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Although Christmas can of course be 
a challenging time for many people 
with M.E., I want to provide some 
festive cheer by drawing your 
attention to the incredibly positive 
work that is happening in the field.

In October, 90-plus researchers 
and 50 patients and carers attended 
the annual UK CFS/M.E. Research 
Collaborative (CMRC) conference in 
Newcastle (see p 14). I was 
overwhelmed by the excitement and 
desire for change from everyone 
who attended. 

They all want to be part of what 
CMRC Chair Prof Stephen Holgate 
described as an effort to solve the 
greatest medical and scientific 
mystery that we are facing today. 
Although this will take time, I have 
confidence that as biomedical 
research builds, the momentum will 
continue to increase, and we will 
realise our shared ambition of 
improvement for people affected  
by M.E.

Then at our conference and AGM 
on 12 November (see p 4) we 
launched our interim report on social 

care, Close to collapse, which 
highlights the shocking gulf between 
the social care needs of people with 
M.E. and social care provision. 

On the back of this we are now 
leading an inquiry into M.E., 
supported by the APPG on M.E. The 
aim is to gather further evidence and 
then develop a strong call for 
changes to improve the lives of 
everyone affected by M.E. 

Our new campaign, Really useful 
for M.E. (see p 6), is another way 
we’re working to improve the 
day-to-day lives of people with M.E. 
We’re hosting a special shop – on 
our improved, new-look website – in 
order to bring independent living 
aids to people with M.E. at the best 
possible price.

Alongside all this work, the Action 
for M.E. Board of Trustees recently 
approved a proposal for us to 
develop a programme of work to 
build on my visit to the World Health 
Assembly Summit at the UN in 
Geneva earlier this year. The aim of 
this programme is to increase the 
understanding and awareness of 

M.E. and its impact at an 
international health policy, decision-
making level – with the aim of 
shifting attitude and to commit 
action from the UK. See p 9 to find 
out more

Rest assured you’ll also find some 
festive, light-hearted content across 
the pages of the magazine – from 
our centre-spread of Christmassy 
crafts, to the wise and wonderful 
words of Patsy Quinn on p 50.

As always, a huge thank you for 
supporting our vital work.

My best wishes to you for a 
peaceful Christmas and a happy 
New Year. 

Sonya Chowdhury
Chief Executive

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

improving lives

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 (changing to 10am to 12pm from January 2016)

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
• There’s still time to buy Action for 
M.E. Christmas cards for this year (or 
stock up ready for next year!) Visit 
www.action-for-m-e.myshopify.com 
or call Creative Greetings direct on 
01924 402549 to place your order (by 
Friday 18 December).

• InterAction magazine is now full 
colour all the way through! Due to 
changes in our printing processes, it 
now costs less to print all 52 pages in 
full colour, instead of having most of 
it mono (black and orange) with only 
some pages in colour. We hope you 
like it!

• The United Nations is carrying out 
an inquiry into “systematic and grave 
violations” of disabled people’s 
human rights by the UK government. 
The UK is the first country to be 
placed under UN investigation for 
violating the human rights of people 
with disabilities.

• Don’t forget that Disability Living 
Allowance (DLA) is ending for 
people who were born after 8 April 
1948 and are 16 or over. If you 
currently claim DLA you will continue 
to get it until the Department for 
Work and Pensions writes to tell you 
about when it will end. The letter will 
invite you to apply for Personal 
Independence Payment (PIP) and tell 
you what to do next.

• A study of UK and Dutch clinical 
cohorts has been carried out to 
investigate differences between 
young children, adolescents and 
adults with M.E./CFS. The conclusion 
is that “paediatricians need to 
recognise that children with the 
illness present differently from 
adults. Whether these differences 
reflect an underlying aetiopathology 
requires further investigation.”
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Nothing about 
m.e. without me
Action for M.E.’s annual conference in November 
explored the need for more effective integration 
of services and support for people with M.E.

Our Nothing about M.E. without me 
conference was attended by more 
than 50 people – a mixture of 
patients, carers and professionals, as 
well as Action for M.E. staff and 
Trustees. Delegates viewed and took 
part in a programme of presentations, 
discussions and workshops, with a 
number of people also taking part 
from home via livestream. 

The first conference presentation 
saw Action for M.E.’s volunteer 
research officer, Catherine Hale 
(pictured), and our Chief Executive, 
Sonya Chowdhury, launch Close to 
collapse, a new interim report on 
access to social care and advocacy 
for people with M.E. 

Catherine began by explaining 
how she came to be involved in the 
project: “Twenty years ago, when my 
M.E. was very severe, my parents 
and I relied on the social care 
system. I had lost all physical and 
mental function, and had to have 
carers come in every day to help with 
washing, dressing and feeding me. 

 “I was lucky enough to improve 
but the terrible plight of those who 
remain severely affected by M.E. is 
very close to my heart.

“When we realised the extent of 
the failure of the UK’s social care 
system to care for people with M.E., 
we felt something had to be done. 
And that’s why we decided to launch 
this interim report to generate a 
further inquiry.”

Read more about our Close to 
collapse report, including the next 
steps Action for M.E. is taking, 
opposite.

Integration of services

Julie Rigby, Network Manager, NHS 
England, gave a presentation on 
‘Integrating health and social care: 
making it work in Greater 
Manchester.’ She talked about the 
work that is being undertaken in 
Manchester as part of the devolution 
of public spending. 

Julie explained that partnerships 
will be forged between the NHS, 
social care, universities and science 
industries for the benefit of all, and 
that Greater Manchester aims to 
have 64,000 fewer people living with 
chronic conditions by 2020.

It’s important for professionals and 
the public to understand these 
developments given the 
Government’s stated intention to 
roll-out devolution in other parts of 
the country. Sonya pointed out that 
as it hasn’t yet been decided what 
services will look like after 
devolution, we have an opportunity 
to raise the profile of M.E. in the 
devolution agenda. 

The morning session concluded 
with a presentation by Dr Hazel 
O’Dowd, Clinical Lead, Bristol NHS 
M.E. Service, on integrated health 
and employment support for people 
with M.E. Dr O’Dowd and her team 
are currently working with Action for 
M.E. as part of our SEE M.E. 
(Support, Empower and Employ 
people with M.E.) specialist 
employment pilot project. 

Dr O’Dowd began by citing some 
research published by the University 
of Bristol in 2011 that showed that 
M.E. incurred huge productivity 
costs amongst the small fraction of 
adults with the illness who accessed 

specialist services. She added that 
the “cost to people’s lives is even 
greater.”

Dr O’Dowd explained some of the 
positive employment outcomes the 
project has achieved for people with 
M.E., such as securing interviews for 
voluntary work, and negotiating 
return to work plans instead of 
ill-health retirement. 

It is our intention that the project, 
which comes to an end next summer, 
will demonstrate best practice, and 
help employers across the UK 
understand how they can better 
support people with M.E. who may 
be well enough to work.

In the afternoon delegates took 
part in workshops to learn more 
about employment support, self-
management of symptoms and 
supporting people with M.E. (for 
professionals).

Annual General Meeting

The day culminated in Action for 
M.E.’s AGM, during which Sonya 
outlined some of the charity’s key 
achievements in 2014-2015, as well 
as current work and future plans. She 
also thanked all of the charity’s 
volunteers, members, donors and 
supporters. You can see a copy of 
our 2014-2015 annual report on our 
website, or ask us for a copy by post 
or email (see p 2).

Following a postal ballot, two new 
Trustees were appointed – Katherine 
Thomas and Charlie Stockford. 
Three existing Trustees were also 
re-appointed – Philip Marsden, Jane 
Logan and Jane Young.
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Close to collapse was launched at 
our conference and AGM on 12 
November, and presents 
overwhelming evidence that the 
majority of people with M.E. are not 
receiving the social care and support 
to which they are entitled. 

One respondent told us: “I don’t 
have the strength to organise care 
for myself, so I am just struggling 
through doing what little I can. I 
manage to wash or bath about twice 
a month. My house is filthy and I am 
smelly. My meals are limited to the 
most simple, mostly microwave 
ready meals. At times this makes me 
suicidal.”

It’s also clear from the results that, 
for the small number of people who 
do receive personalised support 
which is tailored to their condition, 
the benefits can be significant. 
However, better representation is 
needed to facilitate their 
involvement in all stages of care 
process.

Key findings

Adult social care services across the 
UK are failing to meet the support 
needs of people affected by M.E.:

•	86% of respondents said they 
needed care and support in their 
daily lives.

•	A staggering 97% of respondents 
told us they experience two or 
more difficulties with daily living 
activities listed in the Care Act 
2014 for England.

•	However, just 16% had received 
social care assessments. 

•	Of these, only 6% had been 
awarded a care package.

The interim report also identifies 
some of the probable causes for this 
gap between care needs and service 
provision for people with M.E. 
Barriers to self-referral and fair 
assessment include:

•	 lack of clear information about 
social care process and 
entitlements (58% of respondents)

•	cognitive and communication 
difficulties preventing engagement 
with social care processes (47% of 
respondents)

•	social care processes ill-adjusted 
to the very poor stamina of people 
with M.E.

•	misunderstanding, misinformation 
and stigma surrounding the label 
of M.E. acted as a deterrent to 
asking for help for 38% of 
respondents and was also 
perceived to impact on the 
fairness of assessments and the 
type of support provided.

One respondent told us: “I actually 
find it more exhausting trying to 
explain my condition to someone 
else who usually hasn’t even heard of 
M.E. let alone is able to understand 
it in order to get their support or 
practical help than I do just trying to 
sort things out by myself. 
Consequently I have avoided 
applying for certain things that may 
be of help in the long run eg. social 
services.”

The report also shows that the 
benefits of social care can be 
significant. The main benefits of 
having a care package, for the 6% 
who had one, were:

•	 reduction of the burden of caring 
on family members and on 
informal carers (60% of 
respondents)

•	being better able to manage 
symptoms (50% of respondents), 
which can either be a foundation 
for improvement or prevent 
deterioration in health.

The need for advocacy also 
emerges as an issue, as three 
quarters of respondents believed 
their situation would be “a little 
better” (25%) or “a lot better” (50%) 
if they had someone to represent 
them.

Linked to this, Action for M.E. has 
launched a new self-advocacy 
resource for people with M.E. (see  
p 20) to help them have their voices 
heard. We are also currently seeking 
funding to establish a national 
advocacy service to directly support 
individuals.

close to collapse
Over the summer of 2015 Action for M.E. 
surveyed 850 people with M.E. about their social 
care and advocacy needs.

Close to collapse
An interim report on access to social care and advocacy for people with M.E./CFS

“I don’t have the strength to organise care for myself, so I am just struggling through doing what little I can. I manage to wash or bath about twice a month. 
My house is filthy and I am smelly. My meals are limited to the most simple, mostly microwave ready meals. At times this makes me suicidal.”

What’s next?

This research has shown the 
shocking lack of access to social 
care and advocacy support for 
people with M.E.

This work will now form the 
basis of a formal inquiry, led by 
Action for M.E. and supported by 
the All-Party Parliamentary Group 
(APPG) on M.E., to gather further 
evidence of the challenges that 
people with M.E. experience in 
accessing social care and 
planning the right support. 

In doing so, we will identify 
examples of best practice, and 
call for changes to improve the 
lives of everyone affected by M.E.
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What aids, equipment and 
adaptations might help you live 
more independently with the 
disabling symptoms of M.E.? That’s 
the question we’ve been putting to 
people with M.E. via our social 
media and email newsletters.

•	Amanda told us: “I use easy grip 
cutlery and a lightweight battery 
operated toothbrush. The latter 
has made a massive difference in 
keeping my teeth clean.”

•	Lisa said: “I use a bed loop which 
helps me sit myself up in the 
morning. I also use a clamp on rail 

loop on the side of the bath.”
•	“I rely on jar openers and a variety 

of pillows for reducing pain when 
in bed; full body and knee support 
are the best,” said Sharice. “I also 
use a swivel seat for the car.”

Our Really useful for M.E. 
campaign is all about highlighting 
the things you find useful – and 
helping you obtain them as cheaply 
as possible.

Working with Really Useful Stuff, 
an online marketplace for 
independent living, we have 
launched an online shop as part of 

our new website (see opposite) that 
offers the aids people with M.E. tell 
us they want to use.

Really Useful Stuff works directly 
with sellers to get great deals. If you 
purchase a piece of equipment 
through the Action for M.E. shop, 
you’ll be offered a 10% discount on 
the retail price, meaning you could 
get a possible 30% discount if the 
product is VAT exempt. There’s also 
the option to donate to Action for 
M.E. upon checkout if you choose.

To launch this campaign, we are 
giving away some fantastic prizes.

Win a Glamstick!
This exclusive design in our logo colours, 
worth £70, has been made and donated by 
Glamstick’s Sharon Farley-Mason. 

Glamsticks, a bespoke designer mobility 
aids company, was founded by Debbie 
Deboo, who has had M.E. and fibromyalgia 
since 2004. Four years ago, she sold the 
business to Sharon, who was disabled 
following a riding accident, and later 
diagnosed with M.E. and fibromyalgia. “It’s 
about living day to day: some days are good 
and some I just need to write off. I do try to 
focus on what I can do rather than what I 
cannot do.”

Glamsticks have been seen on the red carpet, with 
clients including double gold Paralympic medallist 
Natasha Baker MBE. “To me, every single client is as 
important as the next,” says Sharon. “We are all special 
in our own way and having a Glamstick makes everyone 
stand out from the crowd.”

Win Xtenex laces!
We are also giving away a set of Xtenex laces, kindly donated 
by David Mckibbin of Mckibbin Sports, another of Really 
Useful Stuff’s sellers.

Phil Allen, who heads up Really Useful Stuff, says: “The 
Xtenex laces mean you don’t have to keep bending down to 
tie your laces: once you insert them, it creates a slip-on shoe. 
They’re one of our most popular products.”

really useful for m.e.
With the launch of our new website (see opposite), we are focusing 
on independent living with our Really useful for M.E. campaign.

