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O the casual observer

Stephanie deGiorgio may

look like a woman effort-

lessly spinning a lot of
plates. The mother-of-two
works part-time as a GP and
also regularly addresses large
auditoriums of people in her
role as a doctor trainer.

‘What people don’t see is that in
order to do that talk or cope with a
day at work, I need to spend a day
in bed beforehand to prepare and
two days afterwards to recover
because I'm so exhausted,” says
Stephanie, 50, from Dover, who is
married to a GP.

Not that long ago Stephanie
managed full-time work and packed in
sessions with a personal trainer twice
a week, as well as a Pilates class, on
top of domestic demands - and felt the
‘fittest I have ever been’.

Long Covid changed all that — and six
years after developing it, there’s been
little improvement for Stephanie.

She caught the virus from a toddler
- a patient - in March 2020 and spent
two weeks on the sofa feeling unwell.

She struggled back to work after four
weeks, but her symptoms worsened -
and, on top of fatigue, she developed
new problems.

Her heart would race so much
walking up the stairs at home she’d
have to pause and ‘do it in three
chunks’. Standing up made her so
dizzy that she often toppled over.

While she persevered working two
days a week, ‘after checking with
colleagues they were happy I was safe
to do so’, she had to give up another
role, training doctors online, as
‘anything involving a long time in front
of a computer was difficult’.

‘All I did was work and sleep - on the

rare occasion I went out, I

Covid (defined as symptoms that
persist longer than 12 weeks after
the infection) has had on her
youngest daughter, Alice.

She was just eight when she
caught Covid from her mother.

‘Alice was very active and
loved dancing and gymnastics -
she was a bright, sunny child
who cheered everyone up,’
recalls Stephanie.

UT long Covid has wrung
that energy out of Alice,
now 14. She experiences
dizziness so severe simply sitting
up can be troublesome - and has
regular, agonising migraines.
‘She spends 70 per cent of her
day in bed,” says Stephanie,
sorrowfully. ‘I would give any-
thing to make her better again.’
Long Covid is the forgotten epi-
demic. According to the Office for
National Statistics, there are
already around two million people
in the UK living with it, and the
numbers continue to swell as the
Covid virus continues to circulate
globally: we are stuck with it.
‘Long Covid is not a problem
that has gone away, as some peo-
ple like to think,” says Danny Alt-
mann, a professor of immunology
at Imperial College London.
Mark Faghy, a professor of
clinical exercise physiology at
Loughborough University, adds

that between 2.5 and 10 per cent
of people infected with Covid will
develop long Covid - and the
more you are reinfected, the more
your risk increases.

While a third of those affected
will recover from long Covid, a
third will find ways to adapt
their life around their symptoms
—and a third will have ‘life as they
know it blown to pieces’, says
Professor Altmann.

Symptoms include brain fog,
breathlessness, joint and muscle
pain, and commonly, post-exer-
tion malaise - ‘a flare-up of symp-
toms following minimal physical,
mental or emotional activity’,
adds Professor Faghy.

‘For some, walking upstairs,
having a shower or even the psy-
chological drain of a conversation
can trigger a relapse and the
after-effects can last weeks.’

Postural tachycardia syndrome
(PoTS) - as Stephanie and Alice
have - is also common: it causes a
racing heartbeat and feeling
dizzy on standing or even sitting
up. (It’s thought the virus affects
how the body responds to
feedback from the brain.)

Specialist Covid clinics (first set
up in 2020) typically offer only
management strategies such as
physiotherapy to help with
breathlessness and fatigue.

But as understanding of the
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condition edges forward, several
treatments show promise —among
them the weight-loss drug tirze-
patide (brand name Mounjaro).

And soon the results of the first
UK study to test the use of an
anti-viral drug as a treatment for
long Covid, in this case remdesivir,
will be published.

These breakthroughs may help
not only those with long Covid,
but also hundreds of thousands
of others living with ‘long’ symp-
toms of other viruses - which can
be caused by anything from cold
and flu to glandular fever and
chickenpox, and even myalgic
encephalomyelitis/chronic
fatigue syndrome (ME/CFS).

