Index of ME/CEFS
Published Research

An A-Z index of the most important published research

2nd November 2020 The ME Association




The ME Association Index of Published ME/CFS Research

Foreword

Welcome to the ME Association Index of Published ME/CFS Research.

This is an A-Z index of the most important published research studies and
selected key documents and articles, listed by subject matter, on myalgic
encephalomyelitis or chronic fatigue syndrome (ME/CEFS). It is correct to 2nd
November 2020.

The Index is updated at the end of each month and we publish a weekly
update of recent research publications that are also available on the MEA
website and social media.

The Index adopts the subject headings used in the
MEA Clinical and Research Guide which provides a
review of current clinical knowledge and research
ME/CFS/PVFS evidence and is updated annually.

An Exploration of the
Key Clinical Issues

This authoritative and very popular book is written by
Dr Charles Shepherd, Hon. Medical Adviser to the ME
Association and Dr Abhijit Chaudhuri, consultant
neurologist at Queen’s Hospital in Romford.

The 2020 edition is now available to order from the
MEA website shop. We are pleased to be able to

sl offer free hard copies to health professionals upon
application and it is also available on Kindle.

Please support our vital work

If you would like to support our efforts and ensure we are able to inform,
support, campaign, and invest in biomedical research, then please donate
today.

Just click the image opposite or click here for one-off
THE ME AssociaTiON donations or to establish a regular payment.

DONATE You can even establish your own fundraising event
on JustGiving.

Or why not join the ME Association as a member and
be part of our growing community?

For a monthly (or annual) subscription you will also
receive ME Essential — quite simply the best M.E.
magazine!

el The ME Association, 7 Apollo Office Court, Radclive Road, Gawcott, Bucks,
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Page 1]141


https://meassociation.org.uk/product/clinical-and-research-guide/
https://meassociation.org.uk/donate/
https://www.justgiving.com/meassociation
https://meassociation.org.uk/about-the-mea/membership/
https://meassociation.org.uk/about-the-mea/me-essential/
https://meassociation.org.uk/product/clinical-and-research-guide/
https://meassociation.org.uk/donate/

The ME Association Index of Published ME/CFS Research

Contents
FOTEWOIT ...ttt e e e e e ettt e e e e e e e e aaeeee e 1
1. Nomenclature and definifioN ... 5
2. EPIAEMIOIOQY oo 8
3. CO-MOIDIAITY ettt e e e e e e 11
4. BIOMEAICAI RESEANTI ....ceiiiiiiiiiee e 13
4.1 BIODANK UK ME/CFS ...ttt et 13
4.2 Biomarker Landscape ProjJECT ... 13
4.3 CArdiaC FUNCHON ..ttt e 14
4.4 Exercise physiology/1eSHNG coeeeeeeee e 17
4.5 Gastrointestinal and MICroBIOME.......cooiiiiiiiiieeeeeee e 18
4.6 GENE EXPIESSION ..ueeiivrreeeeeeeeeeeeiirrereeeeeeesesaasararaeeaeeesssassssssseeeaesessssssssssseeeaeeens 20
4.6.1 EPIGENETICS ottt ettt ettt e e e e e et e e e s ebte e e e ettaaeeenraaeeennes 23
4.7 GENETAI TEVIEWS ...ttt e et e ettt e e e st e e e snbeeeeas 24
4.8 GenetiC PredispPOSITION ...t e e e e e eea e 26
i 100104 1V] gle] loTe Y A 26
410 INFECTION ettt et e e 36
41T 10N CNANNEIS et e e e ee e e 42
4.12 METADOIOMICS .ttt e e e s 42
413 MISCEIIANEOUS ...ttt ettt et e e e et e e e aaeeee s 44
4.14 Mitochondria and energy produCtioN......cccoeeeeeeeeeeeeeeeeeeeeceeeeeeeeeeeeeeee e 46
BTG MUSCI ...t e e 48
4.16 Neurology: Autonomic nervous system (ANS) dysfunction.........ccceeeee... 50
4.17 Neurology: Central nervous system and neuroimaging.........cccccvvveeeennnn.. 53
4.18 Neurology: Hypothalamic and neuroendocrine function ............c.eeee...... 60
4.19 Neurology: Neuropsychology and cognitive function.........ccceeeeeeeeeeennnn. 63
4.20 Neurology: Neurotransmitter funCtion.......ccooeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeee, 64
2T POIN ettt ettt et ettt e et e e saaeas 65
4.22 Phenotypes ANd SUD-GrOUDS ....ccoeeeeeeeeeeeeeeeeeeeeeeeeeeeee e 66
4.23 Post-Exertional MaAlQiSe (PEM) ...uvviiiiiieeeeeeeee e 67
4.24 POST-MOITEM MESEANCH ...eiiiiiiiiee e 69
4,25 SIEEP AISTUMDANCE ...uveiiiiieeieeeeee et e e eeeaas 69
426 VISION ..ttt ettt et et e et esane s 71