Win SpokeGuards!
This set of custom-made SpokeGuards, featuring the 
Action for M.E. logo and worth £85, has been kindly 
donated by the company’s Frank Rodgers.

The idea for SpokeGuards came after a visit to a fashion 
show which used entirely disabled models. “The models’ 
clothes were colourful, the make-up magnificent and the 
hair styling superb – only the wheelchairs 
were predominately black or grey,” 
explains Frank. “After discussions 
with a number of wheelchair 
users, it was apparent that most 
people wanted to personalise 
their chairs and make them 
more attractive.”

To win one of these great 
prizes, please go to p 48.
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New-look website now live
December sees the launch of our improved, new-look website and we’re 
thrilled with the results. 

Why did we build a new website?

Last year, our then website provider told us it planned to discontinue the bespoke platform on which 
our site was built. This gave us no alternative but to move to a new platform and set up a new 
website. Following a robust tendering and selection process, we appointed Headadvisory and Bake 
Digital, two companies working jointly to provide project management and technical web expertise.

The new site is much easier to use 
and navigate than our previous 
website, which means that people 
will be able to find the information 
they need more quickly and easily.

If you aren’t online, don’t forget 
you can also access information, 
support and signposting by phone 
or post – see p 2 for our contact 
details.

Clear, colour-coded sections will 
help us educate and inform health 
professionals and others supporting 
people affected by M.E., using 
targeted information.

Our services directory lists local 
M.E. support groups and specialist 
M.E./CFS services across the UK, and 
is really easy to use: just search by 
postcode.

Our community page brings 
together our popular M.E. Friends 
Online peer-support forum, daily 
news stories, and links to our social 
media, so you can see what’s going 
on at a glance.

All our resources, including 
InterAction articles, booklets, 
factsheets and reports, are easy to 
find, read and download for free.



8    interaction 91 christmas 2015

Santander’s Health, Safety and 
Wellbeing team asked us to visit five 
sites across the UK to talk to staff 
members about the effect M.E. can 
have, and the work that we do. 

We know many people with M.E. 
are too ill to work at all, but as this is 
a fluctuating illness that affects 
different people in different ways, we 
also know that some people do 
manage to keep working, usually in a 
reduced capacity. It’s vital for 
employers to be aware of the ways 
they might be able to support 
colleagues with M.E., such as by 
providing reasonable adjustments.  

“When a member of our staff is 
affected by M.E. we want to make 
sure we give them all the help and 

support they need,” says Dave 
Moore, Head of Health, Safety and 
Wellbeing, Santander.

Action for M.E. staff, including 
Emma (pictured above), visited 
Santander offices in Milton Keynes, 
Glasgow, Sheffield, London and 
Leicester, altogether staffed by 
nearly 8,000 people.

Manning information stands in 
busy staff canteens and other high 
footfall areas, we gave out our ‘M.E. 
in the workplace’ leaflets, as well as 
branded pens and other literature, 
and answered questions about M.E. 
and its impact.

In addition, Paul Davey, who 
coordinates our SEE M.E. (Support, 
Empower and Employ people with 

M.E.) pilot project, will be the guest 
speaker at Santander’s Disability 
Support Forum in December. 

The colleague-run forum meets 
every quarter to progress important 
workstreams to improve standards 
for disabled colleagues and disabled 
people looking to join the business. 
Paul will be presenting about M.E. in 
order to improve understanding and 
raise awareness of the illness. 

We are enormously grateful to 
Dave Moore and the Santander 
team for the opportunity to talk to 
staff about M.E. and how they might 
support any colleagues living with 
this disabling condition.

Parliamentary review into ESA cuts

Working with Santander 
to raise awareness
Action for M.E. has been working with UK bank 
Santander to raise awareness and understanding 
of M.E. among employees and managers.

In light of the Government’s 
proposed cuts to Employment and 
Support Allowance (ESA) for those in 
the Work Related Activity Group 
(WRAG) – as part of the Welfare 
Reform and Work Bill – a number of 
large disability charities are 
launching a parliamentary review.

Currently there are nearly half a 
million disabled people who get this 
benefit. The proposed cut is by £30 
for new claimants from April 2017.

This cut would be for new people 
claiming the benefit. It would mean 
instead of £102.15 a week new 
people coming onto the benefit 
would only get £73.10.

Led by Crossbenchers Lord Low, 
Baroness Meacher and Baroness 
Grey-Thompson (pictured), the 
review will take evidence from 
disabled people, their families and 
organisations representing them 
(including Action for M.E.) on how 

the cut will affect the day-to-day lives 
of disabled people and whether or 
not it will help them move closer to 
work.

In a recent survey of over 500 
disabled people by the Disability 
Benefits Consortium (of which Action 
for M.E. is a member), 69% said cuts 
to ESA would cause their health to 
suffer, with almost half saying it 
would mean they would probably 
return to work later.

In our response to the Welfare 
Reform and Work Bill call for 
evidence this summer, we 
highlighted that removing part of 
the payment for people in the 
WRAG of ESA is likely to cause 
financial hardship and stress for 
many people with M.E., potentially 
leading to a worsening of symptoms.

One person with M.E. told us: “It is 
unfair to penalise people in the 
WRAG. If you are not fit for work 

then you are not fit for work and 
cutting benefit payments won’t 
change that, it will just make an 
already difficult life even harder.”

The review will be launched in 
Parliament on 8 December.



Since then, with the formal 
agreement of our Board of Trustees, 
Sonya and our Communications and 
Policy Team have been working with 
some of the contacts she made to 
explore how we might highlight M.E. 
on the global health agenda, and 
work with decision-makers at a 
national and international level to 
bring about real change for people 
affected by M.E. in the UK.

This will build on our planned and 
current activity, such as influencing 
work with the UK Government via 
the APPG and Forward M.E. and our 
more general awareness-raising 
campaigns.

Our aims are:

•	develop an International Alliance 
of CEOs, to explore how we might 
work together to mobilise support

•	potentially hold an M.E. event at 
next year’s World Health Assembly 

•	ultimately secure a commitment to 
action regarding healthcare for 
M.E. at the World Health 
Assembly, which will require 
backing of WHO member states.

“While there was previous 
commitment and financial support to 
set up and develop specialist health 
services for people with M.E. in the 
UK, ring-fenced funding has since 

ceased and services are reducing or 
closing,” explains Sonya. 

“There are no other specialist 
services or support for people with 
M.E. Working to influence decision-
makers at an international level has 
had the desired impact in other 
illness fields such as cancer and 
diabetes. We can learn a lot from 
this work and are already receiving 
advice and support from the 
enormously effective Union for 
International Cancer Control, whose 
CEO Cary Adams I met in May.”

Look out for an update on this 
work in the Spring 2016 issue of 
InterAction, and on our website.

Putting M.E. on the global health agenda
In her editorial in the last issue (InterAction 90, p 2) our CEO Sonya 
Chowdhury mentioned that she had travelled to Geneva in May to attend 
the 68th World Health Assembly Summit at the United Nations.

Could you be an Action for M.E. Trustee?
Action for M.E. is seeking applications from people with 
direct experience of M.E. who would like to become a 
Trustee.

As a charity for people with M.E., led by people with 
M.E., our constitution requires that at least half of our 
Trustees have, or have had, M.E. This means that we 
currently have two vacancies. 

Trustees help the charity in our mission of empowering 
people with M.E. to fulfil their potential and secure the 
care and support they need, while working towards a 
greater understanding of the illness and ultimately a 
cure.

The Board of Trustees has ultimate responsibility for 
everything the charity does. Trustees determine our 
mission and vision, engage in strategic planning, 
formulate policies, ensure adequate financial resources 
and oversee Action for M.E.’s charitable activities.

There are four Board meetings each year and an 
Annual General Meeting in the autumn. Those whose 
health prevents them from attending Board meetings in 
person can participate by teleconference on occasions. 
Most Trustees are also a member of one of the 
committees that deal with specific aspects of Board 
business.

At present the Board has 11 Trustees including our 
Chair. There are two vacancies (both for people who 
have/have had M.E.). All applications will be carefully 
considered.

We are particularly keen to hear from people with M.E. 
who have skills and experience relating to at least one of 
the following:

•	healthcare 
•	NHS management
•	 legal
•	welfare benefits administration
•	PR and campaigning
•	charity sector management.

To apply you will need to complete our application 
form, identifying the ways in which you’re suitable 
for the role. 

To find out more or to request an application 
pack, please call 0117 927 9551 or email  
jess@actionforme.org.uk

The closing date for applications is 31 March 2016. 
Interviews will take place between April and May 
2016.
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During September to November we 
held a series of group sessions with 
people living in the Lothians, Falkirk 
and Glasgow to explore different 
experiences of living with M.E. and 
managing the condition. 

We were delighted to have 
support for the project from the 
Scottish Government staff M.E./CFS 
network, who generously offered to 
host the sessions in Edinburgh.

The project team is now working in 

collaboration with participants on a 
written resource based on the group 
sessions. We are also planning a 
public event showcasing the project 
and the new resource, to be held in 
Edinburgh in March 2016.

The WRC, convened by Hugh Henry 
(pictured), invited all interested 
individuals and organisations to 
submit written evidence on the 
Smith Agreement and how to use 
the proposed devolved powers to 
better deliver benefits in Scotland.  

Action for M.E. submitted 
summarised written evidence in 
response to the WRC’s broad 
questions at the end of August. Our 
CEO, Sonya Chowdhury, was also 
invited to provide oral evidence to 
the WRC and to respond to specific 
questions. The session, held on 22 
September, focused on disability, 
carers and those who are ill.

On the principles upon which the 
future welfare system in Scotland 
should be based, Sonya said: “At the 
end of the day you are asking, ‘How 
do you want to be treated as a 
human being?’ We have just 

undertaken a study with people in 
Scotland about the Personal 
Independence Payments system. 
People talk about the application 
process dehumanising them... You 
asked about principles. The system 
needs to be fair; it needs to be 
equitable... There has to be a system 
to share out the limited resources, 
but it has to be respectful.”

Sonya also highlighted that the 
losers of the current system include: 
“The taxpayers who are contributing 
to a system that puts people through 
a costly and dehumanising process 
and after 12 months makes them do 
the same again, despite the fact that 
those people may have a long term 
chronic illness such as M.E.”

Thank you to everyone who shared 
with us their personal stories of 
claiming, or attempting to claim, 
Personal Independence Payments 

(PIP) and other welfare benefits to 
feed into our evidence. 

Read Action for M.E.’s written 
evidence and the transcript of the 
oral evidence session at  
www.actionforme.org.uk 

SHARE, the Scottish Health Research 
Register, invites members of the 
public to register their details with a 
view to, potentially, participating in 
future medical research. The service 
is aiming to reach 100,000 
registrations by the end of 2015.

The project is a partnership 
between NHS Scotland, the Scottish 
Government and Universities in 
Scotland. SHARE’s aim is to make it 
easier to carry out medical research 

in Scotland by making it easier for 
researchers to recruit and identify 
suitable research participants. 
Anyone living in Scotland aged 16 or 
over is able to join the register. 

SHARE lets people registered 
know about any studies which may 
be relevant to them, without 
obligation. It is then up to individuals 
to decide whether or not they wish 
to find out more or volunteer to take 
part in a particular piece of research. 

In addition to registering on the 
database, SHARE also asks 
individuals for their permission to 
retain any small amount of their 
blood samples left over from routine 
clinical testing (which would usually 
be destroyed) for use in research 
into the role of genes in disease, to 
improve or develop treatment.

For more information or to join the 
register, visit www.registerforshare.org

Scottish Health Research Register aims for 100,000

Project update: Living and learning with M.E.

The future of social security in Scotland
Action for M.E. has provided evidence to the Scottish Parliament’s Welfare 
Reform Committee (WRC) as part of the inquiry into the Future Delivery of 
Social Security in Scotland. 
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Professor Newton and Dr Purdie 
have taken over from Dr Alastair 
Miller, who has been Action for 
M.E.’s Medical Adviser since 2010.

Prof Newton, Clinical Professor of 
Ageing and Medicine and Dean of 
Clinical Medicine at Newcastle 
University, has published a 
considerable body of research 
relating to M.E. and other chronic 
diseases associated with fatigue.

Dr Purdie, who has been working 
with people affected by M.E. since 
he was a junior doctor in 1979, was 
Clinical Lead for M.E. for NHS 
Dumfries and Galloway until he 
retired last year, and is already a 
Trustee of Action for M.E.

Both have been working closely 
with Action for M.E. for a number of 
years, contributing to the charity’s 
ongoing programme of UK-wide 
events and resources for patients 
and professionals.

Prof Newton’s 2013-2015 study into 
muscle dysfunction and M.E. was 
funded by Action for M.E., while Dr 
Purdie worked with the charity on a 
series of educational webinars for 
GPs who, according to UK-wide 
research (2013, Aviva Health of the 
Nation Index) find M.E. one of the 
most challenging conditions to 
diagnose and refer.

Sonya Chowdhury, CEO, Action 
for M.E., says: “Bringing together 

considerable research experience 
and significant clinical expertise, Prof 
Newton and Dr Purdie are 
something of a dream team for us. I 
know their extensive knowledge, 
shared with Action for M.E. staff and 
Trustees, and in turn with those 
whom we support, will help improve 
the lives of those affected by this 
terrible condition.”

Alan Cook, Chair of Board of 
Trustees at Action for M.E., said: 
“We are enormously grateful to Dr 
Miller for the time, expertise and 
support he has freely given to Action 
for M.E.”

New joint medical advisers
Action for M.E. is delighted to announce that we have appointed Prof Julia 
Newton and Dr Gregor Purdie to the shared role of our Medical Adviser.

Prof Julia Newton
Professor Julia Newton is a clinical academic, working in 
the Newcastle Hospitals NHS Foundation Trust whilst 
also leading one of the largest research groups in the UK 
– the Newcastle Fatigue Research Centre. 

