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Long COVID forum 9 - 10 December 2020

Nothing about us without us

Fantastic to hear from people living with Long COVID, clinicians and
researchers from around the world (16 countries, agenda). Co chairs
Included research funders and the WHO. Joined by almost 900 people
(1,400 registered) over the 2 days and over 7,400 views on YouTube so
far.

Dr Tedros opened the meeting and used the three R’s in relation to Long
COVID:.

. Recognition

. Research

. Rehabilitation
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Long COVID forum 9 - 10 December 2020

‘Nothing about us without us’

1) What is causing my illness?
Why me? Why did | get it? Why do others recover quickly?
Is the virus still there? Autoimmunity? What investigations do | need?

2) How do | recover?

Can somebody help me? How do | get my life back? Medications? Rehab? What? Where? How to get? Some

people have to pay for their health care or medication. What should | do NOW? Can we be re-infected? What
about Vaccination? Shielding?

3) Concern for others

How many others are affected? How to prevent others from getting this? Can early treatment lessen the
severity of Long COVID?

4) How to define Long COVID (case definition and clinical features) count it?

Need a systematic way to define cases - Does the case definition for COVID testing need to be
broader?

One/many conditions?
Patterns to predict progression?
Long-term disability and mortality?



Long COVID forum 9 - 10 December 2020

‘Nothing about us without us’

5) Children and Long COVID does occur but less well recognised

6) Long COVID and people living with other conditions, e.g. HIV, TB.
« Lessons learnt from following up other ilinesses such as Ebola, HIV,
chikungunya

7) Mental health impact possibly direct effect of virus, and consequence of
effect on quality of life, loss of earnings, relationship breakdown etc.

8) The need for early interventions studies — (e.g. ANTICQOV, Principle study)
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Long COVID forum 9 - 10 December 2020

Whilst so much good work is being done, it is striking how much we do not
Know:

Only 45/5000+ COVID-19 research projects are looking at Long COVID
How many of these are focused only on post-hospitalised patients?
Not a single study into the long-term effects in children!

Results from living systematic review:

* Need clear case definition

« High quality case-controlled studies to establish causal links

 Needtoinclude younger patients and children, data from LMICs and those
managed in the community



Long COVID forum 9 - 10 December 2020

Lancet ID Feb 4t 2021 Olliaro et al

Identyify aetiology, pathogenesis, impacts of comorbidities and co-infections, effects
of treatments and vaccinations ™

Clinical research & biomedical science angle

Adapt to deliver interventions
Identify science-
and patient-informed

Agree an interim case definition, multi-disciplinary (medical
establish cousality, establish and non-medical) holistic Health system angle

burden across full range of approach to

populations - Prevent Adapt to identify and support

Treat

with multidisciplinary care
Support

Patient-centred angle

Experiences, need for recognition by medical professionals, treatments,
social vulnerabilities, stigma, isolation, mental health




Research priorities for Long Covid: refined . B Mc

through an international multi-stakeholder
forum

Gail Carson” and Long Covid Forum Group

Carson and Long Covid Forum Group BMC Medicine
https//doiorg/10.1186/512916-021-01947-0

Table 1 Research priorities identfied at the Long Covid Farum Framework for identifying research needs from the Lang COMID Forum

Research priorities (aligned to the WHO mid-term  identified sub-priority for Long Covid
and longterm resaarch priorities 2019 novel
coronavirus [4])

Population s {multi-country studies needed)

Virus: natural history, transmission and diagnosis - ldernfy pathoganesis
- Investigate he impact of Cheonc and acute co-infactions

Epidemiol ogical studies - Define the dincd oresenations of Long Covd &nd haactedse te Durden
andd spercrum of Long Covid 30008 populations acodng 1o dey cxe
definiton

-Dewmming any S0CA0N DEtvean host genetc facoes and Long Covd

Cinical characterisation and management - Agme cae gefniton and dagnoss
- Estanish causaly
Felatordhip Detveen Houw diaase and Long Cond devEopiment
- Descnibe undedying machanisms 10 idertify potential therapeutic Tges
- InvestigEe patiCoeness 10 expain ag Trombolc Bndencas agan mpaErmean
-lnveigare e impac of dvonc and aouke co-nfactions and o
modycties
- Chamcierse menta hedth and neutlogica impacts

Candidate therapeutics R&D - Investigate ativied and avtiHnflammantey hieapeaiics and treapautc
nenings 1o peavent Long Covd
- IveStigae TemEpeuics 10 et Long Covid Smprams and ron-phamm aceuticy
nterventions

