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PENSIONS
Obtaining an Ill-Health Pension, Prognosis & Permanency

OBTAINING AN ILL-
HEALTH PENSION
All employees have a right to ask 
their employer to make reasonable 
adjustments to ensure they are 
not disadvantaged at work due to 
a medical condition or disability. 
And if these adjustments make 
it possible to continue working, 
taking early retirement is not going 
to be an option.

However, there are situations 
where adjustments are far more 
difficult to make – in which case 
taking a pension earlier than 
anticipated is an option that may 
need to be considered. Ill health 
retirement – also known as being 
‘medically retired’ – is when you 
draw your pension before the age 
of 55 (or the scheme’s ordinary 
retirement date) due to on-
going ill health or disability. To be 
successful a decision will normally 
be based on the fact that you can 
no longer continue to work in your 
normal job, or one that seriously 
reduces your earning potential.

Most pension schemes have 
their own criteria as to what sort 
of conditions will entitle you to 
draw your pension early and how 
they define permanent ill health 

or disability. So you will almost 
certainly need to:

n Establish that you are 
permanently incapable of 
continuing to do your current job 
– this can be due to a physical or 
mental condition.

n Demonstrate that there are no 
treatments available that could 
enable a successful return to 
work before normal pension age. 
This could apply to a current role 
or any alternative employment. 
Pension schemes will also consider 
whether you are working full- or 
part-time, and may suggest part-
time working as a solution.

n Apply while you are in 
pensionable employment for 
maximum benefits.  This is not 
essential, but is recommended.

Not surprisingly, some pension 
schemes are now placing much 
greater emphasis on rehabilitation 
and reasonable adjustments 
to enable an employee return 
to work. So if an employer is 
genuinely able to facilitate a 
return to work, the application will 
be less likely to succeed. However, 
if an employer offers a different 
role or fewer hours, you may still 
be able to apply for ill health 
retirement from your original 
position.

When it comes to decisions about 
early retirement on the grounds 
of permanent ill health in ME/CFS 
this can  be a fairly straightforward 
process. However, for some people 
it soon becomes clear that all 
kinds of hurdles are being erected 
in order to delay making an early 
payment.

These are the key factors that 
are likely to affect a decision as 

to whether an application will be 
accepted:

1. How does the small print in the 
pension policy define permanent 
ill-health?

Defining the point at which a 
condition like ME/CFS becomes 
‘permanent’ – thus qualifying 
someone for a pension because 
they have to retire early on 
grounds of ill health – varies from 
scheme to scheme.

It can include a decision based 
‘on the balance of probabilities’ 
at one end of the spectrum right 
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through to the requirement for an 
unrealistic medical ‘guarantee’ 
that there is never going to be any 
chance of working again before 
the normal age of retirement – 
something that would require an 
impossible degree of foresight in 
the case of ME/CFS.

So it’s important to obtain copies 
of the relevant documents that set 
out the exact criteria for granting 
a pension and, in particular, what 
they say about permanency. If you 
don’t have a copy of your pension 
documents then you should 
request the details from your 
employer or pension provider.

2. How long has your ME/CFS 
persisted and how is it progressing?

Based on my experience in helping 
the DWP to assess applications for 
an early pension, this is unlikely 
to be granted to anyone with 
ME/ CFS who has been ill for less 
than two years unless there are 
other important considerations 
that would be relevant – such as 
being very near to retirement age 
or having another serious medical 
condition.

Depending on individual 
circumstances, it may be possible 
to obtain a pension where the 
illness has lasted for between 
three and four years, is causing 
significant disability and an 
inability to perform normal duties 
at work.

Once the four-year point has 
been reached, and all reasonable 
approaches to management have 
been tried without success, serious 
consideration should then be 
given to awarding a pension. Not 
to do so would be unreasonable.

How your illness is progressing, 
especially if it is fluctuating to 
any significant degree, or is 
deteriorating, will also need to be 
considered.

3. Is the diagnosis of ME/CFS 
correct?

A pension would not be 
granted unless all other possible 
explanations for an ME/CFS-
like illness have been excluded 
by appropriate medical 
investigation and the actual 
diagnosis confirmed by a medical 
practitioner.

