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ABOUT OUR CHARITY
The ME Association

The ME Association was established in 1978 and is a credible charity

that consistently delivers high standards of support to people who are

affected by – or who have a professional interest in – Post-Viral

Fatigue Syndromes (ME/CFS and Long Covid).

We Deliver

During the pandemic, we were quick to recognise the similarities

between ME/CFS and Long Covid – especially around symptoms and

effective management – and have been welcoming people with Long

Covid in increasing numbers ever since.

Covid-19 Pandemic



ABOUT OUR CHARITY
The ME Association

In prioritising medical research, we are learning more about what

causes and perpetuates ME/CFS, and we hope this knowledge will

result in an accurate diagnostic test, more effective treatments and –

one day – even a cure.

Medical Research

We don't employ an expensive CEO. Instead, we have a terrific team

of trustees who provide direction and strategy on a voluntary basis,

including several who contribute to day-to-day management

oversight.

Management

We are here to support people through all stages of their illness

because it can often be misunderstood and marginalised. We do not

want anyone to suffer alone.

Support

We believe that everyone is entitled to the very best health and social

care and easy access to relevant welfare benefits if they need them.

Belief



ABOUT OUR CHARITY
The ME Association

Most people working for the charity have personal experience of the

disease, have loved ones who are affected, or have developed a

deep understanding of PVFS/ME/CFS following a long period of

service.

Experience

We have been working with the Department of Health and Social

Care (DHSC), the Royal Colleges of Medicine and The British

Association of Clinicians for ME/CFS (BACME) to prioritise

implementation of the NICE Guideline’s recommendations, to

increase awareness, and to provide solutions to the various issues

that remain in health and social care.

Implementation of the NICE Guideline

Trustees are supported by members of staff who work at head office

in Buckinghamshire, by others who work from home, and a large

number of dedicated and fully-trained volunteers who help ensure ME

Connect – the telephone helpline – is available to anyone in need,

365 days a year.

Trustees and Volunteers

We work with the All-Party Parliamentary Group on ME and are

active members of Forward-ME – a collaborative of charities and

local support organisations – and the ME Research Collaborative

which aims to promote research investment and hold annual research

conferences.

APPG



ABOUT OUR CHARITY
The ME Association

We continue to build cash reserves as we recognise the need to

attract and invest in future research studies of significant size if we

are to better understand ME/CFS and move closer to developing

effective treatments. And we hope to work with Long Covid

researchers to better explain the pathological overlaps that likely exist

between Long Covid and ME/CFS.

Investment in Future Research Studies

We fund the important UK ME/CFS Biobank and have done since it

was established in 2011. We were part of the James Lind Alliance

Priority Setting Partnership on ME/CFS that identified the Top 10

research priorities which are now being used by the DHSC in its work

on ME/CFS research, and we support the DecodeME study which will

examine the DNA of 20,000 people with ME/CFS and 5,000 people

who developed ME/CFS following a Covid-19 infection.

The UK ME/CFS Biobank

We’re here for You!

meassociation.org.uk /meassociation /meassociation @meassociation @ME-Association /MEAssociationUKCharity



REAL LIVES
The ME Association



c.80% of people who 

develop PVFS/ME/CFS 

can trace the onset 

back to an infection that 

is often acute

Viral or 
Bacterial

ME/CFS =
Myalgic Encephalomyelitis
Myalgic Encephalopathy
Chronic Fatigue Syndrome

Triggering 
Infection Types of 

infection

Includes any infection 

from Epstein Barr 

(Glandular Fever) to 

Influenza (The Flu) to 

previous Coronavirus 

outbreaks to Ebola in 

ME/CFS and Covid-19 

in Long Covid

Failure to 
Fully Recover

Research suggests c.5-

10% of people acutely 

affected by a viral or 

bacterial infection are at 

risk of not recovering 

fully and developing a 

chronic disease state

Post-Viral 
Fatigue 
Syndrome

Main symptoms often 

similar to the triggering 

infection with additional 

complications or damage 

often resulting in a loss of 

mobility and an inability to 

perform previous activities 

with greater reliance on 

other people for help and 

support

Long Covid = 
Post-Acute Sequelae of Covid-19 (PASC)
Long-term Covid Syndrome
Post-Covid-19 syndrome



WHAT IS PVFS?
PVFS is recognised as a neurological disease by the World Health Organisation (International 
Classification of Diseases), the NHS, and the UK Government. ME/CFS is included in this 
definition. 

