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About this policy brief

This policy brief was drafted by Karen Hargrave, who developed ME in 2020 as a result
of Long Covid. Karen is a carer for her husband, who has suffered from Very Severe
Myalgic Encephalomyelitis (ME)/Long Covid since 2022. Karen is the co-founder of
#ThereForME, along with Emma Gore-Lloyd, also a carer to a partner with Very Severe
ME/Long Covid. #ThereForME is a patient- and carer-led campaign calling foran NHS
that's there for people with ME and Long Covid. The campaign is supported by 15
organisations working with and for people with ME and Long Covid.

Many thanks to all those who contributed to the policy brief, first and foremost the 328
people who used their valuable energy to share their stories with us. Thanks go to those
who supported the development of the policy brief: Nick Hargrave, Kim Brown and Suzy
Foster (for their strategic brains), Jess Rennoldson and Sara Hussain (for expert design
and editing) and all those who shared their feedback.
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Executive summary

The Labour government comes into office with a powerful promise: to transform
a broken healthcare system, building an NHS that is fit for the future.' The Covid-19
pandemic continues to exact a heavy toll on the NHS and society. Among the most
heavily impacted are up to two million adults and children affected by Long Covid —an
infection-associated chronic condition where symptoms persist after a Covid infection —
including over 1.5 million who report their daily activities being limited by Long Covid.?

A significant proportion of Long Covid patients — by one estimate, approximately half
—meet the diagnostic criteria for myalgic encephalomyelitis (ME, sometimes referred

to as ME/CFS - Chronic Fatigue Syndrome).2* This includes patients with life-altering
symptoms including debilitating cognitive dysfunction and the exacerbation of symptoms
following exertion.

Patients with ME have one of the worst qualities of life of any disease but have long
been dismissed and overlooked.® The most severely affected patients are reliant on
full-time care, sometimes becoming unable to speak or swallow and requiring hospital
care to avoid dehydration and malnutrition.®

Patients with ME have faced decades of inadequate care and insufficient funding

for biomedical research, which have shaped the NHS care available to Long Covid
patients today.” From 2015 to 2020, just £6 million was committed in UK funding for ME
research, compared to £53 million for Parkinson'’s disease and £22 million for multiple
sclerosis.? There has been an increase worldwide in research funding for Long Covid,
including some investments in the UK. However, this has been nowhere near sufficient to
recover lost ground from decades of underfunding research for ME and other infection-
associated chronic illnesses.®

The lack of appropriate care and treatment for patients with Long Covid and

ME is an issue that the UK cannot afford to ignore, with record numbers out of
work due to long-term illness. A recent Organisation for Economic Co-operation and
Development (OECD) working paper estimated that the cost of Long Covid could be

as high as $141-317 billion per year across OECD countries.’ Analysis by Long Covid
Support estimates that excess costs to the NHS of Long Covid alone will be at least £268
million over the next two years."

Via an online survey, we asked over 300 people living with Long Covid and ME to evaluate
parts of Labour’s mission plan for the NHS against their experiences.'
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There are three Labour commitments that could have the biggest impact, where people
with Long Covid and ME highlight current shortcomings:

1. An NHS that is there when people need it

* Two thirds told us that the NHS has not been there for them when they needed
it. Many have felt dismissed and/or disbelieved. Some have deteriorated during or
following NHS care, highlighting failures in terms of patient safety.

* Over 7 in 10 told us they had looked outside the NHS for support. Many who can
afford it, and even some who are struggling financially, are turning to private healthcare
to access basic care, emerging treatments and knowledgeable clinicians.

* Not a single respondent who was Very Severely affected felt that the NHS had
been there for them. There are no specialist inpatient services for Severe ME in the
UK and no NHS Protocol to guide hospital care for life-threatening complications.™

2. Change so that more people get care at home in their community

* Many have struggled to access care in the community. Only a small minority (4%)
told us that they felt supported by the NHS to manage their symptoms at home.