The ME Association, 7 Apollo Office Court, Radclive Road, Gawcott, Bucks,
MK18 4DF ME Connect Helpline: 0344 576 5326 Available every day of the
year, during the hours of 10am-12noon, 2pm-4pm and 7pm-?2pm. The ME
Association is a registered charity number 801279.

2| 141



The ME Association Index of Published ME/CFS Research

5. Psychiatry and psyChOlOQY .....ccceviviiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeee, 72
6. SOCIOIOQY .o 74
7. Future research recommendatioNns .......cooiiiiieiiiiieee e 75
8. Clinical assessment, symptoms, and AiAGNOSIS .......evvvvvveevreeriiriiireieeereireeeeeraeannns 77
8.1 GENEIAL it e e e 77
IV [ 0171 1T @ ] ] o 1 83
SRCH o oV Tele | =) (e a0l ale] 1] o T 86
R BN 0 o] o] (o] 0'0 PP PO UUUPPPTRPOOt 88
O MONAGEMENT et e e e e e e e e e e st e e e e e e e e e a it eeas 88
9.1 Cognitive Behavioural Therapy (CBT) ... 88
9.2 Complementary and alternative therapies ....ccooeeeevvvveveiiiiiiieeeeiiieeiieeeeeee, 92
9.3 Diet ANA NUITTION ..eiiiiiiiiee e e 94
9.4 Exercise, Pacing and activity management .......cocoooeeeeiiiiiiiiieeieeeeeeeeeeeeee 96
9.5 GENEral MANAGEMENT ... e eas 100
D6 PACETHAL TN ittt 104
9.7 Pharmacological reatment ..... ... 107
RS T ad (ST | T Y 119
10. Prognosis and quality Of Ife ....cceeeeeiiiiiiieeeeeeeeee e 119
L0 2 119
TO.2 MOITAITY et e e e e e e e e e e e e e eaa s 119
10.3 PrOgNOSIS QNGO FTECOVETY ....vvviviveieiriiirirrseeesssssssasssssssssssssssssssrsssssssssa—————— 120
10.4 QUAIITY OF If@ weeeniiiiiieeee e e 121
TO.E SEVEIE ME et e e 122
[ IR L e ool a1 | {0 13U ERRRSPP 123
12. Children and AdOIESCENTS ..coooiiiiiieiiieeeeec e 125
13. GovernmMeNt DOCUMENTS ....coiiiiiiiieiiiee e 136
(IR BB e] o)1 1A 0] o] oo AP 136
13.2 Economic COst t0 The UK . .o.uiiiiiiiiiiiieccecceccec e 137
13.3 General reports, debates, and statements.......cccovvvviceieeeiiiieeeiiiiceenee. 138
T4 HEAINCAIE ... e e e e 139
The ME Association: Please support our VItal WOrK .........oevveveeeiieiiiiiiiiieeeeeeeeeeees 141

The ME Association, 7 Apollo Office Court, Radclive Road, Gawcott, Bucks,
MK18 4DF ME Connect Helpline: 0344 576 5326 Available every day of the
year, during the hours of 10am-12noon, 2pm-4pm and 7pm-?2pm. The ME
Association is a registered charity number 801279.