Studies have found that around
50 per cent of those with long
Covid meet the diagnostic crite-
ria for ME/CFS - and on the back
of that, Professor Altmann is
heading the Rosetta Stone study
which aims to find mechanisms
they may have in common, based
on blood and stool samples, and
mouth swabs from people with
long Covid or ME/CFS.

‘Long Covid is most likely a
specific case of ME, we just
happen to know the virus that
triggered it,” he says.

What marks long Covid apart
from many other post-viral illness
has been the fact that, as Profes-
sor Faghy says, ‘it can affect every

With almost two million people
affected and numbers still rising...

Could weight-loss
jabs like Mounjaro
help victims of

the curse of

needed three days in bed.’
Today, she still gets dizzy
and even mild exertion can
cause a bone-deep fatigue
that leaves her ‘feeling like
I have no power in my body
or mind’.
But Stephanie’s compo-
sure only crumbles when ‘
she details the impact long

cell in the body with potentially
catastrophic impacts’.

Studies have found it causes
changes in the gut, heart and
even the brain.

For example, 2024 research in
the journal Brain, Behavior, and
Immunity found that people with
long Covid and ‘clinically mean-
ingful cognitive impairment’ had
changes in the thickness in the
front part of the brain.

EANWHILE, the trials of

antivirals are based on

the thinking that some
symptoms may be caused by
residues of the virus that linger in
reservoirs ‘in the gut for exam-
ple’, says Professor Altmann.

This reservoir may stimulate
ongoing inflammation and disrupt
the balance of the gut microbes
affecting how the immune system,
brain and other organs run ‘in
ways that contribute to persistent
symptoms’, he adds.

In the UK study, which began
early last year, 73 patients with
long Covid were given a five-day
intravenous course of remdesivir.

At this point, Professor Faghy,
who is leading the trial, will say
only there are ‘positive’ signs (full
results are being published later
this spring). However, one of the
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Relief: Stephanie deGiorgio

participants, Ryan Cawley, 37,
who quit his job in a bank and
had to give up playing football
due to long Covid, says his
‘breathing feels better, I can do
more’ since trying the treatment.

But as encouraging as this might
be, Professor Faghy says this drug
won’t work for everyone because
‘the main driver of symptoms
differs from person to person’.

‘For some this may be remnants
of the virus, for others it may be
inflammation - or there may be
multiple causes at play, each
needing different interventions.’

Doctors are also testing treat-
ments that tackle the impact of
the lingering inflammation.

In a year-long US trial, 1,000
people with long Covid are being
given the weight-loss drug tirze-
patide, or a placebo. This follows
anecdotal reports that long Covid
patients taking the drug for other
reasons experienced improve-
ments in symptoms - possibly
because it reduces inflammation
(including around the brain).

As well as better treatments for
long Covid, some experts suggest
more should be done to highlight
prevention. And that includes
convalescence post Covid
infection. ‘Anecdo-
tally there is a
common pattern
we see,’” says Pro-
fessor Altmann.
‘And that is people
who caught Covid
and tried to tough
it out - they
ignored their
symptoms and
went jogging or
living life as nor-
mal - are among those who
ended up with long Covid.’

Dr Charles Shepherd, medical
adviser and supervisor of research
at the ME Association charity -
who has lived with ME for
40 years since developing
chickenpox in his 20s - says the
same applies to ME/CFS.

‘Quite often people carried on
at work, doing their home
responsibilities and didn’t
adequately rest and have a period
of convalescence after a virus.’

He says convalescence used to
be a big part of recovery, ‘but
now it’s hardly ever mentioned
in medicine’.

He has helped write NICE
guidelines advising GPs to
suggest that people who have ‘an
infection or Covid and [are] not
getting over it have a period of
rest and convalescence’.

This all comes too late for
Stephanie, who feels intense
anger at the healthcare system
which she says has at times left
her feeling ‘ashamed to be part of
the same profession’.

While her GP was helpful, they
‘didn’t know anything about long
Covid’, she says - and the paedia-
trician who Alice was referred to
questioned whether it was all in
her mind ‘even though Alice
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The terrifying moment | woke up
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during my operation... I tried to
tell the doctors but couldn’t speak

T FIRST, Barbara Tite
thought she was dreaming as
she heard the muffled voices
of her surgeon and the anaes-

thetist around her hospital bed.