* Much more could be done to provide appropriate support in primary care. Many
answering our survey spoke about limited knowledge of ME and Long Covid among
clinicians and felt they had been left without long-term monitoring or support.

3. The promise to introduce a revolution in technology

* Far more can be done to leverage the UK'’s science and technology expertise to
accelerate treatments. Just 2% felt that the UK was making the most of its science
and technology expertise to advance treatments for Long Covid and ME.

 Patients highlighted opportunities to better leverage science and technology
including through clinical trials within the NHS, funding research into biomarkers, and
mobilising technology for at-home symptom monitoring.
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Recommendations

Considering the shortcomings above, the following recommendations are outlined for
Labour to deliver on its public service mission for patients with Long Covid and ME.

1. Commit to an NHS that is there for people with Long Covid and ME:

« Articulate a vision foran NHS where Long Covid and ME patients are listened to,
believed and where they can access safe care, building on the best that modern
science can offer.

« Prioritise the urgent publication of the cross-government delivery plan for ME/CFS,
ensuring it meets these priorities.

+ Appoint a Minister for Long Covid and ME to signal that improving patients’ care is a
priority for a Labour government.

+ Develop an NHS Severe ME Safe Hospitals protocol to ensure the safety of patients
accessing hospital care for life-threatening symptoms.

2. Make the most of the UK’s science and technological expertise to advance
treatments for Long Covid and ME:

« Commit to at least £100 million of annual research funding for Long Covid and ME. This
should prioritise biomedical research, developing biomarkers and trialling treatments,
led by patients’ lived experience and priorities.

« Convene UK-based researchers, clinicians, the private sector and patient advocates to
develop a strategy for accelerating treatments.

 Ensure that emerging research filters down into clinical practice in the NHS. For
example, by committing to update the 2021 NICE Guidelines for Long Covid based on
new research.

3. Do more with the tools we already have:
« Commit to and take accountability for implementing the 2021 NICE Guidelines for

ME/CFS. The guidelines should be applied to all patients with an ME/CFS diagnosis
(including those with Long Covid).
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« Support access to emerging treatments within the NHS, including as part of
clinical trials.

+ Leverage technology-enabled solutions in the NHS to better support patients to

manage their symptoms at home e.g. using wearables for remote monitoring and
symptom management.

« Mobilise tools to measure and reduce the ongoing health burden of Long Covid in the

UK. For example, by supporting the wider roll-out of air filtration systems within key
public services (e.g. healthcare settings and schools).
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Introduction

The Labour government comes into office at a time of crisis in the NHS with a
powerful promise: to transform a broken healthcare system, building an NHS that
is fit for the future. The Covid-19 pandemic continues to exact a heavy toll on the NHS
and society, depleting the resilience of an overstretched NHS, while devastating lives,
families and futures.

Among the most heavily impacted are those who have developed Long Covid. The Office
for National Statistics (ONS) estimates that in early 2024, two million adults and children
in England and Scotland had ongoing symptoms after a Covid infection, over 1.5 million
of whom reported that their daily activities were limited by Long Covid, including 381,000
whose daily activities were limited ‘a lot’'* Of those who had Long Covid for at least 12
weeks and provided a date when their symptoms began, over half had been affected for
at least two years.

A significant proportion of Long Covid patients — by one estimate approximately half -
meet the diagnostic criteria for myalgic encephalomyelitis (ME, sometimes referred to

as ME/CFS - Chronic Fatigue Syndrome). Long Covid patients meeting the diagnostic
criteria for ME include those with some of Long Covid's most life-altering symptoms,
which are simultaneously the most difficult to treat. For example, symptoms that include
debilitating cognitive dysfunction and the severe exacerbation of symptoms following
minimal exertion. Patients with ME have one of the worst qualities of life of any disease:
lower than various forms of cancer, multiple sclerosis or chronic renal failure (see Figure 1).

