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Spring is well and truly here – a time 
of renewal, growth and hope. So 
what better time to reflect on some 
of the changes unfolding in the field 
of M.E. and in UK politics, as well as 
the exciting new projects we are 
currently working on at Action for M.E.

February saw the Institute of 
Medicine (IOM) in the US publish a 
report that could have implications 
for the way that M.E. is understood, 
diagnosed, treated and researched. 
Among other things, the report 
proposed renaming the illness 
Systemic Exertion Intolerance 
Disease (SEID). See p 18.

Researchers at Columbia University 
have published a study identifying 
distinct immune changes in patients 
diagnosed with M.E. This has 
generated huge interest from the 
patient community, researchers and 
clinicians, and the media. Find out 
more on p 19.

As May approaches, don’t forget 
to make sure your voice is heard by 
those who most need to hear it. 
Operation Disabled Vote (see p 13) 
aims to encourage the 11 million 
people living with a disability or 

long-term health condition in the UK 
to register to vote and have their say 
at the 2015 general election. 

Change is happening at Action for 
M.E. too. Advocacy for people with 
M.E. is a big priority for us following 
our Severe M.E. Symposium last 
November. Our new severe M.E. 
action plan (see p 5) includes a 
scoping exercise around advocacy to 
determine what is currently available, 
and our ultimate goal is to set up an 
advocacy service to help people with 
M.E. access healthcare, social 
security and care and support 
services. You can share your own 
experience of advocacy on p 8.

I am particularly proud of our new 
SEE M.E. (Support, Empower and 
Employ people with M.E.) pilot 
project for people living in Bristol, 
North Somerset, Gloucestershire 
and South Gloucester. The project 
(see p 9) is aimed at those people 
with M.E. who identify themselves as 
well enough to consider being in, or 
returning to, employment, 
volunteering or training, as well as 
those who need to stop work. Our 
aspiration is that we will develop a 

compelling case for positive changes 
on a wider scale so that people with 
M.E. get the right employment 
support at the time they need it 
most.

We’re also thrilled to be leading 
on and taking part in lots of M.E. 
Awareness Month events in May. We 
will be building on the successes of 
last year’s campaign, with fresh new 
video content about the symptoms 
of M.E. and plenty of ways for 
everyone to get involved.

As always, a huge thank you for 
supporting our vital work, and for 
continuing to fight with us for 
much-needed change.

Sonya Chowdhury
Chief Executive

Donate cost-effectively through payroll giving: find out more on 0117 937 6626

Changes afoot

Contacting Action for M.E. 

General enquiries

For information, support, publications and membership

Call 0117 927 9551 (Mon to Fri 9am to 5pm)
Write to Action for M.E., 42 Temple Street, Keynsham BS31 1EH
Email admin@actionforme.org.uk
Visit our Online M.E. Centre at www.actionforme.org.uk
Find us on Facebook www.facebook.com/actionforme
and Twitter www.twitter.com/actionforme

InterAction enquiries

To submit a letter or notice, give feedback or reply to a box number 
Write to the editor at the address above 
Call 0117 937 6620 or email interaction@actionforme.org.uk

Welfare Rights Line

For information on all aspects of claiming welfare benefits

Call 0845 122 8648 (closed Fridays and bank holidays) 
Mon and Thu 10am to 12.30pm and 2pm to 4pm
Tuesday 10am to 12.30pm and pre-booked appointments 2pm to 4pm
Wednesday 2pm to 4pm

Medical advice
Please note that while we cannot 
give medical advice in response to 
specific enquiries, we do have a 
wealth of information that we can 
make available on request. The 
advertising of a product, therapy 
or clinic in InterAction does not 
mean that it has been tested or its 
use endorsed by Action for M.E. 
We strongly advise people to 
examine with scepticism any 
treatment, therapy or other 
approach which claims to offer a 
cure, has not been subject to 
research published in respected 
peer-reviewed journals and 
requires the payment of large 
sums of money.



Hot topics
• US company Maximus took over 
from Atos in March as the company 
contracted by the government to 
assess claimants for sickness and 
disability benefits. “But how much 
better, or even different, this new 
dawn will be remains uncertain,” 
said Amelia Gentleman in the 
Guardian.

• Are you moving from DLA to PIP? 
Make sure you get copies of all 
documents from your DLA file, as 
these will be destroyed 12-14 
months after PIP implementation. 
This means that supporting evidence 
(eg. letters from your GPs) will not 
automatically be transferred across.

• Our films and presentations about 
M.E. have been viewed more than 
23,000 times on our YouTube 
channel. Have you watched any? 
Take a look at www.tinyurl.com/
actionformeyoutube

• Do you follow us on Facebook? 
Join the 11,900 people who like our 
page at www.facebook.com/
actionforme for news and updates.

• From 30 June 2015, the 
Independent Living Fund (ILF) will 
close and funding will be transferred 
to local authorities and devolved 
administrations. Current users of the 
fund will instead receive support 
through the mainstream adult social 
care system.

• Do you have M.E. and an interest 
in research? If so please apply to 
take part in our Research Panel or 
our Voice Committee. The closing 
date for applications is Friday 24 
April. Find out more on p 21.

• Registration is open for Invest in 
M.E.’s 10th international conference 
in London, Friday 29 May. Speakers 
include Prof Mady Hornig (see p 19) 
and Prof Ian Charles who will look at 
the potential of the Norwich Research 
Park in supporting M.E. research.
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Cover story: 
Behind perception
Bonnie Thomas’s photography exhibition of people 
with M.E. highlights how tough it can be living 
with an illness that isn’t always visible to others.

Shass Blake wrote this poem to 
be exhibited alongside her two 
portraits (shown above and on 
the cover of InterAction).

I had the world at my feet
With dreams and desires for me 

to complete

I’m on life’s journey, so I’m told, 
Until my M.E. had taken hold.

My nights are not restful, no 
release from pain

I sleep on barbwire, and do it 
again.

I’m in a tunnel of dark disappear,
With no light to guide me 

anywhere.

Make up disguises my look of 
despair 

My friends, I turn to you, for your 
prayer

Where is my sanctuary, my 
warmth and safety?

I fear this disease has robbed 
that from me.

My soft mattress... I scream at its 
touch,

I bear what I can, but it’s often 
too much.

My bed, my fortress, once a safe 
place to be,

And yet all that destroyed and 
taken by my M.E.

I feel no respite, and sleep 
cannot ease.

Just one night of rest, I beg my 
disease.

Earlier this year, Action for M.E. 
attended an exhibition of 
photographs in Bristol. Curated by 
Bonnie Thomas, who has had M.E. 
since 2007, it looks starkly, and 
beautifully, at what it’s like to live 
with the condition.

“What I have found most 
distressing throughout my journey is 
the experience of being extremely 
disabled whilst showing no visible 
signs of this,” explains Bonnie. 
“After a very upsetting experience 
where I was perceived as selfish and 
deeming my ‘time and energy as 
being more important than others,’ I 
decided that I had to do something 
to defend all of us who experience 
this illness.”

This led Bonnie, with help from 
colleagues and friends who gave 
their time freely, to create Behind 
perception, a collection of portraits 
of people with M.E. Each person in 
the show has been photographed 
twice, and has contributed a piece of 
writing.

Honest and open

“I wanted to convey the reality of 
this illness with very honest and 
open testimonials [see right] that 
spoke of their often deep emotional 
pain and physical disability, 
alongside two images that would 
redefine the public perception of 
what being ‘disabled’ actually looks 
like,” says Bonnie. “One image 
portrays the outward appearance of 
the individual, the other portrays the 
inward reality of their personal 
experience.”

Having been exhibited at one 
venue in the city, the show is on 
display at Bristol Central Library (until 

Thursday 16 April). Responses to it 
have been very positive.

“People have been extremely 
moved, saying that although they 
cannot know fully the extent of 
suffering M.E. imparts, they do feel 
they have a better understanding of 
the mechanisms at play,” says 
Bonnie. “The most common 
response was that it was extremely 
powerful.”

Strong support

Bonnie had strong support from 
those around her to get the 
exhibition off the ground. 

The images were taken by Bonnie’s 
friend and photographer Olga 
Dubrova, who “could not wait to 
help,” says Bonnie. “Clifton 
Photographic Company allowed us 
to use their studio for free to shoot 
the whole project. Olga is a fantastic 
photographer and the images were 
a collaboration between myself, 
Olga and each participant with the 
help of some very talented makeup 
artists.”

It was a challenge to undertake, 
and the project was initially delayed 
for six months while Bonnie 
managed her symptoms. 
Nevertheless, her words of advice for 
anyone who wants to raise 
awareness of M.E. are “just go for it: 
just take little steps.”

She continues, “Once I decided to 
begin, everybody I met along the 
way could not wait to help. People 
really care and that is what has been 
the most nurturing thing about the 
whole project. It gave me a sense of 
connection and purpose again after 
being very lonely and isolated.”
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Following our Severe M.E. 
Symposium in November 
(InterAction 88, p 6) we have 
published an action plan detailing 
how we will take forward some of the 
suggestions from the event.

A huge number of ideas were 
discussed about how we might 
improve the lives of those affected 

by the most severe form of M.E. We 
are now exploring the possibilities of 
what can be achieved in the short 
term, while also rooting our wider 
intentions in our forthcoming 
2016–2019 strategy.

These ideas are set out below, 
adapted from our published report 
(we do not have room to publish in 

full here; contact us – see p 2 – for a 
copy). Each challenge highlighted is 
illustrated by quotes from people 
who took part in the symposium, and 
countered by the steps Action for 
M.E. is now taking in order to work 
towards meaningful solutions.

Our severe M.e. action plan

Ideas to explore Our next steps

Recognition of severe M.E. We will continue our awareness-raising work, including making 
“We need to raise the profile of those with recognition of severe M.E. part of our M.E. Awareness Month 
severe M.E. through the media.” campaign for 2015.

Advocacy for people with severe M.E. We are undertaking a scoping exercise (see p 8 for more details) 
“There is no advocacy for us, this is something to determine what is currently available, and existing gaps. Any 
that Action for M.E. should focus on: organising advocacy work that Action for M.E. undertakes will require 
a system for us to access help and support, or strategic links with other organisations, without duplicating 
signposting us to the relevant people.” current provision.

A centre of excellence for M.E. We are considering the possibility of how we might make expert 
“We need a centre of excellence for M.E. and advice, including health, social care and research, more readily 
a care champion for patients.” available to people with M.E., as well as carers and professionals.

Support for professionals working with people We will continue to make our welfare factsheets available for 
with severe M.E. in accessing welfare benefits download in our Online M.E. Centre or to order by telephone or 
“Produce a pro-forma for doctors to support email. Our Welfare Advice and Support Service (see p 2) is open 
applications for benefits.” to anyone affected by M.E. We will also continue our work with 
 organisations such as the Disability Benefits Consortium to 
 address the issues of GPs not providing support for welfare 
 benefit applications.

Reducing isolation for people with severe M.E. We will explore the possibility of setting up a network that links 
“Suggest setting up Skype calls with people with severe M.E. with others, using appropriate 
professionals/carers or other people with M.E.,  communication channels, to share their experiences. Part of the 
to make sure they are OK and break isolation.” advocacy scoping exercise will be to investigate possible links 
 with local befriending services.

Support for healthcare professionals working Our resource for newly diagnosed people with M.E. is now 
with people with severe M.E.  available in our Online M.E. Centre or to order by telephone or 
“[Provide] training of health and social care staff, email. We are planning further online training sessions for 
including GPs, on the specific needs of this group. healthcare professionals in Scotland in 2015. We have also been 
This should include how to work collaboratively in touch with NICE to discuss the publication of a patient 
and enable the individual to have control  decision-making aid to help patients. 
in their care.”

Improving access to M.E. research for We are looking at working collaboratively with research 
healthcare professionals professionals and academics to produce up to date research 
“How do we get research results into the bulletins, written in layman’s terms, that people with M.E. can 
consulting rooms?” share with their healthcare professionals.

Building links with other illness groups, We have made links with UK charity Remap, who specialise in 
charities and third sector organisations aids and adaptations for disabled people. You can read more 
“I suggest Action for M.E. has a look at the about Remap and how it can help you on p 11. 
MS Society website and look at how they are set 
up to support the severe, use what already works, 
don’t waste time trying to reinvent the wheel.”
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Taking a CFs selfie
Though just 16 and coping with difficult symptoms, Olivia Cole is raising 
awareness of M.E. with creativity and flair. She asked us to help share her 
CFS Selfie project.

Olivia Cole was just 10 when she 
became ill with glandular fever and 
was diagnosed with M.E. a year later.

Six years on, she is still very poorly 
– and determined to raise awareness 
of a condition that many people still 
do not properly understand.

“M.E. has not only affected my 
education massively but it has also 
affected my teenage years,” she 
says. “I can honestly say there has 
been nothing normal about them. 
Apart from feeling terribly unwell, 
I’ve also found it a very lonely illness 
to deal with, and not being believed 
was a major thing for me.”

“I did try to attend senior school 
but only managed three full weeks 
when I very first started. I was never 
really able to make new friends and 
mix with everybody that I once knew. 

“This was very difficult in the 
beginning, as the teachers didn’t 
believe what I was saying and didn’t 
believe what I was going through. 
The pressure of having to try and get 
in to school and being ill made me 
feel ten times worse and to get a 
diagnosis was in a funny kind of way 
a great relief.

“My mum Esther is my full-time 
carer and my dad Martin looks after 
both of us. I wouldn’t manage 
without them. My brother Alex and 
my grandparents are always very 
supportive, too.”

After moving to a smaller school, 
and being tutored at home, Olivia is 
studying for her maths GCSE.

“I’m hoping to re-sit year 11 in 
September, gain my art GSCE and 
study art at college if possible. My 
vision is to be a set designer for film 
and television one day.”

Great idea

With her flair for the creative, Olivia 
hit on a great idea to raise awareness 
of M.E. – and got in touch with 
Action for M.E. to ask us to help 
share it.

“I was really ill one day but had to 
make it out of the house for a lesson. 
Just out of the blue I thought I’d 
take a ‘before’ photo and an ‘after’ 
photo of me, with and without 
makeup.  

“You could obviously see how ill I 
looked before – and how well I 
looked after [pictured] – and I 
realised I could hide my illness so 
easily to others. I uploaded both 
images to my Instagram page and 
the photo got such a great response. 
CFS Selfies was born.”

Hundreds of people now follow 
Olivia’s CFS Selfies page  
(www.instagram.com/cfsselfies) on 
Instagram, a social media site that 
allows users to share and comment 
on photographs. Many have also 
uploaded their own bad day/good 
day images.

“I’ve had photos from people as 
far away as Australia and America,” 
says Olivia. “The thing that struck 
me most was just how many lovely 
young people are affected by this 

illness. This has made me really 
determined and passionate to help 
raise awareness and get M.E. to the 
front of people’s minds.”

Inspired to spread the message 
further, Olivia also made a film to 
show the impact of M.E., and the 
reality of living with a hidden 
condition. You can watch it at  
www.tinyurl.com/CFSselfies – and 
share it with as many people as you 
can.

“The most enjoyable part of CFS 
Selfies is that I’ve made so many new 
friends and spoken to so many 
others who feel the same as me,” 
says Olivia. “Before, I didn’t know 
one person with this illness. So to be 
able to speak to others who have the 
same aches and pains has been 
amazing, and we can find the funny 
side to it.”

Find others like you

We asked Olivia what advice she 
would give to others diagnosed with 
M.E.

“Find people that are like you,” 
was her immediate response. “You 
can compare symptoms so you’re 
not driving yourself crazy wondering 
if how you’re feeling is part of the 
illness. 

“I would also say do what your 
body tells you. Don’t let other 
people tell you to get out of bed 
when it’s physically not possible. If 
you feel you need to rest then rest. 
Listen to your body. Always 
remember there are people out 
there who are feeling the exact same 
as you, including me.

“I’ve been given this illness so I 
just have to stay positive, keep a 
sense of humour and just accept that 
this is my life for now. Hopefully one 
day I’ll be free of it and be able to 
live my life as I choose to live it.”



On M.E. Awareness Day on Tuesday 
12 May, we will release important 
findings from a project we are 
currently working on. In order to 
maximise the chances of national 
media coverage, we don’t want to 
say any more at the moment – 
please keep an eye on the press 
during M.E. Awareness Week 
(Sunday 10 to Saturday 16 May)!

In addition, we will be asking 
journalists to feature our media case 
studies (see box) in newspapers 
across the UK. Our case studies 
highlight the reality of living with 
M.E. and help readers understand 
some of the challenges faced by 
those with this chronic, fluctuating 
condition.

London lectures

Action for M.E. has arranged for Dr 
Alastair Miller, and Profs Julia 
Newton and Jason Ellis, to speak 
about M.E. as part of the Gresham 
Lecture series, with all three speakers 
kindly donating their fee to us.

Dr Miller (1pm, Tuesday 5 May) will 
speak about the history and 
epidemiology of M.E., plus 
management approaches, while 

Profs Newton and Ellis’s lecture 
(1pm, Tuesday 26 May) offers an 
overview of recent M.E. research 
developments.

Both lectures are free and open to 
all. They take place at Barnard’s Inn 
Hall, Holborn, London EC1N 2HH. 
Tel: 0207 831 0575. 
www.gresham.ac.uk

Social media

With nearly 12,000 people liking our 
Facebook page, and more than 
4,700 followers on Twitter, using 
social media to raise awareness of 
M.E. can be very effective.

We have a number of online 
events planned for M.E. Awareness 
Week, including some that people 
affected by M.E. and members of 
the public can get involved in. These 
will include images, films and a 
Thunderclap, which works a bit like 
an online flash mob, with hundreds 
– even thousands – of people 
signing up.

In addition, we will launch details 
of our November conference, and 
will focus on severe M.E., carers and 
research developments too. 

M.e. Awareness Month
Now globally recognised as M.E. Awareness Month, May sees Action for M.E. 
working on special events, social media campaigns and national news stories 
to raise awareness and understanding of the condition.

Get involved

You can help support M.E. 
Awareness Month by:
•	asking your local library, doctor’s 

surgery or community centre to 
display our awareness-raising 
leaflets and posters: order them 
free by contacting us (see p 2).

•	 taking part in one or more of our 
online social media campaigns: 
contact us to be added to the 
campaign mailing list, and we will 
send you more details in early May

•	encouraging your local member of 
parliament to join the All Party 
Parliamentary Group on M.E. (see 
p 16 for details)

•	becoming a media case study for 
us: see the box for details

•	encouraging, if you live in 
Scotland, your health and social 
care practitioners and MSP to 
attend our M.E. awareness event 
at the Scottish Parliament on Wed 
13 May. Contact general enquiries 
(see p 2) for more information.

Could you be a media 
case study?

Media case studies are vital in 
raising awareness of how 
debilitating M.E. can be. If we 
get a call from a journalist who 
wants to speak to someone 
about living with the condition 
M.E., we contact one of our 
media case studies. Usually this 
is for a local or national 
newspaper, but sometimes we 
need case studies for radio or 
even TV.

If you would be willing to 
speak to a journalist about your 
experience, please visit  
www.actionforme.org.uk/
media-case-study or contact our 
Communications and Policy 
team on 0117 937 6620.



Following our Severe M.E. 
Symposium (see InterAction 88, p 6) 
in November last year, Action for 
M.E. is exploring how we might set 
up an advocacy service to support 
people with M.E.

Advocacy is action taken to help 
people say what they want, secure 
their rights, represent their interests 
and obtain services they need.

Catherine Hale, Volunteer 
Research Officer, Action for M.E., 
says: “I’m delighted to be working 
with Action for M.E. on an issue I feel 
passionately about: improving the 
dignity, opportunity and wellbeing 
of people living with M.E.

“When you’ve been ill for more 
than a quarter of a century like I 

have, you eventually stop pinning all 
your hopes on the miracle of 
recovery. I want research and 
treatment for M.E. as much as 
anyone, but in the meantime I want 
to tackle the here and now – the 
injustice, the stigma, and the neglect 
in government policies and services 
that prevent us from living as full and 
rich a life as possible within the limits 
of M.E.

“I am helping Action for M.E. to 
explore the options for an advocacy 
service to support people 
disadvantaged either because their 
illness makes communication 
difficult, or because having M.E. 
leads them to face disbelief and 
discrimination.”

If you would be willing to answer a 
short survey about your experience 
of accessing advocacy, please contact 
general enquiries (see p 2) for an 
online link or a paper questionnaire.