She is a member of the UK CFS/M.E. Research 
Collaborative (CMRC) Board, and has research projects 
funded by the Medical Research Council, the ME 
Association, ME Research UK, Arthritis Research UK, and 
of course Action for M.E. 

Prof Newton says: “I am absolutely thrilled to have 
been invited to be a medical adviser with Action for M.E. 
I have met Gregor on a number of occasions and am 
excited about the opportunity to work with him. 

“Together I think we can ensure that Action for M.E. 
continues to provide the support it does so well for 
people with M.E. and their families.”

Dr Gregor Purdie
Dr Gregor Purdie became interested in M.E. as a very 
junior doctor, and has since co-authored the Scottish 
Good Practice Statement on M.E./CFS. He says, “I am 
keen to keep this a living document, as education of 
clinicians is of vital importance.” 

He now has a specific remit from the Dumfries and 
Galloway Health Board to advise on service provision 
and education and training.

Dr Purdie says: “I’ve met Prof Julia Newton at 
conferences and read her work. I’m especially pleased to 
be working with her now as it will bring together research 
and specialist practice together with my background in 
primary care.

“This will foster the development of seamless services 
for people with M.E.”
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hold the front page
Stories about M.E. in the media are on the rise – but sometimes the headlines 
get it wrong, as with coverage of the latest research from the PACE trial 
team. Read on to find out how Action for M.E. tackled this.

In October, the PACE trial research 
team published a follow-up study 
(www.tinyurl.com/PACEfollowup) in 
the journal Lancet Psychiatry. 

The paper reported findings from 
the long-term follow-up of people 
that took part in the PACE trial 
(which concluded more than five 
years ago). The original 2011 PACE 
paper identified a 14-16% 
improvement for those patients that 
undertook cognitive behavioural 
therapy (CBT) and graded exercise 
therapy (GET) over and above any 
benefit of standard medical care 
alone (which included advice on 
self-management). 

This most recent paper indicated 
that there is no difference in 
outcome between any of the 
treatment approaches after follow-
up at 2.5 years.

Unfortunately, articles reporting on 
the latest study used headlines such 
as “Exercise and positivity ‘can 
overcome M.E.’” (Daily Telegraph) 
and “All in the mind? M.E. can be 
cured by counselling, says Oxford 
professor” (Daily Mail).

This is absolutely not what the 
research indicated, and such 
headlines are entirely inaccurate and 
potentially damaging. We know how 
upsetting such reports are for 
people disabled by M.E.; people 
who would love nothing more than 
to be cured by some positive 
thinking and/or exercise. We all 
know this is not the case.

At midnight, when the embargo 
on the research paper lifted, we 
immediately put out a statement to 
counteract these claims: you can 
read an extract from it in the box 
above.

Our CEO, Sonya, was interviewed 
on the Victoria Derbyshire show 
(pictured) on BBC Two, commenting 
on the misleading headlines about 
M.E. As InterAction went to press, a 
clip of this had also been viewed on 
Victoria Derbyshire’s Facebook page 
more than 37,400 times.

Sonya also appeared on BBC 
Radio Bristol and Shelagh Fogarty’s 
afternoon show on LBC Radio 
Bristol, and has since met with a 
number of journalists who covered 
the story. We will build these 
relationships to capitalise on 
highlighting the impact of M.E. in 
the future, and we continue to work 
with journalists to try and ensure that 
coverage of M.E. accurately 
represents how disabling it can be.

Further coverage

The reaction to the stories, and the 
way they were reported on, became 
the subject of further coverage. 

The Guardian published two 
articles. Suzanne O’Sullivan  
(www.tinyurl.com/suzanneosullivan) 
recommended a “closer reading” of 
the research, while breaking news 
correspondent, Jessica Elgot,  
(www.tinyurl.com/jessicaelgot) 
highlighted that Action for M.E. 
“criticised how the study had been 
interpreted as meaning exercise and 
a positive attitude were the way to 
treat fatigue syndromes.”

Nathalie Wright, who has had M.E. 
for two years, wrote about her 
experience in the Daily Telegraph 
(www.tinyurl.com/nathaliewright). 
“The best way to help combat M.E. 
is through biomedical research,” she 
said. “Though costly, sufferers of this 
potentially life-destroying illness 
need it urgently.”

At best misleading: an extract from our statement

To refer to CBT and GET, as the Telegraph has done, as “exercise” and 
“positivity” is at best misleading and at worst insulting to all those living 
with the disabling symptoms of M.E. – not least the 25% of people with 
severe M.E. who were not included in this trial and for which there is no 
evidence base in relation to treatment or management of this very 
severe, disabling illness.

Our CEO, Sonya Chowdhury, says: “This research paper reports that in 
this study, some participants who had CBT and GET had maintained their 
improvement more than two years after taking part in the PACE trial. It 
also reported that participants who had originally been given standard 
medical care or adaptive pacing therapy appeared to be doing as well in 
the longer term as those who had CBT or GET as part of the trial.

“This research paper did not indicate that all that is needed is exercise 
and positivity; this is a significant insult to the 250,000 people in the UK 
who often experience dire injustice, ignorance and neglect. 
Considerably more research is needed to investigate the biology of M.E. 
and effective treatments to meet the range and severity of symptoms 
that people experience with this illness.”
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US research: positive steps
At the end of October the National 
Institutes of Health (NIH) in the US 
announced major steps to drive 
forward research into M.E.

As the agency responsible for US 
Government-led biomedical 
research, the NIH has launched a 
research protocol at the NIH Clinical 
Center to intensely study individuals 
with M.E. It has also appointed the 
National Institute of Neurological 
Disorders and Stroke (NINDS) to 
lead a multi-institute research effort.

This also means that M.E., which 
was previously housed in the Office 
of Research on Women’s Health, has 
been formally moved to NINDS. 

“Of the many mysterious human 
illnesses that science has yet to 
unravel, M.E./CFS has proven to be 
one of the most challenging,” says 
Dr Francis Collins, Director, NIH. “I 
am hopeful that renewed research 
focus will lead us toward identifying 
the cause of this perplexing and 

debilitating disease so that new 
prevention and treatment strategies 
can be developed.” 

The NIH’s direction on the disease 
is being guided by February’s 
Institute of Medicine report 
(InterAction 89, p 18), that 
recommended new diagnostic 
criteria and a new name for the 
disease (Systemic Exertion 
Intolerance Disease); and by an 
NIH-sponsored Pathways to 
Prevention meeting that generated a 
position paper and report with 
recommendations for research 
strategies.

The NIH has confirmed it will 
design a multi-centre clinical study in 
the NIH Clinical Center with plans to 
enrol people who developed fatigue 
following a rapid onset of symptoms 
suggestive of an acute infection.

The primary objective of the study 
is to explore the clinical and 
biological characteristics of M.E. 

following a probable infection to 
improve understanding of the 
disease’s cause and progression.

The NIH will also be considering 
additional ways to support M.E. 
research in the wider research 
community.

M.E. organisations across the US 
are optimistic that the actions signal 
a new chapter for the illness. 
#MEAction’s Jen Brea (read her 
interview on p 24) says: “This is a 
step in the right direction, but it’s 
only a first step. It is far from meeting 
the vast need or our goal of $250 
million per year in research funding.”

Carol Head, President of the US 
patient charity Solve M.E./CFS 
Initiative says: “With these actions 
M.E./CFS, which has been 
demonstrably underfunded by NIH 
for decades, has now been 
significantly elevated at the federal 
level.”

Our winter research appeal has been 
launched, and this year we are 
asking people to donate to our new 
Clare Francis Research Fund. 

The fund, named after our 
President, will support our research 
ambition to achieve a better 
understanding of this debilitating 
disease; to deliver better diagnosis 
and better treatments; and improve 
the lives of more than 250,000 
people affected by M.E. in the UK.

“To conquer this devastating 
illness it is vital that we continue to 
instigate innovative gold-standard 
research,” says Clare. “Your support 
will make all the difference.” 

Action for M.E. is leading 
collaboration in M.E. research, as 
well as working with researchers in 
other fields. We have also 
contributed to leveraging 
mainstream investment in M.E. 
research from major funders, such as 

the Medical Research Council and 
the Wellcome Trust, through our 
work with the UK CFS/M.E. Research 
Collaborative (see p 14). Working 
together we will continue to unlock 
the answers needed to overcome 
this devastating illness.

Please donate today, and help 
fund the breakthroughs needed to 
stop M.E. stealing lives. Thank you.

To donate please:
•	call 0117 927 9551 or send a 

cheque or CAF voucher to our 
office address (see p 2)

•	visit www.justgiving.com/Action-
for-ME-Clare-Francis-Research-
Fund

•	 text CFRF87 followed by £3, £5, or 
£10 to 70070 (texts to this number 
are free)

•	or download the PowaTag app, 
then scan the PowaTag (right), and 
follow the instructions.

Stop M.E. stealing lives
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collaborative vision
The second annual UK CFS/M.E. Collaborative (CMRC) conference in 
October brought news of a Grand Challenge, plus a new MRC-funded 
study into post-exertional malaise.

More than 140 researchers, patients, 
carers and charity representatives, 
including Action for M.E., came 
together for a programme of 
presentations and workshops.

“While the conference was 
focused on UK research, we were 
joined by delegates from Australia, 
New Zealand, the US and several 
European countries,” says our CEO 
Sonya Chowdhury (pictured with a 
poster of the findings from our Close 
to collapse report – see p 5). “We 
had not expected so much interest 
and enthusiasm but it was fantastic 
to hear the discussions about 
possible new collaborations and 
applications.

Longer-term support

“Additionally, we had all three 
mainstream UK research funders 
represented: Medical Research 
Council (MRC), Wellcome Trust and 
the National Institute for Health 
Research. Building on the longer-
term support from the MRC by 
funding the conference, these key 
players are critical to achieving the 
vision of the Grand Challenge 
(see opposite).

“Arthritis Research UK also 
sponsored the event and the Fatigue 
Matters workshop, jointly run by a 
member of its team and Prof Julia 
Newton. The workshop looked at 
the similarities and differences in 
relation to fatigue, its impact and 
causal pathways between the two 
illnesses. We are now in discussion 

about what we, as two charities, can 
do together to maximise our 
respective investment and effort.

“The excitement, energy and 
desire from researchers at the 
conference were overwhelming. 
They want to be part of what CMRC 
Chair, Prof Stephen Holgate, 
described as an effort to solve the 
greatest medical and scientific 
mystery that we are facing today.

Building momentum

“As Julia reminded us, it will take 
time before we see trials translated 
into treatment but I have confidence 
that as the biomedical research 
builds, the momentum will continue 
to increase and we will realise our 
shared ambition.”

Over the next few pages, you can 
read about:

•	 the CMRC’s Grand Challenge (see 
opposite)

•	Prof Montoya’s keynote 
presentation (see p 17)

•	a new MRC-funded project on 
post-exertional malaise led by  
Dr Mark Edwards and Neil 
Harrison (see p 16), spurred by 
Neil’s participation in last year’s 
conference, brought in as a 
potential collaborator from outside 
the M.E. field.

You can also watch recordings of 
most presentations at  
www.tinyurl.com/actionformeyoutube

Researchers who attended the 
conference gave positive feedback. 
One said: “The conference allowed 
me to network with people nationally 
and overseas [and] to gain 
experience in sharing detailed 
information in a clear manner to 
understand the pathology of M.E. I 
have gained a broad understanding 
from listening to the presentations 
and viewing the posters.”

When asked what presentations 
and workshops they would like to 
see at next year’s conference, 
delegates suggested more input 
from patients – “actual lives being 
positively impacted by recent 
findings” – plus a continued focus 
on neuropathology and 
immunology, and “how research can 
better engage with tackling the 
persisting major problems of 
misdiagnosis, delayed diagnosis and 
limited diagnostic investigation.”

With grateful thanks to Karen 
Hainsworth, Russell Fleming and 
Dr Charles Shepherd, who 
contributed to the sections of the 
CMRC conference report from 
which the following extracts are 
taken. For a copy of the full 
report, please visit 
www.actionforme.org.uk

“For the first time, medically, 
scientifically and politically, we’re 

putting patients at the centre of this.”

cmrc conference report
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cmrc conference report

Prof Holgate’s involvement with the 
Medical Research Council and the 
Horizon 2020 programme in Europe 
on stratified or personal medicine 
gives him keen insight into this. And 
having co-authored a report for the 
European Union on this topic, he 
sees a revolution occurring. 

“For the very first time, medically 
and scientifically as well as politically, 
we’re putting the patients at the 
centre of all this,” he said.

New technology and personalised 
medicine is the way forward and 
particularly crucial in a group of 
diseases that manifests in so many 
complex and different ways.

Agreeing with the Chair of the 
National Institutes of Health’s 
Pathways to Prevention (P2P) 
programme report, he said, 
“Innovative biomedical research is 
urgently needed to identify risk and 
therapeutic targets. We need to 
have a greater understanding of the 
impact of this condition across the 
life course. We have to address 
knowledge gaps.”

Prof Holgate stressed the 
importance of collecting biological 
samples from clinically and 
physiologically phenotyped patients. 
Any research must include the full 
range of M.E. patients in terms of 
age, ethnicity and severity. 

New researchers are also key. 
“When the MRC initially put some 
money into this field two or three 
years ago, it was to bring new voices 
in,” he said. “We need to bring 
scientists who are experts in their 
own field, to come in and help us 
unpick the complexity of this group 
of conditions. The methodology and 

the technology that we need to do 
this is going to be quite different 
from what we are used to using in 
the past.”

Joined-up approach

Prof Holgate introduced the CMRC’s 
Grand Challenge, saying that 
researchers must “agree a practical 
case definition [and then] deliver a 
pan-UK, joined up approach to 
phenotyping this group of patients 
using modern statistical approaches, 
applied to clinical and physiological 
routine pathological data.”

Thirdly, he said, we need to collect 
biological samples, and look at not 
only disease process but also 
environmental factors such as diet 
and chemicals exposure. Answers 
would surface when biological 
information was integrated with the 
different sub-phenotypes. Pathway 
analysis would be used to unpick the 
causal mechanisms and identify 
novel therapeutic interventions.