As this paper highlights, patients with ME have long been dismissed and overlooked,
facing decades of inadequate care and insufficient funding for research into treatments.
For decades, the belief that the disease is psychosomatic has hindered desperately
needed biomedical research, leaving patients without treatment or a cure. This has
shaped the care available for Long Covid patients in the UK today, many of whom - like
patients with ME before them - feel let down by the NHS.™®

I think it is easier for the government to believe these are psychosomatic disorders
and therefore those that suffer them don’t deserve/need any help. We need a
change in understanding across all of society to understand there are biological
causes for these conditions and we need research to find cures, and in the
meantime, decent care and understanding.

ME/Long Covid patient, affected for 2-5 years
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Figure 1 Mean score of quality of life ratings by disease
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In 2022, the government set in motion a process to develop a new cross-government
delivery plan for ME/CFS, recognising challenges faced by patients accessing care.'®
While this presented an opportunity to transform care for people with ME in the UK -
including many with Long Covid meeting the diagnostic criteria — two years later the plan
still has not been published. An early draft was criticised by some in the ME community
as lacking ambition and urgency.'”

Each story of a patient with Long Covid or ME is an individual tragedy. Taken
together, itis a story of a vast loss to the UK’s society and economy. Most starkly,
this is an issue that the UK cannot afford to ignore in the context of crippled public
finances, a low-growth economy and record numbers of people out of work due to
long-term iliness. A recent Organisation for Economic Co-operation and Development
(OECD) working paper estimated that the costs of Long Covid could be as high as $141-
317 billion per year across OECD countries. Analysis by Long Covid Support estimates
that excess costs to the NHS of Long Covid alone will be at least £268 million over the
next two years.'


https://pitch.com/v/the-human-economic-cost-of-mecfs-d89c37/0659ef4e-b047-4633-ae1b-e4cf4d090cd9
https://pitch.com/v/the-human-economic-cost-of-mecfs-d89c37/0659ef4e-b047-4633-ae1b-e4cf4d090cd9
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This paper highlights an opportunity for a new Labour government to put its public
service mission into action through a new approach for people impacted by Long Covid
and ME. It explores how Labour’s aspirations for the NHS measure up against the
experiences of people with Long Covid and ME, highlighting recommendations for first
steps to signal commitment to doing things differently.

Ultimately, this paper calls for a transformation of care so that people with Long Covid and
ME can access treatment that lives up to Labour’s vision for healthcare in the UK: an NHS
that's there for them when they need it, offering safe care and access to the best that
modern science can offer.2°
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Data from the Long Covid and ME

communities: a stark reality

This policy brief draws on data from an online survey conducted from 10 June to 6 July
2024, which asked patients with Long Covid and ME to evaluate parts of Labour’s mission
plan for the NHS against their experiences of NHS care, and their perceptions of efforts in
the UK to advance treatments.?!

The survey had 328 responses: 50 were carers for people with Long Covid or ME,
189 patients with Long Covid, 148 patients with ME (55 said they had both) and 9 who
considered themselves recovered from Long Covid or ME.

Of those surveyed, over half (53%) considered themselves or the person they cared

for moderately affected, facing significant limits to daily activities and often being
housebound. Significant proportions of respondents also reported mild (17%) and severe
(23%) symptoms. A minority reported symptoms that were Very Severe (6%), leaving
them (or, in most cases, the person they cared for) bedbound, with limited or no ability

to communicate and being reliant on full-time care. Notably, even those with symptoms
considered ‘mild’ by standard severity scales used to quantify ME symptoms suffer from
symptom flare-ups that can significantly impact their quality of life.??

Considering that the survey may not be fully representative, patients’ voices are situated
in the context of wider research, echoing many of the challenges highlighted here.
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The opportunity for Labour — three
commitments to build an NHS fit
for the future

There are three Labour commitments, included in Labour’s mission to build an NHS fit
for the future, that could have the biggest impact. This chapter offers an outline of current
shortcomings in these areas, with the final section exploring how these commitments
can best be delivered to support people with Long Covid and ME.