Advocacy project: we need your help
We know that people with M.E. often experience difficulty in accessing 
healthcare, social security and care and support services due to the invisible 
and poorly understood nature of the condition.

Our Welfare Advice and Support Service, 
which provides information and advice on 
welfare benefits, disability discrimination, 
employment and insurance issues, now offers 
bookable appointments on Tuesday 
afternoons between 2pm and 4pm.

To book an appointment, call our 
general enquiries line on 
0117 927 9551 

To call the Welfare Advice and 
Support Service without an 
appointment, call 0845 122 8648 

Calls cost just over 2p per minute from a BT landline.

Mobile and other landline charges will vary.

Help us shape 
our magazine
We are looking for someone to 
join the InterAction editorial board 
to reflect the views of readers and 
help decide what features and 
adverts we run.

Currently the editorial board includes three staff 
members, Trustee Tony Golding and an InterAction 
reader.

Editorial meetings are held three times a year, and you 
can attend by telephone conference. If you would like 
to put yourself forward for this voluntary position, 
please write or email telling us:

•	a little bit about yourself 
•	why you would like to join the editorial board. 

See p 2 for contact details. Applications should be 
received by Friday 5 June.
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Empowering and employing people with M.E.
Action for M.E.’s new 18-month employment pilot project will support people 
with M.E. who are aspiring to stay in or return to work.

SEE M.E. (Support, Empower and 
Employ people with M.E.) is an 
exciting new pilot project designed 
to provide an innovative, integrated 
health and employment service for 
people with M.E./CFS living in 
Bristol, North Somerset, 
Gloucestershire and South 
Gloucestershire.

The project, funded by the 
National Lottery through the Big 
Lottery Fund, is aimed at those 
people with M.E./CFS who identify 
themselves as well enough to 
consider being in, or returning to, 
employment, volunteering or 
training. It will also support those 
who need to stop work due to 
illness.

We know that, for some, thinking 
about working or entering education 
is sadly not an option, and we will of 
course continue to support these 
individuals through our other 
support services.

The project will be embedded 
within the M.E./CFS health clinic that 
covers this area, thereby providing 
access to patients at the clinic – but 
it is also open to anyone in the pilot 
area who has a diagnosis of M.E./CFS.

We have recruited an experienced 
employment specialist with personal 
experience of M.E./CFS, Paul Davey 
(see p 17), to deliver this pilot project 
in partnership with North Bristol 
NHS Trust. We are also working with 
a range of partners, including 
JobCentre Plus; Remploy, Pluss and 
Action on Disability & Work UK; and 
people with M.E./CFS.

The project aims to integrate 
employment support with healthcare 
provision for those who can most 
benefit from this approach.

Responding to need

The SEE M.E. project is our response 
to the needs identified by people 
with M.E./CFS. Our M.E. Time to 
deliver report launched in May 2014, 
highlighted that less than one in 10 
people with M.E./CFS who 
completed the survey were in 
full-time work with only 14% of 
people in part-time work, education 
or training. More than a third of 
respondents said they received no 
specialist support at their work, 
school or college despite measures 
for this being set out in the Equality 
Act 2010.

Through our work and 
communication on our social media 
sites, we often hear from people with 
M.E./CFS who want to work. Some 
tell us that their employers and 
mainstream employment support 
providers are failing to make 
reasonable adjustments or offer 
effective support that might make 
work or training possible. We also 
hear from people who are too ill to 
work and need support to leave their 
job.

Discussion and consultation with 
mainstream employment support 
services has highlighted inaccessible 
services and inadequate knowledge 

about M.E./CFS. Additionally, 
secondary care clinicians also report 
a greater need for integration and 
person-centred working.

Led by people with M.E.

Right from the outset it has been 
crucial to seek, and be led by, the 
experiences, needs and aspirations 
of people with M.E./CFS. Three 
members of our Project Partnership 
Board have M.E./CFS and are 
currently not working or are working 
part-time. We have also undertaken 
consultation with people with M.E./
CFS to find out what support might 
help, or might have helped them, in 
relation to employment. We will 
continue to embed this participation 
and engagement throughout the 
project.

Through delivery of this project, 
we aim to develop and demonstrate 
good practices in integrated support 
for people with M.E./CFS, raising 
aspirations and helping individuals 
to achieve their goals in relation to 
employment.

We will work directly with 
individuals, the health service, 
employers and mainstream support 
services to ensure that people are 
empowered to secure their rights 
and entitlements. Our aspiration is 
that we will develop a compelling 
case for positive changes on a wider 
scale so that people with M.E./CFS 
get the right employment support at 
the time they need it most.

The SEE M.E. pilot project runs 
from April 2015 to June 2016. While 
the service is only available to 
people in the geographic area 
covered by the North Bristol NHS 
Trust CFS/M.E. Clinic, our 
Information and Support Officers will 
continue to provide support to 
anyone in the UK.



The Care Act 2014 is the biggest 
change to adult social care for 60 
years. From April 2015 local 
authorities will have new duties and 
responsibilities to make sure that 
people who live in their area are 
supported as well as possible to:
•	 receive services that prevent, 

reduce and delay their care needs 
from becoming more serious 

•	get the information, advice and 
guidance they need to make good 
decisions about care and support

•	have a good range of care and 
support providers to choose from. 

Eligibility criteria

Up until now, local authorities have 
been able to set their own criteria 
based on government guidelines to 
determine who qualifies for care and 
support services funded by the 
council. 

The Care Act introduces a new 
national minimum eligibility criteria 
threshold which local authorities in 
England must comply with.

The threshold is based on 
identifying how a person’s needs 
affect their ability to look after 
themselves and how this impacts on 
their well-being. A person will be 
eligible for support with their care 
needs if they are unable to carry out 
two or more key tasks (outcomes) in 
a list set out by the government. 

If the person’s needs do not meet 
the minimum criteria the local 
authority must still provide a written 
record of advice on what could be 
done to reduce, prevent and meet 
their needs. 

Local authorities should consider 
each of the following outcomes:  
•	managing and maintaining 

nutrition
•	maintaining personal hygiene 
•	managing toilet needs 
•	being appropriately clothed

•	being able to make use of the 
home safely

•	maintaining a habitable home 
environment 

•	developing and maintaining family 
or other personal relationships 

•	accessing and engaging in work, 
training, education or volunteering 

•	making use of necessary facilities 
or services in the local community 
including public transport and 
recreational facilities or services

•	carrying out any caring 
responsibilities the adult has for a 
child.

Local authorities must take 
account of the potential fluctuation 
of a person’s needs, so where the 
local authority is aware that an 
adult’s needs fluctuate over time, the 
assessment carried out at a particular 
moment may take into account the 
adult’s history to get a complete 
picture of the person’s needs.

Carers also have new rights and 
are treated the same as the people 
they care for. Local authorities have a 
duty to provide an assessment of 
needs and provide support to carers. 

Personal budgets

Where a person meets the eligibility 
criteria for care and support, they are 
legally entitled to receive a personal 
budget, a statement showing the 
cost of meeting their needs. It 
includes the amount that the adult 
must pay towards that cost 
themselves (on the basis of their 
financial assessment), as well as any 
amount that the local authority must 
pay.

The person will also have the right 
(as now) to ask for a direct payment 
to meet some of or all of their needs. 
A direct payment is where funding is 
given to the person, or to someone 
on their behalf, so they can purchase 
support to meet their needs. 

Care costs

While some types of care and 
support are provided free (for 
instance, information and advice), 
many types will be subject to a 
charge. Sometimes the person will 
pay the full cost and sometimes the 
cost will be shared between the 
person and their local authority. To 
decide what a person can afford to 
pay, a local authority will carry out a 
financial assessment.

The Care Act requires each local 
authority to provide a universal 
information and advice service, 
available to all people who request it 
and not just limited to those people 
with assessed care and support 
needs. 

This service must include details 
of:
•	how the local authority system 

operates

Care Act 2014: a brief guide
Catherine Stillman-Lowe offers an overview of new care legislation, 
and considers its potential impact on those affected by M.E.
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Remap aims to help people with 
disabilities and long-term conditions 
move towards independence and a 
better quality of life by designing 
and tailor-making equipment for 
their individual needs, free of charge. 

It helps more than 3,500 people 
every year, including people who 
have M.E.

The charity’s volunteers are 
professional engineers, craftspeople, 
technicians, healthcare professionals 
and skilled helpers. When a referral 
is received, a visit to the client is 
arranged to discuss what they want 
to be able to do and what barriers 
currently stand in the way. 
Equipment is either designed and 
made to solve the client’s specific 
problem, or a standard product can 
be modified to suit their needs.

Adam Rowe (pictured), CEO of 
Remap, describes a recent example 
where they helped a retired 
Occupational Therapist whose 
symptoms included hypersensitivity 
to body contact pressure and whose 
wheelchair had uncomfortable 
pressure points caused by fabric 
seams, uncomfortable arm rests,  
and the chair being an unsuitable 

height and width.
“Our team in Carlisle managed to 

replace the existing seat with a seat 
taken from an old office chair, much 
to the joy of our client who can now 
freely use her wheelchair pain free”, 
he explains.

To benefit from Remap’s help and 
support, all you have to do is find 
and contact the group nearest to 
you and they will let you know if they 

can help solve your problem.
There are no criteria to be met and 

as long as they have the knowledge 
and resources in your area, they will 
do their best to help.

To find and contact a Remap 
group near you, get in touch with 
Remap head office, Chaucer 
Business Park, Kemsing, Sevenoaks 
TN15 6YU. Tel: 0845 130 0456 or visit 
www.remap.org.uk/contact

Remap: free disability support for you
Action for M.E. has recently made links with Remap, a national charity with 
80 local groups covering England, Northern Ireland and Wales, as well as a 
sister charity in Scotland.

•	 the choice of types of care and 
support 

•	 the choice of care providers in the 
local authority area

•	how to access the care and 
support that is available

•	how to access independent 
financial advice 

•	how to raise concerns about 
safety/well-being of an adult who 
has needs for care and support. 

To find information about this 
service in your area, visit  
www.gov.uk/help-care-support

If a person needs help and support 

through the social care process, and 
in understanding their options and 
making a decision regarding their 
care and support, and there is no 
other appropriate individual to 
support and represent them, then 
the local authority must arrange for 
an independent advocacy service to 
carry out this role and to facilitate 
the involvement of the person. 

For the first time, there will also be 
a system by which people may 
appeal against a local authority’s 
decisions on eligibility and funding 
for care and support.

Detailed factsheets on aspects of 

the Care Act are available from the 
Department of Health: you can read 
them online at www.gov.uk/
government/publications/care-act-
2014-part-1-factsheets

Do you have experience of 
assessment and care planning, 
personal budgets and/or direct 
payments? We hope to cover 
this in the next issue of 
InterAction. Please get in touch 
(see p 2) to share your feedback.
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Our Welfare Rights Adviser Sarah 
Lawrence recently had an enquiry 
about getting an NHS exemption 
certificate due to not being able to 
leave home without help from 
another person.

An exemption certificate allows 
the holder to have free NHS 
prescriptions.

People can qualify for an NHS 
exemption certificate if they have a 
“specified condition.” The Disability 
Rights Handbook states that you are 
entitled to an exemption certificate 
“if you have a continuing physical 
disability that prevents you leaving 
home without help from another 
person.” This would apply to people 
who are house- and/or bed-bound 
by M.E.

On the NHS website (www.nhsbsa.
nhs.uk/HealthCosts/2095.aspx) it 
states the following:

“Ask for an application form 
FP92A, available from your doctor’s 
surgery. You need to fill in parts 1 
and 2 and your doctor (or an 
authorised member of the practice 
staff) will sign to confirm the 
information you’ve given is correct.

“The surgery will arrange to send 
completed application forms to our 
office, using pre-paid envelope 
PPAEXENV, at NHS Help With 
Health Costs, Medical Exemption, 

Bridge House, 152 Pilgrim Street, 
Newcastle Upon Tyne NE1 6SN.

“We aim to process applications 
within three working days of 
receiving them. Where your GP has 
confirmed that you have one of the 
specified conditions, we will send 
you a certificate. Certificates are 
valid for five years, starting one 
month before the date on which the 
application is received.”

For more information about help 
with NHS costs, call the NHS enquiry 
line on 0300 330 1341.

Universal Credit roll-out

Free prescriptions

New benefit Universal Credit was 
rolled out across the UK in February, 
with 150 Jobcentres now on board. 
Universal Credit will then be 
available in all Jobcentres by 
February next year.

Universal credit will replace a 
range of means-tested benefits with 
a single benefit. 

To qualify you will need to meet 
certain basic rules and have income 
and capital/savings below certain 
levels. You can claim as a single 
person but if you are living with a 
partner you will need to make a joint 
claim as a couple.

Universal credit is replacing the 
following benefits:
•	 income-related Employment and 

Support Allowance (ESA)
•	 income-related Jobseekers 

Allowance
•	 Income Support
•	Housing Benefit
•	Working and Child Tax Credit.

Our factsheet Universal Credit: an 
overview offers more information. 
You can read and/or download a 
copy online at www.actionforme.org.
uk/get-informed/publications or 
contact us (see p 2) for a paper copy.

New ESA 
measures
Important new legislation 
concerning Employment and 
Support Allowance (ESA) came 
into force on 30 March.

Prior to this, a decision of 
someone being found fit for work 
via the Work Capability Assessment 
(WCA) was valid for six months. 
They would have been able to 
make a new claim for ESA after six 
months had elapsed and, as long 
as this claim was supported by fit 
notes from their GP, could be paid 
ESA at the assessment rate 
pending a further WCA.

Since 30 March, anyone who 
wants to make a repeat claim for 
ESA after six months will receive no 
ESA payment unless they can 
provide “evidence to suggest that 
their condition has substantially 
deteriorated, or that they have a 
new health condition.”

This means that: 
•	 if you make a repeat claim for 

ESA and are unsuccessful (and 
don’t appeal), you can make a 
claim six months later but will not 
receive any benefit while the 
claim is being processed

•	appeals for repeat claims by 
those previously found fit for 
work are also affected.

If you are concerned about how 
this new rule will affect you, please 
contact our Welfare Advice and 
Support Service (see p 2).
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New campaign Operation Disabled 
Vote (www.operationdisabledvote.
org.uk) is encouraging the 11 million 
people living with a disability or 
long-term health condition in the UK 
to register to vote. 

Speaking in support of the 
campaign in the Mirror newspaper, 
actress and  stand-up comedian 
Francesca Martinez says, “There are 
millions of disabled voters in the UK 
and they could easily decide the 
next election. Operation Disabled 
Vote is the first step on that journey 
– getting people registered and 
showing politicians we will be at the 
ballot box.” 

The Political and Constitutional 
Reform Select Committee has 
highlighted disability as a major 
factor in low election turnouts.

“Disabled people make up around 
one in five of the population yet 
remain one of the most excluded 
and marginalised groups in the UK,” 
agrees Ellen Clifford, one of the 
founders of the Operation Disabled 
Vote campaign. “To change that we 
need politicians to realise that our 
votes matter.” 

Deciding who to vote for

There is no official single source of 
information on general election 
candidates, though Your next MP 
(www.yournextmp.com) allows you to 

enter your postcode to at least 
begin with a list of who is standing.

To find out about individual 
candidates, contact them or their 
party online or by post.

Your local elections office may also 
be able to provide you with 
information on who is standing for 
election in your area. The election 
2015 M.E. blog (www.election 
2015mecfs.blogspot.co.uk) has been 
set up as a simplified candidate 
finder.

Some useful websites have been 
set up to help you decide which 
party’s policies best match your 
views, such as:
•	www.voteforpolicies.org.uk
•	www.eng.votematch.eu
•	www.whoshouldyouvotefor.com

Registering to vote

Up to now, the head of a household 
has been responsible for registering 
everyone who lives at their address. 
People registering to vote in 
England, Scotland and Wales will 
now register as individuals instead, 
using a new, more secure system

In England, Scotland or Wales, you 
can register to vote at www.gov.uk/
register-to-vote or contact your local 
Electoral Registration Office for a 
registration form.

In Northern Ireland, contact the 
Electoral Office for Northern Ireland 

(Tel: 0800 432 0712. www.eoni.org.uk).
Polling booths will open between 

7am and 10pm on Thursday 7 May. 
Counting of votes will begin when 
the polls close.

If voting in person at your local 
polling station is not convenient for 
you, you can choose to vote by post. 
After completing the correct form, 
you’ll need to print it, sign it, and 
send it back to your local electoral 
registration office. 

Proxy voting means that if you 
aren’t able to cast your vote in 
person, you can have someone you 
trust cast your vote for you. You will 
need to complete a form to apply to 
vote by proxy. There are different 
forms depending on the reason that 
you need a proxy vote.

The deadline for receiving new 
postal vote and postal proxy 
applications is 5pm Tuesday 21 April. 
Forms are available from your local 
council’s Electoral Registration 
Officer.

To find your Electoral Registration 
Office, call About My Vote on  
0207 271 0500 or visit  
www.aboutmyvote.co.uk

UK Parliament/Jessica Taylor, reproduced 
with the permission of Parliament

“We need politicians 
to realise that our 

votes matter.”

Operation Disabled Vote
Are you registered to vote in the general election? Do you know who you 
want to vote for?
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Supported by Newry & Mourne 
M.E./FM Support Group, M.E. 
Support NI and Fibromyalgia 
Support NI, the Patient and Client 
Council hosted #InvisibleME in 
February in Belfast.

The aim of the event was to 
educate health professionals about 
M.E., and the Patient and Client 
Council has stated that there was 
representation from the fields of 
occupational therapy, work, 
physiotherapy and nursing. 
However, patient groups are 
reporting that this was not the 
case.

“My impression was there were a 
lot of angry patients, and precious 
few NHS professionals,” says 
Horace Reid, a member of Newry 
and Mourne support group. 
“Certainly there was no discussion 
between the two sides.”

Those presenting included:
•	Dr Pamela Bell, Pain Alliance of 

Northern Ireland
•	Maeve Hully, Chief Executive, 

Patient and Client Council
•	M.E. specialist Dr William Weir
•	specialist M.E. nurse Keith 

Anderson, based in Fife
•	 Iain Deboys (pictured), Lead 

Commissioner, Health and Social 

Care Board, who introduced 
therapists from the Northern 
Health and Social Care Trust’s 
condition management 
programme.

The event was supported by 
Health Minister Jim Wells, Jo-Anne 
Dobson (Ulster Unionist MLA for 
Upper Bann) and Danny Kennedy 
(Minister for Regional 
Development and Ulster Unionist 
MLA for Newry and Armagh).

Horace continues: “At a previous 
Health and Social Care Board 
event in March 2012, Iain Deboys 
had promised a regional 
consultant-led M.E. clinic, with 
step-down clinics in each Trust.

“However, this time he was 
offering much less – a single 
doctor at regional level, and 
single-handed OTs at Trust level. 
He left immediately after his 
presentation, and without taking a 
single question.”

You can read a full account of the 
meeting by patient Sally Burch on 
her blog at www.sallyjustme.
blogspot.co.uk and watch NVTV’s 
news report on the event at  
www.vimeo.com/120811914 (scroll 
to 22m 47s).

Chronic pain report
The Public Health Agency and the 
Health and Social Care Board have 
accepted in principle the 
recommendations of The Painful 
Truth: 2,500 people who live with 
chronic pain tell their story, which 
was contributed to by people with 
M.E.

A chronic pain forum is now being 
set up to progress development of 
chronic pain services in Northern 
Ireland. Dr Pamela Bell, Chair, Pain 
Alliance of Northern Ireland, says, “I 
hope that this will eventually benefit 
all who have long term pain.”

Recommendations for 
M.E. in Wales
At the end of last year, the Welsh 
Government’s Task and Finish  
group on M.E. produced 11 
recommendations for improving 
healthcare for people with M.E. in 
Wales.

These recommendations focus on 
key areas for development, 
including:
•	primary care and timely diagnosis
•	a coordinated Health Board 

approach, led by a clinical lead 
•	understanding and implementing 

the Map of Medicine pathways 
locally

•	children’s services and the 
transition to adult services

•	hospital and domiciliary services.

The report states that, by April 
2015, each Health Board should 
identify appropriate clinical leads to 
take forward the recommendations 
and to identify where M.E. and 
fibromyalgia should sit within health 
services.

