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Welcome to the ME Association Index of Published ME/CFS ResHascls an X index of
the most important publishedesearchstudies and selected key documents and artidissed

by subjectmatter, on myalgic encephalomyelitis or chronic fatigue syndrome (ME/QHS)
correctto 315 August2020.

Thelndex will be updateét the end ofeach month and made availakilethe research section
of the ME Associatiowebsite.Each update will be accompanied by a website blog of that
Y2y (0KQ& L3gzsch abstricE B héldkeep you informed of the latest research
developments.

The Indexadoptsthe subjectheadingaused in the ME
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ME/CFS/PVES review of current clinical knowledge and research evidence.
i;}:yh('\:lpil:;z:ll)(1):;):-:1]L Thisauthoritative and populaguide is witten by Dr Charles

ShepherdHon. Medical Adviser to the ME Associateord Dr

Abhijit Chaudhusl O2y adz Gl yid ySdz2NBt23Arad |
Romford.

The 2020 editioas now been published anddsailable to
order from the website shopWe are pleased to be able to offer
free hard copies to health professionals upon application

The ME Asociation arevery grateful to Dr Barbara de Barr@harlotteStephensand Russell
Fleming for producingthis Index which is proving a very popular and helpésburce.

Please support our vital work

We are a national charity working hard to make UK a better place for people whose lives
have been devastated by an oftenisunderstoocheurological disease.

If you would like to support our efforts and ensure we are able to
inform, support, advocate and invest in biomedical research, then

Donate please doate today.

the ME association

Just click the image opposite asit our JustGiving pader one-off
donations or to establish a regular payment. You can even
establish your own fundraising event.

Or why ot join the ME Associatioas a membeand be part of our growing communityr a
monthly (or annual) subscription you will also recdifé Essentiaj quite simply the best M.E.
magazine in the UK today!

The ME Associatioi Apollo Office Court, Radclive Road, Gawcott, Bucks, MK18 4DF
ME Connect Helplin@344 576 532@vailable every day of the yeduring the hours of
10aml12noon, 2prdpm and 7preOpm.The ME Association isegistered charity number
801279

1] 123


http://www.meassociation.org.uk/research/
https://meassociation.org.uk/product/clinical-and-research-guide/
https://meassociation.org.uk/product/clinical-and-research-guide/
https://www.justgiving.com/meassociation
http://www.meassociation.org.uk/about-the-mea/membership/
http://www.meassociation.org.uk/about-the-mea/me-essential/
https://www.justgiving.com/onecheckout/donation/direct/charity/183616
https://meassociation.org.uk/product/clinical-and-research-guide/

The ME Association Index of Published ME/CFS Rese

| 2yGSyia
FOTEWOI. ... et 1
1. Nomenclature and definition............coouuiuuiii e 5
2 =t oo [T a1 o] [oTe |V PP UPPPPPPPTRPPPPPIN 8
R O3 o] 1 o] T[] PP PRSSP 10
4. BiomediCal RESEAICKL.........uuuiii e 12
4.1 Biobhank UK ME/CES.......oi oot eme e e et e e e e et e e e e e 12
4.2 Biomarker Landscape ProjeCh........coooiiiiiiiiiiiieee ittt 12
4.3 CardiaC FUNCHOM ......oeeiiiiiiiiie et e e e e e e e e e e e e 13
4.4 Exercise PhySiOlOgY/TESTING .......uuiieeeeii ettt eee e e e e eeenaes 15
4.5 Gastrointestinal and MiCrobIOME. ............oiiii e 16
4.6 GENE EXPIESSIALL....ceieeeieiiiiieseeeeeeeeiaa e e e e e e e eteeeattbae e aeeeebaabaaaa e e e e e e e eeeessneeeeeees 18
4.6. 1 EPIGENELICS. ..o i e ettt 21
A.7 GENEIAI TEVIBWS. ...ttt ettt ettt e e et bbb e e e e e e e e e e e e st e e e eeees 21
4.8 GenetiC PrediSPOSITIONL.......cvviiiiiiiie e eeet et e e e e e e e e e eeeeean 23
v e 14018010 0 o] (oo )Y TP 24
410 INFECHON ... 32
4. 11 10N CRANNEIS......oeiiiiiiiiiiiiii ettt ee e 37
4.12 METADOIOMICS......uuvtitiiiieieee ettt see bbb e e e e e e nnnnebnneee 38
4. 13 MiISCHANEGOUS .......uutiriiiitiiieiii it ettt ettt e smes bbbt e e e e e e e e e nnnneenneees 39
4.14 Mitochondria and energy producCtiQn.............ccoeeerieiiieeeiiie e 41
415 MUSCIE. ...ttt nnn bt 43
4.16 Neurology: Amnomic nervous system (ANS) dysfunction.............cccccooeevveeeens a4
4.17 Neurology: Central nervous system and Neuroimaging..........cccoeeeevveeeeerennnnnnnn 47
4.18 Neurology: Hypothalamic and neuroendocrine functian.................ccccvveeeevnnnn... 53
4.19 Neurology: Neuropsychology and cognitive function...............ccccoeeveeeeieeeninnnnnn. 55
4.20 Neurology: Neurotransmitter fUNCiaN............cccoiiiiiiiiiiee e, 56
I e 1| PP PPPR 57
4.22 Phenotypes and SHIFOUPS.........cuuuiiiiiiiiiiieeeieee e s e e e e e e e e teeeat e e e eeaean e 58
4.23 PostExertional Malaise (PEM)........cooooiiiiiiiiii e eeee e 59
4.24 POSIMOIeM reSEAICH.......ooi i 60
4.25 SIEep diSTUIDANCE. ... .cciiiie it eeaans 61