These would involve the sort of 
investigations and assessments 
referred to in section 6.6 of the 
ME Association guide for health 
professions:

n The ME Association Clinical and 
Research Guide 2020:

https://tinyurl.com/y4xemla9

For more information:

n ME/CFS The Importance of Early 
and Accurate Diagnosis:

https://tinyurl.com/y3m3r7l5

n ME/CFS Disability Classifications 
and Illness Severity Definitions:

https://tinyurl.com/y3zjr4e3

4. Has ME/CFS been properly 
managed?

Before accepting a claim, 
most pension providers will 
want to know if all reasonable 
approaches to treatment have 
been tried. These would include 
drug treatments that provide 
symptomatic relief and activity 
management. 

With the new NICE Clinical 
Guideline on ME/CFS (see below) 
it has been recognised that 
effective treatments and cures are 
not available and that ME/CFS is 

caused by an underlying disease 
pathology – although the exact 
nature of this pathology remains 
unknown.

5. Have cognitive behavioural 
therapy (CBT) and graded exercise 
therapy (GET) been attempted?

Despite the removal of GET as 
a recommended approach to 
management in the new NICE 
clinical guideline on ME/CFS (2020 
draft edition), it will take some 
time for this significant change to 
feed through to employers and to 
pension providers.

CBT is still featured in the new 
guideline but as a tool that might 
be employed for learning to 
accept, adapt, and to cope with 
the understandable effects that 
ME/CFS can bring to a person’s 
mental wellbeing.

Neither GET or CBT can be 
regarded as curative for ME/
CFS.  However, some pension 
providers may still want to know 
what efforts have been made to 
try and improve a person’s health 
and how effective any effort might 
have been.

The new NICE guideline will 
formally be published in April 2021. 
It recognises that previous efforts 
to base causation on ‘psycho-
social’ theories had little merit and 
that explanations for continuing 
ill-health are more likely to be 
based on an underlying disease 
pathology for which there is 
currently no effective treatment 
available.

The NICE clinical guideline is now 
very much centred on symptom 
relief and energy management 
(Pacing) – which is a safe approach 
that the ME Association has been 
championing for many years.

n The draft NICE Clinical Guideline 
on ME/CFS can be found here 
(December 2020):

https://tinyurl.com/yyowlsmo

n The ME Association is a 
stakeholder in the NICE 
consultation process 
and will be submitting a 
formal response to the 
draft guideline before 
22 December 2020.

https://tinyurl.com/y4xemla9
https://tinyurl.com/y3m3r7l5
https://tinyurl.com/y3zjr4e3
https://tinyurl.com/yyowlsmo
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This section will consider what to 
expect from a diagnosis of ME/CFS 
in terms of disability, improvement, 
recovery, and quality of life, based 
on research evidence and clinical 
opinion. 

PREVALENCE: HOW 
MANY PEOPLE ARE 
AFFECTED BY ME/CFS 
IN THE UK?
Based on current but limited 
research evidence, we believe 
that somewhere between 
135,000 and 270,000 adults and 
children in the UK suffer from 
Myalgic Encephalopathy (or 
Encephalomyelitis), also known 
as chronic fatigue syndrome (ME/
CFS). 

This means that the condition 
is not uncommon and has a 
higher prevalence than multiple 
sclerosis and other serious medical 
conditions. These numbers make 
it hard to understand why there 
is not a similar level of support 
and understanding from the UK 
Government and the NHS.

We have no sound research 
evidence about the scale of illness 
severity. But it is thought that 
around 25% of people with ME/CFS 
(possibly as many as 70,000) at any 
one time will be severely affected, 
and perhaps 2% (around 5,000) 
will be very severely affected and 
require a great deal of care and 
support.