« Area 1: An NHS that is there when people need it
+ Area 2: Change so that more people get care at home in their community

+ Area 3: Arevolution in technology

Area 1: An NHS that is there when people need it

Labour has identified a fundamental challenge facing the UK's health system: as a result
of systemic challenges, the NHS is no longer there for people when they need it.

Many people with Long Covid and ME identify with this challenge. Over two-thirds (67%)
of those who responded to our survey felt that the NHS had not been there for them when
they needed it.?® In 2023, an ME Association survey of over 7,000 people in the UK with
Long Covid and ME found that just 8% of people with ME, and 15% of those with Long
Covid, rated the care they had received from the NHS as good or excellent — a finding that
held across all UK regions.2*

Long Covid itself is one battle, trying to get help from the NHS is another on top of
it—and so few of us have the energy to push for more help. No one is listening.

ME/Long Covid patient, affected for 2-5 years

Some patients who answered our survey spoke about positive experiences, often
with individual clinicians who had treated them with empathy and understanding.
However, too many others have traumatic experiences of healthcare where they have felt
dismissed and/or disbelieved.?® Many feel that their symptoms have been inappropriately
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psychologised, in spite of guidelines from the National Institute for Health and Care
Excellence (NICE) recognising ME as a ‘complex, chronic medical condition affecting
multiple body systems’ and mounting evidence documenting biological abnormalities in
patients with ME and Long Covid.?®

The stigma and ignorance about ME in the NHS means that | try very hard to avoid
mentioning ME in a medical setting, as | don’t have the energy to ‘defend’ the way
the illness affects me and bat away their suggestions that are often condescending,
belittling and potentially harmful.

ME patient, affected for over 10 years

In my first year | had to visit A&E on numerous occasions. It was horrendous: | was
left for hours until | wet myself (I couldn’t move at the time and didn’t have a call
button). I've been shouted at by a doctor that all my results were normal so there
was nothing acutely wrong with me. | have been told to stand up, [told that] | can
walk, when | had been left in a wheelchair.

Patient with Long Covid, affected for 2-5 years

Labour’s manifesto rightly puts patient safety at the heart of its plans to transform the
NHS. Yet for some patients, experiences of seeking healthcare for Long Covid or ME
have been so traumatic that they are reluctant to seek care again. Multiple patients told
us that they would be reluctant to seek NHS care in the future even if experiencing life-
threatening symptoms, expressing a sentiment that they would ‘rather die at home’.

Even more concerning is that some patients and carers have witnessed their condition
worsening in the course of or following NHS care. In some cases, this is due to the
exertion involved in seeking healthcare, particularly where accommodations are not
made to ensure care is accessible. In other cases, patients have deteriorated as a result
of inappropriate care, including advice to increase activity or exercise — leadingto a
(sometimes long-term) deterioration in symptoms.
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| feel completely abandoned by the NHS on the thing that has changed my life.
On the odd occasion | have been to GP for other stuff they have been kind, caring,
helpful and | have had my needs met. Presenting with LC/ME gets me disbelief,
disinterest and no help at all.

ME/Long Covid patient, affected for 2-5 years

Only rehabilitation online exercise classes were on offer which left me 100%

bed bound in a dark silent room for days at a time, unable to lift arms or move in
bed, increased breathlessness and increased sensitivity to light and sounds [...]
Attending the fatigue clinic was too much for me to manage and helped tip me from
mild to severe. Over a decade later and | still haven't recovered.

ME patient, affected for over 10 years

The patients with the most severe ME and Long Covid symptoms are receiving the lowest
standard of care.?’ Not a single person answering our survey who considered themselves
or the person they cared for Very Severely affected felt that the NHS had been there for
them. There are no specialist inpatient services for people with Severe or Very Severe

ME or Long Covid.?® Several patients and their carers reported being discharged from
specialist services when their symptoms became severe, either due to an inability to
attend appointments in-person or due to clinicians not feeling that their services were
appropriate for severely affected patients.

