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The last few months have been 
incredibly busy and exciting for 
Action for M.E., and I’m confident 
we can keep that momentum going 
with our upcoming work too.

In May I travelled to Geneva to 
attend the 68th World Health 
Assembly Summit at the United 
Nations. World leaders, including 
health ministers, came together to 
explore and debate world health 
issues and to develop plans to tackle 
them together. 

I returned feeling certain that 
exploring how to build networks and 
create a bigger collective voice will 
ultimately benefit people affected by 
this devastating illness. I’m now 
developing a proposal for a five-year 
plan to achieve just that for our 
Board to consider. This will build on 
the collaborative work Action for 
M.E. is already undertaking, such as 
establishing an International Alliance 
of leading charities across the globe. 
(More on that soon!)

As you know, finding a way to 
mobilise people and significantly 
increase the profile of M.E. in the UK 

is critical. In July we successfully 
re-registered the All-Party 
Parliamentary Group on M.E. (see  
p 9), and we’ve developed some 
ambitious plans to ensure the group 
is effective in tackling key policy 
areas to improve outcomes for 
people affected by M.E. 

On the subject of politics, 
Westminster-based public affairs and 
communications specialists the 
Whitehouse Consultancy has 
selected Action for M.E. as its pro 
bono client for 2015-16 (see p 9). 
Through this valuable partnership, 
Whitehouse will help push M.E. up 
the health and social care agenda 
while communicating the needs of 
people with M.E. to parliamentarians.

We were also chosen as the official 
charity for the Great British Beer 
Festival 2015. In August, staff, 
Trustees and volunteers attended 
the five day event in London to 
fundraise and help more than 50,000 
visitors gain a better understanding 
of M.E. See p 4 to find out more.

September sees the launch of our 
brand new campaign aimed at 

raising awareness as well as vital 
funds. Hidden faces of M.E. (see p 5) 
is about the invisible nature of M.E. 
and how it feels to live with such a 
debilitating and misunderstood 
condition. We’re working with some 
social media stars to spread our 
messages far and wide.

And last but certainly not least, 
don’t forget to book your place at 
our conference and AGM in London 
on 12 November (see p 7).

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

momentum for m.e.

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 – NEW freephone number

For confidential advice on all aspects of claiming welfare benefits

Call 0800 138 6544 (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
• Our improved, new-look website, 
launching this autumn, will be much 
easier to use and navigate than our 
current site, helping more people 
find the information they need 
quickly and easily. If you’re not 
online yet, check out our article on  
p 21 to get connected.

• People with a long-term health 
condition, even one that is well 
managed, are eligible for the flu 
vaccination free of charge. 
According to NHS Choices, the best 
time to have a flu vaccine is in the 
autumn, from the beginning of 
October to early November. Ask your 
GP or pharmacist for more 
information and advice if you’re 
concerned.

• Our SEE M.E. (Support, Empower 
and Employ people with M.E.) pilot 
project is now well underway in 
Gloucestershire, South 
Gloucestershire, Bristol and North 
Somerset. It offers specialist 
employment advice and support to 
assist people with M.E. to achieve 
their employment goals. Contact us 
(see p 2) to find out more. 

• The Government is bringing 
forward the date when people with 
an indefinite/long term award of 
Disability Living Allowance will be 
invited to claim Personal 
Independence Payment. Find out 
the postcode areas to which this 
applies at www.tinyurl.com/pip-
postcodes

• The Scottish Parliament’s Welfare 
Reform Committee (WRC) has 
announced an inquiry into the future 
delivery of social security in Scotland. 
Action for M.E. is providing oral 
evidence at a session on Tuesday 22 
September that will focus on 
disability, carers and those who are 
ill. This follows the participation of 
Michael McMahon MSP, Chair of the 
WRC, at our Health, welfare and 
work event at the Scottish Parliament 
in May.
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Beer festival 
fundraising success
Action for M.E. raised a whopping £14,280 at the Great British Beer 
Festival 2015, where we were the official festival charity.

More than 50,000 people attended 
the event – the UK’s biggest beer 
festival – at London’s Olympia from 
11 to 15 August. They were there to 
taste more than 900 real ales, ciders, 
perries and international beers, but 
through their incredible generosity 
they also showed how much they 
care about people with M.E.

The Campaign for Real Ale 
(CAMRA) selected Action for M.E. 
following a nomination by festival 
volunteer Tony Kennick, who has 
M.E. Action for M.E. staff (including 
Clare, Sonya and Jess, pictured 
right), Trustees and volunteers were 
there throughout the five-day event, 
collecting money for up to 11 hours 
each day.

During the festival we had a photo 
booth with brightly-coloured props 
and hats, as well as branded 
awareness-raising banners, to 
capture people’s attention. For a 
donation we snapped festival-goers 
in their garish get-ups, and then 
shared the photos on Twitter using 
#stopMEstealinglives to reach nearly 
133,000 people.

We placed collection tins on the 
29 different bars, and fundraisers 
walked around the enormous venue 
with buckets, chatting to people 
about the illness and our work. Many 

people shared their stories and 
personal connections with M.E., and 
told us how much they valued our 
presence, as well as CAMRA’s 
support in choosing us. 

Over the course of the festival we 
were also approached by a number 
of different people and organisations 
wanting to explore how we might 
work together in the future. The 
Neville Staple Band, who performed 
at the festival and are well known in 
the reggae and ska field, has now 
made Action for M.E. its chosen 
charity. The band will be raising 
funds for us at a festival next year.

We could not have achieved this 
level of success without the support 
of the Whitehouse Consultancy (we 
are their charity of the year receiving 
pro bono policy, public affairs and 
communications consultancy – see  
p 9 for more info), and Vail Williams 
LLP (who have supported us for a 
number of years). Both companies 
sent teams of volunteers along on 
two different days. 

A big thank you to CAMRA and all 
our volunteers for helping us raise so 
much money and awareness. 

One lovely CAMRA member would like to donate their copy of The CAMRA guide to London’s 
best beer, pubs and bars to an InterAction reader. To be in with the chance of winning the 
book for you or a friend, please send us a postcard (see address on p 2), with the words ‘Beer 
book giveaway’ and your name, address and phone number. Or email interaction@
actionforme.org.uk with ‘Beer book giveaway’ in the subject line. Entries must be received by 
Monday 26 October.
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Hidden faces of m.e.
Our new social media campaign aims to raise awareness of M.E. as a hidden 
illness among as wide an audience as possible.

We know that, for many people with 
M.E., going out to the shops can be 
a challenge. Online shopping often 
makes life easier, but having to enter 
your personal information and 
payment details into numerous 
websites can be time-consuming 
and tiring.

So were interested to learn about 
PowaTag, a new app that makes 
shopping quicker and easier. The 
technology means it takes seconds 
to go from finding the right product 
to buying it. You only need to enter 
your payment details into the app 
once. After that they are securely 
stored for your future purchases.

Sonya Chowdhury, CEO, Action 
for M.E., says: “I was introduced to 
this technology for fundraising. 
However, I immediately recognised 
that this could be a really valuable 
app to have on your phone if you 
have M.E.”

We’ve included a PowaTag (about 
our Hidden faces of M.E. campaign) 
for you to try out.

The app is free to download from 

iTunes and Google Play, and here’s 
how it works:
•	When you see a PowaTag for a 

product or donation opportunity 
open the PowaTag app on your 
mobile device. 

•	The app’s homepage activates the 
camera function, and scanning the 
PowaTag will make the chosen 
item appear in the app.

•	Then you need to tap to choose 
any product options, and tap again 
to buy.
If you see the ‘Listen to Buy’ 

message while you are watching an 
advert on TV, you can chose the 
‘listen’ mode and buy directly from 
the TV.

More and more shops are signing 
up to use PowaTag all the time, and 
dozens of charities, including Action 
for M.E., are using it for fundraising 
too, as with our Hidden faces of M.E. 
campaign (see above).

Donations are as easy as purchases 
– scan the PowaTag, choose the 
amount to give, and then tap 
‘Donate now’ or ‘Make it monthly.’

Powa Technologies CEO, Dan 
Wagner, says: “We know that an 
annoying online checkout 
experience can stop people from 
making purchases. For charity 
donations, we know that people do 
want to give, but sometimes the 
moment of motivation passes, or 
perhaps making the donation seems 
too complicated.

“We created the ‘tap not type’ 
approach to make the transaction 
experience quick and easy. I’m 
absolutely delighted to discover that 
PowaTag could help people with 
M.E. shop or donate.”

If you don’t have a smartphone, 
check out our ‘Get connected’ article 
on p 21 for advice on choosing a 
device and getting online.

Running from Monday 14 until 
Sunday 20 September, we hope the 
campaign will fill social media to 
highlight the #hiddenfacesofME and 
help more people understand what 
having M.E. feels like.

The starting point for the 
campaign is a simple message: 
“There is a hidden face of M.E. I 
want you to see it.” 

We are working with a number of 
social-media-savvy supporters, all 
with direct experience of M.E. Using 
their own Facebook, Twitter, 
Instagram, Tumblr, YouTube and 
blog channels, they will share their 
experience of M.E. as a hidden 

illness, and direct their followers to 
our special campaign landing page 
at www.actionforme.org.uk/hidden-
faces

This page gives more information 
about the campaign and what we 
hope to achieve, plus a short film 
incorporating PowerTag technology 
(see below), enabling people to 
make a donation to support our vital 
work.

Those taking part in the Hidden 
faces of M.E. campaign include:
•	Action for M.E. Ambassador and 

former Olympic and World 
Champion kayaker, Anna 
Hemmings

•	 fashion blogger Lorna Burford 
(www.raindropsofsapphire.com), 
who has more than 26,000 
followers on Twitter (@
lornaraindrops)

•	our volunteer pharmacist Emily 
Beardall (aprescriptionforme.
wordpress.com and @crochetkid 
on Twitter).

If you are active on social media, 
we’d love you to get involved. Please 
visit www.facebook.com/actionforme 
or search for #hiddenfacesofME on 
Twitter from Monday 14 September.

PowaTag: making it easy to make a difference
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Martine’s gig for M.E.
In June Martine McCutcheon put on 
a fantastic, sold-out gig for Action 
for M.E. with new band Stargazer.

Speaking before the show, Martine 
told us: “I’m so excited to be doing 
this gig. It’s very moving because 
there was a time when I didn’t think 
I’d be able to.”

Martine lived with M.E. for a 
number of years, and has first-hand 
experience of the ignorance and lack 
of understanding faced by those 
affected.

“It was a very painful time,” she 
told us in an interview in 2013 
(InterAction 85, p 21). “I felt I had to 
carry around this dark secret, that I 
wasn’t allowed to show weakness 
and that my illness wouldn’t be met 
with much understanding or 
sympathy.”

Now recovered, Martine has been 
able to return to work and wanted to 
use the gig to help increase 

understanding of M.E. and its 
impact.

Martine welcomed fans by saying: 
“We’re here tonight raising 
awareness of M.E. It’s very 
misunderstood and can destroy 
lives. But luckily I came back from it 
and now I’m well enough to raise 
awareness of it.”

The band, which includes Martine’s 
husband, Jack McManus, performed 
a collection of brand new, original 
songs. A firm favourite was ‘Forces,’ 
which Jack wrote about Martine. He 
told the audience that it’s about 
never giving up.

Stargazer also performed a 
beautiful cover of Fleetwood Mac’s 
‘Dreams.’ The song was written by 
singer Stevie Nicks, who famously 
battled chronic fatigue syndrome in 
the 1980s.  

A huge thank you to Martine and 
Jack for putting on the gig for us.

National poll

Our national poll from Survation, 
released on M.E. Awareness Day, 
revealed that misunderstanding of 
M.E. is still widespread. Of those 
surveyed:

•	86% didn’t know or significantly 
underestimated how many people 
in the UK have M.E. 

•	38% didn’t know or significantly 
underestimated how M.E. affects 
people’s ability to work

•	only 28% correctly identified that 
M.E. is a neurological illness that 
affects the immune system.

Social media

Our What does M.E. feel like? 
Thunderclap reached 335,360 
people, and we reached a further 
286,800 people through Facebook 
and Twitter with our discussion posts 
and tweets.

Our #givingitupforME social media 
campaign saw people with M.E., 
friends, family and Action for M.E. 
staff giving up something they enjoy 
for M.E. Awareness Week, sharing it 
on social media, and nominating 
others to do the same.

Awareness-raising films

Our seven films, one for each day of 
M.E. Awareness Week, focused on 
symptoms and how they affect 
people with M.E., in their own words. 
“These awareness videos are 
awesome,” commented Wendy 
Harrison on Facebook. “Friends 
have been shocked at how bad 
these symptoms are.” 

The films have been watched 
nearly 7,000 times on our YouTube 
channel.

Read more about this year’s activities 
in our M.E. Awareness Month 2015 
round-up at www.actionforme.org.
uk/meam-2015

A huge thank you to everyone who 
got involved!

M.E. Awareness Month: thank you
May 2015 saw another busy and exciting M.E. Awareness Month, aimed at 
helping the public, professionals, media and governments across the world 
understand the impact of M.E. Our work and activities this year included:
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Since the publication in January of 
our report Severe M.E. Symposium: 
our next steps, we have made 
significant progress in our work 
looking at the provision of advocacy 
for people with severe M.E.

We have undertaken an advocacy 
scoping project to determine what is 
currently available, and existing 
gaps. This work has been led by our 
volunteer research officer, Catherine 
Hale, and has involved engaging 
with existing advocacy organisations 
to establish what is already on offer, 
and devising and disseminating a 
detailed survey for people with M.E. 
about their experience of advocacy.

We are now working together to:
•	use the evidence from the 850 

responses to the advocacy survey 
to design a national advocacy 
service that will help some of the 
most vulnerable people in society 
access the care and support to 
which they are entitled

•	build strategic links with other 

organisations who might 
contribute to such a service

•	successfully secure funding to 
implement, launch and sustain the 
service.

We are also producing a self-
advocacy resource, which will be 
launched at our conference on 12 
November (see above). This will 
empower people with M.E. to ask 
the right questions in order to solve 
problems, especially when dealing 
with social care issues.

We are also concentrating on 
other ideas that came out of the 
symposium, including working hard 
to raise awareness and 
understanding of M.E., and 
exploring ways to support healthcare 
professionals working with people 
with severe M.E.

Find out more about work that has 
come about as a result of the 
Symposium at www.actionforme.org.
uk/six-months-on

Severe M.E. action plan: advocacy update

That’s the question we will consider 
at our annual conference, taking 
place on Thursday 12 November in 
London. 

The focus of the event, which also 
includes our AGM, will be on the 
integration of services within:
•	employment support
•	health and social care.

We are currently consulting with 
our patient and carer reference 
group to design the content and 
format of the event.

The event is open to anyone 
affected by M.E., including patients, 
carers and professionals. The venue 
is fully accessible and, as with our 

2014 conference and AGM, the 
presentations will be livestreamed so 
that people unable to attend can 
listen and take part at home. 

We also hope to record the event 
for viewing later.

Feedback from last year’s 
conference includes this comment:

“Very well organised, as it was last 
year, and a perfect venue. Hard to 
think how it could be improved.”

Don’t miss out on this year’s 
informative and collaborative event. 
To register your interest – be it 
attending in person or taking part 
online – please get in touch (see p 2 
for contact details).

Nothing about M.E. without me
How can we work better together with health and social care providers to 
achieve fully integrated services to support people with M.E./CFS?

Venue: Allen and Overy, 
1 Bishops Square, London, 
E1 6AD

Date and time: Thursday 12 
November. Registration opens at 
9.45am

Booking: Tickets, including 
refreshments, are free. 
Booking is now open at  
www.actionforme.org.uk/AGM2015 
or contact us (see p 2).

Articles for people 
with severe M.E.

We’d like to hear your 
suggestions for future 
articles. Contact us 
(see p 2) with your ideas.
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At Action for M.E. we are committed 
to campaigning to increase 
awareness and understanding of 
M.E. among health and social care 
practitioners, senior decision-makers 
and the Government. We do this by:
•	working with the All-Party 

Parliamentary Group on M.E. (see 
p 9)

•	being part of the House of Lords-
led group, Forward M.E. (see p 9)

•	consulting with people affected by 
M.E. to inform our work

•	collecting and collating evidence 
to help us drive change

•	working collaboratively with 
organisations such as the Disability 
Benefits Consortium.

It’s vital to add as many voices as 
possible to the growing call for 
change about M.E. However, we 
realise that many people with M.E. 
are too unwell to become heavily 
involved in campaigns and lobbying.

That’s why we’ve put together 
some simple, low-energy ideas and 
tips to help you (and friends, family 
and carers) campaign for change.

Where to start

First of all you need to identify a 
specific issue to focus on, as this will 
be the core motivation of your 
campaign. What significant thing do 
you want to change or raise 
awareness about? 

Your own campaign could be about 
a specific or local issue, for example:
•	 there are no specialist NHS M.E. 

services in your area
•	your GP lacks a proper 

understanding of M.E.
•	cuts to benefits are causing unjust 

and disproportionate financial 
problems for people with M.E.

Once you’ve identified your issue, 
decide on a key message, which 
you’ll then try to get across to as 
many people as possible. Getting 
your friends and family to help is a 
great way to contribute to the cause. 

Writing to your MP

Your MP works on behalf of you and 
your fellow constituents. In order to 
make your voice heard in Parliament, 
your MP needs to know what you 
want to say. 

Writing a personal letter or email 
to your MP is an effective 
campaigning tactic, and research 
shows that a direct and personal 
approach gets the best result. Find 
the name and contact details of your 
MP (as well as the correct way to 
address them) at 
www.findyourmp.parliament.uk

Start your letter by telling your MP 
who you are, for example: “I am a 
member of your constituency and I 
have M.E.” Make sure you tell them a 
bit about the illness, as well as your 
specific concern, including the 
causes and evidence. 

You can then inform them of a 
potential solution and what you want 
them to do about it. Your ‘ask’ should 
be very clear and concise. For 
example:
•	“Please could you write to the 

relevant Secretary of State”
•	“I urge you to join the All-Party 

Parliamentary Group on M.E.”

Finally, thank them for their time 
and consideration, and let them 
know you would like a response, or 
even a meeting. You could say: “I 
look forward to hearing from you.”  

You can download and tailor a 
template letter asking your MP to 

join the APPG on M.E. at 
www.actionforme.org.uk/appg

Our improved, new-look website, 
launching in the autumn, will feature 
more resources, information and tips 
for taking action.

What else?

Remember that a key part of 
campaigning is ensuring that your 
voice is heard by as many relevant 
people as possible. You can achieve 
this by:
•	creating a Facebook page and 

inviting everyone you know to join; 
you can then post updates, 
information and photos

•	 joining Twitter, a quick and reliable 
way to promote your campaign; 
follow as many relevant people as 
possible and this will encourage 
them to follow you

•	 recruiting fellow campaigners and 
volunteers, such as local M.E. 
support group members, doctors 
and colleagues

•	contacting your local newspaper 
and/or radio station; they are 
always on the lookout for local 
interest stories

•	displaying posters and leaflets in 
local areas (eg. libraries and 
doctors’ surgeries) to make your 
campaign visible and capture 
people’s attention.

Find out more about effective 
campaigning by reading our Action 
for M.E. campaign toolkit at  
www.actionforme.org.uk/campaign-
toolkit

If you live in Scotland, see p 12 for 
information on our Scotland-specific 
campaign toolkit.

Campaigning 
for change
How you can add your voice to the growing call 
for change about M.E.
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Forward M.E. update

All-new APPG on M.E.
The All-Party Parliamentary Group 
(APPG) on M.E. has been officially 
re-registered following the inaugural 
election of officers on Wednesday  
1 July at the House of Lords.