3| 141



The ME Association Index of Published ME/CFS Research

ME CONNECT

s ‘ rl \.‘.
Do you need to talk?

ME Connect is the telephone helpline service of the ME Association.
It provides information and support for people with ME and those
who live with or care for them,
ME Connect provides a safe and vnderstanding environment for people with ME
s0 that they know they are being heard and understood.

ME Connect is a member of the Helplines Partnership
which promotes high standards.

CALL 0344 576 5326

10am-12noon, 2pm-4pm, 7pm-9pm
every day of the year

Calis cost the same as other standard landiine numbers (starting 01 or 02).
If you have 2 oall package for your landiine or mobile phone then
calls will normally come out of your Inolusive minutes.

The ME Association, 7 Apollo Office Court, Radclive Road, Gawcott, Bucks,
MK18 4DF ME Connect Helpline: 0344 576 5326 Available every day of the
year, during the hours of 10am-12noon, 2pm-4pm and 7pm-?2pm. The ME
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Please note: Research published after June 2020 (the date of the last update to
the MEA Clinical and Research Guide or ‘Purple Book’) is highlighted in purple
in the listing below.

1. Nomenclature and definition

Asprusten TT, et al. (2015) Study findings challenge the content validity of the
Canadian Consensus Criteria for adolescent chronic fatigue syndrome. Acta
Paediatrica 104 (5):498-503 Link:
https://www.ncbi.nim.nih.gov/m/pubmed/25640602/

Brurberg et al. (2013) Case definitions for chronic fatigue syndrome/myalgic
encephalomyelitis (CFS/ME): a systematic review. BMJ Open 4 (2). Link:
https://bmjopen.bmj.com/content/4/2/e003973

Carruthers BM, et al. (2003) Myalgic Encephalomyelitis/Chronic Fatigue
Syndrome: Clinical work case definition, Diagnostic and Treatment Protocols.
Journal of Chronic Fatigue Syndrome 11(1): 327-338 Link:
http://phoenixrising.me/wp-content/uploads/Canadian-definition.pdf

Carruthers BM, et al. (2011) Myalgic Encephalomyelitis: International Consensus
Criteria Journal of Internal Medicine 270 (4): 327-338 Link:
https://www.ncbi.nim.nih.gov/pmc/articles/PMC34278%90/

Clayton EW. (2015) Beyond Myalgic encephalomyelitis/chronic fatigue
syndrome: An IOM report on redefining an illness. JAMA 313 (11): 1101-1102 Link:
https://jamanetwork.com/journals/jama/article-abstract/2118591

Fukuda K, et al. (1994) The Chronic Fatigue Syndrome: A Comprehensive
Approach to Its Definition and Study. International Chronic Fatigue Syndrome
Study Group. Annals of Internal Medicine 121 (12): 953-959. Link:
https://www.ncbi.nim.nih.gov/pubmed/7978722

Goudsmit EM, Shepard C, et al. (2009) ME: Chronic Fatigue Syndrome or a
distinct clinical entity? Health Psychology Update 18 (1): 26-33 Link:
http://www.foodsmatter.com/me and cfs/cfs me causes general/articles/go
udsmit-me-clinical%20entity-10-12.html

Howard H. (2018) Recent insights into 3 under recognized conditions: Myalgic
encephalomyelitis—chronic fatigue syndrome, fioromyalgia, and environmental
sensitivities—multiple chemical sensitivity. Canadian Family Physician 64 (6): 413-
415. Link: https://www.ncbi.nim.nih.gov/pmc/articles/PMC5999262/

