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a c k n o wl e d g e d  t h e  c o n diti o n ‘of fi ci all y ’ t hr o u g h  r e p orts,
w e b p a g es  a n d  s er vi c es  d e di c at e d t o  pr o vi di n g   m or e i nf or-
m ati o n,  s u p p ort  a n d/ or  pr a cti c al  a d vi c e  o n   L o n g   C o vi d.
M ost r e c e ntl y i n  F e br u ar y  2 0 2 1,   A nt h o n y  F a u ci ess e nti all y
r e n a m e d a n d   m e di c alis e d   L o n g   C o vi d as ‘p ost a c ut e s e q u e-
l a e  of   C o vi d’ ( P A S C).4 W hilst  s u c h  of fi ci alis ati o n  pr o-
c ess es   mi g ht  s e e m  li k e  t h e  n at ur al  r es ult  of   m or e  p e o pl e
r e p orti n g   L o n g   C o vi d  aft er  si g nifi c a nt  ti m e  p assi n g  si n c e
t h e i niti al  o ut br e a k i n t h e  b e gi n ni n g  of  2 0 2 0,  o n t h e  c o n-
tr ar y,  p ati e nts  a n d r es e ar c h ers  h a d  b e e n fi g hti n g t o  g et t h e
t er m  a n d  c o n diti o n  a c k n o wl e d g e d  as  f ar  b a c k  as  e arl y
S pri n g  2 0 2 0. 5 – 7 I n  t his  p a p er,   w e  us e  t h e  t er m ‘L o n g
C o vi d ’ t o i n cl u d e all dis c ussi o ns of si mil ar t er mi n ol o g y s ur-
r o u n di n g   L o n g   C o vi d,  n ot  o nl y   L o n g   C o vi d its elf.

I n d e e d,  pr e- d ati n g   W H O  a n d   C D C’s  p u bli c  h e alt h
c o m m u ni c ati o n s,  t h er e   w er e  j o ur n ali st s  ( oft e n  s uff er er s
of   L o n g   C o vi d – s o m eti m e s  k n o w n  a s ‘L o n g   H a ul er s ’ –
t h e m s el v e s),8 o nli n e  s o ci al   m e di a  p ati e nt  n arr ati v e s,
gr a s s-r o ot s  p ati e nt-l e d a cti vi st i niti ati v e s, 9 – 1 1 a n d  a r el a-
ti v el y s m all  gr o u p  of r e s e ar c h er s/ a c a d e mi c s:  all  a cti v el y
hi g hli g hti n g  t h e  n e e d  f or   m or e  r e s e ar c h,  i nf or m ati o n,
m e di c al  a c k n o wl e d g e m e nt  ( n ot  t o   m e nti o n  a  st o p  t o
w h at  o nli n e  di s c o ur s e  r ef err e d  t o  a s ‘g a sli g hti n g ’ fr o m
u ni nf or m e d   G P s),  a n d  gr e at er cl arit y  s urr o u n di n g  tr e at-
m e nt  a n d  r e h a bilit ati o n  i n  of fi ci al  h e alt h  c o m m u ni c a-
ti o n s.   Alt h o u g h   L o n g   C o vi d  h a s  n o w  b e e n i n cr e a si n gl y
r e c o g ni s e d  a n d ‘of fi ci ali s e d ’ si n c e  t h e  e n d  of  2 0 2 0,   w e
n o w  f a c e  n e w  c o n c er n s  r e g ar di n g  v a c ci n e s  a n d  n e w
S A R S- C o V- 2  str ai n s.   M o vi n g f or w ar d s, it i s  cr u ci al   w e
l e ar n fr o m  h o w i niti al  di s cr e p a n ci e s  b et w e e n ‘u n of fi ci al ’
a n d ‘of fi ci al ’ a c c o u nt s  of   L o n g   C o vi d l e d t o s o m e  n e g a-
ti v e i m p a ct s f or t h e   L o n g   C o vi d  c o m m u nit y.

I n t h e   w or d s  of   W H O, ‘m u c h i s  still  u n k n o w n  a b o ut
h o w   C o vi d- 1 9  aff e ct s  p e o pl e  o v er  ti m e ’.1 2 T h e   L o n g
C o vi d c o m m u nit y ’s v oi c e h a d a dir e ct i m p a ct o n i n cr e a s-
i n g  c oll a b or ati o n  b et w e e n p ati e nt s,  r e s e ar c h er s  a n d
h e alt h c ar e  pr of e s si o n al s  ( H C P s),  l e a di n g  t o  gr e at er
a w ar e n e s s,  k n o wl e d g e  a n d i m pr o v e d  h e alt h  s u p p ort  s er-
vi c e s  f or  l o n g-t er m   C o vi d- 1 9  p ati e nt s. 1 3, 1 4 A s   w e  c o n-
ti n u e  t hr o u g h  f urt h er  u n k n o w n s,  it  b e c o m e s
i n cr e a si n gl y  cr u ci al  f or  e v er y  c o u ntr y t o  b e gi n  r e s e ar c h
at  gr o u n d  l e v el,  t hr o u g h  li st e ni n g  t o  p ati e nt  n arr ati v e s
a n d  u n d er st a n di n g  t h e s e  n arr ati v e s  a s  n ot  j u st ‘p ati e nt
a c c o u nt s ’,  b ut  a s  c o- pr o d u c er s  of  s ci e ntifi c  k n o wl e d g e:
i n d e e d,  a s   N at ur e  ur g e s, ‘t h e y   m u st  al w a y s  gi v e  pr o p er
c o n si d er ati o n  t o  t h e  v oi c e s  of  p e o pl e   wit h   C o vi d- 1 9
a n d  t h eir  r e pr e s e nt ati v e s,   w h o  h a v e  d o n e  s o   m u c h  t o
p ut   L o n g   C o vi d  o n  t h e  h e alt h-r e s e ar c h  a n d  p oli c y
a g e n d a ’.1 5

W hilst  g o v er n m e nt al  r es p o ns es   w orl d wi d e  h a v e  h a d
v ar yi n g l e v els  of s u c c ess i n t er m s  of  c o nt ai n m e nt,  n u m b er
of  d e at hs  a n d ‘r e c o v eri es’ fr o m   C o vi d- 1 9,   w h at  r e m ai ns
t h e  s a m e  i n  all  c o u ntri es  is  t h e  e xist e n c e  of   L o n g   C o vi d
a n d t h e i n cr e asi n g  n u m b er  of   L o n g   H a ul ers   w orl d wi d e. It
is  i m p er ati v e  t o  u n d erst a n d  t h at   w hilst   C o vi d- 1 9  is  a

gl o b al iss u e, s p e ci fi c s o ci o- c ult ur al,  p oliti c al a n d e c o n o mi c
c o nt e xts   m e a n  p ati e nts  e x p eri e n c e  t his  gl o b al  crisis  at  a
l o c alis e d l e v el t h at n e e ds a n a p pr o pri at e l o c alis e d r es p o n s e.
T his c a n  o nl y  h a p p e n if   w e  b e gi n  b y  b uil di n g a  k n o wl e d g e
b as e t h at st arts   wit h t h e  p ati e nt.   O nl y t h e n c a n   w e  b e gi n t o
u n d erst a n d  t h e   missi n g  g a ps  i n  k n o wl e d g e  s urr o u n di n g
C o vi d- 1 9,  a n d   w h at tr e at m e nt  a n d r e h a bilit ati o n  str at e gi e s
mi g ht l o o k li k e f or t h os e li vi n g   wit h   L o n g   C o vi d.

T a ki n g  t h e   U K  as  a  c as e  st u d y,  i n  t h e  f oll o wi n g,   w e
e x pl or e t hr e e  k e y ar e as t hr o u g h  q u a ntit ati v e a n d q u alit ati v e
a n al ys es  of  d at a  c oll e ct e d fr o m   T witt er,  F a c e b o o k,   Bl o gs,
F or u ms  a n d  ot h er  s m all er  pl atf or m s  b et w e e n  1  J a n u ar y
2 0 2 0 a n d 1 J a n u ar y 2 0 2 1.  Firstl y, b y f o c ussi n g  o n d at a c ol-
l e ct e d  d uri n g t h e ‘fi rst   w a v e’ of t h e  p a n d e mi c i n t h e   U nit e d
Ki n g d o m ( M ar c h t o   M a y 2 0 2 0), 1 6 w e hi g hli g ht t h e n e g ati v e
c o ns e q u e n c e s t h at aris e   w h e n t h er e is a dis c o n n e ct b et w e e n
of fi ci al h e alt h c o m m u ni c ati o ns a n d r es e ar c h, a n d t h at of t h e
a ct u al li v e d  r e aliti es  of t h os e  s uff eri n g  fr o m   L o n g   C o vi d.
S e c o n dl y,  b y  f o c ussi n g  o n  d at a  c oll e ct e d  d uri n g  t h e  st art
of  t h e ‘s e c o n d   w a v e ’ of  t h e  p a n d e mi c  i n  t h e   U nit e d
Ki n g d o m ( O ct o b er  2 0 2 0 t o J a n u ar y  2 0 2 1)   w e  als o  d e m o n-
str at e  h o w  i n  cl osi n g  t h e ‘g a p ’ b et w e e n  t h es e  pr e vi o u sl y
c o n fl i cti n g  dis c o urs es  ( offi ci al  h e alt h  c o m m u ni c ati o ns –
u n of fi ci al  n e w   m e di a  a n d  p ati e nt  n arr ati v es),  l e d  t o  a
m or e i nt e gr at e d  a p pr o a c h t o s u p p ort, r es e ar c h  a n d s er vi c es
t h at c o nsi d er e d p ati e nt e x p eri e n c e.   T hir dl y, b y f o c ussi n g o n
d at a  c oll e ct e d  d uri n g  t h e  i niti al  st a g es  of  t h e   C o vi d- 1 9
v a c ci n e r oll e d- o ut i n t h e   U nit e d   Ki n g d o m (J a n u ar y  2 0 2 1),
w e  hi g hli g ht  s o m e  of  t h e  e m er gi n g  c o n c er ns;  t h es e   will
f or m t h e  b asis  of  o ur r e c o m m e n d ati o ns  of  ar e as t h at  n e e d
f urt h er  c o nsi d er ati o n  i n  r es e ar c h,  p oli c y  a n d  h e alt h c ar e
pr a cti c es.

M et h o d s

W e a d o pt e d a   mi x e d   m et h o ds a p pr o a c h i n v ol vi n g  q u a ntit a-
ti v e a n d  q u alit ati v e a n al ys es  of  1. 3 8   milli o n  p osts   m e nti o n-
i n g  l o n g-t er m  s y m pt o ms  of   C o vi d- 1 9,  g at h er e d  a cr oss
s o ci al   m e di a  a n d  n e ws  pl atf or ms  b et w e e n  1  J a n u ar y  2 0 2 0
a n d  1  J a n u ar y  2 0 2 1  ( T witt er,  F a c e b o o k,   Bl o gs,  a n d
F or u ms).   W e  c o n d u ct e d:  dis c o urs e  a n al ysis  of   w or ds,  a n d
s e nti m e nt  a n al ysis  of  h as ht a gs  a n d  e m ojis  ( pl e as e  s e e
b el o w  f or  f urt h er  d et ail s).   T a ki n g  a n  i n d u cti v e  a p pr o a c h,
w e tri a n g ul at e d r es ult s fr o m  o ur  a n al ys es  of  diff er e nt  d at a
s ets i n  or d er t o c o n d u ct a n  o v er all  q u alit ati v e t h e m ati c a n a-
l ysis.1 7 – 1 9 O n c e  p arti c ul ar  k e y t h e m es   w er e i d e nti fi e d, r el e-
v a nt p osts   w er e s el e ct e d f or f urt h er t e xt u al a n al ysis i n or d er
t o  dr a w  o ut  s p e cifi c  iss u es   w hi c h  i nf or m e d  o ur  o v er all
dis c ussi o n. 2 0, 2 1

D at a  c oll ecti o n

D uri n g t h e fi rst a n d s e c o n d   w a v es, d at a   w as c oll e ct e d a cr oss
all pl atf or ms gl o b all y. I n t h e fi rst   w a v e, t h e   m aj orit y of d at a
w as f o u n d  o n:   T witt er ( 1 4 3, 0 0 0);  F a c e b o o k ( 1 0 8 1);   Bl o gs
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( 2 2 0);   N e ws  p osts  o n  s o ci al   m e di a  ( 1 7 4);   R e d dit  ( 7 6);
F or u ms  ( 5 6)  a n d  ot h er  pl atf or ms  ( 2 0)  gi vi n g  l ess  r es ult s.
I n  t h e  s e c o n d   w a v e,  t h e   m aj orit y  of  d at a   w as  f o u n d  o n:
T witt er  ( 5 1 0, 0 0 0 t w e ets);  F a c e b o o k  ( 1 0, 3 0 0  p osts);   Bl o gs
( 2 3. 9 0 0);   N e ws  p osts  ( 2 9, 5 0 0);   R e d dit  ( 1 7, 4 0 0);  a n d
F or u ms  ( 1 0, 3 6 3  p osts).  I n  a d diti o n,  t h er e   w er e  2 1 2, 5 0 0
m e nti o ns  of  t h e   C o vi d- 1 9  v a c ci n e   wit hi n  t h e  c o nt e xt  of
t h e fi rst   U K   V a c ci n e  r oll o ut/ p h as e  a n d  t h e  eff e cts  o n
L o n g   C o vi d,   wit h   m ost  d at a  f o u n d  o n:   T witt er  ( 1 6 4 0);
F or u ms  ( 3 2 5);  a n d   Bl o gs  ( 1 4 7).  F a c e b o o k  p osts  s a m pl e d
w er e  at  t h e  o v er vi e w  l e v el,   wit h  t h e  n u m b er  of  p osts
r e c or d e d,  b ut  f or  r e as o ns  r el ati n g  t o  et hi cs  a n d  r estri ct e d
d at a  a c c ess,  f ull  d at a  fr o m  cl os e d  F a c e b o o k  gr o u ps  a n d
p a g es   w as  n ot  a n al ys e d. I n t his  c as e,  o p e n   T witt er,  F or u m
a n d   Bl o g  d at a   w as  us e d.

All  s o ci al   m e di a  d at a  p osts   w er e  c oll e ct e d  usi n g   m e di a
m o nit ori n g  s oft w ar e   M elt w at er. 2 2 M elt w at er  g a v e  us
a c c ess t o  all  hist ori c al  a n d  r e al-ti m e t w e ets,  a n d  a  s a m pl e
of ot h er s o ci al   m e di a p osts.   T his e n a bl e d us t o us e a d v a n c e d
s e ar c h t er ms t o  s e ar c h  all  p osts  s h ar e d   wit hi n t h e  s el e ct e d
ti m eli n e  (J a n u ar y  2 0 2 0  t o  J a n u ar y  2 0 2 1).   A   B o ol e a n
s e ar c h  t er m  (s e e   A p p e n di x  1  f or  t er ms) – i n cl u di n g  k e y-
w or ds  a n d  h as ht a g s  us e d  t o  r ef er  t o  p e o pl e ’s  e x p eri e n c es
of  l o n g-t er m  s y m pt o ms – w as  a d o pt e d  t o  c oll e ct  p osts
a b o ut  t h e   C o vi d- 1 9  p a n d e mi c.   W e  c o n c e ntr at e d  o n   L o n g
C o vi d  dis c ussi o ns  i n  t h e   U K  fr o m  b et w e e n  1  J a n u ar y
2 0 2 0 a n d 1 J a n u ar y 2 0 2 1.   O nl y p osts/ dis c ussi o ns f o c ussi n g
o n   L o n g   C o vi d   w er e  us e d.   T h e  s e ar c h  t er ms  us e d
w er e  cr e at e d  t o  c a pt ur e  b ot h   m e nti o ns  of   L o n g   C o vi d,
a n d  c o-r el at e d  p hr as es,   w or ds,  h as ht a gs  a n d  s a yi n gs
r el at e d  t o  t h e  e x p eri e n c e  of   L o n g   C o vi d.   H o w e v er,  p osts
n ot  c o nt ai ni n g  t h e  e xt e n d e d   B o ol e a n  s e ar c h  t er ms   w er e
n ot  pi c k e d  u p,   w hi c h   m e a ns  o nl y t h e s a m pl e  of  p osts r ef er-
e n ci n g   L o n g   C o vi d a n d c o-r el at e d t er ms   wit hi n t h e   B o ol e a n
w er e  s a m pl e d  a n d  pr o c ess e d  f or  dis c o urs e,  h as ht a g  a n d
e m oji a n al ysis. I n t his r es p e ct, a f ut ur e st u d y e n c a ps ul ati n g
all  c o n v er s ati o n  t hr e a ds  ar o u n d   L o n g   C o vi d,  i n cl u di n g
t h os e  t h at  d o  n ot   m e nti o n   L o n g   C o vi d  dir e ctl y   will  a d d
f urt h er  k n o wl e d g e t o t h e  e xisti n g lit er at ur e.

W e fi lt er e d f or  b ots  a n d tr olls  b y  e x cl u di n g  p osts fr o m
a c c o u nts   wit h  l ess  t h a n  t hr e e  f oll o w ers,  a n d  als o,   w h er e
a c c o u nts   w er e  l ess  t h a n  a  f e w  d a ys  ol d.   H o w e v er,   w e
a c k n o wl e d g e  t h at  it  is  e xtr e m el y  h ar d  t o  c o m pl et el y
e x cl u d e  p osts  b y  tr olls,  a n d  f urt h er m or e,  s o m e  p osts  b y
tr olls   m a y  h a v e  aff e ct e d t h e r es p o ns e s  of  n o n-tr olls  o n t h e
t o pi c  of   L o n g   C o vi d.   H er e,  f ut ur e   w or k  s h o ul d  r ef er  t o
Br o ni at o ws ki et al. 2 3 i n s p otti n g a n d tr a c ki n g t h e pr e v al e n c e
a n d i m p a ct  of tr olls   wit hi n t h e  c o nt e xt  of   L o n g   C o vi d  dis-
c o urs e  o n s o ci al   m e di a.

D at a  a n alysis

Disc o urs e  a n al ysis – w or ds. Dis c o urs e  a n al ysis  of  s o ci al
m e di a  p osts  (t h e   w or d e d  t e xt  of  t w e ets,   Bl o gs,  a n d
F or u ms) 2 4 w as  c o n d u ct e d  usi n g  t e xt  n et w or k  a n al ysis

s oft w ar e  I nfr a n o d us 2 5 t o   m e as ur e  t h e m es  a n d  p att er ns
o c c urri n g i n dis c ussi o ns ar o u n d   L o n g   C o vi d.   T h e b et w e e n-
n ess  c e ntr alit y  of  s u bt o pi cs   w as  als o  a n al ys e d  t hr o u g h
e x a mi n ati o n  of  c o n n e cti o ns  b et w e e n  s u bt o pi cs  t h at   mi g ht
li n k  diff er e nt  t y p es  of  c o n v ers ati o n  cl ust ers  t o g et h er  ( e. g.
dis c ussi o ns of p ersisti n g f e v er t h at als o   m e nti o n h e a d a c h es,
w h er e   m e nti o ns  of  h e a d a c h es  als o  o c c ur  i n  c o n v ers ati o ns
a b o ut l o w  bl o o d  pr ess ur e).