The Countess of Mar was re-
elected and new officers were elected 
for the remaining positions. The 
named Officers of the APPG are now:
•	Chair: Sir Peter Bottomley MP
•	Co-Chair: Countess of Mar
•	Vice-Chair: Mark Tami MP
•	Secretary: Jacob Rees-Mogg MP.

There are a further 25 members – 
all parliamentarians – who will help 
draw the attention of other MPs and 
Lords, as well as Ministers, to 
M.E.-related issues. Thank you to 
everyone who has encouraged their 
MP to join.

The APPG on M.E. aims to 
improve the lives of people with 
M.E. by working collaboratively to 
stimulate greater understanding and 
awareness of the illness, and tackling 
key policy areas to improve outcomes 
for people affected by M.E.

As secretariat of the APPG on M.E., 
Action for M.E. agreed with the 
Officers that an opportunity has 
arisen for the group to be revitalised 
to push forward change. 

The plan for the APPG this year is 
to culminate in an inquiry into M.E. 
focusing on the experiences of 
people with M.E. and their families, 
and the role of healthcare 
professionals and commissioners in 
signposting those affected by M.E. 
to the correct services. A report will 
then be launched next year.

The Westminster-based public 
affairs and communications 
specialist has selected Action for 
M.E. as its pro bono client for 
2015-16.

The highly reputable political 
consultancy began working with 
Action for M.E. in June, following a 
competitive application process. 

Chris Whitehouse, Chair, the 
Whitehouse Consultancy, says: 
“The importance of giving people 
with M.E. and their families a voice 
really inspired our team. There are 
around 250,000 people in the UK 
with the illness and Action for M.E. 
hopes to make a real difference to 
the quality of their lives. We are 
delighted to be working with them 
on this project and hope to 
transform the policy landscape for 
people with M.E. in the UK.”

Whitehouse is working with 
Action for M.E. to help push M.E. 

up the health and social care 
agenda, while communicating the 
needs of people with M.E. to 
parliamentarians. 

Sonya Chowdhury, CEO, Action 
for M.E., adds: “We are extremely 
excited to have this opportunity to 
work with the Whitehouse 
Consultancy. We are confident 
that together we can make a real 
difference in the way that people 
suffering from M.E. are treated and 
really push awareness of the illness 
up the health and social care 
agenda.”

Work is currently underway to 
revitalise the All-Party 
Parliamentary Group (APPG) on 
M.E., in order to ensure it is 
working effectively to raise 
awareness of the illness. See right 
for more information about the 
newly re-registered APPG on M.E.

Pushing M.E. up the 
political agenda
A big boost to our campaigning has come 
in the form of a year’s free support from the 
Whitehouse Consultancy.

David Butcher, Chair, Optimum 
Health Clinic, spoke at the June 
meeting of the House of Lords-led 
group, Forward M.E. He said he 
believes that, with the support of 
healthcare professionals and the 
government, a new study should be 
commissioned into all the costs of 
M.E. to the economy. 

Sonya Chowdhury, CEO, Action 
for M.E., explained that she supports 
economic meta-analysis. “There has 

to be a strong economic argument 
to back our call for action, and we 
should speak about this with one 
voice,” she said. 

Dr Martin McShane, NHS England’s 
Director for Long Term Conditions, 
spoke at the most recent Forward 
M.E. meeting, held in July. 

Forward M.E. is chaired by the 
Countess of Mar (pictured right), who 
also Co-Chairs the APPG on M.E. 

You can read the minutes for all 

Forward M.E. meetings at  
www.forward-me.org.uk or contact 
us (see p 2) for a paper copy.
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Working with Action for M.E., 
Forward M.E. and the APPG on 
M.E., the Department for Work and 
Pensions (DWP) has updated its 
evidence-based protocol on M.E. 
for healthcare professionals carrying 
our Work Capability Assessments 
(WCAs).

Sonya Chowdhury, CEO, Action 
for M.E., says: “We welcome the 
fact that the DWP has listened to 
feedback that its previous guidance 
was in need of improvement. 

“Working with Prof Julia Newton, 
our Principal Medical Adviser Dr 
Alastair Miller has updated the 
guidance to highlight the 
significance of post-exertional 
malaise, and the serious impact of 
the symptoms of M.E.”

You can read the guidance at 
www.tinyurl.com/wca-guidance

Action for M.E.’s Welfare Advice and 
Support Service has noticed an 
increase in people asking for 
information about Employment and 
Support Allowance (ESA) appeals. 
We are also receiving more complex 
enquiries on this topic.

To respond to this need, and to 
test the level of demand, we have 
launched a small pilot project in 
partnership with the Bristol and Avon 
Law Centre.

So far this project has made one 
law student available to support 
people with M.E. through their ESA 
appeal, providing them with legal 
casework advice and potentially 
accompanying them to the hearing. 
The hope is to get more students 
involved in the future.

The student has been specially 

trained to deal with ESA cases, and 
is being supervised by an 
experienced welfare rights adviser 
with expertise in dealing with ESA 
appeals.

This support is available on a 
first-come, first-served basis, and is 
available through our Welfare Advice 
and Support Service (see p 2 for the 
new freephone number).

Please be aware that this is just a 
pilot, and unfortunately we will not 
have the capacity to offer legal 
casework for ESA appeals to 
everyone that gets in touch with us.

Our Welfare Advice and Support 
Service will of course continue to 
offer advice on welfare and 
employment rights, the Equality Act 
and community care, by telephone 
and email.

Welfare Reform and Work Bill 
Chancellor George Osborne (pictured) announced 
key benefit changes in July’s Budget speech that 
could impact on many people with M.E.

New WCA guidance Support for your ESA appeal

The Welfare Reform and Work Bill is 
now passing through Parliament, 
proposing to make cuts to welfare 
benefits including:
•	 freezing some welfare benefits, 

including Employment and 
Support Allowance (ESA) for those 
in the Work-Related Activity Group 
(but NOT the Support Group), for 
four years

•	 removing the work-related activity 
component in ESA and the limited 
capability for work element in 
Universal Credit.
Osborne also proposes the 

following key change to ESA: “For 
future claimants only, we will align 
the ESA Work-Related Activity 
Group rate with the rate of 
Jobseekers Allowance. No current 
claimants will be affected by this 
change and we will provide new 
funding for additional support to 

help claimants return to work.”
The House of Commons Public Bill 

Committee invited individuals and 
organisations to have their say on 
the Bill. Action for M.E. has 
submitted written evidence, 
informed by the views and 
experiences of 274 people with M.E. 
who completed our survey. 

We asked people with M.E. to 
consider whether the freezing of 
some welfare benefits is likely to 
affect them, and 21% of respondents 
said yes. We also asked people to 
consider how the proposed changes 
to the Work-Related Activity Group 
of ESA will affect them. 

One person with M.E. told us: “I 
have been in the Work-Related 
Activity Group and don’t think this is 
fair. If someone is ill and trying their 
best to get prepared to return to 
work, reducing their ESA is obviously 

not going to help that, and the stress 
of it could cause people to become 
more ill.”

Sonya Chowdhury, CEO, Action 
for M.E., agrees: “People with M.E. 
who claim ESA are not unable to 
work because they lack motivation. 
They are unable to work because 
they are too unwell, with disabling, 
fluctuating symptoms that leave a 
significant minority house or bed-
bound. This change to ESA will cut 
off an essential source of financial 
support for people with M.E. 

“Action for M.E. is working with 
the Disability Benefits Consortium, 
and the newly re-registered All-Party 
Parliamentary Group on M.E. [see  
p 9], to tackle the ignorance, 
injustice and neglect that continues 
to exist. People with M.E. should not 
be punished because they are 
disabled. They deserve better.”
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Action for M.E. sponsored a free 
CPD-accredited webinar for GPs, 
nurses, pharmacists and other 
primary care professionals in July.

The session was led by Dr Hazel 
O’Dowd, clinical lead at the Bristol 
CFS/M.E. Clinic, who has worked in 
the field for 15 years.

Dr O’Dowd examined and 
explored possible causes, diagnosis,  
treatments and challenges.

She highlighted that what can be 
offered in primary care is symptom 
management. 

Dr O’Dowd also mentioned the 
new good practice guide by the 
British Association of CFS/M.E. 
(BACME). Launched in August, you 
can download the guide at  
www.bacme.info

The webinar received very positive 
feedback from participants. One GP 
said: “The webinar was an excellent 
educational experience. The content 
was up-to-date, comprehensive and 
practical. It gave me confidence to 
diagnose and manage patients with 
CFS.”

Others said that, following the 
webinar, they would:
•	 talk to patients earlier about 

possible diagnosis
•	be more proactive in management 

of symptoms
•	consider a holistic approach when 

taking medical history
•	stop suggesting antidepressants 

as a treatment for CFS in its own 
right.

Sonya Chowdhury, CEO, Action 
for M.E., says: “It is very encouraging 
that so many primary care 
professionals are keen to learn more 
about M.E., including how to treat 
and manage it effectively. We will 
use this valuable feedback to 
improve the way we share 
information with GPs to help them 
support their patients with M.E.” 

We plan to undertake another 
webinar like this in the autumn. Keep 
an eye on our website or contact us 
(see p 2) for updates.

Emily, who is based in Bradford, has 
lived with M.E. and fibromyalgia 
since her teens but was only 
diagnosed three years ago, when 
she had a severe relapse.

“I’ve been too unwell to follow all 
the M.E. research and news that 
comes along and I’ve started and 
stopped so many projects as a 
result,” Emily explains. “An 
improvement in my health means 
that I’m ready to start making use of 
my experiences and skills.

“For a year or so I’ve been wanting 
to put together a guide to M.E. for 
pharmacists, to raise awareness of 
our illness within my profession. I’d 
like to help fellow pharmacists 
understand our illness and the part 
they can play in our care.”

Could you help Emily develop the 
guide by sharing how your 

pharmacist or pharmacy team has 
helped you?

“It can be anything they have done 
as part of the care they provide,” 
says Emily. “This might include 
answering questions about 
medication, giving advice, making it 
easier to take (or remember to take) 
your medication, having 
prescriptions delivered, or just being 
a listening ear. Of course, if you think 
there was something that could have 
been done better, I’d like to hear 
that, too.”

You can contribute by:
•	commenting on Emily’s blog post at 

www.tinyurl.com/pharmacyguide
•	contacting us (see p 2) to share 

your experience.

Please get in touch by Monday  
26 October.

As well as developing this guide 
with us, Emily blogs at www.
aprescriptionforme.wordpress.com 
about wider health, medication and 
pharmacy matters. You can read her 
tips for remembering to take 
medication on p 38.

How has your pharmacist helped you?
Action for M.E. is delighted that pharmacist Emily Beardall (pictured) is 
working with us on a voluntary basis to develop an educational resource 
for pharmacists about M.E.

Our successful webinar for GPs
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Campaigning in 
Scotland
Our campaigning article on p 8 talks 
about the importance of influencing 
key people, including decision-
makers and politicians, in order to 
successfully overcome the challenges 
faced by people with M.E.

Our new Campaign toolkit for M.E. 
in Scotland (pictured above with Kat 
Allen, Project Co-ordinator, Scotland) 
was launched at our Scottish 
Parliament event in May.

The idea for this came out of 
discussions at Action for M.E.’s open 
meetings in Glasgow and Lockerbie 
in October 2014. It was developed as 
part of our Hear me, influence M.E. 
project, and was written by Colum 
Bannatyne, our sessional worker in 
Scotland, with input from 
participants from the open meetings.

Download the toolkit at  
www.tinyurl.com/campaign-scotland

Living and 
learning 
with M.E. 
Action for M.E.’s new project in 
Scotland, Living and learning with 
M.E., will bring together people 
with M.E., as experts in their 
condition, to explore symptom 
management.

The project is funded by the 
Scottish Health and Social Care 
Alliance Impact Fund, and our aim 
is to build a knowledge base of 
lived experience that can be 
shared with others who are new 
to, or struggling with, M.E. We 
also hope to inform and influence 
the work of healthcare 
professionals in Scotland.

We are planning a series of 10 
facilitated sessions in the 
Edinburgh area during September 
to December 2015, with small 
groups of voluntary participants.

Facilitators will use storytelling 
techniques to explore different 
experiences and identify learning 
that participants would like to 
pass on to others. Participants will 
also learn about storytelling 
techniques, and individual 
coaching support will be available 
to anyone who wishes to use their 
learning to help others.

The sessions will be facilitated 
by Michael Williams, who led our 
Digital Storytelling project last 
year.

The information gathered 
during the group sessions will 
feed into a written self-
management resource, which we 
will publish at the end of the 
project in April 2016. It will be 
shared with local support groups, 
individuals with M.E., carers and 
healthcare professionals. 

For further information, contact 
Kat Allen (Project Co-ordinator, 
Scotland) by emailing  
katrina@actionforme.org.uk

Hear me, influence 
M.E. 
Thank you to everyone who 
participated in our Big Lottery, 
Awards for All Scotland funded 
project, Hear me, influence M.E., 
over the last year. Six local support 
groups across Scotland distributed 
around 300 booklets and 50 of our 
posters for M.E. Awareness Month in 
May this year, while others were 
involved in making videos, PIP 
research or sharing information and 
ideas.

The following resources from this 
project are now available for 
individuals and support groups:
•	our Campaign toolkit for M.E. in 

Scotland (see right)
•	a series of patient perspective 

films on living with and managing 
M.E. View these at www.tinyurl.
com/me-patient-perspectives

•	a filmed fundraising advice session 
for M.E. support groups in 
Scotland. View this at  
www.tinyurl.com/fundraising-advice

Our research report, People with 
M.E.’s experiences of PIP claims in 
Scotland, is due to be published in 
late September 2015 after submission 
to the Scottish Parliament Welfare 
Reform Committee.

We hope you find these resources 
helpful and would love to hear your 
experiences of using them. Please 
send your feedback to Kat Allen 
(Project Co-ordinator, Scotland) by 
emailing katrina@actionforme.org.uk

Vote for M.E.? 
What commitments would you like 
to see from candidates for the 
Scottish Parliament election on 5 
May 2016 for people with M.E. and 
their carers? 

Action for M.E. is working with 
partners this autumn on a Manifesto 
for political parties and candidates in 
Scotland, to be launched in January 
2016. 

Please send your ideas of things 
you would like to include in the 
manifesto to hearme@actionforme.
org.uk by 30 September 2015.



Voting for Trustees
Please cast your votes for new and returning Trustees to the Board by 
Monday 26 October.

All of Action for M.E. Trustees are 
volunteers and a majority have direct 
experience of M.E. They are selected 
for a three-year term, which means 
that three of our current Trustees are 
up for re-election this year. The 
Board has also provisionally selected 
two new Trustees. 

Trustees will only be formally 

appointed subject to the voting of 
Supporting Members of Action for 
M.E. The five candidates are listed 
below. 

Please indicate your vote for each 
candidate using the form overleaf 
and return it using the envelope 
provided to arrive on or before 
Monday 26 October. Only those 

candidates who receive more ‘yes’ 
votes than ‘no’ votes will be 
appointed or re-appointed to the 
Action for M.E. Board of Trustees.

Results will be announced at our 
AGM on Thursday 12 November, 
which is free to attend: please see  
p 7 for more information about  
this event.

Existing Trustee Jane Logan
Jane had viral myocarditis in 2006 
and was diagnosed with M.E. some 
time later. Despite initially recovering, 
she has since experienced relapses 
and appreciates the condition’s 
frustrations and challenges.

Other roles: Jane is a Registered 
Nurse and Registered Midwife. She is 
a Fellow of the NHS Improvement 
Faculty and was appointed as a 
Specialist Midwifery Adviser to the 
Care Quality Commission in 2013.

As a Trustee: “I want to continue 
to bring my knowledge and 
experience of the NHS – as a patient, 
practitioner, researcher and educator 
– to Action for M.E. in order to 
develop public awareness of M.E. 
and assist with access to safe, 
evidence-based care.”

Existing Trustee Philip Marsden
Philip first became aware of M.E. in 
2003 when his son was diagnosed. 
He was struck by how little the NHS 
seemed to know about M.E., and the 
lack of effective treatments. 

Other roles: Philip is a chartered 
accountant and worked at Arthur 
Andersen & Co and the private 
equity group, 3i. He is now a director 
and co-owner of a corporate finance 
advisory company and a non-executive 
director of an investment trust. 

As a Trustee: “I believe there is so 
much more that can be done to 
support people with M.E. and their 
carers. I want to continue as a Trustee 
in order to help them and be part of 
finding a cure. Along the way I can 
also lend my financial skills to the 
charity.”

Existing Trustee Jane Young
Jane and her son both had M.E. but 
were fortunate to recover fully. She 
understands what it is to be house-
bound with M.E. and what it is to have 
a family member with the illness.

Other roles: Jane is an NHS 
consultant (a radiologist) and also has 
significant educational roles. She has 
been an active campaigner for NHS 
issues. As well as being a Trustee, she 
is also chair of Action for M.E.’s 
research panel. 

As a Trustee: “I bring a successful 
track record of interfacing with 
researchers and educators, as well as 
influencing, and would like to 
continue in this role. My aims are to 
increase knowledge, awareness and 
acceptance of M.E. by clinicians and 
the general public, and to increase 
the areas of research into M.E.”

Meet your candidates
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Only Supporting Members of Action for M.E. are eligible to vote. 
Please fill in your contact details here, including your postcode and membership number. 

Name:

Address (including post code):

 Membership number (if known):

Please indicate your vote for each and every candidate:

Jane Logan  yes        no        no preference

Philip Marsden  yes        no        no preference

Jane Young  yes        no        no preference

Charlie Stockford  yes        no        no preference

Katherine Thomas  yes        no        no preference

Please return this form 
using the envelope provided to 
Action for M.E., 42 Temple Street, 
Keynsham BS31 1EH to arrive on 
or before Monday 26 October 
2015, marked for the attention 
of the returning officer. 
Thank you.

Notes

1. Only Supporting and Lifelong Members 
of Action for M.E. (known collectively as 
Supporting Membership) are eligible to 
vote in the election of new Trustees.

2. Supporting Membership does not mean 
membership of Action for M.E. as a 
company limited by guarantee. The 
Trustees of Action for M.E. have resolved 
that those candidates who are endorsed 
by the Supporting Membership will be 
elected as Trustees by the members of 
Action for M.E. as a company law matter. 
Conversely, the Trustees have undertaken 
that those candidates who are not 
endorsed by the Supporting Membership 
will not be elected as Trustees by the 
members of Action for M.E.

3. Any votes received from persons who are 
not part of the Supporting Membership 
or who cannot be identified by Action for 
M.E. as such shall be deemed invalid.

4. An individual Supporting or Lifelong 
Member shall only be entitled to one vote 
for each candidate. Any further voting 
slips received from that individual shall be 
deemed invalid.

5. All votes must be received by Action for 
M.E. on or before 5pm on Monday 26 
October 2015. Any votes received after 
this time will not be counted.

6. A candidate shall be eligible for 
appointment or reappointment as a 
Trustee on and from Action for M.E.’s 
Annual General Meeting, Thursday 12 
November 2015 in the event that he or 
she receives more valid ‘yes’ votes than 
‘no’ votes. Any ‘no preference’ votes or 
non-indicated votes shall be disregarded 
for these purposes.

7. In the event of any dispute regarding this 
ballot paper or the voting process, the 
decision of the Board of Trustees of 
Action for M.E. shall be final and binding.

New candidate 
Charlie Stockford
Charlie has lived with M.E. for more 
than 10 years. She has used 
alternative therapies and 
determination to get from being 
bedbound to competing in her first 
triathlon last year. 