Institute of Medicine (2015) Beyond Myalgic Encephalomyelitis/Chronic Fatigue
Syndrome: Redefining an lliness, Washington, DC: The National Academies
Press. Link: https://www.ncbi.nlm.nih.gov/pubmed/25695122
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Jason et al. (2010) The Development of a Revised Canadian Myalgic
Encephalomyelitis Chronic Fatigue Syndrome Case Definition. American
Journal of Biochemistry and Biotechnology 6 (2): 120-135. Link:
https://thescipub.com/PDF/ajbbsp.2010.120.135.pdf

Jason LA, et al. (2015) Myalgic Encephalomyelitis: Symptoms and biomarkers.
Curr Neuropharmacol. 13(5):701-34. Link:
https://www.ncbi.nim.nih.gov/pubmed/26411464

Jason LA, et al. (2015) Reflections on the Institute of Medicine's systemic
exertion intolerance disease. Polish Archives of Internal Medicine, 125 (7-8): 576-
581. Link: https://www.ncbi.nim.nih.gov/pmc/articles/PMC4826027/

Jason LA, et al. (2016) Are Myalgic Encephalomyelitis and Chronic fatigue
syndrome different illnessese A preliminary analysis. Journal of Health
Psychology 21(1): 3-15. Link:
https://www.ncbi.nim.nih.gov/pmc/articles/PMC4125561/

Jason LA, et al. (2017) Clinical Criteria Versus a Possible Research Case
Definition in Chronic Fatigue Syndrome/Myalgic Encephalomyelitis. Fatigue 5
(2): 89-102. Link: https://www.ncbi.nim.nih.gov/pubmed/29062593

Jason LA and Johnson M (2020) Solving the ME/CEFS criteria and name
conundrum: the aftermath of IOM. Fatigue: Biomedicine, Health and Behaviour
8 (2). Link:
https://www.tandfonline.com/doi/abs/10.1080/21641846.2020.17578092journal
Code=rftg20

Johnston et al. (2013a) The prevalence of chronic fatigue syndrome/ myalgic
encephalomyelitis: A meta-analysis. Journal of Clinical Epidemiology 5(1):105-
10. Link: https://www.ncbi.nlm.nih.gov/pubmed/23576883

Johnston et al. (2013b) Johnston S, Brenu EW, Staines D & Marshall-Gradisnik S.
The adoption of chronic fatigue syndrome/myalgic encephalomyelitis case
definitions to assess prevalence: a systematic review. Annual Epidemiology
23(6):371-6. Link: https://www.ncbi.nim.nih.gov/pubmed/234683713

Johnston et al. (2016) Epidemiological characteristics of chronic fatigue
syndrome/myalgic encephalomyelitis in Australian patients. Journal of Clinical
Epidemiology 8:97-107. Link: https://www.ncbi.nlm.nih.gov/pubmed/272797 48

Lancet, The (1956) A New Clinical Entity2 [Leading article]. The Lancet
267(6926): 789-790. Link:
http://www.thelancet.com/journals/lancet/article /PlIS0140-6736(56)21252-
1/abstracteshowall=true
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Lancet, The (2015) What's in a name?¢ Systemic exertion intfolerance disease [
Editorial]. The Lancet 385 (9969): 663. Link:
http://www.thelancet.com/journals/lancet/article/PIISO140-6736(15)60270-

7/fulltext

Lane RJM. (2000) Chronic fatigue syndrome: is it physical2 Journal of Neurology,
Neurosurgery & Psychiatry 69(3): 289-289. Link:
http://innp.bmj.com/content/69/3/289.1

Lim E and Son C (2020) Review of case definitions for myalgic
encephalomyelitis/chronic fatigue syndrome (ME/CFS). Journal of Translational
Medicine 18 (1): 289. Link: https://pubmed.ncbi.nim.nih.gov/32727489/

Murga | and Lafuente JV (2019) From neurasthenia to post-exertion disease:
Evolution of the diagnostic criteria of chronic fatigue syndrome/myalgic
encephalomyelitis. Atencion Primaria [Epub ahead of print]. Link:
https://www.ncbi.nim.nih.gov/pubmed/31182238