Reference:

Estimates based on 0.2-0.4% 
ME/CFS prevalence and using 
research-defined diagnostic 

PROGNOSIS, PERMANENCY AND QUALITY OF 
LIFE IN ME/CFS

criteria: Nacul et al. Prevalence 
of ME/CFS in three regions of 
England: a repeated cross-
sectional study in primary care, 
BMC Medicine, 2011. https://
tinyurl.com/y2v7h7hn

PROGNOSIS: WHAT 
ARE THE CHANCES OF 
RECOVERING FROM 
ME/CFS?
Prognosis is a forecast, based on 
clinical experience and research, 
of the likely course of a medical 
condition. It can help determine 
what you might expect from 
a diagnosis. However, it is very 
difficult predicting outcomes in 
each individual, especially with 
a condition like ME/CFS that can 
affect people differently.

Most people with ME/CFS fall into 
one of four broad groups:

1. Those who manage to return 
to normal health, or near normal 
health. The outlook for children 
and young people is generally 
considered to be better than for 
adults. Some may experience a 
significant recovery in functional 
ability and symptom severity within 
a couple of years, while for others 
it may take much longer.

2. The majority who make some 
degree of improvement and 
eventually stabilise. They then 
follow a fluctuating pattern with 
both good and bad periods of 
health. Relapses or exacerbations 
are often precipitated by:

a. Frequent episodes of post-
exertional malaise (PEM) – a 
characteristic symptom of ME/CFS

b. Infections, operations, 
temperature extremes, or stressful 
life events.

3. A significant minority who 
remain severely or very severely 
affected and normally 
require a great deal of 
care and support.

6. How old are you?

For anyone who is nearing 
retirement age, it is often be easier 
for a pension provider to make a 
decision about an early pension 
than for someone who still has 20 
or 30 years of a potential working 
life ahead of them. 

However, experiences do vary with 
some finding their application is 
granted with relatively little effort 
while for others it can be a long 
and complex battle irrespective of 
their age.

7. Do you have any other medical 
conditions?

If you have any other long term 
medical conditions that affect your 
ability to work these will also need 
to be taken into consideration.

Challenging decisions:

If you are having problems, and 
believe that you are being treated 
unfairly, do make sure that your 
trade union representative or 
professional body is aware of the 
situation – as they should be able 
to act on your behalf and arrange 
for a medical report. If not, it 
can be very helpful to obtain an 
independent medical report that 
addresses all the key points above.  
But you will need to consult a 
medical specialist who understands 
ME/CFS and preferably one who is 
used to writing these type of reports.

If the dispute is unresolved, it may 
be worth contacting your MP, the 
Pensions Advisory Service, or the 
Pensions Ombudsman. The 2010 
Equality Act also covers some 
aspects of pension provision. 
You might also want to obtain 
independent legal advice from a 
solicitor with expertise in this area. 

2010 EQUALITY ACT AND PENSIONS -  
Information from Slater Gordon 
Solicitors: https://tinyurl.com/
y7vp4vxm

THE PENSIONS ADVISORY SERVICE 
0800 011 3797 
Website: www.pensionsadvisory 
service.org.uk/

THE PENSIONS OMBUDSMAN 
0800 917 4487 
Website: www.pensions-
ombudsman.org.uk

https://tinyurl.com/y2v7h7hn
https://tinyurl.com/y2v7h7hn
https://tinyurl.com/y7vp4vxm
https://tinyurl.com/y7vp4vxm
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Good prognostic indicators:

n Early diagnosis with appropriate 
identification and management 
of any other factors – physical, 
psychological, social – which may 
be relevant. 

n An acute onset illness, often post-
viral, particularly when this occurs in 
the presence of an uncomplicated 
psychological background.

Factors which may indicate a less 
favourable prognosis:

n Onset of symptoms following a 
severe infective illness or without 
any clear precipitating event.

n Background of adverse 
psychological and social factors.

n Co-existence of psychiatric and/
or other chronic illnesses.

n A management regime which 
has previously failed to recognise 
and address symptoms which may 
be treatable.

n Presence of severe, unremitting, 
and often multiple symptoms. 

Those who are severely or very 
severely affected and persist in a 
bedbound state for long periods 
of time, are believed to have the 
worst prognosis.

RESEARCH INTO 
PROGNOSIS
Research indicates that the scale 
of impairment across a wide range 
of physical and mental activities 
can be just as great, or greater, 
than is seen in many other chronic 
medical conditions, including 
renal and heart disease, multiple 
sclerosis, and cancer.