Long Covid and ME/CFS are caused by an apparent failure to recover from a viral infection 
and share many symptoms in common (but also some differences).

Long Covid is triggered by Covid-19 and c.80% of those with ME/CFS can trace onset to a 
viral infection such as Glandular Fever (Epstein-Barr Virus).

PVFS was often used as an interim diagnosis if an individual wasn’t getting better and 
couldn’t return to pre-illness levels of health within 6 months.

The 2021 NICE Guideline on ME/CFS has recommended people are diagnosed within three 
months of symptoms developing. This has reduced the likelihood of PVFS being used as an 
interim diagnosis.



Predisposing factors likely include a genetic 

component, meaning that certain people are at 

higher risk of developing PVFS/ME/CFS, which might 

also explain why more than one family member can 

be affected.

Precipitating factors include infections, viral in 

particular, but occasionally an immunisation or 

exposure to a toxin or pesticide.

Predisposing factors Precipitating factors

01 02
WHAT CAUSES ME/CFS?



Perpetuating factors

03
WHAT CAUSES ME/CFS?

Perpetuating factors that contribute to symptoms and 

to increased functional impairment include:

Blood and plasma abnormalities

Cardiac dysfunction

Cellular dysfunction

Gene expression problems

Immunological dysfunction

Metabolomic (small molecules) dysfunction

Microbiome disturbances (dysbiosis)

Mitochondria, Cellular Bioenergetics and problems 

affecting Exercise Psychology

Neurological (central, peripheral and autonomic nervous 

system abnormalities

Hypothalamic-pituitary-adrenal Axis problems (Hormones)



THE NICE 
GUIDELINE

Most people experience a 

relapsing/remitting form of ME/CFS 

while a significant minority can 

experience a more progressive form of 

the condition.

ME/CFS Illness Severity

People with mild ME/CFS 

care for themselves and 

do some light domestic 

tasks (sometimes needing 

support) but may have 

difficulties with mobility. 

Most are still working or in 

education but, to do this, 

they have probably 

stopped all leisure and 

social pursuits. They often 

have reduced hours, take 

days off and use the 

weekend to cope with the 

rest of the week.

Mild ME/CFS

People with moderate 

ME/CFS have reduced 

mobility and are restricted 

in all activities of daily 

living, although they may 

have peaks and troughs in 

their level of symptoms 

and ability to do activities. 

They have usually 

stopped work or 

education, and need rest 

periods, often resting in 

the afternoon for 

1 or 2 hours. Their sleep 

at night is generally poor 

quality and disturbed.

Moderate ME/CFS

People with severe 

ME/CFS are unable to do 

any activity for themselves 

or can carry out minimal 

daily tasks only (such as 

face washing or cleaning 

teeth). They have severe 

cognitive difficulties and 

may depend on a 

wheelchair for mobility. 

They are often unable to 

leave the house or have a 

severe and prolonged 

after-effect if they do so. 

They may also spend most 

of their time in bed and are 

often extremely sensitive 

to light and sound.

Severe ME/CFS

People with very severe 

ME/CFS are in bed all day 

and dependent on care. 

They need help with 

personal hygiene and 

eating and are very 

sensitive to sensory 

stimuli. Some people may 

not be able to swallow and 

may need to be tube fed.

Very Severe ME/CFS



It is is a complex, 
chronic medical 

condition affecting 
multiple body 

systems and its 
pathophysiology is 

still being 
investigated

THINGS TO BE 
AWARE OF WITH 
ME/CFS

Most people experience a 

relapsing/remitting form of 

ME/CFS while a significant 

minority can experience a 

more progressive form of the 

condition.

