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AKUREYRI DISEASE
Iceland

1948 - 49

Akureyri Junior College
and Dormitory

7 % of the local population developed symptoms
Well described epidemic and with long follow up

4

1 * Young, peak 15-19 years
Incubation time: 5 — 8 days * Females more than males in older groups
Symptoms Signs ° Etiology
¢ Dull pain in the back of the neck and back ¢ Usually quite normal . St||| not known —_ everything points to an
+ Low grade fever for 3-7 days, + Low grade fever infection
* Sometimes patient felt indisposed for few days * High pulse compared to fever, 90-95 ° Not PO“O _ Sym ptoms in some as.pects
* Others sudden onset « Tenderness in muscles Slmllar. No morta“ty_ Not found in feceS
¢ Perspiration * Hypotonia in affected muscles

* Not Coxachie virus

* Not Encephalomyelitis equium, St. Louis
encephalitis, Rabies, Japan B encephalitis,
Chorio- meningitis and not Q fever

- Fatigue * Not mflue_nza
* Prolonged recovery ® NO bactena found

* No mortality

* Some with mild paresis (27%) * Neck stiffness rare
* Hyperesthesia or hypoalgesia
¢ Loss of memory

* Hardly any respiratory or Gl symptoms except constipation



Akureyri
1948-49
465 cases

Akureyri
Population
6.887 in 1948

e R | |

1954-55
314 cases

1948-49
1090 cases
total




LAKNABLADID

GEFID UT AP LEKNAFELAGI REYKIJAVIKUR
Abalritstjéri: OLAFUR GEIRSSON. Medritstjorar:

KONRADSSON og JULIUS SIGURION:

35. arg. Reykjavik 1950 5.—6. tbl.

Akureyrarveikin 1948-49.

(Bjorn Sigurdsson, Jilius Sigurjénsson, Jon Hj. Sigurosson, J6-
hann borkelsson og Kjartan Guomundsson)

Faraldurinn mikli, sem gekk
4 Akureyri fyrri hluta vetrar
1948—49, var { byrjun talinn
menusott og ad bvi er virtist
med gildum rokum. En er &
leid potti veikin { ymsu haga
sér allolikt pvi, sem venta
matti af menusott og var pvi
oft kgllug ,Akureyrarveikin®,
og er pvi nafni haldid hér.

Eins og nerri mé geta var
annriki leknanna & Akureyri
‘mikid, nokkrir beirra veiktust
og gatu ekki sinnt storfum um
lengri eda skemmri tima
Landlzknir gerdi bvi rédstaf-
anir til a8 f héradslekninum
adstod vid athuganir 4 faraldr-
inum. { lok névember f6r einn
okkar (J. Hj. S) til Akureyrar
og skodadi hann 25 sjiiklinga
medan hann dvaldist par. ©
janiiar f6ru B. . og J. S. nord-
ur til pess einkum ab afla yfir-
lits yfir hattalag faraldursins

og né synishornum fré sjik-
lingum  til virusrannsokna
Loks f6r svo K. G. nordur i
september 1949, til bess ad
skoda sfiklinga, sem enn
Kvortudu um eftirstodvar at
velkinni.

Yfirferd faraldursins
og_hdttalag.

D. 25. sept. velktist 18 ra
piltur & Svalbardsstrond, 16.
okt 21 drs stilka 4 Akureyri
og 19. okt, 18 ara piltur { Arn-
arneshreppi. Oll virtust pau
hafa greinilega mmnusott,
enda fengu bau miklar laman-
ir. Ekki vard rakid neitt sam-
band & milli peirra. Enn voru
skradir 4 sjiikl. { okt,, 3 & Akur-
eyri og 1 annars stadar i hér-
adinu, en adeins einn eirra
fékk litils hattar 1mun. Sidan
er fjoldi skradra sjiklinga