Several studies examining 
prognosis indicate that ME/CFS 
often becomes a chronic and very 
disabling illness with complete and 
sustained recovery only occurring 
in a small minority of cases. 

A systematic review of 14 studies 
(Cairns and Hotopf 2005) found a 
median full recovery rate during 
follow-up periods of 5%, but the 
median proportion of patients who 
improved during follow-up was 39.5%.

The section on Prognosis in the 
2002 Report to the Chief Medical 
Officer noted that: 

“Prognosis is extremely variable. 
Although many patients have 
a fluctuating course with some 
setbacks, most will improve to 
some degree. 

“However, health and functioning 
rarely return completely to the 
individual’s previous healthy 
levels; most of those who feel 
recovered stabilise at a lower level 
of functioning than before the 
illness...

“Overall, there is wide variation in 
the duration of illness with some 
people recovering in less than two 
years while others remain ill after 
several decades. 

“Those who have been affected 
for several years seem less likely 
to recover; full recovery after 
symptoms persist for more than 
five years is rare.”

Read the MEA leaflet: Disability 
and ME/CFS: Definitions, 
Classification and the MEA 
Disability Rating Scale: https://
tinyurl.com/y2rxp2jt

QUALITY OF LIFE 
- WHAT CAN I 
EXPECT FOLLOWING 
DIAGNOSIS?
Studies that have examined 
functional status and quality of life 
measures confirm that the scale 
of impairment across a range of 
physical and mental activities can 
be just as great or greater than 
in many other chronic medical 
conditions.

One study, from Nacul et al 
(2011a) and the ME Biobank, 
reported that: 

“ME is as disabling and 
has a greater impact 
on functional status 

4. Those who show signs of 
deterioration. Continued 
deterioration is unusual but it 
does happen. When this occurs, 
a detailed medical re-assessment 
is advisable to rule out other 
possible causes. In the case of 
someone very severely affected, 
an increase in medical supervision 
and care will be necessary.

SYMPTOM SEVERITY 
For those who don’t experience 
an improvement in health, 
the condition can maintain a 
fluctuating course of severity over 
the course of days, weeks, months, 
and years. Symptoms will fluctuate, 
as will the level of discomfort and 
disability they bring. ME/CFS can 
be very unpredictable.

You might not experience severe 
symptoms or severe functional 
impairment to the same extent 
all the time. However, this is more 
likely to occur during the very 
early stages both pre- and post-
diagnosis and during a relapse. 

For some, severity of symptoms 
and the reduction in functional 
ability is a more progressive 
process, and health can get worse 
over time. We don’t know why this 
happens; it remains one of the 
many unanswered questions about 
the condition. 

Where a progressive deterioration 
in symptoms is occurring, this 
requires a careful clinical 
reassessment to make sure there 
is not a previously unrecognised 
medical condition that can 
cause ME/CFS like symptoms (e.g. 
hypothyroidism).

WHAT FACTORS 
ARE BELIEVED 
TO INFLUENCE 
PROGNOSIS?
Very little is currently known 
about the reasons for variations 
in prognosis. However, evidence 
from people with ME/CFS, their 
clinicians, and the limited amount 
of published research in this area 
indicate that a number of factors 
may influence both severity and 
outcome in ME/CFS.

https://tinyurl.com/y2rxp2jt
https://tinyurl.com/y2rxp2jt
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However, as we have indicated 
above, some people do find 
that over time and with careful 
management and support, 
symptoms become less severe, 
and improvements can be made 
in terms of functional ability.

While a complete recovery to 
previous levels of health may be 
unreasonable – and is likely to 
be hampered by other factors 
such as age and co-morbidities – 
improvements to moderate and 
mild illness severities do occur 
allowing for greater quality of life. 

QUALITY OF LIFE - 
AGE AND ILLNESS 
DURATION
The extent to which patients’ age 
and illness duration might affect 
symptoms and functioning in ME/
CFS is uncertain. 