Other roles: Charlie runs a 
sustainability consultancy company, 
SustainIt, working to help corporate 
organisations improve their social, 
ethical and environmental 
performance. She is a qualified yoga 
teacher and is currently training to 
become a swimming coach.

As a Trustee: “Action for M.E. was 
a god send when I was first 
diagnosed with M.E. Being a Trustee 
would be my small way of giving 
something back. I hope my 
entrepreneurial, marketing and 
business skills will help the charity 
become stronger and aid more 
people with M.E. to learn to live and 
cope with this illness.”

New candidate 
Katherine Thomas
Having trained and spent her early 
career as an archivist, Katherine then 
became very ill with M.E. in 1999. 
Now more mildly affected, careful 
energy management allows her to 
work almost full-time.

Other roles: Katherine has worked 
for the Welsh Government since 
2004. She currently oversees delivery 
of early intervention family support 
programmes. She also represented 
Wales on Equality 2025, advising the 
UK Government on improving the 
life chances of disabled people, 
especially with regard to 
employment and welfare reform. 

As a Trustee: “People with M.E. 
frequently struggle to access 
appropriate services and support. I 
want to help Action for M.E. influence 
long term changes in attitudes and 
policy in health, social care, welfare 
benefits and employment in Wales 
and across the UK.”



CMRC 
conference 
2015 
Following on from the success of 
last year’s event, Action for M.E. is 
organising this year’s UK CFS/M.E. 
Research Collaborative (CMRC) 
conference, which will take place 
in Newcastle on Tuesday 13 and 
Wednesday 14 October.

Registration is free for Associate 
Members. The programme 
includes a workshop on patient-
reported outcome measures, 
facilitated by Dr Kirstie Haywood, 
Senior Research Fellow (Patient 
Reported Outcomes) in the 
Division of Health Sciences, 
Warwick Medical School, 
University of Warwick.

Presentations will then be given 
by Prof Liz Perkins on social policy 
research and M.E., plus there will 
be updates on current M.E. 
research funded by the Medical 
Research Council (MRC.) This will 
be followed by a Q&A session, 
giving Associate Members the 
chance to discuss researchers’ 
work with them.

You must be an Associate 
Member to attend – that’s anyone 
with an interest in M.E. (including 
patients and carers) who isn’t a 
researcher. Find out how to join 
the CMRC as an Associate 
Member for free at www.
actionforme.org.uk/join-the-cmrc

For those Associate Members 
unable to attend, it is planned that 
some presentations will be 
livestreamed so that you can watch 
online at home.

To get a flavour of what the 
workshop and presentations will 
be like, read our report of last 
year’s CMRC conference 
(published in InterAction 88, p 11). 

Register to attend at  
www.tinyurl.com/cmrc-2015

During M.E. Awareness Week in 
May, Action for M.E. was proud to 
announce the launch of our Clare 
Francis Research Fund.

Named after our President, the 
writer Clare Francis (pictured), this is 
our dedicated research fund, which 
means that every penny donated to 
it will be put towards our research-
related activity. Currently the total 
stands at £3,705.

The Clare Francis Research Fund 
will be pivotal in helping Action for 
M.E. raise the funds we need to 
achieve our research ambitions.

Clare Francis, President, Action for 
M.E., says: “Despite the progress 
being made, there is still vast 
underinvestment in M.E. research. I 
hope that this fund will be pivotal in 
helping Action for M.E. raise the 
money needed to achieve its 
research ambitions.”

Anyone who wishes to donate to 
the Clare Francis Research Fund can 
do so via our dedicated JustGiving 
page at www.justgiving.com/
Action-For-ME-Clare-Francis-
Research-Fund or by calling the 
Action for M.E. office on  
0117 927 9551.

Earlier this year we invited you to get 
involved in our research decision-
making process by joining our 
Research Panel and Voice 
Committee (see InterAction 89, p 21).

New Research Panel member Jane 
Smith, who has a degree in 
Microbiology with Mammalian 
Physiology & Biochemistry, applied 
because she has seen friends and 
family members with M.E. struggle 
to find help and treatment. Karen 
Hainsworth and Cheryl Anderson 
also joined.

Five people joined our new Voice 
Committee. John Wright was 
diagnosed with M.E. in 1988 when 
he was working as a manager for 

Barclays Bank, but as his health 
deteriorated he was forced to 
formally retire in 1995. 

Dr Stephanie Bray, who has had 
M.E. for more than eight years, 
worked as a Clinical Psychologist in 
the NHS, but had to give up work a 
few years ago due to ill health. 

“Although I suffer physical 
limitations, I am able to process and 
critically evaluate information,” she 
says. “I have a keen interest in doing 
what I can to contribute to the 
further understanding of the 
underlying causes of M.E.” 

Other Voice Committee members 
are Anna Richmond, Simon McGrath 
and Anita Walton.
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Our brain in pain study

Rituximab trial
In July the national media 
reported on the latest news 
regarding the cancer drug 
rituximab and M.E.

Back in October 2011 
Norwegian cancer specialists Dr 
Øystein Fluge and Professor 
Olav Mella (pictured below), of 
the Haukeland University 
Hospital in Bergen, published 
research showing that 10 out of 
15 patients with CFS found their 
symptoms eased after taking 
rituximab.

After these initial studies, Dr 
Fluge and Prof Mella are now 
performing a larger phase three 
study with 152 patients and 
including a control group. 

“There is now a strong case to 
be made for a larger trial,” says 
Simon Wessely of King’s 
College London, in an article in 
New Scientist. “The belief that 
[CFS] is all in the mind has been 
around since the beginning. It’s 
tragic that it might take a study 
like this to take sufferers 
seriously.”

Sonya Chowdhury, CEO, 
Action for M.E., says: “This is a 
considerable breakthrough. We 
are delighted to see strong 
voices from individuals and 
groups from a range of 
backgrounds speaking out in 
support of the need for further 
investigation into a drug that 
thus far seems to offer stronger 
hope for people with M.E.”

Last year, Action for M.E. took over 
the management of a three-year 
neurophysiology of pain in M.E./CFS 
(aka the ‘brain in pain’) study, following 
the closure of the CFS Research 
Foundation, which had already 
secured and allocated funding for it 
(see InterAction 87, p 18).

At a seminar in June, Dr Julius 
Bourke and Prof Peter White 
explained how the study is 
progressing so far. Dr Bourke 
showed some early stage findings, 
which cannot be reported here to 

avoid prejudicing publication 
(expected in early 2017). He explained 
that a complex physiological 
process, termed central sensitisation, 
is thought to explain chronic pain 
and possibly other M.E. symptoms. 

Overall, it is too complex a process 
to target for drug treatment. 
However, there is an indication that 
two chemicals in the brain, 
dopamine and opioids, may be 
responsible. If that’s the case, drugs 
that already exist could be used to 
tackle it.

Dr Joanna Elson, a lecturer at 
Newcastle University’s Institute of 
Genetic Medicine, is leading our 
18-month mitochondrial DNA 
research study.

The study is comparing patterns of 
mitochondrial DNA variation in 
people with M.E./CFS and healthy 
controls. Action for M.E. is funding 
this £30,000 project, with a £5,000 
donation towards the cost from the 
ME Association.

“Mitochondria are known as the 
powerhouse of the cell,” explains Dr 
Elson. “They contain a small circular 
chromosome called mitochondrial 
DNA (mtDNA). Human mtDNA 
encodes 13 proteins essential for 
energy production.

“Mutations of mtDNA are an 
important cause of inherited disease. 
It has been suggested that inherited 
mitochondrial disease, caused by 
rare mutations of the mitochondrial 
chromosome, are only the tip of the 
iceberg with regard to the role of 
mtDNA variation in human disease. 

“One of the many unique features 
of mtDNA is that it is passed by 
mothers to their children without a 
paternal contribution; there is no 
mixing of the genetic information in 
the maternal and paternal lineages. 
This results in the evolution of 
mtDNA being characterised by the 
emergence of distinct lineages, or 
haplogroups. Haplogroups have 
been used to trace the movement of 

human populations, and many 
scientific papers have linked specific 
haplogroups with a higher likelihood 
of developing particular common 
complex diseases. 

“This project is looking at at least 
400 patients with M.E./CFS to see if 
there are differences between their 
mtDNA and the general population’s 
mtDNA. The aim is to see if patients 
with M.E./CFS have different 
patterns of mtDNA variation that 
could affect a person’s chances of 
becoming ill with M.E./CFS, or act as 
a barrier to recovery.

“The results of haplogroup 
association studies have frequently 
been conflicting. So rather than 
conduct a traditional haplogroup 
association study, we will consider 
the cumulative effects of all a 
patient’s mtDNA variants.” 

Dr Elson says that sample 
collection and preparation – from 
collaborators in South Africa and the 
clinic led by Prof Julia Newton in 
Newcastle – is proceeding in 
accordance with the initial 
projection; 200 samples were sent 
off for sequencing in mid-August. 

An additional 150 samples have 
also been collected. They will be 
processed and sent off for 
sequencing by the end of 
September. Upon completion of 
sample collection and sequencing, 
analysis of the mtDNA sequence 
data will be conducted.

Mitochondrial DNA: 
our funded research
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We have all become accustomed to 
the idea that diseases can have 
either environmental or heritable 
causes – in fact, this dichotomy is 
now hard-wired into our views of the 
world. However, a relatively new field 
of endeavour, epigenetics, is 
beginning to challenge these 
assumptions.

Conventional genetics is 
concerned with changes to 
sequences of DNA (the genotype) 
which are then inherited, but 
epigenetics postulates that changes 
in gene expression (the way 
information from a gene is used to 
make products, usually proteins) can 
be affected by other factors and 
processes. These include childhood 
development, drugs, diet, 
environmental chemicals and even 
the ageing process. In particular, 
epigenetic modifications (through 
DNA methylation, for example) can 
have effects on the function of genes 
over the long term, and may be 
involved in a range of illnesses, such 
as diabetes or cancer.

Epigenetic modifications

In M.E./CFS, a variety of studies have 
examined gene regulation; these 
have shown alterations in gene 
function in the immune system of 
patients, supporting other evidence 
of immune system abnormalities. 
Since epigenetic modifications could 
well be involved, researchers at the 
University of Toronto decided to test 
for these in the DNA of 12 female 
M.E./CFS patients (who all reported 
sudden infectious onset of their 
illness) and 12 matched healthy 
controls, all recruited through the 
SolveCFS BioBank in the USA.

There are many techniques for 
identifying epigenetic modifications 
of DNA, and the researchers chose 

to examine the occurrence of DNA 
methylation in white blood cells 
using a specific BeadChip array and 
complex analysis techniques, 
including gene ontology (GO) 
analysis, to identify the biological 
pathways in which changes in DNA 
methylation might be involved.

Cluster groups

The results (published in PlosOne, 
2014) make interesting, if 
complicated, reading. The 
researchers found a range of specific 
regions of DNA (methylated CpG 
dinucleotide sites) which differed 
between M.E./CFS patients and 
controls. After GO analysis, four 
cluster groups, consisting of a total 
of 57 GO terms, were identified – a 
cellular processes group, a positive 
metabolic regulation group, an 
enzyme kinase activity group, and an 
immune cell regulation group.

Within the four cluster groups, 511 
unique genes containing a total of 
637 CpG sites were significantly 
‘hypermethylated’ in M.E./CFS 
patients compared with healthy 
people, and 184 unique genes 
containing 237 CpGs were 
significantly ‘hypomethylated.’ The 
immune cell regulation cluster, with 
22 GO terms, had the largest 
“enrichment of differentially 
methylated gene pathways” 
(indicating alterations in gene 
expression in M.E./CFS patients 
compared with healthy people), and 
there were clear indications of a shift 
towards ‘hypomethylated’ immune 
genes in the patient group.

Overall, the epigenetic analysis 
found evidence that immune cell 
regulation differs between M.E./CFS 
patients and controls, a result that 
accords with what we already know 
about functional changes in immune 

profiles in the illness. The other 
differences noted by the researchers 
in gene setenrichment (linked to 
differences in cellular processes, 
enzyme kinase activity and positive 
metabolic activity) also support 
current understanding about the role 
of dysregulation of cellular 
metabolism and oxidative stress in 
M.E./CFS.

Multisystem dysregulation

The importance of these findings (at 
least at present, until further 
epigenetic investigations are done) 
is that they confirm, using very 
different methodologies from 
studies in the past, that multisystem 
dysregulation is a feature of M.E./
CFS. However, they also implicate 
the involvement of specific DNA 
modifications in the causes or 
consequences of the disease, a 
potentially important finding in itself. 
The reasons for these epigenetic 
modifications (environmental 
agents? infections?) in patients 
remain unknown. Nevertheless, the 
researchers point out that 
“epigenetic changes can exert 
long-term effects on gene 
expression and are potentially 

me research uK on genes
Continuing our guest series of articles from independent charity ME Research 
UK, by its Operations Director Dr Neil Abbot.



The information inherited from our 
parents (usually in the form of a 
gene, a sequence of DNA) has to be 
translated into a product, such as an 
RNA molecule or a protein, before it 
can be used by the body. This 
process is called gene expression. In 
the past few years, a number of 
research groups worldwide have 
investigated gene expression in 
people with M.E./CFS, including Dr 
Jonathan Kerr’s group at St George’s 
Hospital, University of London.

After initial pilot studies, the group 
published a paper in the Journal of 
Infectious Diseases in 2008 outlining 
its identification of a putative gene 
‘signature’ for the illness, consisting 
of 88 human genes. When these 
genes were subdivided into 
categories based on diseases or 
functions, some were found to be 
associated with haematological (22 
genes), immunological (14) or 

dermatological functions (3); with 
cancer (31); or with the endocrine 
system (9). Unfortunately, a 
subsequent blinded study showed 
this ‘signature’ to be less robust 
across populations, although it was 
able to classify roughly two-thirds of 
both M.E./CFS and healthy samples 
successfully.

As these 88 genes had been linked 
to the pathogenesis of M.E./CFS, 
the logical next step was to examine 
single nucleotide polymorphisms 
(SNPs, pronounced ‘snips’) within 
these genes. With funding from ME 
Research UK, the group at St 
George’s began work on identifying 
the key SNPs for each of the 88 
genes.

Key SNPs

As there are hundreds of SNPs within 
each gene and the cost of studying 
all of them would be prohibitive, the 
team focussed on ‘determinative’ 
SNPs (ie. those which are known to 
predict all or most of the others 
within one gene); the number of 
determinative SNPs per gene 
typically varies between 3 and 7. 
Once these determinative SNPs had 
been identified for each gene, the 
researchers designed low density 
array cards to contain their 
respective assays, had these 
manufactured, and then used them 
to test genomic DNA samples of 108 
patients and 85 people without 
M.E./CFS, including some with 
endogenous depression.

Headline results

The headline result, published in the 
Journal of Clinical Pathology in 2014, 
was that 21 SNP alleles had 
significantly different ‘frequency 
distributions’ in M.E./CFS patients 
than in depression control or healthy 
control subjects – seven of these 
SNPs were within the BMP2K gene 
and two were within the IL6ST gene. 
A significantly different distribution 
between M.E./CFS patients and 
healthy controls was observed for 10 
M.E./CFS-associated gene SNPs. In 
addition, the authors found 148 SNP 
alleles that were associated with one 
or more of the putative genomic 
‘subtypes’ of M.E./CFS, although the 
distribution of these alleles was not 
related to the gene expression data 
for each subtype.

Will SNP analysis based on 
‘susceptibility genes’ eventually 
become useful for the diagnosis or 
clinic management of M.E./CFS? 
Well, as the authors point out, an 
SNP-based test is certainly more 
robust and more easily reproducible 
than gene-expression-based testing 
(which is intricate and time-
consuming). The first step, however, 
is to see these results replicated on 
other groups of M.E./CFS patients 
and on patients with other, similar 
chronic diseases. Only after this is 
done can work begin on acquiring 
hard SNP-based evidence for the 
existence of ‘subtypes’ in the illness.

amenable to therapeutic 
intervention,” citing the example of 
cancer in which therapeutic 
interventions targeting epigenetic 
mechanisms have had some success 
in altering inflammatory pathways.

Although it is still too early to tell 
whether or not the new ‘epigenetic 
perspective’ will revolutionise the 
investigation and treatment of 
complex chronic diseases, this novel 
report from the University of Toronto 

has presented valuable evidence to 
an international audience that 
epigenetic alterations can have a 
role in the pathophysiology of M.E./
CFS.

These articles originally appeared in the spring 2015 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

Going for a SNIP
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If you have M.E., especially if you’ve 
been badly affected for many years, 
it can be tempting to try any 
potential new treatment, especially 
one as harmless-sounding as a diet. 
And several diets have been 
proposed as being, while not cures, 
at least helpful for people with M.E.  
But are they effective – or even safe?

Diets proposed as being 
potentially helpful for M.E. include 
the autoimmune protocol, the Myers 
way, the GAPS (Gut and Psychology 
Syndrome) diet and the histamine-
intolerance diet. These are also 
targeted at people with auto-
immune diseases, such as 
rheumatoid arthritis, certain thyroid 
problems, coeliac disease, lupus and 
Addison’s disease. These illnesses 
have some things in common with 
M.E., most notably inflammation that 
is systemic and wide-spread. 

The theory behind these diets is 
that patients have suffered damage 
to their guts, making them leaky, so 
that food molecules (which should 
not pass through) reach the 
bloodstream, where they are picked 
up by the immune system, causing 
inflammation. And with the 
inflammation – so the theory goes 
– comes a whole host of symptoms 
which people with M.E. recognise: 
extreme fatigue, muscle aching and 
weakness, depression, brain fog, 
digestive problems, and an array of 
allergies and intolerances.

Cutting out problem foods

The diets share common threads; all 
are based on cutting out ‘problem’ 
foods. Many ban dairy and gluten. 
Other grains are generally excluded 
too, and sometimes nuts and seeds. 
The nightshade family of vegetables 
(tomatoes, peppers, potatoes, 
aubergines and chillies) and 

nightshade spices (eg cayenne) may 
also be banned. Added sugar is 
almost certainly off the menu, and 
some diets remove or limit fruit, 
thanks to the fructose (fruit sugar) it 
contains.

Most of the diets ban processed 
foods. This is because many of them 
contain dairy and grains; artificial 
additives, colourings, flavourings; 
artificial sweeteners; and pesticide 
and plasticiser residues. Indeed 
walking around the supermarket with 
a list of ‘allowed’ foods can be 
disheartening indeed – almost all the 
food on these diets must be 
prepared from scratch, from single 
ingredients. 

For most of the diets, you first 
have to heal your gut by following an 
extremely restrictive diet. After this, 
it’s generally possible to gradually 
reintroduce foods, one by one, to 
see whether any can now be 
tolerated. The intention is that in this 
way, people can return to a more 
varied and ‘normal’ diet.

Many of the individual parts of the 
story – bad responses to food, 
inflammation etc – are backed up by 
good science, published in peer 
reviewed journals. But in order to 
prove their effectiveness for M.E., 
we’d need a large scale clinical trial. 
Even if the resources were available, 
it’s unlikely that studies would 
provide conclusive results because 
M.E. is such a variable disease. It 
would be too much to ask that one 
treatment would be universally 
effective. 

A big stumbling block for these 
diets is asking people to give up 

foods recommended as ‘healthy’ – 
such as wholegrains (an important 
source of energy for most people); 
eggs, dairy products, beans and 
other pulses (good for protein, and 
dairy is a source of calcium); and 
some fruits and vegetables (packed 
with vitamins, minerals and 
antioxidants).