“It sounds all very simple and 
straightforward but of course it’s not: 
it’s very complicated and very 
challenging,” he conceded. “But it is 
being done in other disease areas 
and I think this gives us the 
confidence that we can do it.”

Cancer and diabetes, for example, 
and Prof Holgate’s own field of 
asthma are already sub-phenotyping 
using new methods. “We all thought 
[asthma] was a homogeneous 
condition,” he recalled. “We have 
treatments that are targeted on the 
basis that it is a homogeneous 
condition, but it turns out that that is 
not the case. 

“New technology and advanced 
statistical methods have shown that 
there are six different types of 
asthma which are very different from 
each other. Each one of those has 
different causative molecular and 
cellular pathways associated with it.” 
This explains why current treatments 
don’t work for all patients.  

Next steps

Prof Holgate has a plan to get things 
moving. “The patient charities are 
going to be needed to help us 
recruit patients across the whole 
country,” he said. “We need the 
health professions, scientists, 
statisticians and clinicians to come 
together to agree a national 
protocol and to start looking to the 
multi-omics technology platforms.”

Meanwhile, he intends to run a 
two-day workshop for key 
stakeholders in non-M.E. research 
fields, who are already using this 
technology for analytical work. The 
hope is their knowledge and insight 
will take M.E. research to a new level.

Such big plans are inspiring but 
they also come with a warning. “This 
is going to mean putting aside 
personal ambition and looking at the 
whole effort as a national effort; here 
everybody is going to gain if we do it 
properly,” said Prof Holgate. “It’s 
about joining forces and translating 
the theoretical way of moving this 
forward into a reality.”

And though the complexity of M.E. 
will present its own challenges, Prof 
Holgate is sure of one thing: “We 
can actually deliver on this if we put 
our minds to it.”

the cmrc’s 
grand challenge
Professor Stephen Holgate welcomed delegates to the conference in his 
opening address by presenting a new vision for testing for and treating M.E.
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“if we understand more about the 
mechanism, we’d understand more 

about treatment.”

cmrc conference report

Dr Mark Edwards, a neurologist 
specialist in the field of movement 
disorders, spoke on the first day of 
the conference. He became 
interested in chronic fatigue and CFS 
after encountering patients with 
neurological symptoms that did not 
readily fit into any diagnoses. 

He presented details of a new 
project, funded by the Medical 
Research Council (MRC), which seeks 
to understand the mechanism of a 
key symptom in M.E. – post-
exertional malaise – commenting:  
“If we understand more about the 
mechanism, we’d be able to 
understand a little bit more about 
treatment.”

This collaborative project also 
involves: Dr Neil Harrison, Reader in 
Neuropsychiatry, University of 
Sussex; Dr James Kilner, Senior 
Lecturer in Motor Control, University 
College London; Dr Anne Brice, 
Department of Sports and Exercise 
Science, University of Brighton; and 
the Sussex M.E. Association, who 
“have been particularly helpful 
talking about this project and 
helping to get it off the ground.”

Dr Edwards went on to say that 
post-exertional malaise “comes with 
a range of different phenomena – 
physical phenomena – relating to 
pain, weakness, fatigue and 
cognitive phenomena such as 
cognitive slowing, fogginess etc. 

“And there is this interesting 
phenomenon that at least for some 

people it has this slightly delayed 
onset; so somebody might have a 
period of exertion one day and then 
the next day all of this hits in a very 
big way.”

The range of post-exertional 
malaise symptoms experienced are 
very similar to the “sickness 
response,” a range of physical and 
cognitive symptoms that occur 
across species in response to acute 
infection/inflammation.

There is clear evidence for a 
network of structures in the brain 
that are involved in generating such 
symptoms. Dr Edwards cited work 
done by Dr Neil Harrison, which 
involved giving typhoid vaccinations 
to healthy people, and then scanning 
their patterns of brain activation. 

“What you routinely see, across 
different scans using different 
techniques, is activation of a 
particular brain structure, the insula. 
This seems to be related to how 
strongly people perceive these 
symptoms that are happening.

“You can do further work in 
actually tracking a network of 
structures which seem to be involved 
in taking information from the body 
and sending it to the brain. The 
insula is of particular importance in 
processing this information: it is 
generating the symptoms that 
people experience.

“And this is something called the 
interoceptive network – the network 
of brain structures which lets us take 

information from the body and lets 
us interpret it.”

Dr Edwards posited two questions:
•	What happens to these networks 

when people with M.E. are 
experiencing post-exertional 
malaise?

•	How are changes in these 
networks in people with M.E. 
similar or different to changes which 
happen in people experiencing 
acute infection and inflammation?

He then went on to outline his new 
study, which will recruit 20 people 
with M.E., and 20 healthy age and 
sex matched participants. It will also 
utilise previous data from healthy 
people experiencing acute 
inflammation/infection for 
comparison.

Subjects will undergo a baseline 
scan, allowing Dr Edwards and his 
team to map their interoceptive 
network. Blood samples will also be 
taken to look at immune activation. 
They will then undergo a specialised 
exercise protocol, defined on the 
basis of their individual heart rate 
and exercise capability. This will be 
repeated 24 hours later.

“This is going to allow us to look at 
what the neural correlates are – what 
the patterns of brain activation are 
– particularly in these structures 
when people are experiencing 
post-exertional malaise,” concluded 
Dr Edwards.

CMRC Chair Prof Holgate 
highlighted that the competition to 
get such a study funded by the MRC 
(specifically by the Neurosciences 
Board) would have been “incredibly 
high” and commended Dr Edwards 
and his team.

Post-exertional 
malaise study
A new MRC-funded project seeks to understand 
the mechanism of post-exertional malaise.
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cmrc conference report

Prof Jose Montoya leads the 
multidisciplinary M.E./CFS Initiative 
at Stanford University, a research 
group that explores the role of 
infection in M.E./CFS.

He began by inviting delegates to 
join him in a minute’s silence in 
tribute to his close colleague, Dr 
Martin Lerner, who had recently 
died. Dr Lerner had worked with Prof 
Montoya on a number of research 
studies, including the use of antiviral 
treatment. 

Like Prof Holgate (see p 15), Prof 
Montoya referred to the impact of 
the Institute of Medicine (IOM) 
report. He is a supporter of the new 
IOM diagnostic definition for M.E. 
and believes clinicians need a simple 
and accurate way of making a 
diagnosis – better than current 
options. Work from Prof Montoya’s 
Stanford M.E./CFS Initiative indicates 
that there is a strong (90%) 
concordance between Canadian, 
Fukuda and IOM definitions.

He highlighted that people with 
M.E. had been ignored and 
humiliated by the very people who 
were supposed to be helping them 
– the medical profession. “I have a 
wish and a dream that medical and 
scientific research societies in the US 
will apologise to their M.E./CFS 
patients,” he said.

Turning to treatment, Prof 
Montoya described how the 
publication of a flawed clinical trial 
involving acyclovir had led to the 
view that M.E. was not caused by 
Epstein Barr Virus (EBV) infection 
and that antiviral drugs do not have 
any role in its treatment.

Despite this, he has been involved 
in a number of the clinical trials that 
have assessed the efficacy and safety 
of the antiviral drug valganciclovir. 

This is a treatment option involving a 
lower dose than is normally used in 
other situations over a prolonged 
period of time (at least six months 
and possibly much longer) that he 
now uses for some M.E. patients 
with considerable success. 

In addition to antiviral activity and 
reduction of latent HHV-6 
replication, Prof Montoya believes 
that this drug may have immuno-
modulatory effects in M.E. as well (it 
can decrease the level of white 
blood cells called monocytes and 
reduce microglia activation in mice). 

Prof Montoya then described 
some of the other research that his 
multidisciplinary M.E./CFS Initiative 
at Stanford are carrying out on a 
large group of patients, along with 
healthy controls, with the help of a 
$5 million anonymous donation. 

These include:
•	 immune function studies, looking 

at the response to infection with 
various organisms and the role of 
immune system chemicals called 
cytokines, and how the cytokine 
pattern changes over time, as well 
as daily fluctuations in cytokines 
relating to activity levels

•	virology studies, examining the 
role of latent herpes viruses 
including EBV and HHV-6 and how 
low NK function may be maintaining 
HHV-6 activation in M.E./CFS

•	neuroimaging studies, looking at 
both grey and white matter in the 
brain, including one recently 
published study that has reported 
a very significant structural 
abnormality involving the right 
arcuate fasciculus 

•	genetic studies, examining HLA 
characteristics in M.E. and a 
genetic predisposition to M.E.

Prof montoya: “i have 
a wish and a dream”
Professor Jose Montoya, Stanford University, USA, opened the first plenary 
session on neuropathology with his keynote presentation.

Join the CMRC

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

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

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

To find out more about 
membership benefits, and/or to 
join the CMRC, please visit 
www.actionforme.org.uk or contact 
the Action for M.E. office (see p 2).
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me research uK 
on muscle cells
Continuing our guest series of articles from 
independent charity ME Research UK, by its 
Operations Director Dr Neil Abbot.

A fascinating new ME Research 
UK-funded study from Newcastle has 
found abnormalities in the muscle 
cells of M.E./CFS patients. 

In the early scientific literature, the 
hallmark of the illness was muscle 
fatigue and weakness, often after 
relatively mild exercise. Muscle 
cramps, twitching and tenderness 
were also often present. Today, 
patients diagnosed with M.E./CFS 
frequently highlight peripheral 
fatigue – such as impaired muscle 
power in the arms and legs – as a 
particular practical problem. 

The biological mechanisms 
underlying muscle fatigue and 
weakness are currently being 
investigated in a number of different 
diseases. For almost a decade, ME 
Research UK has provided the pilot 
funding for distinct projects at 
Newcastle University designed to 
explore these mechanisms in  
M.E./CFS. 

One of these projects using 
magnetic resonance scanning of 
peripheral muscle (a scanning 
technique that looks at how muscles 
work) revealed significant 
abnormalities in the way acid is 
handled – suggesting that acid 
build-up during exercise may be due 
to a problem with muscle cells 
themselves. 

Muscle cell cultures 

To explore these and other 
interesting leads, ME Research UK 
awarded further funding in 2009 to 
Prof David Jones and Prof Julia 
Newton to undertake laboratory 
studies involving assays and cultures 
of isolated muscle cells (myocytes) 

from M.E./CFS patients and healthy 
individuals. The first scientific paper 
from this series of investigations was 
published recently in the journal 
PLoS ONE. 

For these experiments, cultures of 
isolated skeletal muscle cells were 
obtained (by needle biopsy of the 
muscle on the outside of the thigh) 
from ten people with M.E./CFS and 
from seven age-matched healthy 
people. Electrical pulse stimulation 
was then applied to the cells for up 
to 24 hours to simulate an exercise 
challenge by inducing contractions 
in the cultured muscle fibres. In this 
way, the direct effect of exercise on 
the cells themselves could be 
observed. 

As the researchers point out, the 
attraction of using muscle cell 
cultures is that conditions can be 
standardised, so that any differences 
reflect changes in the cultured cells 
rather than personal or social 
differences between patients. 

Exercise challenge 

The main findings of the 
experiments were that, after 16 
hours of this simulated exercise, 
muscle cell cultures from the healthy 
individuals had increased levels of 
AMP-activated protein kinase 
(AMPK) phosphorylation, as well as a 
higher rate of glucose uptake. In 
contrast, cultures from M.E./CFS 
patients showed no such increases 
after exercise. 

In addition, the secretion of 
interleukin 6 (which is involved in 
inflammation and fighting infections) 
in response to exercise was 
significantly lower in cells of

M.E./CFS patients than in those of 
healthy individuals. Finally, even 
without exercise, the muscle cells of 
M.E./CFS patients had a higher than 
normal expression of myogenin 
(which co-ordinates skeletal muscle 
development and repair). 

AMPK activation 

The impairments in AMPK activation 
and glucose uptake in the muscle 
cells of M.E./CFS patients are 
particularly intriguing. The fact that 
the cultures were unable to increase 
the rate of glucose uptake in 
response to exercise most probably 
reflects the impaired activation of 
AMPK. This complex enzyme plays a 
key role in monitoring the use of 
energy in cells, sensing whether 
cells’ ‘batteries’ are charged or 
discharged at any particular moment. 

As the authors say, the lack of 
activation of AMPK during exercise 
in muscle cells from M.E./CFS points 
to a muscle abnormality at the level 
of AMPK (which is normally activated 
during muscle contraction) or in 
other regulatory enzymes further up 
the biochemical pathway. They plan 
to investigate these as well, using 
the system they have developed to 
analyse the workings of isolated 
muscle cells in the lab. 

Overall, the evidence from this 
important study points to an 
exercise-related, primary abnormality 
in the muscle of M.E./CFS patients. 
Because this occurs in cultured 
isolated muscle cells, it may well 
have a genetic or epigenetic basis. 
Exciting results, without a doubt.
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These articles originally appeared in the autumn 2015 issue 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

Hyperbaric oxygen and 
the brain
Efrati et al., PLoS One, 2015

Hyperbaric oxygen therapy is a 
recognised treatment for deep sea 
divers experiencing the bends, as 
well as for carbon monoxide 
poisoning and some soft-tissue 
wounds. The technique involves 
breathing oxygen via a mask in a 
pressurised hyperbaric chamber. 

Many multiple sclerosis national 
therapy centres in the UK have 
hyperbaric chambers because of the 
anecdotal evidence that hyperbaric 
oxygen can help the symptoms of 
that condition. 

Lots of M.E./CFS patients have 
also tried the therapy, and some say 
that it helps particular symptoms, 
such as brain fog or concentration 
difficulties, while others report no 
benefit from the treatment. Two 
smallish experimental studies have 
reported varied results, but overall 
there is little convincing evidence 
(anecdotal or experimental) that 
hyperbaric oxygen is useful as a 
specific treatment for M.E./ CFS. 
And that’s why the results of a new 
scientific study from the Sagol 
Center in Israel are so surprising. 