It is a fluctuating 
condition in which a 
person's symptoms 

can change 
unpredictably in 

nature and severity 
over a day, a week or 

longer

It affects everyone 
differently and its 

impact varies widely 
– some people can 

initiate and complete 
certain activities, 
whereas in others 
the same activities 

cannot be done 
without substantial 

incapacity

It can affect different 
aspects of the lives 
of both people with 
ME/CFS and their 

families and carers, 
including activities of 

daily living, family 
life, social life, 

emotional wellbeing, 
work and education

Recognise that 
people with ME/CFS 

may have 
experienced 

prejudice and 
disbelief and could 
feel stigmatised by 
people (including 

family, friends, health 
and social care 

professionals, and 
teachers) who do not 

understand their 
illness.



THE NICE 
GUIDELINE

Explain to people presenting with 

possible symptoms of ME/CFS that 

there currently is no diagnostic test 

for ME/CFS, and it is recognised on 

clinical grounds alone.

Suspecting ME/CFS in 
Primary Care

the person has had all of 

the persistent symptoms 

(below) for a minimum of 

6 weeks in adults and 

4 weeks in children and 

young people and…

01
the person's ability to 

engage in occupational, 

educational, social or 

personal activities is 

significantly reduced from 

preillness levels and…

02
symptoms are not 

explained by another 

condition

03

Suspect ME/CFS if:



Post-exertional malaise after 

activity in which the 

worsening of symptoms:

- is often delayed in onset by 

hours or days 

- is disproportionate to the 

activity

- has a prolonged recovery 

time that may last hours, 

days, weeks or longer

02
Unrefreshing sleep or sleep 

disturbance (or both), which 

may include: 

- feeling exhausted, feeling 

flu-like and stiff on waking 

- broken or shallow sleep, 

altered sleep pattern or 

hypersomnia

03
Cognitive difficulties 

(sometimes described as 

'brain fog'), which may 

include problems finding 

words or numbers, difficulty in 

speaking, slowed 

responsiveness, short-term 

memory problems, and 

difficulty concentrating or 

multitasking.

04

THE NICE GUIDELINE
All of these symptoms should be present:

Debilitating fatigue that is 

worsened by activity, is not 

caused by excessive 

cognitive, physical, emotional 

or social exertion, and is not 

significantly relieved by rest.

01



Including dizziness, palpitations, 
fainting, nausea on standing or 
sitting upright from a reclining 

position

Orthostatic 
intolerance and 

autonomic dysfunction

01

Including profuse sweating, 

chills, hot flushes, or feeling 

very cold

Temperature 
hypersensitivity

02

Including sore throat, tender 

glands, nausea, chills or 

muscle aches

Flu-like symptoms

04

THE NICE 
GUIDELINE

Primary healthcare professionals 

should consider seeking advice 

from an appropriate specialist if 

there is uncertainty about 

interpreting signs and symptoms 

and whether an early referral is 

needed. For children and young 

people, consider seeking advice 

from a paediatrician.

Be aware that these 
symptoms may also 
be associated with, 
but are not exclusive 
to, ME/CFS

Including twitching and 

myoclonic jerks

Neuromuscular 
symptoms

03

Intolerance to alcohol, or to 

certain foods and chemicals

Intolerances

05

Including to light, sound, touch, 

taste and smell

Heightened sensory 
sensitivities

06

Including pain on touch, 

myalgia, headaches, eye pain, 

abdominal pain or joint pain 

without acute redness, swelling 

or effusion

Pain

07



SEVERE AND VERY SEVERE ME/CFS
Additional symptoms

THE NICE 
GUIDELINE
Be aware that people 
with severe or very 
severe ME/CFS may 
experience the 
following symptoms 
that significantly affect 
their lives, including 
their mobility, emotional 
wellbeing and ability to 
interact with others and 
care for themselves