Intolerance vs fad

The mainstream medical and 
nutritional opinion goes that only 
people with clinically diagnosed 
allergies, or conditions like coeliac 
disease (where sufferers must avoid 
gluten), need to give up foods. 
Anything else is treated as a ‘fad.’

“The most evidence-based diet 
in the world is useless if it’s not 

achievable”

mythbusting diets for m.e.
Registered nutritionist and InterAction volunteer, Dr Carina Norris, explores 
whether diets proposed to help M.E. are effective, safe and achievable.
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But opinion is softening – it’s 
becoming apparent that many 
people do indeed have intolerances 
to foods, which can only be pinned 
down by painstakingly completing 
food and symptoms diaries. Many 
people have found that cutting out a 
particular food or group – say dairy, 
wheat or eggs – relieves their 
symptoms, especially those relating 
to IBS. 

Many nutritionists also believe that 
the British diet over-relies on sugary 
and starchy carbohydrates, to the 
expense of protein, healthy fats and 
fibre-rich vegetables. Although 
‘leaky gut’ is not recognised by most 
conventional doctors, there’s 
considerable interest in the ‘gut 
microbiome’ – the bacteria 
inhabiting our intestines. It’s 
possible, perhaps even likely, that 
people with M.E. could have some 
kind of disturbance in this vital area.

The practicalities

We need to remember that the best, 
most evidence-based diet in the 
world is useless if it’s not achievable. 
And people with M.E. know that 
energy for cooking from scratch is 

hard to come by. Not to mention the 
fact that any kind of stress – and 
constantly worrying about what 
you’ll eat is stressful – exacerbates 
symptoms.

As an M.E. sufferer and scientist, I 
was so intrigued by the hypotheses 
behind these diets that I decided to 
try one. After all, I knew there was no 
danger of my being malnourished, 
as I’m qualified to analyse my diet 
and make sure I hit all my nutrient 
targets. 

I gave up all processed foods, 
grains, pseudograins, nuts and 
seeds, dairy, nightshades, and cut 
my natural sugars intake (fruit etc) to 
a bare minimum. I regularly checked 
that my diet still ticked all the 
nutritional boxes. In fact, it was 
higher in many micronutrients 
(vitamins and minerals) than when I’d 
eaten a ‘normal’ diet.

But it only lasted five days. The 
exhaustion of all that cooking, 
combined with the stress of having 
my life revolve around ‘what am I 
going to have for my next meal?’, 
while trying to juggle the ‘non-food’ 
aspects of life as well, were just too 
much. Of course this is just my 
personal experience. 

Possibly some people with M.E. 
could find symptomatic relief from 
cutting out dairy, gluten or other 
food groups. However, this should 
only be attempted under the 
guidance of a medical professional 
and/or dietician, with appropriate 
advice to ensure that they’re still 
getting all their nutrients, and their 
health monitored throughout.

The British Dietetic Association 
advises, “You will be able to see a 
dietitian within the NHS after being 
referred by your GP Practice, or 
multi-disciplinary team. Your GP may 
make this referral or you may request 
a referral yourself.”

Much has been made of the stone 
age diet, also known as the paleo 
(short for Paleolithic) diet, and it is 
popular among people with M.E./
CFS. It consists of what a caveman 
could have hunted/foraged, so 
plenty of meat, poultry, fish, eggs, 
nuts, and most vegetables. 

While there has been no research 
specifically into the stone age diet 
and M.E./CFS, small studies have 
found that it:

 
•	“improved glycemic control and 

several cardiovascular risk factors 
better than a diabetes diet in 
patients with type 2 diabetes.” 
(Jönsson et al, 2009, 
Cardiovascular diabetology)

•	“was superior to the 
Mediterranean diet in improving 
[ischemic heart disease] patients’ 
glucose tolerance and achieving a 
lower dietary energy intake.” 
(Jönsson et al, 2010, Nutrition and 
metabolism)

Lindberg (Scandinavian journal of 
nutrition, 2005) concludes that the 
stone age diet “is part of a 
theoretical template for health 
promotion. It has not been proven to 
prolong life, and the same is true for 
low-fat, high-fibre diets. Overweight 
subjects who wish to eat a 
palaeolithic diet can do so without 
obvious risks. However, calcium 
supplementation may be 
considered.”

Many people with M.E. also have 
issues with irritable bowel syndrome 
(IBS). Some relief can often be found 
by cutting out problem foods, 
including gluten or dairy. A low-
FODMAPs diet has been found 
particularly effective, helping about 
70% of people who try it, according 
to King’s College London. 

FODMAPs stands for Fermentable 
Oligosaccharides, Disaccharides, 
Monosaccharides and Polyols, which 
are poorly absorbed sugars or sugar 
alcohols. 

The FODMAPs diet is complex so 
it’s recommended that you consult a 
registered dietitian, preferably one 
with experience of educating people 
on the low-FODMAPs diet, to 
support you to follow it carefully.

Diets for M.E.: what’s the evidence?

About the author 

Dr Carina Norris RNutr (Public 
Health) is a registered 
nutritionist, health journalist and 
author, and has had M.E. for 
around 20 years. When she’s not 
working, resting, or talking too 
much, Carina enjoys baking, 
jewellery-making and 
birdwatching with her 
ornithologist husband.
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For us folk with M.E., being online 
provides opportunities to connect 
with other people, stay independent, 
reduce isolation and make life easier, 
particularly if you’re house- or 
bed-bound. 

With some clicking, tapping or 
typing we can keep in touch with 
friends and family, wherever they 
may live, via email, social media or 
video calls. We can also learn, be 
entertained, shop and do daily 
admin tasks quickly and easily, like 
paying bills, renewing the TV licence 
or changing energy supplier. 

“Being online is vital,” says Rachel 
on Facebook. “I could not shop 
without it. Our food, pet food, 
school uniform, household items, 
birthday and Christmas gifts… you 
name it, I buy it online.”

Here I offer some practical tips for 
those of you who want to get online 
for the first time, or just use the 
internet more. I will also outline 
solutions to some accessibility and 
security issues. So don’t be daunted 
– get connected!

Picking a device

There are four main types of device 
to choose from: desktop computer, 
laptop, tablet or smartphone 
(mobile). 

When choosing a device, think 
about how you plan to use it and 
how it might affect your symptoms. 
Consider the following: 
•	Device weight: Holding a device 

can cause additional pain for some 
people with M.E., whether it’s 
aching arms from holding a tablet, 
or a laptop feeling uncomfortably 
heavy resting on aching legs. 

•	Portability: Do you need 

something that’s small and easy to 
carry with crutches? Or will you 
always use the device at home? 

•	Keyboard: You may struggle to 
type more than a few words on a 
phone, and more than a few 
sentences on a tablet, whereas 
desktops and laptops have a full 
keyboard and screen. 

•	Battery life: Especially important if 
you want to use your device while 
out and about, or even just 
relaxing in the garden not 
connected to a plug.

•	Storage space: The more 
documents/photos/apps or 
programs you plan to keep on 
your device, the more storage 
space will be needed.

•	Screen size: If you want to watch 
shows/films in bed you might be 
better off with a laptop or a larger 
tablet. A smartphone or smaller 
tablet should be fine if you just 
want to use Facebook and send 
short emails.

•	Apps and software: Think about 
what tasks you want to do with 
your device. Smartphones and 
tablets have user-friendly apps, 
which might seem less daunting 
for beginners. 

It’s useful to decide on the most 
important criteria for you and make a 
list of your requirements before you 
go shopping – particularly handy if 
you’re faced with a pushy 
salesperson! 

The time before students go back 
to school/college/university, plus 
Christmas and January sales, are key 
periods when retailers run their best 
offers. And don’t forget you can 
usually try out the different devices 
in the shop.

Accessibility issues

Depending on your symptoms and 
how they affect you, accessing the 
internet might seem challenging, 
and you might worry that it will make 
your symptoms worse. 

On Facebook you told us that 
some tablets can be too heavy to 
hold, while a laptop or computer’s 
bright flickering screen can be 
unbearable because of light 
sensitivity. Vicki says that trying 
different devices is important: “I 
found my laptop too noisy and 
tablets too heavy and big to manage 
in bed.” 

However, there are many ways to 
overcome accessibility issues and 
get online without worsening your 
symptoms. In terms of settings, you 
can adjust the screen brightness, 
make the text larger (or magnify the 
screen), and change the size and/or 
shape of the mouse pointer. 

You can also try: 
•	wearing tinted or anti-glare glasses 

if you’re sensitive to light
•	using voice recognition software, 

or making your device talk to you 
(for example reading emails)

•	making your keyboard more 
accessible by changing how it 
responds to your typing, making it 
one-handed or using Windows 
on-screen keyboard.

Settings vary by device, so consult 
the manual, follow on-screen 
instructions from the settings 
section, ask a tech-savvy friend or 
get free help from organisations like 
AbilityNet (see useful contacts), 
recommended by reader Pauline.

Many people also find that 
restricting their time online, with 
breaks or time limits, helps avoid 

Get connected
Glen Buchanan offers advice for getting online – 
whether you’re totally new to using the internet, 
or need inspiration to get more out of the web 
and beyond.
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worsening their M.E. symptoms. You 
could use a kitchen timer or 
stopwatch, or Meg recommends 
Workrave (www.workrave.org) – a 
programme that alerts you to take 
rest breaks and restricts you to your 
daily limit (InterAction 89, p 46).

Staying safe online

As we’ve seen, the internet can open 
up a whole new world of 
opportunities. However, there are 
some risks associated with being 
online, such as identity theft, hacking 
and cyberbullying. But don’t worry, 
these are rare, and here are some 
simple precautions you can take to 
mitigate the risks and stay safe 
online:
•	Use clever passwords: Make sure 

your password is not easy to 
guess. Include capital letters, 
numbers and punctuation for extra 
security. Use different passwords 
for each website.

•	Post and share online wisely: 
Everything you write on a social 
network or other website is public 
to some extent, so don’t give out 
personal details, such as your 
address or bank details, or 
announce that you’re going on 
holiday (leaving you vulnerable to 
burglars). 

•	Stop, block & tell if you are 
bullied online: The rule for 
dealing with cyberbullies is to 
“stop, block and tell.” Don’t 
answer back, as that will only feed 
the abuse; block the person or 
message; and tell someone you 
trust. Also think about whether 
your comments could offend 
someone else. 

•	Be careful of attachments/links: 
Viruses are often spread via 
attachments to emails; if you don’t 
know what an attachment is, do 
not open it. Similarly, even if a link 
looks like a safe link, it may be 
forwarding to somewhere you 
weren’t expecting.

•	Be vigilant for email scams: Junk 
emails are common, ranging from 
badly worded begging emails to 
proper-looking companies asking 
you for personal information 
(called phishing). If you get an 
email from someone like a bank, 
eBay or PayPal saying there is a 
problem with your account, 
contact the company in question 
by phone or their official website 
to confirm it’s genuine.

•	Online banking security: Many 
banks recommend using a piece of 
software (eg. Rapport) which 
guards against hackers. This will 
give your account maximum 
protection. Remember your bank 
will never ask for your complete 
login details via email, text or 
phone.

•	 If you get hacked: Often, when 
you are hacked, a spam email will 
be sent to all your contacts. If this 
happens, change your password to 
something completely different 
immediately. Alert the people that 
may have received a spam email 
from your account to delete it 
without opening it.

•	Use special software: A firewall 
stops unauthorised people 
hacking into your device. Anti-virus 
programmes guard your computer 
from viruses which could harm 
your computer. Anti-spyware looks 
out for programmes which spy on 
your computer use in an attempt 
to learn passwords or account 
details (called keyloggers and 
Trojans).

Where to go for more help

It’s a great idea to ask friends and 
family to show you some online 
tricks and tips to help you. I’m sure 
many of them would be glad to 
show you how to use Skype (for 
texting, voice and video calls) to 
keep in touch.

And for any readers who are 
already tech-savvy, or for local M.E. 
support groups, I would really 
encourage you to help other people 
with M.E. Many people, including 
Libby and Venus on Facebook, 
would recommend and appreciate 
one-to-one mentoring or just a 
friendly face to show them new ways 
of enjoying being online. John 
emphasises that being taught “at a 
speed to suit the learner” is very 
important.

More help is also available from a 
wide range of organisations (see 
useful contacts) – so don’t be shy, 
just ask. And please feel free to 
contact me to let me know how you 
get on or to ask any questions:
•	Twitter: @StillAllMe 
•	Facebook: www.facebook.com/

stillallme 
•	Email: connect@stillallme.com

I hope this has inspired you to get 
connected and to take full 
advantage of the potential the 
online world has to offer us. As 
Rachel says: “Life with M.E./CFS 
would be very much more isolated 
and difficult without the internet,” 
and I couldn’t agree more.
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Earlier this year I started using both 
Twitter and Facebook after my family 
bought me an iPad for my 75th 
birthday. I have used a laptop for 
online banking, shopping and 
sending emails for some time, but 
the initial attraction of the iPad was 
its portability. 

I needed help from a friend to 
begin with because I have difficulty 
remembering instructions. Also, my 
‘learning style’ has changed both 
with the effects of my illness and the 
ageing process. I now learn by 
experimentation and constant trial 
and error! 

My symptoms can vary from hour 
to hour, so when I get a ‘window’ 
when my brain is working, I can 
either contact friends on Facebook 
or find out what is going on in the 
world on Twitter. The best time for 
me is early morning (5–10am), and 
my brain functions best when I’m 
lying down, so I take my iPad to bed 
and use it when I wake up. 

It is not advisable to look at a 
screen before going to sleep 
particularly if you suffer from 

insomnia (which I know many do), 
because televisions, tablets and 
smart phones all emit what is called 
‘blue light’ – which studies have 
shown suppresses melatonin (the 
sleep hormone).

I find using social media can be 
very addictive. As the brain uses a lot 
of energy, it is a good idea to take 
regular breaks. I try to have days 
when I avoid using it altogether.

From experience I have found it is 
important to familiarise yourself with 
the settings on Facebook, as these 
determine who the ‘postings’ go to. I 
use the Messenger application (app) 
when I contact friends. This is similar 
to email but I find it easier to use. 

Read and re-read carefully before 
sending any posting or tweet. I suffer 
from what I call MEslexia and often 
miss out words or misspell them and 
this can completely change the 
meaning and can be embarrassing. 

On Twitter you can choose to 
follow celebrities, online magazines 
and organisations (including, of 
course, charities and individuals who 
are involved with M.E.) The list 

appears to be infinite and covers all 
tastes and interests.

Social media has given me a sense 
of empowerment, and helps me 
overcome my occasional feelings of 
isolation. I am lucky and have a 
supportive family but even they get 
fed up with talking about M.E. 
sometimes.

If you are well enough I would urge 
you to give social media a try. It is 
full of humour, serious stuff and, for 
some reason, lots of little cute furry 
animals, mainly cats.

Useful contacts

AbilityNet 
Helps disabled people to use digital 
technology at work, at home or in 
education, through a telephone 
helpline, factsheets, and home visits 
Tel: 0800 269 545 
www.abilitynet.org.uk  

digitalskills.com 
A great bank of handy guides, on 
everything from “What is a 
computer?” to guides on using 
Twitter and eBay  
www.digitalskills.com/resources 

Really Useful Stuff 
A blog and marketplace of tips and 
products for independent living 
www.myreallyusefulstuff.com

Barclays 
Free advice – from how to shop 
online to protecting your privacy – 
via their network of bank branches 
(even if you don’t bank with them) 
www.barclays.co.uk/digitaleagles 

learndirect 
Online and face to face courses in 
beginner to more advanced IT skills 
(some are free) 
Tel: 0800 101 901 
www.learndirect.com 

UK Online Centres 
A network of 5,000 centres across 
the UK, all offering free or low cost 
access to computers and the 
internet, plus help and support to 
use them 
Tel: 0800 77 1234 
www.ukonlinecentres.com 

Get Safe Online 
Free, expert advice and information 
about online safety  
www.getsafeonline.org 

AVG 
Free anti-virus software 
www.free.avg.com

Installation and demo 
If you’re buying new equipment to 
access the internet, stores like PC 
World, through their KnowHow 
service, offer set-up installation/
demonstration services for a fee. 
Similarly John Lewis offer services to 
set up a computer in your home for 
you.

Former InterAction editor Martin Arber (pictured) shares his advice for joining social media:

And don’t forget to join us:

@actionforme          www.facebook.com/actionforme               www.actionforme.org.uk/forums
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It can be a tough job being a single 
parent, but even more so with a 
diagnosis of M.E. and no immediate 
support network to fall back on. 

I was ‘lucky’ to be diagnosed with 
mild M.E. (after nearly two years of 
exhaustion), but one of the hardest 
and perhaps most challenging 
pieces of advice that doctors gave 
me in the early days was to ‘just rest.’ 
I sat in the doctor’s surgery on 
several occasions with gritted teeth 
trying to explain that rest is not really 
a possibility when you have no help 
or additional support to call on, and 
young children who need feeding, 
caring for, taking to school or 
entertaining during the day.

Through attending a specialist 
M.E. clinic and through information 
on the Action for M.E. website, I was 
introduced to the benefits of pacing 
as a means of tackling overall 
symptoms. 

Initially I found this almost 
impossible because I couldn’t 
establish a low enough baseline. I 
couldn’t just stop everything, but I 
was not well enough to continue at 
the pace I had been working at 
either. I had already reduced my 
working hours to the bare minimum I 
could afford to live on, I had no 
activities myself to give up, and the 
remainder was just day-to-day tasks, 
household chores and childcare. 

The principles of pacing 

So how do you use pacing, which 
involves significantly reducing all 
activity to establish your baseline, 
when there is no one else to take up 
the slack? And how do you quantify 
things like the stress of getting a 
toddler and school child out the 
door in the morning, when you can 
barely stand up? 

Despite the initial struggle getting 
to grips with pacing, I really wanted 
to find a way of making progress 
against this frustrating illness – so I 
tried subdividing everything into tiny 
pieces to look at my time. As time 
went by, I started to get a better 
understanding of my symptoms and 
what triggers them. It was extremely 
time consuming but it did help 
highlight small areas where changes 
could be made.

For example, I discovered that any 
muscles that I strained, especially 
shoulders, led to a relapse – even 
something as simple as putting out a 
full wheelie bin of rubbish had a big 
impact on my health. Moving the bin 
to outside the front of the house 
several days before bin collection 
day, before it got full, meant I was 
not trying to move it when it was 
heavy. A small step, but one with a 
big impact! 

While the following things have 
not ‘solved’ my M.E., they have 
certainly helped me manage my 
illness as a single parent.

Chores and tasks:
•	 I have decluttered a lot of things to 

reduce the amount that needs 
tidying in the first place.

•	 I have a folding crate on wheels so 
I don’t have to lift full washing 
baskets.

•	Shopping is carried in lots and lots 
of trips from the car – with help 
from my children – sometimes 
literally one packet at a time! 

•	 I have found a handyman scheme 
for those heavy/difficult jobs I used 
to do myself. They come once 
every month or two to mow the 
lawn and do any lifting that I can’t 
manage. It is a cost that has to be 
saved for, but it helps prevent bad 
symptoms, so to me, it’s worth the 
wait.

•	Even though we live five minutes 
from school, if I drive it conserves 
energy – giving me a chance to 
focus on what is really important.

Entertaining the children:
•	Hiding a treasure hunt around the 

house, to ‘call in’ on a bad day, 
works really well for younger ones. 

•	Ditto with crafts. A drawer of paper 
plates, foil and crayons and 
stickers – with competitions to 
create ‘works of art’ – have helped 
on several occasions.

•	Encouraging independence in the 
kitchen is a great idea. My children 

“my children love creating sandwiches 
or pizza toppings (and mess!)”