Candidate vaccines R&D - Iwedicae he impact of CONMD- S vaconanon oo pacgple with Long Cowd
-Investigae vhether vacdnaton prevents Long Cowd
-lovegigare m-anfecton in peopie with Long Cond and impact on vaodne
peicdty st

Social sciences in the outbreak response - Heath synsms tesexch oo identfying and supoonting Lorg Comd caes
{through holistic cae)

Hospitaad patienty, non-haspetdised patents; anica
Gagnoss only, Indhidak, chiden, wirerabie
COMMUNTes résauce-consianed populatons




WHO Post COVID-19 Condition: updates on work areas

Next webinar scheduled for 15 June 2021

« Share Clinical case definition

Expanding our understanding of (pre"minary results of Delphi SUI’VGY).
Post COVID-19 condition

Report of a WHO webinar, 9 February 2021 "'-"(’).‘},‘2,,‘,34:',“;;!2?  Focus on pathophys|o|ogy and
- : mechanisms.

« Simultaneous working groups on
mechanisms and care models.

%7”}1

.y World Health https://www.who.int/publications/ifitem/9789240025035 | EME
{\‘% VOrgamzatlon L. L. = EMERGENC,‘..E,,S,.....,.




Expanding our understanding of Post COVID-19 condition

Tuesday, 15 June 2021, 13:00-16:00 CET WHO EB Room
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Expanding our understanding of
Post COVID-19 condition

Ind wadinar
18 June 2001, 11809890 CEY
WHD Bxecutive Doard Rosm, Geneva NGO snd 2oon

Meeting background and agenda
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https //covid19.nih.gov/nih-strateq ponse-covid-19 b 76 ¥ ® 2 0

& e
N I H 2021 NIH-Wide COVID-19 Strategic Plan outlines our plans to address the most recent challenges of COVID-19, such as Post-
Acute Sequelae of SARS-CoV-2 Infection (PASC), or Long COVID, and SARS-CoV-2 variants.

Our work continues to be guided by five strategic priorities.

g——— . . . .
/ N, Priority 1: Improve Priority 2: Advance Research to
{ 2 y it oo g
| ifb ) Fundamental Knowledge £ Improve Detection
\ J = z
N\ / of SARS-CoV-2 and COVID-19 disease progression, by developing and validating new assays and

\—,

outcomes, and recovery retooling existing diagnostic platforms
“oio Priority 3: Support Research to Y S .,  Priority 4: Accelerate Research
[] > Advance Treatment .' y,_Q | to Improve Prevention
\ P by evaluating new or repurposing existing ‘\\ ‘ // by developing vaccines, other methods to
o treatments and defining implementation B prevent transmission, and implementation
strategies models

>, Priority 5: Prevent and Redress
:: | Poor COVID-19 Outcomes

in health disparity and vulnerable populations

2021 NIH-Wide Strategic Plan for COVID-19
Research

NIH has made incredible progress toward understanding, READ THE PLAN 0

diagnosing, treating, and preventing SARS-CoV-2 infection and
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Long COVID projects
June, 2021

COORDINATION & LEARNING
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I n t ro d u Cti o n Locations of long COVID projects l
9f
B‘:
* Total projects as of 15" April, 2021:
* 10,608 projects
* Research involved 142 countries
* Funding investment of at least $4.7bn
» 201 funders
* Long COVID projects: m W I l

* 121 long COVID projects

* Funding investment of at least: $205.1m
* Research involved 44 countries

* 42 funders

COVID-19 RESEARCH

COORDINATION & LEARNING
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Research focus and study populations

L!esoarehfows Number of projects
ﬁpewumol long- a7
m symptoms
* Most projects investigate the spectrum of long Human popuiations —— m
' - . . cases 26 projects b =
* No projects assess impact of vaccination on Hospitaksed it oo
lona COVID patients 1 projects i
9 Non- specific 63 projects rﬂm iz
. i 2 A 2 Some propcts Gl under mora than o @oa
* 6 projects involve on paediatric populations 15
* 90% of projects in human subjects (in confirmed Organ/system of research focus iagnosis
positive cases) Ceeol  Reiy i prcacty il indarenced ha e
D 5 @®
34 projects 14 projects 24 projects COVID-19 RESEARCH
Norrspacific Cheonic fasigus Cthers

Q inflarmmatocy
&- dseass
{3 project)

Kiney dseaso

47 projects 9 projects {3 projects)

Sorme projects fall under morw than 0ne sres COORDINATION & LEARNING

#GLOPID
R 14



Projects mapped to the long COVID research

priorities
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GL PID-R

Global Research Collaboratlon for Infectious Disease Preparedness

“Act before disease becomes persistent through long
delays”
OVID

Roman poet, a long time ago