It was only when she felt hands
moving inside her abdomen that a ter-
rifying realisation struck.

Barbara had woken up on the operating
table during surgery for a perforated
bowel: unable to move and frightened, she
could actually feel what was going on.

‘At first I thought I'd come round and
was in recovery,” she recalls.

‘Then I could feel hands rummaging in
my abdomen. There was no pain, just a
sensation of the hands tugging inside me.
I could also hear muffled laughter.

‘I realised I was still being operated on,
but they did not know I had woken up.’

Barbara, 69, a former teacher from Milton
Keynes, adds: ‘I wanted to scream but
couldn’t move my head or open my mouth.
I couldn’t do anything. It was horrendous,
like being buried alive.’

Realising she needed to attract the
attention of the surgical team, Barbara
summoned up all her strength
and tried to make a small move-
ment. Somehow, she managed to
wiggle her little finger — then felt
someone touch it.

‘Then I went under again and
when I woke, I was in recovery,’
says Barbara, whose husband

By JULIE
COOK

Brian is her registered carer.

She says she has no idea how
long she was awake for. ‘It felt like
ages but could’ve been seconds.’

Waking up during an operation
- known as ‘anaesthesia aware-
ness’ — is one of the greatest
anxieties for most patients: nearly
three quarters (74 per cent) fear
being aware during an operation,
according to a 2010 study in the
Saudi Journal of Anaesthesia.

HE term is used to describe
when a patient regains par-
tial or full consciousness
during surgery despite being
under general anaesthesia — and
may lead to hearing conversa-
tions and feeling paralysed. Pain
is uncommon, although some
report feeling everything that is
being done to them.
Most cases are a result of
inadequate doses of anaesthetic.
As Jonathan Hardman, a
professor of anaesthesia and peri-
operative medicine at Notting-
ham University, explains: ‘This is
often as a result of clinical error

[such as an error setting up the
intravenous drug infusions].’

General anaesthetic drugs work
by interrupting the normal trans-
mission between nerve cells in
the brain, adds Dr Tim MeeKk,
president of the Association of
Anaesthetists. ‘In doing so they
prevent consciousness - and
memories from being formed.’

He adds that the doses of anaes-
thetic drugs ‘required to send
somebody to sleep and to keep
them asleep is influenced by
many things, including age and
weight - the sensitivity of the
brain varies with age’.

‘As a general oversimplification,
younger people tend to need a
higher dose of anaesthetic, and
older people a lower dose. Heav-
ier patients tend to need a higher
dose of many drugs, too, simply
because the dose is calculated on
a “per kilogram” basis.

‘The dose may also have to be
modified to take account of
factors such as frailty, trauma or
critical illness,” he adds.

Anaesthetists constantly moni-
tor both the levels of anaesthetic
in the body and its effects on the

brain throughout the operation,
50 they can quickly make adjust-
ments when they are needed,
explains Dr Meek. ‘We also moni-
tor heart rate, blood pressure,
breathing - changes in these
could alert the anaesthetist to
the possibility that awareness
could be imminent,” he adds.

‘Taking these things together,
the potential for anaesthesia
awareness is usually avoided.’

Some types of surgery carry a
significantly higher risk of anaes-
thesia awareness, adds Professor
Hardman. These include caesare-
ans - where the dosing is limited
in order to protect the baby from
post-birth sedation.

There may also be a limit to the
anaesthetic doses given for emer-
gency surgery and critically ill
patients. ‘Light’ anaesthesia is
administered to protect them
from cardiovascular collapse, a
life-threatening emergency due to
dangerously low blood pressure,
where the heart cannot pump
enough blood around the body.

Incidents of anaesthesia aware-
ness are rare, though, occurring
in one in 19,000 general anaes-
thetics, according to a 2019 Royal
College of Anaesthetists report.