When patients with the severest forms of ME or Long Covid end up in hospital due to life-
threatening complications there is no NHS protocol to guide the care. Patients with Very
Severe forms of ME or Long Covid are often unable to eat and digest food easily, meaning
that they may require support with hydration and nutrition to avoid dehydration and
malnutrition.?® Patients and carers across different NHS trusts have reported traumatic
experiences involving long and detrimental hospital stays, a breakdown of trust with
clinicians, and delays introducing life-saving interventions.® For example, in a recent case
reported by the BBC, the father of a young woman with ME spoke about how his daughter
had 'dramatically deteriorated’ in hospital and spoke of ‘serious mistakes’, expressing
fears that his daughter would die in hospital.®’



14 Building an NHS that'’s there for Long Covid and ME | Policy brief
I

They have watched my teenage daughter deteriorate and have refused to engage
with external expertise despite having advised us to seek it out and promises to
learn from external experts. Six letters to the hospital CEQO from external experts
expressing concern about the management of my daughter’s care [are] not even
acknowledged.

Carer for patient with Very Severe ME/Long Covid

For years we had no support and had to deal with several situations that actually
made her condition and our situation worse, when all we wanted was help

and support. We were taken through child protection and | was accused of
Munchausen by proxy.

Carer for patient with Very Severe ME

Even for patients experiencing less acute symptoms, for many, the interventions that are
provided by the NHS fall short of their expectations.®> Many spoke about specialist ME/
CFS services being limited to a 10-week fatigue management course, which many did not
consider particularly helpful.

Some Long Covid clinics have offered a wider variety of services, including respiratory
physiotherapy, and screening for co-morbidities and post-Covid damage to vital organs,
with experiences differing significantly geographically.®® Yet, even the best-equipped
Long Covid clinic has little to offer beyond lifestyle advice when it comes to those meeting
the criteria for ME, who suffer from some of Long Covid’s most life-altering symptoms.
Despite an evolving understanding of the condition and appropriate management due

to emerging research, the NICE Guidelines for Long Covid have not been updated since
202134

I am lucky as under Leeds [Long Covid clinic] and they seem to be much more
with it in regards to new research etc. but | am only ever seen by [an occupational
therapist] and physio. There are no doctors that patients see.

Patient with ME/Long Covid, affected for 2-5 years
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I'd say that individual NHS practitioners have been there for me, but the system itself
definitely has not. | think the [Long Covid] clinics in England were just a fob off to make
it look like they were doing something without backing them up with the necessary
funding or research input that they need to really make a difference.

Patient with Long Covid, affected for 2-5 years

Deepening healthcare inequalities, a two-tier system has emerged for Long Covid and
ME in the UK, driven not just by long waiting lists but an inability to access meaningful
care through the NHS. Over 70% of people who responded to our survey felt that they
had to look outside the NHS to access care, reflecting similar figures from research by the
Health and Social Care Alliance Scotland.®® For many, this involves seeking information
online and engaging with social media support groups to find strategies for managing
symptoms.

Almost half (48%) of those who answered our survey had turned to private healthcare,
including to access diagnostics and emerging treatments not routinely available in NHS
practice, and in cases where there are no specialist services available in their area.®
For some patients, the private sector gave them the first opportunity to feel listened to
by a clinician familiar with cutting-edge research and established practice in treating
symptoms of ME.®” Notably, many of those answering our survey who said that they had
not looked outside the NHS for care said that this was because they could not afford to
do so.

[A private specialist] visited me at home and it helped a lot — partly through
treatments such as LDN [low-dose naltrexone] but also just reassurance about
pacing and resting.

Recovered Long Covid patient, affected for 2-5 years

Affording [private care] will be difficult, as | am on Universal Credit since it’s so
hard for me to work, but if | could get my health back, at least to a functional level, it
would be worth it.