Being a single 
parent with m.e.
Helen* has had M.E. for 18 months and is a single 
mother of two children. She’s gradually making 
positive progress in terms of her health, so here 
she provides some practical advice on being a 
single parent with M.E.

*Not her real name



love creating sandwiches or pizza 
toppings (and mess!) using 
pre-chopped ingredients. 

Cooking:
•	On days when I feel ok, chopping 

whole bags of vegetables while 
resting on the sofa ensures that 
meals are covered for the 
following few days. Batch cooking 
and freezing is also useful. 

•	We also have ‘chicken Mondays’ 
– I roast a chicken on a Monday 
and we eat it for the next couple of 
days. 

•	Casseroles and anything that can 
be ignored for a while (preferably 
completely!), rather than standing 
at the stove, are firm favourites!

Knowing yourself:
•	 I know that on days when I work, I 

will be exhausted, so I always go to 
bed at 7.30pm that day. It’s boring 
but things are a lot worse if I don’t.

•	Ten minutes lying on the sofa at 
any point in the day helps, so I 
prioritise doing this when any tiny 
glimmer of a gap comes along. I 
can horizontally pay bills and help 
with homework, amongst other 
things!

•	Emotional support is important. 
Having regular counselling 
sessions, incorporating CBT, to 
acknowledge the difficulties I 
experience can be really helpful.

•	 I have what I would call gold, silver 
and bronze standard days, which 
means the difference between DIY 
sandwiches and a DVD, to freshly 
cooked tea and a functioning 
mum!

I’ve also used pacing to gradually 
build up a little exercise, for example 
walking. I use lamp-posts as a guide, 
and I have definitely increased the 
number over the last year, although I 
still cannot walk the children to 
school like I used to. 

The end result is that although I 
still cannot stop totally, even though 
sometimes I really need to, I have 
developed a patience that I didn’t 
think an ‘A’ type personality could 
find! 

In addition, our volunteer project officer, Catherine Hale, 
shares her advice about fighting for the support you’re 
entitled to as a single parent.

My advice to any single parent with 
M.E. is to fight for a care package 
from social services. I say this with 
the benefit of hindsight as I didn’t 
manage to do it myself and I 
believe my health suffered as a 
result. 

The trauma of separation and 
divorce, then the trauma of 
entering the benefits system as an 
ESA claimant, meant I just didn’t 
have the energy. Also, I feared that 
if I admitted I couldn’t cope as a 
mother, my children could be taken 
away or I would lose control as their 
mum.

It didn’t help that I was given 
advice about how the social care 
system works for disabled parents 
that was quite simply wrong. After 
the birth of my first daughter, both 
my GP and health visitor contacted 
social services to ask what help 
might be available, because it was 
clear that I needed almost full-time 
help looking after my baby. They 
were both told no help was 
available and I wouldn’t even be 

assessed unless my child was 
reported to be at risk of abuse or 
neglect.

I would highly recommend the 
Disabled Parents Network as a 
source of knowledge and advice on 
your rights as a disabled parent. 
Sadly the charity has recently 
closed but their excellent 
publications are still available 
online at 
www.disabledparentsnetwork.org.uk 

The useful resource, They said 
what? Some common myths about 
disabled parents and community 
care legislation, can be 
downloaded at 
www.tinyurl.com/disabled-parents

It explains that, as a disabled 
adult, you have a right to 
assessment of your support needs 
in relation to parenting, regardless 
of whether or not your children 
have needs. Also, it is the Adult 
team of social services (not the 
Children and Families team) you 
should be dealing with.

I plan even more than I did before 
– things like shopping trips, work 
and children’s activities are carefully 
spread out and planned for, linking 
with easier food, and no housework. 

I also try to avoid stress wherever 
possible. I now know my own 
personal triggers and symptoms, 
and am not afraid to say no to things 
that I know will make me worse. I am 

also comfortable explaining my 
needs, however random some of 
them may appear, to other people.

So overall I am using the principles 
of pacing, but have adapted them to 
fit the circumstances. Sometimes it 
works really well, sometimes the 
spinning plates fall to the ground 
and I have to start all over again.
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Pawsitive pets
We asked you to send us photos of your pets, telling us about the 
difference they make to your life. You sent us dozens of photos, so 
here’s a small selection.

Archie

“Archie is the perfect 
companion. He is a little old man 
so he is always my speed, and 
loves a good curl up on the bed 
or sofa beside me. He can tell if I 
am having a really bad day and 
comes for a cuddle on my lap.”
Anna Ross

Bertie

“Bertie has been by my side since I was 
diagnosed and I would be lost without 
him – he is my best friend. On good days 
we go out for a little stroll. If I fall over he 
rests his head on my lap. If I cry he even 
licks my cheek. He is an amazing little 
dog.” 
Nicola Gudgeon

Otis

“Like it’s been said before, pets don’t judge you for working or not 
working, or being well or unwell. They are just there for you. I love my 
boy Otis to bits. Getting a dog was the best thing I ever did.”
Anette Nybo Jensen

Teddy

“I don’t know where I’d be without my 
Teddy. He’s lying next to me right now 
with his head on my 
lap as I’m having a 
bad day today. He is 
my angel in fur.”
Debi Eaton

Wilma and Bramble

“Wilma and Bramble are my bundles 
of mischief. Two cats are twice the 
work (and money!) in some ways, but 
Wilma is a young mum and loves to 
play with her kitten. As I’m at home 
most of the time their company is 
hugely important to me.”
Emma Kelshaw



Squeakie

“I have two cats but Squeakie, my 
Siamese cross, is my constant 
companion. I got her one week 
before I became ill, although it took 
two years to get a diagnosis. She is 
always there for me.”
Joan Brady

Max

“This is my cat Max. On my bad 
days when I’m in bed, he comes 
and lies on my chest. It’s like he 
knows I don’t feel well and 
comes to keep me company.”
Sarah Crabbe

Bolt

“This is Bolt the tortoise. My 
husband and nephew came up 
with her name and she can 
actually move pretty sharpish! We 
also have two great dogs, Polly 
and Dave, and Peggy the cat. Pets 
really are good for you.”
Elaine Smitheman

Rosie

“Rosie’s been with me since 2006, 
four months before I got ill with a 
virus that led to M.E. She spent years 
curling up with me, moved overseas 
with us, saw me 
well, and has 
been with me 
since returning 
home and 
becoming ill 
again. She’s my 
fluffy little 
angel.”
Nikki Newman

Bella

“I don’t know what I’d do 
without my little dog Bella. I 
can now manage a 30 minute 
walk every morning with her. I 
started at five minutes and 
built up. She is fabulous 
company for me and follows 
me around and even 
meditates with me!”
Sharon Grace

Gabanna

“Gabanna was there in my darkest days and 
months – when I was bedridden and would 
despair at the never-ending pain. He would 
always know when I needed him most and 
come snuggle beside me. I owe him my life 
and I’m eternally grateful.”
Jill Frater

Cocoa

“Cocoa is a 75kg Newfoundland 
and sleeps more than me! My 
husband swears he has saved 
my life. He loves attention but 
never asks me to play with him 
when I’m extra tired. He’s so 
tuned in to me it’s like living 
with another human being.” 
Sue Rich

Riley

“Riley is such a dude. He has helped 
keep me sane in times of stress, and 
when I’m really poorly he lets me curl 
up with him and snuffle into his fur. 
He’s an absolute blessing.”
Kirsty Morris
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As we know, M.E. remains an illness 
that doctors find great difficulty in 
diagnosing. It can present in a 
number of ways; fatigue may be the 
predominant symptom for some, 
while for others it is pain. 

There are also a number of 
triggers, including viral illness, 
immunisations, chemical assaults, 
surgical operation and stress.

As yet there are no diagnostic tests 
available on the NHS which confirm 
the diagnosis. Therefore, M.E. 
remains a clinical diagnosis – it is 
diagnosed by the doctor after 
recognizing the patterns of 
symptoms and signs on clinical 
examination. Tests are also 
undertaken to exclude other 
illnesses that cause fatigue and pain.

For a clinical diagnosis of M.E. to 
be made, it is vitally important for 
the doctor to gain as much evidence 
as possible. A comprehensive 
symptom diary will allow the doctor 
to positively identify the pattern of 
symptoms that would confirm the 
diagnosis.

Management of the illness

A clear, concise symptom diary can 
also be very helpful in terms of 
allowing the doctor to see which 
areas need to be addressed for the 
management of the illness. 

Although there is no 
pharmacological cure for M.E., it is 
important to identify and assess 
which symptoms can and cannot be 
treated by medication. Some 
symptoms, for example bowel 
problems, headaches and other pain, 
can be treated in their own right. 

Targeting medication in this way 
can guard against overmedication, 
which is especially important as it is 
well-reported that people with M.E. 
are much more sensitive to 
medications.

Reviewing the symptom diary 
periodically afterwards will allow the 
person with M.E. and their doctor to 
assess whether the medication has 
been beneficial.

The diary can also help the patient 
and the doctor assess the value of 
other treatments or strategies, such 
as pacing or Cognitive Behavioural 
Therapy (CBT). 

What to include

Really, every symptom that a person 
suffers from should be included. As 
well as noting each individual 
symptom, it is very important to note 
when it occurs, what can worsen or 
trigger it, the intensity/severity of the 
symptom, and how long it lasts.

See p 31 for a list of symptoms to 
include. The simple symptom diary 
template overleaf can be 
photocopied, completed by patients 
and then taken to their doctor.

By recording this level of detail, 
the patient and doctor can easily 
identify the principal problems. 
Rating the intensity/severity of each 
symptom, as recommended in the 
Scottish Good Practice Statement on 
M.E./CFS, is valuable for the doctor 
in terms of assessing diagnosis and 
assessing treatment plans.

As well as mapping the illness over 
a period of time, a symptom diary is 
also important in assessing whether 
symptoms could be due to an 
intercurrent illness. People with M.E. 
can and do fall ill with other illnesses 
that require treatment in their own 
right.

Value for all

In short, a good symptom diary can 
help a person with M.E. manage 
their illness. It allows the patient to 
get to know their symptoms better, 
including the events or activities that 

can trigger them. This insight can 
then be used to minimize and/or 
relieve relapses in each individual 
case.

A good symptom diary also gives 
a good indication (or as good an 
indication as is possible) regarding 
the general progress of the illness 
– as well as providing useful 
information in terms of the 
effectiveness and value of 
medication and/or other treatments 
over time.

Of course it is not just the 
individual patient who benefits. 
Good symptom diaries will also help 
doctors understand the illness at a 
population level. 

As a result doctors can gain more 
insight into the illness, and can be 
more effective in supporting people 
with M.E. as a whole. It is even 
possible that the symptom diary 
could become an important research 
tool in the future. 

If you have any questions about 
keeping a symptom diary, please 
talk to your doctor.

Keeping a symptom diary
Trustee Dr Gregor Purdie shares his expertise on the value of keeping a 
symptom diary for M.E., to aid diagnosis as well as managing the illness.
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About the author

Dr Gregor Purdie first became 
involved with M.E. as a junior 
doctor in 1979, when he was asked 
by a consultant to write up a case 
study on what he called Royal Free 
Disease. That work remained with 
him and allowed him to identify 
patients in his clinical practice as a 
GP.

More recently he was the Clinical 
Lead for M.E. for NHS Dumfries 
and Galloway, and co-authored 
the Scottish Good Practice 
Statement on M.E./CFS. 

Now retired, he has strong links 
with local M.E. support groups, 
and is liaising with Dumfries and 
Galloway Health Board to look at 
service provision in rural and 
remote areas. Gregor has been a 
Trustee of Action for M.E. since 
2014. 

•	Fatigue: what is your energy level? 
Is there persistent or recurrent 
physical or mental fatigue that 
means that your activity level is 
greatly reduced? Most importantly, 
note post-exertional fatigue 
(where fatigue comes on much 
more rapidly than before the illness 
started). It is also important to 
record how long it takes to recover.

•	Pain: for many people with M.E., 
this can be the predominant 
symptom. Muscle and joint pains 
are well recognized, and these 
pains can flit from muscle to 
muscle, and joint to joint, through 
the body. It is important to record 
the number of areas affected, and 
also the intensity of the pains.

•	Sleep disturbance: sleep can 
often be unrefreshing, and 
problems can range from difficulty 
in getting sleep to oversleeping 
(which can lead to daytime 
sleepiness). It is very important to 
keep a record of sleep disturbance 
in order to assess progress of the 
illness.

•	Headaches: headaches are a 
common symptom and may be of 
new onset. It is particularly 
important to record this symptom 
as other causes of headaches need 
to be excluded.

•	Brain fog: loss of concentration, 
word-finding difficulties, a reduced 
attention span and short-term 
memory problems are all 
recognised symptoms that should 
be recorded.

•	Hypersensitivities: light, sound 
and food hypersensitivities are all 
recognised symptoms that should 
be recorded.

•	Neurological symptoms: muscle 
twitches, spasms and weakness 
should be recorded, along with 
their frequencies and intensities.

•	Lightheadedness, dizziness and 
palpitations: it is very important to 
note these symptoms if there is 
any concern about Postural 
Orthostatic Tachycardia Syndrome 
(POTS). This will aid the doctor 

undertaking the appropriate 
examinations of pulse and blood 
pressure, and onward referral if 
clinically indicated.

•	Pins and needles: the pattern and 
intensity of nerve pains and pins 
and needles should be recorded.

•	Flu like symptoms: it is worthwhile 
noting any recurrent sore throats, 
swollen glands and fevers, and 
their triggers. It is also very 
important to record the effects 
that these events have on the M.E.

•	Urinary symptoms: frequency of 
passing water, as well as any 
urgency to pass water, should be 
recorded.

•	Symptoms related to food: 
nausea, altered appetite (whether 
loss of appetite or overeating) and 
weight change should be 
recorded. Bowel symptoms such 
as bowel spasms and looseness of 
stools should also be recorded.

A symptom diary should include details of:
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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).

“My understanding and supportive GP is retiring 
so as a parting gift I read/gave him one of my 
poems,” says Lorraine. “He was clearly amazed 
and insisted I find some way to get my poem 
out there; he feels people should hear what it is 
like trying to live with M.E.”

Precious sparkle

by Lorraine Close

Precious sparkle, deep inside, safe and sound. 
Resurfacing when energy abound. 
A different life lost, a new one found. 

Grim torture, an invisible prison. 
Cruel and confusing, no rhyme or reason. 
Sleeping, while my body commits treason. 

Chronic symptoms, known by only a few. 
Learning to cope with this perplexing view. 
So familiar, yet sadly feeling new. 

Life is sporadic, we all slip and slide. 
Chapters of history missed, but I’ve not died. 
Carefully, on my way back, full of pride. 

I’ve kept afloat with positive thinking. 
The painful symptoms are slowly shrinking. 
In remission, I’m no longer sinking. 

I’ve been here before, so many times before. 
Lessons refreshed, with a new hidden law. 
Re-learned, more frightening, heavy and raw. 

What is the secret to getting a parole?
What’s good for the body is good for the soul. 
My continued good health, that is my goal. 

Precious sparkle, deep inside, safe and sound. 
Resurfacing when energy abound. 
A different life lost, yet another one found. 

This card was designed by Celia Decesare, who is 
housebound with M.E. “I started to make cards years ago 
and decided it was a better option 
than asking someone else to 
choose cards on my behalf,” says 
Celia. “It is a very absorbing hobby 
and a great sense of achievement 
to send your own self-made cards 
to friends and family.” 

Celia uses any materials she can 
get hold of. “I cut out shapes from 
old birthday and Christmas cards, 
and add recycled ribbons, buttons 
and bows.“ 

This print is by Dominique Shipster. “Being an artist and 
printmaker can be a solitary occupation, but even more so 
if one suffers from M.E. I also find continuity of work can be 
affected when my energy levels fall,” says Dominque. “I 
have overcome this by arranging my activities in patterns 
and sequences. I use sketches and a camera to inform my 
work, followed by a re-working of some subjects into a 
formal composition.”

You can see more of Dominique’s work at 
www.itrove.co.uk
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“This poem is about the thing I have spent 
the most time doing since I became too 
unwell to work,“ says Rose. “Given that I 
am usually on the sofa, or semi-reclined, I 
have resorted to my childhood sick-day 
hobby of embroidery (a far cry from my 
recently acquired degree in Conservation 
Biology!). 

“This sewing has become more elaborate 
and multi-coloured as time goes on [see 
above]. It utterly absorbs and calms me 
from desperate frustration, and the desire 
to go out and overdo things. Now I find 
almost as much pleasure in sewing as I 
once did in frenetic activity.“

By a thread 

(On sitting on a sofa, sewing endlessly)
by Rose

Building the pattern
Of what is to come
Inch by inch by
Millimetre (but there is no need to measure)
Creeping forward
Couched by an invisible tether
Lines crossed and curved
Scalloped and spun back 
From the centre source
Silky, sometimes stabbing
Or slack as rope
Breath held and released
Resolving the tension;
These are small victories. 
The thread steps out into the unknown
Tacks across open water
No perfect symmetry to handrail me
As I bring myself 
Together, mapping my journey
Across the blank sheet.

“I have had M.E. for nearly five years and I am housebound, 
spending a lot of time in bed or in the same four walls. I often look 
out of the window at a beautiful tree and watch how it changes as 
the seasons come and go,“ says Elizabeth. “Although so much 
seems to change outside, my life is pretty much the same day to 
day. It’s hard but I try not to give up hope that one day things will 
change!“

Sunny day

by Elizabeth Andrews

If I have to miss another sunny day 
I think my heart will tear to shreds 
If I have to miss another sunny day 
Whilst lying in my bed!

As I look out of the window all it seems to be 
Is the same tree standing there; staring back at me.

As I stare out into the winter sky; the tree all brown and bare 
To me it seems as if life will never grow again there.

As I stare out into the cold dark night, wishing for another sunny day 
I hear the trees move in the breeze and wish my life away.

And in the spring it seems as if things are not quite so blue 
I watch and wait in wonder as the tree begins to bloom.

In the blink of an eye it seems as if the summer’s nearly here 
And the blossoms pink and fluffy begin to sooth my fears.

As life returns the green seems to take away my pain 
And I look forward to the day when I can laugh again!

And all at once it seems as if the summer’s nearly gone 
I’ve spent most of it in bed, too hot to go out for long!

As autumn comes the leaves begin to brown 
And I fear: “oh here comes another year to feel down!”

I watch and wait daily for the weather still to change 
But I know in my heart tomorrow will always be the same.

And even though my hope falls short 
I try to remember once again 
That there will always be another sunny day... 
Even if it rains!
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recently published round-up
Life with M.E: 
words of warriors 

by Hayley Green

(CreateSpace Independent 
Publishing Platform, £4.99)

This collection of true stories, poems 
and reflections from people with 
M.E. aims to show courage, bravery 
and hope. One short story, ‘The 
naming of the shrewd,’ tells its tale 
from the imagined 
perspective of the 
illness itself. All 
royalties from the 
book will be 
donated to M.E. 
research.

Understanding CFS: an 
introduction for patients 
and caregivers 

by Dr Naheed Ali

(Rowman & Littlefield Publishers, 
£22.95, available 1 Nov 2015)

US health writer Dr Naheed Ali 
presents an overview of M.E./CFS, its 
causes, symptoms and outcomes, 
and the treatment options available. 
He also includes 
information about 
lifestyle changes, 
emotional and 
mental approaches 
to having the illness, 
and living well in 
spite of it.

Why are pebbles so 
smooth? Help for children 
with chronic fatigue

by Luca and Jennie Williams

(e-book, £2)

This story was written by seven-year-
old Luca, who has M.E./CFS, with 
help from his mum. Luca says: “I 
would really like to help other 
children get well and so my mum 
said she would help 
me to tell my story. I 
hope you get lots of 
ideas that you could 
use to help yourself 
too.”

