientificreports

SCIENTIFIC REPg}RTS

OPEN Post mTBI fatigue is associated
with abnormal brain functional

_connectivity

Received: 27 September 2015 © | oye Engstrém Nordin%*, Marika Christina Méller®4", Per Julin3$, Aniko Bartfai?,
Accepted: 18 January 2016 : Farouk Hashim?® & Tie-Qiang Li*?
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Mental fatigue in patients with
mild Traumatic Brain Injury and normal routine MRI
is related to functional changes on MRI

i ORIGINAL RESEARCH
? frontlers published: 21 September 2017
in Neurology doi: 10.3380/inewr.2017.00496

0

Fatigue and Cognitive Fatigability
in Mild Traumatic Brain Injury are
Correlated with Altered Neural
Activity during Vigilance Test
Performance

Marika C. Moller'23*t, Love Engstrém Nordin*5', Aniko Bartfai'2, Per Julin®
and Tie-Qiang Li*¢
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Sammanfattning

= ME/CFS ar en uteslutningsdiagnos baserad pa kliniska kriterier
(symtombild och sjukhistoria):

=  QOftast infektionsrelaterad debut

= Anstrangning utover patientens begransningar leder till
forvarrade symtom i 24 timmar eller mer: (PEM — Post
Exertional Malaise)

= Svar fysisk och mental utmattning som ej gar att vila / sova sig
fri fran
* Flertal andra somatiska symptom (influensaliknande)

= Mer forskning behovs avseende bade diagnostik, symtombild
och mekanismer

Namn Efternamn 12 Februari 2019 35



$5%4 s,
S 0-= Karolinska
2¥S5 5 Institutet

Wno 1&°

Back-ups
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Vardval for ME/CFS i Stockholms Lén % Institutet

= Startade varen 2015

= Tillaggsavtal for de aktorer som har avtal inom vardvalen:

- Kronisk smarta och stressrelaterat utmattningsyndrom

—> Neurologisk rehabilitering
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= Inneliggande rehabilitering

= 28 sangar for inneliggande |
= Stroke, hjarntumorer, traumatiska hjarnskador Neurologisk Rehabilitering

= Parkinson, _epilepsi, MS etc < Arbetstefﬁtfi : :B ~
= Medelvardtid ca 3 veckor > Dagrehabilitering :
4 Vardavdelning Hiss A, 1tr
anm - 4 logopedmottag ning Bv
= Dagrehabilitering > e .o
= Sedan 1990 < Sjukgymnastik BV

= 3 team 18-20 patienter/dag = ME/CFS
= 2-3 behandlingsdagar/vecka

mottagning

. = Oppnat juni 2015

= Logopedmottagnhing = Specialistlakare
» 2 logopeder » Rehabiliterings team

= Neurologi — afasi, dysartri, dysfagi. LSVT

= Fysioterapimottagning
= 2 fysioterapeuter
= Neuro + andra diagnoser
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Lakarmottagning och interdisciplinar
teamrehabilitering vid ME

= 4 specialistlakare (neurologi, rehabiliteringsmedicin,
allmanmedicin)

» Sjukskoterska
= Fysioterapeut
= Arbetsterapeut
= Kurator

= Psykolog
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Lakarmottagning och interdisciplinar

teamrehabilitering vid ME

Specialistlakarmottagning — diagnostik, ev. kompletterande
utredning, ev. symtomlindrande behandling (smarta, inflammation,
somn, trotthet)

Erfarenhet fran neurologisk rehabilitering:

Interdisciplinar teamrehabilitering kan oka
livskvalite/delaktighet/funktion baserat pa:

1. Korrekt diagnos/information/kunskap om sin sjukdom
2. Individuellt utformad rehabilitering med utgangspunkt fran:
1. Sjukdomens typ och grad
2. Individens forutsattningar och mal
3. Individuell balans mellan behandling/anpassning/aktivitet/traning
4. Integration medicinska/psykologiska/aktivitets-aspekter
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Prognos: Uppfoljande studie av tonaringar
med ME

Published in final edited form as:
J Clin Psychol. 2012 September ; 68(9): 1028-1035. doi:10.1002/jclp.21880.

Understanding Long-Term Outcomes of Chronic Fatigue
Syndrome

Molly M. Brown, M.A.', David S. Bell, M.D.2, Leonard A. Jason, Ph.D.!, Constance
Christos', and David E. Bell, MPH?2

1DePaul University
2State University of New York at Buffalo
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Uppfoljande studie av tonaringar med ME

25 personer som insjuknat i tonaren for ca 25 ar sedan
= 5 (20%) uppfyllde fortfarande kriterier for ME/CFS

= Aven de 20 som uppfattade sig som friska hade relativt stora
funktionsnedsattningar jmf med kontroller vid intervju

- Uppfattade sig som friska
- Arbete, familj
- Manga begransade dock sin aktivitet for att undvika PEM-symtom

=  Slutsats: En majoritet av ungdomarna som drabbades av
ME/CFS blir klart forbattrade over tid — men manga har
kvarstaende funktionsnedsattningar

Namn Efternamn 12 Februari 2019 42
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Institute of Medicine of the National
Academies expertrapport om ME/CFS 2015

Proposed Diagnostic Criteria for ME/CFS

Diagnosis requires that the patient have the following three symptomes:

1. A substantial reduction or impairment in the ability to engage in pre-
iliness levels of occupational, educational, social, or personal activities,
that persists for more than 6 months and is accompanied by fatigue,
which is often profound, is of new or definite onset (not lifelong), is not
the result of ongoing excessive exertion, and is not substantially alleviated

by rest, and
2. Post-exertional malaise,* and
3. Unrefreshing sleep*

At least one of the two following manifestations is also required:

1. Cognitive impairment* or
2. Orthostatic intolerance

* Frequency and severity of symptoms should be assessed. The diagnosis of ME/CFS should be
questioned if patients do not have these symptoms at least half of the time with moderate, substan-

tial, or severe intensity.

