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AKUREYRI DISEASE
Iceland

1948 – 49

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



• Young, peak 15-19 years
• Females more than males in older groups

• Etiology
• Still not known – everything points to an 

infection
• Not Polio - symptoms in some aspects 

similar. No mortality. Not found in feces
• Not Coxachie virus
• Not Encephalomyelitis equium, St. Louis 

encephalitis, Rabies, Japan B encephalitis, 
Chorio- meningitis and not Q fever 

• Not influenza
• No bacteria found 

Akureyri Junior College 
and Dormitory



1948-49
1090 cases
total

1954-55
314 cases

Akureyri 
1948-49
465 cases

Akureyri
Population
6.887 in 1948





The disease was called Akureyri Disease or Iceland Disease



So how did 
patients with 
Akureyri 
disease fare in 
general?

• 20 % recovered completely 
• 60 % were able to live a nearly normal 

life, but periods of fatigue were 
frequent
• 20 % were sick their entire lives



• …... 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 
it is not at all benign in other respects. Moreover, would it 
not be better to avoid the word encephalomyelitis until 
we know that inflammatory lesions are in fact present in 
the brain and spinal cord ?
• “I think this puzzling disease can hardly be adequately 

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

Björn Sigurðsson 
1913 - 1959



Icelandic 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



• 09:00-12:00    ME- myalgic encephalomyelitis (síþreyta) – erum við einhverju nær?  

• Fundarstjóri: Friðbjörn Sigurðsson, læknir

• 09:00-09:05    Ávarp. Alma Möller, landlæknir

• 09:05-09:20    Inngangur. Kristín Sigurðardóttir, læknir, Þróunarmiðstöð rannsóknarverkefna

• 09:20-09:35    Sjúkratilfelli: G. Birna Guðmundsdóttir,  framkvæmdastjóri lækninga, 
Heilsustofnun  NLFÍ

• 09:35-10:00    Skilgreining og mismunagreiningar á ME. Höfum við klínískar leiðbeiningar að 
styðjast við? Dr. James Baraniuk, prófessor, Georgetown háskóla, BNA.

• 10:00-10:10    Skiptir þarmaflóran máli? Sigurjón Vilbergsson, Læknastöðinni Glæsibæ og 
Heilbrigðisstofnun Suðurlands.

• 10:10-10:40    Kaffihlé

• 10:40-11.00 Morbus Akureyriensis 70 ára: Sigurður Guðmundsson, læknir Landspítala, fv. 
landlæknir og forseti heilbrigðisvísinda HÍ

• 11:00-11:25 Nýjungar í meðferð ME. Dr. James Baraniuk, prófessor, Georg Washington 
háskóla, BNA
• 11:20-11:30   Skráning á síþreytu á Íslandi: Friðbjörn Sigurðsson, læknir Landspítala og 
Sjúkrahúsinu á Akureyri
• 11:30-11:40   Er möguleiki á rannsóknum á síþreytu á Íslandi? Tekla Hrund Karlsdóttir, 
læknir, Þróunarmiðstöð rannsóknarverkefna

ME Symposium at the 
Annual Medical Society
Meeting

23. January
2020



Long Covid 
Symposium at 
the Annual 
Medical Society
Meeting
19. january 
2023

09:00-12:00 Langvarandi eftirstöðvar sýkinga

Fundarstjóri: Sigurður Guðmundsson, læknir

09:00-09:10 Inngangur: Kristín Sigurðardóttir, læknir

09:10-09:30 Kemur það á óvart að sýkingar geti haft 
langvarandi eftirstöðvar? Hvað 

segir sagan okkur? Friðbjörn Sigurðsson, læknir

09:30-09:50 Langtíma eftirstöðvar COVID-19 faraldursins. 
Niðurstöður íslenskra 

rannsókna: Hilma Hólm, læknir og Runólfur Pálsson, læknir

09:50-10:15 Eftirstöðvar Covid-19: Jonas Bergquist, 
læknir, Uppsala háskóli, Svíþjóð

10:15-10:45 Kaffihlé

10:45-11:15 Meingerð ME sjúkdómsins: Jonas Bergquist 
læknir 

Uppsala háskóli, Svíþjóð

11:15-11:30 Endurhæfing, hver er ávinningurinn? Stefán 
Yngvason, framkvæmdastjóri 

lækninga, Reykjalundi

11:30-12:00 Panelumræður: Hver hefur það hlutverk að 
sinna ME sjúklingum?



Morgunblaðið 12. maí 2021



https://vimeo.com/745976767



Akureyri Disease 75th anniversary – 
5th of May 2023





Akureyri Clinic



Akureyri Clinic
• A clinic for patients with ME and long Covid 
• Serves patients nationwide.
• The Akureyri Clinic has a coordination role for services for 

ME/CFS patients nationwide. 
• Collaborates with 
• Landspitali University Hospital,
• Rehabilition centers 
• Other medical professionals in Iceland that serve ME/CFS 

patients



Akureyri Clinic
From the signing of the cooperation 
agreement: 
• Hildigunnur Svavarsdóttir, CEO of 

Akureyri Hospital
• Willum Þór Þórsson, minister of 

health 
• Jón Helgi Björnsson, CEO of The 

Healthcare Institution of North 
Iceland

• 16th of August 2024



The Akureyri 
team is 
grateful for all 
the advice and 
support 

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

• Professor Jonas Bergquist, Uppsala University, Sweden

• Dr. Jesper Mehlsen and his staff at the Mehlsen Klinik, Denmark

• Professor James Baraniuk, Georgetown University, Washington DC, 
USA

• Professor Kristian Sommerfelt, Haukeland Universitetssykehus,

• Professor Ola Didrik Saugstad, Universitetet i Oslo

• 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



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
• FUNCAP55 (Functional 

Capacity Questionnaire)
• RAND 36 Health Survey
• Epworth Sleepiness Scale
• Hospital Anxiety and 

Depression Scale (HADS)



Akureyri 
Clinic - 
National
Registy

• The Akureyri Clinic has the 
responsibility of developing and 
coordinating a nationwide registry 
for ME/CFS and long-Covid.

• The registry will definitely provide 
unique opportunities for research. 

 



Akureyri 
Clinic - 
Science

• Collaboration with Department of 
Immunology at the Landspitali 
University Hospital in establishing 
a research center focusing on 
infections and immunity in a wider 
perspective.

• Collaboration with biotech 
companies; Arctic Therapeutics

• The plan is to establish a biobank



www.akureyrarklinikin.is



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

Meeting with Ms. Inga Sæland
Minister of Social Affairs



Pros

Awareness of ME and long Covid 
seems greatly improved among the 
public and health care professionals
A designated clinical service has 
started
Support from the Ministries and the 
Medical Director



Cons
• Not enough staff
• Funding was underestimated
• Inadequate follow up of patients



https://norden.diva-portal.org/smash/get/diva2:1932377/FULLTEXT03





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