A rocket scientist’s guide  
to M.E.

by Richard Newlands

(Lulu, £9.99)

This wry look at the subject of M.E./
CFS aims to amuse as well as 
educate. Author Richard Newlands 
discusses the efficacy of current ‘best 
practices,’ and includes a hypothesis 
about what M.E. might be, and how 
it could be tackled 
by future research. 
All profits from the 
book will be 
donated to M.E. 
charities.

Pain is really strange

by Steve Haines 

(Singing Dragon, £7.89)

This short book – like a mini graphic 
novel – looks at the mechanisms of 
pain, and explores what is going on 
in our bodies and brains when we 
feel pain. Author Steve Haines 
explains pain in an easy-to-
understand, engaging format, with 
striking images by 
Sophie Standing 
(see sample page, 
below). Reviews 
praise its mix of 
science, humour and 
genuine insight.

Silent pain: how stress and 
trauma may lead to CFS

by Helen Germanos

(Matador, £7.99)

Drawing on existing neuroscientific 
research, not previously linked to 
M.E./CFS, author Helen Germanos 
explains her own theory as to how 
and why the illness develops. 
Sharing her own experiences of CFS, 
Germanos explains 
how she went from 
being paralysed in 
bed for nine months 
to living a full life 
again.

Prices stated are for print editions, 
except where stated. All books 
are available to order from 
Amazon. Shop via our website 
and we will receive a donation at 
no extra cost to you – simply visit 
www.actionforme.org.uk/shop
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People with M.E. can experience 
disbelief in a variety of different 
settings, including within close social 
networks of family and friends. This 
can be a huge shock, leaving 
patients feeling traumatised by such 
a reaction from people they hoped 
would show understanding and 
compassion.  

“I don’t bother talking about it 
anymore because if I do the room 
goes quiet and the subject is 
changed,” says Abigail on 
Facebook. “Silence says everything.”

However, having a grasp of the 
unseen (often unspoken) social 
processes and norms that influence 
how we behave, and how these 
interact, can allow us some insight 
into such disbelief. This then gives 
you choices about the best way to 
respond well. 

It is not generally understood, until 
it is pointed out to us, that society is 
often intolerant of: 
•	chronicity (problems that do not 

resolve within a short time)
•	ambiguity (unclear, uncertain 

situations)
•	ongoing suffering. 

Mostly people favour 
straightforward answers to complex 
situations, and we often unthinkingly 
use rules of thumb to achieve this. 
This can be a good use of time and 
resources. However, it can mean that 
people around us use unhelpful 
judgements about things they have 
not taken the time to think through. 

In Jenni’s words, posting on 
Facebook: “Unfortunately the 
human race has a habit of 
discrediting anything that it doesn’t 
understand.”

Social psychologist Melvin Lerner 
suggested that people can be 
biased towards believing in a just 
world. As a result, when there is a 
continuation of suffering (as is the 
case in chronic illness), people seem 
to be more prone to blaming the 
person suffering rather than offering 
a compassionate response. This 
automatic need to believe in a just 
world (ie. individuals get their just 
desserts) can lead to an illusion of 
invulnerability in the believer.  

With M.E., the variability of 
symptoms and severity day-to-day 
can leave people close to the patient 
baffled. Some mistakenly may think 
that this is all under the patient’s 
voluntary control. This reaction can 
understandably be taken personally, 
leading to guilt, lowered self-
esteem, depression, fear of 
abandonment and grief.  

As Kathryn told us: “Being 
doubted is crushing. You get given 
that ‘doubtful look.’ You socialise 
when you can on your ‘good’ days, 
but people don’t see you when you 
are very ill and alone.”

The effect of disbelief

When people doubt that we are 
really ill, or that we are telling them 
the truth about our experience, it 
can be perceived as an attack on our 
sense of self – who we are and our 
sense of our own identity. Thus 
disbelief can be profoundly 
destabilising and intensely hurtful. 
The body reacts as if it has received 
a physical blow, stunning the patient 

into silence, unable to respond. This 
can be confounded by the profound 
dysfunction of the regulatory control 
network within the nervous system, 
along with the immune and 
endocrine systems, affecting virtually 
all body systems (Tirelli et al., 1998; 
De Lange et al., 2005).

It may take people with M.E. days 
to recover physically and 
emotionally, leaving them feeling 
angry, frustrated and vulnerable. 
Moreover, when we are unaware of 
the aforementioned social 
processes, we can even internalise 
the disbelief and start to doubt 
ourselves, including who we are and 
if we are actually ill. 

Responding to disbelief

On top of this, people with M.E. 
often experience cognitive 
dysfunction – better known as brain 
fog – which affects their ability to 
process information and their 
word-finding skills. Even though this 
is an integral part of the illness, it can 
lead to them feeling incompetent in 
their ability to be assertive and 
respond in ways they would have 
done prior to becoming ill. 

Expectations play a role here too. 
Believing that you should respond 
quickly and assertively to disbelief 
increases the pressure on you. This 
can further hamper recovery and 
possibly undermine self-esteem.

It is not helpful to over-analyse 
past conversations and interactions, 
thinking: “I should have said 
something when he said I was X, Y or 

“Take time to think through an 
appropriate response, to be 

discussed in a calm and balanced 
manner later on”

standing up to disbelief
Counsellor Joan Crawford explores how to help friends and family members 
understand the impact of M.E.



36    interAction 90 summer 2015

Z.” This unrealistic expectation only 
adds pressure, thus prolonging 
recovery. A more helpful way of 
thinking might include: “I didn’t like 
what s/he said. However, I need time 
to think about how to respond well 
to them in my own time.” 

In fact, responding well in difficult 
circumstances, and in line with one’s 
own identity, can help to strengthen 
your self-esteem and rebuild your 
confidence. Taking the time to think 
through an appropriate response, 
that you can discuss in a calm and 
balanced manner later on, can also 
help you recover your sense of 
competence.

Assertiveness

Don’t forget that you have the right 
to respond to hurtful behaviour, as 
well as the right to go back later on, 
when you are feeling better, to ask 
what the person meant, or to ask 
them why they felt they had the right 
to say what they said. Knowing that 
you can do this removes the 
pressure to respond immediately, 
and moves the discussion away from 
the heat of the moment.  

What you are trying to do, in a 
calm and assertive way, is to 
encourage the other person to think 
carefully about the impact on you. 
Their new response is much less 
likely to be biased than the 
automatic, fast response they made 
to you earlier. 

Being assertive is about being able 
to communicate how we are feeling 
confidently and non-aggressively, 
and reasserting the boundaries with 
those around us – boundaries which 
may have been violated by someone 

else’s disbelief or misunderstanding. 
It may well be necessary to express 
ourselves assertively because not 
doing so may lead to increased 
anxiety due to our own needs not 
being met. 

Sharing your feelings

By sharing hurt feelings with others, 
we open up the possibility that they 
can think about their behaviour, 
reflect upon it and choose to 
respond differently in the future. 

We may find it helpful to practice 
self-coping statements such as: “I 
cannot convince anyone I’m ill who 
does not want to believe it.” Or: 
“Their disbelief does not negate the 
reality of my illness.” (Friedberg and 
Jason, Journal of Clinical 
Psychology, 2001). These types of 
statements can be practiced and 
then used in real-life situations, when 
appropriate. 

Writing about hurt feelings can 
also help us to work through them. If 
you are feeling too ill to directly 
challenge someone, you could write 
to them to tell them about how hurt 
you are and why you felt it was 
inappropriate behaviour. This 
method also allows you time to read 
through your response, so you can 
remove any aggression and ensure 
the tone is suitable. 

However, if the behaviour 
continues, we may well have to 
re-consider the value of that 
relationship to us. As Nikki told us: 
“I’ve learnt not to keep trying to get 
them to understand. Instead I let in 
the people who love me, while 
people who upset me with their 
hurtful opinions are kept out.”

It’s also useful to be aware that not 
everyone close to us has the capacity 
to emotionally support us during our 
time of need, due to their own frailty. 
If this is the case, showing 
compassion for them may diffuse our 
anger.

Finally, it’s also worth remembering 
that we may need emotional support 
outside of our immediate circle of 
family and friends. One way this can 
be done is through sharing hurt with 
a supportive counsellor – see useful 
contacts for sources of trained and 
accredited counsellors – in a 
confidential space to gain new 
perspectives.

Useful contacts

Action for M.E. 
Guidance on telling friends and 
family about M.E.
Tel: 0117 927 9551
www.actionforme.org.uk/telling-
friends-family

British Association for 
Counselling & Psychotherapy 
Tel: 01455 883300
www.itsgoodtotalk.org.uk

British Association for 
Behavioural and Cognitive 
Psychotherapies 
Tel: 0161 705 4304
www.cbtregisteruk.com

About the author 

A retired chartered chemical 
engineer, Joan was misdiagnosed 
with M.E. in 2004 and is now 
receiving medical treatment for 
chronic infections from tick bites 
and some very rare immune 
deficiencies. As her health 
improves, Joan is retraining as a 
counselling psychologist and 
hopes to gain her doctorate level 
qualification soon. She has an MA 
in Clinical Counselling from 
Chester University and a 
postgraduate diploma in 
Cognitive Behavioural 
Psychotherapy.
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Dr Miller replies:

Blood clots can occur in either major 
part of the circulation. The arteries 
carry oxygenated blood away from 
the heart to all the main body organs 
– gut, brain, muscles, kidneys etc. 
The blood in these vessels is 
generally under high pressure and a 
clot in an artery will stop the blood 
flow to the organ that the artery is 
supplying, leading to dysfunction in 
that organ. 

The extent of the organ’s 
dysfunction will vary according to the 
size of the artery and the size of the 
occluding blood clot. Thus a clot in 
an artery flowing to the brain will 
cause a stroke and a clot in an artery 
supplying heart muscle (a so-called 
coronary artery) will cause a 
myocardial infarction (heart attack). 

The veins (or venous system) carry 
deoxygenated blood away from the 
organs, back to the right side of the 
heart, and then it goes via the 
pulmonary arteries to the lungs to be 
re-oxygenated. If a blood clot forms 
in a deep vein, this is known as a 
deep venous thrombosis (DVT) and 
the occlusion will cause pain and 
swelling of the affected limb (or 
other organ). If a DVT in the leg (for 
example) becomes detached from 
the wall of the vein it floats free in 
the venous system and is known as 
an embolism/embolus. If an embolus 
passes through the right side of the 

heart, it will travel along the 
pulmonary artery into the lungs. As 
the pulmonary artery divides the clot 
will travel along a division until it can 
go no further, and it will lodge in the 
artery and block the blood supply to 
an area of the lung. This is known as 
a pulmonary embolism.

Thus blood clots that occur 
inappropriately in either part of the 
circulation (venous or arterial) can 
cause major symptoms and organ 
failure. However, if a blood vessel 
(artery or vein) is breached due to 
trauma (road traffic accident, 
stabbing etc) then it is essential that 
the blood does clot or else 
catastrophic bleeding (haemorrhage) 
may result. It is therefore important 
that the body has a good balance 
between processes that make blood 
clot (thrombosis) and break down 
blood clots (fibrinolysis).

There are two aspects to blood 
clotting. The first is the platelet 
system. Platelets are small cells in 
the blood that will plug a gap in a 
blood vessel and initiate the clotting 
process. The normal number of 
platelets in the blood (so called 
platelet count) is 250,000–400,000 
per mm3 of blood. A low platelet 
count (thrombocytopenia) may lead 
to excessive bleeding and a high 
platelet count may lead to risk of 
inappropriate clots. In addition to 
platelets, clots are formed by the 

coagulation system (a series of 
proteins that are activated to 
produce a clot.) If it is deemed that 
there is a risk of blood clots due to 
platelet problems, then patients are 
treated with anti-platelet agents 
such as aspirin or clopidogrel. If 
there is thought to be a risk of blood 
clots because of coagulation risks 
then the patient is treated with 
anticoagulants such as warfarin or 
one of the new agents such as 
rivoroxaban (a NOAC – novel oral 
anticoagulant).

Minor abnormalities in platelet 
count or coagulation function are 
not uncommon and usually not of 
clinical significance – an abnormal 
test in itself may not cause you any 
problems. I note that you have 
concerns about your family history 
and it is true to say that there are 
inherited abnormalities of the 
clotting system (so-called 
thrombophilia) that do increase the 
risk of blood clots. Given your 
sibling’s terrible event, it is worth 
discussing with your doctor whether 
you should undergo thrombophilia 
screening.

There are three components that 
contribute to the inappropriate 
formation of clots and these are 
known as Virchow’s triad, after the 
French physician who described 
them. They are: abnormalities of the 
blood itself (this would cover the 

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.

Blood platelet/clotting function
Recently my bloods results came back with slightly abnormal platelet/
clotting function. Is this platelet/clotting issue a typical aspect of our 
sedentary lives? My sibling died suddenly from a pulmonary embolism so 
I’m curious about genetics. 

Posted in our M.E. Friends Online forum



platelet and coagulation issues 
described above); abnormalities of 
the flow of the blood (ie the 
turbulence caused by abnormal 
heart rhythms such as atrial 
fibrillation or artificial heart valves); 
or abnormalities of the vessel wall. 

An inactive lifestyle can lead to 
sluggish flow in the venous system 
and this may slightly increase the risk 
of venous clots. Severe immobility 

(eg on a transatlantic flight or 
restricting a leg in plaster) is a 
well-described risk for DVT and 
pulmonary embolus. However, there 
is no evidence that any abnormality 
of clotting function or platelet count 
is as a result of a sedentary lifestyle 
associated with your M.E./CFS.

You do not specify what 
abnormality was discovered in your 
blood but the best way to avoid 

clots is to remain as physically active 
as possible. However, I do recognise 
that this can be a considerable 
challenge for many people with M.E. 
It is also important to drink plenty of 
(non-alcoholic) fluid, and avoid 
smoking or being overweight. 

There is no association to my 
knowledge between having M.E./
CFS and having abnormal clotting/
platelet function.

Medication memo
Pharmacist and Action for M.E. volunteer Emily Beardall asked people with 
M.E. for their tips on remembering to take medication.

Hilde says that she has an alarm on 
her mobile phone to help her 
remember to take her pills in the 
evening. “The problem, though, is 
that I get so easily distracted on my 
way from the living room to the 
kitchen (it’s the enormous distance of 
eight metres),” she says. “So when I 
get to the kitchen I decide to feed 
the cat and make myself a cup of tea 
too. By then I’ve forgotten that the 
reason I went to the kitchen in the 
first place was to take the pills. An 
hour later I suddenly remember the 
pills, but have trouble remembering 
if I actually took them or not. Which 
could be helped by using a pill 
dispenser that I never get around to 
start using. 

“I also have to keep morning and 
evening pills in two different places 
in the room, because in the morning 
my brain is unfocused enough to 
take evening pills instead of, or in 
addition to, the morning pills.”

Clare says she keeps her 
medication next to her toothbrush, 
while Percy stores his pill box “on 
top of my habitual morning can of 
fizzy pop, ensuring that I don’t just 
set them aside because I don’t have 
anything to swallow them with.”

Other suggestions include:
•	using a seven day dispenser
•	setting reminders on a computer 

diary, or using phone alarms
•	having a whiteboard to write notes 

on
•	sticking post-it notes in obvious 

places
•	putting medication in a place that 

reminds you to take it eg. next to 
your toothbrush.

Is there anything you do that helps 
you remember to take your 
medication? Let us know and we 
could publish it on our letters page 
to help other people with M.E.

Read Emily’s blog at 
aprescriptionforme.wordpress.com

For drug safety, do keep medication 
out of reach and sight of children 
(especially important if children live 
with or visit you).
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Dr Abhijit Chaudhuri is a Consultant 
Neurologist with nearly 20 years’ 
experience of M.E./CFS. He leads 
the specialist, multi-disciplinary M.E./
CFS outpatient service based in the 
Neurology Department at Queen’s 
Hospital, Romford.  

Dr Chaudhuri worked in academic 
research into M.E./CFS at Glasgow 
University prior to his appointment 
at Queen’s Hospital. He completed 
his PhD on functional neuroimaging 
and energy expenditure in M.E./CFS.  

His special clinical interests include 
autoimmune encephalopathies and 
myasthenia gravis, multiple sclerosis 
and Parkinson’s disease, as well as 
neurological infections.

The M.E./CFS service accepts 
physician referrals in writing to:  
Dr Abhijit Chaudhuri, Neurology 
Department, Queen’s Hospital, Rom 
Valley Way, Romford, Essex, RM7 
0AG. Tel: 01708 435000 (ext 2647). 
www.bhrhospitals.nhs.uk/chronic-
fatigue-outpatient-service.htm 

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

I was attracted to M.E./CFS because 
of the intellectual challenge of 
explaining a poorly understood, yet 
real clinical problem, that frequently 
follows infective illness and also 
shares symptoms of fatigue 
comparable to well-characterised 

neurological disorders, such as 
multiple sclerosis.

In my opinion, there are three 
major obstacles in developing 
neurologist-led clinical services for 
this condition, and in attracting new 
talents to the field. They are:
•	 the stigmatisation of M.E./CFS in 

some quarters as a psychiatric 
illness (and the use of terms such 
as neurasthenia – Greek for ‘nerve 
weakness’)

•	 the increasing dependence of 
clinicians seeking answers from 
abnormal laboratory test results or 
scans in making their diagnosis 

•	 the lack of sufficient neuro-
pathological data in M.E./CFS (ie. 
nervous system tissue, often in the 
form of small surgical biopsies).

What are your research 
interests? 

The neurology of fatigue is my core 
research interest and my areas of 
clinical expertise reflect this interest. 
My review article, ‘Fatigue in 
neurological disorders,’ published in 
The Lancet, is a frequently cited work. 

In the review I explain that chronic 
fatigue is a typical symptom of 
neurological diseases, and is most 
disabling in multiple sclerosis, 
postpoliomyelitis, poststroke, and in 
M.E./CFS. I acknowledge that many 
doctors prefer to invoke a psychiatric 

explanation for fatigue when 
patients’ symptoms do not fit a 
typical medical or neurological 
diagnostic category.

What is the treatment 
approach at your service?

Treatment is holistic. The service 
provides a joint medical 
occupational therapy assessment, 
counselling and physiotherapy, 
specific investigations and 
symptomatic pharmacological 
therapy, as appropriate. 

Members of the team have 
extensive experience in working with 
patients with M.E./CFS. Key staff 
members include Amelia Goldsmith 
Lister, highly specialist Occupational 
Therapist, and Karen Crowe, 
specialist Counsellor.

The team’s approach is based on 
the current clinical guidelines with a 
patient-focused, individual treatment 
plan. Patients also receive limited 
follow-up after the completion of 
treatment.

I welcome the new diagnostic 
criteria from February’s Institute of 
Medicine report in the US, and the 
fact that it emphasises the socio-
economic burden of a common 
condition that is frequently 
misdiagnosed and poorly managed. 

The holistic neurologist
Continuing our overview of NHS services for people with M.E., we speak to 
Dr Abhijit Chaudhuri, Consultant Neurologist at Queen’s Hospital, Romford.

In the last issue (InterAction 89, p 18) 
we covered the Institute of 
Medicine’s report, Beyond M.E./CFS: 
redefining an illness, which states: 
“M.E./CFS is a serious, chronic, 
complex, multisystem disease that 
frequently and dramatically limits the 
activities of affected patients.”