The researchers found that 
hyperbaric oxygen had a dramatic 
benefit in fibromyalgia – a condition 
which shares many symptoms with 
M.E./CFS, including pain, and 
overlaps diagnostically. As well as 
improvements in physical function 
and quality of life in the 48 women 
who took part, there were intriguing 
results from SPECT imaging of the 
brain: hyperbaric oxygen seemed to 
rectify the abnormal functioning of 
specific areas of the brain related to 
pain. It would be fascinating to see 
the experiment reproduced under 
similar conditions in a large group of 
M.E./CFS patients. 

Is enterovirus active?
Chia et al., Open Journal of 
Gastroenterology, 2015

Gut problems are very common 
in M.E./CFS, so it’s possible that 
enteroviruses in the 
gastrointestinal tract are involved. 
In 2008, researchers in California 
found evidence of enteroviruses 
in stomach biopsies of over 80% 
of M.E./CFS patients with chronic 
abdominal complaints. 

The same team recently 
examined 482 people with 
dyspepsia or chronic gastritis, 416 
of whom also had M.E./CFS. 
Again, enteroviral protein was 
found in stomach tissue in most 
cases, but there was also 
evidence of viral RNA, involved in 
the manufacture of viruses. 

The discovery of both protein 
and RNA suggests that an active 
viral replication process is still 
going on, and the authors 
suggest a large scale clinical trial 
to see if antiviral therapy helps 
relieve symptoms. 

M.E./CFS is not simply 
chronic fatigue
Klimas et al., Fatigue: Biomedicine, 
Health & Behavior, 2015

The Chronic Fatigue Initiative was 
set up to search for the causes of 
M.E./CFS and to find treatments. Its 
work includes a large multicentre 
investigation at five US sites linked to 
a national biorepository, and the first 
results have just been published 
looking at more than 400 M.E./CFS 
patients and controls. 

Fatigue-related symptoms were 
present, but cognitive problems, 
inflammation, pain and autonomic 
dysfunction were also common and 
severe, and seven clusters of 
symptoms could be recognised. 

Lead author Prof Nancy Klimas 
points out that M.E./CFS is clearly 
not simply a state of chronic fatigue 
as is sometimes believed – there are 
many other clinical features that have 
to be taken into account, and taken 
seriously. 
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Nothing about M.E. without me: a 
self-advocacy resource for people 
with M.E. has been designed to help 
people with M.E. build their 
confidence and learn the right skills 
to represent their needs for care and 
support.

The need for such a resource first 
came out of our Severe M.E. 
Symposium in November 2014. In 
addition, over the summer Action for 
M.E. surveyed 850 people with M.E. 
about their social care and advocacy 
needs. Detailed information has 
been published in our interim report, 
Close to collapse (see p 5). 

A key finding is that adult social 
care services across the UK are 
failing to meet the support needs of 
people affected by M.E. While 97% 
percent of respondents met the 
potential eligibility threshold for 
statutory care and support, only 16% 
had engaged with care processes – 
and only 6% had received a care 
package from their local authority.

Linked to this, the need for 
advocacy also emerged as an issue:

•	Three quarters of respondents 
believed their situation would be 
“a little better” (25%) or “a lot 
better” (50%) if they had someone 
to represent them.

•	Nearly four in five respondents had 
not accessed advocacy; for 60% of 
those the reason for this was not 
being able to find a suitable 
service.

Why self-advocacy?

People with M.E. have told us they 
have encountered barriers in 
accessing advocacy, such as a lack of 
knowledge about M.E. and 
inaccessible services. We also know 
that the community advocacy sector 
is under increasing strain.

One survey respondent said: 
“Whenever I could have done with 
an advocate, I have found they don’t 
know enough about the condition to 
be of any real use.”

That’s why this new resource 
focuses on self-advocacy – we want 
to arm people with M.E. with the 
skills and confidence to have their 
own voices heard. 

However, we are also currently 
seeking funding to establish a 
national advocacy service to directly 
support individuals. We will provide 
updates in future issues of 
InterAction and on our website.

What’s in the resource?

We know that people with M.E. can 
struggle to communicate their 
concerns and needs effectively. One 
survey respondent told us: “It is 
difficult to get social services, the 
NHS and the care agency to listen to 
or understand my needs. It feels like 
a constant struggle and it affects my 
health adversely.”

Our new resource includes 
guidance to enable you to overcome 
such challenges and help yourself. 

We have identified that to be a 
successful self-advocate you need to 
think about:
1. Your rights – including what 

support you might be eligible for
2. What the issue is – and what your 

goals are
3. Effective communication – how 

to express yourself clearly.
The resource provides an outline 

of some situations where you might 
benefit from self-advocacy – such as 
a GP appointment, social care 
assessment or welfare benefit claim 
– as well as where to find out about 
your rights for that area, and where 
to go for more advice or information, 
or to complain or appeal.

The resource will also help you 
identify the issue and how it is 
affecting you, and then work to 
identify your goals and the actions to 
achieve them. There is a handy table 
to complete to help you focus on 
these points.

Finally the resource includes tips 
on how to speak up and be heard, 
and effective listening, as well as an 
overview of different methods of 
communication.

Getting your voice heard
At Action for M.E.’s conference and AGM on 12 November we launched 
a brand new self-advocacy resource for people with M.E.

To order a copy of Nothing 
about M.E. without me: a 
self-advocacy resource for 
people with M.E. please contact 
us – see p 2. Alternatively you 
can download the resource at 
www.actionforme.org.uk

Nothing about M.E. without me:

A self-advocacy resource for people with M.E.



Local council personal budgets are a 
well-established part of social 
services provision in England. 
However, personal health budgets 
are a relatively new concept in the 
NHS and are still restricted to 
particular patient groups. For 
example, people who are eligible for 
NHS Continuing Healthcare have a 
right to a personal health budget. 

This article is intended to provide a 
broad overview of the different 
processes for people with M.E.

In a nutshell, what’s the 
difference?

•	A personal budget is for your 
council assessed social care and 
support needs.  

•	A personal health budget is for 
your NHS healthcare and support 
needs.

•	A direct payment is one way of 
managing either of these budgets, 
where you get the cash to buy the 
agreed care and support you 
need.

There may be quite a lot of local 
variation in how the personal health 
budgeting process works.

In addition, while the information 
provided applies to England, 
arrangements in Wales, Scotland 
and Northern Ireland will be 
different. Please see the box on p 22 
for details of where to find 
information in relation to the rest of 
the UK.

Aileen runs a group for people 
severely affected by M.E. in Northern 
Ireland. “The differences in the 
provision of health and social care 
are staggering and a real postcode 

lottery,” she says. “It’s very unfair 
how greatly things vary depending 
on your postcode and what area of 
the UK you live in.” 

Personal budgets for social 
care

A personal budget is the amount of 
money a local authority allocates for 
your care, based on its assessment 
of your needs. You can be put in 
charge of this budget either by 
telling the local authority how you 
would like it spent, or by the council 
giving you the money so that you 
can directly pay for your own care (a 
direct payment – see p 22).

It could also be given to a separate 
organisation (such as a user-
controlled trust) that will spend the 
money on your care as you see fit, if 
you prefer. These are commonly 
known as Individual Service Funds.

Additionally, you can choose a 
combination of the above (for 
example, a direct payment with 
some council-arranged care and 
support), often called a mixed 
package.

With the recognition of personal 
budgets in the law, every individual 
is legally entitled to a personal 
budget that must be incorporated in 
every care and support plan (or 
support plan for carers) – unless the 
individual is just getting intermediate 
care or reablement support to meet 
their identified needs. Legally, you 
have a right to advocacy support if 
you require help to have your say 
about your care needs.

You can spend your personal 
budget in a variety of ways, for 
example:

•	To recruit a member of staff as a 
personal assistant (PA) or to buy 
care and support services from a 
care agency to help you to meet 
your eligible and assessed needs 
in your own home – for instance 
your personal care and social 
needs, pursuing indoor/outdoor 
activities or being part of the local 
community.

•	To pay for short stays in a care 
home or for respite care 
(applicable for carers who are 
given a break from their caring 
role).

•	To access a wide range of local 
community social and education 
activities and mainstream services.

•	To purchase particular aids and 
equipment (not provided by the 
NHS) that you require and are 
stated in your support plan as an 
outcome that needs to be met to 
promote your independence. You 
cannot use direct payments to buy 
equipment already provided by the 
NHS.

Michele has had a PA paid for by 
her local authority for more than two 
years now. “I find it so useful as I 
would be practically housebound 
and socially isolated without it,” she 
says. “I found the application 
process quite painless and systems 
are in place to be able to manage 
direct payments, so between my PA 
and myself we manage to make it 
work well.”

making sense of personal 
budgets for m.e.
Cathy Stillman-Lowe explores personal budgets, personal health budgets 
and direct payments, including how people with M.E. might access them.
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NHS personal health 
budgets

A personal health budget is an 
amount of money to support your 
identified health and wellbeing 
needs, planned and agreed between 
you and your local NHS team. The 
aim is to give people with long-term 
conditions and disabilities greater 
choice and control over the 
healthcare and support they receive.

Personal health budgets work in a 
similar way to the personal budgets 
that some people with M.E. may 
already be using to manage and pay 
for their social care.

Together with your NHS team 
(such as a GP) you will develop a 
care plan. The plan sets out:

•	your personal health and wellbeing 
needs

•	 the health outcomes you want to 
achieve

•	 the amount of money in the 
budget 

•	how you are going to spend it. 

You can use a personal health 
budget to pay for a wide range of 
items and services, including 
therapies, personal care and 
equipment. This will allow you more 
choice and control over the health 

services and care you receive. The 
personal health budget cannot be 
used for emergency care or primary 
care services eg. dental treatment.

Personal health budgets are still a 
relatively new method of supporting 
disabled people to have greater 
choice and control over their lives. 
You need to be aware that each area 
will be at different stages of 
implementing personal health 
budgets.

Local council direct 
payments

Direct payments give you the most 
control over your care, and mean 
that if you are unhappy with the 
services you’re getting, you can 
decide to change who gives you the 
care services without the process of 
going through the local authority.

However, with this freedom comes 
the responsibility of accounting for 
how the budget is spent, to ensure it 
is meeting your needs. There are 
also additional responsibilities if you 
decide to become an employer and 
hire a personal assistant with your 
direct payment.

Vicki has a mixture of direct 
payments and home care provided 
by the council. She says: “This allows 
me to maintain some stability with 
essential care, whilst also offering me 
the flexibility which direct payments 
can provide, if managed and 
provided properly.”

Direct payments for 
healthcare

If you choose this option, you get 
the cash to buy the care and support 
you and your NHS team decide you 
need. You have to show what you 
have spent it on, but you, or your 
representative, can buy and manage 
services yourself. 

People with a personal health 
budget will benefit from health and 
social care working well together 
and, for some, a joint budget will 
also be beneficial.

Useful contacts

Personal budgets
The charity Disability Rights UK 
offers a personal budgets helpline 
and email service
Tel: 0300 555 1525
Email: personalbudgets@
disabilityrightsuk.org

You can also download a free 
factsheet, ‘Personal Budgets:  
The right social care support,’ at 
www.disabilityrightsuk.org/
personal-budgetsthe-right-social-
care-support

Personal health budgets
Find out more via your GP or on 
the NHS Choices website: 
www.nhs.uk/choiceintheNHS/
Yourchoices/personal-health-
budgets

Peoplehub, an organisation 
providing peer support for people 
interested in personal health 
budgets, also has some useful 
resources: www.peoplehub.org.
uk/category/resources

UK social care arrangements
Wales: www.gov.wales/topics/
health/socialcare 
Scotland: www.gov.scot/Topics/
Health/Support-Social-Care/
Support/Self-Directed-Support 
Northern Ireland: www.dhsspsni.
gov.uk/articles/community-care 

In a future issue of InterAction 
we hope to look at the 
experiences of readers in 
seeking and using personal 
budgets, personal health 
budgets and direct payments. If 
you have any feedback please 
contact us (see p 2) by Friday  
29 January 2016.
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The processes for setting up personal 
budgets and personal health budgets

Local council social care 
personal budgets (PB)

Nhs personal health 
budgets (PhB)

contact your local authority & arrange 
an assessment of your needs – then 
a financial assessment if you do have 

eligible needs

make contact with your GP/continuing 
healthcare team/clinical commissioning 
Group & get information – then apply 

for PhB

if eligible for services, receive an 
‘indicative budget’ & draw up a  

care/support plan

if your request is approved, receive 
an ‘indicative allocation’ based on 

your needs (a rough sum to help you 
plan realistically)

Plan is approved/revised as necessary make a care and support plan and 
have it approved

Decide whether to opt for direct 
payments to manage yourself 

(or ask a third party to do that for you), 
or ask the council to manage your 

PB for you

Decide how you want to manage 
the PhB (eg. direct payments) – then 

organise care and support

Plan is reviewed regularly monitoring and review
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Life through a lens
As she returns from pitching her M.E. documentary to potential funders in 
New York, US M.E. patient Jen Brea talks about the illness that took away 
her identity – and how filmmaking and activism saved her life.

I’ve been sick for almost five years. 
When I was 28, I had a very high 
fever that lasted for 10 days. That 
first year I had infection after 
infection, but still had periods when I 
was completely normal. 

I believe that if I had rested and 
allowed myself to heal at the 
beginning, I may never have 
developed severe M.E. But when I 
told my doctor I thought something 
was wrong with my immune system, 
he told me there was absolutely 
nothing wrong with me. 

A year later, I started having 
neurological symptoms and 
eventually became bedbound. After 
18 months, I was finally diagnosed by 
a colleague of Dr Nancy Klimas in 
Florida.

The impact of M.E.

M.E. changed everything. It took 
away my identity completely. So 
much of my sense of self was based 
on being “smart,” that is to say, 
achieving academically. I was doing 
a PhD at Harvard at the time in 
political science and statistics. Then 
all of the sudden, I could no longer 
read or write. Often, I couldn’t even 
speak or think. 