Action for M.E. is following this 
with interest and plans to contact 
clinical leads to offer information and 
support as necessary. To see the 
recommendations in full, visit  
www.tinyurl.com/walesMEreport

Belfast conference #InvisibleME
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In January, Prime Minister David 
Cameron unveiled plans for the 
additional devolved powers for 
Scotland that were promised by the 
main unionist party leaders in the 
run-up to the Independence 
Referendum last September. 

We are watching these 
developments closely as they 
promise the opportunity for future 
Scottish Governments to change key 
elements of welfare provision for 
people with long term conditions 
and carers in Scotland.

Under the plans, the Scottish 

Government will take over full 
responsibility for Disability Living 
Allowance, Personal Independence 
Payments (PIP), Carer’s Allowance, 
Attendance Allowance and cold-
weather payments. However, as the 
proposals currently stand, the 
Scottish Parliament will not have 
power to independently change 
Employment Support Allowance, 
Universal Credit or how Motability 
operates in Scotland.

The full legislation required to take 
forward further devolution will now 
be developed after the UK general 

election in May. It will take many 
months to finalise and then come 
into force. 

Meanwhile, UK-wide welfare 
reforms are continuing in Scotland, 
including the roll-out of PIP and 
Universal Credit. Many charities have 
called for a halt given that Scottish 
claimants are likely to face a whole 
new set of changes in an estimated 
two years’ time when the new 
welfare powers are transferred to the 
Scottish Parliament.

In the last issue (InterAction 88, p 8) 
we outlined the activities we planned 
to take forward under this Big 
Lottery, Awards for All Scotland 
funded project, stemming from 
suggestions raised in the open 
meetings we held in October. So 
how are we doing?
•	Local support group outreach: Our 

sessional worker, Jennifer, has 
contacted local support groups 
around Scotland to share 
information about our activities 
and resources, and also to find out 
more about the priorities of 
different local groups. 

•	Fundraising advice: Action for 
M.E.’s Director of Fundraising, 
Simon Pearson, held a fundraising 
advice session for local support 
groups on Tuesday 17 March, 
which was broadcast live from the 
Action for M.E. office. Watch a 
video of the session on our 
YouTube channel at www.tinyurl.
com/actionformeyoutube

•	PIP research: We have been 
recruiting people with M.E. in 
Scotland – at any stage of making 
a PIP claim – to share their 
experiences (confidentially) in 
interviews and discussion groups 
held in March and April. Our aim is 
to present the research findings at 
the Scottish Parliament M.E. 
Awareness event in May. We also 
plan to submit a report to the 
Welfare Reform Committee with 

recommendations for actions that 
could be taken to improve the 
situation in Scotland.

•	Patient perspective videos: We 
have started to film a series of 
short videos featuring tips and 
advice from people with M.E. 
about living with and managing 
the condition. We are now 
recruiting volunteers to appear in 
video clips – we’ll make some visits 
to groups for filming, and can also 
video people remotely using Skype.

•	M.E. awareness materials: We will 
be offering M.E. information and 
awareness-raising materials for 
distribution through local support 
groups in the run-up to M.E. 
Awareness Week in May.

•	Education and employment : Our 
sessional worker, Colum, has been 
making contact with local 
employers and higher education 
support providers to raise 
awareness of the challenges for 
employees/students with M.E. and 
of the types of support that can be 
helpful.

We’re keen to hear from any local 
M.E. support groups in Scotland who 
aren’t yet on our list. We’d also love 
to hear from individuals with M.E. in 
Scotland who are interested in 
making patient perspective videos 
or participating in the PIP research. 
You can get in touch with Jennifer by 
emailing hearme@actionforme.org.uk

Hear me, influence M.E.

Welfare developments in Scotland

Awareness-raising in 
Scottish Parliament
Action for M.E. is planning an 
event in the Scottish Parliament 
on Wednesday 13 May with our 
Scottish M.E. Collaborative 
partners and sponsored by  
Mary Fee MSP (pictured below). 

Tying in with M.E. Awareness 
Week, our focus this year will be 
on the issues people with M.E. 
in Scotland face with accessing 
welfare benefits and employment, 
and on ways in which current 
systems can be improved. 

Speakers include Michael 
McMahon, Welfare Reform 
Committee Convenor, and Gail 
Scott, Citizens Advice Scotland.

We will be inviting MSPs and 
organisations promoting 
disability rights and providing 
advice, as well as local support 
groups and patient and carer 
representatives. 
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The Disability Benefits Consortium 
(DBC) is a national coalition of 
charities and other organisations 
committed to working towards a fair 
benefits system.

As a member of the DBC, Action 
for M.E. is helping to promote its 
manifesto, Five things you and your 
party can do for disabled people. 
This calls on all parties to commit to 
the following:
•	The next government should 

recognise the extra costs disabled 
people are forced to pay, and take 
steps to tackle this financial 
disadvantage in the longer term.

•	The next government should 
ensure appropriate support for 
disabled people to work, and 
security for those who cannot.

•	The next government should take 
a lead role in changing the way 

society talks about welfare.
•	The next government should 

ensure overall spending on 
financial support for disabled 
people is allocated on the basis of 
need, not pre-determined limits to 
avoid disabled people losing the 
support they need in years to 
come.

•	The next government should take 
action to ensure that a person’s 
disability does not mean that they 
are disproportionately affected by 
policy decisions.

We are working with the DBC to 
promote the manifesto, and 
encourage discussions between the 
parties about how government 
policy can reflect the needs of 
disabled people.

Forward M.E. update
In January, disability campaigner Sue 
Marsh (pictured) was appointed as 
Head of Customer Experience for 
Maximus, the company that has 
taken over from Atos as to carry out 
welfare benefit assessments for the 
Government.

Maximus has “given me fairly free 
rein to devise a strategy to bring 
about a wide range of improvements 
to the service from a customer 
perspective,” says Sue, who wrote 
candidly on her blog, Diary of a 
benefits scrounger (www.
diaryofabenefitscrounger.blogspot.
co.uk), about why she had decided 
to take the job.

“Whilst I have to make an 
enormous – almost cosmic – mind-
set shift to take this direction, 
Maximus also have to bring me into 
their trust and with very little to go 
on, accept that I will attempt to do 
the job as skilfully and imaginatively 
as I can. My past opinions have 
hardly been filtered. Everyone knows 
that I’m obsessive about changing 
this. Giving me a job to keep me 
quiet would be to not know me at 
all.”

On learning of her appointment, 
the Countess of Mar invited Sue to 
speak at the February meeting of her 
House of Lords-led group Forward 
M.E., of which Action for M.E. is a 
member.

You can read minutes for this 
meeting (which were not ready in 
time to be included in InterAction) at 
www.forward-me.org.uk or contact 
us (see p 2) for a paper copy.

Reforming the APPG after 
the election
The All Party Parliamentary Group (APPG) for M.E. will, like all APPGs, be 
dissolved when this Parliament ends before the general election in May.

Current Chair, Annette Brooke MP, is standing down, and Action for 
M.E. is working hard to find a new Chair, and to encourage other MPs 
from all parties to join.

Could you ask your MP to help support people with M.E. by joining the 
APPG? If the seat in your constituency is a marginal, perhaps you could 
approach the encumbents to ask if they might consider it?

We have produced a template letter to make this as simple as 
possible. You can download this at www.actionforme.org.uk/appg-letter

Supporting the DBC manifesto
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Communications and Policy Officer 
Emma Hypher
Emma’s  main focus is planning and 
producing InterAction magazine. 
She also writes and updates website 
content, drafts press releases, 
ensures publications are kept 
up-to-date, and works on fundraising 
and awareness-raising campaigns.

Emma started at Action for M.E. in 
February. Prior to this she worked in 
marketing and communications at 
leading children’s charities 
Barnardo’s and the Fostering 
Network. 

New team members
Action for M.E. welcomes new members of staff to our small, friendly team.

PA to Chief Executive
Liza Williams
From a background of office 
coordination, event planning and 
design account management, Liza 
graduated with a degree in human 
nutrition in 2011, since when she has 
been working in various 
administrative and secretariat roles.

Liza started working part-time at 
Action for M.E. at the beginning of 
October 2014, principally 
undertaking event logistics planning 
and HR administration.

SEE M.E. Project Coordinator
Paul Davey
Paul joined Action for M.E. in 
January on a part-time basis and is 
responsible for the development 
and delivery of Action for M.E.’s pilot 
employment support project, SEE 
M.E. (see p 9).

Paul is passionate about 
strengthening the relationship 
between work and wellbeing and 
has spent more than a decade 
supporting people with long-term 
health conditions and impairments. 
Paul has developed and delivered 
successful specialist employment 
support services, attached to and 
embedded within NHS and 
voluntary sector services.

Fundraising Assistant
Jess Burden
Jess focuses mainly on community 
fundraising and helps promote and 
administrate our major running, 
walking and cycling events, sending 
out fundraising packs and 
encouraging our amazing 
community fundraisers in their 
efforts.

Prior to joining the staff team, Jess 
spent a year in the Netherlands 
studying history. She first joined 
Action for M.E. in 2014 as a volunteer 
in the Communications and Policy 
team, and continues to volunteer 
one day a week.

Fundraising Officer
Bella Whately
Bella has worked as a telephone 
fundraiser for a variety of different 
charities including UNICEF, 
Macmillan Cancer Support and the 
RSPCA. Before joining Action for 
M.E. she worked in a creative agency 
and has experience in PR as well as 
advertising and branding. 

Bella joined Action for M.E. in 
February and helps to oversee all 
aspects of fundraising, from events 
within the community to appeals and 
corporate funding.

New resource 
for the newly 
diagnosed
People with M.E. and 
healthcare professionals  
tell us they would like more 
information and support about the 
diagnosis, symptoms and 
management of M.E.

Our new booklet, Newly 
diagnosed with M.E., is intended to 
do just that. We hope that those 
affected by M.E. will share it with 
their GPs, and that GPs will share it 
with their colleagues.

It features information about:
•	M.E. symptoms and diagnosis
•	what you can do to empower and 

support yourself
•	making the most of your 

relationship with your GP
•	shared decision-making
•	 information and support available 

from Action for M.E.
•	keeping you and your GP up to 

date with M.E. research
•	key questions to ask your GP.

Like all our booklets and 
factsheets, it can be downloaded 
free from www.actionforme.org.uk/
get-informed/publications or 
contact us (see p 2) for a copy.

Paul, Bella, Jess and Emma



Defining M.e.
The Institute of Medicine (IOM) committee, commissioned by the US 
government and chaired by Prof Ellen Wright Clayton (pictured), published 
an important report in February.

Beyond M.E./CFS: redefining an 
illness reviews a considerable body 
of published research about M.E., 
and makes four key 
recommendations about the way the 
condition is diagnosed, managed, 
and even named.

Given the US Government’s 
substantial investment in the report, 
we would be extremely surprised if it 
did not take up at least some of the 
recommendations.

This could have important 
implications for the way that M.E. is 
understood, and ultimately 
researched, in the UK. However, it is 
still too early to say for sure.

In order to inform a meaningful 
response to the IOM report, we 
asked Trustees, our Patient and 
Carer Reference Group, Supporting 
Members and other people affected 
by M.E. for their views, and received 
more than 100 detailed responses.

Unfortunately the timescales 
prevented us from including the 
consultation in InterAction – but we 
would still love to know what you 
think about the IOM report, and/or 
our response to it (see p 2 for 
contact details).

Overall we welcome the report 
and its recognition of M.E. as a 
“serious, chronic, complex, 
multisystem disease that frequently 
and dramatically limits the activities 
of affected patients.”

Specific recommendations

As part of its first recommendation, 
which states: “Physicians should 
diagnose M.E./CFS if diagnostic 
criteria are met following an 
appropriate history, physical 
examination, and medical work-up,” 
the IOM committee proposed a new 
set of diagnostic criteria for M.E.

The key defining features of this 
are:
•	profound fatigue and substantial 

decrease in function that have 
persisted for six months or more

•	post-exertional malaise and 
unrefreshing sleep

•	cognitive impairment and/or 
orthostatic intolerance.

While we welcome the inclusion of 
post-exertional malaise, we note that 
these proposed criteria have not 
been tested, and ask how and when 
this might take place. 

The second part of the 
recommendation, which we fully 
support, says that a new code should 
be assigned to M.E. in the ICD-10-
CM (used for medical coding and 
classifying diagnoses in the United 
States) that is not linked to ‘chronic 
fatigue’ or ‘neurasthenia.’

Recommendation two asks the US 
government to “develop a toolkit 
appropriate for screening and 
diagnosing patients.”

Recommendation three states that 
a multidisciplinary group should 
“re-examine the diagnostic criteria 
[…] when firm evidence supports 
modification” within no more than 
five years.

We welcome both these 
recommendations, which could do 
much to improve patient care if 
implemented. We are particularly 
pleased to see, in the suggested 
toolkit, the inclusion of:

•	exploratory questions for clinicians 
to ask patients exploring frequency 
and severity of symptoms

•	observations to make and tests to 
conduct.
Recommendation four states: “The 

committee recommends that this 
disorder be renamed “systemic 
exertion intolerance disease” 
(SEID).”

We would like to see the term 
chronic fatigue syndrome no longer 
used in relation to M.E. However, we 
appreciate that this is the diagnosis 
that many receive from the NHS in 
the UK, and we will continue to 
support those people.

While Action for M.E understands 
the potential benefits of a name 
change, we are also concerned that 
this could undermine the intention 
of the report – which is to validate 
the illness – and cause more 
confusion. For this reason, while we 
agree that the name SEID is 
preferable to CFS, we do not 
support a name change at present.

What happens now?

If the recommendations in the report 
are fully implemented in the US, we 
would actively encourage a full 
review of the guidance issued by the 
UK Government, NICE and the NHS 
with regards to diagnosing and 
treating M.E., and supporting those 
with the condition.

In the meantime, Action for M.E. 
intends to make use of the report 
and clinicians’ guide to inform and 
educate decision-makers in the UK. 
As part of this, we produced a 
template letter for people with M.E. 
to send to their MP, explaining the 
significance of the report and what 
might be achieved if something 
similar were to happen in the UK. 
You can find this at  
www.actionforme.org.uk/iom-report
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Distinct immune changes
Researchers at Columbia University have published a study identifying 
distinct immune changes in patients diagnosed with M.E. 

These immune signatures represent 
robust physical evidence that M.E. is 
a biological illness and has distinct 
stages.

“We now have evidence 
confirming what millions of people 
with this disease already know, that 
M.E. isn’t psychological,” says Dr 
Mady Hornig (pictured right), lead 
author of the study, entitled Distinct 
plasma immune signatures in  
M.E. are present in the course of the 
illness.

The researchers used 
immunoassay testing methods to 
determine the levels of 51 immune 
biomarkers in blood plasma samples 
collected from 298 M.E. patients and 
348 healthy controls. They found 
specific patterns in patients who had 
the disease three years or less that 
were not present in controls or in 
patients who had the disease for 
more than three years. 

What does this mean?

“This study delivers what has eluded 
us for so long: unequivocal evidence 
of immunological dysfunction in M.E. 
and diagnostic biomarkers for 
disease,” says the paper’s senior 
author Prof Ian Lipkin.

Dr Hornig adds, “Our results 
should accelerate the process of 
establishing the diagnosis after 
individuals first fall ill as well as 
discovery of new treatment 
strategies focusing on these early 
blood markers.”

Sonya Chowdhury, CEO, Action 
for M.E., says, “We welcome hugely 
respected scientists such as Dr Mady 
Hornig and Prof Ian Lipkin 
contributing to the growing 
momentum of M.E. research with 
their interesting and potentially 
exciting findings.

“As the team itself highlights, 

these findings are only preliminary. 
There is much more work to be done 
and we eagerly await replication of 
these results as soon as possible.”

Expert views

After the research paper’s 
publication we contacted 
researchers asking them to provide 
an expert view. You can read these 
on our website (see box below).

Prof Jonathan Edwards, Professor 
Emeritus in Connective Tissue 
Medicine, Department of Medicine, 
University College London, said:

“I think this study is an important 
step forward in trying to track the 
biological basis of M.E. It is perhaps 
a pity that media organisations and 
some responding colleagues have 
focused on headline aspects rather 
than detailed content. This is not a 
report of a diagnostic test, but it 
might help us get there. The study is 
important because it shows 
systematic differences in levels of 
cytokines measured in blood 
samples from people with early  
(<3 years) and later (>3 years) M.E.

“The sample size is large enough 
and the fact that the same pattern 
crops up time after time with many 
cytokines indicates that these are not 
chance findings. The main concern is 
for some systematic confounding 
factor in methodology or population 
differences.

“However, this is a concern for all 
M.E. studies and the strengths of this 
study are that it makes use of a 
multicentre collaboration with 
well-standardised methodology and 
that a population-based confounder 
seems less likely within two cohorts 
differing only in disease duration 
rather than disease versus ‘healthy 
control’ (age differences seem 
unlikely to be critical).”

“It illustrates the power of 
longitudinal analysis. The lack of 
correlation of cytokines with 
symptom severity also tends to 
increase their plausibility as markers 
of causal process rather than a 
secondary physiological state. 
Considering how difficult it has been 
to get high quality biological studies 
like this off the ground in M.E. I think 
this is a major triumph.”

The story was widely reported in 
the media. Action for M.E. CEO 
Sonya Chowdhury was quoted 
in the Daily Telegraph, the 
Independent, and the Daily 
Mail, and was also interviewed 
on BBC Radio 5 Live’s Sunday 
Breakfast show.

Visit www.actionforme.org.uk/
biomarker to see the media 
coverage from the story, 
including a transcript of the  
BBC Radio 5 Live interview, and 
to read the expert comments  
in full.



The AGM was livestreamed and 
people joining remotely were 
welcomed to the meeting. During 
the livestream, 68 individuals 
watched either in part or full, while 
two associate members attended 
the AGM in person.

Dr Esther Crawley outlined the 
work of the CMRC in its first year, 
including its scientific conference 
held in September 2014. More than 
70 researchers attended and nearly 
60 Associate Members came to a 
patient and public involvement 
session with researchers (see 
InterAction 88, p 11).

The Conference was very 
successful with positive feedback 
provided after. We know that new 
collaborations have been set up as a 
result of the conference. A six-month 
evaluation was made in March to 

follow-up what impact the 
conference had on research (this was 
not published in time for the 
InterAction deadline, but can be 
read on Action for M.E.’s website at 
www.actionforme.org.uk/get-
informed/news). 

Dr Crawley identified that 
following a number of questions 
from members and others, a number 
of amendments to the Charter have 
been proposed. These have been 
circulated, in advance, to all 
members. Only one member raised 
a question which CMRC Chair Prof 
Stephen Holgate (pictured) had 
responded to. This did not change 
the proposals made. The proposed 
changes were approved and have 
been implemented. 

Dr Crawley outlined some of the 
plans for the forthcoming year. 
Planning is underway for the second 
science conference which will be 
held in Newcastle in the autumn, to 
include themes on mitochondria, 
neurophysiology, sleep and research 
trials, plus a public involvement 
session. 

A panel of expert researchers is 
being established to offer pre-
application peer review to the 
CMRC’s professional members. The 
aim of this is to share advice and 
strengthen applications. It is hoped 
this will result in increased success 
rates with application.

Board membership

Prof Holgate outlined that the CMRC 
is only just over a year old. He added 
that the Board does need to reflect 
an evolving membership and 
encourage people from outside the 
field alongside early-stage career 
members. The Board will therefore 
be looking at the list of research 
members and identify one or two 
more people to invite to join.

One of the associate members 
attending the AGM stated that it is 
important to work to make this field 

be seen as a good career option for 
doctors. Prof Holgate agreed but 
highlighted that the focus for the 
CMRC is research and that it does 
not have the authority in that area; it 
is important to attract people from 
other fields. He also added that at 
the conference there were a lot of 
early stage career scientists, which 
was very encouraging.

Dr Alastair Miller added that one 
of the problems for clinicians is that 
there is no one discipline in the NHS 
that specialises in the illness; it 
currently sits across specialisms and 
is therefore not ‘owned’ by anyone. 
He stated that the challenge is to 
get M.E. into the curriculum for 
training physicians. 

Driving innovation

A livestream viewer asked how the 
CMRC will drive innovation. Prof 
Holgate outlined that the plan is to 
establish a ‘grand challenge’ to 
bring scientists from across the 
‘-omics’ field together with clinicians, 
epidemiologists etc. to create a 
national effort to embrace existing 
and new technology. He said it was 
essential to have large patient 
collections with well-phenotyped 
and well-collected samples for the 
scientists and statisticians to 
integrate this to identify new 
stratifications. The only way to 
achieve this is to come together as it 
is too big a problem and too 
expensive to tackle alone.