S e nti m e nt  a n al ysis – h as ht a g  a n d  e m oji. S e nti m e nt  a n al ysis
is us e d t o   m e as ur e t h e p ositi v e, n e g ati v e, or n e utr al f e eli n gs
of  us ers  of s o ci al   m e di a  pl atf or ms t o w ar ds  c o m m u ni c ati o n
ar o u n d  a  c ert ai n t o pi c, 2 6 w hi c h i n  o ur  st u d y  c o n c er ns t h e
e x p eri e n c e  of   L o n g   C o vi d  d uri n g t h e   C o vi d- 1 9  p a n d e mi c.
E m oji  a n d  h as ht a g  a n al ysis   w as  c o n d u ct e d  t hr o u g h  t h e
i nt er pr et ati o n  of  c o- o c c urr e n c e,  fr e q u e n c y  a n d  dis c o urs e
a n al ysis  ( wit h  t h e  s oft w ar e   T al k w al k er)   w hi c h  i n v ol v e d
e x a mi ni n g  h as ht a gs  a n d  e m ojis   wit hi n t h e  c o nt e xt  of t h eir
p osts. 2 7 – 2 9 T h e  I B M  (I nt er n ati o n al   B usi n ess   M a c hi n es
C or p or ati o n)   W ats o n ™ e m oti o n al  l e xi c o n   w as  us e d  t o
m e as ur e  diff er e nt  t y p es  of  e m oti o n  a cr oss  b ot h  t h e fi rst
a n d  t h e  s e c o n d   w a v es.   H er e,   w e   w er e  a bl e  t o  cl assif y
w h er e   w or ds   w er e  us e d  t h at  p ortr a y e d  s a d n ess,  f e ar,  j o y,
dis g ust,  or  a n g er  t o w ar ds  t h e  t o pi c  of   L o n g   C o vi d. 3 0, 3 1

W hilst  it  is  dif fi c ult  t o  a c c ur at el y   m e as ur e  p arti ci p a nts ’
tr u e  r e a cti o ns  a n d  c o m pl e x  e m oti o ns  usi n g  bi g  d at a  at  a
m or e  d et ail e d l e v el,  o ur  a n al ysis  d o es i n di c at e  s o m e  pr eli-
mi n ar y fi n di n gs t h at  h el p t o  est a blis h  t h e  b asi c  e m oti o n al
fi el d  of   L o n g   C o vi d  s uff er ers  o nli n e.  F ut ur e  r es e ar c h
c o ul d  b e  b uilt  u p o n  t h es e fi n di n gs,  usi n g  a  c o m bi n ati o n
of  ps y c h ol o gi c al  a n d t e xt u al  dis c o urs e   m et h o ds. 2 7

F urt h er m or e,   w e n ot e t h at i n t h e pr o c ess of a n al ysi n g t h e
us e  of  e m oji s  o n  s o ci al   m e di a – es p e ci all y  i n  r el ati o n  t o
c o m pl e x  h e alt h iss u es – t h e  diff er e n c es  b et w e e n i n di vi d u al
ps y c h ol o gi c al  c h ar a ct eristi cs,  d e m o gr a p hi cs,  pl atf or m s,
c ult ur al  b a c k gr o u n ds,  a n d  c o nt e xts   m a y  l e a d  t o  diff er e nt
a n d  c o m pl e x  u n d erst a n di n gs. 3 2, 3 3 It is   w ell  a c k n o wl e d g e d
i n  t h e  lit er at ur e  t h at  t h er e  ar e  diff er e n c es  i n  t h e   w a y  t h at
g e n d ers  us e  a n d  i nt er pr et  e m oji s. 3 4, 3 5 F or  e x a m pl e,
alt h o u g h   m e n  a n d   w o m e n  h a v e  b e e n  f o u n d t o  u n d erst a n d
t h e f u n cti o n  of  e m oji  si mil arl y,   w o m e n   w er e f o u n d t o  us e
e m ojis   m or e  fr e q u e ntl y  a n d  p ositi v el y,   w hil e   m e n  us e
l ess, b ut a   wi d er v ari et y of diff er e nt t y p es of e m oji, d e p e n d-
i n g  o n t h e  p u bli c  or  pri v at e t y p e  of  c o m m u ni c ati o n.3 6, 3 7 It
h as  als o  b e e n  f o u n d  t h at  e m ojis  ar e  us e d   wit h  a  hi g h
d e gr e e  of  c o nt e xt  s e nsiti vit y,   w hi c h   m e a ns  t h at  t h e y  ar e
e x c e e di n gl y d e p e n d e nt o n t h eir li n g uisti c a n d t e xt u al e n vir-
o n m e nt, 3 8 w hilst   m or e  s p e ci fi c  a n d  f o c us e d  e m oji  h a v e
b e e n  f o u n d  t o  b e  us e d  i n  gr o u ps   w h er e  p arti ci p a nts  ar e
m or e s y m p at h eti c t o  a  p arti c ul ar t o pi c. 3 9

W hilst   w e   w er e  a bl e t o l o o k  at t h e  diff er e n c e s  b et w e e n
g e n d er i n t h e  f or m  of t e xt u al  p osts, t h e li mit ati o ns  of  o ur
s oft w ar e   m e a nt t h at   w e   w er e  n ot  a bl e t o  e x a mi n e t h e  g e n-
d er e d  us e  of  e m ojis  i n  t h e   w a ys  o utli n e d  a b o v e.   Wit h
t h es e  li mit ati o ns  i n   mi n d,  o ur  g e n er al  t h e m ati c  a p pr o a c h
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is t h us b as e d o n a n al ysi n g e m ojis   wit hi n t h eir li n g uisti c a n d
t e xt u al  e n vir o n m e nt i n t h e  c o nt e xt  of   L o n g   C o vi d – w hi c h
i n cl u d es  d e m o gr a p hi c  d at a  o n  g e n d er – b ut  n ot  n e c ess aril y
t h e  g e n d er e d  pr a cti c e  b e hi n d t h e  us e  of  e m ojis.

P ati e nt  a n d  p u blic i nv olv e m e nt  st at e m e nt

T h er e   w as n o p ati e nt a n d p u bli c i n v ol v e m e nt f or t his st u d y.

R e s ult s  o v er vi e w

O v er all i n t h e   U K s a m pl e, t h er e   w er e a t ot al of 1. 3 8   milli o n
p osts  a cr oss  s o ci al   m e di a  a n d  n e ws  pl atf or ms  gl o b all y
( Fi g ur e  1).   T h er e   w er e  1. 1 9   m t w e ets,  6 3. 3 k  n e ws r e p orts,
4 7. 6 k   Bl o g  p osts,  3 8. 4 k   R e d dit  p osts,  2 1. 2 k  F a c e b o o k
p osts,  2 0 k  F or u m  p osts,  4. 5 1 k  c o m m e nts  o n  arti cl es  a b o ut
L o n g   C o vi d a n d r el at e d t er ms r ef erri n g t o l o n g-t er m s y m p-
t o ms of   C o vi d- 1 9, a n d 9 9 1 ot h er t y p es of p osts.   T h e   m aj or-
it y  of   T witt er   m e nti o ns  of   L o n g   C o vi d  a n d  r el at e d  t er ms
r ef erri n g t o l o n g-t er m s y m pt o ms of   C o vi d- 1 9   w er e r et w e ets
( 6 7 8 k)  ( Fi g ur e  2),  f oll o w e d  b y  q u ot e d  ( c o m m e nt e d  u p o n)
t w e ets  ( 2 3 6 k)  a n d  1 7 4 k  r e pli es.   T h os e  r et w e ets,  q u ot es
a n d  r e pli es   w er e  f o c us e d  o n  e n g a g e m e nt   wit h  9 8. 8 k
t w e ets  fr o m  ori gi n al/si n gl e   T witt er  us ers  d uri n g  t his
p eri o d  ( 1  J a n u ar y  2 0 2 0  t o  2 2   D e c e m b er  2 0 2 0).   O v er all,
b as e d  o n  f oll o w ers  of  e a c h  of  t h e  us ers  e n g a gi n g   wit h
t w e ets – t h e  p ot e nti al r e a c h/i m pr essi o ns  of t h es e  c o n v ers a-
ti o ns ( p ossi bl e  n u m b er  of  p e o pl e   w h o   m a y  h a v e r e a d t h es e
m ess a g es)   w as  1 7 7   milli o n.

W hil e t h er e is  a  c o m pl e x   m a k e  u p  of  p e o pl e,  c ult ur es,
l a n g u a g es,  a n d  g e o gr a p hi es  p osti n g  a cr oss  s o ci al   m e di a,
t h e  r estri cti o n s  of t h e  r e p orti n g   m e c h a nis ms  of t h es e  pl at-
f or ms   m e a n t h at it  c a n  b e  pr o bl e m ati c t o  r etri e v e  f ull  a n d
a c c ur at e i nf or m ati o n  a b o ut t h e  c o m pl et e  d e m o gr a p hi cs  of
all  s o ci al   m e di a  p ost ers. 4 0 W hilst  it   w as  n ot  p ossi bl e  t o
r e c ei v e  a d diti o n al  d e m o gr a p hi c  d at a  ( o utsi d e  of  c o u ntr y
l o c ati o n)  fr o m  n e ws  r e p orts,   Bl o gs,   R e d dit,  F a c e b o o k,
F or u ms, a n d ot h er t y p es of p osts, it   w as p ossi bl e t o r etri e v e
d at a fr o m us ers   w h o o pt e d t o s h ar e t h eir g e n d er vi a   T witt er.
A d diti o n al  i nf or m ati o n  a b o ut  s h ar e d  g e n d er   m a d e  u p  a
s m all er  p art  of  t h e  d at as et,   wit h  o nl y  2 8 5 k  t w e ets  ( 4 2 %)
cl e arl y  cl assif yi n g  g e n d er.   T his  is  i n di c ati v e  of  t h e  c o m-
pl e xit y  of  d e m o gr a p hi c all y  a n d  g e o gr a p hi c all y  t a g g e d
d at a, 4 1 – 4 3 w hi c h   w e  c o v er  f urt h er  i n  t h e   Dis c ussi o n  a n d
C o n cl usi o n.

F o c usi n g  o n t h e   U K  as  a s a m pl e  of t his  gl o b al  d at a, t h e
d e m o gr a p hi cs  of  o ur s a m pl e r e fl e cts t h e   m a k e u p  of  p e o pl e
w h o  h a v e  a cti v el y  s h ar e d  t h eir  l o c ati o n  a n d  g e n d er  vi a
T witt er i n t h e   U K.   Of t h os e   w h o  s h ar e d t h eir  g e n d er, t h e
m aj orit y  of  p e o pl e i n t h e   U K t w e eti n g  a b o ut   L o n g   C o vi d
d uri n g  t h e fi rst   w a v e   w er e:  f e m al e  ( 5 9. 4 %);   m al e
( 4 0. 6 %);   wit h t h e  hi g h est  a g e r a n g e  of  p ost ers  b ei n g:  2 5–
3 4  y e ars  ol d  ( 4 7. 4 %);  1 8 – 2 4  ( 2 9. 1 %);  a n d  3 5 – 4 4
( 1 7. 2 %).   D uri n g  t h e  s e c o n d   w a v e:  f e m al e  ( 5 3. 4 %);   m al e
( 4 6. 6 %),   wit h  t h e  hi g h est  a g e  r a n g e  b ei n g  2 5– 3 4  y e ars

ol d  ( 2 3. 9 %);  1 8 – 2 4  ( 4 6. 7 %);  3 5 – 4 4  ( 2 2 %);  a n d  5 5 +
( 7. 3 %).  Fi n all y,  d uri n g t h e fi rst st a g es  of t h e   C o vi d- 1 9 v a c-
ci n ati o n  p h as e: f e m al e ( 2 4. 2 %);   m al e ( 3 4. 3 %); d at a r e g ar d-
i n g  t h e  a g e-r a n g e   w as  n ot  s h ar e d  a n d  t h us  u n a v ail a bl e
wit hi n t his s m all er  gr o u p.

Di s c u s si o n

Fr o m ‘a n i nt er n et t hi n g ’ t o  a   m e dic al c o n diti o n: T h e
c h a n gi n g f ac e  of  L o n g  C ovi d

A c a d e mi c lit er at ur e  att e m pti n g t o  s p e ci fi c all y  d e fi n e   L o n g
C o vi d  b e g a n  t o  e m er g e  t o w ar ds  t h e  s u m m er   m o nt hs  of
2 0 2 0. 4 4 – 4 7 T his  b o d y  of   w or k   w as  cr u ci al i n  pl a ci n g   L o n g
C o vi d  as  a t er m i n its  o w n ri g ht – es p e ci all y  as  a   m e di c al
c o n diti o n – y et  t h er e  ar e  f e w er  st u di es  o n  h o w   L o n g
C o vi d is  u n d erst o o d  a n d  e x p eri e n c e d  b y t h e  g e n er al  p o p u-
l ati o n  i. e.  t h e   L o n g   H a ul ers  t h e ms el v es.4 8, 4 9 D es pit e  t his
gr o wi n g  a c a d e mi c  b o d y  of   w or k  (t h e  a c a d e mi c  lit er at ur e
s a m pl e d  f or  t his  st u d y  s p a ns  fr o m  its  i niti al  e m er g e n c e
mi d- 2 0 2 0  u ntil  J a n u ar y  2 0 2 1) – i n cl u di n g  a  p u blis h e d
r e p ort  b y  t h e   NI H R – t h e  t er m, ‘L o n g   C o vi d ’ di d  n ot
al w a ys  a p p e ar  i n ‘of fi ci al ’ h e alt h  c o m m u ni c ati o n s. 5 0 T h e
o nli n e  d at a   w e  c oll e ct e d  r el ati n g  t o  t h e fi rst   w a v e  of
C o vi d- 1 9  ( 1  J a n u ar y  t o  2 8   A u g ust,  2 0 2 0)  c o v er  t h e
m o m e nts   w h e n  t er ms  li k e ‘L o n g   C o vi d ’ or ‘L o n g
H a ul ers ’ b e g a n t o  g ai n si g ni fi c a n c e.

F or  e x a m pl e,  t h e  h as ht a g  # L o n g C o vi d  a p p e ar e d  o n
s o ci al   m e di a  o n  2 0   M a y  2 0 2 0, 5 1 a n d  t h e  t er m ‘L o n g
C o vi d ’ st art e d  t o  tr e n d  o n  s o ci al   m e di a  i n  t h e   U K  fr o m
2 5  J u n e  2 0 2 0  o n w ar ds.  Si mil arl y,  t h e  h as ht a g  # a pr e sj 2 0
( aft er  2 0  d a ys) – i n  r ef er e n c e  t o  p e o pl e  e x p eri e n ci n g
C o vi d- 1 9  s y m pt o ms  f or  l o n g er  t h a n  t h e  i niti al  of fi ci al
p eri o d  of  2 0  d a ys – w as fi rst  dis c uss e d  o n  s o ci al   m e di a i n
e arl y   A pril,   m ostl y  li k el y  st e m mi n g  fr o m  a  vi d e o  s h ar e d
o n   T witt er  o n  2 2   A pril  2 0 2 0. 5 2 R el at e d,  t h e  t er m ‘L o n g
H a ul ’, fi rst  a p p e ar e d  o n  a  s o ci al   m e di a  gr o u p  cr e at e d  b y
t h os e   wit h   L o n g   C o vi d  ( m ost  n ot a bl y   A m y   W ats o n)  i n
t h e   U S A  i n   mi d- 2 0 2 0;4 9 a n d  t h e fi rst  h as ht a g
# L o n g h a ul er  st art e d  t o  g ai n  tr a cti o n  o n   T witt er  fr o m  7
J u n e  2 0 2 0,   wit h t h e r et w e eti n g  of  a li n k t o  a n  arti cl e r ef er-
e n ci n g  t h e  cr e ati o n  of  cl os e d ‘L o n g   H a ul   C o vi d ’ s u p p ort
gr o u ps  o n  pri v at e  F a c e b o o k  p a g es. 5 3

O ut of a t ot al of a s a m pl e of 2 9 5, 0 0 0 gl o b al s o ci al   m e di a
p osts c oll e ct e d d uri n g t h e p eri o d of t h e fi rst   w a v e, t h e l o n g-
t er m/ p er sist e nt  s y m pt o ms  of   L o n g   C o vi d   w er e   m e nti o n e d
a n  a v er a g e  of  1 2 3 0  ti m es  a  d a y.   Vi br a nt  dis c ussi o ns  of
l o n g-t er m  s y m pt o ms  of   C o vi d- 1 9  b e g a n  as  e arl y  as
F e br u ar y  t o   M ar c h  2 0 2 0,  b ut  o n g oi n g   m e nti o ns  r e all y
p e a k e d  i n  v ol u m e  ar o u n d  1 9   M a y  2 0 2 0,  p e a ki n g  o n c e
a g ai n  o n  5   A u g ust  2 0 2 0 ( a p pr o xi m at el y  1 1, 0 2 1   m e nti o ns),
wit h c o nti n u e d a cti vit y  u ntil t h e e n d of t h e s a m pli n g p eri o d
( 2 8   A u g ust  2 0 2 0).   T h e  r e p orti n g  of  l o n g-t er m  s y m pt o ms
t h at  h a d  n ot  r es ol v e d  aft er  i niti al  o ns et  of  vir al  i nf e cti o n
pi c k e d- u p fr o m   M a y  2 0 2 0  o n w ar ds,   w h e n  p e o pl e r e alis e d
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t h at t h e y   w er e n ot f e eli n g b ett er   wit hi n t h e s u p p os e d ‘r e c o v-
er y ti m e ’.   T h e  offi ci al ‘r e c o v er y ti m e’ c h a n g e d t hr o u g h o ut
t h e  p a n d e mi c  of  c o urs e; t h e f u n d a m e nt al  p oi nt  h er e is t h at
L o n g   C o vi d  s uff er ers  ar e  di a g n os e d  (if  at  all)  a n d  e q u all y
d e fi n e t h eir  o w n ‘a b n or m al ’ r e c o v er y  a g ai nst  offi ci al ti m e
s p a ns  at  a  gi v e n   m o m e nt ( m or e  o n t his l at er). 5 4, 5 5

T h e hi g h n u m b ers of s o ci al   m e di a p osts al o n e at t h e ti m e
s u g g est t h at ‘h o w l o n g ’ w as   m e as ur e d a n d d e fi n e d b y   L o n g
H a ul ers  as  o c c urri n g   m u c h  e arli er  t h a n  t h os e  of fi ci all y
r e c o g nis e d/ q u a ntifi e d  b y  h e alt h  a ut h oriti es  fr o m  J u n e
o n w ar ds.   B ef or e  t h e  st art  of  J u n e  2 0 2 0,   L o n g   H a ul ers
w er e  i n  eff e ct,  of fi ci all y  i n visi bl e:  t y pi c al  t w e ets  r e p ort e d
L o n g   H a ul ers  eit h er  b ei n g   mis di a g n os e d/ ’g asli g ht e d ’ b y
t h eir   G Ps,  t h os e  aff e ct e d  b y  l o n g-t er m   C o vi d- 1 9  d uri n g
t his  p eri o d  r e c ei v e d  v er y  littl e  s u p p ort,  i nf or m ati o n  a n d
tr e at m e nt.  F urt h er m or e,  d uri n g  t his  s a m e  p eri o d,  t h er e
w as  a  str o n g  dis cr e p a n c y  b et w e e n   w h at  g e n er al ‘of fi ci al ’
d e fi niti o ns  of   C o vi d- 1 9  (t h os e  a p p e ari n g i n  g o v er n m e nt al
a n d  p u bli c  h e alt h c o m m u ni c ati o ns), 5 6 a n d ‘u n of fi ci al ’ d e fi -
niti o ns  as t h os e  arti c ul at e d  o nli n e  b y   L o n g   H a ul ers.