ME/Long Covid patient, affected for over 10 years
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We've had to go into the private sector to find anyone who really understands
severe forms of ME/LC or is willing to prescribe medication or treatment to try to
relieve symptoms or improve our son’'s condition. The NHS seems only to be able
to do very basic management e.q. provide advice on nutrition to ensure he gets the
right dietary input through liquid meal replacements. There is a sense that ‘we can't
cure this we can only keep him stable’ and unwillingness or inability to go further.

Carer for patient with Very Severe ME/Long Covid, affected for 2-5 years

Area 2: Care in the community and athome

Labour has committed to a ‘Neighbourhood Health Service’,implementing change so
that people can get the care they need at home and in their community.

Only a small minority (4%) of those answering our survey said that they felt supported by the
NHS to manage their symptoms at home. For many, Long Covid and ME services are simply
not accessible from home. Our survey captured the stories of patients who were unable to
access remote appointments or home visits. Many others struggled to navigate inflexible
appointment booking systems due to cognitive difficulties.

I've had to order a heart monitor privately as the NHS wasn't flexible to arrange to
come out to me, or show my dad how to fit it. I'm bedbound.

Long Covid patient, affected for 1-2 years

I've been losing my hearing for 6 months in one ear but not even bothered to call
the GP as | have no way to find the energy to attend an appointment [...] | keep
putting off the now very noticeable hearing loss as a priority because | can't imagine
how to find the energy for a GP visit, let alone referral on to hospital.

Patient with ME, affected for over 10 years
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It took me 10 years to persuade my surgery to put me on their official housebound
register. Even now I'm on there they consistently refuse to give me home GP
appointments and keep telling me to come into the surgery on days when [ can't
even get out of bed.

Patient with ME, affected for over 10 years

Labour rightly identifies general practice as the bedrock of the NHS. However, the
patients we surveyed told us that too often, in-depth knowledge of ME and Long Covid
in primary care is the exception rather than the rule. The ME Association’s 2023 survey
found that, while NICE had in 2021 changed its guidelines for the treatment of ME/CFS,
few had noticed any change in their care since. In May 2023, just 28% of NHS Trusts
and Integrated Care Boards were implementing the 2021 NICE Guidelines.® Instead,
patients have had to inform and educate their healthcare providers themselves about
the Guideline’'s recommendations, including that exercise is no longer considered an
appropriate treatment.

For those who feel that the NHS had been there for them, in many cases this is due to
their experiences with their GP. A significant number of people spoke about having
‘good’ GPs who listened to them with empathy and had been willing to explore treatment
options based on the patient's own research. However, this was often framed as being in
spite of, rather than being enabled by, the wider NHS system.

Found the one [doctor] in my practice who takes me seriously. It took 10 of them. But
She listens, is open to ideas and my research and most importantly, is empathetic
which makes the conversation so much easier.

Long Covid patient, affected for 1-2 years

My GP has been great, but he doesn’t know Long Covid research or ME/CFS (he
didn’t know what PEM [post exertional malaise] is). So there is a lot of pressure on
me to interpret and understand information about Long Covid for us to try to use.

Long Covid patient, affected for 2-5 years

Overall, less than a third felt that their GP understood and gave them the care that was
required for complex needs due to ME or Long Covid. This echoes findings from a
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recent Long Covid SOS study, which found that almost two-thirds of those they surveyed
reported their GP being unable to help them, while almost one in 10 reported that their
GP had told them they were suffering from anxiety.*

Lack of knowledge about ME and Long Covid within primary care is particularly
concerning given a lack of long-term support elsewhere in the NHS. Few Long Covid or
ME/CFS clinics are equipped to maintain contact with patients long-term.*® People told us
about a lack of long-term monitoring in primary care and lack of long-term specialist input.
Patients also suffer from a lack of continuity of care. Many Long Covid and ME patients,
suffering from an energy-limiting condition, are exhausted from having to explain their
complex symptoms to multiple healthcare professionals time and time again.

They [GPs] have an automatic ‘we do not know about Long Covid’ response, which
is very unhelpful when you have been asking them for help from this illness for over
4 years.