I spent a lot of time in bed 
wondering whether I could be rightly 
called a human being. That’s the 
specific cruelty of this disease. It 
doesn’t matter who you were before, 
if you defined yourself as a mother, a 
teacher, an accountant, or a ballet 
dancer. In the moderate or severe 

form it takes away your ability to use 
your energy for the thing you love. 

I spent all of my time in bed either 
watching or listening to movies. I 
would spend hours on Pinterest 
looking at pictures. While I have 
always been a storyteller of sorts, I’m 
a very verbal person. When 
language was taken away from me, 
my only way to process the world 
was visually. I think that’s why I 
started gravitating toward film. It was 
a new language. I still can’t read 
books.

The onset of my illness happened 
just before I got engaged. I got 
married to Omar (pictured opposite) 
while I was essentially bedridden. 
Imagine meeting someone, falling in 
love, spending two short years of 
“normal,” then signing up for 
perhaps a lifetime of caretaking? 
This disease destroys so many 
families. I’m very lucky. This 
experience has deepened and 
enriched our marriage. It’s not 
anything like the life we imagined, 
but it is still a good life.

M.E. on film

Canary in a Coal Mine is a 
documentary film that follows my 
personal journey as a newly 
diagnosed patient with severe M.E. 
It also follows the stories of four 
other families grappling with 
different aspects of the disease. 

It takes a very personal, intimate, 
character-driven approach and in 
that way I think is not just a film 

about M.E. This is a film for anyone 
who has ever loved and cared for 
someone sick, for anyone who has 
ever faced a complex or chronic 
health condition and dealt with that 
sense of uncertainty about oneself 
and the future. 

I made this film for so many 
reasons. First and foremost I made it 
to save my life, to have a reason to 
keep living through those early days, 
when things were so dark and 
confusing. I spent many days waking 
up disappointed to still be alive not 
just because I was sick, but because I 
was sick with a disease that has no 
name, or face, or voice, that in the 
public consciousness does not exist. 

It’s one thing to disappear. It’s 
another thing to disappear and have 
no one notice or understand why. So 
many of the injustices we suffer we 
suffer because we remain hidden. I 
kept thinking to myself, if people 
could really see what this life is like, it 
could change everything. 

I remember one doctor who did 
not understand the symptoms I 
described and may not have 
believed I was really sick. I started 
videotaping some of my worst 
episodes of absences, twitching, 
muscle weakness and I showed them 
to him. He still didn’t have any way 
to help me, but it changed the 
conversation entirely.

“i spent a lot of time in bed 
wondering whether i could be 
rightly called a human being.”

BRITDOC/Lauren Colchamir



interaction 91 christmas 2015    25

#MEAction

When I was bedridden, I started 
what was essentially a talk show from 
bed using Google Hangout. I would 
bring on guests to talk about the two 
things that interested me the most 
– chronic illness and activism. 

One show featured a prominent 
AIDS activist, Peter Staley, who is 
one of the leaders of ACT UP, a 
group that was crucial to achieving 
recognition and research for AIDS in 
America. 

M.E. patients have always had the 
advantage of large numbers and the 
disadvantage of almost never being 
able to show those numbers in 
public spaces. Beth Mazur, an MIT 
grad with a computer science 
background, saw the show. We 
decided that we needed to find a 
way to turn the virtual nature of the 
community into an asset. So we 
launched the #MEAction website 
(www.meaction.net). We think of it as 
a digital ACT UP.

Our idea was to create a 
grassroots platform to allow the best 
ideas to have a massive reach. We’ve 
invested in tools for petitions, 
crowdfunding, event-organising, and 
email campaigns to lower barriers 
and make it easier to organise. We 
share news and promote actions by 
organisations and individual activists 
around the globe through our email 
list and social media channels. 

We want to make it as easy as 
possible for patients to take action, 
even if they are bedbound. A lot of 
the work we do is informal – we love 
it when activists come to us with 
early ideas so that we can give 
feedback, help connect them with 
the right tools, and even help them 
find potential collaborators.

Proudest achievement

My proudest achievement came in 
October when I presented Canary in 
a Coal Mine’s work in progress trailer 
to a group of philanthropists and 
NGOs at an event called Good Pitch 
New York (pictured opposite). It’s 
organised by a fantastic UK 
organisation called BRITDOC that 
supports social issue documentaries. 

I have always wanted to make a 
film that could speak to people 
outside of our community. It was 
incredible to see how powerfully our 
stories resonated with people living 
with other chronic conditions, 
feminists, and people who care 
about disability rights. 

After a seven-minute pitch, the 

table and the room embraced us 
with so many offers of love and 
support to get this film and its stories 
out there, including from Human 
Rights Watch, American AIDS activist 
Peter Staley, TED, and other major 
organisations – none of which had 
ever engaged with the M.E. 
community before. A strong, healthy 
movement needs allies.

Power of collaboration

I’m very excited about the increasing 
move toward greater collaboration 
among M.E. organisations around 
the world. This is a true reflection of 
how we patients in the online 
community live. The internet has no 
boundaries. Science – good and bad 
– has a way of bleeding across 
borders. So too do our successes 
and setbacks. 

In much of our work, we do need 
to act locally, in our own countries 
and communities. However, the 
more communication, collaboration 
and coordination we have, the more 
we can learn from each other and I 
think the more effective we will be.

“i kept thinking to myself, if people 
could really see what this life is like, 

it could change everything.”
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snow business  
These simple yet creative festive decorations, treats and gifts are for all the 
crafters out there – as chosen by Action for M.E. volunteer Katrina Pears.

Snowflake scallop bunting 
Laura Howard is a designer/maker who loves any kind of crafting, 
especially for Christmas. She’s the author of two books about felt 
crafting and shares lots of fun free tutorials on her blog:  
bugsandfishes.blogspot.com

You will need:

•	white paper and black card
•	a compass or something circular to use as a template
•	a glue stick 
•	 twine or other string, ribbon, or yarn for hanging the bunting
•	a large, sharp sewing needle or a hole punch. 

1. First make paper snowflakes, by making a circle of 9.5cm in diameter 
out of paper and fold each circle in half three times and snip out shapes 
from the edges. The more detailed you make your snowflakes the more 
fiddly it’ll be to glue them in place.

2. Then cut the card (circle, square etc) large enough to stick on your 
snowflakes. 

3. Using the glue stick, stick the snowflakes onto the card. 

4. Next, cut a length of twine/yarn/ribbon long enough for all the card 
plus extra at each end. Then either using a hole punch or a large needle 
make holes in each of the top corners of the card.

5. Thread the twine/ribbon through the holes, so that the snowflakes 
are evenly spaced. There should be a length of twine/ribbon left each 
end for tying the bunting in place. 

Candy cane wreath
Image and method from  
www.thecraftyblogstalker.com

You will need:

•	20 candy canes
•	 ribbon (preferably curling green 

ribbon)
•	card
•	paper (preferably green and red)
•	 tape/glue.

1. Start by pairing the candy canes 
back to back by tying ribbon around 
them.

2. Using the card cut two large circles 
to hold the centre of the candy cane 
wreath together. Using glue dots/
tape/glue gun, stick one of the card 
circles on the back of the wreath and 
one on the front.

3. Now create a centrepiece for your 
wreath using the coloured paper, 
such as layering different sized stars, 
and stick this onto the card. 
Alternatively, you could make a 
Lollie flower following the 
instructions in the blog.

4. Tie extra ribbon onto the wreath 
to hang.
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Christmas cookies in a jar
A fun treat for people impossible to buy presents for. Image and recipe 
from www.theorganisedhousewife.com.au

You will need:

•	1.15 litre jar (such as a coffee jar)
•	1 3/4 cup plain flour 
•	1 tsp baking soda
•	1 tsp baking powder
•	 1/4 tsp salt
•	1 cup oats
•	1 cup red and green M&M’s
•	 3/4 cup chocolate chips
•	 1/2 cup brown sugar
•	 1/2 cup caster sugar
•	 1/2 cup desiccated coconut.

Homemade bath bombs 

Add to the bath for a relaxing 
soak or wrap up as a gift. Image 
and method from 
www.thinlyspread.co.uk

You will need:

•	300g bicarbonate of soda
•	100g citric acid  
•	an essential oil 
•	water in a misting bottle
•	 food colouring 
•	bath bomb mould (such as an ice 

cube tray)
•	cosmetic glitter  (optional).

1. Combine the bicarbonate of soda 
and citric acid in a large bowl.
2. Add a few drops of your essential 
oil and stir well.

3. Stir in some cosmetic glitter if you 
are using it.

4. Carefully add your colour a drop 
or two at a time, combining well until 
you get your desired colour. You 
must do this gradually to avoid the 
fizzy reaction between the bicarb 
and the citric acid from happening in 
your bowl rather than your bath!

5. Begin to add water gradually 
using a misting bottle and stir.

6. Your bath bomb mixture is ready 
when it will just hold together when 
pressed in your hand. It shouldn’t 
feel damp and it is far better for it to 
be too dry and not work in your 
moulds at first than too wet. You can 
always add a bit more water, you 
can’t take it away!

7. Press your bath bomb mixture into 
your mould and then carefully 
remove so it can dry and firm up.

Place the ingredients in the jar in 
the order listed. Use a piece of 
paper to create a funnel so it’s 
easier to pour ingredients into 
the bottom levels (this will help to 
create a nice layered look).

Place the lid on the jar, decorate 
with ribbon and create a label 
with the cooking instructions 
below.

Warm and spicy potpourri

A simple way to make potpourri which has a delicious warm and spicy 
scent and can be wrapped up and given as a gift. Image and recipe 
from www.homemade-gifts-made-easy.com

All quantities are approximate, but you will need:
•	handful of dried orange slices (bought or see below)
•	handful of small pine cones
•	handful of whole cinnamon sticks
•	half-dozen star anise.

1. To make your own dried orange slices, 
slice the oranges cross-wise into thick 
slices about 5mm thick, then press them 
between paper towels to blot away juice. 
Place the oranges on racks in the oven at 
140°C (120°C fan) for three hours, 
checking regularly. 

2. Put all the ingredients in a bowl and 
enjoy the spicy scent. 

Instructions to put on your jar label:

1. Place contents of the jar into a bowl.

2. Add 1 egg, ½ cup of room temperate butter, 1 tsp vanilla extract.

3. Mix all ingredients well.

4. Roll a heaped tablespoon of the mixture into balls.

5. Bake in 180°C oven for 10-12 minutes.



capture 
christmas 2015…
…for our 2016 Christmas card range

One lucky InterAction reader will have their 
festive photograph turned into a Christmas card 
and sold as part of our 2016 Christmas card 
range. We are announcing this now so you have 
the chance to take merry, seasonal pictures 
throughout the colder months.

Please send your photograph (one entry per person please) and its title 
to fundraising@actionforme.org.uk by 31 March, along with your full 
name, address and telephone number.

You can set some digital cameras to record in various sizes so, if 
possible, please use all the megapixels your camera can muster, and 
don’t resize it before you send it. If the file is too large for you to send by 
email, try using www.wetransfer.com or a similar free file-sharing website.

Unfortunately we are unable to accept printed out and posted 
photographs as the quality will not be suitable for reproduction.

You can see a selection of this year’s 
entries on p 32.
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Having M.E. doesn’t necessarily 
make you any different from anyone 
else when it comes to the desire to 
have someone in your life – a partner 
or soul mate.

People can experience challenges 
in trying to find that special 
someone, whatever the state of their 
health. It’s now pretty common for 
healthy people to have such busy 
lives that they don’t get the chance 
to meet someone in the old, 
conventional way, or even be 
introduced to someone via a friend. 

But the likelihood of these things 
happening is even more remote if 
you are a prisoner in your own home, 
or rarely venture out because you 
don’t have the energy, or your 
friends have slowly dwindled away 
- all because you have a chronic, 
unsocial illness that’s hard for other 
people to understand.

So it’s no surprise that for so many 
people, seeking a likely partner boils 
down to trawling the internet via 
dating websites or becoming a 
member of a dating agency. That’s 
what I tried anyway.

Your online profile 

I liken finding a partner online to a 
‘drop-down’ menu – you have to 
keep ‘dropping down’ your 
expectations! 

Because although you want the 
same as everyone else 
fundamentally, you know that if you 
choose the drop dead gorgeous, fit, 
energetic socialite, who is the life 
and soul of the party, he would soon 
tire of you – and then drop you very 
gently (or not so gently) back into 
the dating game.

I hoped that I would be able to 
find someone who didn’t have too 

many expectations of me, someone 
who understood that I would do 
anything not to be in the situation I 
found myself in, and that if things 
were different I would be on a 
different level and have more to offer 
physically.

This leads me to the physical side 
of a relationship, which can be a 
worry for anyone. “Will we be 
compatible? Will my bum look big in 
this?” Well, you get my drift.

Besides the normal insecurities of 
this key aspect of a relationship, 
people with M.E. have even more 
anxieties to address. The mere fact 
that we do not have enough energy 
for everyday life impacts on the need 
and desire for other activities. This 
certainly has to be considered when 
embarking on the search for a new 
partner.

[Ed: our article ‘Let’s get physical,’ 
published in InterAction 73, p 35, 
frankly discusses sex and M.E. You 
can read it online or contact us – see 
p 2 – for a copy].

a fine romance
Starting a new relationship can be all sorts of things – exciting, daunting, fun, 
confusing. But what about when you add M.E.? InterAction volunteer Tilly 
Creighton shares her experience of finding a partner when you have M.E.

Would like to meet…

If you have decided that you would like to give online dating a go – or 
the small ads, if you prefer to do it offline – then writing your profile 
might seem rather daunting. But don’t worry – lots of hints and tips can 
be found on the dating sites themselves. We found some useful advice 
on www.match.com

•	Make sure your online profile really reflects what you are looking for.
•	Accepting who you are, just the way you are, will help more than 

anything when it comes to finding your ideal match.
•	Good online dating advice will tell you to cut the fluff out – but be 

honest about the fundamentals like your age, sexuality and whether 
you have children.