UK CFS/ME Research Collaborative AGM
The UK CFS/ME Research Collaborative (CMRC) held its first annual 
general meeting (AGM) last December.

Join the CMRC

Patients and professionals who 
want to support its work are invited 
to join the CMRC, with two types of 
membership available:

•	professional membership (£20 
per year, £15 for research 
students), open to all UK-based 
medical practitioners, healthcare 
professionals, researchers and 
charities with an interest/
involvement in M.E. research

•	associate member (free), open to 
patients and carers interested in 
supporting the CMRC, even if 
they are not actively involved in 
M.E. research. Associate 
members will be kept up to date 
with regular updates about work 
progress, outcomes from 
meetings and new initiatives.

To find out more about 
membership benefits, and/or to 
join, please visit www.actionforme.
org.uk/join-the-cmrc or contact the 
Action for M.E. office (see p 2).
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Deciding which research we fund

There are two vacancies on our 
Research Panel, which reports to the 
Board of Trustees and holds 
delegated responsibility to:
•	support the development of 

Action for M.E.’s research strategy
•	oversee implementation of the 

research strategy
•	maintain a watching brief on 

behalf of the Board on the 
relevance and potential value of 
research initiatives in the M.E. field.

This is a voluntary role for those 
with an interest in, or experience of, 
research which may or may not be in 
the M.E. field. The closing date for 
applications is Friday 24 April.

As part of our new research 
funding assessment process (see 
below), Action for M.E. is inviting 
people affected by M.E. to apply to 
join its Voice Committee.

The purpose of the committee is 
to ensure that people affected by 
M.E. are an inherent part of decision-
making about research projects that 
we do and don’t fund.

Along with people with M.E. and 
carers, the committee will also 
include clinicians and healthcare 
practitioners not currently active in 
research.

(An additional Scientific Advisory 
Panel, featuring active researchers/
scientists with a particular interest in 

M.E., will also be part of the 
process).

This is a voluntary role for anyone 
affected by M.E., including patients 
and carers. You do not need to have 
taken part in, or have any experience 
of, research. The closing date for 
applications is Friday 24 April.

For more information

For more information, or to apply  
for either role, please visit  
www.actionforme.org.uk/vacancies 
or contact us (see p 2) to request a 
paper copy of the application pack.

Our research: have your say
Could you get involved in Action for M.E.’s research strategy? We are seeking 
people with M.E. to take part in our Research Panel and our Voice Committee.

Action for M.E. has developed a 
research funding assessment process 
to ensure transparency and a clear 
framework for the way we work.

As part of our Research Strategy 
2014–2016, we highlighted the value 
we place on the involvement of 
people with M.E. and this process 
seeks to build this in as an inherent 
part of decision-making about 
research projects that we do and 
don’t fund. 

All applications sent to us by 
research teams seeking our funding 
for their work will be put through the 
five-stage process outlined here:

1. Triage: this ensures that the 
application form has been 
completed correctly, and that it falls 
within the scope of the research call 
or the parameters of our Research 
Strategy.

2.  External peer review: the 
minimum requirement for all 
applications is one external peer 
review but in most circumstances, at 
least two will be sought. 

3. Voice Committee: this is made 
up of people with M.E., plus 

clinicians and other health 
professionals currently not active in 
research. Members of the committee 
will be provided with a lay case for 
support (written using non-technical 
language) for each research 
application and asked to consider 
key criteria, focusing on potential 
clinical/patient benefit, issues of 
practicality (eg. demand on 
participants), and strengths/
weaknesses.

4. Scientific Advisory Panel: this is 
made up of researchers with a 
proven track record in their field, 
ideally with an interest in M.E. After 
each application is presented and 
discussed, members will be given 
anonymised copies of the full 
applications and peer reviews, and 
asked to score each application. 

5. Award decision-making: scores 
from the Voice Committee and the 
Scientific Advisory Panel will be 
combined to produce a shortlist. 
Supporting Members of Action for 
M.E. and donors to our most recent 
research appeal will be asked to vote 
to prioritise shortlist. Our research 

panel, chaired by Dr Jane Young 
(pictured below at last year’s UK 
CMRC research conference), will then 
make a recommendation to the 
Board of Trustees.

To read a full copy of our 
research funding assessment 
process, visit www.actionforme.
org.uk/get-informed/research/
our-research-policy or contact us 
(see p 2) for a copy.
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Problems with eyes and vision are 
common in people with M.E. In fact, 
around three-quarters of the 2,073 
consecutive patients described in 
one report specifically said that 
sensitivity to light and dullness of 
vision were significant problems. 

However, apart from a small group 
of observational studies (see ‘Signs 
and symptoms’), there is very little 
evidence in the scientific literature 
that these symptoms exist, even 
though they greatly affect quality of 
life and can easily be measured. This 
means that there is no solid, 
evidence-based scientific data to 
back up patients’ reports of their 
disabling visual disturbances. 

In order to redress the balance, Dr 
Claire Hutchinson and Dr Steve 
Badham of the Vision and Language 
Research Group, University of 
Leicester have been busy trying to 
identify and quantify vision-related 
problems in the disease, with 
funding from ME Research UK and 
the Irish ME Trust. 

Based on the visual symptoms 
most commonly reported by people 
with M.E. – such as light sensitivity, 
difficulty focusing and reading 
problems – the researchers initially 
set out to test patients’ visual 
awareness (including hypersensitivity 

to light and difficulty suppressing 
background visual information). 

In the autumn issue of 
Breakthrough (see InterAction 86,  
p 22) we explained the results of 
their first scientific paper, which 
showed that M.E. patients were less 
able than healthy people to focus 
selectively on a specific target while 
ignoring other irrelevant information. 
It also revealed that patients were 
slower when it came to moving their 
attention to a target, slower at 
scanning, and more easily affected 
by ‘distractors’ on the screen. 

Eye movement

Now, Claire and Steve have 
published a second scientific report, 
describing their experiments on eye 
movement tracking during ‘smooth 
pursuit’ of a slowly moving object, 
and on voluntary eye movements 
towards (prosaccade) or away from 
(antisaccade) visual targets on 
screen. Although the M.E. patients 
and matched healthy controls (20 in 
each group) were similar in many 
respects, patients generally 
performed worse than healthy 
people in tasks that required quick 
and accurate movements of the 
eyes. 

In particular, the ability to perform 
eye movements opposite a target 
was more impaired in M.E. patients, 
and associated with high positional 
errors (ie. discrepancies between the 
final eye gaze position and the 
desired fixation point). 

In addition, patients were deficient 
in their ability to track closely a 
moving target during ‘smooth 
pursuit’ with the eyes, and their 
performance deteriorated as the 
testing session went on, something 
not seen in the healthy people. As 
the authors point out, it may be that 
patients are susceptible to fatigue 

even at these very short timescales 
– the ‘smooth pursuit’ requires 
sustained musculature activity for 30 
seconds, and the three test-runs take 
only five to 10 minutes. 

Intriguingly, the visual deficits 
seemed to be related to age in the 
M.E. patients but not in the healthy 
people, suggesting that older adults 
with the illness are less able than 
young adults to compensate for 
M.E.-related vision deficits. In fact, 
the overall impact of M.E. may be 
proportionately greater in older 
patients, as a recent ME Research 
UK-funded research from Newcastle 
University has suggested (see 
Breakthrough, spring 2013).

In that study, there were distinct 
physiological and clinical differences 
between older and younger patients, 
even though they had been ill for the 
same length of time. Older patients 
not only had more fatigue and 
depression (and a poorer quality of 
life), but they had a significantly 
greater burden of autonomic 
nervous symptom problems too! 
These observations could be very 
important clinically, as a sizeable 
proportion of people with M.E. 
present with symptoms for the first 
time over 50 years of age, and a 
significant number are aged over 60.

Signs and symptoms

In the early 1990s, two reports 
appeared in the scientific literature 
reporting ocular (eye) symptoms in 
M.E. In the first, in 1992, a research 
group in Boston, Massachusetts 
surveyed 190 patients and 198 
healthy controls by written 
questionnaire and found a range of 
eye-related symptoms, which they 
grouped into categories: functional 
(related to accommodation and 
convergence); neuro-sensory (such 
as headaches, sensitivity to light, and 

Me research uK on vision
Continuing our guest series of articles from independent charity ME Research 
UK, by its Operations Director Dr Neil Abbot.
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centralperipheral integration 
disturbances); entoptic phenomena 
(such as “floaters”); and anterior 
segment (such as tear-related). In this 
study, 24.7% of patients had reduced 
or stopped driving because of eye 
problems compared with only 3% of 
controls. 

In the second study in 1994, all 25 
M.E. patients reported eye 
symptoms; the most common 
clinical findings were abnormalities 
of the pre-ocular tear film and ocular 
surface (19 patients), reduced 
accommodation for age (18 patients) 
and dry eyes (nine patients). 

Later in the decade, two more 
reports appeared, both in 1997. One 
presented three in-depth cases for 

an audience consisting largely of 
practising optometrists, concluding 
that M.E. patients can experience 
symptoms ranging from mild 
accommodative dysfunction to 
debilitating disability, while the other 
report reviewed the visual and ocular 
signs and symptoms of 141 patients 
and discussed several management 
options, including yoked prisms, 
progressive lenses, tints and ocular 
lubrication. 

Between 2000 and 2010, two 
further reports appeared. The first 
was a case–control study in which 
the 37 patients had significant eye 
impairments compared with 
controls; the impairments included 
foggy/shadowed vision and 

sensitivity to light, and there were 
associated problems of eyeball 
movement (oculomotor 
impairments) or tear deficiency. The 
second, from Russia in 2003, 
reported vascular pathology of the 
eye in 70.2% of the 218 M.E. patients 
studied, and ‘dystrophic pathology’ 
in 52.8%. 

It’s amazing that these six smallish 
reviews and studies represented the 
sum total of research on eye 
problems in M.E. prior to our recent 
funding of the vision study in 
Leicester. Time marches on but 
sometimes it can seem to stand very 
still indeed where research into M.E. 
is concerned.

When people think of vitamin D 
deficiency, they think of rickets and 
its devastating effects on human 
populations. Yet, rickets is now 
recognised to be merely the extreme 
end of a spectrum of possible 
disorders; in effect, the tip of the 
vitamin D-deficiency iceberg. 

Recent scientific work – centring 
on the discovery that vitamin D 
receptors are widely distributed in 
the body and can be found in most 
cells and tissues – has thrown new 
light on this vitamin and its role in a 
variety of key functions. In particular, 
there is great interest in the part 
played by vitamin D (or its 
deficiency) on the risk of chronic 
illnesses, including autoimmune and 
infectious diseases, common 
malignancies, and cardiovascular 
disease. 

Why might this be important in 
M.E.? Well, as a chronic illness with 
immune, infectious and 
cardiovascular aspects, there is at 
least a possibility that vitamin D 
deficiency/ insufficiency could 
somehow be involved. Also, vitamin 
D inadequacy has been linked with 

impaired neuromuscular functioning 
and chronic pain, two important 
facets of the day-to-day experience 
of M.E. patients. 

Given the possibility of links 
between vitamin D and M.E., ME 
Research UK awarded funding to Dr 
Faisel Khan of the Institute of 
Cardiovascular Research in Dundee 
– who has worked for many years on 
cardiovascular factors in a number of 
diseases – to test vitamin D levels in 
already-collected samples from two 
studies previously funded by our 
charity. 

The results of these preliminary 
studies were published in the 
International Journal of Cardiology 
in 2014. In the 41 patients for whom 
full data were available (their mean 
length of illness was 9.7 years, and all 
were of white European descent), 
levels of the main circulating form of 
serum vitamin D ranged from 7 to 
108 nmol/L. Circulating vitamin D 
levels correlated significantly with 
age but not with sex or body mass 
index. 

Most importantly, the researchers 
found significant correlations 

between circulating serum vitamin D 
levels and markers of inflammation, 
oxidative stress, endothelial function 
and arterial stiffness. As the authors 
point out, observational studies like 
this one cannot prove that vitamin D 
deficiency is causing impaired 
vascular function or the symptoms of 
M.E., particularly as the interplay 
between the vitamin and 
physiological function is 
complicated. 

Nevertheless, the results are 
intriguing. In other illnesses, such as 
type 2 diabetes, high-dose vitamin D 
has been shown to improve 
endothelial vascular function. To see 
if this is also the case in M.E., we 
have funded Dr Khan and colleagues 
to undertake a clinical trial of 
high-dose vitamin D 
supplementation, and the results of 
this larger study will be published 
shortly.

These articles originally appeared in the spring and autumn 2014 issues of Breakthrough magazine. 
Read it at www.meresearch.org.uk or contact ME Research UK, The Gateway, North Methven Street, 
Perth PH1 5PP. Tel: 01738 451234. Email: meruk@pkavs.org.uk

Vitamin D and vascular function
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Even at the best of times, minor 
nutrient deficiencies can make you 
feel below par. But when your health 
isn’t great, good nutrition becomes 
all the more important. With M.E., 
it’s crucial to keep your energy levels 
high enough and stable, and make 
sure you get all the vitamins and 
minerals needed for brain function 
and metabolism. 

But it’s not always easy. Marie 
Smith, talking about shopping and 
cooking on Action for M.E.’s 
Facebook page, says she finds it “a 
nightmare. We have always run out 
of everything, which makes me feel 
guilty.”

“I walk into the kitchen at teatime 
and dread cooking,” agrees Cheryl. 
“I absolutely hate shopping for food 
because I just don’t know where to 
start.”

You need to embrace convenient 
food – though not necessarily 
‘convenience’ food, and certainly not 
junk food. I’m talking about food 
that makes life easier.

A well-stocked store cupboard is 
your friend. Mine contains rice, 
pasta, noodles (wholegrain where 
possible), red lentils and other 
quick-to-cook wholegrains like 
bulgur wheat and couscous. Like 
dried food, tins keep for ages, so 
stock up on tinned tomatoes, soup, 
baked beans, other tinned beans 
and chickpeas, and tinned fish. For 
hassle-free desserts, there’s tinned 
fruit (in juice not syrup) and low-fat 
rice pudding. 

Buy in bulk to cut down on 
supermarket trips, and to save 
money. And don’t forget the 
convenience of online shopping with 
either click and collect or home 
delivery.

“We plan a few days in advance 
what we’ll be having,” says Emma 
Kelshaw. “It saves so much energy, 

not having to decide each night, and 
makes shopping easier too.”

The big freeze

A big freezer is a Godsend. Look for 
low-fat versions of breaded fish and 
chicken, and low-fat oven chips and 
wedges. Buy bread in bulk and 
freeze it. 

Have a couple of healthy ready 
meals in the freezer, for days when 
you’re not up to anything beyond 
putting something in the microwave. 
Augment them with individual 
steamable bags of frozen 
vegetables. And frozen fruit is great 
for adding to desserts and 
breakfasts.

Batch cooking is well worth while 
– if and when you have the energy. 
Make up as much of your favourite 
soup, chili con carne, savoury mince 
and curry recipes as you can, and 
freeze them in individual portions for 
healthy freezer dinners. 

“I bought a slow cooker and found 
some fairly straightforward recipes,” 
said Wendy Williams on Facebook. 
“I can make a whole batch of food 
with minimal prep (chop, chuck it in) 
then divide up into several portions 

and freeze for later.
If friends and relatives ask if there’s 

anything they can do to make things 
easier for you, ask for them to do 
some batch cooking for your freezer.

A microwave is useful, too, 
especially for reheating your freezer 
dinners, and making porridge and 
baked potatoes. A jacket spud 
makes a quick, nutritious meal – top 
with tinned fish, tinned beans, chilli 
(frozen, from your batch cooking), or 
bought potato toppings. For a 
change, try baking sweet potatoes: 
they’re a fantastic source of beta-
carotene, which is a powerful 
antioxidant.

Better breakfasts

If, like me, you often feel worse in 
the mornings, simplifying breakfast is 
a big help. A bowl of wholegrain 
cereal can be made more nutritious 
(extra protein, fibre, vitamins and 
healthy fats) by adding some 
chopped nuts, a handful of berries 
(frozen are fine) and some low-fat 
yogurt. 

There’s also nothing wrong with a 
sandwich for breakfast, plus they’re 
easily prepared in advance. Choose 

Fuss-free food
People with M.E. often find it difficult to cook a proper meal. Dr Carina 
Norris explores how to get the right nutrition with minimum fuss and cost.
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a healthy low-fat protein filling such 
as lean meat (chicken, turkey, beef or 
ham), tinned fish, eggs, or hummus, 
and add plenty of salad. There’s no 
reason why you can’t toast your 
sandwich (ask for a Panini press for 
your birthday), or ring the changes 
by using a chapatti or tortilla wrap.

Planned leftovers

Cook an extra portion of chicken for 
supper one night, and eat it hot or 
cold for lunch (or supper) the next 
day. Hardboiled eggs also keep for a 
few days in the fridge, to add instant 
protein to meals. Cooking extra 
vegetables can also save time. 

Leftover potatoes and pasta are 
also useful standbys. They contain 
‘resistant starch’ that helps to 
balance your blood glucose levels 
(and therefore your energy levels), 
keeping you feeling full between 
meals. Cold potato and pasta salads 
are delicious, and can also be 
heated without losing the benefits. 
Just be careful with leftover rice, to 
avoid food poisoning. Cooked rice 
should always be quickly cooled and 
refrigerated straight away, and then 
eaten promptly straight from the 
fridge, or reheated until piping hot.

The important thing to achieve is a 
balanced diet, but you can rethink 
any traditional ideas of what 
constitutes breakfast, lunch, supper 
and snacks. 

Fancy cold beans on toast for 
breakfast? Fine. Leftover curry two 

days in a row? No problem. Cereal 
for dessert? I often do. Hardboiled 
egg as a snack? No complaints from 
me. 

Sensible snacking

Healthy snacks can keep you going 
until your next meal – particularly 
important if fatigue delays when you 
can next get a ‘proper meal’. Try to 
include some protein, healthy 
unsaturated fats, and slow-release 
carbohydrates. 

Jacqueline Green recommends 
pumpkin and sunflower seeds 
roasted in the oven for 10 minutes. 
Other ideas include a handful of 
unsalted nuts and raisins, oatcakes 
spread with low-fat cream cheese 
(and a little honey if you like), and 
the aforementioned hardboiled egg.

Fruit is also good, and can quell a 
craving for sweetness without 
reaching for chocolate. Bananas are 
the most sustaining, but all fruits are 
good. Juicing and blending fruit 
releases the natural sugars in the 
fruit (rather than making our bodies 
digest it first), meaning juice and 
smoothies are not as good for the 
sustained energy that’s particularly 
important when you have M.E. So I 
always recommend eating fruit 
whole.

Quick meal ideas

You’ll notice that many of my quick 
standbys take something basic and 
supremely easy – pot noodles, 
instant porridge – and turn it to a 
nutritious meal with healthy “add-
ins.” Feel free to make changes 
according to what you like and have 
available.

Tina Ruiz told us she does just that: 
“When I’m too tired to cook I have 
‘enhanced packet soup.’ I keep a 
store of packet soup and cup-a-
soups, and add extra veg or some 
chicken-style Quorn from the freezer 

(it can be cooked quickly from frozen 
and is cheaper than chicken). I serve 
it in a very large mug – easier than a 
bowl.”

Alternatively, try adding sliced 
spring onions, sliced mushrooms, 
tinned or frozen sweetcorn, frozen 
peas, tinned red kidney beans or 
chickpeas. None of these require 
cooking – just pour the boiling water 
over everything together, to heat it 
all up. Top with a small tin of salmon, 
sardines, mackerel or tuna for 
protein and healthy unsaturated fats 
– or, if you don’t like fish, try ready-
cooked chicken, turkey, ham or beef.

You could also try power porridge: 
add-in fruit, nuts/seeds for protein 
and healthy fats, and a calcium-
provider such as milk or a calcium-
fortified dairy substitute. My current 
favourite is adding mashed banana, 
peanut butter and a scoop of 
chocolate protein powder, topped 
with flaked almonds and a dollop of 
fat-free Greek yogurt.

Some wholemeal pasta with a jar 
of pasta sauce stirred through (look 
for one low in salt and sugar) makes 
a quick meal, especially teamed with 
some ready-prepared protein and 
some bagged salad leaves. But I 
think a tin of ratatouille makes an 
even better, veg-rich sauce, plus it’s 
generally cheaper.