CLINICAL FINDINGS SIX YEARS AFTER
OUTBREAK OF AKUREYRI DISEASE

DIRECTOR, INSTITUTE FOR EXPERIMENTAL PATHOLOGY,
UNIVERSITY OF ICELAND, REYKJAVIK

KiarTAN R. GUDMUNDSSON

CLINTCAL NEUROLOGIST, REYKJAVIE

39 patients examined

A DISEASE EPIDEMIC IN ICELAND SIMULATING POLIOMYELITIS

0

7 — 10 months later

J

BJORN SIGURDSSON,' JULIUS SIGURJONSSON,? JON HJ. SIGURDSSON,?
JOHANN THORKELSSON* axo KJARTAN R. GUDMUNDSSON +¢

BiORN SIGURDSSON
Dr. med. Iceland

Laeknir, Iceland

Lancet Volume 267, Issue 6926, 26 May 1956, Pages 766-767

ctive complaints of the 57 patients at the
time of ination 7 to 10 th

after the disease began
Patients complaining
Complaints Number Per cent
General tiredness 21 37
i 14
Paresis 11 19
Tiredness in paretic limbs 10 18
after slight exertion
Sleeplessness 9 16
Loss of memory 7 12
Completely recovered 6 11

Objective neurological symptoms found in the 57
cases 7 to 10 months after the disease began

Patients
showing symptoms

Neurological sy Gumber Per cent
Sensibility disturbances, organic 12 21
Sensibility disturbances, 8 14
hysterical

Paresis, organic 16 28
Paresis, hysterical 9 17
Muscle—tenderness 19 33
Muscle—atrophies 14 25
Abdominal reflex absen K

Changes of tend fl 3

Tender joints 3
Tenderness of nerves 2
Fasciculations 1
Disturbance of deep sensibility 1
Contractures -1

No objective neurological signs 19 33

Am J Hyg 1950 Sep;52(2):222-38

Six years later

TABEE I-—CLINICAL FINDINGS IN 39 PATIENTS SIX YEARS AFTER

HAVING AKUREYRI DISEASE

Completely N erx:i)us
recovered an
Muscle/Neuro-
- No.| — ———————=| NeUro- \y.; der-| logical
. . logical 1), 0qs” | signs
subjec-| Objec-| com- S
vively | tively | plaints
Severe cases in 1949 | 23 ‘ 2 5 19 i 12 15
Slight cases in 1949 | 161 3 7 13 | 8 3
Total .. . 12 32| 20 'tl 18

|

Quite few had fully recovered (5/39)



AKUREYRI DISEASE (MYALGIC ~ Anxiety disorders: a result of long-term

ENCEPHALOMYELI’I'IS), FORTY YEARS LATER chronic fatigue — the psychiatric
« May 1988, characteristics of the sufferers of
. -84 revi Iceland di
8 women and 2 men aged 45-84 reviewed S€ase 49 years later
* Only two patients (out of ten) indicated a total physical and
intellectual recovery Lindal E, Bergmann S, Thorlacius S, Stefdnsson JG. Anxiety disorders: E. Lindal', . Bergmann?,
a result of long-term ghronic fatigue - the psychiatric characteristics of the S. Thorlacius?, J. G. Stefansson’
* No hysteria, no neuroticism, no depression (2 had reactive acts Neurol Scand 1097 96 158-162. © Munksgasrd 1997. gt o P iy s
depression early in the disease)
* When problems arose they stemmed from the refusal by doctors to 55 patients The long-term effect of the chronic fatigue syndrome

does not lead to depression,
"""""""""""" but rather to an anxiety-dominated state where social avoidance
is the predominant factor.

Hyde, B.; Bergmann, S. The Lancet , November 19, 1988 Acta Neurol Scand 1997:96: 158-162

The disease was called Akureyri Disease or Iceland Disease



SO hOW d |d * 20 % recovered completely
* 60 % were able to live a nearly normal

patie nts Wlth life, but periods of fatigue were
Akureyri frequent

d isease fa re | n * 20 % were sick their entire lives
general?




THE LANCET

TONDON : SATURDAY, MAY 26, 1956

A New Clinical Entity?

e the names which have already been suggested, ”“Iceland
disease” and “Akureyri disease” are not really appropriate.
The objections to any but a purely descriptive name to a
disorder without a known cause or established pathology
are obvious.