O ur  q u alit ati v e a n al ysis  of t witt er  p osts c oll e ct e d  d uri n g
t h e fi rst   w a v e  of   C o vi d- 1 9  i n di c at e d  t h at  t h e ‘u n of fi ci al ’,
t y pi c al   L o n g   H a ul er  n arr ati v es  at t h e ti m e f oll o w e d  a  c o n-
sist e nt  p att er n  t h at  n e arl y  al w a ys  i n cl u d e d  t h e  f oll o wi n g
i nf or m ati o n:  ( a)  r ef er e n c e  t o  t h e  l e n gt h  of   C o vi d-ti m e
e n d ur e d i n d a ys/ w e e k s/ m o nt hs; ( b) a n arti c ul ati o n of s y m p-
t o ms a n d r ef er e n c e t o a n offi ci al t esti n g a n d/ or di a g n osis ( or
l a c k  t h er e of);  ( c)  e m oti o n al/i nt ell e ct u al  r es p o ns e  t o   L o n g
C o vi d;  ( d)  s h ari n g  of  i nf or m ati o n  a n d  r es o ur c es.   T h es e
ar os e   m ostl y  fr o m  a  dis c o n n e cti o n  e x p eri e n c e d  b y   L o n g
H a ul ers,  b et w e e n t h e ‘of fi ci al ’ d e fi niti o ns  a n d  a c c o u nts  of
t h es e  iss u es,  a n d  t h os e  of  t h eir  o w n.  S u c h  a  dis c o n n e ct
h a d  cl e ar  n e g ati v e  c o ns e q u e n c e s  f or  b ot h  i n di vi d u als
a n d  s o ci et y  as  a   w h ol e,   w hi c h   w e  e x pl or e  i n  t h e  n e xt

s e cti o n.   O n e  k e y  e x a m pl e  is  t h e  us e  of  t h e  h as ht a g
‘# M e d T witt er ’,5 7 w hi c h  d uri n g  t h e fi rst   w a v e,   w as  us e d
b y   L o n g   H a ul ers  t o  t w e et ‘at ’ d o ct ors  a n d t h e  r est  of  t h e
m e di c al  est a blis h m e nt,  as ki n g  f or  t h e m  t o  t a k e  n oti c e  of
s y m pt o ms  a n d  n ot   m a k e t h e s a m e   mist a k e  of  n ot list e ni n g
t o  p ati e nts,  t h at  h a d  b e e n   m a d e  i n  d uri n g  a n d  aft er  t h e
H 1 N 1  p a n d e mi c.

It   w a s  n ot  u ntil  t h e  st art  of  t h e  s e c o n d   w a v e  of
C o vi d- 1 9  ( O ct o b er  2 0 2 0)  t h at  t h e  g a p  b et w e e n  of fi ci al
a n d  n o n- of fi ci al  n arr ati v e s  b e g a n t o  cl o s e,  r e fl e cti n g t h e
st art  of  a  p eri o d   w h e n   L o n g   C o vi d  b e g a n  t o  b e fi n all y
a d dr e s s e d  or  at  l e a st  a c k n o wl e d g e d  b y  of fi ci al  g o v er n-
m e nt  a n d  h e alt h  b o di e s.   B et w e e n  t h e  e n d  of   O ct o b er
a n d t h e  b e gi n ni n g  of   D e c e m b er  2 0 2 0,  s o m e  1 0 0 0 t w e et s
u s e d t h e  h a s ht a g  # M e d T witt er,  n ot j u st  a s  a   m e c h a ni s m
t o t w e et ‘at ’ t h e   m e di c al  e st a bli s h m e nt,  b ut  al s o,  a s  p art
of  a n  o n g oi n g  c o n v er s ati o n  b et w e e n  gr o u p s  of   L o n g
H a ul er s,  d o ct or s,  n ur s e s  a n d  a c a d e mi c s  (t h e m s el v e s
aff e ct e d   wit h   L o n g   C o vi d):  all j oi ni n g t h e  c all t o i n v e sti-
g at e t h e   m ulti pl e  s y m pt o m s,  e x p eri e n c e  a n d  r e s p o n s e t o
L o n g   C o vi d f urt h er.

D uri n g  t his  p eri o d,  o n e  p arti c ul ar  t w e et  a n d  li n k   w as
e n g a g e d   wit h  (li k e d  a n d  r et w e et e d)  o v er  6 9 0  ti m es.   T his
w as  a n  a c a d e mi c  arti cl e  s h ar e d  b y  a   m e di c al  d o ct or,   w h o
h a d  c o ntr a ct e d   C o vi d- 1 9  a n d  t h e n   L o n g   C o vi d  t h e m-
s el v es. 5 8 T his  d o ct or  h a d  b e e n  e n g a g e d  i n  t h e   L o n g
H a ul er  s o ci al   m e di a  c o m m u nit y,  a n d   w a nt e d  t o  of fi ci all y
s h ar e  t h e  i m p ort a n c e  of   m e di c al  pr a ctiti o n ers  list e ni n g  t o
p ati e nts  e v e n i n t h e  a bs e n c e  of  c o n cl usi v e t esti n g,  as   w ell
as  t h e  n e e d  f or  p ati e nts  t o  f e el  v ali d at e d.   T his  is  a  pri m e
e x a m pl e  of  b ot h  l a y  a n d  pr of essi o n al  ( m e di c al/ a c a d e mi c)
c o mi n g t o g et h er t o pr o vi d e   m or e r o b ust a n d ‘of fi ci al ’ d o c u-
m e nt ati o n  of   L o n g   C o vi d  i n   m or e  est a bli s h e d  a c a d e mi c
j o ur n als  a n d  ot h er   m e di u ms.

Fi g ur e 1. S o ci al a n d   m ass   m e di a   m e nti o ns of l o n g C o vi d a n d r el at e d t er ms r ef erri n g t o l o n g-t er m s y m pt o ms of C o vi d- 1 9 ( 1 J a n u ar y 2 0 2 0 t o
1 J a n u ar y  2 0 2 1).
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T a ki n g  t h e   U K  as  a  c as e  st u d y,  i n  t h e  f oll o wi n g   w e
dis c uss  t h e  n e g ati v e  c o ns e q u e n c es  of  e x cl u di n g  t h e
p ati e nt  v oi c e  a n d  e x p eri e n c e   wit hi n  a n y ‘of fi ci al ’ r es e ar c h
a n d  c o m m u ni c ati o n s  s urr o u n di n g  a  n e w  a n d  littl e- k n o w n
vir us li k e   C o vi d- 1 9  ( as  h a p p e n e d  d uri n g t h e fi rst   w a v e  of
C o vi d- 1 9).   W e  d o  t his  b y  e x pl ori n g  f o ur  k e y  ar e as  of
i niti al  dis c o n n e cti o n  b et w e e n  offi ci al  a n d  n o n- of fi ci al
L o n g   C o vi d  n arr ati v es  as  i d e nti fi e d  vi a  p ati e nt  n arr ati v es
at t h e ti m e: a)   C o vi d- 1 9 t e m p or alit y; b) r a n g e of s y m pt o ms;
c) e m oti o n al/i nt ell e ct u al r es p o ns e t o   L o n g   C o vi d; d) l a c k of
i nf or m ati o n  a n d  r es o ur c es.   T hr o u g h  d at a  c oll e ct e d  d uri n g
t h e  s e c o n d   w a v e,   w e  als o   w a nt  t o  d e m o nstr at e  h o w,  i n
t h e   U K,  p u bli c  p ati e nt  dis c o urs es  s urr o u n di n g   L o n g
C o vi d  h a d  a  dir e ct  i m p a ct  i nt o  t h es e  f o ur  ar e as  a n d  ulti-
m at el y l e d t o t h e i n cr e asi n g c oll a b or ati o n  b et w e e n p ati e nts,
r es e ar c h ers  a n d  h e alt h c ar e  pr of essi o n als ( H C Ps),   w hi c h i n
t ur n,  l e d  t o  gr e at er  a w ar e n ess  a n d  i m pr o v e d  h e alt h
s u p p ort s er vi c es f or l o n g-t er m   C o vi d- 1 9  p ati e nts.

A)  c ovi d- 1 9 t e m p or alit y:  H o w l o n g is l o n g  c ovi d ?. D uri n g t h e
p e a k  of fi rst   w a v e  of   C o vi d- 1 9,  t h e  offi ci al   U K  h e alt h
g ui d eli n es st at e d t h at if  o n e  e x p eri e n c e d  a n y  of t h e  of fi ci al
s y m pt o ms  ( at  t his  p oi nt  o n  1 2   M ar c h ‘a  n e w  p ersist e nt
c o u g h ’ a n d ‘a  hi g h  f e v er ’),5 9 o n e   m ust  s elf-is ol at e  f or  7
d a ys.  If  t h e  hi g h  f e v er  p ersist e d,  o n e   m ust  k e e p  is ol ati n g
u ntil t h e f e v er br o k e; h o w e v er, o n e c o ul d e m er g e fr o m s elf-
is ol ati o n if t h e c o u g h c o nti n u e d.  Fr o m  3 0 J ul y,   N H S’s of fi -
ci al  p u bli c  h e alt h  c o m m u ni c ati o n  g ui d eli n es  o n  s elf-
is ol ati o n  c h a n g e d,   w h er e b y  p e o pl e   w er e  i nstr u ct e d  t o
k e e p  is ol ati n g  f or  1 0  d a ys  a n d  c a n  e m er g e  fr o m  s elf-
is ol ati o n  if  o n e ‘f e els  o k’ b ut   m ust  c o nti n u e  if  o n e ‘f e els
u n w ell ’.6 0, 6 1 S u c h  of fi ci al  g ui d eli n es  d e fi n e d  h o w  l o n g
C o vi d- 1 9  s h o ul d  l ast,  h o w  l o n g  o n e  s h o ul d  s elf-is ol at e,
a n d  h o w  l o n g  r e c o v er y  l asts.  S u c h  g ui d eli n es  pr o vi d e  a n
of fi ci al  ti m e-fr a m e  f or  e v er y o n e  t o  (s elf) m e as ur e  t h e  d ur-
ati o n  of  a n d  r e c o v er y  ( a n d   m or e  r e c e ntl y,  i m m u nit y)
p eri o d fr o m   C o vi d- 1 9.

H o w e v er,   w hilst  g o v er n m e nt al  a n d  h e alt h  a d vi c e  is
cr u ci al   w h e n   m o nit ori n g,   m a n a gi n g  a n d  c o ntr olli n g

C o vi d- 1 9,  of fi ci al  n arr ati v es  als o  pr o d u c e  n or m ati v e  t e m-
p or aliti es a g ai nst   w hi c h s uff er ers of   C o vi d- 1 9 ar e   m e as ur e d
a n d  d e fi n e d.   T h os e  dis pl a yi n g  s y m pt o ms  b e y o n d  of fi ci al
t e m p or al  p ar a m et ers  at  b est  b e c o m e  d efi n e d  as   L o n g
H a ul ers,  or  at   w orst,  b e c o m e  di a g n o s e d   wit h  a n ot h er
n o n- C o vi d- 1 9  c o n diti o n – s o m eti m es  as  p art  of  a
C o vi d- 1 9 di a g n osis, b ut   m or e oft e n t h a n n ot, as a n i n d e p e n-
d e nt  di a g n osis  ( e. g.  h y p ert h yr oi dis m,   mitr al  v al v e  dis e as e
a n d p eri c ar ditis) – f alli n g   wit hi n a gi v e n ‘a p pr o pri at e ’ ti m e-
fr a m e.   As s u c h, t h es e  d o mi n a nt t e m p or aliti es  offi ci at e, r e g-
ul at e a n d  d e fi n e   C o vi d- 1 9  b o di es i n   w a ys t h at c a us e c o nf u-
si o n,  distr ess  a n d fr ustr ati o n  a m o n gst s uff ers  of  b ot h  S h ort
a n d   L o n g   C o vi d:  f or  e x a m pl e,  a  s u m m ar y  of  o n e   L o n g
H a ul er ’s  p ost  st at es, ‘t h o u g ht  I’d  b e  si c k  f or  a  c o u pl e  of
w e e ks,  it ’s  b e e n  6   m o nt hs ’.  S u c h  t y pi c al  p osts  i n di c at e
t h er e  is  cl e arl y  a  c h all e n gi n g  e m oti o n al  ( n ot  t o   m e nti o n
p h ysi c al)  c ost  t h at  aris es  d u e  t o  t h e  dis c o n n e ct  b et w e e n
t h e  offi ci al ( a  c o u pl e  of   w e e ks ’)  a n d  n o n- offi ci al ( ‘i nst e a d
it’s  b e e n   X   m o nt hs ’)  n arr ati v es   C o vi d- 1 9.

Si mil arl y,  of fi ci al ti m e-fr a m es  gi v e n  o n  h o w f ast  a n d/ or
h o w l o n g it s h o ul d t a k e t o r e c o v er fr o m   C o vi d- 1 9 als o h a v e
a n i m p a ct o n b ot h s uff er ers ’ w ell b ei n g a n d t h e s af et y of t h e
wi d er  c o m m u nit y.  F or  e x a m pl e,  t h er e  ar e   m a n y  o nli n e
r e p orts  of f e v ers l asti n g  b e y o n d t h e  offi ci al  e x p e ct e d ti m e:
h o w l o n g s h o ul d s u c h i n di vi d u als s elf-is ol at e ?   As s u c h, s uf-
f er ers’ a bilit y  a n d  ti mi n g  of   w h e n  t h e y  c a n  l e a v e  h o m e,
w h e n  t o  r et ur n  t o   w or k,   w h e n  t o  s e e k  f urt h er   m e di c al
a d vi c e   will  b e  b as e d  o n  of fi ci al ‘n or m al ’
C o vi d-t e m p or aliti es,   w hi c h  c o ul d  b e  d etri m e nt al.   T his
bri n gs  t o  t h e  f or efr o nt  criti c al  q u esti o ns  r el ati n g  t o  s af et y
a n d  ris k  p os e d  o n  b ot h  t h e  i n di vi d u al,  as   w ell  as  s o ci et y
as  a   w h ol e.

F a c e d   wit h  a   mis m at c h  b et w e e n  of fi ci al r e c o v er y ti m es
a n d t h os e  e x p eri e n c e d i n  r e alit y, fi rst   w a v e   C o vi d- 1 9  s a w
t h e ris e  of  alt er n ati v e   w a ys i n   w hi c h   L o n g   C o vi d s uff er ers
s elf- m e as ur e d,  s elf- m o nit or e d,  s elf- d o c u m e nt e d  a n d  s elf-
e x pr ess e d t h eir  c o n diti o n  t hr o u g h  c o u nt er-t e m p or al  n arr a-
ti v es.  I n  t h e  a bs e n c e  of  a  cl e ar  t e m p or al  d efi niti o n  of
L o n g   C o vi d  ( w h e n  d o es   C o vi d- 1 9  b e c o m e   L o n g

Fi g ur e  2. T witt er t y p e  of   m e nti o ns  of l o n g  C o vi d  a n d r el at e d t er ms  r ef erri n g t o l o n g-t er m  s y m pt o ms  of  C o vi d- 1 9 ( 1 J a n u ar y  2 0 2 0 t o  1
J a n u ar y  2 0 2 1).
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C o vi d ?), 6 2 t y pi c al o nli n e n arr ati v es c o nt ai n att e m pts t o b ot h
q u a ntif y  a n d  q u alif y  t h e   C o vi d- 1 9  S elf. 6 3 – 6 5 M ost  o nli n e
p osts  at t h e ti m e  b e g u n   wit h  eit h er t h e  n u m b er  of  d a ys  a n
i n di vi d u al  h a d  s uff er e d  fr o m   C o vi d- 1 9  ( e. g. ‘D a y  1 3 5 ’) –
a  c o nti n u o u s  t e m p or al  arti c ul ati o n,   wit h  n o ‘c ut- off ’ t o
C o vi d- 1 9 – or  r ef er e n c e  t o  t h e  e x a ct  d at e/ m o nt h   w h e n
t h eir  s y m pt o ms  b e g a n,  oft e n  i n  t h e  f or m  of  s elfi es   wit h
p e o pl e  h ol di n g  pl a c ar ds. 6 6

As s u m m er  2 0 2 0  p ass e d  b y,   m or e  a n d   m or e (s elf) d o c u-
m e nt e d  st ori e s  e m er g e d  n ot  j ust  i n  s o ci al   m e di a  b ut  t h e
wi d er  p o p ul ar   m e di a  dis c o urs e t h at  h a v e  h el p e d t o  q u alif y
t h e   C o vi d- 1 9  s elf  as  a  b o d y  li vi n g  t hr o u g h  a  c o nti n u o us
a n d  u n br o k e n  p a n d e mi c  t e m p or alit y:  i n  t h e   U K, T h e
G u ar di a n r a n  a  n u m b er  arti cl es  o n   L o n g   C o vi d  a n d   L o n g
H a ul ers, 6 7 – 7 0 as  di d  t h e   B B C. 7 1 – 7 3 S u c h  di s c o urs es  pr o-
vi d e d  a   m e a ns  t o  n arr ati vis e  alt er n ati v e  a ut o bi o gr a p hi c al
t e m p or al  tr aj e ct ori es;7 4 t h es e  n e ws  a n d  s o ci al   m e di a  dis-
c o urs es   w er e  cr u ci al  i n  r aisi n g  a w ar e n ess  of   C o vi d- 1 9  as
a  c u m ul ati v e, r at h er t h a n fi nit e t e m p or al  c o n diti o n.

Fi n all y,   w h e n v a c ci n es b e g a n t o b e r oll e d o ut t hr o u g h o ut
v ari o us  c o u ntri es i n  2 0 2 1, i n t h e   U K, t h er e   w er e  n e w  c o n-
c er ns e m er gi n g r e g ar di n g a n ot h er  ki n d of   L o n g   C o vi d t e m-
p or alit y:  t h e  ti mi n g  of  v a c ci n es.   Dis c ussi o n  s urr o u n di n g
v a c ci n es  b e g a n  t o  e m er g e  b et w e e n   O ct o b er  a n d
D e c e m b er  2 0 2 0.  S o ci al   m e di a  dis c o urs e i n di c at es t h at t h e
q u esti o n  of ‘v a c ci n e  h esit a n c y ’ st e m m e d  fr o m  c o n c er ns
r e g ar di n g:  v a c ci n e  s af et y  f or  t h os e  e x p eri e n ci n g   L o n g
C o vi d  s y m pt o ms,  es p e ci all y  c o n c er ni n g  t h e  b o d y ’s
i m m u n e  r es p o ns e  t o   m R N A  a n d  ot h er  v a c ci n e  a dj u v a nts/
mi cr o- c o nstit u e nts;  a n d  v a c ci n e  s af et y  f or  t h os e   w h o  s uf-
f er e d   C o vi d- 1 9  b a dl y fi rst  ti m e  r o u n d,   wit h  f e ars  a b o ut
n e g ati v e i m m u n e r es p o n s e t o   C o vi d-r el at e d   mi cr o c o nstit u-
e nts i n  v a c ci n es ( C o vi d- 1 9  S y m pt o m  St u d y). 7 5 Li n ks   w er e
s h ar e d t o   N H S   w e bsit es  a d dr essi n g t h e ti mi n g  b as e d fr o m
t h es e  c o n c er ns: ‘S h o ul d  I  g et  v a c ci n at e d if  I  h a v e  alr e a d y
h a d   C o vi d  or  I  a m  s uff eri n g  fr o m ‘L o n g   C o vi d ’? ’7 6 T h e
a d vi c e  t o  t his  q u esti o n   w as  t o  c o ns ult   wit h   G P: ‘W h er e
y o u  ar e  s uff eri n g  si g ni fi c a nt  o n g oi n g  c o m pli c ati o ns  fr o m
C o vi d- 1 9  y o u  s h o ul d  dis c uss   w h et h er  or  n ot  t o  h a v e  a
v a c ci n e  n o w   wit h  a  cli ni ci a n. ’ ( C o vi d- 1 9  S y m pt o m  St u d y
( 2 0 2 0))   A g ai n, t h e l a c k  of  cl arit y  ar o u n d ti m e  a n d ti mi n g
w as  a  cr u ci al f a ct or i n   L o n g   C o vi d s uff ers ’ w ell b ei n g.