In a collaborative study involving 
researchers from the UK, USA, 
and Norway (Kidd et al 2016), 
participants were categorized 
into four groups based upon age 
(under or over age 55) and illness 
duration (more or less than 10 
years). The authors explained:

“The groups were compared on 
functioning and symptoms…. The 
results suggest that older patients 
with an illness duration of over 10 
years have significantly higher 
levels of mental health functioning 
than the three other groups…. In 
addition, the younger patients with 
a longer illness duration displayed 
greater autonomic and immune 
symptoms in comparison to the 
older group with a longer illness 
duration.”

The authors concluded that age 
and illness duration both have to 
be taken into account when trying 
to understand the effects of these 
two variables on function and 
quality of life in people with ME/
CFS.

QUALITY OF LIFE -  
MENTAL HEALTH
Accepting ME/CFS and making 
necessary adjustments to a 
previously enjoyed lifestyle is often 
extremely difficult to achieve. 

In the first years after diagnosis 
such drastic and unwelcome 
changes can lead to the added 
burden of mental health problems. 

It can also be extremely 
demoralising and unwelcome 
to encounter a relapse when 
improvements have been made. 
And simply enduring chronic illness 
can also impact a person’s mental 
health.

It is important to seek medical help 
for problems related to coping and 
adapting to a life with ME/CFS. 

Being snatched from a previously 
active and healthy life – that might 
have included a level of financial 
security – is not something anyone 
is prepared for and issues that 
affect your mental health will 
lessen your overall quality of life.

PERMANENT  
ILL-HEALTH
In the absence of good quality 
research evidence on prognosis it 
is very difficult to provide accurate 
assessments on an individual basis.  
And while there have been studies 
published that examine prognosis, 
some of these have an inherent 
selection bias, as they are often 
based on more severe cases and 
in hospital environments.

There is an urgent need to carry 
out what are called longitudinal 
studies that examine the 
epidemiology of ME/CFS and track 
the progress of people with the 
condition over long periods of 
time. 

Most current conclusions are 
based on clinical opinion and 
evidence collected by the 
Department of Social Security’s 
Expert Group on Chronicity and 
Prognosis, which produced their 
internal report in 1996.

Overall, there is a wide variation 
in both severity and duration of 
illness, and as already noted in the 
section on prognosis it appears 
that most people with ME/CFS will 
show some degree of 
improvement over a 
period of time, although 
this is often years rather 
than months. 

and well-being than other chronic 
diseases such as cancer. The 
emotional burden of ME is felt by 
lay carers as well as by people 
with ME.” 

The most recent study on quality 
of life (Kingdon et al 2018), used 
anonymised clinical data from 
people with ME/CFS and multiple 
sclerosis who had donated blood 
samples to the ME Biobank. 

It reported that people with 
ME/CFS were measurably more 
disabled than people with multiple 
sclerosis and healthy controls. 
They also worked fewer hours and 
had lower incomes compared to 
people in the other two groups.

An Australian study examined the 
impact of socio-demographic and 
patient symptom characteristics 
on health-related quality of 
life (HRQoL) and found it to be 
significantly impaired across all 
illness domains. The research 
group concluded that, “ME/CFS 
has a profound and negative 
impact on HRQoL.”

The high level of disability 
associated with this condition 
often stems from a combination of 
symptoms such as fatigue, pain, 
orthostatic intolerance, sleep 
disturbance, cognitive impairment 
and, in some cases, an associated 
depression.

It is further hampered by activity-
induced muscle fatigue and post-
exertional malaise (PEM) – resulting 
in worsened symptoms or relapse 
– which can make the pursuit 
of increased activity extremely 
difficult.
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Reference:

BMJ Letter from M. Aylward 
Chief Medical Adviser Re: 
Government’s expert group has 
reached consensus on prognosis 
of chronic fatigue syndrome, 5th 
October 1996. https://tinyurl.com/
y3mhvavm

ADDITIONAL 
INFORMATION
A huge range of information 
literature is available to download 
from the website shop: https://
meassociation.org.uk/shop

Disclaimer: 

Medical information contained 
in this leaflet is not intended 
to be a substitute for medical 
advice or treatment from your 
doctor. The ME Association 
recommends that you 
always consult your doctor or 
healthcare professional about 
any specific problem. We also 
recommend that any medical 
information provided by The 
MEA is, where appropriate, 
shown to and discussed with 
your doctor.
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Health and functioning rarely 
return to the individual’s previous 
level of health, and most of those 
who feel relatively recovered 
stabilise at a much lower level of 
functional ability than before the 
start of their illness.