* For this reason the term “benign myalgic encephalomyelitis”
may be acceptable

The Lancet, 1956, 267(6926), 789-790



1956 — Letter to the editor

* You also suggest that this disease might be called "
benign myalgic encephalomyelitis." Akureyri disease is .
benign in the sense that it does not kill, but in some cases b y

it is not at all benign in other respects. Moreover, would it 3
not be better to avoid the word encephalomyelitis until

we know that inflammatory lesions are in fact present in
the brain and spinal cord ?

‘o an s . . . Bjorn Sigurdsson
* “I think this puzzling disease can hardly be adequately 1913 - 1959

and permanently named until etiological and
anatomical studies have better identified its nature.
Such studies would also help to distinguish it from related
conditions, if they exist. “

The Lancet Volume 268, Issue 6933, 14 July 1956, Page 98



lcelandic Health
Care system




Overview of the Icelandic
Health Care System

* Population of Iceland 390.000
* Universal Health Care: Funded mostly through taxes

* Government Responsibility: The Ministry of Health oversees the system,
while the Directorate of Health handles implementation and quality
control.

* Public-Private Mix: Most health services are publicly provided, though
there are private clinics.




Funding & Costs

Public Funding: About 85% of health expenditure comes from taxes
Out-of-Pocket Payments: Users pay modest fees for services like:

* GP visits

 Specialist consultations

* Prescription drugs

* There's a cap on out-of-pocket costs, ensuring care remains affordable.




Raising awareness
of ME and long
Covid in Iceland




#MILLIONS MISSING
2018




ME Symposium at the
Annual Medical Society
Meeting

23. January
2020

* 09:00-12:00 ME- myalgic encephalomyelitis (sipreyta) — erum vid einhverju naer?

e Fundarstjori: Fridbjorn Sigurdsson, laeknir

+ 09:00-09:05 Avarp. Alma Méller, landlaeknir

* 09:05-09:20 Inngangur. Kristin Sigurdardottir, laeknir, Préunarmidstéd rannsdknarverkefna

e 09:20-09:35 Sjukratilfelli: G. Birna Gudmundsdéttir, framkvaemdastjoéri laekninga,
Heilsustofnun NLF{

* 09:35-10:00 Skilgreining og mismunagreiningar & ME. Hofum vid kliniskar leidbeiningar ad
stydjast vid? Dr. James Baraniuk, professor, Georgetown haskdla, BNA.

e 10:00-10:10 Skiptir parmafléran mali? Sigurjon Vilbergsson, Laeknastédinni Glaesibae og
Heilbrigdisstofnun Sudurlands.

* 10:10-10:40 Kaffihlé

* 10:40-11.00 Morbus Akureyriensis 70 dra: Sigurdur Gudmundsson, laeknir Landspitala, fv.
landlaknir og forseti heilbrigdisvisinda Hl

* 11:00-11:25 Nyjungar i medferd ME. Dr. James Baraniuk, préfessor, Georg Washington
haskdla, BNA

+ 11:20-11:30 Skraning & sipreytu a islandi: Fridbjorn Sigurdsson, laeknir Landspitala og
Sjukrahdsinu 4 Akureyri

+ 11:30-11:40 Er moguleiki & rannséknum & sipreytu & islandi? Tekla Hrund Karlsddttir,
leknir, bréunarmidstod rannsoknarverkefna



Long Covid
Symposium at
the Annual
Medical Society
Meeting

19. jJanuary
2023

09:00-12:00 Langvarandi eftirstodvar sykinga
Fundarstjori: Sigurdur Gudmundsson, laeknir
09:00-09:10 Inngangur: Kristin Sigurdardattir, laeknir

09:10-09:30 Kemur pad & évart ad sykingar geti haft
langvarandi eftirstédvar? Hvad
segir sagan okkur? Fridbjorn Sigurdsson, leeknir

09:30-09:50 Langtima eftirstédvar COVID-19 faraldursins.
Nidurstodur islenskra
rannsokna: Hilma HAIm, laeknir og Rundlfur Palsson, laeknir

09:50-10:15 Eftirstédvar Covid-19: Jonas Bergquist,
lzeknir, Uppsala haskoli, Svipjod

10:15-10:45 Kaffihlé

10:45-11:15 Meingerd ME sjukdémsins: Jonas Bergquist
leeknir

Uppsala haskali, Svipj6d

11:15-11:30 Endurhaefing, hver er avinningurinn? Stefan
Yngvason, framkvaemdast;jori
leekninga, Reykjalundi

11:30-12:00 Panelumraedur: Hver hefur pad hlutverk ad
sinna ME sjuklingum?