B)  i n divi d u al  artic ul ati o n  of  s y m pt o ms:   m a ki n g  l o n g  c ovi d  a
c oll ectiv e  p h e n o m e n o n. A n ot h er  ar e a   w h er e  t h er e   w as  a
m ar k e d  dis c o n n e ct  b et w e e n  of fi ci al   C o vi d- 1 9  n arr ati v es
a n d t h os e e x p eri e n c e d  b y   L o n g   H a ul ers   w as i n t h e arti c ul a-
ti o n  of s y m pt o ms.   O n t h e  o n e  h a n d, ‘of fi ci all y ’ r e c o g nis e d
s y m pt o ms   w er e  us e d  t o  (s elf)  di a g n os e   C o vi d- 1 9:  at  t h e
p e a k  of  t h e  p a n d e mi c,  t h es e   w er e  c o m m u ni c at e d  i n  t h e
U K  as  a ‘n e w  a n d  c o nti n u o us  c o u g h ’ a n d ‘hi g h f e v er ’; as
fr o m  1 8   M a y  2 0 2 0,7 7 ‘l oss  or  c h a n g e  t o  y o ur  s e ns e  of
s m ell  or t ast e ’ w as  als o i n cl u d e d i n t h e  crit eri a,  as   w ell  as
ot h er  s e c o n d ar y  s y m pt o ms  ( Fl u-li k e   wit h  n o  f e v er;
Fl u-li k e   wit h  f e v er;   G astr oi nt esti n al;  F ati g u e  (s e v er e l e v el

o n e);   C o nf usi o n (s e v er e l e v el t w o);   A b d o mi n al a n d r es pir a-
t or y  (s e v er e  l e v el  t hr e e).7 8 H o w e v er,  t hr o u g h o ut  t h e fi rst
w a v e,   L o n g   C o vi d  s uff er ers  r e p ort e d  a   w h ol e  ot h er  r a n g e
of  s y m pt o ms   w hi c h  di d  n ot  f all  u n d er  t h e  of fi ci al
C o vi d- 1 9  crit eri a, 7 9 s o m et hi n g  t h at  h as  als o  b e e n  s p e ci fi -
c all y  o bs er v e d  a n d  hi g hli g ht e d  i n  t h e C o vi d- 1 9 ‘L o n g
H a ul er ’ S y m pt o ms  S ur v e y   R e p ort .8 0

O nli n e  n arr ati v es  of   L o n g   C o vi d s h o w e d  a   m u c h   wi d er
g a m ut  of  s y m pt o ms.   T his is  a  p oi nt t h at  h as  b e e n i n cr e as-
i n gl y  r ais e d  b y  d o ct ors  a n d  r es e ar c h ers  ali k e.
F urt h er m or e,  s o ci al   m e di a  p osts  s h o w e d  e x a m pl es  of  t h e
n e g ati v e c o ns e q u e n c e s t o i g n ori n g t h e  g a p  b et w e e n  of fi ci al
a n d  n o n- of fi ci al  s y m pt o m- b as e d  d e fi niti o ns  of   C o vi d- 1 9:
s o m e  h a d  b e e n   mis di a g n os e d;  s o m e  h a d  h a d  e xisti n g
c hr o ni c  c o n diti o ns  c oll a ps e d  i nt o   C o vi d- 1 9;  ot h ers  h a d
b e e n  dis miss e d  b y t h e   m e di c al  pr of essi o n  alt o g et h er.   T h e
o n e  c o m m o n alit y  is  t h at   m ost  p ati e nts  s e e m e d  t o  b e
tr e at e d/ di a g n os e d  o n  a n  i n di vi d u al  b asis   w h e n e v er  t h eir
s y m pt o ms  di d  n ot ‘m at c h ’ of fi ci al   C o vi d- 1 9  g ui d eli n es.

W h et h er c o nt a gi o u s or n ot, a n e pi d e mi c h as a s ort of his-
t ori c al i n di vi d u alit y,  h e n c e t h e  n e e d t o  e m pl o y  a  c o m pl e x
m et h o d  of  o bs er v ati o n   w h e n  d e ali n g   wit h it.   B ei n g  a  c ol-
l e cti v e  p h e n o m e n o n, it  r e q uir es  a   m ulti pl e  g a z e;  a  u ni q u e
pr o c ess, it   m ust b e d es cri b e d i n t er ms of its s p e ci al, a c ci d e n-
t al,  u n e x p e ct e d  q u aliti es.8 1

If t h e ‘m e di c al  g a z e ’ is  dir e ct e d t hr o u g h  a  v er y  n arr o w
s y m pt o m ati c l e ns – j ust t hr e e  crit eri a  f or   C o vi d- 1 9 – t h e n
all ot h er s y m pt o ms, k n o wl e d g e a n d di a g n os es b e c o m e i n di-
vi d u alis e d, r at h er t h a n b ei n g c o nsi d er e d as a c oll e cti v e p h e-
n o m e n o n  of t h e si n g ul ar e pi d e mi c. I n di vi d u al   L o n g   H a ul er
n arr ati v es o n s o ci al   m e di a br o u g ht i nt o p u bli c e xist e n c e t h e
v er y c o n c e pt  of   L o n g   C o vi d.   B ut s u c h a dis c ursi v e  pr o d u c-
ti o n  of   L o n g   C o vi d s h o ul d  n ot  b e  vi e w e d as j ust a n  o nt ol o-
gi c al   m att er;  i n di vi d u alis e d  arti c ul ati o ns  of  s y m pt o ms  ar e
p art  of a c oll e cti v e p h e n o m e n o n t h at s u g g est a   m or e   m ulti-
pli cit o us  g a z e  n e e ds t o  b e  a d o pt e d t o  u n d erst a n d t h e s h e er
r a n g e  of   C o vi d- 1 9.   As  St e w art  d es cri b es  i n  his  arti cl e
writt e n  as  a   L o n g   H a ul er, ‘t h e  is ol ati o n  of e x p eri e n c e is
li k e  s uff eri n g  t h e   w h ol e  t hi n g  a  s e c o n d  ti m e’.8 2 As  s u c h,
u n d erst a n di n g  h o w a n d   w h y   L o n g   C o vi d n e e ds t o  b e a c ol-
l e cti v e, r at h er t h a n i n di vi d u alis e d iss u e  b e c o m e s  cr u ci al.

T h e  q u esti o n  of t h e i n di vi d u al  v ers us c oll e cti v e  b e c a m e
e v e n   m or e  of  a  k e y  c o n c er n   w h e n  v a c ci n es   w er e  b ei n g
r oll e d  o ut  at  t h e  st art  of  2 0 2 1.   As  c a n  b e  s e e n  fr o m
Fi g ur e  3,  s o ci al   m e di a  dis c o urs e  a n al ysis  i n di c at es  t h at
t h e i d e a of ‘h er d i m m u nit y ’ is ti e d t o q u esti o ns of c oll e cti v e
eff e cti vit y; r el at e d  ar e t h e  c o n c er ns  ar o u n d   w h at  c oll e cti v-
iti es  ar e  b ei n g  i d e ntifi e d  ( ‘y o u n g er  p e o pl e ’; ‘at  ris k
gr o u ps ’).   T h e pri oritis ati o n of c ert ai n d e m o gr a p hi c c at e g or-
i es  h as r ais e d c o n c er ns  ar o u n d  d el a ys i n  g etti n g  v a c ci n es –
dir e ctl y r el ati n g t o ‘of fi ci al ’ t e m p or aliti es – a n d   wit hi n t his
s u p p os e d ‘h er d ’,   w h er e  d o es t h e ‘L o n g   C o vi d ’ c o m m u nit y
fi t ?   T h e  b o u n d ari es ar e sli p p er y.  F or s o m e,  y o u n g er a d ults/
y o u n g er  p e o pl e s e e m t o  b e  p ut i n  at a  hi g h er ris k  of  d e v el-
o pi n g   L o n g   C o vi d a n d l o n g-t er m  or g a n  d a m a g e, a n d  h e n c e
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p art  of  dis c ussi o ns  s urr o u n di n g   L o n g   C o vi d.  F or  ot h ers,
L o n g   C o vi d  is  d e fi n e d  as  a ‘ris k  gr o u p’ i n  its elf,   wit h
r e g ar d t o  o n g oi n g s y m pt o ms  p ot e nti all y  b ei n g  e x a c er b at e d
wit h r ei nf e cti o n. If   L o n g   H a ul ers   w er e  n ot  cl assi fi e d  as  a n
‘e xtr e m el y  cli ni c all y  v ul n er a bl e ’ ris k  gr o u p   wit hi n  t h e
v a c ci n e crit eri a a n d   w er e l o w er  d o w n  o n t h e  v a c ci n e  pri or-
it y list, t h e y   w o ul d  b e   m or e  v ul n er a bl e t o r ei nf e cti o n,  a n d
n ot  p ossi bl y  b e n e fi t fr o m  h er d i m m u nit y.

C)  aff ectiv e  l o n g  c ovi d:   m a p pi n g  t h e  e m oti o n al fi el d. T h er e
w er e  c h all e n gi n g  e m oti o n al  c o ns e q u e n c e s  of  b ei n g   mis-
di a g n os e d  a n d/ or  dis miss e d  b y t h e   m e di c al  pr of essi o ns  o n
gr o u n ds t h at a n i n di vi d u al  d o es  n ot fi t t h e ‘n or m al ’ crit eri a
f or   C o vi d- 1 9.   As f o u n d i n o ur   T witt er s a m pl e, t h er e is a r e al
e m oti o n al  c ost  of  n ot j ust  s uff eri n g fr o m   L o n g   C o vi d,  b ut
b ei n g  a  vi cti m  of ‘g asli g hti n g ’ fr o m   G Ps.  If   w e  ar e  t o
pr o vi d e  b ett er  s u p p ort  a n d  c ar e  f or   L o n g   C o vi d  s uff er ers,
r e c o g nisi n g  t h e   L o n g   H a ul er  as  a n  i nf or m e d  p ati e nt  is
cr u ci al.  I n  t h e  f oll o wi n g,   w e   m a p  o ut  t h e  e m oti o n al fi el d
of   L o n g   H a ul ers  t hr o u g h  a n  a n al ysis  of  t h e   m ost  us e d
c o-r el at e d h as ht a g s i n p osts a b o ut   L o n g   C o vi d e x p eri e n c es,
a n d  a n  a n al ysis  of  e m ojis i n  or d er t o  e x pl or e  h o w t h e y  ar e
us e d t o e x pr ess e m oti o ns t o w ar ds t h e s y m pt o ms/s elf- c ar e of
L o n g   C o vi d.

W hilst r et w e et e d a n d r e p ost e d n e ws st ori es ( wit h o ut a n y
a d diti o n al  c o m m e nt ar y  or  h u m a n  s e nti m e nt  a d d e d)   w er e
cl ass e d  as  n e utr al  a cr oss  n et w or ks  ( Fi g ur e  4),  t h e  o v er all
s e nti m e nt  t o w ar ds  t h e  t o pi c  of  r at es  of   L o n g   C o vi d   w as
n e g ati v e  at  2 2 %,   wit h  j ust  7 %  of  all  p osts  a cr oss  s o ci al
m e di a  h ol di n g  p ositi v e  k e y w or ds.   R e d dit  dis c ussi o ns  h el d
t h e   m ost  n e g ati v e  s e nti m e nt  ( 3 5 %  of   R e d dit  p osts),
cl os el y  f oll o w e d  b y  r e p ort e d   Bl o gs   wit h  a d diti o n al  c o m-
m e nt ar y  ( 3 4 %  n e g ati v e   Bl o g  p osts),  n e ws  p osts  ( 3 3 %)
F or u m  p osts  ( 3 3 %  of  all  F or u m  p osts),   T w e ets  ( 2 3 %  of
all t w e ets)  a n d I nst a gr a m  p osts ( 1 7 %  of I nst a gr a m  p osts).

T h e t o p  1 0   R e d dit  gr o u p s 8 3 t h at  dis c uss e d   L o n g   C o vi d
a n d  r el at e d  t er ms  r ef erri n g  t o  l o n g-t er m  s y m pt o ms  of
C o vi d- 1 9  i n cl u d e d:  t h os e  dir e ct e d  s p e ci fi c all y  at   L o n g
H a ul ers;  t h os e   w h o  h a d  t est e d  as ‘C o vi d  P ositi v e ’;  t h os e
f o c uss e d  o n  t h e  s y m pt o ms  of   C hr o ni c  F ati g u e  S y n dr o m e
( C F S);  a n d  t h os e  dis c ussi n g  f a c ets  of ‘L o c k d o w n
S c e pti cis m ’.   T o p  F or u m s  dis c ussi n g   L o n g   C o vi d i n cl u d e d
p o p ul ar   Bl o gs  s u c h  as   M u ms n et, 8 4 H e alt h U nl o c k e d, 8 5

Y o u B e M o m, 8 6 4 C h a n, 8 7 S h er d o g, 8 8 a n d   B etf air 8 9

( Fi g ur e  5).
D uri n g t h e fi rst   w a v e, t h e   m aj orit y  of s e nti m e nt  ar o u n d

L o n g   C o vi d   w as  n e utr al,  al o n gsi d e  t h e  i n cr e as e  of  n e ws
arti cl es c arr yi n g   m or e n e utr al  h e a dli n es ( e. g. ‘N e w n ati o n al
st u d y  o n l o n g-t er m  h e alt h i m p a cts  of   C o vi d- 1 9 l a u n c h e d ’,
or ‘S ur v e y r e v e als i m p a ct  of l o n g-t er m   C o vi d- 1 9 s y m pt o ms
o n p ati e nts a n d d o ct ors ’).   H er e, t h e e m er gi n g o c c urr e n c e of
L o n g   C o vi d   w as  s h ar e d  b et w e e n  2 9  J ul y  a n d  1 6   A u g ust
D uri n g t his  p eri o d, t h e r est  of s o ci al   m e di a s e nti m e nt   m e n-
ti o ns – i n cl u di n g  p osts  b y t h os e  e x p eri e n ci n g   L o n g   C o vi d
a n d  n e ws  h e a dli n es – w as  o v er all  n e g ati v e  ( n = 2 7 %

p osts)  b et w e e n  t h e  e n d  of   M a y  a n d  t h e  e n d  of   A u g ust
2 0 2 0.  I n  c o m p aris o n,  1 1 %   w er e  p ositi v e  p osts,   m a n y  of
w hi c h  dis c uss e d  t h e  gr o wt h  of   L o n g   C o vi d  s u p p ort
gr o u ps  a n d  k n o wl e d g e  a b o ut  s elf- c ar e.   T h er ef or e,  a n al ysis
of  t h e  e m oti o n al fi el d  of   L o n g   C o vi d  e x p eri e n c es  o n
s o ci al   m e di a s h o ws t h at   w hilst t h er e   w as  a  p e a k  of  n e utr al
s e nti m e nt  b et w e e n  J ul y  a n d   A u g ust ( Fi g ur e  6), t h e  o v er all
e m oti o n al  s e nti m e nt  t o w ar ds   L o n g   C o vi d  b et w e e n  J u n e
a n d   A u g ust  2 0 2 0   w as  n e g ati v e ( A p p e n di x  1).

Fi g ur e  6 s h o ws a c ol o ur e d   w or d cl o u d,   w hi c h  vis u alis es
t h e  r a n g e  a n d   mi x  of  s e nti m e nt  ar o u n d  s p e cifi c  k e y w or d s
us e d   wit h r ef er e n c e t o   L o n g   C o vi d a n d r el at e d t er ms r ef er-
ri n g t o l o n g-t er m  s y m pt o ms  of   C o vi d- 1 9.  S o m e   w or ds  ar e
n ot  cl e arl y  r e d  f or  n e g ati v e,  or a n g e  f or  n e utr al,  or  gr e e n
f or  p ositi v e.  I nst e a d, t h e y  ar e  c ol o ur e d   wit h  a  gr a di e nt  of
r e d,   m o vi n g  t hr o u g h  t o  or a n g e  t h e n  y ell o w,  a n d  t h e n  t o
gr e e n.   T his  s h o ws  a   mi x e d  r a n g e  of  s e nti m e nt  t o w ar ds
h o w   L o n g   C o vi d   w as  dis c uss e d  o n  s o ci al   m e di a,  a n d
p e o pl es ’ r e a cti o n t o e v e nts as t h e y s h ar e d or q u ot e d ori gi n al
p osts  dis c ussi n g/ d es cri bi n g   w orr y  a b o ut t h e li n g eri n g  a n d
s o m eti m e s  c h a n gi n g  t y p es  of  s y m pt o ms  of   L o n g   C o vi d:
fr o m   m us cl e  p ai n,  o v er all  p ai n,  br ai n  f o g,  p h a nt o m
s m ells,  ti n nit us,  t o  f e eli n g  e x h a ust e d  a n d   m a n y   m or e;
t h es e  a c c o m p a ni e d  b y  t h eir  c o u nti n g  of  d a ys/ w e e ks/
m o nt hs  of t h eir s y m pt o ms.

T h er e   w er e  als o  dis c ussi o ns  ar o u n d t h e l a c k  of  k n o wl-
e d g e  a b o ut  r e c o v er y  fr o m   C o vi d- 1 9.   Wit hi n  t h e  gr e e n
a n d  p ositi v e  k e y w or ds,  p e o pl e  s p o k e  f a v o ur a bl y  of
h o w  h el pf ul  j oi ni n g  r e c o m m e n d e d  s u p p ort  c o m m u niti es
w er e,  es p e ci all y  t h os e  o n  Sl a c k  (s e e  t h e   w or ds ‘b o d y ’
a n d ‘p oliti c ’ at  t h e  t o p  a n d  b ott o m  of  t h e  gr e e n
w or d cl o u d  s e cti o n).  I n  a d diti o n,   w e  f o u n d  dis c ussi o ns  of
si mil ariti e s t h at   L o n g   C o vi d  h a d t o  ot h er  c hr o ni c ill n ess es,
s u c h  as   C hr o ni c  F ati g u e  S y n dr o m e/ M E  ( M y al gi c
E n c e p h al o m y elitis).   T h er ef or e,  dis c o urs e  a n al ysis  l o o ki n g
at t h e  s e nti m e nt  of  k e y w or ds  us e d   wit h r ef er e n c e t o   L o n g
C o vi d  a n d  r el at e d  t er ms  r ef erri n g  t o  l o n g-t er m  s y m pt o ms
of   C o vi d- 1 9  s h o ws  t w o  t hir ds  of  all  p osts  ( 2 9 5, 0 0 0)
i n cl u d e d  a   mi xt ur e  of  n e g ati v e  t o  n e utr al  ( Fi g ur e  6:
r e d- or a n g e- y ell o w),   wit h  o n e t hir d  of  k e y w or ds  usi n g  p osi-
ti v e t er ms.