A substantial number, possibly 
the majority, pursue a fluctuating 
course with periods of relative 
remission and relapse. A small 
but significant minority become 
severely and permanently 
disabled although progressive 
deterioration is fairly unusual.

The above observations all 
demonstrate how difficult it can 
be making a judgement on the 
likelihood of permanent ill health 
in someone with ME/CFS.

PROFESSIONAL 
OPINION – DR 
CHARLES SHEPHERD
My own view, which is shared by 
many of my medical colleagues, 
is that it is impossible to make any 
reliable prediction of prognosis 
during the first two years of an ME/
CFS diagnosis.

During years three and four, this 
type of assessment becomes 
more realistic – especially in 
people who have participated 
in all reasonable approaches to 
management but have found that 
their condition has plateaued at a 
level of ability below that which is 
expected of a healthy person.

When the condition has persisted 
for four years or more with good 
management but without any 
significant improvement, ME/CFS 
is far more likely to be permanent. 
However, it may still follow a 
fluctuating course with relatively 
good and bad periods of health.

https://tinyurl.com/y3mhvavm
https://tinyurl.com/y3mhvavm
https://meassociation.org.uk/shop/
https://meassociation.org.uk/shop/
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ME CONNECT

We’re here to help 0344 576 5326

Calls cost the same as other standard landline numbers (starting 01 or 02).  
If you have a call package for your landline or mobile phone then  

calls will normally come out of your inclusive minutes. 

Do you need to talk?

ME Connect is the telephone helpline 

service of the ME Association. 

It provides information and support for 

people with ME and those  

who live with or care for them. 

ME Connect provides a safe and 

understanding environment for people  

with ME so that they know they are  

being heard and understood.

CALL 0344 576 5326
10am-12noon, 2pm-4pm, 7pm-9pm 

every day of the year 

“Thank 
you for being there, 

you provide a wonderful 
service”

“MEConnect gave me 
information, reassurance 

and the tools to 
cope”ME Connect is a member of the 

Helplines Partnership  
which promotes high standards.

The ME Association  
website shop:
The ME Association has the 
largest selection of ME/CFS 
advice leaflets in the UK on:

Medical Management 
Mental Health 
ME Connect 
Diet & Nutrition 
General Information 
Fundraising Leaflets 
Benefits & Social Care 
‘To Whom It May Concern’ letters

You can download leaflets and buy 
gifts from our website shop: https://
meassociation.org.uk/shop 
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ME CONNECT HELPLINE: 0344 576 5326 by Hilary Briars 
ME Connect Manager

INTRODUCTION
Neil Riley, Chairman of The ME 
Association, writes: 

When you 
are ill with 
a chronic 
condition like 
ME there are 
many things 
you want to 
know. What 
treatments 
work, where 
can I find 

a doctor who understands ME, 
where can I get guidance on 
filling in my benefit claim. Even 
more important is to hear another 
voice, someone who understands 
how ME affects  everyday life.  
Someone who will listen.

The role of ME Connect is simple. It 
is there to support people with ME 
and their carers to make informed 
choices. It is there to listen to a 
caller and try to understand all the 
issues they are facing. Each year it 
does this for thousands of people. 
Of all that The ME Association 
does for people with ME it is our 
Telephone Helpline of which I am 
proudest. It is what a charity is all 

about; giving help to those who 
need it at a difficult time in their 
lives.

Our volunteers do that every 
day. Why? Because it is intensely 
rewarding for them to help others 
and they want to contribute 
something in their lives to society. 
By helping others it in turn enriches 
their lives.