Severe and constant pain, 
which can have muscular, 
arthralgic or neuropathic 

features

Hypersensitivity to light, 
sound, touch, movement, 
temperature extremes and 

smells

Extreme weakness, with 
severely reduced 

movement

Reduced ability or inability 
to speak or swallow

Cognitive difficulties that 
limit the person's ability to 
cope with written or verbal 

communication

Sleep disturbance such 
as unrefreshing sleep, 

hypersomnia and altered 
sleep pattern

Gastrointestinal 
difficulties such as 

nausea, incontinence, 
constipation and bloating

Neurological symptoms 
such as double vision and 

other visual disorders, 
dizziness

Orthostatic intolerance and 
autonomic dysfunction, such 

as postural orthostatic 
tachycardia syndrome (POTS) 

and postural hypotension



SEVERE AND VERY SEVERE ME/CFS
Recognise that symptoms of severe or very 
severe ME/CFS may mean that people:

THE NICE 
GUIDELINE
Be aware that people 
with severe or very 
severe ME/CFS may 
experience the 
following symptoms 
that significantly affect 
their lives, including 
their mobility, emotional 
wellbeing and ability to 
interact with others and 
care for themselves

Need a low-stimulus 
environment, for example a 

dark quiet room with 
interaction at a level of their 

choice (this may be little or no 
social interaction)

Are housebound or bedbound 
and may need support with all 

activities of daily living, including 
aids and adaptations to assist 
mobility and independence in 

activities of daily living (for 
example, a wheelchair)

Cannot communicate without 
support and may need to 

choose someone to be their 
advocate and communicate 

for them

Are unable to eat and digest food 
easily and may need support with 
hydration and nutrition (see the 

recommendations on dietary 
management and strategies)

Have problems accessing 
information, for example because 
of difficulty with screens, sound 
and light sensitivity, headaches 
affecting their ability to read, or 

brain fog affecting their 
concentration

Need careful physical contact 
when supported with activities of 
daily living, taking into account 

possible sensitivity to touch



Diagnose ME/CFS in a child, 
young person or adult who has the 
symptoms in recommendation 
1.2.2 that have persisted for 
3 months and are not explained by 
another condition.

Primary healthcare professionals 

should consider seeking advice 

from an appropriate specialist if 

there is uncertainty about 

interpreting signs and symptoms at 

3 months and whether further 

investigations are needed.

THE NICE 
GUIDELINE 
Diagnosing ME/CFS

Refer adults directly to an 

ME/CFS specialist team to 

confirm their diagnosis and 

develop a care and support plan.



Rheumatology Rehabilitation 
medicine

Infectious diseases

Neurology Immunology General Practice

ME/CFS 
Specialist 
Services
Specialist services are based in a hospital 

setting and provide outpatient 

appointments delivered in person or 

remotely and should be able to visit 

severely and very severely affected 

patients at home.

They should offer a range of healthcare 

professionals with training and experience 

in assessing, diagnosing, treating and 

managing ME/CFS. These teams should 

commonly include medically trained 

clinicians from a variety of specialisms 

including…

Endocrinology

They provide access to other healthcare professionals specialising in ME/CFS and 

these may include physiotherapists, exercise physiologists, occupational therapists, 

dietitians, and clinical or counselling psychologists.



THE NICE GUIDELINE
ME/CFS Specialist Services: Assessment and Management

Current and past experiences of medicines (including tolerance and

sensitivities), vitamins and mineral supplements

Medicines

dietary assessment (including weight history before and after their

diagnosis of ME/CFS, use of restrictive and alternative diets, and

access to shopping and cooking).

Diet

Including relevant symptoms and history, co-morbidities, overall

physical and mental health, anything that is known to exacerbate or

alleviate symptoms, and sleep quality.

A Medical Assessment

The impact of symptoms on psychological, emotional and social

wellbeing.

Impact of symptoms

Carry out and record a holistic assessment to confirm the person’s diagnosis 

of ME/CFS and inform their care and support plan. This should include:

Physical functioning
Information and support needs (see the section on information and

support)

Information and support



Mobility and daily living aids and adaptations to increase or maintain

independence (see the recommendations on aids and adaptations)

THE NICE GUIDELINE
ME/CFS Specialist Services: Assessment and Management

Education, training or employment support needs (see the section on

supporting people with ME/CFS in work, education and training)

Work and education

Self-management strategies, including energy management (see the

recommendations on energy management)

Management strategies

Support for activities of daily living (see the section on access to care

and support and recommendation 1.6.8 on accessing social care)