•	Try to run your profile by a close friend and get their opinion on 
whether it could be better.

•	Dating is fun but make sure you stay safe: never give money, wait until 
you know someone before you share your contact details, and report 
unwarranted behaviour.
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“i liken finding a partner online to a ‘drop-down’ menu – 
you have to keep ‘dropping down’ your expectations!”

By now I am sure you are thinking 
that there is no one out there who 
could ever fulfil the criteria. Who on 
earth could put up with this possibly 
life-long condition, with all the issues 
that come with it, when I find it hard 
enough to cope at the best of times 
myself?

Well, good news readers – he or 
she is out there. It may take a while 
to sort out the wheat from the chaff, 
but I believe it will be worth the 
effort. 

In case you are wondering – yes, I 
did find my man, and I chose to tell 
him about my M.E. on the first date. 
It felt risky, but apparently he fell for 
my personality, amazing beauty and 
curvaceous body (well, that’s what he 
keeps telling me!). 

Early stages

Back in October, one of Action for 
M.E.’s M.E. Friends Online forum-
users posted asking for help. She 
had just started a relationship with 
someone with M.E., but her new 
partner’s health had recently 
deteriorated and communication 
had broken down as a result. People 
with M.E. were happy to share their 
insights and advice with her.

“I found your message rather 
heart-warming to read as you 
obviously are going to stand by your 
new partner despite their health 
problems rather than run in the 
opposite direction like so many do,” 
said Gracie. “It’s lovely to hear that 
you see the person you love and not 
just the illness.

“M.E. can be unpredictable with 
many good and bad patches. Some 
sufferers can be so severely affected 
by M.E. that talking can be 
exhausting and any noise can seem 
unbearable.

“You mentioned you’ve not been 
able to speak to him recently 
because of how unwell he is and yet 
there are a few things that you want 
him to know. Would it be a good 

Mates not dates

It might be that you’re not looking for romance, but would still like to 
meet others and make new friends. We know this can be tricky when you 
have M.E., but there are options.

•	 If you are able to get around, websites such as www.meetup.com and 
www.citysocializer.com offer meetings and events, open to all, in cities 
across the UK, covering everything from cake decorating to meditation.

•	Volunteering can be a great way to meet new people, and there are 
opportunities available to volunteer from home: visit  
www.vinspired.com for inspiration.

•	Online forums, such as Action for M.E.’s M.E. Friends Online, can offer 
peer support and friendship. Forum user Butterfly says, “I haven’t been 
a member for very long but everyone is really friendly and supportive. 
Even if I don’t have the energy to join in the conversations it’s nice to 
just pop in and see what everyone is chatting about.”

•	 InterAction’s Noticeboard (see p 46) often features notices from readers 
looking to make friends – placing a notice is free, and we provide a box 
number so that all responses come safely via the Action for M.E. office.

idea to write him a letter and explain 
how you feel and that you are there 
to support him and how much he 
means to you?

“It may be possible that he has 
been trying to appear better than he 
actually is health wise and over done 
things. I know I did this a number of 
years ago because I feared being 
rejected by someone close to me 
and I ended up having a major 
relapse.”

Forum user Freerangecat asked, 
“Is there any way you can keep in 
gentle contact with the other person 
in a way that’ll benefit you both? I’d 
imagine they’ll be feeling pretty 
down and lonely. This might sound 
crazy but one of my friends has 
played back to back games of 
‘Words with friends’ with me for over 
two years. 

“He lives three hours away, works 
etc, but that little bit of contact, with 
a bit of chat on its chat page 
sometimes but not always, has really 
kept me going, and our friendship 
has grown massively. I play on my 

tablet and he on his phone. 
“If you could think of some similar 

gentle line of communication to 
keep open, a game or app or 
something, where there’s no 
pressure, it might help. I can’t look at 
screens all day but a little bit like this 
on and off during the day is ok. Just 
an idea that helps me; they might 
not like it, but sometimes thinking 
out of the box works!”
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top festive tips
This issue’s contributors share their inspiration and ideas 
for getting through Christmas and the New Year with M.E.

Glen Buchanan (p 35) says:
“Take shortcuts so that you 
can spend your energy on 
the fun stuff. For example, 
go for pre-prepared veg, 
choose food that is easier to 
make, make use of online 
delivery or sending gifts 
direct to the recipient, sit 
down to prepare food, cook 
ahead and most importantly 
ask for and accept offers of 
help.”

Jen Brea (p 24) says:
“M.E. forces you to strip away everything that is not absolutely 
essential. Framed the right way, this is a blessing. So during the 
holidays, focus on what truly makes these moments important. In 
the end, it’s not the beautifully wrapped presents or the 
decorations. It’s the memories we create with the people we love.”

Cathy Stillman-Lowe (p 21 and 38) says: 
“Put yourself and your own wellbeing first. 
Ignore the Christmas ‘traditions’ if they don’t 
work for you in your current state of health, 
and do not feel guilty about doing that.”

Bill Clayton (p 49) says:
“We tend to have quiet Christmases, but still like to get 
out to enjoy the atmosphere of the season. Pacing is 
always the watchword, but if you still want be part of 
everything that’s going on, put those earplugs in!”

Catherine Hale (p 4) says:
“I don’t manage any 
traditional Christmas dinner 
cooking but I do like to soak 
up the atmosphere and feel 
like I’ve been sweating in 
the kitchen by watching all 
the TV chefs doing their 
festive cookery shows.”

Patsy Quinn 
(p 50) says:
“Make sure you watch 
It’s a Wonderful Life – 
one of the loveliest, 
most uplifting films of 
all time. But have a 
box of tissues nearby. 
I’m always in tears 
before the titles have 
even finished rolling!”

Tilly Creighton 
(p 29) says:
“Always have a 
Christmas tree, even if 
it is a small desk top 
one – it makes it feel 
more like Christmas. 
And get out the 
Christmas songs CD. It 
is lovely sitting with it 
in the background, if 
you can tolerate the 
noise.”

Emily Beardall (p 37) says:
“Don’t forget you can ask your pharmacist for advice on a wide range of 
common illnesses. They will be able to tell you if you need to see a 
doctor or if you can treat yourself with over the counter medicines.”

Katrina Pears (p 26) says:
“Spread your Christmas celebrations 
over a few days, planning when friends 
and relatives are coming over and for 
how long, so there is not too much 
noise and conversation at once. 
Remember it’s the perfect time of year 
to snuggle up in a onesie.”

Carina Norris (p 35) says: 
“It’s the season to eat, drink 
and be merry, when alcohol 
often flows freely. But 
remember that people with 
M.E. often have very low 
alcohol tolerances. Also you 
might find that what you 
enjoyed last year is now too 
much for you.”

Sharon Farley-Mason (p 6) says:
“Take one day at a time. I make lists of 
what I need to do and I work down that 
list, so if one day I’m not feeling my 
best, it will still be there the next day. I 
try not to get worked up about it. 
However, when it comes to Glamsticks 
then that is a different matter! Every 
year it gets busier and I don’t like to say 
no to anyone if I can help it.”
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creative corner
If you are an artist, poet, writer, painter, photographer, crafter or 
cartoonist with work to show off, please get in touch (see p 2).

“This poem is about the love of nature that I developed 
from the illness, and taking time to actually be soothed by 
the beach and the ocean, where cares always seem to 
diminish for me,” says Vania. “Since being ill I’ve been 
much more aware of how healing nature and animals are, 
and how much they must be saved and protected.”

Ocean

by Vania Terzopoulou

The green blue lady 
Is calling me
She’s Mediterranean bliss
Our secret pool of light 
Reflecting 
Our soul
The cradle
To my Azur sky
And the yellow 
Sun the roaring father that loved me so very much.

Silky bathing breaths 
Light moments 
All is just immersion 
It’s a place that opens and
Troubles are forgotten. Lady oh lady 
I love you 
And I don’t even need 
Don’t need to ask, or give, or permit.
My creamy lullaby
My dreamy 
Savior.
Don’t grow cold.

Keep the weeds away from my toes.
As I tread water.
Little waves jostling 
In many directions.
Clear June waters.
Mini waves darker blue.
The Sun’s turning in the sky – 
Omitting its rose light –  father is falling asleep.
Mother ocean is becoming heavy.
Sand so warm under my skin.
Waves caressing the darkest thoughts
Out of my being. 

Here are just some of the fantastic entries from this 
year’s Christmas card competition – the winning 
photo took centre stage in our 2015 Christmas card 
range. 

If you fancy snapping a festive scene for next 
year’s range, check out the details for this year’s 
competition on p 28.

Up to the neck in it! 
by Denise Hill
“No real animals were involved in taking this 
photo,” says Denise. “It’s a garden ornament!” 
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Snowy nose 
by Gina Langford-Cadman
“This is our lovely collie, Min. I took this photo in 
the garden the last time it snowed,” says Gina. 
“We played hide the toy in the snow and it made a 
lovely, simple backdrop. I love her snowy nose!”

Tinto Hill 
by Janet Lyke
“This is almost the view from my old lounge in 
South Lanarkshire,” says Janet. “It always lifted 
my spirits to see Tinto in all weathers.”

Snowmen: just chillin’ out 
by Sally Keyworth
“I am really pleased and 
surprised to have won,” said 
Sally when we told her the 
good news. “I am glad it put 
a smile on your face and I 
hope it gives plenty of smiles 
to others at Christmas time.”

Winning entry 
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Our medical adviser 
Prof Julia Newton says:

I’m not aware of any connection 
between SAD and M.E. but clearly 
there are similarities in the symptoms 
experienced by both, so I am not 
surprised that there might be an 
overlap. People with SAD describe 
feeling better when they experience 
sunlight either by being outside 
more or by using special lamps.  

Clearly those with M.E. may be 
unable to get outside and as a 
consequence not gain the health 
benefits from sunlight – so it’s well 
worth trying to access sun whenever 
possible.

Also worth noting is the 
relationship between vitamin D 
deficiency and fatigue. Those of us 
living in the northern hemisphere are 
less able to access the source of light 
that enhances vitamin D, and as a 
result are more likely to have vitamin 
D deficiency and its associated 
symptoms – again, another good 
reason to try whenever possible to 
gain exposure to sunlight.

Our medical adviser  
Dr Gregor Purdie says:

As a GP, I became well acquainted 
with SAD. Like Julia, I am not aware 
of any clinical link between the two 
conditions. There are similarities in 
their symptoms which can make it 
difficult for a doctor to differentiate 
between them. It is entirely possible 
for the conditions to co-exist.

In general practice, the diagnosis 
of SAD becomes apparent when a 
patient comes with the typical 
symptoms of fatigue, low mood, 
oversleeping etc. every year as 
autumn turns into winter. Symptoms 
abate when spring comes with 
longer periods of daylight. 

In the past, antidepressants have 
been used to support people 
through the winter months. There is 
logic to this as it is thought that we 
produce less serotonin in the brain in 
the winter months. This causes the 
feelings of low mood and 
depression. Antidepressants which 
increase the level of serotonin can 
therefore be of value.

Light boxes – which mimic sunlight 
– have made a great difference in 
the treatment of this condition. You 
can read about Glen’s experience of 
using a light box opposite. Exercise 
in daylight can also be of value 
within the limits that people with 
M.E. can undertake. It is well worth 
looking at your energy levels to see 
if there is a trend as autumn moves 
into winter and pacing to a lower 
level.

As Julia says, the role of low 
vitamin D levels in fatigue and joint 
pains has become more apparent 
over the last few years. Vitamin D is 
central to the metabolism of bones, 
and its role in the immune system is 
also recognised. 

Natural sunlight is the best way to 
gain vitamin D, but it can also be 
obtained in other ways – see Dr 
Carina Norris’s advice opposite. I 
have had patients with muscle and 
joint pains, and patients with M.E., 
who have felt great benefit from 
vitamin D supplements.

Dear doctor
Get in touch (see p 2) with your queries for our joint medical advisers,  
Prof Julia Newton and Dr Gregor Purdie, about medical matters. 
We regret that they cannot respond to individual enquiries.

SAD or winter blues?
I recently was speaking to a close relative, who phoned to wish me Happy 
Christmas. She told me that she had been diagnosed with Seasonal 
Affective Disorder (SAD) and how the doctor said it is from the same ‘family’ 
of diseases as M.E./CFS, which surprised me a bit. As she talked about the 
symptoms, it occurred to me that she was describing me to a T during the 
winter months, when my symptoms always seem worse. Does SAD have a 
link to M.E.? Is it possible to have both? I would very much appreciate some 
advice on how to manage SAD, if indeed that is what I have.
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Looking back, it’s been apparent to 
me since my early twenties that I am 
affected by the reduced amount of 
light we get during winter here in 
good old Blighty. I didn’t 
immediately equate the changes in 
myself to Seasonal Affective 
Disorder (SAD). I just thought I 
wasn’t a fan of winter, and that it was 
normal to feel quite different at that 
end of the year – that everyone felt 
that way. 

However, as a few winters passed 
with the same patterns becoming 
more obvious to me, and particularly 
at the time when my M.E. was 
rearing its ugly head for the first 

time, I began to think that this SAD 
thing sounded a lot like how I 
experience winter. It was even more 
obvious to me during winter five 
years ago as I was really ill with my 
M.E. and stuck at home as a result. I 
knew the lack of light I was getting 
was making things much worse. 

When the amount of daylight is 
reduced in winter, and even on a dull 
few days in the summer, I feel my 
energy notably dips (even lower than 
my normal M.E. energy rations!) and 
I feel constantly wiped out. It feels 
like a different kind of exhaustion 
from M.E. that’s hard to explain – I 
think it’s more of a ‘lethargy’ 
tiredness than physical exhaustion. 

My sleep is also affected; it’s hard 
to get to sleep and a big struggle to 
wake up and get going in the 
mornings. I notice that my mood 
follows these downward changes 
too; I become more of a ‘worrier’ – 
my anxiety levels are heightened 

– and I am less optimistic and 
energised in mood. During this time 
I feel much less inclined to be social 
and want to isolate more – I get 
hedgehog-like tendencies to 
hibernate. I also find myself really 
craving food and over-eating; I binge 
on lots of junk food and carbs and 
drop my normally pretty healthy 
eating. 