A n al y si s  of  t h e  s e c o n d   w a v e  ( O ct o b er  2 0 2 0  t o  1
J a n u ar y 2 0 2 1) ( Fi g ur e 6) al s o s h o w s a   mi x e d r a n g e of s e n-
ti m e nt t o w ar d s   L o n g   C o vi d  a n d r el at e d t er m s r ef erri n g t o
l o n g-t er m s y m pt o m s of   C o vi d- 1 9, a n d p e o pl e’s r e a cti o n t o
e v e nt s a s t h e y r et w e et e d or q u ot e d ori gi n al t w e et s di s c u s s-
i n g  t h eir  a n xi et y  o v er  h o w   L o n g   C o vi d   w a s  h a n dl e d
d uri n g  t h e fi r st  y e ar  of  t h e  p a n d e mi c  a n d  v ari o u s  l o c k-
d o w n s.  I n  t h e  s e c o n d   w a v e,  t h e   m aj orit y  of  n e g ati v e  t o
n e utr al/ a m bi g u o u s  s e nti m e nt  ( A p p e n di x  1)  c e ntr e d
ar o u n d  t h e  s eri o u s n e s s  of  s y m pt o m s  a n d   w orr y  a b o ut
r e p ort s  of  or g a n  d a m a g e  d uri n g  diff er e nt  p eri o d s  of  t h e
2 0 2 0  p a n d e mi c.  I n  p arti c ul ar,  t h er e   w a s  a  f o c u s  o n:
i niti al  i nf e cti o n;  t h e  l e n gt h  of  s y m pt o m  e x p eri e n c e;  t h e
pr e v al e n c e  of  c hr o ni c  f ati g u e  s y m pt o m s;  c o m p ari s o n
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wit h si mil ar c hr o ni c ill n e s s e s s u c h a s   M E/ C F S; t h e e x p eri-
e n c e of br ai n f o g; n e ur ol o gi c al s y m pt o m s;   w orr y a b o ut t h e
gr o wi n g n u m b er of y o u n g a d ult s a n d ki d s/ c hil dr e n r e p ort-
i n g   L o n g   C o vi d s y m pt o m s; ri si n g r e p ort s of h e art d a m a g e;
a n d  di s c u s si o n s  of   L o n g   C o vi d  a s  a  p o st  vir al  s y n dr o m e.
N e utr al  t o  p o siti v e  s e nti m e nt  c e ntr e d  ar o u n d:  o pti mi s m
of  n e wl y  o p e n e d   N H S  pr o gr a m m e s/ cli ni c s  f o c u ss e d  o n
s u p p orti n g   L o n g   H a ul er s;  p arli a m e nt ar y  d e b at e  of   L o n g
C o vi d;  i n cr e a s e d  s ci e nti fi c  st u di e s  f o c u s s e d  o n   L o n g
C o vi d;  gr o wi n g  p e er s u p p ort t h at  h el p e d   wit h t h e  q u a nti-
f yi n g  of  s y m pt o m s;  a n d   m or e   wi d e-r a n gi n g  q u alit ati v e
a n al y si s,  i n  t ur n,  b ei n g  s h ar e d   wit h  a c a d e mi c s  a n d   N H S
s u p p ort s er vi c e s.

Of t h e 4 2 % of p e o pl e t h at i n di c at e d t h eir g e n d er o n t h eir
T witt er  a c c o u nts  a cr oss  b ot h  t h e fi rst  a n d  t h e  a n d  s e c o n d
w a v es,   m al e a n d f e m al e s e nti m e nt r e g ar di n g t h e e x p eri e n c e
a n d  s y m pt o ms  of   L o n g   C o vi d   w er e  v er y  si mil ar.   W hilst
sli g htl y   m or e  f e m al es  e x pr ess e d  n e g ati v e  s e nti m e nt
( w o m e n = 4 5 %,   m e n = 3 4 %),  o v er all,  p ositi v e  s e nti m e nt
t o w ar ds   L o n g   C o vi d   w as l o w: j ust  1 5 %  p ositi v e  p osts f or
b ot h   m e n  a n d   w o m e n,   wit h t h e  br e a k d o w n  s h o wi n g   m or e
w o m e n  e x pr essi n g  p ositi v e  s e nti m e nt i n t his  c as e ( w o m e n
= 8 %,   m e n = 6 %)  s e nti m e nt.   N e utr al  s e nti m e nt   w as
al m ost t h e s a m e ( w o m e n = 3. 7 %,   m e n = 3. 5 %).

R ef erri n g t o t h e I B M   W ats o n e m oti o n al l e xi c o n, s a d n ess
w as  t h e  o v er all  e m oti o n  e x pr ess e d  a cr oss  b ot h  g e n d er
gr o u ps  ( 6 6. 7 %).   T h e   m aj orit y  of  e m oti o n al   w or ds   w er e
us e d  b y   w o m e n,   w h o  us e d  e m oti v e   w or ds  5 7 %  of  t h e
ti m e,   w hil e   m e n  us e d  e m oti v e   w or ds  4 2 %  of  t h e  ti m e.
T h e  f oll o wi n g  br e a k d o w n  of  e m oti o n al   w or ds  us e d  b y
g e n d er is:  s a d n ess:   m al e  ( 4 3 %),  f e m al e  ( 5 7 %);  f e ar:   m al e
( 4 1 %),  f e m al e  ( 5 9 %);  j o y:   m al e  ( 4 5 %),  f e m al e  ( 5 5 %);
dis g ust:   m al e  ( 4 6 %),  f e m al e  ( 5 4 %);  a n d  a n g er:   m al e
( 4 6 %), f e m al e ( 5 4 %).

H o w e v er,  t h e  p ers p e cti v e  o n  e m oti o n  a n d  s e nti m e nt
c h a n g es   w h e n  l o o ki n g  at  t h e  c o nt e xt  of   w h e n  t h es e
e m oti v e   w or ds   w er e  us e d.  P er h a ps  a  r e fl e cti o n  of   m or e

w o m e n  b ei n g  di a g n os e d   wit h   L o n g   C o vi d, 9 0 t h e   m aj orit y
of  ori gi n al  p osts  dis c ussi n g   L o n g   C o vi d  o n   T witt er   w er e
st art e d  b y   w o m e n  ( 2 0 %),   w hilst  l ess   m e n  st art e d  t hr e a ds
a b o ut   L o n g   C o vi d ( 1 4 %).   W o m e n  als o   wr ot e   m or e  q u ot e d
r e pli es,   wit h  7 %  q u oti n g  ot h er  p osts  i n  t h eir  r e pli es,  c o m-
p ar e d t o  3 %  of   m e n.   W o m e n  als o   m a d e   m or e  dir e ct r e pli es
i n  c o m m e nt  t hr e a ds  ( 3 0 %),  alt h o u g h   m al es  r e pli e d  at  a
hi g h er r at e t h a n t h e y  h a d i n  pr e vi o us  c at e g ori es ( 2 6 %).

i.   E m ojis. Fr o m  o ur   U K  d at a  s a m pl e,   w e  f o u n d  t h at
d uri n g  t h e fi rst   w a v e,  t h e   m aj orit y  of  e m ojis  us e d   wit hi n
di s c u s si o n s  o n   L o n g   C o vi d  a n d  r el at e d  t er m s  r ef erri n g
t o  l o n g-t er m  s y m pt o m s  of   C o vi d- 1 9   w er e  s y m b ol s  t h at
r el at e d  t o  t h e  r a n g e  of  e m oti o n s  of  c o nf u si o n,  s a d n e s s,
cr yi n g,  al ar m, fr u str ati o n,  a n xi et y,  a n d  p ati e nt s ’ i n v e sti-
g ati o n of t h e r e a s o n s b e hi n d   L o n g   C o vi d ( a s   w ell a s c el e-
br ati o n at b ei n g r e c o g ni s e d b y   G P s or fi n al r e c o v er y fr o m
L o n g   C o vi d).   T h e s e e m oti o n s   w er e g e n er all y r e pr e s e nt e d
b y  v ari o u s  s mil e y  f a c e s  u s e d i n  p o st s  ( Fi g ur e  7).   Ot h er
e m oji s  u s e d  i n cl u d e d  t h e  n ati o n alit y  of   L o n g   H a ul er s,
b y  a  r a n g e  of fl a g s:  n ati o n al  i d e ntiti e s  of   L o n g   C o vi d.
E m oji s   w er e  al s o li n k e d t o  s y m b ol s f or  s e n di n g  s u p p ort
( e. g.  s h a mr o c k,  h e art s,  s u n s hi n e, fl o w er s  a n d  pr a yi n g
h a n d s),   w hil e  ot h er s  ar e  li n k e d  t o  s y m b ol s  f or  al ar m,
r e q u e st  f or  s u p p ort  or t h e  h o s pit al ( S O S  si g n,  sir e n  a n d
w hit e  cr o s s  i n  r e d  s q u ar e).  Fi n all y,  s o m e  e m oji s  u s e d
w er e  s y m b ol s/ arr o w s  a n d fi n g er s  p oi nti n g  t o w ar d s
li n k s  t o  arti cl e s,  vi d e o s  or  ot h er  r e s o ur c e s  s h ar e d
b et w e e n  u s er s.   T h er ef or e,  a n al y si s  of  s o ci al   m e di a
p o st s fi n d s  t h at  e m oji s   w er e  u s e d  i n  q uit e  e x pr e s si v e
w a y s  o v er all.

As t o  b e e x p e ct e d, s o ci al   m e di a  p osts t h us s h o w t h at t h e
t o pi c of   L o n g   C o vi d is q uit e a n e m oti o n al o n e,   w h er e s e nti-
m e nt, e m oti v e   w or ds a n d e x pr essi v e all r a n g e fr o m n e g ati v-
it y  t o w ar ds  s y m pt o ms  s uff er e d,  a n d  a  d et er mi n ati o n  t o
s h ar e  li n k s  a n d  k n o wl e d g e  t h at   mi g ht  h el p  ot h ers   wit hi n
t h e   L o n g   H a ul er  c o m m u nit y.  I n  all  t h e  a cti o ns  a n d

Fi g ur e 3. K e y t o pi cs of c o n c er n r e g ar di n g h er d i m m u nit y a n d gr o wi n g n u m b ers of l o n g h a ul ers, s y m pt o ms of l o n g C o vi d a n d r el at e d t er ms
r ef erri n g t o l o n g-t er m  s y m pt o ms  of  C o vi d- 1 9,  a n d t h e i m p a ct  of t h e  C o vi d- 1 9  v a c ci n e(s).
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p erf or m a n c e  of  t h e ‘aff e cti v e  p ati e nt ’ i n  q u a ntif yi n g,
s h ari n g  a n d  s u p p orti n g  t h e  e x p eri e n c e  of   L o n g   C o vi d
s e e ms  t o  c o n v e y  a  v er y   m u c h  e m b o di e d  a n d  e m oti v e
pr o c ess.

D uri n g t h e s e c o n d   w a v e, t h e   m aj orit y  of  e m ojis  us e d i n
dis c ussi o ns  s urr o u n di n g   L o n g   C o vi d   w er e  s y m b ols
s h o wi n g  s a d n ess,  cr yi n g,  s ar c asti c/ dis b eli e vi n g
cr yi n g- e y e s-l a u g ht er  a n d  r olli n g  e y es  e m ojis,  r e p orts  of
i n cr e as e d  c all- o uts  t o  e m er g e n c y  s er vi c es  (sir e n  e m ojis),
a n d  t h e  r e d ‘X ’ s y m b ol  d e n oti n g  dis a gr e e m e nt   wit h  t h e
g asli g hti n g of   L o n g   C o vi d p ati e nts ( Fi g ur e 7).   T h e t hi n ki n g
e m oji   w as  us e d t o  d e n ot e t h e  n e e d t o t hi n k s eri o usl y  a b o ut
t a ki n g   m e as ur es t o s u p p ort t h os e   wit h   L o n g   C o vi d, as   w ell
as a s ar c asti c r es p o ns e t o ‘g asli g hti n g ’ or n ot b ei n g b eli e v e d
w h e n  r e p orti n g   L o n g   C o vi d  a n d  r el at e d  l o n g-t er m  s y m p-
t o ms.   T h e  pr a yi n g  h a n ds  a n d  bi c e p  e m ojis   w er e   m ai nl y
us e d i n  r el ati o n t o  e n c o ur a gi n g t h os e  s uff eri n g   wit h   L o n g
C o vi d  s y m pt o ms  t o  st a y  str o n g,  as   w ell  as  off ers  of
s u p p ort t o   L o n g   H a ul ers  g oi n g t hr o u g h  p arti c ul arl y tr yi n g
s y m pt o m  e pis o d es.   T h e  t hr e a d/ y ar n  s y m b ol   w as  oft e n

us e d t o  d e n ot e  a   T witt er ‘t hr e a d’ of  s e v er al t w e ets,   w h er e
L o n g   H a ul ers  dis c uss e d t h eir e x p eri e n c es  or  ot h er  pr essi n g
t o pi cs  of  c o n c er n.

Dis c ussi o ns  of t h e  vir us,   m as ks  a n d  v a c ci n es   w er e  als o
r e pr es e nt e d  b y  c orr es p o n di n g  e m ojis,   w hil e  c o u ntr y s p e ci-
fi c  e x p eri e n c es  or  dis c ussi o n  of  c o u ntr y  s p e ci fi c  p oli ci es
t o w ar ds   L o n g   C o vi d   w er e  r e pr es e nt e d  b y  c o u ntr y fl a gs:
p oi nti n g  t o  t h e  r e gi o n alis e d  e x p eri e n c es  of  a  gl o b al  p a n-
d e mi c.   N e g ati v e  t o  n e utr al  e m oji s   w er e  c o n n e ct e d  t o
arr o w  a n d  p oi nti n g fi n g er  e m ojis,  oft e n   wit h li n k s t o  arti-
cl es, i m a g es  or  ot h er r es o ur c es  s h ar e d.   T h e  h a n d- cl a p pi n g
e m oji   w as  us e d  b ot h i n  r el ati o n t o t h e  cl a p-f or- c ar ers  a n d
h e alt h c ar e   w or k ers  e v e nts  h a p p e ni n g  t hr o u g h o ut  t h e  p a n-
d e mi c,  as   w ell  as  a si g n  of  c o n gr at ul ati o ns  or  a p pl a u s e f or
a n y  pr o gr ess   m a d e  b y   L o n g   H a ul ers i n t h eir  e x p eri e n c e  or
m a n a g e m e nt  of  s y m pt o ms,  or  n e w  r es e ar c h  pr o vi di n g
n e w  i nsi g ht  i nt o   L o n g   C o vi d.   T h e  r e d  cir cl e  e m oji   w as
us e d  t o  d e n ot e  n e wl y  r e p ort e d  c as es  of   L o n g   C o vi d,
w hil e  t h e  bl u e  h e art  e m oji   w as  us e d  i n  c o n n e cti o n   wit h
t h e  # N H S bl u e h e art  h as ht a g  as  a  s h o w  of  s u p p ort f or   N H S

Fi g ur e  4. S e nti m e nt  by  s o ur c e r e g ar di n g   m e nti o ns  of  L o n g  C o vi d  a n d r el at e d t er ms r ef erri n g t o l o n g-t er m  s y m pt o ms  of  C o vi d- 1 9 ( 1 J a n
2 0 2 0 t o  1 J a n  2 0 2 1).

Fi g ur e  5. R e d dit  a n d  F or u m   m e nti o ns  of l o n g  C o vi d  a n d r el at e d t er ms r ef erri n g t o l o n g-t er m s y m pt o ms  of  C o vi d- 1 9 ( 1 J a n  2 0 2 0 t o  1 J a n
2 0 2 1).
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w or k ers t h at   w er e e x p eri e n ci n g s o ci al   m e di a a b us e r el ati n g
t o   misi nf or m ati o n  a b o ut  i n cr e as e d  c or o n a vir us  h os pit al
a d missi o ns  d uri n g t h e s e c o n d   w a v e.

ii.   H as ht a gs. B et w e e n  1  J a n u ar y  2 0 2 0  a n d  1  J a n u ar y
2 0 2 1 – o utsi d e  of  t h e   m ai n   L o n g   C o vi d  h as ht a gs
( # L o n g C o vi d  # C o u nt L o n g C o vi d  # C o vi d V a c ci n e  a n d
# C O VI D  a n d  #l o n g h a ul ers) – a m o n gst  t h e  t o p  1 0 0
c o-r el at e d  h as ht a gs   w er e  o n es   w hi c h f o c us e d  o n t h e  c o m-
p aris o n  of  s p e ci fi c   L o n g   C o vi d  s y m pt o ms  a n d  s u p p ort
gr o u ps  t o  l o n g  t er m  c hr o ni c  ill n ess e s,  s u c h  as   M y al gi c
E n c e p h al o m y elitis  ( M. E)  a n d   C hr o ni c  F ati g u e  S y n dr o m e
( C F S  or   M E C F S)  a n d   D ys a ut o ni mi a – li n k e d  t o  h e art
d a m a g e  a n d  ot h er  or g a n  d a m a g e  ( Fi g ur e  8).   T h e  h as ht a g
# St o p R est P a c e   w as  als o  us e d  as  a   w a y  t o  s h ar e  a d vi c e
a m o n gst   L o n g   H a ul ers  o n  h o w  t o  d e al   wit h  s y m pt o ms
t h at  aff e ct e d  t h eir  d ail y  li v es  a n d  a bilit y  t o  c o p e   wit h
w or k  or  c hil d c ar e – m ost s p e ci fi c all y   wit h r e g ar ds  o n  h o w
t o  p a c e  t h e ms el v es,  as   w ell  as  pr a cti c e  diff er e nt  f or ms  of
p h ysi o ( # L o n g C o vi d P h ysi o).

T h er e   w er e  als o  h as ht a gs  li n k e d  t o  gr o wi n g  c o n c er n
a b o ut  c hil dr e n  e x p eri e n ci n g   L o n g   C o vi d  s y m pt o ms
( # L o n g C o vi d Ki ds),  i n cl u di n g   w orr y  a b o ut  t h e  eff e cts  of
p ost  vir al  f ati g u e  s y n dr o m e  o n  c hil dr e n ’s  li v es,  a n d  t h e
n e e d t o   m a k e  s c h o ols  s af er  f or  c hil dr e n  b y  c alli n g  f or t h e
wi d er  us e  of   m as ks   wit hi n  s c h o ol  e n vir o n m e nts.   Ot h er
h as ht a gs  s u c h  as  # M e d T witt er   w er e  us e d  b y   L o n g
H a ul ers   wit h  s p e ci fi c   m e di c al  q u esti o ns/ arti cl es  t h at  t h e y
w a nt e d  t o  as k  or  s h ar e   wit h   m e di c all y/ a c a d e mi c all y
tr ai n e d   T witt er  us ers,   w h o   w er e  oft e n  als o   L o n g   H a ul ers
t h e ms el v es.9 1 T h us,  t h e  r a n g e  of  h as ht a gs  s h ar e d  st a y e d
c o nsist e nt  o v er  b ot h  t h e fi rst  a n d  s e c o n d   w a v es,   wit h  a
f o c us o n t h e i m p a ct of s y m pt o ms a n d li n ks   wit h c hr o ni c ill-
n ess es.   T his   m a y  b e  a  r e fl e cti o n  of  t h er e  b ei n g  n o   m aj or
c h a n g es f or t h e   L o n g   H a ul er c o m m u nit y  o utsi d e of i n v esti-
g ati o n   wit hi n t h es e ar e as,   wit h a n e e d t o u n d erst a n d t h e pr o-
gr ess  a n d tr e at m e nt  of   L o n g   C o vi d  al o n gsi d e  r es e ar c h  o n
C o vi d- 1 9  vir us  a n d its  c o nti n u e d i m p a ct  o n s o ci et y.