Activities

Develop and agree a personalised care and support plan with the person 

with ME/CFS and their family or carers (as appropriate) informed by their 

holistic assessment. Include the following, depending on the person's needs:

Daily living
Physical functioning and mobility (see the recommendations on

physical functioning and mobility)

Physical

Managing ME/CFS and symptom management, including medicines

management (see recommendations 1.12.1 to 1.12.26 on managing

symptoms)

Symptom management



THE NICE GUIDELINE
ME/CFS Specialist Services: Assessment and Management

Details of the health and social care professionals involved in the

person's care, and who to contact (see recommendation 1.10.3)

Healthcare professionals

Guidance on managing flare-ups and relapses (see the section on

managing flare-ups in symptoms and relapses)

Flare-ups

Develop and agree a personalised care and support plan with the person 

with ME/CFS and their family or carers (as appropriate) informed by their 

holistic assessment. Include the following, depending on the person's needs:



Do not advise people with ME/CFS to undertake exercise that is not 

part of a programme overseen by an ME/CFS specialist team, such 

as telling them to go to the gym or exercise more, because this may 

worsen their symptoms.

Tell people about the risks and benefits of physical activity and 

exercise programmes. Explain that some people with ME/CFS have 

found that they can make their symptoms worse, for some people it 

makes no difference and others find them helpful.

THE NICE GUIDELINE

Incorporating physical activity and exercise

Only consider a personalised physical activity or exercise programme 

for people with ME/CFS who: 

• feel ready to progress their physical activity beyond their current   

activities of daily living or 

• would like to incorporate physical activity or exercise into managing 

their ME/CFS

MANAGING ME/CFS



If a physical activity or exercise programme is offered, it should be 

overseen by a physiotherapist in an ME/CFS specialist team.

THE NICE GUIDELINE

Only if a person with ME/CFS takes up the offer of a personalised 

physical activity or exercise programme, agree a programme with 

them that involves the following and review it regularly: 

• establishing their physical activity baseline at a level that does not 

worsen their symptoms, initially reducing physical activity to be 

below their baseline level, 

• maintaining this successfully for a period of time before attempting 

to increase it, making flexible adjustments to their physical activity 

(up or down as needed) to help them gradually improve their 

physical abilities while staying within their energy limits, 

• recognising a flare-up or relapse early and outlining how to manage 

it.

Incorporating physical activity and exercise
MANAGING ME/CFS



01
Any therapy based on 

physical activity or 
exercise as a cure 

for ME/CFS

THE NICE GUIDELINE
Do NOT offer people with ME/CFS:

02 03 04
Generalised physical 
activity or exercise 

programmes – this includes 
programmes developed for 

healthy people or people 
with other illnesses.

Any programme that does 
not follow the approach in 
recommendation 1.11.13 or 
that uses fixed incremental 

increases in physical 
activity or exercise, for 

example, graded exercise 
therapy.

Physical activity or 
exercise programmes that 

are based on 
deconditioning and 
exercise avoidance 

theories as perpetuating 
ME/CFS.

Graded Exercise Therapy (GET) is a term used in varying ways by different services supporting people with ME/CFS. 
In this guideline, GET is defined as first establishing an individual's baseline of achievable exercise or physical 
activity, then making fixed incremental increases in the time spent being physically active. This definition of GET 
reflects the descriptions given in the evidence that was reviewed, and it is this approach that the guideline says 
should not be undertaken.



THE NICE GUIDELINE
Ongoing care and support

When carrying out a review in primary care, ensure you have access

to the person's care and support plan and any clinical

communications from the ME/CFS specialist team (including their

discharge letter, if relevant).

Care and support plan access

Offer adults with ME/CFS a review of their care and support plan in

primary care at least once a year.

Reviews for adults

Offer children and young people with ME/CFS a review of their care

and support plan at least every 6 months.

Reviews for children and young people

Primary care reviews

Arrange more frequent primary care reviews for children, young

people and adults with ME/CFS as needed, depending on the

severity and complexity of their symptoms, and the effectiveness of

any symptom management.