The report makes some key 
recommendations, including using 
new diagnostic criteria focused on 
three core symptom sets, and 
changing the name to systemic 

exertion intolerance disease (SEID). 
The Centers for Disease Control 

and Prevention (CDC) in the US has 
identified that its existing resources 
need to be revised to incorporate 
the recommendations. The CDC also 
acknowledges that while treatment/
management recommendations 
were beyond the scope of the IOM 
report, their materials eventually 
need to incorporate the best 
evidence about these issues 
“because diagnosis without further 

guidance on therapy/management is 
unlikely to improve the well-being of 
M.E./CFS patients.”

The CDC is now appointing a 
contractor to support and organise 
collaboration with all stakeholders 
(including healthcare professionals, 
patients, advocates, the CFS Advisory 
Committee, and federal agencies) to 
develop web pages, a toolkit and 
continuing education materials 
incorporating the IOM’s 
recommendations on diagnosis.

IOM report: what’s the latest?
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Spoonie survival kits
Pippa Stacey is making little bags of 
happiness that can be sent to 
people with chronic illnesses. Her 
‘Spoonie survival kits’ will contain 
treats, charms and things to do, 
aimed at putting a smile on the faces 
of people with M.E. 

Pippa is seeking donations to buy 
materials and things to go in the 
bags. Once they are made up they 
will be sold, with 25% of funds going 
towards creating new bags, and 75% 
of funds going to Action for M.E. 

“Chronic illness can be such an 
isolating and lonely experience for 
sufferers,” says Pippa, who has lived 
with the illness for five years.

“So I’m hoping these bags will 
remind people that they are not 
alone, and that somebody cares.”

You can find out more about the 
kits and donate at 
www.gofundme.com/
spooniesurvivalkit

Christmas card competition winner

Congratulations to Sally Keyworth for snapping this year’s Christmas 
card competition winner. Sally’s delightful photo – called ‘Snowmen: just 
chillin’ out’ – has now been turned into a Christmas card and will be sold 
as part of our 2015 range. 

All of our cards say a little bit about M.E. and our work, and we receive 
100% of the profits. Order your cards using the leaflet we sent you inside 
this magazine.

Cake sale success

Support us with 
Sainsbury’s
Shop instore at Sainsbury’s with 
an Everyday Shopping Card and 
4% of your spend will be donated 
to Action for M.E. without costing 
you a penny. 

All you need to do is request a 
card, then top it up online and 
start shopping at any Sainsbury’s 
store. 

Request your Everyday 
Shopping Card at 
www.raisewithsainsburys.com/
charity/afme

How you’ve 
helped us
A huge thank you to our amazing fundraisers. 
If you want to get involved please contact our 
fundraising team on 0117 937 6626 or email 
fundraising@actionforme.org.uk

Sofia Mollona and Kimberley 
Lewis-Stasakova raised more than 
£500 for Action for M.E. by putting 
on a cake sale at their school.

Kimberley, who came up with the 
idea, told us: “I always loved playing 
shops, then one day I decided to 
raise money for a charity in need. I 
spoke to my friend Sofia and she 
said the charity should be Action for 
M.E. because her mum and her 
mum’s friends have M.E.”

Sofia added: “We asked the head 
teacher if we could have the cake 
sale in the playground and she 
agreed. My mum was really pleased 
and started baking things and 
freezing them to get ready. 

“On the day there were so many 
people and we were so busy! Pretty 
much all the cakes were eaten!”

A big thank you to Kimberley, 
Sofia, Sofia’s mum, Catherine, and 
the staff at John Stainer School for 
all their hard work.
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Lamp-post challenge
Rachel Ephgrave has taken on a 
‘lamp-post challenge’ to raise funds 
for, and increase awareness of, M.E./
CFS. She will be walking to the 
nearest lamp-post on her side of the 
road 100 times over the coming 
months. 

“As a sufferer myself, I was unable 
to join my friends on their 100km 
Race to the Stones fundraising walk 
in July,” says Rachel. “Wanting to do 
my bit to raise funds for Action for 
M.E., I decided to come up with a 
challenge of my own.”

The journey to the nearest lamp-
post and back is 100m. This will 
count as one trip, which Rachel can 
manage on good days only. On ok 
days, she will walk to the nearest 
lamp-post opposite her house. This 
trip is about 50m so, to be fair, she 
will count it as a half trip. On bad 
days she will not be able to make it 
to either lamp-post. 

“My plan is to attempt to reach 
one lamp-post a day, aiming to 
complete the challenge in a few 
months,” says Rachel. “Should I 
improve, I may finish sooner, should I 
get worse, I will complete the 
challenge using a wheelchair. When 
you have M.E./CFS, predicting what 
your health will do next is 
impossible.”

You can sponsor Rachel at 
www.justgiving.com/RachelEphgrave 
and monitor her progress at 
www.facebook.com/makeMEhistory

We also say a huge 
thank you to:
•	 the trustees of the Sovereign 

Health Care Charitable Trust for 
their generous donation of £1,000 
towards our vital services for people 
affected by M.E. in West Yorkshire

•	our British 10K London Run team 
– Jason Gallier, Craig Stone, Leigh 
Hovey, Anna Bower, Luke Beacon 
and Clare Wills – for their stellar 
performances on 12 July

•	Francesca Grice, who organised a 
walk to the top of Pen Y Fan with 
her friends and family, raising a 
total of £253

•	Dionne Grover-Jacques, who 
raised £100 by selling Pimm’s and 
mini cupcakes to visitors to her 
husband’s studio

•	Charlene Goddard (pictured right)
who raised £239 by getting a blue 
ribbon tattoo.

There are many ways you can 
support our vital work, and one of 
them is by leaving a gift to Action 
for M.E. in your will.

Although it can be difficult to 
think about now, your will is your 
gift to the people and causes that 
are important to you. It is a way to 
ensure your wishes are followed 
after you have died.

Gifts in wills (also known as 
legacies) help us to fund research 
and provide the information and 
support services that are so valued 
by people with M.E., their families 
and carers. However large or small 
your gift is, it will make a 
difference.

In fact legacy fundraising is the 
biggest source of voluntary income 
to charities in the UK. Charitable 
legacies are free from inheritance 
tax, which means that if you choose 
to give to us, we receive every 
penny.

Action for M.E. member Judy has 
decided to leave a gift to Action 
for M.E. in her will as a way of 
saying thank you for the support 

she’s received, and because she 
wants to help fund more research.

“I’ve been ill for about 20 years 
or more, and in the early stages 
receiving the magazine made me 
feel far less isolated,” she says. 
“Finding a cause would be quite 
something. I don’t hold out much 
hope for a cure these days. But 
anything that adds to the 
knowledge of what’s actually 
happening would help.”

By leaving a gift in her will, Judy 
will make a real difference to the 
lives of people with M.E. in the 
future, and her memory will live on 
through our work.

‘Remember a Charity in your Will 
Week’ (www.rememberacharity.
org.uk) took place from 7-13 
September – just before this issue 
of InterAction went to press – but 
it’s never too late to get involved. 

To find out how to leave a legacy 
to Action for M.E., please contact 
our fundraising team (see p 40) for 
step by step information, including 
help to de-mystify some of the 
jargon that goes with will writing.

A gift of hope in your will 
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I just wanted to say that the quote from the Institute of Medicine report on 
the back cover of InterAction 89 was a ray of sunshine. The words gave me 
the hope and courage to carry on after being unwell over the winter. 

They are the words I’ve always wanted to hear, and that other people 
need to see and hear, so I photocopied the page and hung it up at my 
allotment. We need people to understand this illness so they will not be 
unkind to us. 

Valerie

Ed: Thank you for your letter, Valerie. It’s great that you felt so inspired by 
the quote and were able to share it with others at your allotment. 

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

Star letter

A ray of sunshine

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 remember a time…

I found this image on Facebook and 
I thought it was perfect and would 
give my fellow sufferers a smile. It 
sums me up to a tee. It’s been like 
this for 12 years for me.

I’ve had a cold/fluey thing this last 
week and I’ve lost my voice. I’ve 
spent 3 days in bed sleeping and 
now I have a rash on my face and 
arms. Back to the doctors for me. I 
feel really naff and am in a funk. To 
try to cheer myself up I treated 
myself to some new pyjamas.

Gayle Ann Clarkson

FODMAPs and M.E.?

I am trying to find any article or 
notes on FODMAPs and M.E./CFS. 
This scientifically proven diet seems 
incredibly effective and a mention or 
explanation of this diet may raise 
awareness and help others with M.E. 
who also have long term bowel 
problems. I am speaking from my 
own experience and am currently 
seeing a NHS dietician for this. Is 
there some way to request for this 
subject to be taken up in a future 
edition by someone with 
experience?  

Amber

Ed: Thanks Amber. Check out our 
‘Mythbusting diets’ article on p 19 
for some information on FODMAPs 
by nutritionist Carina Norris.

Emphasise the physical 
symptoms 

I think the charity does its best but I 
have a gripe. Next time you arrange 
a major publicity campaign could 
you put more emphasis on the 
physical symptoms?

My family have a major prejudice 
towards any mental symptoms, even 
if it is only a small percentage of the 
symptoms. Myalgic appears first for 
a reason. This re-education of the 
general public would make a vast 
improvement, not just in my 
personal life. It would also, just 
maybe, re-educate the medical staff 
who will be assessing us all, under 
DLA/PIP assessments.

Edith Eness

Ed: Thanks for your feedback Edith. 
We’ve taken this on board and will 
bear it in mind going forward. 

Mattress topper tip

I bought a Zonesleep mattress 
topper (Tel: 0800 242 5003.  
www.zonesleep.co.uk) last 
December and have to say that it 
has fulfilled all its promises. In spite 
of my severe M.E. I no longer 
overheat in bed and am sleeping 
much better. It has also relieved my 
muscle pain considerably. I suffer 
from multiple chemical sensitivity but 
it has not aggravated that in any 
way, being completely odourless.

Mrs Painting 

Ed: Thank you Mrs Painting. 
Zonesleep are offering one lucky 
reader the chance to win their own 
Zonesleep mattress topper. Check 
out our Giveaway on p 48 to enter. 
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Self-diagnosis

I thought I would pass on this 
recommendation that a doctor gave 
me with regards to websites and 
self-diagnoses.

I went for an emergency 
appointment yesterday, thinking that 
I most likely had an ear infection due 
to a constant popping in one side. I 
had also turned to ‘Dr Google’ first 
and read about something called 
Sudden Sensorineural Hearing Loss 
(SSHL). The headline of the article 
read ‘Why you shouldn’t ignore 
popping in your ears’ and went on to 
explain how a former pro goalkeeper 
is now deaf in one ear due to the 
doctor’s misdiagnoses of the 
condition. Alarm, alarm!

I resisted printing out anything 
from the website as I think this can 
sometimes get a doctor’s back up if 
the info is not from a reputable 
source. I did however start my 
conversation by revealing what I had 
read with regards to the article and 
made a sort of apology as a gesture 
of good will, and to let him know 
that I wasn’t going to try and tell him 
how to do his job (but in reality that’s 
exactly what I was going to do).

However he was quite amenable 
and told me that this was to be 
expected now – the information is 
out there so people are going to 
look at it regardless of what is right 
or wrong. He then suggested that 
for future research that I should use 
the website www.patient.co.uk as 
this is the same info that doctors use 
for guidelines, and therefore what 
we would be reading would 
correspond to the info in front of 
them. 

Now it will be my first point of call 
in the future.

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

Catching mist with a sieve

This is what I’d like to say to people 
to help them understand what it’s 
like to have M.E.:

On Saturday morning run a 
marathon with no training. On 
Saturday night invite your mates 
round and drink gallons of cheap red 
wine. At around 5am get your mates 
to tie 10lb weights to the upper and 
lower parts of your limbs and inject 
you with the flu virus. While you 
sleep get a trained elephant (cruel, I 
know, but needs must on this 
occasion) to tap dance on your body 
and head. Wake up three hours later. 

You don’t get ‘buy one get one 
free’ with M.E., you get about six 
free – migraines, Irritable Bowel 
Syndrome (a misnomer – should be 
‘irate bowel syndrome’) and 
fibromyalgia etc. etc.

You need the strength of mind 
required to climb Everest just to get 
out of bed. Sometimes thinking is 
like wading through chest-deep 
porridge. Committing something to 
memory or retrieving a thought you 
had just two seconds ago is like 
catching mist with a sieve. The words 
you think are not always the ones 
which come out your mouth – 

although you don’t realise that, or 
the words come out in the wrong 
order. You pour milk on your toast, 
put your teabag on your cereal and 
put your cup in the fridge and that’s 
a normal day.

Every little thing you do – even 
thinking – has to be paid for. We call 
it payback. All your symptoms will 
get worse for few days, a week or 
even months. Sometimes you can’t 
avoid overdoing things such as 
doctor’s appointments, but we have 
to LIVE. So sometimes we go out 
socially, just to feel like part of the 
world, for our mental well-being. 

Doctors with M.E. patients say we 
often feel the same as someone in 
end stage heart failure or an AIDS 
patient two months from death. 
Some of us are a little better than 
this but some are a lot worse and 
totally bedbound. 

We don’t want sympathy, just to 
be believed. All we need is a hug 
and for you to tell us we’re coping 
okay. All we want from you is a laugh 
and a joke to cheer us up and to be 
loved. 

Andrea Mardon

Dubious diving cure

I’m so pleased to read that 
Action for M.E. CEO Sonya 
Chowdhury’s letter to the Daily 
Mail, regarding the article about 
Sam Cam’s sister’s diving cure, 
has been published. At least 
there is someone ‘fighting our 
corner.’ Maybe in future the 
papers will think twice before 
printing such articles. Thank you 
Sonya Chowdhury.

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

Ed: We were pleased that it got 
published too! For those who 
missed it, you can read Sonya’s 
letter on our website at  
www.actionforme.org.uk/
no-evidence-for-cold-shock-cure

Hiding payback days

How many of us hide the 
payback days from our loved 
ones? Perhaps it’s time we 
stopped.

@mookpixie, via Twitter

Sunglasses in the morning

U know it’s going 2 be a tough 
sleepy day when u need ur 
sunglasses on 4 ur morning coffee!

@EmmaBoba, via Twitter
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Boris the robotic hoover

I find myself talking to my pet 
robotic hoover. Boris is technically a 
floor mopping robot as I decided 
that would be more useful than an 
actual hoover (mostly hard floors, 
and apparently the hoover ones 
don’t like long hairs). He trundles up 
and down the room in straight lines 
with a disposable duster or mops in 
a y pattern with disposable wet floor 
cleaning wipes. 

He’s meant to be ‘whisper quiet’, 
but it’s really a repeated “whiiiirr 
CRASH”, as he hits everything. He 
supposedly learns the shape of 
rooms, but I think in that respect his 
training is going as well as Bud’s! 
He’s also part feline. Left him on the 
kitchen with the door shut, came 
back to find a knocked over recycling 
bag, recycling scattered everywhere 
and drops of old milk all over the 
floor. Meanwhile Boris was sitting in 
the corner looking all innocent and 
proudly flashing his “I’ve finished” 
lights!

Apart from all that though, having 
something to clean my floors is really 
useful, and he’s got enough mad 
robotic personality to be fun too :-) 
So far resisted the urge to put 
googly eyes on him...

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

Coping alone with M.E.

About seventeen years ago I found 
myself living alone and with M.E. It 
was very shocking and I could not 
believe that society could be so 
cruel. I was not believed to be ill 
and was expected to work by the 
Job Centre, even though I had had 
to stop my usual work as a theatre 
costume maker (which I loved) 
because I became so weak. I could 
not work and had to sign on for 
some years. 

There was no treatment and at the 
time – M.E. was not even 
considered to be a real illness – 
which just added to the sense of 
being marginalized. The shock 
lasted for some years. Eventually I 
learned how to take care of the 
illness through books, and how to 
pace myself.

Every morning I wake up and 
there is no one there except the cat, 
who is always pleased to see me 
and comes running up the stairs to 
greet me. I breakfast alone listening 
to music on the radio to create a bit 
of sound around me. 

Living alone with M.E. means that 
there is no one there to bring me a 
glass of water when I am at my 
lowest ebb; I have to go and get it 
myself. Neither is there any there 
one to encourage me or buck me 
up. I have been my own doctor and 

nurse to this illness for years and 
years. As I am sensitive to modern 
drugs I use natural remedies, which I 
prescribe for myself, usually. Herbal 
and homeopathic remedies help 
considerably, although the illness is 
very slowly getting worse with age.

There are not many ways to get a 
break from this relentless regime, 
but one is to go on a little holiday 
and stay in a hotel. However, I am 
increasingly finding travelling very 
difficult, not to mention the packing 
and preparation, so I find myself 
more and more housebound and 
alone.

I have been living like this for 
seventeen years or more now, and 
could do with a change. 

June N

Thank you!

Just to say thank you so much for the 
bird feeder and seeds from the 
‘Giveaway’ in InterAction 89 (p 48). It 
was such a lovely surprise, as this is 
the first time I have ever won 
anything!

I always feed the birds in my 
garden. They are so funny to watch, 
especially when they wash 
themselves in the bird bath and 
squabble over the food, especially 
the starlings who love the suet! It is 
so relaxing and rewarding, and 
having M.E. makes you stop and 
appreciate so much.

I have a pond with around 50 
goldfish and two tench, and from 

time to time, when the frogs are 
about, the grass snake appears in 
the pond and basks in the sun!

Foxes also come to the garden 
and play with the dog toys. 
Sometimes badgers appear as well!

Thank you again.

HI Moore

Our ‘Coping alone: your stories’ article (InterAction 89, p 28) 
prompted June to share her experience.

Excellent food article

I must say I thought the article in 
your recent magazine, about how to 
cook and eat when you are on your 
own with M.E., was absolutely 
excellent (‘Fuss-free food,’ 
InterAction 89, p 24). It’s the best bit 
of writing I have ever seen on the 
subject.

Anne Mayo



interAction 90 summer 2015    45

Electrosensitivity

In the last issue you published an 
anonymous note about the risks of 
‘electrosensitivity’ for people with 
M.E. (InterAction 89, p 46).

I am writing because I am 
concerned that people with M.E., 
who already risk social isolation 
because of their illness, might 
become further cut off from family 
and friends because of unfounded 
fears about using their mobile 
phone, tablet or laptop with wi-fi.

The Health Protection Agency 
found no convincing evidence of 
harm from radiofrequency (RF) 
electromagnetic fields at present, 
below guidelines levels. To suggest 
otherwise may cause unnecessary 
anxiety.  

Cathy Stillman-Lowe

It helps to talk

I thought you might like to know, I 
have had M.E. for over 10 years (and 
at my age it doesn’t get any better). 
But I recently had six sessions with a 
clinical psychologist at the Mineral 
Hospital in Bath. She talked me 
through the worst of my problems 
and each week I got a handout to 
take away. The difficulty was trying to 
put the strategies into action. But it 
did help to talk it through with 
someone who specialises in CFS/
M.E.

I have attended courses 
recommended by my doctor, called 
LIFT Psychology which were 
interesting, but not a lot of good to 
an M.E. sufferer, as the day itself was 
too exhausting without trying to 
remember what was said and how to 
cope with it.

So I would recommend asking 
your doctor to apply to the Mineral 
Hospital in Bath if you live in that 
area.

Rosemary Gardner

Positive experiences

I am delighted to be asked to write 
about positive experiences – in fact 
I’d been intending to write 
something positive myself, and I 
cheered when I read the letter in the 
last issue (‘Accentuate the positive,’ 
InterAction 89, p 42). Yes, it’s a 
ghastly illness, but there are good 
things out there as well.

I have been so fortunate:  
•	 I was diagnosed really early on by 

a brilliant GP.  
•	When I had to give up work, at the 

age of 43, my employer put me on 
a disability pension, and they have 
been very good.  