Hvad er eiginlega pessi ME-sjukdomur?

Eftir Fridbjorn skortur 4 einbeitingu,
Sigurdsson heilapoka, ljésfzlni og
verkir. Sé tekid mid af
T6lfti mai er alpj6d- erlendum tolum geetu
legi ME-dagurinn, en um eitt til tvd ptisund
hvad er eiginlega pessi einstaklingar 4 Islandi
ME-sjikdémur? verid med ME-
Myalgic encephalo- sjukdéminn. Talid er
myelitis (ME) er krén- ad fjolmargir med
iskur preytusjikdémur sjukdéminn hafi enn
sem getur valdid mikilli ekki verid greindir.
skerdingu 4 lifsgeedum. Erlendar rann-
Sjiklingar med ME s6knir hafa symt ad lifs-
eiga oft erfitt med ad Fridbjérn Sigurdsson g=di margra ME-
stunda vinnu, skéla eda sjuklinga eru mun
taka patt i fjolskyldu- eda félagslifi. minni en hjé sjiklingum med adra
Einkenni ME eru misalvarleg, en illviga sjiikdéma eins og t.d. lungna-
talid er ad a.m.k. fjérdungur sjik- krabbamein og kréniska nyrnabilun.
linga med ME komist ekki Gt Gr hisi ~ Prétt fyrir pad er pjénusta vid penn-
eda sé rimliggjandi { langan tima. an sjiiklingahép ekki { neinu sam-
ME-gjiklingar hafa oft gridarlega rzemi vid alvarleika sjikdémsins.

preytu sem ekki lagast vid hvild, og
vakna aldrei Gthvildir. ME getur
versnad vid minnsta dlag, hvort sem
pad er likamlegt eda andlegt, og leitt
til pess sem kallast ,,6rmégnun eftir
4lag" sem er sérstaklega einkenn-
andi fyrir sjikdéminn. Ormégnunin
getur komid fram dégum eftir 4lagid
og varad i lengri tima. Onnur ein-
kenni geta verid svefnvandamal,

Orsakir ME-gjiikdémsins eru enn
ekki ljésar, en hann getur komid
fram hj4 f6lki 4 6llum aldri, hja born-
um, unglingum og fullordnum. ME
kemur oft { kjolfar sykinga, sem eru
taldar hafa valdid brenglun { 6nzem-
iskerfinu. Stundum kemur ME-
gjikdémurinn { faréldrum, eins og {
Akureyrarveikinni sem gekk 4 Ak-
ureyri og vidar veturinn 1948-49.

)) Lifsgzedi margra

ME-sjtklinga eru
mun minni en hjé sjak-
lingum med adra illviga
sjikdéma.

Margir sem veiktust sdtu uppi med
ME-sjikdéminn. Midad vid fyrri
reynslu af 6drum veirusykingum
kemur ekki 4 6vart ad hluti peirra
sem sykst hafa af Covid-19 féi ein-
kenni ME i kjolfarid.

Pvi midur eru enn ekki til negjan-
lega sértzek bl6dprof til ad greina
sjikdéminn og er pvi greining byggd
4 einkennum. Borid hefur 4 pvi ad
ME-sjiklingar telji sig ekki vera
tekna triianlega og tj4d ad einkennin
vaeru imyndun eda af gedrenum
toga. Sverrir Bergmann l=knir heit-
inn Iysti pessu vel { grein Morgun-
bladinu 4rid 1993 pegar hann sagdi
ad ,preytuveiki veeri hvorki médur-
syki né taugaveiklun heldur sjik-
démur sem veeri illleknanlegur®.
Pvi midur er enn ekki til sértzk
medferd vid sjiikdémnum og beinist
hiin pvi ad pvi ad lina einkenni hans.