Carer for Severe ME/Long Covid patient

I have no-one to discuss it with. No point discussing with my GP as there’s nothing
they can/will do. They referred me to the CFS clinic 7 years ago, which was pointless
in the end, and when | was discharged. That was the end of my ME/CFS care.

ME patient, affected for 5-—10 years

Area 3: Harnessing the UK's science and technology
expertise to advance meaningful treatment for patients with

Long Covid and ME

Labour has committed to harnessing technological advancements and the UK’s scientific
expertise to advance care for patients within the NHS.

The UK is a science and technology superpower, home to the first Covid vaccine and
world-leading research institutions. Yet not enough is being done to make the most of
these assets for patients with Long Covid and ME. Just 2% of those answering our survey
felt that the UK was making the most of its science and technology expertise to advance
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meaningful treatments. Many with Long Covid feel that they are being left behind in a
country that has moved on from the height of the pandemic, contrasting a lack of urgency
in finding treatments to the extraordinary efforts that went into the rapid development of
Covid vaccines.

Research on ME has been systematically underfunded for decades in light of its high
disease burden, with a skew towards psychosocial rather than biomedical research.

In the UK, from 2015 to 2020 just £6 million was committed in funding for ME/CFS
research through the UK National Institute of Health Research (NIHR) and UK Research
& Innovation (UKRI) Medical Research Council. This is compared to £53 million for
Parkinson's disease research and £22 million for multiple sclerosis, each of which affect
approximately half the number of people in the UK estimated to be living with ME prior to
the pandemic, with many more now likely meeting the diagnostic criteria.*’

There has been a vast increase worldwide in funding for Long Covid research, but this
has not been sufficient to recover lost ground from decades of underfunding.*? In 2023,
cumulative research publications for Long Covid and ME/CFS combined totalled just
over 44,000: around a third of the number of research publications on multiple sclerosis
and less than 10% of those focused on HIV/AIDs (see Figure 2).

Figure 2 Cumulative publications mentioning ME/CFS, multiple sclerosis and HIV/AIDS
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Source: CrunchMe (https://github.com/crunchme/pubmed-publications-analysis, based on
PubMed data)
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The UK government committed funding for Long Covid research early in the pandemic,
with almost £40 million of research funding in 2021.*® However, no further funding calls
have been issued since then, with most of the initially funded studies complete or nearing
completion, and no pipeline of further studies. Some patients answering our survey were
concerned that studies with Long Covid patients had duplicated existing ME research.
They felt that promising work — including the UK-based Decode ME initiative — has been
driven forwards by talented individual researchers rather than a system-wide approach.*
Patients also expressed concerns that emerging research, including potential treatments,
is not filtering down fast enough into clinical practice.

The Department of Health and Social Care Interim Delivery Plan on ME/CFS,
commissioned in 2022 and still under review, highlights plans to undertake a landscaping
review of national and international research work as a basis for future investment.*
However, with delays to the delivery plan, there are concerns that undertaking such a
review could cause further deferrals to expanding research investment, particularly since
significant landscaping work is already in place. Future research investments could

draw on work by CrunchME: a volunteer project, mapping out the research, clinical,
technological, and advocacy ecosystem around ME, Long Covid, and other infection-
associated chronic conditions, both in the UK and internationally.*® Their aim is to provide
a foundation of evidence and insight to new and existing members, and so accelerate
progress towards treatments and cures.

The funding rates for research are a pittance compared to other conditions. We
want to be well, we want to work, we want to lead active lives — help us! Please.

ME patient, affected for over 10 years

I welcome funding and research into this subject, but it should focus on real
biomedical, scientific research. Too often, money is wasted on psychological or
exercise-related ‘research’, instead of investigating the causes and effects at a
micro level [...] We don’t need more good money being thrown at bad science.

ME patient, affected for 5-10 years

Our survey highlighted opportunities to better leverage science and technology to
advance care for people with Long Covid and ME. Patients’ suggestions included
clinical trials within the NHS for off-label medications, funding research into biomarkers,
and using technology to enable remote clinical trials that could be done from home.
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Long Covid experts have highlighted that enough is already known about Long Covid
and ME to be building more ambitious, full-scaled randomised control trials for varied
therapeutics.*” Thus far, the missing pieces are funding and political will.