D)  s h ari n g  i nf or m ati o n:  p ati e nt-l e d  r es e arc h,  s u p p ort  a n d
n o n- m e dic al  r es o urc es. I n  t h e  a bs e n c e  of  s uffi ci e nt  a n d

Fi g ur e  6. S e nti m e nt r e g ar di n g   m e nti o ns  of l o n g  C o vi d  a n d r el at e d t er ms r ef erri n g t o l o n g-t er m  s y m pt o ms  of  C o vi d- 1 9, fi rst  a n d  s e c o n d
w a v e ( 1 J a n  2 0 2 0 t o  1 J a n  2 0 2 1).
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wi d el y  a c c es si bl e   m e di c al  k n o wl e d g e  s urr o u n di n g   L o n g
C o vi d  ( as  o p p os e d  t o   C o vi d- 1 9   m or e  g e n er all y) – n ot  t o
m e nti o n t h e c o m p eti n g d e fi niti o ns of   C o vi d- 1 9, as e x pl or e d
e arli er – d uri n g t h e fi rst   w a v e  of t h e  p a n d e mi c,  n e ws  a n d
s o ci al   m e di a  h a v e t a k e n its r ol e  as  a n i m p ort a nt if  n ot t h e
o nl y  i nf or m ati o n  r es o ur c e  o n   L o n g   C o vi d.  S o ci al   m e di a
h as n ot o nl y b e c o m e a sit e f or t h e arti c ul ati o n a n d d o c u m e n-
t ati o n  of   L o n g   C o vi d  fr o m  t h e  aff e cti v e  p ati e nt,  b ut  als o
w h er e  o n e  c a n fi n d  p ati e nt-l e d  k n o wl e d g e  t hr o u g h  t h e
s h ari n g of r es o ur c es.   T his is p arti c ul arl y t h e c as e   wit h i niti a-
ti v es  li k e  t h e   B o d y  P oliti c’s   C o vi d- 1 9  S u p p ort   Gr o u p, 9 2

w hi c h  birt h e d  a   L o n g   C o vi d-s p e ci fi c  P ati e nt- L e d

R es e ar c h   C oll a b or ati v e  t h at  e n g a g es   wit h  p ati e nt-l e d
r es e ar c h  pr oj e ct,9 3 e n c o ur a gi n g  c o ntri b uti o ns  fr o m  all
C o vi d- 1 9 s uff er ers, as p art of a c oll e cti v e str at e g y  of d e v el-
o pi n g  a  p ati e nt-l e d  k n o wl e d g e  b as e. 9 4 W e  h a v e i d e nti fi e d
t hr e e   m ai n  t y p es  of  i nf or m ati o n   L o n g   H a ul ers  s h ar e  o n
s o ci al   m e di a  as  a  dir e ct r es ult  of  a n  a bs e n c e   wit hi n  of fi ci al
c h a n n els  a n d  d o m ai ns  of  k n o wl e d g e:

• N e ws   m e di a: t h er e ar e a si g ni fi c a nt n u m b er of  p osts t h at
s h ar e n e ws   m e di a arti cl es, us u all y as a   w a y of v ali d ati n g
a   L o n g   H a ul er ’s  e x p eri e n c e.   T his  is  p arti c ul arl y  c o n-
c er ni n g   w h e n  n e ws   m e di a  s o ur c es  ar e  us e d i n  c o ntr ast

Fi g ur e  7. C oll e cti o n  of t o p  e m ojis  us e d i n r el ati o n t o  p osts   m e nti o ni n g l o n g  C o vi d  a n d r el at e d t er ms r ef erri n g t o l o n g-t er m s y m pt o ms  of
C o vi d- 1 9,  a n d  dis c o urs e  b e hi n d t h e m.

Fi g ur e 8. C oll e cti o n of t o p  h as ht a gs  us e d i n r el ati o n t o  p osts   m e nti o ni n g l o n g  C o vi d a n d r el at e d t er ms r ef erri n g t o l o n g-t er m s y m pt o ms of
C o vi d- 1 9  o v er fi rst  a n d  s e c o n d   w a v es.
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t o  offi ci al  di a g n os e s  or  g ui d eli n es,  pr es e nt e d  as  a   m or e
r e ali sti c r efl e cti o n  of   L o n g   C o vi d.

• S u p p ort  n et w or k:  Fr o m  t h e  gl o b al  s a m pl e  of  p osts,  it
w as  f o u n d  t h at  q u a ntit ati v e  s elf-tr a c ki n g  i nf or m ati o n
( e. g.  n u m b er  of  st e ps  a c hi e v e d  as  p art  of  r e c o v er y,
n u m b er  of  d a ys  i n  p ai n)  oft e n  f or m e d  a  q u alit ati v e
m ess a g e  of  h o p e  t o  f ell o w   L o n g   H a ul ers,  or  a   w a y  of
s h ari n g  e x p eri e n c e   wit hi n  a  s u p p orti v e  o nli n e
c o m m u nit y.

• Pr a cti c al  hi nts  a n d ti ps: t h e  s h ari n g  of pr a cti c al a d vi c e
r e g ar di n g t h e  us e  of  s p e cifi c  s u p pl e m e nts t a k e n t o  h el p
wit h  r e c o v er y  ( e. g.   Gl ut at hi o n e  a n d   N A C,   Zi n c,  vit a-
mi ns   C  a n d   D),  pr a cti c al  ti ps  o n  h o w  t o  t al k  t o   G Ps
a n d  ot h er  p oi nts  t o  h el p   L o n g   H a ul ers  i m pr o v e  t h eir
s e ns e  of   w ell b ei n g.

T o w ar ds t h e e n d  of t h e fi rst   w a v e  of   C o vi d- 1 9,  d o ct ors a n d
cli ni ci a n s ( oft e n   L o n g   H a ul ers t h e ms el v es)  b e g a n t o  hi g h-
li g ht ‘a fr ustr ati n g l a c k  of  a c c ess t o  a p pr o pri at e i n v esti g a-
ti o ns f or  s y m pt o m ati c i n di vi d u als  a n d t h eir  d o ct ors  d u e t o
l o c k d o w n  a n d  a  r e d u cti o n  of  s er vi c es’,  a n d   m ost  i m p ort-
a ntl y,  h o w  d es pit e t h e  b est  eff orts, ‘m a n y  aff e ct e d i n di vi-
d u als  h a v e  b e e n  dis miss e d   wit h t h e l a b el  of “ a n xi et y ” a n d
h a v e  e n d ur e d  i n cr e d ulit y  a n d  a  l a c k  of  s y m p at h y  or
s u p p ort ’.9 5 It   w as  cl e ar  t h at  c o nsi d er ati o n   w as  ur g e ntl y
n e e d e d i n  a c k n o wl e d gi n g  a n d  c o m m u ni c ati n g i nf or m ati o n
r e g ar di n g   L o n g   C o vi d   m or e  eff e cti v el y.  I n  c o ntr ast,
d uri n g t h e s e c o n d   w a v e, t h er e   w as   m or e r e c o g niti o n  of  dif-
f er e nt r at es  of a c c ess t o   L o n g   C o vi d cli ni cs a n d s u p p ort, as
n e w er s ci e nti fi c st u di es  a n d   N H S s u p p ort s er vi c es f o c us e d
m or e o n t h e l o n g-t er m s y m pt o ms a n d s p e ci fi c t y p es of n e u-
r ol o gi c al/ or g a n  d a m a g e  s uff er e d  b y   L o n g   C o vi d  p ati e nts.
As  t h e   C o vi d- 1 9  v a c ci n e(s)  b e g a n  t o  b e  r oll e d  o ut,  s o m e
of t h es e iss u es fr o m  b ot h t h e fi rst a n d s e c o n d   w a v e c o nti n-
u e d t o b e of c o n c er n, al o n gsi d e n e w o n es r el ati n g t o t h e l a c k
of cl arit y a n d s u p p ort s urr o u n di n g v a c ci n e s f or t h os e li vi n g
wit h   L o n g   C o vi d.

C o n cl u si o n

As  o utli n e d  i n  t h e  I ntr o d u cti o n,  t h er e  is  a  pr o misi n g
i n cr e as e  i n  t h e  n u m b er  of  st u di es  a n d  r es e ar c h  o n   L o n g
C o vi d  a n d  i m pr o v e d   L o n g   C o vi d  p ati e nt  c ar e.   H o w e v er,
as  o ur  arti cl e  h as  h o p ef ull y  d e m o nstr at e d, t h er e  ar e  d etri-
m e nt al  c o ns e q u e n c es t o i g n ori n g  p ati e nt  v oi c es,  es p e ci all y
as   w e   m o v e t hr o u g h t h e  pr o c e ss  of  v a c ci n ati o n a n d r e h a bi-
lit ati o n t h er e aft er i n  a  p ost- p a n d e mi c  f ut ur e.  F urt h er m or e,
as  t h e  r el ati v el y  r e c e nt  r e- n a mi n g  of   L o n g   C o vi d  t o
P A S C  d e m o nstr at es,  t h er e  is  still  cl e arl y  a  t e nsi o n
b et w e e n ‘of fi ci al ’ a n d ‘u n of fi ci al ’ n arr ati v es  of   L o n g
C o vi d  t h at   m a y  n e e d  r e c o n cili n g. 9 6 T his  is  cr u ci al  i n
or d er  t o  n ot  j ust  u n d erst a n d   L o n g   C o vi d,  b ut   C o vi d- 1 9
its elf: fr o m its t e m p or al a n d s y m pt o m ati c di m e nsi o ns, e m o-
ti o n al a n d pr a cti c al i m p a cts, ri g ht t hr o u g h t o t h e   w a y h e alt h
c o m m u ni c ati o n  fr a m es  t h e  c o n diti o n  a n d  g ui d eli n es  f or
L o n g   H a ul ers  a n d t h eir  c ar ers.

W hilst   w e h o p e t h at t his arti cl e a n d st u d y o p e ns t h e   w a y
t o a   m or e p ati e nt- c e ntr e d a p pr o a c h t o   L o n g   C o vi d r es e ar c h,
w e r e c o g nis e s o m e li mit ati o ns   w hi c h  c a n  h o p ef ull y i nf or m
f ut ur e r es e ar c h. Firstl y,   w e n ot e t h at d es pit e   C o vi d- 1 9 b ei n g
a  gl o b al  e pi d e mi c,  o ur  r es e ar c h   w as  n arr o w e d  d o w n  t o
E n glis h-s p e a ki n g  c o u ntri es t h at  h a v e  di git al  a c c ess,  i nfr a-
str u ct ur e  a n d  lit er a c y  t o  c o m m e nt  o n  s o ci al   m e di a.   As
s u c h,  s o m e  of  t h e   m or e  i d e ol o gi c al  as p e cts   w e  dis c uss e d
– fr o m  e m oti o ns t o  q u esti o ns  of i d e ntit y – ar e  v er y   m u c h
s o ci o- c ult ur all y  s p e ci fi c  a n d  as  s u c h,  ar e  n ot  n e c ess aril y
gl o b al.  Si mil arl y,  o ur  s o ci al   m e di a  d at a   will  n ot  h a v e  c a p-
t ur e d  all t h e  v ari o us  dis c ussi o ns  a n d  ori gi ns  of  dis c ussi o ns
fr o m  diff er e nt  c o m m u niti es – fr o m  t h e   m e di c al/ s ci e ntifi c
c o m m u nit y,  t h e  p ost- vir al/ M E/ C F S  c o m m u nit y,  t h e   L o n g
C o vi d  c o m m u nit y – ar o u n d  t h e   w orl d,  all   wit h  diff er e nt
s o ur c es  of  d at a  a n d  u n d erst a n di n gs  of  iss u es  r el ati n g  t o
h e alt h a n d   w ell b ei n g.   M or e r es e ar c h i nt o h o w c o nstr u cti o ns
a n d  d e fi niti o ns  of  b ot h   L o n g   C o vi d  a n d   C o vi d- 1 9  diff er
a c c or di n g t o  diff er e nt s o ci o- c ult ur al,  g e o- p oliti c al  c o nt e xts
– a n d  t h os e  o c c urri n g  b e y o n d  s o ci al   m e di a – w o ul d  b e
a p pr o pri at e f or  a  gl o b al  p h e n o m e n o n.

It s h o ul d als o b e n ot e d t h at   w hilst o ur st u d y   w as p arti all y
b as e d  o n  g e ot a g g e d  p osts  fr o m  a cr oss  s o ci al   m e di a  p osts
a n d  arti cl es fr o m  ot h er   m e di a, t h e li mit ati o ns  of  g e ot a g g e d
a n d  d e m o gr a p hi c all y  t a g g e d  t w e ets  a n d  p osts  s h o ul d  b e
k e pt i n   mi n d. 5 0 – 5 2 Dr a wi n g  o n t h e  dis c ussi o ns  of t h e r eli a-
bilit y  of  d e m o gr a p hi c all y  t a g g e d  r es e ar c h, 4 6 w e  n ot e  t h at
w hilst  o ur  d at a  s a m pl e is  q uit e l ar g e, it  r et ai ns  s o m e  bi as
as  us ers  o n  s o ci al   m e di a  a n d  t h e  s m all  p er c e nt a g e  of
t h os e t h at  a c c ur at el y t a g t h eir  d e m o gr a p hi cs  ar e  n ot r e pr e-
s e nt ati v e  of t h e  g e n er al  gl o b al  or   U K  p o p ul ati o n.   T h e c o n-
s e q u e n c e is t h at t h e d e m o gr a p hi cs i n di c at e d i n t his st u d y d o
n ot  p erf e ctl y   mirr or t h e l ar g er  p o p ul ati o n aff e ct e d  b y   L o n g
C o vi d.

S e c o n dl y, r el at e d t o t h e fi rst p oi nt,   w e als o r e c o g nis e t h at
all p e o pl e – f or   w h at e v er r e as o n – d o n ot e n g a g e   wit h s o ci al
m e di a   m or e  g e n er all y.   C a pt uri n g t h e  v oi c es  of t h os e   w h o
d o  n ot  e n g a g e   wit h  s o ci al   m e di a  a n d/ or  o nli n e  s p h er e
w o ul d  als o  b e  cr u ci al.

T hir dl y,  t o  g ai n  a n  i n- d e pt h  u n d erst a n di n g  of   L o n g
H a ul ers ’ e x p eri e n c es,  e m oti o ns  a n d  pr a cti c es   w o ul d
r e q uir e  a  f urt h er  s yst e m ati c  a n d  dir e ct  a p pr o a c h i. e.  f o c us
gr o u ps  a n d/ or  i nt er vi e ws,   w hi c h  t h e  a n al ysis  of  s h ort
t w e ets  d o  n ot  n e c ess aril y  c a pt ur e i n its  e ntir et y.

T h e str e n gt hs  of  o ur  o nli n e a n al ysis  of   L o n g   C o vi d  n ar-
r ati v es  c o ntri b ut es  t o w ar ds  u n d erst a n di n g  s o m e  of  t h e
e x p eri e nti al,  e m oti o n al  a n d  pr a cti c al  di m e nsi o ns  of   L o n g
C o vi d,  i d e ntif yi n g  f o ur   m ai n  ar e as  t h at  n e e d  f urt h er
ur g e nt  att e nti o n  a n d  r e c o nsi d er ati o n:  a)  t h e  ti m e-fr a m es
assi g n e d  t o   C o vi d- 1 9;  b)  t h e  r a n g e  of  s y m pt o ms   w hi c h
aff e cts  t esti n g/ di a g n os es;  c)  t h e  e m oti o n al/i nt ell e ct u al
i m p a ct  o n   L o n g   H a ul ers;  d) l a c k  of r es o ur c es a n d i nf or m a-
ti o n.   W hilst  s er vi c es  a n d  s u p p ort  gr o u ps  h a v e  b e g u n  t o
e m er g e,   w e  ar g u e t h at  u ntil  of fi ci al  d e fi niti o n s  a n d  u n d er-
st a n di n gs  s urr o u n di n g   C o vi d- 1 9  ar e  r e c o nsi d er e d,  d o ct ors
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a n d  ot h er  s er vi c es   will  b e  li mit e d  i n  t h eir  c a p a cit y  t o
pr o vi d e  b ett er  s u p p ort,  g ui d eli n es  a n d  s o ci al   m e as ur es  f or
t h os e  s uff eri n g  fr o m   L o n g   C o vi d,  as   w ell  as  t h eir  c ar ers.
As  v a c ci n es  ar e r oll e d  o ut   w hilst  n e w  str ai ns  of   C o vi d- 1 9
s pr e a d  gl o b all y,  t h e  n e xt  st e ps   w e  t a k e  i n  d e ali n g   wit h
iss u es  r el ati n g  t o  p ati e nt   w ell b ei n g  a n d  c ar e – n ot  t o
m e nti o n  a  gr e at er  u n d erst a n di n g  of   C o vi d- 1 9 – d e p e n d  o n
h o w   m u c h   w e  h a v e  l e ar nt  o ur  l ess o n  i n  2 0 2 0,  t o  b e gi n
wit h  t h e  s oli d  f o u n d ati o n al  k n o wl e d g e  g e n er at e d  b y
p ati e nts   wit h   L o n g   C o vi d,  a n  e x p a nsi o n  of   m or e   L o n g
C o vi d  s u p p ort  s er vi c es,  a n d  gr e at er  c oll a b or ati o n  b et w e e n
H C Ps  a n d  p ati e nts.

Et hi c al  a p pr o v al

W e s u b mitt e d t o  a f or m al  et hi cs r e vi e w  pr o c ess  c o n d u ct e d
b y t h e S E C at t h e   U ni v ersit y of Str at h cl y d e,   w hi c h i n cl u d e d
i nf or m ati o n  r el ati n g  t o  r el e v a nt  crit eri a  o utli n e d  b y  t h e
C o ns oli d at e d   Crit eri a  f or   R e p orti n g   Q u alit ati v e   R es e ar c h
( C O R E Q)  g ui d eli n es.   T h e  pr oj e ct  c oll e cts  o nl y  p u bli cl y
a v ail a bl e  s o ci al   m e di a  d at a   w hi c h  h as  b e e n  a n o n y mis e d
t hr o u g h  v ari o us   m e a ns,  n ot a bl y  a  P yt h o n  s cri pt t o r e pl a c e
all  us er n a m e s  a n d  li n ks   wit h  a n  e n cr y pt e d  t a g  c o d e.
W h er e  dis c ussi o ns  i n v ol v e  q u alit ati v e  a n al ysis  of  s o ci al
m e di a  p osts, t h es e  ar e r ef err e d t o  o nl y i n  g e n er al t h e m ati c
t er ms   wit h  n o  attri b ut a bl e  dir e ct  q u ot es  us e d  a n y w h er e i n
o ur  arti cl e.   T h e  S E C  d et er mi n e d  t h at  o ur   w or k  d o es  n ot
c o nstit ut e r es e ar c h i n v ol vi n g  h u m a n  p arti ci p a nts,  a n d t h us
m et t h e  a p pr o pri at e  et hi c al st a n d ar ds  of r es e ar c h.

G u ar a nt or

E M.

C o ntri b ut or s hi p

E M/ S M  c o n c ei v e d  ori gi n al  i d e a  f or  st u d y.  S M  d esi g n e d
q u a ntit ati v e  d at a   m et h o d ol o g y,  c o n d u ct e d  q u a ntit ati v e
d at a  c oll e cti o n  a n d  pr o d u c e d  d at a  vis u alis ati o ns.   E M  or g a-
nis e d/str u ct ur e d  c oll e ct e d  d at a t h e m ati c all y  a n d  c o n d u ct e d
d at a a n al ysis.   E M   wr ot e: r es e ar c h q u esti o n/ ai ms a n d o bj e c-
ti v es;  q u alit ati v e  dis c ussi o n,  i ntr o d u cti o n  a n d  c o n cl usi o n.
S M   wr ot e:   B a c k gr o u n d;   M et h o d ol o g y;  q u a ntit ati v e  dis c us-
si o n.   E M/ S M  e dit e d t o g et h er  a n d  c o- wr ot e:   A bstr a ct.   E M
s o u g ht  et hi c al  a p pr o v al  fr o m  Str at h cl y d e.   E M  r es p o nsi bl e
f or  a d mi n.

A c k n o wl e d g e m e nt s: E M   w o ul d  li k e  t o  t h a n k  all  t h e  r es e ar c h
s u p p ort  r e c ei v e d  fr o m  t h e   U ni v ersit y  of  Str at h cl y d e:  t h e
D e p art m e nt  of  J o ur n alis m,   M e di a  a n d   C o m m u ni c ati o n  a n d  t h e
S c h o ol  of   H u m a niti es  a n d  S o ci al  S ci e n c es;  t h e  S c h o ol   Et hi cs
C o m mitt e e;  a n d t h e   O p e n   A c c ess t e a m.  S M   w o ul d li k e t o t h a n k
all t h e  r es e ar c h  s u p p ort  r e c ei v e d  fr o m t h e   U ni v ersit y  of   O xf or d:
t h e   C e ntr e f or   Cli ni c al   V a c ci n ol o g y  a n d   Tr o pi c al   M e di ci n e.

D e cl ar ati o n  of  C o n fl i cti n g I nt er e st s: T h e  a ut h or(s)  d e cl ar e d  n o
p ot e nti al  c o n fl i cts  of  i nt er est   wit h  r es p e ct  t o  t h e  r es e ar c h,
a ut h ors hi p,  a n d/ or  p u bli c ati o n  of t his  arti cl e.