About the author 

Dr Carina Norris RNutr (Public 
Health) is a registered 
nutritionist, health journalist and 
author with a passion for 
communicating the message 
that eating healthily can be 
practical and enjoyable. She 
regularly writes articles and is 
called on for quotes when 
nutrition is in the news. Carina 
has had M.E. for around 20 
years. When she’s not working, 
resting, or talking too much, 
Carina enjoys baking, jewellery-
making, birdwatching with her 
lovely ornithologist husband, 
and snuggling with her severely 
ataxic cat, Risky.

“Try baking sweet potatoes: they’re 
a fantastic source of beta-carotene, 

a powerful antioxidant.”
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Creative corner
If you are an artist, poet, writer, painter, photographer, crafter or cartoonist 
with work to show off, please get in touch (see p 2).

This painting is by Matthew Giddy. Speaking of his art Matthew says, “I have 
found inspiration and escape through painting. I work from my own 
photographs of the natural environment and then interpret what I see by 
painting with acrylics directly on to canvas in a free style.” You can see more 
of Matthew’s work at matthewspaintings.webplus.net

EGO

by Christine Heardman

I’ve lived for some time in a 
strange new world

The Land of the Sick and 
Disabled.

Where you’re looked on as 
weird, or mad, or bad,

Or so you are frequently 
labelled.

 
No freedom to stroll 

unannounced in a crowd,
To find a shop window and 

stare.
My presence is signalled out 

way in advance
Resplendent in scooter or chair.
 
Some people stare, some 

people smile,
Some people pretend you’re 

invisible.
They may look at the ground, or 

scamper away,
With actions at times quite 

derisable.
 
It’s also quite strange to need 

so much help,
When I’ve always been such a 

control queen.
Others don’t do things the 

same as I would,
And some aren’t at all keen! 

I comfort myself that it’s good 
for the soul

To let go of image and ego,
But sometimes I think in the 

cold light of day,
Just where did that thing I 

called ‘me’ go?
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“The poems in ‘Creative corner’ 
inspired me to dig out a poem I 
wrote nearly two years ago,” says 
Kishli. “At the time I was 
experiencing a worsening of M.E., 
and barely able to leave the house. I 
am pleased to say that I returned to 
part-time work a month or so after I 
wrote the poem, and gradually was 
able to reintroduce all the things I 
wanted to do. I still have to pace 
myself, but I am grateful to be where 
I am today. I know I am one of the 
lucky ones.

“The Old English refrain in my 
poem is taken from an elegy called 
Deor which laments the misfortunes 
faced by legendary figures, and how 
they overcame them. It means ‘That 
passed away, this also may/may this 
also’ and perfectly sums up for me 
the need to be positive.“

Elegy to M.E.

by Kishli Laister-Scott

I lie in bed, alone, defeated,
devoid of fight or flight,
just another hour to be passed
like so many before.

æs ofereode, isses swa mæg

You have been my companion
and sworn enemy for most of this life
and yet, you have been my greatest 

teacher,
my greatest victory, my greatest 

threat.
Now we are locked again
in urgent, ugly battle.

æs ofereode, isses swa mæg

But I have misjudged you, my friend;
you are not the enemy to be feared;
that is much closer to me.
A smile dances across my lips.
I can not lose this war,
since the only one I battle
is me.
If I am victorious, you will be 

confined again
and if you win, it will be my failing
not your strength.

But that is a war for tomorrow,
for today you have won the battle,
gorged on my weakness,
exposed my frailty.
I must let you win,
but just for today.

æs ofereode, isses swa mæg

This beautiful drawing was sent in by Matthew’s mum, Jane Giddy who also has M.E. She says, 
“While being ill I have become interested in spirituality which sometimes finds its way into my pictures.”
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For people with M.E. who have to 
cope on their own, the reality is that 
life can be very tough indeed. Many 
people tell us that they feel lonely 
and isolated, and that carrying out 
day to day tasks with no regular 
support can be an enormous 
struggle. Sadly they often can’t see a 
way for their situation to improve.

Susan from Harlow has endured 
more than 30 years of loneliness. She 
says, “I don’t cope, I just exist.”

Gwyn Jones agrees that the 
situation can seem futile. However, 
she does believe in the old adage ‘a 
problem shared is a problem 
halved.’ Her advice for people on 
their own is to find someone to talk 
to (see useful contacts opposite). 
She says, “Just sharing feelings and 
circumstances, even when they can’t 
be changed, does reduce the feeling 
of isolation and being the only one 
in that position.”

Look after you

It’s important to accept that if you’re 
on your own, it’s ok to put yourself 
first and fight for the right care and 
support. 

Wendy Williams says she copes 
“with a great deal of difficulty and 
dogged determination. I have had to 
fight constantly to obtain and then 
maintain a social care package to 
enable me to do everyday tasks. In 
the end being alone with M.E. forces 
you to look after you.”

It’s also OK to allow yourself some 
treats that make you feel better, 
however insignificant they may 
seem.

Elaine Richmond has this advice 
for people on their own: “Pretty 
bedding and a variety of dressing 
gowns and slippers are cheery if you 
can afford them. In good phases 

when I venture downstairs I make a 
nice filter coffee with a special cup, 
saucer and tray and choose where to 
sit for it. These are small but 
important treats.”

Dinah O’Brien agrees that it’s 
worth investing “in some lovely 
bedding and pyjamas – this really 
helped me feel better about the rest 
of my appearance.” She also shares 
these tips for making life easier on 
yourself: “Don’t waste energy with 
family or friends who saddle you with 
their problems; and avoid stressful 
situations and people.”

Personal care

Day-to-day tasks can be a struggle 
for anyone with M.E., but when you 
don’t have the support of someone 
who can help on a regular basis, 
things can seem insurmountably 
difficult.

Advice from our readers is simple: 
if things like washing your hair and 
doing the housework aren’t possible, 
just don’t do them.

Anita Earl says she has learnt to 
cope in the following ways: “I keep 
baby wipes by my bed for when I 
need a wash. I use dry shampoo for 
washing my hair (but struggle to 
brush it in). Some days I don’t even 
manage to brush my hair, never 
mind wash it.”

Similarly, Jane Mitchell has learnt 
to adapt: “I have had my long hair 
cut short as I couldn’t manage to 

wash and dry it.” Many people with 
M.E. also swear by shower stools as 
an easy way to save energy while 
washing. 

Dinah’s practical advice is about 
prioritising: “Don’t use up precious 
energy trying to do housework. On 
the day that you do have some 
energy, try to get out in the fresh 
air.”

Josie Walls agrees. “Think about 
household tasks and whether you 
really need to do them (eg. ironing is 
often not essential), or whether you 
can get away with doing them less 
often. Always accept any offers of 
help. Break tasks down into small 
chunks and tackle them bit by bit 
with lots of rests. Figure out which 
times of day you’re at your most 
functional and use those times, with 
more rest in the bad times.”

See our article ‘Fuss-free food’  
(p 24) for advice from Dr Carina 
Norris on preparing easy and 
nutritious meals and snacks.

Friendships and M.E.

Many people with M.E tell us that 
their social lives suffer because of 
their illness. They can be too unwell 
to see the people they used to 
socialise with, and as a result 
friendships can fizzle out. 

Wendy says, “It is hard to keep 
friends, because M.E. uses up all 
your energy just looking after you. 
But the good ones will understand.”

“Don’t use up precious energy 
trying to do housework. On the day 

that you do have some energy, try 
to get out in the fresh air.”

Coping alone: your stories
Some people with M.E. are unable to rely on family and friends for support. 
InterAction deputy editor Emma Hypher finds out how those who live alone 
cope with their symptoms and other daily tasks.
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Dinah found her own way to cope 
with difficult friendships: “To the 
friends who didn’t understand then 
and still don’t now – I either gave 
them a wide berth or went to see 
them so that I could control how 
long these visits lasted.”

Sally Richardson has had M.E. for 
15 years and some of the worst were 
when she was housebound and went 
for days without seeing or speaking 
to anyone. “Make friends with your 
neighbours, postie, chemist, taxi 
driver,” she advises. “Being on 
smiling terms and knowing their 
names (write them down) makes me 
feel less isolated and part of my 
community.”

If your M.E. is so severe that you 
are house- or bedbound, Sue Taylor 
recommends other methods of 
communicating with friends: 
“Contact pen pals and phone pals 
as and when you can cope.”

Managing your expectations

Els Venhuizen advises people who 
are on their own to first of all accept 
what you can’t do, but also to 
acknowledge the things you can, 
however small they may seem. “If 
you are exhausted, go to bed. Do 
not set goals that you cannot attain. 
Love and accept yourself as you 
are.”

Rachel Dean suggests using your 
energy wisely and remembering to 
rest between active periods. “When 

going through a flare up, I go back 
to basics. Anything that doesn’t 
need doing doesn’t get done.”

Sarah Camley’s mantra is “if it isn’t 
essential I don’t do it. I never leave 
anything until the last minute as I 
need weeks, or in the case of 
benefits, months, to complete things 
most people do in a day or two. I 
never set goals for a day as I can’t 
keep them. If I open my eyes I see 
that as a huge achievement.”

For Sue, the key is not to be too 
hard on yourself. “Remember we 
can only do our best – don’t beat 
yourself up (says she who still does).”

Learn to accept help

Dawn Street used to rely on other 
parents to take her son to school, 
but felt guilty about the situation. “It 
made me feel really bad about 
myself, and uncomfortable in my 
developing friendships, as I was 
always receiving help and never 
giving. I prefer to save my favours for 
absolute emergencies.”

In response to Dawn’s post on 
Facebook, several people have 
suggested that learning to accept 
help is just part and parcel of living 
with the illness. 

Wendy advises. “I know it is 
awkward when friendships seem to 
be skewed to always needing help. 
But you may find other ways to repay 
a kindness in the future if given a 
chance to get a little better. It may 

Useful contacts

M.E. Friends Online forum
Action for M.E.’s forum for peer 
support and friendship
www.actionforme.org.uk/ 
me-friends-online

Action for M.E. services 
directory
Find local M.E. support groups
Tel: 0117 927 9551
www.actionforme.org.uk/ 
services-directory

Scope
Offers disability befriending 
services
Tel: 0808 800 3333
www.scope.org.uk/support/
services/befriending

Silverline
Provides emotional support  
for older people
Tel: 0800 470 8090
www.thesilverline.org.uk

Samaritans
24-hour emotional support
Tel: 08457 90 90 90
www.samaritans.org

Age UK
Offers befriending services and 
emotional and practical support
Tel: 0800 169 6565
www.ageuk.org.uk

Depending on your situation, 
social services or local disability 
organisations might also be able 
to help. If you are renting from a 
housing association, it might be 
worth contacting the landlord to 
see if they have any services that 
might help.

be nothing for a nearby parent to 
help with lifts to and from school.”

Lesley Bush agrees: “Do take any 
offers of help and make sure the 
school knows about your illness. You 
are not alone.”
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Looking back, I realise now I have a 
collection of moments which 
sparked my early interest in the 
natural world. They include the 
plants and wild flowers in our 
suburban back garden, watching the 
birds that came to our feeder, and 
observing the insects we passed on 
the walls as I went to nursery. From a 
young age the natural world was a 
huge part of my life, but now it 
brings me more joy than I’d ever 
have imagined. 

The year before I became ill with 
M.E. I was studying, among other 
things, biology and chemistry at 
college. My interests had led me 
towards science, natural history and 
potentially conservation. But in May 
2011, after several months of 
debilitating cramps, twitches, 
memory loss and violent fatigue, I 
was diagnosed with M.E.

Being housebound was the 
hardest thing I have ever had to deal 
with. The loss of independence, the 
questioning of my identity, the 
struggle to retain my dignity; it felt 
like almost everything I cared about 
was crumbling away. I couldn’t go 
for walks outside and I couldn’t visit 
the places and spaces I’d always 
gone to. My life had changed, 
almost beyond recognition.

Yet, over time, I found that there 
were still ways for me to feel a part 
of life. I found a way to connect with 
nature in spite of my illness. The 
natural world should 
be there for 
everyone to enjoy, 
regardless of their 
ability to get outside.

It started with my mum, who 
became my carer, bringing real 
flowers to my room. My sister had 
bought me a vase for Christmas and 
placed it by my bed, filled with 

daffodils, forget-me-nots, roses 
– whatever flowers appeared in the 
cracks of the patio or the lawn and 
borders outside. 

This was a little drop of nature 
brought indoors, which my body 
could tolerate, and the gentle sights 
and scents of the flowers were a 
beautiful reminder that the living 
world was still out there. 

Open the curtains

As the days passed, and I remained 
stuck indoors, my mother suggested 
I try lying the other way round in 
bed. Then, instead of facing a blank 
wall, I could rest by looking out of 
the window.

Initially, due to my sensitivity to 
light, I could only watch as the light 
began to wane from the sky each 
evening. Dusk approached, but 
instead of shutting the curtains, I 
would keep them open – which 
revealed a plethora of wonders. I 
saw urban foxes, slinking off to the 
road under the cover of darkness; I 
watched the silhouettes of the trees 
change each day as they grew then 
shed their leaves; I noted the 
moonlight’s ability to cast milky 
shadows onto the lawn. 

Slowly, I was able to watch my 
local wildlife more and more often, 
and during the day too. This was a 
part of life I could experience, and a 
different (but equally valid) way to 
appreciate the natural world. I 
learned I didn’t need a whole 
mountain range or river or even a 
big garden to enjoy the natural 

world: the view of a strip of sky, a 
balcony, a window box, or simply a 
telegraph wire can provide wildlife 
sights. 

There are a number of ways to 
attract nature to your space – 
whatever that is, however big or 
small. One of my most successful 
ideas was to get my parents to put a 
couple of different birdfeeders close 
to my window, right in front of where 
I was lying in bed. Our washing line 
provided a place from which to hang 
them and even the windowsill was 
used as a bird table. I wasn’t sure 
anything would feed so close to the 
house, but I was wrong. A few weeks 
later we had robins, blackbirds and 
parakeets hopping around right in 
front of me.

It wasn’t just birds, either. I was 
able to look at the smaller things 
too: insects, like the butterflies that 
drifted past; bees that banged their 
heads against my window 
(repeatedly); and even the spiders 
who made their glorious webs 
against the frame (until they got 
eaten themselves). 

Our patio became overgrown 
when I got ill (as priorities had 
inevitably changed) but this proved 
brilliant for the wildlife. Flowering 
“weeds” and plants like ivy provided 
nectar for insects. It really doesn’t 
take much for nature to arrive. I even 
found that frogs would come to a 
bowl of water put outside for them. I 
could hear them croaking from my 
bed – not as sweet as birdsong but 
still pretty cool.

Organisations like the RSPB (see 

“The natural world should be there 
for everyone to enjoy, regardless of 

their ability to get outside.”

Buzzing about nature
People with M.E. often enjoy watching wildlife from their window when they 
can. Elizabeth Guntrip shares her passion for this popular pastime, as well as 
tips for attracting wildlife into your garden.



useful contacts) have excellent 
online shops, where you can browse 
through reliable, quality products, 
from ranges of bird foods and 
feeders, to bee boxes and window 
boxes. They are delivered straight to 
your door, and if you can get a carer, 
family member, friend or neighbour 
to read the instructions and put 
them up outside, you can watch the 
wildlife using them without having to 
leave the house. 

In my garden I found suet pellets 
and general seed mixes were 
particularly popular with the wildlife. 
Binoculars are a wonderful treat to 
magnify your experience and I used 
pillows to prop my arms up when 
necessary.

If this is just not possible, there are 
still many organisations that try to 
connect people of all ages, abilities, 
and circumstances to nature. I’m 
now a member of the RSPB, WWT, 
National Trust and my local Wildlife 
Trust, and during the worst months 
of my illness their resources have 
been brilliant. Receiving their 
members’ magazines in the post 
brought beautiful images from 
across the UK into my bedroom.

If you can get online occasionally 
(turning down the brightness of my 
screen helped me) you do not even 
have to be a member to access their 
websites for great information, 
sound clips, forums and galleries. 
Many even have live video feeds of 
other natural spaces in real time. 
Simon King and BBC Springwatch 
(see useful contacts) provide some 
great live streams.

Citizen science

Recently, as I have been feeling a 
little stronger, I have found the joys 
of sharing my wildlife experiences. I 
set up a Twitter (www.twitter.com) 
account to connect with and chat to 
likeminded people, at my own pace. 
I have already found that Twitter 
provides a wonderful outlet for 
communication, which otherwise 
could have been impossible. 

Through the internet, too, I have 
been able to officially log my wildlife 
sightings and observations, when I 
have the energy. There are some 

great nature-recording schemes, 
designed specifically to be easy for 
the public to take part in. This means 
we can contribute, whatever our 
circumstances. 

From recording the birds you see 
through the British Trust for 
Ornithology, to butterfly and bee 
counting (see useful contacts), these 
citizen science projects are often 
flexible, with participants able to 
choose their location and time. 

Our experiences, as a community, 
are precious. In a world where most 
people are busy rushing around, 
people with M.E. have had to learn 
patience, and can be still. We watch, 
we learn, we discover. 

I have seen things I would never 
have taken the time to notice before 
my illness. I have reconnected to 
what first sparked my love of the 
natural world: seeing those wild 
flowers on my lawn all those years 
ago. 

I think the best of life is not found 
in frantic busy-ness, but in those 
simple moments that bring us joy. I 
hope the natural world brings you 
many happy times, now and always.

About the author

Elizabeth Guntrip is a young 
writer, freelance journalist and 
blogger. Before her illness she 
trained in sports and classical 
ballet, also studying science until 
her education was interrupted by 
M.E. She has always been 
passionate about the natural 
world and has now become a 
voice for inclusive wildlife 
watching. Lizzie hopes to get her 
children’s novel published soon. 
Follow her on Twitter  
@lizzieguntrip

Useful contacts

RSPB 
The Lodge, Potton Road,  
Sandy SG19 2DL
Tel: 01767 680551
www.rspb.org.uk

BBC Springwatch
www.bbc.co.uk/springwatch

Simon King Wildlife
Unit R24 Enterprise Zone, 
Commerce Park, Frome  
BA11 2FE
Tel: 01373 466312
www.simonkingwildlife.com

The Great British Bee Count
www.greatbritishbeecount.co.uk

The Big Butterfly Count
www.bigbutterflycount.org

British Trust for Ornithology
The Nunnery, Thetford,  
Norfolk IP24 2PU
Tel: 01842 750050
www.bto.org/volunteer-surveys/
gbw
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see p 48 for our  
bird feeder giveaway



The advertising of a product, therapy or clinic in InterAction does not 
imply that it has been tested or its use endorsed by Action for M.E.
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In December 1996, at the age of 16 
and a term into her A level studies, 
Emma caught a cold that was to 
precipitate a great change in her life. 
It wasn’t until 18 months later that a 
specialist diagnosed Emma with 
M.E. “When I finally finished school I 
was sleeping 12-15 hours a day, was 
catching every bug I came into 
contact with, and taking several days 
to a week to recover every time I left 
the house”.

With the retirement of the M.E. 
specialist just weeks after making 
Emma’s diagnosis, Emma’s care was 
under her GP. “Although he could 
offer little help or knowledge, he was 
appreciative of the difficulties of 
living with a chronic illness and 
invited me to visit him every six 
weeks for a chat about how I was 
doing and feeling.”

It was following her GP’s advice to 
go online and find a boyfriend that 
started a new phase in Emma’s life. 

Slow pace

On the internet dating website, 
Emma had decided to be upfront 
about her health. “I am naturally an 
open person so it felt right to put 
that I had M.E. on my profile, that I 
was looking for someone who could 
cope with my slow pace of life. That 
way I avoided any worries about 
when to mention it,” she recalls. “I 
was still sleeping 12-15 hours a day 
so it would have been pretty difficult 
to hide!”  

This approach paid dividends as it 
led to her meeting media 
production lecturer, Andrew.

“He was the only guy I met up 
with. Got it right first time!” 

What’s more, Andrew’s mother was 
a nurse and was able to advise him 
about M.E. “Right from the start he 

was brilliant about it,” says Emma. 
“It wasn’t long before I didn’t need 
to tell him how I felt, he could tell 
– sometimes before I could.”