Some also pointed to existing examples of technology used for at-home symptom
monitoring, which could be adopted within the NHS to great effect. For example, Visible
is a UK-based digital care platform designed for the millions of people living with a
complex chronic iliness. The platform uses wearable technology to help patients manage
their condition by predicting symptom flare-ups, and to measure their condition via digital
biomarkers. It is notable that Visible was conceived and developed by people with Long
Covid in an attempt to help themselves and others.

Research needs to be particularly focused on diagnostic tests and treatments -
ideally fast track trials of repurposed existing drugs.

ME/ Long Covid patient, affected for over 10 years

My most useful intervention has been heart rate monitors [to track symptoms and
manage activity] but the NHS doesn’t do them or even have any useful advice. The
new Visible app is brilliant — the NHS should be getting behind it.

ME patient, affected for 5-10 years
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Recommendations and the way forward

The communities behind this paper ask for a discussion with the new Labour
government to explore the following recommendations.

1. Commit to an NHS that is there for people with Long Covid and ME. This
should include:

a. Setting high expectations for the NHS, articulating a vision from the top of
government in relation to NHS care for patients with ME and Long Covid, for
an NHS where patients are listened to, believed and where they can access safe
care, building on the best that modern science can offer. This should include
accessible, multi-disciplinary and long-term care, within their home or community
(wherever possible).

b. Appointing a Minister for Long Covid and ME, signalling that improving patient care
is a priority for a Labour government.

c. Prioritising the urgent publication of the new cross-government delivery plan for
ME/CFS, ensuring that it meets the aforementioned priorities.

d. Demonstrating that the Labour government is committed to patient safety for people
with Long Covid and ME by developing an NHS Severe ME Safe Hospitals protocol.*®
This should draw on UK and global expertise on Severe ME, as well as applicable
UK standards. For example, the 2021 NICE Guidelines for ME/CFS and relevant
Care Quality Commission regulations (e.g. regarding Duty of Candour and Meeting
Nutritional and Hydration Needs).

2. Make the most of the UK’s science and technology expertise to advance
treatments for people with Long Covid and ME. This should include:

a. Committing at least £100 million of annual funding for Long Covid and ME
research.* Research funding should prioritise biomedical research, biomarkers and
treatments, and should draw on patients’ lived experience and research priorities.

b. Convening UK-based researchers, pharmaceutical companies, technology
companies and patient advocates to develop a strategy for mobilising the UK's
science and technology expertise to accelerate treatment for Long Covid and ME.

c. Ensurethatemerging research in the UK and globally filters down into clinical
practice in the NHS. For example, by committing to updating the NICE Guidelines for
Long Covid on the basis of new research.
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3. Do more with the tools we already have while waiting for new treatments to be
developed. This should include:

a. Commit to and take accountability for implementing the 2021 NICE Guidelines for
ME/CFS. The guidelines should be applied to all patients with an ME/CFS diagnosis
(including those with Long Covid). This should include making relevant training
available so that all primary care practitioners are familiar with symptoms of ME and
appropriate management.

b. Support access to emerging treatments within the NHS, including as part of clinical
trials. Access to treatments should be based on evidence of safety and efficacy. For
example, promising candidates that are currently undergoing clinical trials in the
United States include Low Dose Naltrexone and Pyridostigmine.°

c. Leverage technology-enabled solutions that already exist. For example, exploring
the uptake of wearables (e.g. via Visible) for remote monitoring and symptom
management within NHS ME and Long Covid care.

d. Mobilise tools to measure and reduce the ongoing health burden of Long Covid in
the UK. For example, by supporting the wider roll-out of air filtration systems within
key public services (e.g. healthcare settings and schools) and extending Covid
Infection Survey monitoring year round.
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