Nacul L, et al. (2017) Differing case definitions point to the need for an accurate
diagnosis of myalgic encephalomyelitis/chronic fatigue syndrome. Fatigue 5
(1): 1-4. Link: https://www.ncbi.nim.nih.gov/pubmed/29250461

O’Leary D (2019) Ethical classification of ME/CEFS in the United Kingdom.
Bioethics 33 (6): 716-722. Link: hitps://www.ncbi.nim.nih.gov/pubmed/30734339

Scartozzi S et al. (2019) Myalgic encephalomyelitis and chronic fatigue
syndrome case definitions: effects of requiring a substantial reduction in
functioning. Fatigue: Biomedicine, Health and Behaviour. Link:
https://www.tandfonline.com/doi/abs/10.1080/21641846.2019.1600825

Sharif K, et al. (2018) On chronic fatigue syndrome and nosological categories.
Clinical Rheumatology. Link: https://www.ncbi.nlm.nih.gov/pubmed/29417255

Studd J and Panay N. (1996) Chronic fatigue syndrome [Letter to the editor].
The Lancet 348(9038): 1384. Link:
http://www.thelancet.com/journals/lancet/article/PlISO140-6736(05)65448-
7 /fulltext

Sunnquist M, et al. (2017) A Comparison of Case Definitions for Myalgic
Encephalomyelitis and Chronic Fatigue Syndrome. Journal of Chronic Disorders
and Management 2 (2). Link: https://www.ncbi.nlm.nih.gov/pubmed/29104961

Twisk F (2018) Dutch Health Council Advisory Report on Myalgic
Encephalomyelitis and Chronic Fatigue Syndrome: Taking the Wrong Turn.
Diagnostics 8 (2). Link: https://www.ncbi.nim.nih.gov/pubmed/29772739
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Twisk F (2018) Myalgic Encephalomyelitis (ME) or What¢ An Operational
Definition. Diagnostics 8 (3). Link:
https://www.ncbi.nim.nih.gov/pubmed/30205585

Twisk F. (2018) Myalgic Encephalomyelitis or What¢ The International Consensus
Criteria. Diagnostics 9 (1): 1. Link: https://www.mdpi.com/2075-4418/9/1/1

Twisk FNM (2019) Myalgic Encephalomyelitis, Chronic Fatigue Syndrome, and
Chronic Fatigue: Three Distinct Entities Requiring Completely Different
Approaches. Current Rheumatological Reports 21 (6): 27. Link:
https://www.ncbi.nim.nih.gov/pubmed/31073713

Van Campen L et al. (2020) Validation of the Severity of Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome by Other Measures than History:
Activity Bracelet, Cardiopulmonary Exercise Testing, and a Validated Activity
Questionnaire: SF-36. Healthcare 8 (3). Link: https://www.mdpi.com/2227-
9032/8/3/273

World Health Organisation (2020) International Classification of Diseases 11. Link:
https://icd.who.int/browse11/I-m/en#/http://id.who.int/icd/entity/562175314

World Health Organisation (2016) International Classification of Diseases 10. Link:
https://icd.who.int/browse10/2016/en#/G93.3

2. Epidemiology

Bhatia S et al. (2019) A Cross-National Comparison of Myalgic Encephalomyelitis
and Chronic Fatigue Syndrome at Tertiary Care Settings from the US and Spain.
American Journal of Social Sciences and Humanities 5 (1) : 104-115. Link:
http://onlinesciencepublishing.com/assets/journal/JOU0022/ART00450/1576732
660 _AJSSH-2020-5(1)-104-115.pdf

Chandan J et al. (2019) Intimate Partner Violence and the Risk of Developing
Fibromyalgia and Chronic Fatigue Syndrome. Journal of Interpersonal Violence
[Epub ahead of print]. Link:
https://journals.sagepub.com/doi/abs/10.1177/08862605198885152journalCode
=liva