The ME Associatioi Apollo Office Court, Radclive Road, Gawcott, Bucks, MK18 4DF
ME Connect Helplin@344 576 532@vailable every day of the yeduring the hours of
10aml12noon, 2prdpm and 7preOpm.The ME Association isegistered charity number
801279

2| 123



The ME Association Index of Published ME/CFS Rese

Y (< (o] I PRSP 63
5. Psychiatry and pSyCholQgy...........ooiiiiiiiiiiiee e 63
S To ol (o] (0] 1 F PP UPP PP SUPPPPPPPIN 65
7. Future research recommendationS.............uiiiioiiiiimeie e 66
8. Clinical assessment, symptoms, and diagnosis..........ccccevieiiieeiiniineeeeiinnnnnn. 68

8.1 GBNEIAL.....ciiiiiieieie et e e 68

8.2 INVESHIGALIONS. .....cceiiiiieiitti e eee ettt e et e e e e e e e e e e e 73

8.3 Physical @XamiNatiQml...........ccoiiiiiiiiiiie e 76

SR Y 101 0] (0] 141 TP TRP PP L7
9. MaANAGEIMENL.....ciiitii et e e e e e e e e ennn e nennn e s nmneeennnnd ]

9.1 Cognitive Behavioural Therapy (CBT)......couuuuiiiiiiiieeeiiiiiii e 77

9.2 Complementary and alternative therapies...........ccccceeiiiiiiicee i 81

LS IRC I 1= =V (o I 011 o PP 83

9.4 Exercise, Pacing and activity Management...........couuuuuurieerieriiiiiinneeeeeeeeeeeeeanns 84

9.5 General MaNAgEMEIT..........uuuuiuiiiie e eeeti e e ettt e e e e st e e e e e e e eeeenns 38

L ST S i = | TR I o = 91

9.7 Pharmacological trealMeEnL..........ccoviiiiii e ere e e e 94

Lo IR I (=0 | = g xRS 104
10. Prognosis and quality Of life........cc..uiiiiiiiii e 104

0 o T PSP 104

0 2 1Y o =11 Y 105

10.3 PrognosiS aNd FECOVEIY .. ....cieieii e eeeeiii s eeeee e e e e e e e et e e e e e et e e e e araeees 105

10.4 QUAlItY OF lIf@.. i 106

L1O0.5SEVEIE ME .. ..o 107
Y = (oo | 0 F= 11 0] PSSO 108
12. Children and adoleSCENTS.........coiiiiiiiiiie e eeeiir e eeeanae 110
13. Government DOCUMENIS. .......iiii et ee et e e e e e e eeanes 118

13.1 Disability SUPPOKL.....cooe e e enaas 118

13.2 ECONOmMIC COSt 10 the UK .....ooiviiiiiiiiiiiiiiiee e 119

13.3 General reports, debates, and Statemenis.........ccoooovvviii e 120
I =T 11 (o= U= SR 121
The ME Association: Please support OUBIMBOIK. ...............oeeeeiiiieeieneeeiiiieeeeens 123

The ME Associatioi Apollo Office Court, Radclive Road, Gawcott, Bucks, MK18 4DF
ME Connect Helplin@344 576 532@vailable every day of the yeduring the hours of
10aml12noon, 2prdpm and 7preOpm.The ME Association isegistered charity number
801279

3| 123



The ME Association Index of Published ME/CFS Rese

ME CONNECT
We.re qhiv:e to help

m

Do you need to talk?

ME Connect is the telephone helpline service
of the ME Association, It provides mformation and support
for people with ME and those who live with or core for them

ME Connect provides a safe ond understanding environment
for people with ME 5o that they know they are
being heard and vnderstood

ME Connect Is a member of the Helplines Partnorship
which promotes high standards,

CALL 0344 5786 5326

10am-12noon
Zpm-4pm, 7pm-Spm
evory day of the yoar

“Thank
you for being there, you
pronide o wonderfil service”

"MEComnect pave me information,
reassorance and the tools to cope”

I post want 1o say thank yoo
You saved myg ife”

Calts cOSt the sams s 0o SLANASro ENaiing Muanbers (starting 01 or 02)
i1 you have & coll package 10r your RSGENG oF MoDae phono then
S WHE ROATGTY COMe OUT OF YOUIr INRCAURIVE ITIMEOS.
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Please noteRese&ch published after June 20Zthe date of thelastupdate tothe
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below.
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