I hope you will come and join 
our volunteer team. They are a 
lovely friendly bunch. Many have 
or have had ME and all of them 
understand the illness. You’ll make 
friends and you’ll learn a lot. Just 
pick up a phone or email us. We 
would love to hear from you.

“It is really good that you 
offer this service, it is such a 

relief  to speak to someone who 
understands.”

ME CONNECT
Hilary Briars, ME Connect’s 
Manager, writes: 

I am very proud of the fact that 
ME Connect takes thousands of 
calls each year and I’m equally 
proud of our volunteers who 
respond to these calls.

We are all really pleased to be 
able to help so many people with 
ME and those who care for them.  
However, we would like to help 
more people and thus we need 
more volunteers to take calls.

The work is rewarding. In a short 
call you can help a person with 
their problem or help a distressed 
caller get through their day. With 
so much information to hand and 
an understanding of ME, we can 
really help people.

So many callers say to us “Thank 
you so much for giving your time, it 
is just so nice to speak to someone 
who really understands what I am 
going through.”

Many of our volunteers have 
appreciated the fact that they 
can do their training and take 
calls in their own home. Others 
have said that helpline work has 
given them a sense of purpose 
and a feeling of job satisfaction.

Please do join us; you will be given 
a warm welcome!

“Thank you so much for giving 
up your time to work on this 
Helpline. It is just so nice to 
speak to someone who really 
understands what I am going 

through.”

CALL OUR  
ME CONNECT 
SUPPORT LINE

0344 576 5326
365 days a year 

10am-12noon, 2pm-4pm, 7pm-9pm
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by Ann Innes

Universal Credit (UC) is a 
payment to help with your 
living costs. It’s normally 

paid monthly and you may be able 
to get it if you’re on a low income, 
out of work or cannot work because 
you are disabled.

It is a relatively new, non-taxable 
benefit for people of working 
age that has been introduced to 
replace means tested benefits 
(excluding Council Tax Reduction, 
which is still claimed separately via 
your local authority).

UC is in its infancy and legislation 
is changing all the time. Therefore, 
please be aware that the 
information in this leaflet, whilst 
correct at time of writing, could go 
out of date at any time.

For the very latest information you 
can access the Govt. website here: 
https://www.gov.uk/universal-credit

Means-tested benefits are those 
benefits awarded to households 
on a low income with savings and 
capital below £16,000.

The means-tested benefits UC has 
replaced are:

n Income support (IS);

n Income-based jobseeker’s 
allowance (IBJSA);

n Income-related employment and 
support allowance (IRESA);

n Housing benefit (HB);

n Child tax credit (CTC) 

n Working tax credit (WTC).

This means that if you are making 
a new claim or if you are currently 
on any of these benefits and have 
certain changes of circumstances, 
you will be asked to claim UC 
instead of the old ‘means-tested’ 
equivalent.  

Universal Credit will normally be 
paid monthly in a single payment, 
directly to the person making the 
claim. If you think you will have a 
problem managing your money, 
you can ask for fortnightly or even 
weekly payments. You can also ask 
for your rent to go straight to your 
landlord.   

It will be at the DWP’s discretion 
as to whether they allow these 
requests. So any written evidence 
from a health professional to back 
up your reasons for needing help 
managing your finances or for 
rental payments to your landlord, 
would be useful to submit with your 
request.

CAN I CLAIM 
UNIVERSAL CREDIT?
You must be of working age. This 
usually means you must over 18 
but under pension age to claim. 
However, in some circumstances it 
is possible to claim from age 16. For 
example, people estranged from 
their parents or who are disabled 
may be able to claim from 16 years 
of age. 

From 15 May 2019, if you are in a 
couple and one member is below 
and the other above pension age, 
the couple will no longer be able to 
claim pension credit until they have 
both exceeded working age and 
will instead have to claim Universal 
Credit (if they meet the eligibility 
criteria). 

Your savings and capital must 
be under £16,000. Savings and 
capital include any cash, money in 
accounts or other savings or capital 
you might have but excludes the 
home in which you live.  

You must be on a low income.  