Chu L, et al. (2019) Onset patterns and course of myalgic encephalomyelitis/
chronic fatigue syndrome. Frontiers in Paediatrics 7: 12. Link:
https://www.ncbi.nim.nih.gov/pubmed/30805319

Collin SM, et al. (2017) Trends in the incidence of chronic fatigue syndrome and
fioromyalgia in the UK, 2001-2013: a Clinical Practice Research Datalink study.
Journal of the Royal Society of Medicine 110 (6): 231-244. Link:
https://www.ncbi.nim.nih.gov/pmc/articles/PMC5499564/
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Comerford B and Podell R (2019) Medically Documenting Disability in Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) Cases. Frontiers in
Paediatrics 7: 231. Link: https://www.ncbi.nim.nih.gov/pubmed/31334205

Evans M and Jason L (2018) Onset patterns of chronic fatigue syndrome and
myalgic encephalomyelitis. Research on Chronic Diseases 2 (1): 001-0030. Link:
http://www.openaccessjournals.com/articles/Onset%20patterns%200f%20chron
ic%20fatigue%20syndrome%20and%20myalgic%20encephalomyelitis.pdf

Estevez-Lopez F, et al. (2018) Prevalence and incidence of myalgic
encephalomyelitis/chronic fatigue syndrome in Europe-the Euro-epiME study
from the European network EUROMENE: a protocol for a systematic review. BMJ
Open 8 (9): e020817. Link: hitps://www.ncbi.nim.nih.gov/pubmed/30181183

Estevez-Lopez F et al. (2020) Systematic Review of the Epidemiological Burden
of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome Across Europe:
Current Evidence and EUROMENE Research Recommendations for
Epidemiology. Journal of Clinical Medicine 9 (5). Link:
https://www.mdpi.com/2077-0383/9/5/1557

Fatt S, et al. (2019) The Invisible Burden of Chronic Fatigue Syndrome in the
Community: a Narrative Review. Current Rheumatology Reports 21: 5. Link:
https://link.springer.com/article/10.1007/s11926-019-0804-2

Ghali A et al. (2020) Epidemiological and Clinical Factors Associated With Post-
Exertional Malaise Severity in Patients With Myalgic encephalomyelitis/chronic
Fatigue Syndrome. Journal of Translational Medicine 18 (1): 246. Link:
https://pubmed.ncbi.nim.nih.gov/32571354/

Jason LA, et al. (1999) A community-based study of chronic fatigue syndrome.
Archives of Internal Medicine 159 (18): 2129-2137. Link:
https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/415556

Lacerda E et al. (2019) A logistic regression analysis of risk factors in ME/CFS
pathogenesis. BMC Neurology 19 (275). Link:
https://bmcneurol.biomedcentral.com/articles/10.1186/512883-019-1468-2

Lewis |, et al. (2013) Is chronic fatigue syndrome in older patients a different
disease? — a clinical cohort study. European Journal of Clinical Investigation 43
(3): 302-308. Link: https://www.ncbi.nim.nih.gov/pubmed/23397955

Li M et al. (2020) Associations of occupational stress, workplace violence and
organizational support on chronic fatigue symptoms among nurses. Journal of
Advanced Nursing [Epub ahead of print]. Link:
https://onlinelibrary.wiley.com/doi/abs/10.1111/jan.14312
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8.4 Symptoms

Pain — see Biomedical Research, 4.21 above.

Post-Exertional Malaise — see Biomedical Research, 4.23 above.
Sleep disturbance - see Biomedical Research, 4.26 above.
Vision — see Biomedical Research, 4.28 above.
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We are a national charity working hard to make the UK a better place for
people whose lives have been devastated by an often-
misunderstood neurological disease.
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Just click the image opposite or click here for one-off
THE ME ASSOCIATION donations or to establish a regular payment.

You can even establish your own fundraising event

DONATE on JustGiving.

Or why not join the ME Association as a member and
be part of our growing community?

For a monthly (or annual) subscription you will also
receive ME Essential — quite simply the best M.E.
magazine!
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