F u n di n g: T h e  a ut h or(s)  r e c ei v e d  n o fi n a n ci al  s u p p ort  f or  t h e
r es e ar c h,  a ut h ors hi p  a n d/ or  p u bli c ati o n  of t his  arti cl e.

I nf or m e d  C o n s e nt: N ot  a p pli c a bl e,  b e c a us e t his  arti cl e  d o es  n ot
c o nt ai n  a n y  st u di es   wit h  h u m a n  or  a ni m al  s u bj e cts.
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Tri al  R e gi str ati o n: N ot  a p pli c a bl e,  b e c a us e t his  arti cl e  d o es  n ot
c o nt ai n  a n y  cli ni c al tri als.
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A u g ust  2 0 2 0,  htt ps:// w w w. w h o.i nt/ dir e ct or- g e n er al/s p e e c h es/
d et ail/ w h o- dir e ct or- g e n er al-s- o p e ni n g-r e m ar ks- at-t h e- m e di a-
bri e fi n g- o n- c o vi d- 1 9 — 2 1- a u g ust- 2 0 2 0  ( 2 0 2 0,  a c c ess e d  2 1
S e pt e m b er  2 0 2 1)

3.  L o n g- T er m  Eff e cts  of   C O VI D- 1 9.   C e ntr e f or   Dis e as es   C o ntr ol
a n d  Pr e v e nti o n  ( C D C),  htt ps:// w w w. c d c. g o v/ c or o n a vir us/ 2 0 1 9-
n c o v/l o n g-t er m- eff e cts. ht ml ( 2 0 2 0,  a c c ess e d  1 0 J a n u ar y  2 0 2 1).

4.   K alt er   L.  F a u ci i ntr o d u c es   N e w  a cr o n y m f or l o n g   C O VI D  at
w hit e  h o us e  bri e fi n g. M e ds c a p e .  htt ps:// w w w. m e ds c a p e. c o m/
vi e w arti cl e/ 9 4 6 4 1 9. ( 2 0 2 1,  a c c ess e d  1 2   M ar c h  2 0 2 1).

5.   T h e  t er m, ‘L o n g   C o vi d ’ fi r st  a p p e ar e d  a s  p art  of  o nli n e
p ati e nt  n arr ati v e s,  o n   T witt er  b y   Eli s a  P er e g o.  htt p s://
t witt er. c o m/ eli s a p er e g o 7 8/ st at u s/ 1 2 6 3 1 7 2 0 8 4 0 5 5 8 3 8 7 2 1 ?
s = 2 0  ( 2 0   M a y,  2 0 2 0,  a c c e s s e d  1 2   D e c e m b er,  2 0 2 0).  S e e
al s o r ef er e n c e [ 5 0]

6.   T h e c o n diti o n  of  n ot r e c o v eri n g fr o m   C o vi d- 1 9 i n t h e  of fi -
ci al r e c o v er y ti m e   w a s  hi g hli g ht e d a n d   m a d e   wi d el y p u bli c
a s f ar  b a c k  a s   A pril  2 0 2 0  b y  Fi o n a   L o w e n st ei n fi r stl y,  vi a
h er  I n st a gr a m  a c c o u nt  htt p s:// w w w.i n st a gr a m. c o m/ p/ B-
e 8 k Zf A h z 8/  ( 2   A pril,  2 0 2 0,  a c c e s s e d  1 3  S e pt e m b er,
2 0 2 1).  S e e  al s o r ef er e n c e [ 7]

7.  L o w e nst ei n  L.   W e   N e e d  t o  T al k   A b o ut   W h at   C or o n a vir us
R e c o v eri es  L o o k  Li k e.  T h e   N e w   Y or k  Ti m es,  1 3   A pril  2 0 2 0,
htt p s:// w w w. n yti m e s. c o m/ 2 0 2 0/ 0 4/ 1 3/ o pi ni o n/ c or o n a vir u s-
r e c o v er y. ht ml ( 2 0 2 0,  a c c ess e d  1 3  S e pt e m b er,  2 0 2 1).

8. ‘L o n g  h a ul ers ’ is  a  t er m  d es cri bi n g  p e o pl e   wit h  l o n g-t er m
s y m pt o ms  t h at  p ersist  aft er  i niti all y  c o ntr a cti n g   C o vi d- 1 9.
S e e:   M ars h all   M.   T h e  l asti n g   mis er y  of  c or o n a vir us  l o n g-
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h a ul ers. N at ur e .  htt ps:// w w w. n at ur e. c o m/ arti cl es/ d 4 1 5 8 6-
0 2 0- 0 2 5 9 8- 6 ( 2 0 2 0,  a c c ess e d  1 5 J a n u ar y  2 0 2 1).

9.  L o n g C o vi d S O S.  htt ps:// w w w.l o n g c o vi ds os. or g/ ( 2 0 2 0, a c c ess e d
3 1st   D e c e m b er  2 0 2 0).

1 0.   L o n g   C o vi d  S u p p ort.  htt ps:// w w w.l o n g c o vi d. or g/  ( 2 0 2 0,
a c c ess e d  1 8   A u g ust  2 0 2 0).

1 1.   W e   Ar e   B o d y  P oliti c.  htt ps:// w w w. w e ar e b o d y p oliti c. c o m/
c o vi d 1 9 ( 2 0 2 0, a c c ess e d  1 8   A u g ust  2 0 2 0).   Alt h o u g h e xisti n g
b ef or e  t h e   C o vi d- 1 9  p a n d e mi c  as  a  q u e er  f e mi nist   w ell n ess
c oll e cti v e  f o u n d e d  i n  2 0 1 8,   B o d y  P oliti c  is  o n e  of  t h e
l ar g est  gl o b al   C o vi d- 1 9  S u p p ort   Gr o u ps.

1 2.   W H O. C or o n a vir us  u p d at e  5 4:  u p d at e  o n  cli ni c al l o n g-t er m
eff e cts  of   C O VI D- 1 9 .   G e n e v a,  S wit z erl a n d:   W H O,  2 6
M ar c h  2 0 2 1,  htt ps:// w w w. w h o.i nt/ d o cs/ d ef a ult-s o ur c e/
c or o n a vir us e/ris k- c o m ms- u p d at es/ u p d at e 5 4 _ cli ni c al _l o n g _
t er m _ eff e cts. p df ?sf vrs n= 3 e 6 3 e e e 5 _ 8  ( 2 0 2 1,  a c c ess e d  1 2
S e pt e m b er  2 0 2 1)

1 3.   N H S. Y o ur  c o vi d  r e c o v er y  -  s u p p orti n g  y o ur  r e c o v er y
aft er   C O VI D- 1 9 .   N H S,   N H S   E n gl a n d.  htt ps:// w w w.
y o ur c o vi dr e c o v er y. n hs. u k/ ( 2 0 2 1,  a c c ess e d  F e br u ar y  2 0 2 1).

1 4.   N H S. P ati e nt  a c c ess:   w h at  ar e t h e l o n g-t er m  h e alt h i m p a cts
of  c or o n a vir us ? N H S,   N H S   E n gl a n d.  htt ps:// p ati e nt.i nf o/
n e ws- a n d-f e at ur es/ w h at- ar e-t h e-l o n g-t er m- h e alt h-i m p a cts- of-
c or o n a vir us ( 2 0 2 0,  a c c ess e d  1 2   D e c e m b er  2 0 2 0).

1 5.   N at ur e   Bl o g   E dit ori al. L o n g   C O VI D: l et  p ati e nts  h el p  d e fi n e
l o n g-l asti n g   C O VI D  s y m pt o ms.   N at ur e   Bl o g,   L o n d o n,   U K,
0 7   O ct o b er  2 0 2 0.  htt ps:// d oi. or g/ 1 0. 1 0 3 8/ d 4 1 5 8 6- 0 2 0-
0 2 7 9 6- 2 ( 2 0 2 0,  a c c ess e d  3 1   O ct o b er  2 0 2 0)

1 6.   C a c ci a p a gli a   G,  C ot  C a n d S a n ni n o F. S e c o n d   w a v e  C O VI D- 1 9
p a n d e mi cs i n   E ur o p e: a t e m p or al  pl a y b o o k. S ci e nti fi c   R e p orts
2 0 2 0;  1 0:  1 5 5 1 4.  htt ps:// w w w. n at ur e. c o m/ arti cl es/s 4 1 5 9 8-
0 2 0- 7 2 6 1 1- 5. ( 2 0 2 0, a c c ess e d 2  F e br u ar y 2 0 2 1).

1 7.   B o y at zis   R E. Tr a nsf or mi n g  q u alit ati v e  i nf or m ati o n .
Cl e v el a n d:  S a g e,  1 9 9 8.

1 8.  F er e d a y  J  a n d   M uir- C o c hr a n e   E.   D e m o nstr ati n g  ri g or  usi n g
t h e m ati c a n al ysis: a h y bri d a p pr o a c h of i n d u cti v e a n d d e d u ct-
i v e c o di n g a n d t h e m e d e v el o p m e nt. I nt J   Q u al   M et h o ds 2 0 1 6;
5:  8 0 – 9 2.

1 9.   G u est   G,   M a c Q u e e n   K M  a n d   N a m e y   E E. A p pli e d t h e m ati c
a n al ysis .   T h o us a n d   O a ks: S a g e,  2 0 1 2.

2 0.  F ürsi c h   E.  I n  d ef e ns e  of  t e xt u al  a n al ysis:  r est ori n g  a  c h al-
l e n g e d   m et h o d  f or  j o ur n alis m  a n d   m e di a  st u di es. J o ur n al
St u d 2 0 0 9;  1 0:  2 3 8 – 2 5 2

2 1.  S mit h   A,   M ali k  S  a n d  S h n ei d er m a n   B.   Vis u al  a n al ysis  of
t o pi c al  e v ol uti o n i n  u nstr u ct ur e d t e xt:   D esi g n  a n d  e v al u ati o n
of   T o pi c Fl o w.  I n:   K a zi e n k o  P  a n d   C h a wl a   N V  ( e ds)
A p pli c ati o ns  of  S o ci al   M e di a  a n d  S o ci al   N et w or k   A n al ysis .
C h a m:  S pri n g er,  2 0 1 5,  p p.  1 5 9 – 1 7 5

2 2.   M elt w at er  S o ci al   M e di a   M o nit ori n g.  htt ps:// w w w. m elt w at er.
c o m/ e n/ pr o d u cts/s o ci al- m e di a- m o nit ori n g  ( 2 0 2 0,  a c c ess e d
1 2  F e br u ar y  2 0 2 1).

2 3.   Br o ni at o ws ki   D A,  J a mis o n   A M,   Qi  S H,  et  al.   W e a p o ni z e d
h e alt h  c o m m u ni c ati o n:  t witt er  b ots  a n d   R ussi a n  tr olls
a m plif y t h e  v a c ci n e  d e b at e. A m  J   P u bli c   H e alt h 2 0 1 8;  1 0 8:
1 3 7 8 – 1 3 8 4.

2 4.   Z e n g   D,   C h e n   H,   L us c h   R,  et  al.  S o ci al   m e di a  a n al yti cs  a n d
i nt elli g e n c e. I E E E I nt ell.  S yst 2 0 1 0;  2 5:  1 3 – 1 6.

2 5.  P ar a n y us h ki n   D. I nfr a N o d us:   G e n er ati n g I nsi g ht   Usi n g   T e xt
N et w or k   A n al ysis.  I n:   T h e   W orl d   Wi d e   W e b   C o nf er e n c e

( W W W ‘1 9),   N e w   Y or k,   U S A,  2 0 1 9,  p p.  3 5 8 4 – 3 5 8 9.
htt ps:// d oi. or g/ 1 0. 1 1 4 5/ 3 3 0 8 5 5 8. 3 3 1 4 1 2 3

2 6.   K a n g  S,  S hi m   K  a n d   Ki m J.  S o ci al   m e di a  p osts  o n  S a ms u n g
g al a x y  n ot e  7  e x pl osi o n:  a  c o m p ar ati v e  a n al ysis  of  crisis
fr a mi n g  a n d  s e nti m e nts  i n  t hr e e  n ati o ns. J o ur n al  of
I nt er n ati o n al   Crisis  a n d   Ris k   C o m m u ni c ati o n   R es e ar c h
2 0 1 9;  2:  4.

2 7.   B ai   Q,   D a n   Q,   M u   Z,  et  al.   A  s yst e m ati c  r e vi e w  of  e m oji:
c urr e nt  r es e ar c h  a n d  f ut ur e  p ers p e cti v es. Fr o nt   Ps y c h ol
2 0 1 9; 1 0:  2 2 2 1.

2 8.   Z a p p a vi g n a   M.  S e ar c h a bl e  t al k:  t h e  li n g uisti c  f u n cti o ns  of
h as ht a gs. S o ci al  S e mi oti cs 2 0 1 5;  2 5:  2 7 4 – 2 9 1.

2 9.   T al k W al k er. E m oji a n al ysis - 5   w a ys t o cr a c k t h e c o ns u m er c o d e .
L u x e m b o ur g:  T al k W al k er.  htt ps:// w w w.t al k w al k er. c o m/ bl o g/
e m oji- a n al ysis- cr a c k- c o ns u m er- c o d e  ( 2 0 1 8,  a c c ess e d  1 2
F e br u ar y  2 0 2 1).

3 0.   M ell e n g   A, J ur e k- L o u g hr e y   A  a n d   D e e p a k  P.  S e nti m e nt  a n d
e m oti o n  b as e d r e pr es e nt ati o ns f or f a k e r e vi e ws  d et e cti o n. I n:
Pr o c e e di n gs  of  t h e  I nt er n ati o n al   C o nf er e n c e  o n   R e c e nt
A d v a n c es i n   N at ur al   L a n g u a g e  Pr o c essi n g,   V ar n a,   B ul g ari a,
2 0 1 9,  p p.  7 5 0 – 7 5 7.

3 1.   D er ks   D,  Fis c h er   A H  a n d   B os   A E R.   T h e r ol e  of  e m oti o n i n
c o m p ut er- m e di at e d  c o m m u ni c ati o n:  a  r e vi e w. C o m p ut
H u m a n   B e h a v 2 0 0 8;  2 4:  7 6 6 – 7 8 5.

3 2.  P ar k  J,   B ar as h   V,  Fi n k   C,  et  al.   E m oti c o n  st yl e:
i nt er pr eti n g  diff er e n c es  i n  e m oti c o ns  a cr oss  c ult ur es.  I n:
I nt er n ati o n al   C o nf er e n c e  o n   W e bl o gs  a n d  S o ci al   M e di a,
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f u n cti o ns:  a  g e n d er  p ers p e cti v e.  I n:  1st  I nt er n ati o n al
W or ks h o p  o n   E m oji   U n d erst a n di n g  a n d   A p pli c ati o ns  i n
S o ci al   M e di a,  St a nf or d,  2 0 1 8.

3 5.   C h e n   Z,   L u   X,   Ai   W,  et  al.   T hr o u g h  a  g e n d er l e ns: l e ar ni n g
us a g e  p att er ns  of  e m ojis  fr o m  l ar g e-s c al e  a n dr oi d  us ers.  I n:
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of e m oti c o n us e i n t e xt   m ess a gi n g fr o m s m art p h o n es. C o m p ut
H u m a n   B e h a v 2 0 1 2;  2 8:  6 5 9 – 6 6 3.

3 8.   V a n d er griff  I.   E m oti v e  c o m m u ni c ati o n  o nli n e:  a  c o nt e xt u al
a n al ysis  of  c o m p ut er- m e di at e d  c o m m u ni c ati o n ( C M C)  c u es.
J   Pr a g m at 2 0 1 3;  5 1:  1 – 1 2.

3 9.   Li n   TJ  a n d   C h e n   C H.   A  pr eli mi n ar y  st u d y  of  t h e  f or m  a n d
st at us  of  p assi o n at e  aff e cti o n  e m oti c o ns. I nt er n ati o n al
J o ur n al  of   D esi g n 2 0 1 8;  1 2:  7 5 – 9 0.

4 0.   X u  P,   Dr e d z e   M  a n d   Br o ni at o ws ki   D A.   T h e  t witt er  s o ci al
m o bilit y  I n d e x:   m e as uri n g  s o ci al  dist a n ci n g  pr a cti c es   Wit h
g e ol o c at e d t w e ets. J   M e d I nt er n et   R es 2 0 2 0;  2 2:  e 2 1 4 9 9.

4 1.   G or e   R J,   Di all o S a n d P a dill a J M D.   Y o u ar e   w h at y o u t w e et:
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4 2.  P a dill a JJ,   K a v a k   H,   L y n c h   CJ, et al.   T e m p or al a n d s p ati ot e m-
p or al  i n v esti g ati o n  of  t o urist  attr a cti o n  visit  s e nti m e nt  o n
t witt er. Pl o S  o n e 2 0 1 8;  1 3:  e 0 1 9 8 8 5 7 – e 0 1 9 8 8 5 7.

4 3.  S mit h   A  a n d   Br e n n er  J.   T witt er  us e  2 0 1 2.  P e w   R es e ar c h
C e nt er,  htt ps:// w w w. p e wr es e ar c h. or g/i nt er n et/ 2 0 1 2/ 0 5/ 3 1/
t witt er- us e- 2 0 1 2/ ( 2 0 1 2,  a c c ess e d  2 0  S e pt e m b er)

4 4.   Gr e e n h al g h   T,   K ni g ht   M,   B u xt o n   M,  et  al.   M a n a g e m e nt  of
p ost- a c ut e  c o vi d- 1 9  i n  pri m ar y  c ar e. Br   M e d  J 2 0 2 0;  3 7 0:
m 3 0 2 6.

4 5.   Al w a n   N A.   W h at  e x a ctl y  is   mil d  c o vi d- 1 9 ? B M J   O pi ni o n .
htt ps:// bl o gs. b mj. c o m/ b mj/ 2 0 2 0/ 0 7/ 2 8/ nisr e e n- a- al w a n- w h at-
e x a ctl y-is- mil d- c o vi d- 1 9/. ( 2 0 2 0,  a c c ess e d  1 1   N o v e m b er  2 0 2 0).

4 6.   M a h as e   E.   C o vi d- 1 9:   w h at  d o   w e  k n o w  a b o ut “ l o n g  c o vi d” ?
Br   M e d  J 2 0 2 0;  3 7 0:   m 2 8 1 5.

4 7.  Fr as er   E.   L o n g t er m r es pir at or y c o m pli c ati o ns of c o vi d- 1 9. Br
M e d  J 2 0 2 0;  3 7 0:   m 3 0 0 1.

4 8.   A kr a mi   A,   Ass af   G,   D a vis   H,  et  al. C O VI D- 1 9   P ati e nt
E x p eri e n c e  S ur v e y ,  htt ps:// p ati e ntr es e ar c h c o vi d 1 9. c o m/
s ur v e y 2/ ( 2 0 2 1,  a c c ess e d  1 5   M ar c h  2 0 2 1).

4 9.   C all ar d  F  a n d  P er e g o   E.   H o w  a n d   w h y  p ati e nts   m a d e  l o n g
c o vi d. S o c  S ci   M e d 2 0 2 1;  2 6 8:  1 1 3 4 2 6.

5 0.   NI H R. Li vi n g   wit h   C o vi d 1 9 – s e c o n d  r e vi e w.   NI H R,  htt ps://
e vi d e n c e. ni hr. a c. u k/ w p- c o nt e nt/ u pl o a ds/ 2 0 2 1/ 0 3/ NI H R _ C O VI D _
R E P O R T _ FI N A L- 1 5 0 3 2 1- 1 _ 1 _. p df  ( 2 0 2 1,  a c c ess e d   M ar c h  1 6
2 0 2 1).