Til ad fleekja malin frekar hefur
sjiikdémurinn ekki fengid vidunandi
nafn. Sjitkdémurinn hefur verid
nefndur sipreyta eda ,,chronic fa-
tigue syndrome (CFS)“, sipreytufar
eda preytuveiki. ME eda ME/CFS
hefur fest sig { erlendum tungu-
mélum. Bjorn Sigurdsson, préfessor
4 Keldum, rannsakadi 4samt fleirum
Akureyrarveikina og eftirstodvar
hennar. I grein sem Bjorn skrifadi {
hid virta lseknatimarit Lancet 4rid
1956 segir hann: ,,Eg held ad pessum
illskiljanlega sjiikdémi geti varla
verid gefid nafn par til faralds-
freedilegar og lifferafraedilegar
ranns6knir hafa farid fram til ad
skilja edli hans. Slikar rannséknir
myndu einnig hjilpa til vid ad greina
hann frd skyldum sjikdémum.” Sid-
an eru lidin 65 4r og 1jést ad allt of
litlar framfarir hafa ordid.

Stofnadur hefur verid hépur
lzzkna hérlendis med pad ad mark-
midi ad vekja athygli 8 ME, med sér-
staka dherslu 4 ad:

@ Kynna sjiikdéminn fyrir leekn-
um.

® Vinna ad pvi ad ME-sjikdém-
urinn verdi skrddur.

® Vekja dhuga visindasamfélags-

ins 4 fslandi 4 ad rannsaka ME.

® Kynna ME-gjikd6éminn fyrir
heilbrigdisyfirvoldum.

@ Vinna ad pvi ad skipulagdri heil-
brigdispjénustu verdi komid 4 fyrir
ME-sjiklinga.

@ Taka pitt i alpjédlegu samstarfi
um ME-gjikdéminn.

® Kynna ME-sjikd6éminn fyrir
almenningi, { samvinnu vid ME-
félagid (www.mefelag.is)

Ni er mikilvaegt ad f4 adrar heil-
brigdisstéttir { 1idid til ad geta mynd-
ad pverfaglegt teymi sem getur
bjénustad bennan sjiklingahép. P4
er hér einstakt teekifeeri til ad skrd
sjikd6éminn 4 landsvisu.

Eins og i rannséknum 4 Akureyr-
arveikinni 4 sinum tima settu Islend-
ingar ad geta verid i fararbroddi 4
rannséknum 4 ME-sjikdémnum.
Par er sérstaklega litid til rannsékna
Islenskrar erfdagreiningar.

Pagd er liklegt ad rannséknum 4
ME-sjiikdémnum fleygi fram nd {
kjolfar Covid-19-faraldursins. Von-
andi finnst par nénari skyring 4
sjikdémnum og sérteek leekning.

Hofundur er leknir 4 Sjakrahisinu
4 Akureyri.

Morgunbladid 12. mai 2021



% UTVARP ~ BEINT ~ DAGSKRA LEIT

https://vimeo.com/745976767

ME sjukdémurinn: Ormégnun Gti 4 jadri




Akureyri Disease 75th anniversary —
5th of May 2023
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Akureyri Clinic

* A clinic for patients with ME and long Covid
e Serves patients nationwide.

* The Akureyri Clinic has a coordination role for services for
ME/CFS patients nationwide.
e Collaborates with
* Landspitali University Hospital,
e Rehabilition centers
* Other medical professionals in Iceland that serve ME/CFS

CiIGGCITVY




Akureyri Clinic

From the signing of the cooperation
agreement:

« Hildigunnur Svavarsdéttir, CEO of
Akureyri Hospital

* Willum bér Porsson, minister of
health

» Jon Helgi Bjornsson, CEO of The
Healthcare Institution of North
Iceland

» 16th of August 2024




* Invest in ME Research in UK and all the great medical doctors and
scientist in the European ME Research Group

Th e Aku reyrl * Professor Jonas Bergquist, Uppsala University, Sweden
tea m |S * Dr. Jesper Mehlsen and his staff at the Mehlsen Klinik, Denmark

* Professor James Baraniuk, Georgetown University, Washington DC,

grateful for all Ush

* Professor Kristian Sommerfelt, Haukeland Universitetssykehus,

th e a dVI Ce a n d * Professor Ola Didrik Saugstad, Universitetet i Oslo

S U p po rt * The Board of the International Association for Chronic Fatigue
Syndrome/Myalgic Encephalomyelitis