THE NICE GUIDELINE
Ongoing care and support

As part of the review, discuss with the person with ME/CFS (and their

family or carers, as appropriate) and record as a minimum:

 their condition, including any changes in their illness and the

impact of this.

 symptoms, including whether they have experienced new

symptoms.

 self-management − ask about their energy management plan and

(if relevant) their physical activity or exercise programme.

Discussion

 who is helping them and how they provide support.

 psychological, emotional and social wellbeing.

 any future plans − ask if the person is considering any changes or 

if they have any challenges ahead.



ME/CFS
Prevalence of

More women 
than men

4:1 Ratio

ME/CFS is estimated to affect around 

265,000 people (0.2 - 0.4% of the UK 

population) including adults and 

young people and impacts more 

women than men (4:1 ratio). 

265,000 people

The condition is most likely to 

develop between the ages of 10 - 19 

and 30 - 39. 

It has been suggested that the 

majority of people remain 

undiagnosed and are not receiving 

any help or support.



Self-reported Long Covid – symptoms persisting for more than 4 weeks after the 
first suspected Covid-19 infection that were not explained by something else – is 
estimated to affect around 1.8 million people (2.8% of the UK population) (as of 
03 April 2022).Long Covid 

Prevalence of

382,000 (21%) first had (or 

suspected they had) Covid-19 

less than 12 weeks 

previously, 1.3 million people 

(73%) at least 12 weeks 

previously, 791,000 (44%) at 

least one year previously and 

235,000 (13%) at least two 

years previously.

Long Covid symptoms 

adversely affected the day-to-

day activities of 1.2 million 

people (67% of those with 

self-reported Long Covid), 

with 346,000 (19%) reporting 

that their ability to undertake 

their day-to-day activities had 

been "limited a lot".

Fatigue continued to be the 

most common symptom 

reported as part of 

individuals' experience of 

Long Covid (51%), followed 

by shortness of breath (33%), 

loss of sense of smell (26%), 

and difficulty concentrating 

(23%).

Prevalence of self-reported 

Long Covid was greatest in 

people aged 35 to 49 years, 

females, people living in more 

deprived areas, those 

working in social care, 

teaching and education or 

health care, and those with 

another activity-limiting health 

condition or disability.

Source: ONS Long Covid 

May 2022



ME/CFS and Long Covid 

What do ME/CFS and Long 
Covid have in common?



SYMPTOM SIMILARITIES
ME/CFS and Long Covid

Debilitating physical 
and mental fatigue

Post-exertional 
malaise/symptom 

exacerbation

Flu-like symptoms 
and feeling generally 

unwell

Pain Cognitive dysfunction 
(brain fog)

Dysautomnia Sleep disturbance Headaches that can 
be migrainous

Poor temperature 
control

Sensory 
disturbances



As with ME/CFS, symptoms often fluctuate from day 

to day and from week to week with some symptoms 

increasing or decreasing in severity whereas others 

remain relatively stable and consistent. 

New symptoms may appear as time goes on. Illness 

severities can be as applicable in Long Covid as 

they are in ME/CFS – Mild, Moderate, Severe, Very 

Severe – although the definitions might be different.

FLUCTUATING CONDITION



SYMPTOM DIFFERENCES
The more common symptom differences include:

Symptoms involving 
mental health – anxiety, 
depression, even post-
traumatic stress 
disorder/PTSD – can 
also occur, as in 
ME/CFS. In some cases 
of Long Covid the 
mental health 
symptoms dominate the 
clinical picture.

Shortness of breath 
and/or persistent 

cough
Chest pains

Heart rhythm 
disturbances/cardiac 

arrhythmias

Palpitations on 
exertion Periodic fevers

Loss or change of 
taste (parosmia) 

and/or smell

Abdominal pain and diarrhoea 
– which may represent a Post-

Covid Irritable Bowel 
Syndrome, or an Inflammatory 

Bowel Syndrome

Skin rashes -
including ‘Covid toe’ Hair loss



01 02 03
Damage to organs 

that may have 
occurred at the time 

of the infection –
the heart and lungs 

in particular.

Factors that appear very similar to ME/CFS –
in particular immune-system dysfunction 

involving low level immune system activation 
and autoantibody production, endothelial 

dysfunction and mitochondrial dysfunction.