In May 2013, Andrew surprised 
Emma by proposing. Emma 
describes the scene: “When I 
opened [our bedroom door] I saw 
that our bed was beautifully 
decorated with roses, heart shaped 
chocolates and heart-shaped 
confetti, with a jewellery box in the 
middle. I turned around to Andrew 
and he was down on one knee 
holding exactly the ring I would have 
chosen. I didn’t hesitate to say yes.”

They were inspired by others who 
had chosen charitable donations as 
an alternative to the traditional 
wedding list. They added to their 
wedding list a Just Giving page for 
Action for M.E. 

M.E. support

“Because of the length of my illness 
and the amazing information and 
support the charity has provided to 
me, there was only ever one charity 
on our minds,” says Emma. “Back 
when I was first diagnosed, after the 
consultant retired and wasn’t 
replaced, Action for M.E. was the 
only source of reliable information 
for my parents and me.”

With vital help from sister (and 
bridesmaid) Katy, organising the 
wedding involved meticulous efforts 
to reduce stress and demands on 
Emma’s energy. The venue was a 
local hotel; the whole day was kept 
under one roof, and a bedroom was 
made available for rest periods. 

Getting ready on the day was 
streamlined. “I booked a separate 
hairdresser and makeup artist, so 
they could work at the same time... 
They were surprised I had no music 
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ingemma’s story
Having had M.E. for 18 years, Emma Kelshaw talks 
to Liza Williams about what she achieved with care 
and support – and an honest online dating profile.

on, but this helped to save energy.” 
Emma and Andrew were seated 

during the ceremony, standing only 
for the exchange of rings and the 
announcement that they were 
officially married. 

Today, Emma describes her state 
of health as having improved. 
Although still unable to work, she 
has been able to establish a normal 
sleep pattern: 

“I need two or three relaxation or 
meditation spells in bed a day and 
to keep to a slow and steady pace, 
alternating activity and rest. Most 
days I manage a ten minute walk and 
ten minute exercises and some time 
on the computer. I go to a weekly 
gentle yoga class, but I rarely 
manage more than two or three 
weeks on the run and it takes me a 
couple of days to recover from.”

Alongside Andrew being a tower 
of support, Emma also describes her 
parents as having been “amazing 
and understanding the whole time 
I’ve been ill.”

Could you help support Action 
for M.E. by asking for donations 
to mark a special occasion? Our 
fundraising team can offer 
advice and support: contact 
them on 0117 927 6628 or email 
fundraising@actionforme.org.uk



Pacing was probably the best piece 
of advice I was given for managing 
my illness but simple though it 
sounds, the problem can lie in 
understanding what it actually 
means. Dawn Street agrees. “Pacing 
helped me to some extent when I 
was first diagnosed. I had to learn 
everything myself as the doctor was 
no help at all.” 

The simple answer is that pacing is 
about learning to manage physical, 
mental and emotional activity and 
rest. You can find out more in Action 
for M.E’s booklet, Pacing for people 
with M.E. (see box opposite).

Listen and unlearn

I don’t know about anyone else but I 
am guilty of talking to myself. The 
question I should be asking myself is, 
“How much can I safely do?” – and I 
had better pay attention to the 
answer my body is giving me. 

Whether you are an M.E. newbie 
or a veteran, paying attention to that 
internal dialogue can impact hugely 
on your day-to-day existence. 
Unlearning sometimes years of 
habits and expectations can be one 
of the most difficult ideas to accept.

As Sallyanne Honey says, “There is 
the adrenaline rush where you think, 
hurray, I feel human again, just to 
have that taken away the next 
moment.”

Perhaps, pre M.E., your internal 
conversation might have gone 
something like:

– “I’ll go to bed now.”
– “No, just one more episode of 

Breaking Bad.” 
Or:
– “I’ve had quite enough 

chocolate for one night.”
– “Ah, go on! See what flavours 

are in the next layer.”
Whichever you chose, I am willing 

to bet that the extra episode, or 
some more chocolate, weren’t likely 
to have such a devastating effect 
later on. 

Action for M.E.’s pacing booklet 
says: “Words like ‘gradual’ and 
‘slowly’ are vital in pacing. It is 
important to establish your baseline 
(the level at which you can maintain 
a particular activity on both a good 
and a bad day) and, once that 
sustainable baseline has been 
established, to increase that activity 
by no more than 10%.”

Katina Hockney says, “My advice is 
to go by your gut feelings, stopping 
before it is too late. If I ignore the 
signals the consequences are 
extremely unbearable. I find this 
scary so I pace carefully and remain 
in control of it rather than it 
controlling me.” 

Dawn knows there is a “limit 
beyond which trying to push, 
however slowly, resulted for me in 
exacerbation of symptoms and/or 
relapse.”

How do you pace yourself?

The answer for me is: plan. I learnt 
what my best times of day were and 
use them wisely. 

“Do tasks a chunk at a time in 
small portions,” says Stefi. “That’s 
helped me.” 

Sallyanne suggests, “Strip life back 
to the basics.” Dawn adds, “I found 
scheduling activities, including rest 
periods, allowed me to mostly keep 
on top of things.”

Action for M.E.’s pacing booklet 
says: “The key point to remember is 
that your pacing plan must be 
appropriate for your own 
capabilities, however limited.”

I set a safe baseline for every 
activity; knowing how much I can do 
and for how long. I have learnt to 
ignore that tempting little voice that 
argues with me. Twenty minutes is 
my baseline now for personal care, 
food preparation or tidying.

I also find mindfulness a wonderful 
tool. Simple window gazing, 
focusing on sounds or sights such as 
cloud formations, raindrops (plenty 
of those around) or seasonal colours, 
for ten or fifteen minutes, can do 
wonders when you are feeling 
distracted, negative and exhausted, 
and gives the body a breather too.

Ace of pace
Many people with M.E. find pacing helpful but it can be a challenge to 
find a way to make it work for you. InterAction reader Carolyn O’Hara 
presents hints and tips that have helped her and other people with M.E.
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You can learn more about 
mindfulness, a very simple sort of 
meditation, at www.franticworld.com 
or take a look at InterAction 74 (p 36).

Alarm bells

The most challenging minutes in any 
activity are the last two or three, 
when you might be tempted to carry 
on and not rest as planned. 

Kelly Hosking uses alarms. “I have 
pacing alarms set on my iPhone and 
also reminders set for five minutes 
before the time is up, so I know to 
wind things up before my rest 
break.” This has helped Kelly reduce 
her pain and improved her 
concentration.

Lois Addy and Meg Pollock also 
recommend alarms to structure 
activity and rest periods. As Lois says 
on Facebook, “Use an egg-timer for 
activities and rest. Tedious but 
effective.” 

Alarm alternatives? I use my 
favourite music, something 
energising, whether it’s Rizzle Kicks’ 
Stereo Typical or a twenty minute 
blast of Bizet’s Carmen; pieces of 
music can be good task time 
definers. 

Lists, lists, lists

I’m also a lister – the best part is, of 
course, ticking items off. Sallyanne 
finds it useful to “make lists of small 
achievable goals which could be:
•	wash – rest twenty minutes
•	breakfast – rest twenty minutes.” 

But listers beware! I find that 
there’s nothing more depressing 
than beginning each day with exactly 
the same to-do list as the day 
before. I find that listing some 
one-off tasks, such as writing a letter, 
is so much more satisfying to tick off. 
Or I wait until my day is over, note 
what I’ve achieved, and then tick 
them off.
What if you have a job or a family 
too? Laura Tindle works as a supply 
teacher and says, “I’ve been trying 
to do pacing, and saw some 
improvement, but it was impossible 
to manage when I tried to get back 
to work.” 

Claire Yates had to leave her job 
for this reason. Now she is able to 
work for herself and can build in her 
rest periods, although she still has to 
juggle her family life. “My five year 
old is very good at understanding 
that mummy needs a rest, or that if 
we do something it means I’ll need 
to rest afterwards.” 

Some people with M.E. have 
benefited from using pedometers 
and step-counting smartphone apps, 
both indoors and out. Tony Golding 
says, “Even knowing the steps 
involved in a particular activity is 
helpful for setting a base and seeing 
how you are doing each day.” 

This helped Gabrielle Coeur, too. 
“I was advised to get a pedometer 
and monitor the number of steps I 
took per day, and slowly build them 
up. It worked really well for me.”

Lamp-posting

And then there’s lamp-posting. 
Never heard of this new craze? 
Perhaps it’s just me but I find this a 
perfect unit of measurement on days 
when I can crank myself up enough 
to get out of the front door. 

Counting the number of lamp-
posts I am able to pass is a quick and 
easy way of reminding me about 
pacing, outside. The euphoria of 
adding an additional lamp-post to 
my personal best is as good as an 
Olympic Gold.

On those daya when I’m not well 
enough to be hugging any lamp-
posts, not a single one, I console 
myself with the fact that they will be 
looking forward to seeing me again 
sometime soon. I had thought of 
giving each a name but perhaps that 
really would make me sound crazy. 
Happy counting! 

Pacing for people with 
M.E.

Action for M.E.’s booklet, 
contributed to by Clinical 
Specialist Physiotherapist Peter 
Gladwell and our Principal 
Medical Adviser Dr Alastair 
Miller, is available to read and/
or download at  
www.actionforme.org.uk/
get-informed/publications 

You can also find articles 
about pacing in our online 
InterAction archive.

Alternatively, please contact 
us (see p 2) to request paper 
copies.

“i set a safe baseline for every 
activity; knowing how much i can 

do and for how long.”

About the author

Carolyn is 58, and taught English in a 
large secondary school in Ayrshire 
for almost 20 years before becoming 
ill with M.E., which she has now had 
for 18 years. She is married with two 
grown up daughters and in the last 
four years has made progress 
enough to become self employed as 
a tutor and freelance writer, on a very 
small scale – an achievement of 
which she is very proud.

Free time passions, apart from 
lamp-posting, include live theatre 
and volunteering (when her energy 
allows) for CLIC Sargent, providing 
drama sessions with her husband for 
families of children with cancer.
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Dr Miller replies:

M.E. is by definition a collection of 
symptoms and as I have said in this 
column on numerous previous 
occasions, despite much excellent 
biomedical research we still do not 
appreciate the mechanism by which 
these symptoms are generated. 

As we have not identified the 
mechanism, it is difficult to target 
drugs against such an unknown 
mechanism and therefore we do not 
currently have any pharmacological 
agents (drugs) that will benefit the 
natural history and prognosis 
(outlook) for M.E. 

Although some people with M.E. 
may benefit from other approaches 
such as Cognitive Behaviour Therapy 
(CBT) and Graded Exercise Therapy 
(GET), it is well appreciated that 
these are not effective for all.

Unlike many other medical 
conditions there is no such thing as 
asymptomatic M.E. (ie. when a 
patient has an illness but no 
symptoms). Therefore we should 
make every effort to relieve 
symptoms. 

Unfortunately there are many well 
established symptoms of M.E. that 
have no recognised drug treatments. 
These include fatigue, brain fog, 
payback, tender lymph glands and 
recurrent viral infections. These 
symptoms will resolve when the 

condition itself improves in response 
to management approaches such as 
CBT and GET, if you and your 
specialist agree that these are 
appropriate for you.

Many symptoms will be amenable 
to more conventional symptom 
control such as painkillers 
(analgesics), sleep enhancers 
(hypnotics) and anti-depressants. 
However, as you correctly identify, 
many GPs are uneasy about 
prescribing drugs for symptom 
control in M.E., and therefore 
approaches that are potentially 
beneficial may be under-employed.

General principles

There are a number of general 
principles that any GP (or other 
prescribing clinician) needs to 
consider when trying to control the 
symptoms of M.E. by prescribing 
drugs for you. These are as follows:

•	Your GP should satisfy themselves 
that your symptom is caused by 
M.E. and not by some other illness 
that needs further investigation or 
treatment. Even when you have a 
well-established diagnosis of M.E., 
any new symptom that you 
develop needs to be carefully 
evaluated to ensure that no 
additional illness has developed. 

•	Your GP should identify, quantify 
and document each new symptom 
so that the benefit from any 
prescription can be assessed.

•	M.E. patients appear to be 
especially susceptible to adverse 
effects of drugs so if there is any 
non-drug approach to symptom 
control, it is sensible to try that 
first.

•	When drugs for symptoms are 
offered then it makes sense to start 
with small doses and increase the 
dosage slowly and steadily until 
the symptom is controlled, the 
maximum recommended dose is 
reached or dose related side 
effects from the drug become 
intolerable.

•	Once the symptom is controlled it 
may be appropriate to reduce the 
dosage again after a time and see 
if the symptom reappears. The 
general principle is to use the 
minimum effective dose for the 
minimum time that is necessary.

•	 If a drug is ineffective then it 
should be withdrawn.

•	 It is better to use a single drug to 
treat an individual symptom. If 
more than one drug has to be 
used then the GP needs to be 
aware of potential interactions 
between different drugs.

Dear doctor
Get in touch (see p 2) with your queries for our Principal Medical Adviser 
Dr Alastair Miller about medical matters. We regret that Dr Miller cannot 
respond to individual enquiries.

Medication for symptoms
Although the GPs at my practice are quite helpful they are often uncertain 
about which medications to use when trying to control the symptoms of 
M.E. Please could you give a guide to which medications are generally 
used to manage symptoms such as nausea, mood disturbance, pain, 
gastric problems and sleep disturbance?

Colin Barton



Possible outcomes

There may be four potential 
outcomes from the introduction of 
drug therapy:

•	The symptom worsens or you 
suffer an adverse drug reaction, in 
which case the new drug should 
be withdrawn.

•	There is no change in the 
symptom. In this case, the drug 
should also be withdrawn after an 
appropriate trial period that will 
depend on the particular symptom 
and drug.

•	The symptom partially responds to 
the introduction of the drug in 
which case it should be continued 

and consideration given to 
attempting a dose increase, 
bearing in mind the risks of dose 
related side effects. If no dose 
increment of this drug is feasible 
and the symptom persists then it 
may be reasonable to add a 
second drug.

•	The symptom is completely 
relieved. Under these 
circumstances it makes sense to 
continue the drug for some time 
and the consider withdrawal as the 
overall condition improves 
(perhaps in response to definitive 
therapy with GET or CBT).

In general, GPs should prescribe 
similar medications for symptoms in 

those with M.E. as in those with 
other causes for the same 
symptoms, having taken into 
consideration the general principles 
detailed above. 

It is not possible to provide 
detailed guidance for each individual 
symptom in this response. However, 
a detailed guidance to symptom 
control in patients with M.E. has 
been developed by the British 
Association for CFS/M.E. as part of 
its new good practice guide (see 
below). This includes input from GPs, 
specialist physicians, therapists and 
patients. It is planned that this will be 
available to GPs in April 2015.

BACME good practice guide
The British Association of CFS/M.E. (BACME) has produced a new guide, 
CFS/M.E. therapy: good practice.
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Aimed at GPs, other healthcare 
professionals and rehabilitation 
teams, the guide is split into two 
parts. The first looks at using 
medication to control pain, mood, 
nausea and other symptoms, as Dr 
Miller mentions above.

The second part draws on 
experience from clinical practice to 
create a practical manual for 

rehabilitation in adults with M.E.
This part is split into three sections 

– introducing therapy, phases of 
therapy and delivering therapy – and 
emphasises “a person-centred 
collaborative approach that can be 
delivered in an interdisciplinary way.”

Skills and interventions

It does not cover diagnosis, but 
instead focuses on specific skills and 
interventions. It stresses that therapy 
“should not be seen as a one-size-
fits-all model, but an ongoing, 
non-judgmental conversation and 
dialogue. Therapy is a collaborative 
process of both the therapist and 
person with CFS/M.E. sharing 
knowledge, agreeing realistic 
experiments and reflecting upon 
experience. It is recognised that 
each therapist using this manual will 
also have an individual and 
professional perspective which can 
enhance the core approach 
described.”

The first section includes guidance 

on managing co-morbidities, 
identifying red flags and dealing with 
symptoms that cannot be addressed 
within therapy.

The next section focuses on 
phases of therapy, acknowledging 
that each person with M.E. has 
different requirements at different 
stages of their condition. “This is not 
intended to be a fixed process but 
reflect the development of therapy 
in relation to the individual’s needs,” 
says the guide, highlighting the 
need for continual assessment and 
review to make sure that both 
therapist and patient are making 
decisions.

Addressing challenges

In the final section, the practice 
manual focuses on delivering 
therapy, including working as part of 
a multi-disciplinary team and 
addressing challenges that may arise 
during the process of therapy.

For more information about 
BACME, visit www.bacme.info
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Dr Sue Pemberton (pictured) is a 
qualified occupational therapist with 
more than 20 years’ experience 
working in the NHS. She first started 
working with people with M.E. when 
she was asked to design the original 
therapy programme for the Leeds & 
West Yorkshire CFS/M.E. service in 
1990. This programme was then 
adopted by many other CFS/M.E. 
services across the UK.

Then in 2012 Dr Pemberton set up 
the Yorkshire Fatigue Clinic in 
collaboration with Dr Philip Wood. It 
focuses on adults and young people 
over 13 years of age with M.E. and 
other conditions where chronic 
fatigue is a key symptom.

The clinic accepts direct referrals 
from most of North Yorkshire and 
York. Patients can also self-refer, with 
information about assessment and 
treatment costs available from the 
clinic.

The Yorkshire Fatigue Clinic is 
based at the Business Centre, Tower 
Court, Oakdale Road, Clifton Moor, 
York YO30 4XL. Tel: 01904 557148. 
www.yorkshirefatigueclinic.co.uk

What drew you to the field 
of M.E.?

I have worked in the field of M.E. for 
25 years, all starting from a simple 
request. At the time I was working as 
an occupational therapist in a 
specialist in-patient unit for people 
with a range of physical and 
psychological problems. I was 
approached by one of our doctors 
who was setting up a research study 
in M.E. with a consultant in infectious 
diseases. At that time I was running 
group programmes to help people 
with long-term conditions such as 
stroke and arthritis. I was asked to 
write a group programme to be part 
of the research.

There was very little written about 
the condition so we called on the 
principles used in other illnesses on 
energy and symptom management, 
grading activity and dealing with the 
impact of a disabling health 
problem. We recruited people into 
the research and once it was over 
there were so many people wanting 
to come that we continued to 
provide the group. I enjoyed working 
with people with M.E. because they 
were so motivated to improve and 
appreciative of any help that could 
be offered. 

From that point onwards, 
whenever I moved jobs I requested 
that I continued working in M.E. This 
was how the regional M.E. service 
based in Leeds evolved. My 
determination to stay in the field led 
to my appointment as the first 
Consultant Occupational Therapist 
in M.E. and Clinical Lead for the 

Clinical Network Co-ordinating 
Centre.

Then in 2012, with changes in the 
local service, loss of my post and 
redundancy, I faced the prospect of 
leaving this area of clinical practice 
for the first time in 23 years. I made 
the decision I wasn’t going to walk 
away, and set up the Yorkshire 
Fatigue Clinic.

What is your role within the 
team?

In contrast to working in a large NHS 
organisation, in the first year there 
was no team; it was just me. I took 
on all roles, from dealing with 
enquires to assessing and treating 
the patients. In the last year two of 
my previous colleagues have joined 
me as the demand has grown. I 
manage and head the service but as 
a small occupational therapy team, 
we are all hands-on in all areas.

Occupational therapy fits well with 
the difficulties that people with M.E. 
face as it involves the analysis of 
daily activities and tasks to identify 
the physical, cognitive, social and 
emotional demands. This is 
combined with an assessment of an 
individual’s current capabilities and 
needs to adapt tasks, plan patterns 
of activity and build towards life roles 
that maximise engagement in daily 
living. We work with barriers that can 
stop participation in valued activities, 
whether that is physical, cognitive, 
environmental, social or 
occupational. 

To ensure we keep the costs down, 
both for the NHS and for those who 

“Therapy has to be a collaborative 
process: one size does not fit all.”

The collaborative therapist
Continuing our overview of NHS services for people with M.E., we speak to 
Dr Sue Pemberton, Therapy Director and Specialist Occupational Therapist 
at Yorkshire Fatigue Clinic.
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pay themselves, we also do all the 
administrative roles ourselves, with 
the help of the building receptionist 
who answers our phone. We have 
set up networks with other 
professionals including a consultant 
immunologist and dietician, so we 
can offer a range of options based 
on people’s needs.

What happens when 
patients come to your 
service?