* The ME/CFS team at Nova Southeastern University's Institute for
Neuro-Immune Medicine, Florida, USA

* Vicky Whittemore PhD, at National Institute of Health, Bethesda, USA
* Dr. Michael Stingl, Vienna, Austria
* Prof. Dr. med. Carmen Scheibenbogen, Charité, Berlin, Germany

* Colleagues at PIAF-pain inflammation and fatigue, Stockholm, Sweden




The Team

* Nurse

* Health information manager
* Physicall therapist

* Occupational therapist

* Social workers

* Medical doctors

Dagbjort Bjarnadéttir, Fridbjorn Sigurdsson, Ingunn Eir Eyjolfsdottir,
hjukrunarfraedingur og  laeknir félagsradgjafi
teymisstjori

l\w‘,

®

Kristin Brynja Arna- Lilja Sif borisdéttir, Unnsteinn Ingi Julius-
dottir, idjupjalfi félagsradgjafi son, laeknir

Ragnheidur Harpa Eva Snaebjarnardattir, Margrét Run Snorra-
Arnarddttir, idjupjalfi déttir, heilbrigdis-
sjukrapjalfari gagnafraedingur



Clinical work sofar

Referrals only - most from GP’s

395 new patients

Nearly all are very sick

Around half with long Covid

Outreach Clinic in other parts of Iceland

* Waiting list still around 3 months




How does disease burden of
ME/LC compare to cancer?

* 42 year old male

* 2020 multiple myeloma

* Chemotherapy

* Remission

* High dose chemotherapy with stem cell transplantation as consolition
* Lenolidamide maintainance therapy

* Tolerates therapy poorly

* Gradually gets better — energy level 50%




How does LC/ME compare to
cancer?

* November 2021 — Covid19 infection
* Increasing fatigue

» September 2022 - Covid19 infection
* Fullfills criteria for ME
* Energy level 15%

* Patient was asked; “If you could choose just one disease; which
would you prefer long Covid or Multiple Myeloma?”




Gathering
further
data

REDCap

* FUNCAPS5S5 (Functional
Capacity Questionnaire)

* RAND 36 Health Survey
e Epworth Sleepiness Scale

* Hospital Anxiety and
Depression Scale (HADS)




A ku rey ri * The Akureyri Clinic has the

responsibility of developing and

I e e coordinating a nationwide registry
C I n IC - for ME/CFS and long-Covid.
* The registry will definitely provide

N a t i O n a I unique opportunities for research.
Registy




* Collaboration with Department of
Immunology at the Landspitali

A k u re ri University Hospital in establishing
y a research center focusing on
infections and immunity in a wider

CI i n iC - perspective.

e Collaboration with biotech

S C i e n C e companies; Arctic Therapeutics

* The plan is to establish a biobank




Akureyrarklinikin er
bjénustumidstdd fyrir
einstaklinga med ME-
sjtkdéminn eda langvarandi
einkenni Covid

www.akureyrarklinikin.is



There are issues in Iceland
ralated to social security benefits
for ME patients

Meeting with Ms. Inga Saeland
Minister of Social Affairs




Awareness of ME and long Covid
seems greatly improved among the
public and health care professionals

A designated clinical service has

P ros started

Support from the Ministries and the
Medical Director




cons

* Not enough staff
* Funding was underestimated

* Inadequate follow up of patients




@ NordForsk

Knowledge

development
post-COVID-19

Nordic Policy Paper

January 2025
https://norden.diva-portal.org/smash/get/diva2:1932377/FULLTEXTO3



International Association for

IACFKFS/ME

Chronic Fatigue Syndrome/ Myalgic
Encephalomyelitis

International Association for
Chronic Fatigue Syndrome/ Myalgic Encephalomyelitis (IACFS/ME)
17th Research and Clinical Conference

Virtual Conference
October 22 - 25, 2025



Ms. Kristin Elva Rognvaldsdéttir has been mostly housebound
for a decade. She transformed her experience of living with
ME into an inner meditation practice/healing process