•	Yes, there was a thin time for a few 
years then, but as I began to get a 
bit better I found a way to train as 
a teacher, very part time, over 
three years – and I am very proud 
to have qualified as a teacher at 
the age of 50.

•	 I now teach a few hours a week 
– mainly adults, but also working 
with excluded teenagers. I think 
the experience of this illness helps 
me to understand exclusion from 
society. The benefit of getting 
back to work, even if only for two 
hours per week, was huge – I 
began to be ‘me’ again.

•	We’ve had good holidays – some 
of them on my own in a borrowed 
camper van, where I can go at my 
own pace.

•	And my wife has stuck by me.  
•	And actually, although I felt 

dreadful at the time about 
depriving my teenage son of his 
former home, and of money for 
the things that teenagers all want 
(as we were a bit broke then), I was 
around for him, and we now have a 
really good adult relationship.

•	And best of all, all the way through 
I have consistently received 
sympathy and understanding from 
friends, family and colleagues.

•	 I am now well enough that I can 
replace most of my bed-rest with 
dozing in a deck chair – now that’s 
fantastic!

Paul Lack

Fundraising running and 
writing

I joined Action for M.E. once I’d 
been diagnosed and the charity 
importantly provided me with 
support in the form of information I 
wasn’t given by the medical 
profession. Amongst this was 
literature on pacing, a technique I 
employed with varying degrees of 
success during the ten years I lived 
with M.E.

I finally started to recover just 
before I retired from full-time 
employment in April 2012. My 
recovery has continued since that 
time, and I lead a normal life, slowly 
moving toward the sort of active life I 
led before I fell ill (but with the 
restrictions that necessarily come 
with being twelve years older).

Running has been a good way to 
help me to regain a good level of 
fitness after years of enforced 
physical inactivity. By the time 
readers see this, I will have just 
completed the Great North Run to 
raise money for Action for M.E.

I’ve also written a book about my 
recovery from M.E., and am 
donating half the profits to Action 
for M.E. It’s available in Kindle and 
paperback via the usual outlets and 
details can be found on my website.

My publisher runs a scheme 
whereby its authors have the 
opportunity to gift 10% of profits to a 
chosen charity. I chose Action for 
M.E. so all my books with Fantastic 
Books Publishing are generating 
income for your charity.

Stuart Aken 
www.stuartaken.net

Ed: Thank you Stuart for all your 
brilliant fundraising efforts. It’s great 
to see that your book M.E. and me is 
getting such good reviews on 
Amazon.
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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

Low income water tariffs
Certain water companies are 
complying with Ofwat’s 
recommendations on water 
affordability, even though it is not 
government legislation. I am now on 
a ‘fixed water only low income tariff’ 
through Affinity Water. I have been 
given a refund and my monthly 
charges have been reduced. Contact 
your water company to see if they 
have a similar tariff. You will need to 
provide your National Insurance 
number and inform them if your 
circumstances change. 
InterAction reader

Tea time
I drink peppermint with nearly every 
meal as it’s fantastic for digestion 
and so relaxing. I also find lemon 
and ginger to give me a boost, and 
fruit teas to be most relaxing when 
combined with hibiscus or certain 
flowers. One of the biggest things I 
find helps is using honey in tea 
rather than anything else. I use local 
honey as it has massively helped my 
allergies because of the small 
amount of pollens in it, but any 
honey has very good properties for 
your system and can be put in tea.
LucieBee8, posting in our m.e. 
Friends Online forum

Avon calling
Just a heads up. I recently bought 
Avon’s Clearskin Blemish Clearing 
Oil-Free Tinted Moisturiser  
(www.avonshop.co.uk). As well as 
giving my skin an even look and 
covering over spots, it’s drying them 
up very quickly. It’s actually better 
than the spot cream I have on 
prescription. I hope it’s something 
they continue to sell. 
Leah

Pain magnets
Norstar Magnetics (Tel: 01403 
251733. www.norstarmagnetics.com) 
was recommended to me by 
someone whose wife has chronic 
neck pain. This helped me much 
more than other pain magnets. 
InterAction reader

Leg exercises
I’m always looking for some form of 
exercise I can do without falling 
asleep afterwards. Came across this 
and thought anyone else in recovery 
might be interested:  
www.eldergym.com/leg-exercises
Tatt, posting in our m.e. Friends 
Online forum

Contact

Buddhist seeking friends
I am a Buddhist, practicing for 
around 10 years, but feeling rather 
isolated. I am looking for Buddhist 
friends to chat to about practice, 
meditation, good books/teachers 
and life in general. Please get in 
touch by email or write to the box 
number. If you are a member of a 
Sangha, please show them this 
notice too. With thanks.
Jacqui
email: thatjacqui99@yahoo.com 
Box no 4930

Yoga therapy in Southampton
Sue Batley, an experienced and 
highly qualified yoga therapist, is 
offering a group ‘breathing and 
posture’ session in the Southampton 
area if enough people with M.E. are 
interested. The session will teach you 
how to breathe correctly with the 
correct posture. You will also get to 
understand the difference between 
relaxation and tension, so you can 
then be in control of your well-being. 
Contact Sue or write to the box 
number if you are interested.
email: sbatley@hotmail.co.uk
Box no 4931

An offer of help
Are you housebound? Do you have a 
spare room? I’m a sensible lady, 81, 
offering to come and stay in your 
home on a voluntary, temporary 
basis to give you and/or your carer a 
break. I have 15 years’ experience as 
a holiday relief worker, during which 
time I looked after people 
recovering from a stroke or with 
dementia for weeks at a time. As I 
am elderly now, mostly I would just 
be there to be useful and help a bit, 
and it would give me a break too. 
I’m also good with animals. 
Anywhere in Britain as long as it’s 
rural. No driving.
miss Lloyd
Tel: 01822 613627 or 07591 541460 
(before 5pm)

Self-contained housing 
Honest, reliable (female) tenant with 
good references seeks self-
contained, M.E.-friendly housing. 
Please get in touch if you know of 
anywhere.
InterAction reader
0208 958 4236 (not Fri/sat/festivals)
Box no 4932

Advice

Hand-held massager
I used to have a really good hand-
held massager. I used it on my legs, 
body and head, and it was really 
good for pain. It was metal, not 
plastic, and plugged into a power 
socket. Does anyone know where I 
can get another one like it?
miss Burroughs
Box no 4933
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Local support groups

Cambridgeshire
Cambridgeshire Rural M.E. Tea & 
Chat is a new monthly meet-up 
group for adults with M.E. (and their 
supporters) from Cambridgeshire 
and surrounds. In spite of the word 
‘Rural’ in the name, you are just as 
welcome to come along if you live in 
a town or city. Meet-ups will be in 
out-of-town locations with parking. 
Hope to see you there! Find out 
more on the website.
www.crmetea.org

Swindon 
Swindon M.E. and Fibromyalgia 
Support group is a friendly group 
that helps people with these 
conditions and their carers. Monthly 
meetings take place every third 
Wednesday of the month between 
7-9pm at Manor Farm Pub, Haydon 
Wick, Swindon (there is a table 
reserved in the back room). There 
are also coffee mornings every 
second Thursday of the month at 
11am at the same pub. Call or visit 
the website to find out more.
Tel: 01793 614643
www.swindonmesupportgroup.org

Isle of Wight
The IW Fibromyalgia and CFS/M.E. 
Support Group meets every second 
Tuesday of the month at All Saints’ 
Church, Ryde. Anyone is welcome to 
come along for support, 
understanding and a friendly chat. 
For details call or email Karen.
Tel: 0844 887 2346
email: iwfmsg.fibromates@gmail.com

Sussex & Kent
Dr Alastair Miller has joined the 
medical advisory panel of the Sussex 
& Kent M.E./CFS Society. Dr Miller, 
Deputy Medical Director of the Joint 
Royal College of Physicians Training 
Board, is also Chair of the British 
Association for CFS/M.E. (BACME) 
and Action for M.E.’s Principal 
Medical Adviser. The Sussex & Kent 
M.E./CFS Society is a member 
organisation of BACME, as are the 
NHS specialist services of Kent and 
Sussex.
Colin Barton
www.measussex.org.uk

Closure of MESHcornwall
MESHcornwall (CFS/M.E. Support, 
Help and Action) closed in March 
2015. The group had been 
supporting people with M.E./CFS 
since 1987. The Committee would 
like to thank past and present 
committee members, the founder 
Stephanie Woodcock and the 
president Wendy Trebilcock. Thanks 
also go to the group’s patron, Prof 
Tony Pinching, who did so much to 
promote M.E./CFS within the county. 
elaine Peller, Chair, mesHcornwall

Kirklees and Calderdale 
Kirklees and Calderdale 
Independent M.E. Support Group is 
organising a free family fun event on 
Saturday 3 October, 2–4pm, at 
Northfield Hall, 40 Norfolk Avenue, 
Sheepridge. It’s a chance to meet 
other parents who have M.E., with a 
play gym, art table and lucky dip for 
children, plus a light buffet. 
email: kimesg@gmail.com
www.kimesg.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 Monday  
12 October.

•	Applying for a council personal 
budget or an NHS personal 
health budget.

•	Coping with Seasonal Affective 
Disorder (SAD) and M.E.

•	Caring for someone with M.E. 
when you have M.E. too.

Member discounts
As well as the discounts available 
through our advertisers (see p 28), 
we’ve now got these exciting new 
member discounts for you too:

•	The Postcard Store (Tel: 01926 
298986. www.thepostcardstore.
co.uk) is offering a 15% discount to 
readers until 31 December 2015. 
The code to quote when ordering 
over the phone or online is 
ACTIVEME15.

•	detoxpeople (Tel: 01245 206288. 
www.detoxpeople.eu) is offering a 
12.5% discount (provided you 
aren’t currently receiving a 
discount from them). There is no 
code – just alert them about the 
Action for M.E. discount by email 
or phone, and they will assign the 
discount to your account.

InterAds
Converted car for sale
Nissan X-Trail Columbia 2.1 litre diesel 2007. Brotherwood conversion 
with ramp at rear for drive-on disability scooter. Very low mileage 
(26,000 miles), recent RAC inspection report available, £9,800.
Tel: 0117 973 8317
email: richardsykes@blueyonder.co.uk
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Giveaway
Win a Zonesleep mattress topper

In a letter on p 42, Mrs Painting says that her Zonesleep mattress 
topper “has fulfilled all its promises,” and she believes it could help 
many other people with M.E.

Zonesleep products are designed to enhance the comfort and quality 
of sleep. They are breathable, washable, slim fitting, ultra-lightweight, 
anti-allergenic and pressure relieving. They also offer posture support 
and are odourless.

For your chance to win this great prize, please send your name, 
address and phone number 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 
your name and phone number, and the words ‘Giveaway’ in the 
subject line.

Please do include your phone number so we can call the winner to 
check what size mattress topper you require. 

The deadline for entries is Monday 26 October. The winning entry will 
be drawn at random. The editor’s decision is final.
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The M.E. Derbyshire (MED) support 
group was set up in 1988 and today, 
27 years later, has about 70 members. 
“Our aim has always been to create 
a friendly, welcoming and 
encouraging group,” explains John 
Smith, the group’s secretary. “The 
informal feedback we receive from 
members, their families, carers and 
visitors confirms we achieve this.”

MED supports its members in 
numerous ways including a quarterly 
newsletter, InforMED, providing a 
mix of local and national M.E. news, 
research updates and contributions 
from members; several members’ 
meetings a year and occasional 
social events; email updates, a 
phone line, a website and social 
media; and a lending library. 

For many years the group’s 
President was the writer and 
broadcaster, Deric Longden. Deric’s 
book, Diana’s Story, which was about 
his wife’s “mystery illness” 
(eventually believed to be M.E.), 
became a best-seller and an award-
winning TV drama. 

“In the group’s early years 
especially, Deric was very generous 
with his time,” says John. “Our funds 
benefitted from his amusing talks 
around the county.” 

Day-to-day running 

MED is run by a management team 
of volunteer members, most of 
whom have M.E./CFS themselves. 
The team meets around eight times 
a year to plan and organise the 
range of support on offer to 

members. They all work from home 
and use email to keep in touch on 
group matters in between meetings. 

John explains that sources of 
funding are varied and include 
membership subscriptions; a Dutch 
auction at the beginning of each 
year (where prices go down rather 
than up!); occasional fundraising 
from other sources; grants from local 
organisations; and donations in cash 
or kind from individual members and 
friends of the group.

“We also received an unexpected 
bequest from a former member 
several years ago, which has enabled 
MED to make financial donations to 
organisations involved in important 
work in the M.E. field,” says John.

Keeping things simple

John’s advice to other support 
groups around the country is to keep 
things simple – and try not to 
overstretch the people who are 
involved. “Striking a balance 
between involving people who have 
M.E./CFS and those who don’t (but 
understand its impact) is important 
too,” says John.

He also advises groups to look for 
low-energy ways of raising funds – 
and invest the funds as though they 
were your own. And finally, “try to 
have fall-back systems in place for 
the days when the effects of M.E./
CFS unexpectedly kick in.”

John finds that the most 
challenging thing about running a 
support group is “identifying how 
we can best use our resources, 

Contact details

M.E. Derbyshire
Tel: 01332 864120 (10am-8pm)
www.me-derbyshire.org.uk 
www.facebook.com/
MEDerbyshireSupportGroup

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…

m.e. Derbyshire

especially individuals’ limited 
energies, to respond to the diverse 
needs of our membership.”

Last year the group decided to 
undertake a review of the way they 
do things to see if they can reduce 
the energy levels needed to achieve 
similar outcomes.

But there are plenty of rewarding 
aspects too, such as “when someone 
says a personal thank you for 
something that we have had a hand 
in helping them with, and that help 
has made a positive impact on their 
life.”

Another highlight was the 
significant role the group played 
(particularly Kay Holt, a former Chair 
and founding member) in 
developing a proposal for a 
specialist M.E. service in Southern 
Derbyshire, to be set up with 
Government ring-fenced funding. 
The Southern Derbyshire CFS/M.E. 
Service began in 2005 and continues 
its important work at the Royal 
Derby Hospital.

Going forward the group intends 
to continue with its local initiatives to 
improve public awareness through 
the press, local radio, social media 
and travelling displays. 

“We remain a relatively small 
group, which has sometimes been 
described as ‘punching above its 
weight’,” says John. “Whether or not 
this is the case, we’ll be doing our 
best to land a few more blows for 
the cause of people in Derbyshire 
with M.E./CFS.”
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“What do you want to be when you 
grow up?”

We were asked this question in 
infant school and had to draw a 
picture to represent our answer. I 
had no idea what to draw, as I’d 
never given adulthood a moment’s 
thought. All I was concerned with 
was getting a set of Weebles for 
Christmas.

Various people on my table 
were already hard at it, crayoning 
nurses, train drivers, footballers. 
This was all a bit tame. I might 
not have known what I wanted to 
do when I grew up, but I knew it 
wasn’t that. So I used a bit of lateral 
thinking and applied my pencil to 
the square of grey sugar-paper on 
the table. 

When time was up, Mrs Power, our 
teacher, came around to talk to us 
and see what we’d drawn. She was 
perplexed by my efforts. I had to 
explain to her that the large, 
cylindrical object that I had drawn 
next to a stick version of me was a 
roll of carpet and that I was going to 
be a carpet designer. 

Although I can’t recall what she 
said in response, I do know she was 
thrown. After all, I was only six and 
this was straight out of left field. 
What she didn’t know was that one 
of our neighbours was a retired 

carpet designer for 
Crossley Kosset, then 
the largest firm of its 
type in Europe. To me 
there was nothing 
unusual about having 
such a job.

Of course, I didn’t 
become a carpet 

designer, but I held down a number 
of jobs over the years, ranging from 
a front-of-house manager in a film 
theatre, to an editorial librarian for a 
newspaper and a teacher. It was the 
last career choice that was utterly 
unsuitable for someone with M.E. 
and eventually the price my health 

paid led me to have to stop 
work.

That was when I learned 
that we tend to be defined 
by what we do, rather than 
who we are. Both we and 
other people define us by 
our jobs and it can lead to 

despair when we lose our position in 
the world. My own experience was 
that I felt I no longer offered 
anything useful to the wider 
community.

Spending = supporting

Then one day, something changed; I 
started to consider money and 
where I spent mine. Rent, contents 
insurance, utility bills, television 
licence, fares, postage. Next, I 
added in the fun stuff: newspapers 
and magazines; hobbies; theatre/
cinema/events; birthday and 
Christmas presents for friends and 
family.

Once I’d realised just how many 
small businesses and multi-nationals 
I was supporting, I felt relieved. Add 
in banks, building societies, the Post 
Office, public transport and council 
services and that’s a lot of people I 
help to keep employed. Even the 
benefit I receive requires clerical staff 
to administer it and the DWP 
tribunals (two, so far) needed a 

security guard, doctor and judge. 
Tally this up and I may be a bigger 
employer than the NHS!

Dear reader, you will be able to 
compile a list of the ways in which 
you benefit your local and national 
communities.  As consumers, we 
contribute to the economic health of 
this country and part of that is 
keeping other people employed. It 
seems ironic, when illness has 
removed us from the workplace, but 
this is a very real contribution we 
make. Every item you purchase, 
every bill you pay, ensures that the 
business’s staff and suppliers have a 
job to go to every day. 

This is something we need to 
remind ourselves, especially when 
we feel down and are questioning 
our place in the world. It’s easy to 
look at what we’re not doing, rather 
than appreciating what we are 
achieving. Who cares if it is tenuous? 
Sometimes you have to think 
laterally, like I did when trying to 
draw something that would keep my 
teacher happy.

Whether Mrs Power would see in 
me the child she taught is debatable, 
but if she asked me today what I 
want to be as an adult, I have got an 
answer that might not need quite 
the explanation my drawing did. I 
want to be happy, authentic and 
loved. 

Oh, and if it’s not too greedy, I still 
want those Weebles. 

“As consumers, we contribute 
to the economic health 

of this country”

The last word
Patsy Quinn reminds us that we all contribute to society. 
And she still wants some Weebles.



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.



If you would like to send or receive a card from another Action 
for M.E. member this Christmas, or know someone severely 
affected who would appreciate a card, please get in touch by: 
•	sending an email to interaction@actionforme.org.uk
•	writing a note to the editor at InterAction, Action for M.E.,  

42 Temple Street, Keynsham, BS31 1EH
•	calling us on 0117 937 6620.

We will then contact you to let you 
know what to do next. All it will 
cost you is the price of a card 
and a stamp.

Please let us know whether 
you would like to take part 
by Monday 26 October.

Could you be a 
Christmas Angel?
Action for M.E.’s Christmas Angels project – now 
in its fifth year – enables people with M.E. to send 
Christmas cards to each other via the Action for 
M.E. office. 

Our 2014 Christmas Angels told us:

“I would love to help by sending some cards – I know many times 

it would have cheered me up no end” 

Jan

“The project is so good, as you get to hear encouraging and 

understanding words from others in the same boat” 

Maria

“A big thank you for organising such a lovely idea, so that the 

many people who are housebound at Christmas feel that they are 

not forgotten” 

Ann

“I will be delighted to take part in the project again. This is such a 

brilliant idea and I’m so pleased it is continuing.” 

Claire

…and don’t forget your Action for M.E. Christmas cards!

You will find your Action for M.E. Christmas card leaflet inside this copy of 
InterAction. You can order cards by post, phone or online, and postage and 
packaging is included in the price. 

Each card says a little bit about M.E. and the work we do to support those 
affected by it. If you would like to order more Christmas card leaflets, please 
do get in touch.

Christmas 
Angel