However, a breakthrough in
identifying potential markers for
someone’s consciousness could
reduce the risk - and improve
anaesthesia use generally. Writing

Traumatised: Barbara Tite

in the journal Nature recently,
neuroscientists in China said
they had found that general
anaesthesia affected signals sent
to the back of the brain (hitherto
it’s been thought the front of the
brain is central to conscious-
ness): the suggestion is that
electrodes can be attached to a
patient’s forehead in future to
tap into these signals and fine-
tune the anaesthesia dose, and
avoid over or under-dosing.

After Barbara’s surgery, the two
anaesthetists involved came to
see her - and the more junior
medic apologised.

Barbara recalls: ‘He held up his
hands and said, “I’'m so sorry - it
was all my fault.” It was only after
the anaesthetic truly wore off
that I felt angry. I had no
follow-up. Just that apology.’

Not wanting to ‘ruin a young
man’s career’, Barbara decided
not to make a formal complaint
- ‘but I was very angry and am
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still traumatised’, she says.
Over the years, Barbara has
had numerous operations and
anaesthetics but never had
any problems.

She was involved in a car acci-
dent 24 years ago - caused by a
drunk and drugged driver — which
left her with multiple burns, bro-
ken bones and post-traumatic
stress disorder (PTSD). Then, in
2017, she was diagnosed with
multiple myeloma, a rare cancer
of the blood and bone and was
given a stem cell transplant.

Doctors discovered a perfora-
tion in her bowel in 2024 - this
can be life-threatening, as it can
allow bacteria and faeces to leak
into the abdominal cavity, and
she was rushed into theatre for a
five-hour emergency operation.

The anaesthetic seemed to
begin as normal, with the anaes-
thetist administering the drugs
through a cannula in her arm.

ARBARA recalls: ‘He told
me to count backwards
from ten, as always, and I
did.” As surgeons set to work on
her perforated bowel and repair a
twisted hernia - removing the dead
bowel tissue — Barbara woke up.

‘My eyes were closed, but I was
on the operating table. I could
hear the surgeons and other staff
in the room chatting.’

Not surprisingly, the incident
has taken its toll on Barbara, who
was allowed home a few days
after her operation, but experi-
enced traumatic dreams.

But when she mentioned this to
her colorectal consultant, he said
he’d never come across anaesthe-
sia awareness - ‘he suggested I'd
imagined the whole thing. I was
furious and burst into tears and
left,” Barbara recalls.

She is currently undergoing
chemotherapy to treat her
myeloma and finally received
therapy for PT'SD after a Macmil-
lan nurse intervened to help.

Barbara has the following words
of advice: ‘I don’t want to scare
anyone, but people should be
aware that anaesthesia aware-
ness is possible.

‘Doctors should also be aware
that their patients can and do
wake up during surgery - and to
admit when it happens and
give them the help and support
they need.’
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could barely sit up’. Stephanie trawled
the country for help, and in 2024 found
a private long Covid clinic in Liverpool.

‘When we walked in and were listened
to, | cried in relief,’ she says. Alice was
put on a lengthy list of medications,
including fludrocortisone - this helps
the kidneys retain fluid to push up her
blood pressure to counter PoTS.

‘She is well enough to leave the house
about once a fortnight, but she still

can’t sit up for huge periods of time,’
says Stephanie.

It’s meant that Alice - who, for 18
months, was too unwell for any school-
ing - can now manage two hours a week
with a home tutor.

‘I look at Alice and | can’t help but
worry about what the future holds for
her;’ says Stephanie.

‘l can see that my daughter is broken,
and yet she has been abandoned by the
healthcare system.

‘I have heard of some parents whose

child has long Covid who’ve been
treated as if there is something a bit
weird going on - and parents whose
children cannot attend school
who’ve been threatened with
safeguarding measures.’

Stephanie herself now takes
bisoprolol and felodipine to control
her PoTS.

‘It hasn’t been miraculous, but helps a
bit,’ she says. ‘I sort of muddle through,
but it’s nowhere near the life | had.’

She adds: ‘1 don’t tell my story to get

sympathy - it is because | am so angry
about the lack of help.

‘I’'m a doctor and even | have
struggled: how many families are facing
the same difficulties but are unable to
find any help at all?’

Professor Altmann fears that thereisa
lack of political will to help those with
long Covid.

‘l used to have good communication
with government ministers and advisers
[about this] and now | can’t get my
voice heard,’ he says.