An area of much 
uncertainty is the 

possibility that some 
other pathology is 
involved – such as 

persisting viral 
infection or the 

formation of 
small blood 

clots/micro-clots

PERPETUATING FACTORS 
Three separate components appear to be 
involved in maintaining Long Covid symptoms:



THE NICE COVID-19 RAPID GUIDELINE
Managing the long-term effects of Covid-19

Signs and symptoms that develop during or after an infection

consistent with Covid-19, continue for more than 3 months and

are not explained by an alternative diagnosis.

It usually presents with clusters of symptoms, often overlapping,

which can fluctuate and change over time and can affect any

system in the body.

Post-Covid-19 syndrome may be considered before 3 months

while the possibility of an alternative underlying disease is also

being assessed.

For people with suspected post-Covid-19 syndrome who have

been identified as needing an assessment, use a holistic, person-

centred approach.

POST-COVID-19 SYNDROME

Include a comprehensive clinical history and appropriate

examination that involves assessing physical, cognitive,

psychological and psychiatric symptoms, as well as functional

abilities.

Discuss the person’s experience of their symptoms and how their

life and activities have been affected, including work, education,

mobility and independence. Ask about any feelings of worry or

distress.

Listen to their concerns with empathy and acknowledge the

impact on their day-to-day life.



THE NICE COVID-19 RAPID GUIDELINE
Managing the long-term effects of Covid-19

Offer tests and investigations tailored to people’s signs and

symptoms to rule out acute or life-threatening complications or

could be a new, unrelated diagnosis.

After the holistic assessment, discuss with the person (and their

family or carers, if appropriate) the options available and what

each involves. These should include:

 advice on self-management, with the option of supported

self-management (see the section on self-management and

supported self-management) and,

POST-COVID-19 SYNDROME: Assessment & Referral

 one or more of the following, depending on clinical need and

local pathways:

 support from integrated and coordinated primary care,

community, rehabilitation and mental health services,

 referral to an integrated multidisciplinary assessment service,

 referral to specialist care for specific complications.



THE NICE COVID-19 RAPID GUIDELINE
Managing the long-term effects of Covid-19

Provide integrated, multidisciplinary rehabilitation services, based

on local need and resources:

 Healthcare professionals should have a range of specialist

skills, with expertise in managing fatigue and respiratory

symptoms (including breathlessness).

 Additional expertise may be needed depending on the age and

symptoms of the person.

 The core team could include, but not be limited to, the following

specialist areas:

POST-COVID-19 SYNDROME: Assessment & Referral

 Work with the person (and their family or carers, if appropriate)

to develop a personalised rehabilitation and management plan

that includes:

 Areas of rehabilitation and interventions based on the

assessment,

 Helping the person to decide and work towards goals,

 How to manage and monitor their symptoms, taking into

account that these may fluctuate, and what to do if symptoms

return or change.
 Occupational therapy

 Physiotherapy

 Clinical psychology and psychiatry

 Rehabilitation medicine



ANY 
QUESTIONS ?

/meassociation

/meassociation

@meassociation @ME-Association

/MEAssociationUKCharity

meassociation.org.uk

Free information can be made available after this presentation 
and the presentation itself can be made available as a pdf. if 
you’d like a copy.


	Slide Number 1
	Slide Number 2
	Slide Number 3
	Slide Number 4
	Slide Number 5
	Slide Number 6
	Slide Number 7
	Slide Number 8
	Slide Number 9
	Slide Number 10
	Slide Number 11
	Slide Number 12
	Slide Number 13
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Slide Number 18
	Slide Number 19
	Slide Number 20
	Slide Number 21
	Slide Number 22
	Slide Number 23
	Slide Number 24
	Slide Number 25
	Slide Number 26
	Slide Number 27
	Slide Number 28
	Slide Number 29
	Slide Number 30
	Slide Number 31
	Slide Number 32
	Slide Number 33
	Slide Number 34
	Slide Number 35
	Slide Number 36
	Slide Number 37
	Slide Number 38
	Slide Number 39
	Slide Number 40