Many people contact us with 
questions and queries and from the 
very start it is important to us that 
people can make informed choices 
about what is right for them. If they 
are not from the local area we will 
talk to them about what services may 
be available and how to access 
them. 

Since December we have held the 
NHS contract for three Clinical 
Commissioning Groups in North 
Yorkshire. As soon as a referral 
arrives, it is screened and, if it meets 
criteria for M.E,. we contact the 
patient to discuss arranging their 
assessment. 

We book them in for a therapy 
assessment, which is the opportunity 
to get a full picture of all the 
symptoms and how they are 
impacting on that person’s life. We 
make sure there is time at the end to 
provide information on the condition 
and discuss how this relates to their 
experience. 

The next stage of assessment is an 
introductory workshop, which 
enables the person and a carer/
family member or friend to learn 
more about the illness and the 
approach taken in therapy. The 
assessment ends with a care 
planning session, which gives time to 
review the priorities for each person 
and agree on an individualised plan 
for therapy. 

Patients will attend either 
individual sessions, group sessions 
appropriate to the stage they are at, 
or a mixture of the two. For those 
unable to travel we have home 
based rehabilitation and use Skype, 
telephone or email support. For our 

young people there may also be 
joint sessions with education or 
other health services involved. 

Therapy has to be a collaborative 
process and we constantly review if 
we need to adjust the programme to 
suit that person’s needs: one size 
does not fit all. Most of our patients 
will be working with us for about a 
year. Even when patients are 
discharged at the end of this 
programme, we offer continuing 
access to support if needed, 
particularly during relapses.

What challenges have 
recent NHS reforms 
brought?

It was fortunate that at the time I left 
employment with the NHS, new 
reforms enabled independent 
services to deliver care to individuals 
funded by the NHS. Through 
working with local commissioners 
who were aware of our expertise, we 
were able to apply for NHS funding 
for individual cases. This enabled 
patients to have the choice between 
continuing to use the NHS Trust 
service or accessing our service 
locally. 

At the end of the first year we were 
thrilled when we were informed that, 
based on the clinical outcomes and 
patient feedback from our service, 
we had been appointed as the 
preferred provider in our area. At the 
end of our second year the 
opportunity arose to apply for the 
NHS contract for local Clinical 
Commissioning Groups. We 

developed our bid with the 
involvement of all our past and 
present patients. 

I think that the fact that we are 
small and specialist has created an 
ethos of joint ownership between 
the staff and the people who use the 
service. This would have been 
difficult to achieve under the old 
NHS structures. 

Despite some people’s beliefs 
about the profiteering of private 
providers, we earn less than having a 
standard NHS job, but there is 
immense satisfaction that comes 
from being able to provide a 
personalised NHS service. 

What advice would you give 
to a patient who has been 
referred for the first time?

Keep an open mind, ask questions 
to make sure this is right for you, and 
judge us on your experience. Many 
people have fears and concerns 
about seeing health professionals in 
this field, often based on their prior 
experiences. It is our job to 
understand and allay those 
concerns, to enable people to feel in 
control of their assessment and 
therapy, and ensure that it is a 
collaborative process. 

There may well be things that 
people expect or want from a service 
that we cannot provide – yet – and 
we respect individual’s views. If you 
are not sure, talk to us or other 
people who have attended our clinic 
so you can make up your own mind 
about how we can work together.
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Jo the super fundraiser
Jo Walsh-Pickerill, who ran the 
London Marathon for Action for M.E. 
last year, raised a whopping £3,605 
which put her in the top 3% of Just 
Giving fundraisers for 2014.

She says, “I was blown away by the 
generosity of people donating at the 
time. I am really very happy to do 
whatever I can to help with Action 
for M.E. My mum has lived with it for 
so long that it is very important to 
me.”

Not only that, but Jo’s finishing 
time was regarded as ‘good for age’ 
which has automatically enabled her 
to run in the marathon again this 
year. Go Jo!

Selfless silver
Marion and Keith Baudains 
celebrated their 25th wedding 
anniversary by asking for donations 
to Action for M.E. instead of 
presents. They raised £230, for which 
we are extremely grateful. “The 
reason we decided to donate to 
Action for M.E. is simply because we 
are personally aware of the 
devastating affect M.E. has on not 
only the sufferer but the family unit 
as a whole,” says Keith.

“Marion was diagnosed with M.E. 
in 2003 and at the lowest point was 
bed-ridden for a year. Simply 
receiving InterAction made us both 
realise her symptoms were not 
unique, gave us a far better 
understanding of the illness, and 
greatly helped us get through the 
worse days.”

To contact our fundraising team, call 0117 937 6628, email fundraising@actionforme.org.uk 
or write to us at Action for M.E., 42 Temple Street, Keynsham BS31 1EH.

Marathon men and women

Know someone who would like to run or cycle for us?

We currently have bond places in the following events:

•	Bupa London 10,000, Monday 25 May
•	British 10K, Sunday 12 July 
•	Ride London 100, Sunday 2 August 
•	Great North Run, Sunday 13 September
•	Bristol to Bath Marathon, Sunday 25 October

Contact the fundraising team (see below) for more details.

Nikki Sessions (pictured below left, 
with her sister Maddie), one of our 
London Marathon runners, imagines 
“happily bouncing across the finish 
line, full of smiles and the joys of 
life” come Sunday 26 April. Training 
may have tried to dampen her 
enthusiasm at times, what with the 
early morning runs and freezing fog, 
but she’s always had a personal 
reason to keep going. 

Nikki’s sister Maddie left school at 
14 because of M.E. “They thought 
she was lazy, or had had an 
argument with a friend and just 
didn’t want to go to school,” says 
Nikki. “Her confidence hit rock 
bottom and it took us years before 
we saw the real Maddie again.”

This personal inspiration is echoed 
by Anthony Mostran, another of our 
runners, whose partner Helen has 
M.E. “She has no answers, no 
advice, no cure and not even 
defined symptoms,” says Anthony. 
Although his training got off to a 
rough start – after getting a place 
Anthony “almost immediately got an 

injury” – he hopes taking part will 
give him the chance to help raise 
awareness of M.E. This goal is shared 
by team mate Jonathan Mogg. “I 
initially decided to enter the 
Marathon because I like to challenge 
myself,” he says. “And I thought 
what better charity to run for than 
Action for M.E.”

Jonathan, Anthony and Nikki will 
be joined on the day by own place 
runners David Grimsdale, Jo Walsh-
Pickerill and Annie Moore, and 
Action for M.E. team members Sean 
House, David Murray, Ian Catt, Kyle 
McPhail, Christopher Poots, 
Lawrence Blaylock and John 
Episcopo (pictured below right, with 
his wife Amy), who is taking part to 
mark the 10th anniversary of his 
wife’s M.E. diagnosis.

Action for M.E. would like to 
sincerely thank all our runners in this 
year’s race for the work they’ve put in 
training and fundraising. This year’s 
target is £38,000, and will go towards 
funding our vital support and 
information services.
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Bunting and brooches
Jayne Tapp is raising money Action 
for M.E. by selling her fabulous 
creations – which she makes when 
she’s feeling well enough – through 
the online marketplace, Etsy. Her 
Helping Hearts range features 
beautiful bunting and banners in a 
selection of calming colours, and 
50% of all profits are donated to 
Action for M.E. 

Take a look and shop your heart 
out at www.etsy.com/shop/
jayneslittlejourneys 

In November 2014 Shannon Johnson 
bravely shaved her head to raise 
money for Action for M.E. “The idea 
to shave my head for charity was 
something I considered for many 
years. Hair grows back after all, so 
why not?” says Shannon. Shannon 
was diagnosed three years ago, 
although her symptoms started eight 
years ago. Speaking of her illness, 
Shannon adds, “The biggest 
challenges I have faced so far have 
been accepting my limitations and 
finding a way to bring income into 

my household as I am unable to 
work.”

Shannon’s advice to any budding 
fundraisers is: “Make sure you are 
physically able to deal with what you 
decide to do. Advertise your 
fundraising event everywhere you 
can – my friends and family also 
advertised my fundraising page for 
me.” And perhaps most importantly, 
“If you decide to shave your hair, 
make sure you have plenty of 
thermal hats!”

Summer raffle
You’ll find tickets for our summer 
raffle in this issue – please help 
us raise vital funds by selling 
them to your family and friends. 
The deadline for ticket stubs to 
be returned to us is Tuesday 16 
June and the lucky prize winner 
will take away £750.

Spring clean for M.E.
You can now declutter your home 
and raise money for people with 
M.E. at the same time! Recycle 
your old clothes through Clothes 
for Charity and they will donate 
£200 per tonne received in our 
name. To find out more and 
request your recycling bag please 
visit www.clothesforcharity.org.uk 
or contact the fundraising team 
(see p 40). We can also provide 
bags for you to recycle used ink 
cartridges and mobile phones.

Shannon’s sponsored head-shave

Also not forgetting…
We also say a huge thank you to:

•	Alison Mitchell who held a coffee morning selling cakes as well as jewellery 
and cards, raising £420

•	Emily Wareham who ran the Brighton half marathon on 22 February and 
raised £591 

•	Chris Croshaw (pictured) who is running 2,015 miles in 2015 to raise 
awareness and funds for M.E. 

•	James Nolan from Manchester University’s Fuse FM, who raised more than 
£300 through a 24 hour radio broadcast.
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reaction
Send your letters, news and views to the editor at Action for M.E.,  
42 Temple Street, Keynsham BS31 1EH or email interaction@actionforme.org.uk

Please note views expressed here are not necessarily those of Action for M.E. We reserve the right to edit submissions.

I have had M.E. for almost five years, and now mostly avoid googling 
anything about M.E. because the results almost always depress me. I 
would have found it really helpful when trying to come to terms with my 
illness if I had read about what positive and fulfilling things other people 
with M.E. can do, so that I did not feel so depressed about my life 
prospects.

Therefore I would like to suggest an idea for an article, to help 
encourage and inspire people with M.E. I think it would be really great for 
people with M.E. to send in notes about activities that they manage to do 
– that they find positive and fulfilling, and that bring them meaning and a 
sense of joy. 

I have always been a very active person with many diverse interests. But 
when I became ill aged 24 I felt like my life was put on pause. One of the 
hardest things about being ill, for me, is that I still have many interests and 
ambitions, but find it very hard to engage in activities due to lack of 
energy. 

I waited four and a half years to start living again. Then I realised that I 
can’t just keep waiting because I might not get better. Despite feeling like 
death most of the time I have slowly found small ways to engage in 
fulfilling activities, such as taking up composing music from my bedroom, 
and going for short walks in the heath to study nature when I feel well 
enough. 

I know that everybody’s M.E. is different, and that some people can do 
more than others, so the idea would not be to compare people’s 
achievements. I just think that there are so many articles out there about 
how debilitating the illness is, and I would really like to see some more 
positive articles about what fulfilling things people have been able to 
achieve despite their illness.

Beth Titchiner

Ed: Thank you for your letter, Beth. We really admire your positivity and 
your dedication to sharing it with others. Readers, please do share your 
inspiring experiences with us (contact details are on p 2) and we will put 
them together into an article.

As author of our star letter, Beth receives a bouquet of flowers donated  
by Flowers by Post. Tel: 0800 735 1065. www.flowersbypost.com

Star letter

Accentuate the positive

Great effort by Leslee

What an amazing achievement by 
Leslee Daniel (who set up an 
awareness-raising meeting at 
University Hospitals Bristol NHS 
Foundation Trust, InterAction 88,  
p 7). To get this implemented it must 
have been done at great effort, and 
with quite a payback attack to follow, 
so top marks to her.

What a colossal pity though that 
this could not be used across all the 
health services, care sector, 
Department for Work and Pensions 
and all agencies that patients with 
severe M.E. would come into  
contact with.

The people this could help the 
most are of course the very people 
who cannot do it for themselves. 
Perhaps if enough people write to 
you about this idea, Action for M.E. 
might add it to the survey of things 
to help patients with severe M.E.

Ann Stanbury

Not just me

I have just spent a quiet afternoon 
leafing through my copy of 
InterAction and just wanted to thank 
Michael Dunn for his letter regarding 
his experiences with Amitriptyline 
(‘Amitriptyline as a sleep aid,’ 
InterAction 88, p 43).

I thought I was alone in this and 
my health care professional had 
taken the attitude; “It must be you, 
as this is the cure-all for what you 
‘supposedly’ have.”

So thank you again Michael Dunn 
and InterAction for printing his letter.

Rosalyn Todd
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Thanks for your support
Thank you for all the cards, emails and gifts I received in response to 
my letter (‘Living in poverty,’ InterAction 87, p 45). I have had so many 
emails of support and people have shared their stories, which has 
been amazing. I am trying to answer them all individually but I’m sorry 
if I have not managed to reply to everyone.

Catherine Moore

Putting on weight

One of my symptoms is low blood 
sugars occasionally if I have not 
eaten correctly.

At 69 I am now finding that I am 
putting on weight and flab, post-
menopausal.

Obviously exercise is difficult. I 
already do physiotherapy 
exercises daily and a small yoga 
regime three or four times weekly, 
plus five x 30 minutes walking weekly 
for osteoporosis. 

I have hesitated to diet because of 
the blood sugar problem, but I have 
been recommended Fiona Kirk’s Two 
weeks in the fast lane by a friend 
who also has M.E. Three weeks in, I 
have lost around half a stone. As this 
diet includes snacks mid- morning 
and afternoon I do not have severe 
blood sugar fluctuations or hunger 
pangs. 

It is obviously early days yet, but it 
does seem to be working thank 
goodness. Our vegetables are now 
all stir-fried and it is certainly very 
quick.

I feel weight gain must be quite a 
problem for us as we get older and 
are not as active as we should be 
because of the M.E., so perhaps this 
could be the subject of another 
article?

Janet Lyke

In control of my career

It is incredibly soul destroying to lose 
your job and lifestyle on top of 
having M.E. December 2012 was 
when I sat crying my eyes out at a 
dismissal panel. 

I am self-employed in this job and 
work from home a fair bit. I can 
spread out the hours and choose 
when I write up reports etc. to an 
extent. Yesterday was a challenge as 
I had to be out all day, did two 
meetings and had to walk further 
than usual because the car parks 
were full (it wasn’t that far for 
‘normal’ people). I also had to carry 
my work bag as I hadn’t planned to 
walk, and then when I got to one 
venue it was an old building with 
stairs and no lift. The result is that 
today I look like Morticia Addams 
and I’m full of pain and muscle 
twitches.

I wasn’t at all sure that I could 
manage this limited return (I was at 
the moderate end of M.E.) but I have 
improved to an extent. I was 
fortunate in that it was a dear friend 
who offered me the work – she knew 
what I was capable of and, 
importantly, how M.E. affects me.

I needed to do this in a way so that 
I could be in control of how I ended 
my career. I get my work pension 
now as I am 60, and that means that I 
can say when I want to stop working 
and not be thrown out.

I really hope that when the time is 
right you can find work that meets 
your needs – it is a tragedy that so 
many fine people, eager to work, 
have their careers cut short by this 
illness.

Daisy, posting in our M.E. Friends 
Online forum

Lazy friends

It’s as if friends turn into pumpkins 
when you tell them you have M.E 
isn’t it?

I’ve found that despite some of my 
friendships going back 30 years, 
when I try and talk about the M.E. 
suddenly my outgoing, proactive 
personality and strong (bordering on 
ridiculous) work ethic no longer 
count. The iron clad stigma 
surrounding M.E. means that, in their 
eyes, I could shake myself out of it, 
try a little harder. “We all get tired 
from time to time but once you start 
doing things you want to do even 
more, have you tried that?”

It took me a long time to stop 
making excuses for them. Quite 
frankly, given the advent of the 
internet, there really are no excuses 
for a lack of understanding. It’s 
laziness on their part. I have an 
intelligent friend base but 
unfortunately compassion and 
empathy are things that can’t be 
taught.

The most supportive people I’ve 
found are people who have been 
through something themselves. Two 
friends have been going through a 
really difficult time living with 
depression and a thyroid complaint, 
yet they’re the ones coming round 
and washing up and hovering.

Despite feeling short changed, I 
wouldn’t change who I am. I naturally 
care about others and try to be there 
as much as I can – and whether they 
deserve it or not, I’m not quite ready 
to sever the ties of friendship 
completely. 

Waves, posting in our M.E. Friends 
Online forum



I have been a member of Action for 
M.E. for more years than I can 
remember (can I blame the M.E.?) 
and I have to write to say how much 
I appreciated the last issue.

I felt so included because I have 
severe M.E. (‘Severe M.E.: our next 
steps,’ InterAction 88, p 6) and 
those of us at the bedbound end of 
the spectrum can feel very left out 
when the magazine focuses on 
getting back to work and being 
active. 

I have been mostly bedbound for 
the last 13 years and it is a very 
isolating experience. Thank 
goodness for all the technology 
now available; I can do my own 
shopping and connect with others 
when I have the energy. But it is still 
hard going when just getting 
washed, even with the help of a 
carer, leaves me exhausted.

 At last there are some researchers 
making some useful discoveries 
about this Cinderella illness, as 
shown in the article ‘Different 
brains’ (p 15) and the one on 
delayed muscle recovery (p 16).

I thought the article on 
depression (‘You are not alone,’  
p 29) by Glen was very good, and 
particularly sensitive. Also I liked 
Patsy Quinn’s new column (‘The last 
word,’ p 50) and say hear hear to 
her final sentence – I have done 
enough!

Sandra Low

Thanks for a very interesting issue of 
InterAction. I have three comments 
to make.

The article ‘Different brains’ (p 15) 
is really encouraging, as it offers an 
explanation of what is going wrong, 
and gives conclusive proof of 
biological alterations in M.E. 
patients. Maybe NICE will have to 
revise its guideline if this study can 
be replicated as outlined at the end 
of the article.

I had quite severe M.E. for several 
years, though in the last couple of 
years I have thankfully seen an 
improvement. I always had a lot of 
difficulty claiming benefits and 
getting help other than from family 
members. So the solutions you 
outline in your article on severe M.E. 
(‘Severe M.E.: our next steps,’ p 6) 
are good – but I always felt that if 
the GPs I had would back me up 
and take a more active role in the 
management of my illness, I would 
have begun recovery much sooner. 

Because I have had M.E. for such 
a long time, my designated carer, 
my mum, is now extremely elderly, 
with my Dad not far behind, and we 
have moved into a reversal of roles. 
Would it be interesting to have an 
article on this topic of being a carer, 
yet having M.E., or would it be too 
depressing?

Valerie

Ed: Thanks for your feedback, 
Valerie. If other readers share 
Valerie’s experience of carer role 
reversals, please do share them.

Interesting issue

Two readers wrote in to share their views about the last issue of the 
magazine (InterAction 88).

Tour de force

I would like all patients to 
understand the IOM report as the 
intellectual tour de force that it really 
was. Never seen before. #SEID 
#MECFS 

@Vansteenwinckel, via Twitter

Ed: read our statement on the IOM 
report on p 18

Passionate fighters

I love our community. We’re 
passionate, intelligent, don’t settle 
and fight for what we deserve... from 
our BEDS!

@arainbowatnight, via Twitter

Do you care about M.E.?

I have just watched your film Do you 
care about M.E.? (www.tinyurl.com/
doyoucareaboutme) and wanted to 
congratulate you on producing a 
video that is succinct yet gets the 
message across so well to those who 
are lucky enough to not be affected 
by it. It really connected with me as 
an ex-sufferer.

David Sumner
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Mobility at home

In an ideal world we would all have a 
stair lift or other aids to help us, but 
most of us don’t have the money. 
For me, bending and crouching 
down to do any task is extremely 
fatiguing and causes severe cramps. 
So I often use a low stool or pouffe 
to sit on to save my legs and energy 
when loading/unloading the 
washing machine, accessing 
cupboards and using/viewing the 
oven etc. 

Getting up from a chair is also a 
big problem for me as it requires a 
lot of energy, so I try to do as many 
tasks together as possible once I’m 
up and about. This actually might 
seem wrong and going against 
pacing rules, but doing each task 
separately and resting between each 
task would be more draining in my 
case.

I have also found an extra use for 
those long reaching grab sticks. I use 
it to flick switches off and on, to save 
bending or crouching down. This 
won’t work on all switches though. 
For recessed switches and the like, a 
garden cane with a smaller diameter 
end usually will do the job. 

I hope that these tips will be 
helpful, especially to those who are 
newly diagnosed and/or have poor 
brain function, which makes coping 
with even the basics of daily life a 
real struggle.