You must not be in education unless 
you are a parent, disabled student 
or a young person on a non-
advanced course (e.g. A-levels, 
GCSEs, NVQs, etc). For a full list 
of non-advanced and advanced 
courses, please follow this link 
to the relevant page at the UK 
Government website: https://tinyurl.
com/y2gx58nb

You must not already be in receipt 
of Severe Disability Premium. This 
is because there is currently no 
equivalent amount in UC. People 
who currently receive a severe 

This guide to Universal Credit                                                                       
was written by Ann Innes, 
(pictured above), consultant 
welfare rights adviser to The 
ME Association.

Ann has been supporting 
people with ME/CFS to claim 
the benefits they are entitled 
to since 2012 – when she was           
employed by the Stockport ME                                                                        
Group. 

She is now in private practice                                                                   
helping disabled people 
access benefits, social care 
support, appropriate housing 
and other services. 

© The copyright for this leaflet             
remains vested with Ann Innes.
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This guide to nutrition in Severe 
ME/CFS was written by Dr 
Charles Shepherd (pictured 
above), Trustee and Hon 
Medical Adviser to The ME 
Association.

© The ME Association, 2020 
All rights reserved. 

Reproduction, in full or in part, 
is not allowed without the 
written permission of The ME 
Association. 

NUTRITION ASSESSMENT  
IN ME/CFS

by Dr Charles Shepherd 
Hon Medical  Adviser to the MEA

ARE SOME PEOPLE 
WITH M.E. AT RISK 
OF BECOMING 
MALNOURISHED?
There is a great deal of positive 
discussion on ME/CFS internet 
forums about the benefits of 
unproven special diets, restrictive 
and exclusion diets, and dietary 
supplements. 

At the same time, very little 
attention is being paid to the 
dangers of cutting out or reducing 
the intake of specific food groups 
such as dairy or wheat. And 
people with more severe ME 
may have significant problems 
in obtaining groceries, preparing 
meals, and even eating a full 
meal. 

All of this could be having an 
adverse effect on their overall 
health. So do we need to start 
looking at diet and nutritional 
status in ME from both a clinical 
and research point of view?

SO WHAT’S THE 
ANSWER?
This is a very important question. 
The whole issue of nutritional 
assessment in people with ME/CFS, 
along with the risk of malnutrition 
in those with more severe ME/CFS, 
is something that I will be raising 
during the preparation of the new 
NICE guideline on ME/CFS. 

As this is such an important and 
neglected topic, I have prepared 
a fairly detailed reply.

Firstly, it’s worth noting that                            
malnutrition is surprisingly common                                                                  
among people with chronic long-

term medical conditions. And 
having any form of malnutrition 
has an important adverse effect 
on health. This includes decreased 
immune system function, decreased 
muscle strength, delayed wound 
healing and an increased risk of 
falls. 

It will also cause a further reduction 
in energy levels and exacerbate 
cogni-tive problems – both of 
which are very relevant in ME/CFS.

So a proper nutritional assessment, 
which includes both food and 
fluid intake, should form part of 
the medical assessment and on-
going care of everyone, especially 
those with moderate or severe ME/
CFS. And it must involve a dietitian, 
preferably one who has experience 
of seeing people with ME/CFS.

The assessment should take 
account of all the factors that 
increase the risk of malnutrition in 
vulnerable groups of people with 
long-term medical conditions.

Physical factors include the 
presence of nausea and/or loss 
of appetite, swallowing difficulties 
and bowel symptoms that 
may affect both digestion and 
absorption of food. 

Psychological factors can include 
depression – if this occurs – and its            
effect on appetite. Social factors 

involve the ability to obtain food 
and prepare meals.

The assessment should record the 
person’s normal daily intake of 
food and fluid in terms of total 
calories, carbo-hydrates, proteins, 
fats, sugars, vitamins and minerals 
and micronutrients. 

For example, although fruit and 
vegetables are very healthy they 
contain very few calories. And 
while dairy has become a ‘bad 
food’ in the eyes of some it is 
an important source of calories, 
protein and calcium. Fluid intake 
should be in the region of five or 
more cups per day of water, juice, 
coffee, tea, etc.

https://meassociation.org.uk/shop