5 1.   T h e t er m, ‘L o n g   C o vi d ’ fi rst a p p e ar e d as p art of o nli n e p ati e nt
n arr ati v es,  o n   T witt er  b y   Elis a  P er e g o.  htt ps://t witt er. c o m/
elis a p er e g o 7 8/st at us/ 1 2 6 3 1 7 2 0 8 4 0 5 5 8 3 8 7 2 1 ?s = 2 0  ( 2 0   M a y,
2 0 2 0,  a c c ess e d  1 2   D e c e m b er  2 0 2 0).

5 2.   A pr esJ 2 0   m o v e d  o n fr o m  b ei n g  a  h as ht a g s o ci al   m e di a  c o m-
m u nit y, t o b uil di n g a   w e bsit e a n d c oll e cti v e   w or ki n g gr o u p t o
a d v a n c e  t h e  c a us e  of   L o n g   C o vi d.  htt ps:// w w w. a pr esj 2 0.fr/
q ui-s o m m es- n o us ( 2 0 2 0,  a c c ess e d  2 5   O ct o b er  2 0 2 0)

5 3.   W hilst   w e   w er e  n ot  a bl e  t o  a n al ys e  pri v at e  s o ci al   m e di a
gr o u ps  f or  r e as o ns  r el ati n g  t o  r es e ar c h  et hi cs,   w e  h a v e
b as e d  o ur  e vi d e n c e  o n   m e nti o ns  of t h es e  gr o u ps  o n   T witt er.

5 4.  St u d y   Z O E   C O VI D.   H o w l o n g d o es   C O VI D- 1 9 l ast ?   O ur d at a
s h o ws o n e i n t e n ar e si c k f or t hr e e   w e e ks or   m or e: htt ps:// c o vi d.
j oi n z o e. c o m/ p ost/ c o vi d-l o n g-t er m  ( 2 0 2 0,  a c c ess e d  1 9   A u g ust
2 0 2 0).

5 5.   H ar di n g   L. ‘It  f e el s  e n dl e s s’:  f o u r   w o m e n  st r u g gli n g  t o
r e c o v e r  f r o m  c o vi d- 1 9 .   T h e   G u ar di a n,   L o n d o n,  7  J u n e
2 0 2 0.  htt p s:// w w w.t h e g u ar di a n. c o m/ w orl d/ 2 0 2 0/j u n/ 0 7/
it-f e el s- e n dl e s s-f o ur- w o m e n- str u g gli n g-t o-r e c o v er-fr o m-
c o vi d- 1 9- c or o n a vir u s- s y m pt o m s ? ut m _t er m =
A ut of e e d & C M P = t wt _ g u & ut m _ m e di u m & ut m _ s o ur c e=
T witt er # E c h o b o x = 1 5 9 1 5 4 0 2 2 1  ( 2 0 2 0,  a c c e s s e d  2 5  J ul y
2 0 2 0)

5 6.   H o w   C a n   C O VI D   Aff e ct   Y o u ?   N H S.  htt ps:// w w w.
y o ur c o vi dr e c o v er y. n hs. u k/ w h at-is- c o vi d- 1 9/ h o w- c a n- c o vi d-
aff e ct- y o u/ ( 2 0 2 1, a c c ess e d   M ar c h 3, 2 0 2 1).   Wit hi n t h es e of fi -
ci al  c o m m u ni c ati o ns,  t h e  t er m ‘L o n g   C o vi d ’ its elf  is  us e d
u n cl e arl y, if  at  all.  F or  e x a m pl e,  at t h e ti m e  of   writi n g,   N H S
p u bli c  c o m m u ni c ati o n  d o es  n ot  s p e ci fi c all y  us e  t h e  t er m,
‘L o n g   C o vi d ’;  i nst e a d,  t h e  c o n diti o n  is  d es cri b e d  as, ‘w h at
will  h a p p e n t o  p e o pl e as t h e y r e c o v er ’, ‘l o n g t er m  pr o bl e ms’.

5 7.  Fi e g er   E a n d  F a d el   K. #   M e d T witt er:  a n  o p e n s o ur c e   m e di c al
c o m m u nit y .   M e d E d P u blis h  2 0 2 1; 1 0.

5 8.  Si e g el m a n J N.   R e fl e cti o ns of a   C O VI D- 1 9 l o n g h a ul er. J A M A
2 0 2 0;  3 2 4:  2 0 3 1 – 2 0 3 2.

5 9.   N e ws   B B C. C or o n a vir us:  p e o pl e   wit h f e v er  or ‘c o nti n u o us ’
c o u g h  t ol d  t o  s elf-is ol at e .   B B C   N e ws,   L o n d o n,   U K,  1 2
M ar c h  2 0 2 0.  htt ps:// w w w. b b c. c o. u k/ n e ws/ u k- 5 1 8 5 7 8 5 6
( 2 0 2 0,  a c c ess e d  2 5 J ul y  2 0 2 0)

6 0.   N e ws   B B C. C or o n a vir us:  vir us  is ol ati o n  p eri o d  e xt e n d e d
fr o m  s e v e n  t o  1 0  d a ys.   B B C   N e ws,   L o n d o n,   U K,  3 0  J ul y
2 0 2 0,  htt ps:// w w w. b b c. c o. u k/ n e ws/ u k- 5 3 5 8 8 7 0 9  ( 2 0 2 0,
a c c ess e d  5   A u g ust  2 0 2 0)

6 1.   N H S. C O VI D- 1 9   G ui d eli n e s:  h o w  l o n g  t o  s elf-i s ol at e .
N H S,  htt p s:// w w w. n h s. u k/ c o n diti o n s/ c or o n a vir u s- c o vi d-
1 9/ s elf-i s ol ati o n- a n d-tr e at m e nt / h o w-l o n g-t o- s elf-i s ol at e/
( 2 0 2 0,  a c c e s s e d  1 2   A pril  2 0 2 1)

6 2.   L a c k  of  cl arit y  r e g ar di n g  h o w  l o n g  i m m u nit y  l asts: ‘‘Y o u
pr o b a bl y  h a v e  s o m e  i m m u nit y  t o  c or o n a vir us  b ut  it ’s  n ot
cl e ar  h o w  l o n g  it   will  l ast ’).  S e e:   N H S.   W h at  t o  d o  if  y o u
g et  c or o n a vir us  ( C O VI D- 1 9)  s y m pt o ms  a g ai n.   N H S,  htt ps://
w w w. n hs. u k/ c o n diti o ns/ c or o n a vir us- c o vi d- 1 9/s elf-is ol ati o n-
a n d-tr e at m e nt/ w h at-t o- d o-if- y o u- g et-s y m pt o ms- a g ai n/ ( 2 0 2 1,
a c c ess e d  3 J a n u ar y  2 0 2 1).

6 3.   L u pt o n   D. T h e q u a nti fi e d s elf .   C a m bri d g e a n d   M al d e n:  P olit y
Pr ess,  2 0 1 6 a.

6 4.   L u pt o n   D.   T h e  di v ers e  d o m ai ns  of  q u a nti fi e d  s el v es:  s elf-
tr a c ki n g   m o d es  a n d  d at a v eill a n c e. E c o n  S o c 2 0 1 6 b;  4 5:
1 0 1 – 1 2 2.

6 5.   W al k er- R ett b er g J. S e ei n g o urs el v es t hr o u g h t e c h n ol o g y: h o w
w e  us e  s el fi es,  bl o gs  a n d   w e ar a bl e  d e vi c es t o  S e e  a n d s h a p e
o urs el v es .   B asi n gst o k e:  P al gr a v e  Pi v ot,  2 0 1 4.

6 6.  S e e  t h e  n ot a bl e “ M ess a g e  I n   A   B ottl e ” c a m p ai g n.  htt ps://
w w w.l o n g c o vi ds os. or g/ ( 2 0 2 0, a c c ess e d 2 2 S e pt e m b er 2 0 2 1).

6 7.   B o g a ert   D. T h e  c or o n a vir us ‘l o n g- h a ul ers’ s h o w  h o w littl e   w e
still  k n o w.  T h e   G u ar di a n,  L o n d o n,   U K,  2 8  J u n e,  2 0 2 0.  htt ps://
w w w.t h e g u ar di a n. c o m/ c o m m e ntis fr e e/ 2 0 2 0/j u n/ 2 8/ c or o n a vir us-
l o n g- h a ul ers-i nf e cti o us- dis e ase-t esti n g  ( 2 0 2 0,  a c c ess e d  2 5  J ul y
2 0 2 0)

6 8.   K e n n e d y J. I’m  a  c o vi d- 1 9 ‘l o n g- h a ul er’.   F or  us, t h er e is  n o
e n d  i n  si g ht .   T h e   G u ar di a n,   L o n d o n,   U K,  2 6  J ul y,  2 0 2 0.
htt ps:// w w w.t h e g u ar di a n. c o m/ c o m m e ntisfr e e/ 2 0 2 0/j ul/ 2 6/i m-
a- c o vi d- 1 9-l o n g- h a ul er-i m-still- d e ali n g- wit h- p ai n-f ati g u e-
a n d- mis er y ( 2 0 2 0,  a c c ess e d  5  S e pt e m b er  2 0 2 0)

6 9. D a vis   H. Br ai n f o g,  p h a nt o m s m ells  a n d ti n nit us:   m y  e x p eri-
e n c e  as  a c o vi d ‘l o n g  h a ul er’.   T h e   G u ar di a n,   L o n d o n,   U K,  5
A u g ust,  2 0 2 0,  htt ps:// w w w.t h e g u ar di a n. c o m/ c o m m e ntisfr e e/
2 0 2 0/ a u g/ 0 5/ br ai n-f o g- p h a nt o m-s m ells- a n d-ti n nit us- m y-
e x p eri e n c e- as- a- c o vi d-l o n g- h a ul er  ( 2 0 2 0,  a c c ess e d  5
S e pt e m b er  2 0 2 0)

7 0.  F o c us   T o d a y i n. T h e  c o vi d l o n g  h a ul:   w h y  ar e s o m e  p ati e nts
n ot  g etti n g  b ett er ? T h e   G u ar di a n,   L o n d o n,   U K,  1 0   A u g ust,
2 0 2 0.  htt ps:// w w w.t h e g u ar di a n. c o m/ n e ws/ a u di o/ 2 0 2 0/ a u g/
1 0/t h e- c o vi d-l o n g- h a ul- w h y- ar e-s o m e- p ati e nts- n ot- g etti n g-
b ett er ( 2 0 2 0,  a c c ess e d  5  S e pt e m b er  2 0 2 0)

7 1.   D a vis   N. Li n g eri n g  a n d  p ai nf ul:  t h e  l o n g  a n d  u n cl e ar  r o a d
t o  c or o n a vir us  r e c o v er y.   T h e   G u ar di a n,   L o n d o n,   U K,  1
M a y  2 0 2 0.  htt ps:// w w w.t h e g u ar di a n. c o m/ w orl d/ 2 0 2 0/ m a y/ 0 1/
li n g eri n g- a n d- p ai nf ul-l o n g- a n d- u n cl e ar-r o a d-t o- c or o n a vir us-
r e c o v er y-l o n g-l asti n g-s y m pt o m s  ( 2 0 2 0,  a c c ess e d  2 5  J ul y
2 0 2 0)

7 2.   N e ws   B B C. L o n g  c o vi d: ‘lif e   mi g ht  n e v er  b e  n or m al  a g ai n’.
B B C   N e ws,   L o n d o n,   U K,  1 5   A u g ust  2 0 2 0.  htt ps:// w w w. b b c.
c o. u k/ n e ws/ a v/ u k- e n gl a n d- b e ds- b u c ks- h erts- 5 3 7 7 8 4 3 4  ( 2 0 2 0,
a c c ess e d  5  S e pt e m b er  2 0 2 0)   B B C is  b as e d i n   L o n d o n,   U K

1 6 DI GI T AL  H E AL T H

https://www.pewresearch.org/internet/2012/05/31/twitter-use-2012/
https://www.pewresearch.org/internet/2012/05/31/twitter-use-2012/
https://www.pewresearch.org/internet/2012/05/31/twitter-use-2012/
https://blogs.bmj.com/bmj/2020/07/28/nisreen-a-alwan-what-exactly-is-mild-covid-19/
https://blogs.bmj.com/bmj/2020/07/28/nisreen-a-alwan-what-exactly-is-mild-covid-19/
https://blogs.bmj.com/bmj/2020/07/28/nisreen-a-alwan-what-exactly-is-mild-covid-19/
https://patientresearchcovid19.com/survey2/
https://patientresearchcovid19.com/survey2/
https://patientresearchcovid19.com/survey2/
https://evidence.nihr.ac.uk/wp-content/uploads/2021/03/NIHR_COVID_REPORT_FINAL-150321-1_1_.pdf
https://evidence.nihr.ac.uk/wp-content/uploads/2021/03/NIHR_COVID_REPORT_FINAL-150321-1_1_.pdf
https://evidence.nihr.ac.uk/wp-content/uploads/2021/03/NIHR_COVID_REPORT_FINAL-150321-1_1_.pdf
https://twitter.com/elisaperego78/status/1263172084055838721?s=20
https://twitter.com/elisaperego78/status/1263172084055838721?s=20
https://twitter.com/elisaperego78/status/1263172084055838721?s=20
https://www.apresj20.fr/qui-sommes-nous
https://www.apresj20.fr/qui-sommes-nous
https://www.apresj20.fr/qui-sommes-nous
https://covid.joinzoe.com/post/covid-long-term
https://covid.joinzoe.com/post/covid-long-term
https://covid.joinzoe.com/post/covid-long-term
https://www.theguardian.com/world/2020/jun/07/it-feels-endless-four-women-struggling-to-recover-from-covid-19-coronavirus-symptoms?utm_term=Autofeed%26CMP=twt_gu%26utm_medium%26utm_source=Twitter#Echobox=1591540221
https://www.theguardian.com/world/2020/jun/07/it-feels-endless-four-women-struggling-to-recover-from-covid-19-coronavirus-symptoms?utm_term=Autofeed%26CMP=twt_gu%26utm_medium%26utm_source=Twitter#Echobox=1591540221
https://www.theguardian.com/world/2020/jun/07/it-feels-endless-four-women-struggling-to-recover-from-covid-19-coronavirus-symptoms?utm_term=Autofeed%26CMP=twt_gu%26utm_medium%26utm_source=Twitter#Echobox=1591540221
https://www.theguardian.com/world/2020/jun/07/it-feels-endless-four-women-struggling-to-recover-from-covid-19-coronavirus-symptoms?utm_term=Autofeed%26CMP=twt_gu%26utm_medium%26utm_source=Twitter#Echobox=1591540221
https://www.theguardian.com/world/2020/jun/07/it-feels-endless-four-women-struggling-to-recover-from-covid-19-coronavirus-symptoms?utm_term=Autofeed%26CMP=twt_gu%26utm_medium%26utm_source=Twitter#Echobox=1591540221
https://www.theguardian.com/world/2020/jun/07/it-feels-endless-four-women-struggling-to-recover-from-covid-19-coronavirus-symptoms?utm_term=Autofeed%26CMP=twt_gu%26utm_medium%26utm_source=Twitter#Echobox=1591540221
https://www.yourcovidrecovery.nhs.uk/what-is-covid-19/how-can-covid-affect-you/
https://www.yourcovidrecovery.nhs.uk/what-is-covid-19/how-can-covid-affect-you/
https://www.yourcovidrecovery.nhs.uk/what-is-covid-19/how-can-covid-affect-you/
https://www.yourcovidrecovery.nhs.uk/what-is-covid-19/how-can-covid-affect-you/
https://www.bbc.co.uk/news/uk-51857856
https://www.bbc.co.uk/news/uk-51857856
https://www.bbc.co.uk/news/uk-53588709
https://www.bbc.co.uk/news/uk-53588709
https://www.nhs.uk/conditions/coronavirus-covid-19/self-isolation-and-treatment/how-long-to-self-isolate/
https://www.nhs.uk/conditions/coronavirus-covid-19/self-isolation-and-treatment/how-long-to-self-isolate/
https://www.nhs.uk/conditions/coronavirus-covid-19/self-isolation-and-treatment/how-long-to-self-isolate/
https://www.nhs.uk/conditions/coronavirus-covid-19/self-isolation-and-treatment/what-to-do-if-you-get-symptoms-again/
https://www.nhs.uk/conditions/coronavirus-covid-19/self-isolation-and-treatment/what-to-do-if-you-get-symptoms-again/
https://www.nhs.uk/conditions/coronavirus-covid-19/self-isolation-and-treatment/what-to-do-if-you-get-symptoms-again/
https://www.nhs.uk/conditions/coronavirus-covid-19/self-isolation-and-treatment/what-to-do-if-you-get-symptoms-again/
https://www.longcovidsos.org/
https://www.longcovidsos.org/
https://www.longcovidsos.org/
https://www.theguardian.com/commentisfree/2020/jun/28/coronavirus-long-haulers-infectious-disease-testing
https://www.theguardian.com/commentisfree/2020/jun/28/coronavirus-long-haulers-infectious-disease-testing
https://www.theguardian.com/commentisfree/2020/jun/28/coronavirus-long-haulers-infectious-disease-testing
https://www.theguardian.com/commentisfree/2020/jun/28/coronavirus-long-haulers-infectious-disease-testing
https://www.theguardian.com/commentisfree/2020/jul/26/im-a-covid-19-long-hauler-im-still-dealing-with-pain-fatigue-and-misery
https://www.theguardian.com/commentisfree/2020/jul/26/im-a-covid-19-long-hauler-im-still-dealing-with-pain-fatigue-and-misery
https://www.theguardian.com/commentisfree/2020/jul/26/im-a-covid-19-long-hauler-im-still-dealing-with-pain-fatigue-and-misery
https://www.theguardian.com/commentisfree/2020/jul/26/im-a-covid-19-long-hauler-im-still-dealing-with-pain-fatigue-and-misery
https://www.theguardian.com/commentisfree/2020/aug/05/brain-fog-phantom-smells-and-tinnitus-my-experience-as-a-covid-long-hauler
https://www.theguardian.com/commentisfree/2020/aug/05/brain-fog-phantom-smells-and-tinnitus-my-experience-as-a-covid-long-hauler
https://www.theguardian.com/commentisfree/2020/aug/05/brain-fog-phantom-smells-and-tinnitus-my-experience-as-a-covid-long-hauler
https://www.theguardian.com/commentisfree/2020/aug/05/brain-fog-phantom-smells-and-tinnitus-my-experience-as-a-covid-long-hauler
https://www.theguardian.com/news/audio/2020/aug/10/the-covid-long-haul-why-are-some-patients-not-getting-better
https://www.theguardian.com/news/audio/2020/aug/10/the-covid-long-haul-why-are-some-patients-not-getting-better
https://www.theguardian.com/news/audio/2020/aug/10/the-covid-long-haul-why-are-some-patients-not-getting-better
https://www.theguardian.com/news/audio/2020/aug/10/the-covid-long-haul-why-are-some-patients-not-getting-better
https://www.theguardian.com/world/2020/may/01/lingering-and-painful-long-and-unclear-road-to-coronavirus-recovery-long-lasting-symptoms
https://www.theguardian.com/world/2020/may/01/lingering-and-painful-long-and-unclear-road-to-coronavirus-recovery-long-lasting-symptoms
https://www.theguardian.com/world/2020/may/01/lingering-and-painful-long-and-unclear-road-to-coronavirus-recovery-long-lasting-symptoms
https://www.theguardian.com/world/2020/may/01/lingering-and-painful-long-and-unclear-road-to-coronavirus-recovery-long-lasting-symptoms
https://www.bbc.co.uk/news/av/uk-england-beds-bucks-herts-53778434
https://www.bbc.co.uk/news/av/uk-england-beds-bucks-herts-53778434
https://www.bbc.co.uk/news/av/uk-england-beds-bucks-herts-53778434


7 3.   Clift o n   H  a n d   D eit h  J. L o n g  c o vi d ’ p ati e nts  n e e d  tr e at m e nt
pr o gr a m m e,  d o ct ors  s a y .   B B C   N e ws,   L o n d o n,   U K,  8
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