. . . . (75) INSTITUTE OF MEDICINE
For more information, visit www.iom.edu/MECFS @ e AT ACDEES

Adyvising the nation * Improving health
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Institute of Medicine of the National
Academies expertrapport om ME/CFS 2015

Why is a new name for ME/CFS needed?

e Several studies have shown that the term “chronic fatigue syndrome” affects patients’ perceptions
of their illness as well as the reactions of others, including medical personnel, family members, and
colleagues. This label can trivialize the seriousness of the condition and promote misunderstanding
of the illness.

e The term “myalgic encephalomyelitis” is not appropriate because there is a lack of evidence for
encephalomyelitis (brain inflammation) in patients with this disease, and myalgia (muscle pain) is
not a core symptom of the disease.

* The Institute of Medicine (IOM) committee recommends the name systemic exertion intolerance
disease (SEID) for this disease. This new name captures a central characteristic of this disease—
the fact that exertion of any sort (physical, cognitive, or emotional)—can adversely affect patients in
many organ systems and in many aspects of their lives.

To learn more, and to access the IOM committee’s proposed diagnostic criteria for ME/CFS, visit www.iom.
edu/MECFS. &
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Brain, Behavior, and Immunity 52 (2016) 32-39
- - . . =
Contents lists available at ScienceDirect BEHR%?OINR:

and IMMUNITY
e

Brain, Behavior, and Immunity |
journal homepage: www.elsevier.com/locate/ybrbi
Antibodies to B adrenergic and muscarinic cholinergic receptors in @CmsMark

patients with Chronic Fatigue Syndrome

Madlen Loebel **, Patricia Grabowski ?, Harald Heidecke ", Sandra Bauer?, Leif G. Hanitsch ?,
Kirsten Wittke ?, Christian Meisel *, Petra Reinke ¢, Hans-Dieter Volk >, @ystein Fluge, Olav Mella "¢,
Carmen Scheibenbogen **

2 Institute for Medical Immunology, Charité University Medicine Berlin, Campus Virchow, Berlin, Germany

b CellTrend GmbH, Luckenwalde, Brandenburg, Germany

€ Labor Berlin GmbH, Immunology Department, Charité University Medicine Berlin, Campus Virchow, Berlin, Germany
d Department of Nephrology, Charité University Medicine Berlin, Germany

€ Berlin-Brandenburg Center for Regenerative Therapies (BCRT), Charité University Medicine Berlin, Germany
fDepartment of Oncology and Medical Physics, Haukeland University Hospital, Bergen, Norway

& Department of Clinical Science, University of Bergen, Bergen, Norway
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Stressrelaterad utmattning F43.8A

For att diagnosen utmattningssyndrom ska stéllas, maste samtliga nedanstaende kriterier uppfyllas:

1. Fysiska och psykiska symtom pa utmattning under minst tva veckor, som utvecklats till foljd av en/flera
identifierbara stressfaktorer, vilka har funnits i minst sex manad.

2. Pataglig brist pa psykisk energi dominerar bilden. | samband med psykisk belastning intrader:
o minskad féretagsamhet
o minskad uthallighet, eller
o forlangd aterhamtningstid

3. Minst fyra av foljande symtom har funnits i stort sett varje dag under tvaveckorsperioden:

o koncentrationssvarigheter eller minnesstorning

[o]

patagligt nedsatt formaga att hantera krav eller att gora saker under tidspress

o kanslomassig labilitet eller irritabilitet

o

soémnstorning

o

pataglig kroppslig svaghet eller uttrottbarhet
o fysiska symtom sasom vark, brostsmartor, hjartklappning, mag-tarmbesvar, yrsel, ljudkanslighet
Se ocksa KEDS - Karolinska Exhaustion Disorder Scale (pdf), MADRS-S (pdf) och HAM-D (pdf).

4. Symtomen orsakar ett kliniskt signifikant lidande eller forsamrad funktion i arbete - socialt eller i andra viktiga
avseenden.

5. Symtomen beror inte pa direkta fysiologiska effekter av nagon substans (t.ex. missbruksdrog, medicinering) eller
nagon somatisk sjukdom eller skada (t.ex. hypothyreoidism, diabetes, infektionssjukdom).

6. Om kriterierna for egentlig depression, dystymi eller generaliserat angestsyndrom samtidigt ar uppfylida, anges
utmattningssyndrom enbart som tillaggsspecifikation till den aktuella diagnosen.
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Institute of Medicine of the National Academies
expertrapport om ME/CFS 2015:
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Between 836,000 and 2.5 million Americans suffer from myalgic encephalomyelitis/chronic fatigue syndrome—

commonly referred to as ME/ CFS. This disease is characterized by profound fatigue, cognitive dysfunction,

sleep abnormalities, autonomic manifestations, pain, and other symptoms that are made worse by exertion of Topics: ’
any sort. ME/CFS can severely impair patients’ ability to conduct their normal lives. Equity

Diseases, Select Populations and Health

The Department of Health and Human Services (HHS), the National Institutes of Health, the Agency for
Healthcare Research and Quality, the Centers for Disease Control and Prevention, the Food and Drug
Administration, and the Social Security Administration asked the Institute of Medicine (IOM) to convene an expert
committee to examine the evidence base for ME/CFS. In Beyond Myalgic Encephalomyelitis/Chronic Fatigue Committee Members
Syndrome: Redefining an lliness, the committee proposes new diagnostic criteria that will facilitate timely
diagnosis and care and enhance understanding among health care providers and the public.

= Ellen Clayton, Chair