Michael Dunn

Warm is good, comfortable, I enjoy. 
We get the sun all day. But hot as in 
heat wave makes me feel very 
poorly. I dread hearing the word. 
My legs have been painful for over 
twenty years and heat makes them 
much worse, and walking even 
more difficult than usual. I am 
housebound. 

In the daytime I struggle to move 
around but hot nights are really 
dreadful. M.E. made us downsize to 
a small bungalow. The only 
drawback is that it is not safe to 
leave windows open at night, so we 
have lots of hot air. Legs burn, can’t 
keep still, move around, lack of 
sleep. Feel exhausted. Not nice. A 
fan helps in daylight but too noisy 
for the night.

Cold I don’t mind, we are quite 
cosy in our small space and it is easy 
to wear an extra layer.

Jean Donkin

Having returned from a three and a 
half week holiday in Thailand, 
Malaysia and Vietnam, I wish to tell 
you that my general health and M.E. 
have greatly improved. It seemed 
the hot and humid weather really 
agreed with me, as well as the diet 
of vegetables and noodles 
(although I am nearly vegan 
anyway). 

I am always better in the summer. 
But I know two people with M.E. 
who are the exact opposite, and are 
better in winter in the cooler 
weather. 

But this really surprised me, as 
sometimes the temperature was  
38 degrees Celcius. We did eight 
flights, and on each flight I wore a 
mask and didn’t pick up one bug. 
Usually I pick up one nearly every 
time I fly. I had only one bug 
towards the end of the holiday, 
which was a mild throat infection. 
Vitamin C and garlic put paid to 
that (another miracle).

Mrs PE Gale

Hot and cold

Our ‘Hot and bothered’ article (InterAction 87, p 38) prompted 
readers to share their experiences.

You don’t look sick

I found this quote on Pinterest and 
thought it was really good. 

Doreen Strachan

I’ve just seen this on Facebook and 
thought I would share as I get this 
quite often. People do not realise 
how much effort it takes to just get 
out of bed sometimes, never mind 
getting washed and dressed.

Tracy Eames
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noticeboard
To place a notice (up to 80 words) here or to reply to a box number, 
email or write to the editor (contact details are on p 2). 

Tips

A photo a day 
If anyone is interested in 
photography there’s a couple of 
groups you can join that give you a 
prompt for a photo every day and 
then you post your photo online. It’s 
a way to be part of something 
without having to leave your house 
and you don’t have to do it every 
day. I’ve started following 
fatmumslim (www.fatmumslim.com.
au) and there is also CaptureYour365 
(www.captureyour365.com).
Doreen strachan

Rest break reminders
My colleague with Repetitive Strain 
Injury (RSI) told me about Workrave 
(www.workrave.org). The program 
frequently alerts you to take micro-
pauses and rest breaks, and restricts 
you to your daily limit. Could help 
with pacing too?
Meg

Protective glasses
As Catherine Moore mentioned in 
her letter, ‘Thank you, dear reader’ 
(InterAction 88, p 44), she and many 
of us are limited to the amount of 
time we can sit in front of a 
computer screen due to the 
brightness. Protective glasses have 
allowed me to use the computer 
from 10 minutes to up to an hour.
Lester gellman

Mail order stationery
Being housebound I find mail order 
stationery very useful. The Postcard 
Store (Tel: 01926 298986.  
www.thepostcardstore.co.uk) sells 
packs of 50 postcards for £3.95.
Also, for everything for the office, I 
use Staples (Tel: 0333 300 1334.  
www.staples.co.uk). Both offer 
printed information and take phone 
orders if you haven’t got a computer.
Lynne sandrock

Food app
There’s a brill app for iPhone or 
Android you can download. It’s 
called My Fitness Pal  
(www.myfitnesspal.com) and it shows 
carbs, calories, fat, sugar and many 
more. It’s great cos it’s got a huge 
database of foods and a scanner to 
easily show the content of what 
you’re eating.
Fred, posting in our M.e. Friends 
Online forum

ed: Thanks Fred. Check out our 
‘Fuss-free food’ article on p 24 for 
more food tips.

Electrosensitivity 
If your symptoms are made worse by 
using a computer, cordless mobile 
phone, watching TV or by being 
exposed to wifi areas or low-energy 
lighting, you may be suffering from 
electrosensitivity. Symptoms of ES 
can include headaches, nausea, 
dizziness, skin burning and tingling 
sensations. I suffer from M.E. and ES. 
Helpful info is available from ES UK, 
BM Box ES-UK, London WC1N 3XX. 
Tel: 0845 643 9748. www.es-uk.info
Anonymous

Advice

Hampshire GP
I shall be moving to Lyndhurst, 
Hampshire soon. Could anyone 
recommend an understanding and 
M.E. friendly GP in the Lyndhurst/
Totton area please? Thank you.
John Bryan
email: spitfire.chimp@virgin.net
Box no 4926

Noise from heating
I live in a flat where heating related 
noise from neighbours prevents 
sleep. The landlord, a housing 
association, is uninterested. Has 
anyone any advice on trying to make 
them aware of this as a serious 
health issue, and for them to transfer 
me somewhere suitable? A 
bungalow would be most suitable 
but these are only reserved for the 
elderly. Any advice/insights/similar 
experiences gratefully received.
su
email: olympia8879@yahoo.com
Box no 4927

Contact

New Dudley network
My letter is an appeal to anyone 
affected by M.E. living in the 
borough of Dudley. I hope to 
establish a friendly, relaxed social 
network of contacts without the 
obligations of a formal support 
group. This network would evolve 
from collected suggestions, 
hopefully providing for multiple 
interests and alleviating the isolation 
so often felt by those with this 
condition. If you are interested, 
please contact Polly by telephone, 
text or write to the box number.
polly
Tel: 07939 160742
Box no 4928
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St Alban’s support group
Do you live in the St Albans or South 
Herts area? I’m organising a new 
support group to include meditation 
and gentle yoga, as well as a chat 
and a cuppa. If you are interested 
please contact Andy by telephone or 
write to the box number.
Andy
Tel: 01727 864581
Box no 4929

M.E. entrepreneurs
Entrepreneurs with chronic illness 
(www.facebook.com/
groups/499603210171297) is a safe 
place for entrepreneurs to discuss 
the additional challenges (and 
oddities) that come with running a 
business with chronic illness. 
Welcoming physical and/or mental 
illness, diagnosed and/or 
undiagnosed, established 
entrepreneurs and wannabe 
entrepreneurs. Please invite anyone 
you think might benefit from this 
group. Contact me with any 
suggestions/questions/ideas.
elizabeth goddard

Organic paint in North Devon
Would anyone like two unopened 
five litre tins of Ecos Organic Paint? It 
is matt wall paint in Pastel Peach. 
The tins are free to a good home, 
although I’m sure a donation to 
Action for M.E. would be welcome. 
Collection or delivery in the 
Barnstaple area only. If you’re 
interested please get in touch.  
Amanda
Tel: 01271 890455
email: d_woolnough@hotmail.com 

Local support groups

Yorkshire
Sheffield M.E. Group will be having 
an information stand in the Sheffield 
Winter Gardens during M.E. 
Awareness Week from Monday 11 to 
Friday 15 May from 10am to 4pm 
each day. Everyone is welcome. The 
Winter Gardens are at the back of 
the Sheffield Town Hall. Further 
details are available from the group’s 
Chris Wintle.
Tel 0114 2536702
email: info@sheffieldmegroup.co.uk

North East
M.E. North East organises a yoga 
class on Mondays from 3.30-4.30 at 
Bullion Hall, South Approach, 
Chester le Street, Co Durham, DH2 
2ES. The yoga classes are specially 
designed for people who have M.E. 
and are a great way to relax. Classes 
are primarily done lying down, and 
aim to help people move their joints 
and muscles to reduce stiffness and 
tiredness from the body. Find out 
more on their Facebook page.
www.facebook.com/Menortheast

South Wales
CHAT (Chronic Health All Together) 
South Wales is a supportive network 
for people with M.E., Fibromyalgia 
and similar conditions. People meet 
to catch up, talk about their health, 
have a laugh and get to know each 
other. All ages are welcome, as are 
partners and carers. For more 
information please contact Natasha.
Tel: 07969 994643 
email: panoz8228@gmail.com

Edinburgh
Edinburgh M.E. Self-Help Group 
(Edmesh) is now hosting not one but 
two monthly café meetings, where 
people with M.E. can informally get 
together. One meeting is on 
Corstorphine Road on the first 
Wednesday of every month, and the 
other is on Nicolson Square on the 
last Wednesday of the month. If you 
haven’t been to a café meeting 
before and would like some moral 
support to attend, or just want more 
information, contact the group.
Tel: 0845 625 2025
email: info@edmesh.org.uk
www.edmesh.org.uk

Staffordshire and Peak District
M.E. Support Group Staffordshire 
Moorlands is an informal support 
group for anyone affected by M.E. 
They generally meet in the first week 
of the month, with daytime meetings 
on Wednesday or evening meetings 
on Thursday. Meetings take place at 
Meerbrook Village Hall, Near Leek, 
Staffordshire. For upcoming dates 
and times please check the website 
or phone Barbara. All are welcome.
Tel: 01538 300101 or 07977 549425
www.megroupstaffsmoorlands.co.uk

InterAction 
needs you!
If you have experience of the 
following which you would like to 
share for forthcoming articles in 
InterAction, please write to or 
email us (see p 2) by Friday 5 
June.

•	Coping with M.E. as a single 
parent: what sources of help 
and support have you found 
useful?

•	Getting online for the first 
time: have you recently got a 
computer or tablet, or started 
using the internet? Send us 
your tips.

Bury/Bolton
Bury/Bolton ME/CFS Support Group 
hosts a monthly meeting on the third 
Thursday of every month at 7:30pm 
(except in April, August and 
December) at the Wildlife Trust 
Centre Building, Bury Rd, Bolton, 
BL2 6DH. The entrance fee is £1 and 
carers are free. Meetings sometimes 
include a speaker and cover topics 
such as nutrition, equipment to help 
around the home, reflexology etc. 
After the talk, there is usually time 
for members to chat. Other times 
they have social evenings which have 
no speaker but provide an 
opportunity for members to chat, 
sometimes with a bring-and-share 
buffet, or a book swap.
Tel: 01204 525 955
email: caroline@mesupportgroup.
co.uk
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giveaway
Win a bird feeder for your garden

As Elizabeth Guntrip says in her article on p 30, one of her most 
successful ideas in attracting nature to her garden was to get her 
parents to put birdfeeders close to the window where she was lying in 
bed.

“Our washing line provided a place from which to hang them and 
even the windowsill was used as a bird table,” she says. “I wasn’t sure 
anything would feed so close to the house, but I was wrong. A few 
weeks later we had robins, blackbirds and parakeets hopping around 
right in front of me.”

We are giving away a Gardman seed feeder and Chapelwood wild 
bird seed.

For you chance to win this great prize, please send your name and 
address on a postcard to:

InterAction giveaway
Action for M.E. 
42 Temple Street 
Keynsham 
BS31 1EH

Alternatively, enter by emailing interaction@actionforme.org.uk with 
the words ‘Giveaway’ in the subject line. 

The deadline for entries is Friday 5 June. The winning entry will be 
drawn at random. The editor’s decision is final.
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Hampshire friends with M.E. was set 
up in May 2002 by half a dozen or so 
people with M.E. “The first meeting 
was held with much enthusiasm and 
laughter in a flat in Southampton, 
and this upbeat approach has 
continued to be a hallmark of the 
group,” says Nick Farrah, the group’s 
Chair.

One of its cornerstones is its 
network of branches across 
Hampshire and the Isle of Wight. 
Each branch has its own dedicated 
leader, and meetings are normally 
held monthly. Nick says, “Our overall 
aim is to provide local meetings for 
as many people as possible.”

Forgetting about M.E.

In addition to the regular branch 
meetings, at which issues relating to 
M.E. may or may not be discussed, 
the group periodically organises 
“chill-out” meetings, where the goal 
is to forget all about M.E. 

Recent examples include a visit to 
a falconry centre and a trip along the 
sea front. Mobility scooters are 
provided where possible. This 
enables members to be “with a 
bunch of like-minded friends, which 
might otherwise prove impossible,” 
says Nick, adding that indoor 
chill-outs are organised in the winter. 

“As with the branch meetings, 
people can attend knowing that 
they’ll be understood and respected, 
and that they don’t have to explain 
themselves or their symptoms. This 
can do a lot to restore self-
confidence and self-esteem, which 
can otherwise take a hammering 
from living with a long-term illness.”

Another priority for the group is 
supporting severely affected 
members. Nick feels that all too 
often, people with the most severe 

form of M.E. – those most in need of 
care and help – are “treated as if 
they simply do not exist.”

The group has tried to remedy the 
situation in Hampshire by setting up 
a home visiting service for 
housebound and bedbound 
members. Funding for this service 
(the group is a registered charity that 
applies for grant funding) expired 
last year, but they hope to resurrect 
the service before too long. In the 
meantime, the group offers a 
telephone support service to more 
severely affected members.

Some helpful advice

Nick’s advice to anyone thinking 
about setting up a support group is 
to decide what your goals are. “Is it 
campaigning, education, giving 
information and advice, or simply 
friendship and support?” he says.

“For us, it was primarily about 
helping to break the isolation and 
encouraging friendships between 
people living with a chronic 
condition. Some groups pick up the 
campaigning torch and carry on the 
good fight in that way, but we prefer 
to focus on what we feel we’re good 
at.”

A couple of years ago the group 
had more than 300 members. This 
has dipped recently, perhaps due to 
some people preferring online 
interaction these days – what Nick 
calls “the Facebook effect.”

However, Hampshire friends with 
M.E. believes in the value of face-to-
face interaction for those well 
enough to leave the house. Nick 
explains, “We have a lively and 
supportive private Facebook group, 
but we see this as an adjunct to our 
core mission to provide regular, high 
quality newsletters and meetings 

Contact details

Hampshire friends with M.E.
Tel: 0845 834 0325
Email: membership@
hantsmesupport.co.uk
www.hantsmesupport.co.uk

The group has branches in 
Aldershot, Alton, Basingstoke, 
Eastleigh/Winchester, Fareham 
& Gosport, Isle of Wight, New 
Forest, North-East Hants, 
Portsmouth North, Portsmouth 
South and Southampton.

The Andover FM and M.E. 
Chatterbook group also holds 
meetings and offers an online 
discussion forum. 
Tel: 0844 360 9127
www.andoverfmsmechatterb.
wix.com/afmcguk

Action for M.E.’s online services 
directory lists local support 
groups across the UK, plus other 
services such specialist M.E./CFS 
clinics and welfare benefits 
advice services. Visit  
www.actionforme.org.uk/
services-directory or contact us 
(see p 2) for more details.

spotlight on…

Hampshire friends 
with M.e.

across the county.” 
And what’s the most challenging 

thing about managing a support 
group? “The illness itself,” says Nick. 
“We have a terrific management 
committee, but apart from one 
part-time employee, all committee 
members have M.E./CFS. This can 
be challenging insofar as people 
long to do more, to help more, but 
sometimes find it difficult or 
impossible.” 

The group has found that the best 
way to deal with this is for everyone 
to be understanding of each other, 
and never to push anyone or expect 
too much. 

“Curiously enough, this gives rise 
to one of the greatest rewards in 
managing a support group,” says 
Nick. “You are putting into practice 
and extending to others the qualities 
of tolerance, patience and 
compassion, without which surviving 
this illness becomes so much harder.”
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Do you remember history lessons at 
school? It was all dates, battles, kings 
and queens and maybe, on a Friday, 
the Black Death. Ordinary people 
were rarely mentioned and the 
disabled not at all.

Yet disability 
generally, and M.E. 
specifically, is part of 
history. It’s been 
speculated that 
Charles Darwin and 
Florence Nightingale 
may have had the disease, proving 
that disability is no barrier to making 
a difference.

Making a difference

Our chance to make a difference 
happens in May, during the general 
election. Many people have become 
disillusioned with politics in this 
country. They claim that all the 
parties are as bad as each other. 
While there may be some truth in 
that statement, if you refuse to 
participate in the election, you forfeit 
the right to complain about the 
results afterwards. Should you feel 
it’s pointless to vote, be inspired by a 
movement that turned British politics 
on its head, 100 years ago.

While the Liberal government (yes, 
a Liberal government. Imagine that... 
no, me either) was involved in a war 
abroad, at home it faced another 
battle; women were fighting for the 
vote. Many of them were imprisoned 
and force-fed, for daring to declare 
that they were capable of influencing 
the political landscape.

Although it took years of agitation 
and protest, in the end the 

Suffragette movement gained the 
vote for some women. It took several 
more years to fine-tune it so that all 
women were able to exercise the 
right to choose their MPs, but the 
point is that – with the exception of 
the Suffragettes and their supporters 
– no one thought it would happen. 
So if you want to see improvements 
in the way that people with M.E. are 
treated, now is the time to become 
militant.

It may be impossible to see 
yourself as a political activist, 
especially on the days when you can 
barely lift your head off the pillow. 
And I’m not advocating that you 
smash windows or try to drape an 
Action for M.E. scarf on the Queen’s 
horse at Ascot (Action for M.E. 
doesn’t do scarves). But you must 
vote if you want to elicit change.

We can also participate in the 
democratic process by using social 
media. No longer do we need to 
chain ourselves to the railings 
outside Downing Street; we can set 
up a blog instead. We must use 
whatever tools of communication are 
at our disposal to get the message 

out there that too little 
has been done for the 
hundreds of thousands 
of us with M.E. – and 
we demand action.

Moon on a stick 

In the run-up to the election, you’ll 
have callers at your door. They’ll be 
canvassing your opinion and 
desperate for your support. They’ll 
promise you the moon on a stick if 
you vote for them. Don’t be taken in; 

use your vote wisely. Be selfish and 
select the candidate who will do 
most for the people in your 
constituency that have M.E.

MPs need reminding that they are 
accountable to us and, as their 
constituents, if we are unhappy with 
them, we will sack them. As Mark 
Twain said, “Politicians and diapers 
must be changed often, and for the 
same reason.”

MPs are paid £67,000 per annum, a 
sum most of us can only dream of 
making. Let them earn it. Let them 
secure funding for research into the 
causes of this disease. Let them 
improve the way that people with 
M.E. are assessed for welfare 
benefits. Let them make our lives 
better.

Until they do, it is our job to 
persuade them, in person, by text, 
email or letter. Once the election is 
over, contact your MP and ask if they 
belong to the All Party Parliamentary 
Group for M.E. If not, why not? One 
MP at a time, we must make them 
realise how much this disease costs 
our nation. Since they seem to think 
only in terms of economics, remind 
them of the billions of pounds lost to 
the Treasury, because they can’t take 
income tax off people who are too ill 
to work.

The anonymity of the ballot box 
gives us parity with the able bodied 
and voting in the election of 2015 
offers us an opportunity to disprove 
the textbooks of our childhood: 
disabled people do make history.

“politicians and diapers 
must be changed often, 

and for the same reason.”

The last word
Suffragette-in-spirit Patsy Quinn considers political activists 
and agitators as May’s general election approaches.
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No doctor referral required !

Our health screening and blood testing service could
not be easier to use or more convenient. Whatever
your reason, MediChecks is able to act as your
personal health information tool in helping you to
understand and take charge of your future health
and well-being.

There are many reasons to have a MediChecks health
screen or blood test: perhaps you want a full body MOT
knowing that prevention is better than cure; maybe you
have a niggling symptom that has been worrying you or a
family history you want to get checked out.

Call us today and speak with one of our Medical Advisors
to find out how we can help you.

Wide selection of tests

Samples taken locally to where you live

Home visits available

Fast, Accurate results

Testing at an accredited laboratory

Results accessible online

Medical staff available for advice

Free HelpLine

Discreet and Confidential service

The advertising of a product, therapy or clinic in InterAction does not 
imply that it has been tested or its use endorsed by Action for M.E.



The chronic, disabling illness M.E. 
(myalgic encephalomyelitis) affects 250,000 
men, women and children in the UK.

There is no cure.

Action for M.E. campaigns for more 
research and understanding of M.E.

12 May is M.E. Awareness Day

Find out more at 
www.actionforme.org.uk

“It is clear from the evidence 
compiled by the committee that 
M.E. is a serious, chronic, 
complex, multisystem disease that 
frequently and dramatically limits 
the activities of affected patients.”
Institute of Medicine report commissioned 
by the US Government, February 2015