So this year, I decided to be 
proactive and do something to try to 
make the winter season easier and 
more manageable for myself. I 
decided to try light therapy – where 
a special very bright lamp called a 
light box is used to simulate 
exposure to sunlight. 

Light boxes aren’t cheap, but I 
found a good deal and decided the 
investment is well worth it for my 
health. You simply sit in front of them 
for a period each day, which is an 
easy treatment to achieve. I am sat in 
front of my light box with a large 

The NICE guideline on vitamin D, 
published in 2014, aims to increase 
supplement use to prevent vitamin D 
deficiency among at-risk groups, 
including:
•	 infants and children aged under 5
•	pregnant and breastfeeding 

women, particularly teenagers and 
young women

•	people over 65
•	people who have low or no 

exposure to the sun, for example, 
those who cover their skin for 
cultural reasons, who are 
housebound or confined indoors 
for long periods

•	people with darker skin, for 
example, people of African, 
African-Caribbean or South Asian 
family origin.

The fourth point is obviously 
particularly relevant for people with 
M.E.

NICE recommends that health 
professionals should only test 
vitamin D status if the patient has 
symptoms of deficiency or is at very 
high risk.

“There is great debate at the 
moment in the medical profession as 
to when GPs should advise people 
to take a supplement based on 
blood results,” says Gregor. “A GP’s 
decision should be based on a full 
assessment of their patient.”

Registered nutritionist and 
InterAction volunteer Dr Carina 
Norris says:
The UK’s Scientific Advisory 
Committee on Nutrition (SACN) 
issued a draft statement earlier this 
year, proposing that the 10 
microgram daily recommendation 
for ‘at risk groups’ be extended to 
everyone. At the time of going to 
press, we were awaiting the final 

announcement from SACN, but it’s 
expected that the recommendation 
will go through. 

So, what can you do to boost your 
vitamin D levels? 
•	Make the most of the available 

sunshine, staying outside long 
enough to absorb the sun but not 
long enough to burn. 

•	Learn to love oily fish (the best 
dietary source), and top up with 
lean meat, eggs and fortified 
foods, such as some spreads. 

•	Consider taking a supplement 
– but talk to your GP first to discuss 
dosage and to check that this 
wouldn’t be problematic for any 
other health conditions you may 
have.

More on vitamin D

Let there be light 
Glen Buchanan shares his experience of SAD and M.E.
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mug of tea right now writing this. I’m 
positively dripping in artificial 
sunlight here, even though it is very 
grey, dull and wet outside!

I’ve been using the light box every 
morning since September. It is still 
early days for me – the real test will 
be to see how it helps through the 
end of winter – but I do feel that bit 
more energised from using it; my 
focus is sharpened and I feel it is 
helping me get more out of my days. 
I’ve forgotten to use it a couple of 
times, and I do notice a difference 
on those days. 

I have had to experiment with the 
amount of time I spend in front of 
the light box (I found 30 minutes 
wasn’t enough for me personally) 
and also the distance I have the light 
from me (having it too close causes 
headaches). But for now I believe it is 
helping me: I can see positive effects 
and am glad to be doing something 
proactive to help myself.

For anyone considering trying light 
therapy, the advice from the NHS is 
this: 

Who can use light therapy?

Most people can use light therapy 
safely. The recommended light 
boxes have filters that remove 
harmful ultraviolent (UV) rays, so 
there’s no risk of skin or eye damage 
for most people.

However, exposure to very bright 
light may not be suitable if you:
•	have an eye condition or eye 

damage that makes your eyes 
particularly sensitive to light

•	are taking medication that 
increases your sensitivity to light, 
such as certain antibiotics and 
antipsychotics, or the herbal 
supplement St. John’s Wort.

Speak to your GP if you’re unsure 
about the suitability of a particular 
product.

My advice, based on what I read 
before buying my own light box, is: 
•	consider loaning a light box (due 

to the expense) 
•	choose an established, reputed 

brand in the area (ie. Lumie or 

Phillips) given that safety for your 
eyes is vital

•	only use lightboxes which are 
tested and approved for medical 
use in SAD

•	ask the experts at the Seasonal 
Affective Disorder Association (see 
useful contacts) for more 
information.

Useful contacts

NHS Choices 
General advice on managing SAD 
www.nhs.uk/conditions/Seasonal-
affective-disorder/Pages/
Introduction.aspx

NICE guideline on vitamin D
Guidance on increasing supplement 
use in at-risk groups 
www.nice.org.uk/guidance/ph56

Seasonal Affective Disorder 
Association 
PO Box 332, Wallingford OX10 1EP 
No telephone number available 
www.sada.org.uk
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medication review
Action for M.E. volunteer pharmacist Emily Beardall explores the benefits  
of having a medication review at your local pharmacy.

Although there isn’t a specific 
treatment for M.E., you may use 
medication to manage symptoms 
such as pain and sleep problems. 
You may also take medication for 
other long-term conditions. But did 
you know that if you take 
prescription medication regularly, 
you can ask for a review at your local 
pharmacy?

A Medicines Use Review (MUR) is a 
free NHS service offered by 
pharmacies in England and Wales. A 
similar scheme, Managing your 
Medicines, is offered in Northern 
Ireland, and Scotland offers the 
Chronic Medication Service for 
patients with long-term conditions.

These reviews are an opportunity 
for you to discuss your medicines 
with a pharmacist, and to understand 
how your medicines should be used 
and why they have been prescribed, 
as well as solving any problems you 
may have with them.

For most people, taking medicines 
will be trouble-free, but problems 
can occur. A Medicines Use Review is 
an ideal opportunity to raise issues 
such as the following:

•	You may have several different 
medicines to take at different 
times of the day and find this 
difficult to manage. 

•	Your tablets may be hard to 
swallow or may not be compatible 
with other medicines or foods. 

•	You may be experiencing side 
effects from one or more of your 
drugs. 

What does an MUR involve?

A Medicines Use Review involves a 
confidential conversation between 
you and your pharmacist about your 
medication in a private consultation 
room. The pharmacist is there to 
listen to any concerns or questions 

you have and help you get the best 
out of your medicines. A typical 
review will take 10 to 20 minutes.

It may be helpful to write a list of 
all the medication you use to take 
with you to your review. As well as 
prescribed medication, include any 
over-the-counter medicines, any 
bought from elsewhere (such as the 
supermarket), and any herbal 
medicines. 

While you’re doing this you could 
also check the expiry dates and take 
anything out of date to your 
pharmacy to be disposed of safely. 
To make the most of your MUR you 
could also write a list of any 
questions or concerns you have 
about your medication.

The pharmacist will start by going 
through all the medicines you take, 
finding out how you take your 
medicines, and if you have enough 
information about them. They will 
check how well you are getting on 
with your medicines, for example, if 
you can swallow your medicines 
easily, or if you are using your 
inhalers in the best way to get 
maximum benefit from them.

Together, you will discuss how you 
think your medicines are working. 
Not all your medicines may be 
necessary, the dose might need to 
be adjusted, or you may be 
experiencing certain side effects. 

The pharmacist may be able to 
suggest some changes to your 
medication which you can discuss 
with your GP. The pharmacist will fill 
in a Medicine Review Action Plan, so 
you have a record of what has been 
talked about, and a copy will also go 
to your GP.

If you’re not eligible for a review, 
or are unable to have one, you can 
ask your pharmacist for advice about 
your medication at any time – in 
person or by phoning. They can give 
advice on any aspect of taking 

medication, such as side effects and 
interactions with other medication 
you might buy yourself.

Useful information 

By medicines, we mean any 
tablets, capsules, patches, inhalers, 
injections, creams and ointments 
you have on prescription. 

Who can have an MUR?

You can ask for a Medicines Use 
Review once a year if you have 
been getting your prescriptions 
from the same pharmacy for three 
months or more and are in one of 
these groups:
•	You are regularly taking more 

than one prescription medicine.
•	You are taking one or more 

medicines for asthma, chronic 
obstructive pulmonary disease 
(COPD), arthritis, diabetes or 
epilepsy.

•	You have recently been 
discharged from a stay in 
hospital.

If you’re housebound, some 
pharmacists are registered to 
provide MURs at your home. In 
exceptional circumstances MURs 
can be provided by phone, but the 
pharmacist must apply to do this 
for a particular patient, and on a 
particular occasion.

To find out more about the 
review service in your part of the 
UK, and whether you qualify, ask 
your local pharmacist.

Emily is also working with Action 
for M.E. to develop an educational 
resource for pharmacists about 
M.E. – more on this soon.
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There has never been a greater 
volume of health information 
available to the general public. But is 
the quality consistent? How can you 
use ‘Dr Google’ to best effect? And 
what if you are not able to access 
advice online; where do you turn 
then? This guide explains how to 
find information, advice and support 
you can trust.

Support from patients

You might find it useful to use the 
internet or your local M.E. support 
group to learn about other people’s 
experiences of something you’re 
also going through, or to seek 
advice. It can help you:

•	discover coping strategies
•	become part of a community
•	 feel comforted or less alone.

However, when making decisions 
about what’s right for you, it’s 
important to remember the following:

•	What’s true for someone else 
might not be true for you. For 
example, you might read that 
someone found a particular 
treatment or medication helpful in 
managing their health condition, 
or that they experienced a 
particular side-effect from a drug 
you might be prescribed. But 
everyone is different; the same 
treatment might not work the 
same way for you, or at all – even if 
you have the same diagnosis.

•	When someone states something 
as a fact, it might just be their 
opinion. It’s up to you to judge 
how reliable their opinion is, and 
how relevant it is to your situation.

When chatting online with other 
people with M.E., check whether the 
site or online community is 
moderated. Some social media 
spaces are basically a free-for-all, like 
Twitter, while others can be more 
sheltered and relatively safe 
environments. 

Action for M.E.’s online discussion 
forums are subject to sensible rules 
and moderation. You can join at 
www.actionforme.org.uk/forums 

However, it’s worth being aware 
that peer support forums are usually 
not moderated by a health care 
professional, so individual medical 
problems are still best resolved with 
your GP, pharmacist, or NHS 
specialist.  

How to be a cyber-sceptic 

It’s important to be aware of how to 
keep yourself safe and look after 
your wellbeing when you use the 
internet for information or support. 
Here are some useful questions to 
ask yourself:

•	Who runs the site? Check for an 
‘about us’ page. Is the site linked 
to the government/NHS, a non-
profit institution or charity, a 
professional or commercial 
organisation, or an individual? Is 
the provider of the information 
reputable and do they have the 
necessary expertise? Ask yourself 
why the site has been created and 
what they might want from you.

•	 Is there contact info? Websites 
should have a way to contact the 
organisation or individual running 
them. If the site provides no 
contact details, or if you can’t easily 
find out who runs it, be cautious.

•	Are the health claims too good 
to be true? Does the website use 
deliberately obscure, ‘scientific’ 
sounding language? Does it 
promise quick, dramatic, 
miraculous results? Is this the only 
site making these claims? If in 
doubt, get a second opinion! 
Check more than one site.

•	 Is the information current? Look 
for dates on webpages or 
documents – a leaflet or site 
discussing the latest treatment of 
condition X needs to be current. Is 
a date given when the material will 
be reviewed?

•	 Is the information accurate? Has 
it been through a process of 
editing or refereeing? Is it 
evidence-based – backed up by 
published research, for which full 
references are provided? Or does 
it rely heavily on personal 
testimonials? Is there any 
suggestion of bias?

For English sites, look for NHS 
England’s ‘Information Standard’ 
quality mark. Any organisation 
displaying this mark on their printed 
and online information has 
undergone a rigorous assessment to 
check that the information they 
produce is clear, accurate and 
up-to-date. 

Glen Buchanan’s ‘Get connected’ 
article (InterAction 90, p 21) also 
provides some useful information 
and advice on staying safe online.

Bursting the hype bubble

Some health issues are more 
controversial than others. This may 
be especially the case with relatively 
poorly understood conditions like 

Negotiating the health 
information minefield
Cathy Stillman-Lowe explains how to access good quality health information 
and support online, in print and by telephone.
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M.E. There may be a majority 
‘official’ scientific or medical 
consensus on a particular issue. But 
there might also be – possibly 
vociferously expressed – minority 
views. As more research is done 
these minority views might be 
discredited eventually, or indeed 
they might later become part of 
mainstream opinion.  

For example, there can be heated 
debates between patients about 
whether particular ‘diets’ – eg. going 
gluten-free – are likely to benefit 
people with M.E., or whether 
removal of amalgam fillings for 
example is an effective ‘treatment’ 
for M.E. It may be helpful to assess 
what the overall balance of opinion 
is on such questions and to give 
appropriate weight to the advice of 
the medical experts (doctors, 
dentists, pharmacists or dietitians) 
who provide specialist advice to the 
major M.E. charities. 

Check out Dr Carina Norris’s 
‘Mythbusting diets for M.E.’ article 
(InterAction 90, p 19) for expert 
advice on diets for people with M.E.

If you are considering an 
experimental or ‘speculative’ new 
treatment, then the I’ve got nothing 
to lose by trying it guide from Sense 
About Science (see useful contacts) 
will stand you in good stead in 
assessing whether or not to go 
ahead. 

As the authors explain: “Living with 
a debilitating condition is difficult, 
particularly if there is no cure or 
current treatments aren’t providing 
relief. When people feel that their 
doctors don’t have enough time or 
concern, alternative therapies can 

seem appealing.”
While there is no easy way to know 

what to believe, the guide arms the 
critical patient with key questions 
they can ask before parting with any 
money or risking their health with 
potentially bogus treatments.

And if a news report promises a 
dramatic ‘breakthrough’ based on 
new research, then Action for M.E.’s 
list of critical questions to ask 
whenever someone reports new 
hope of a ‘cure’ for M.E. will protect 
the desperate against false hopes. 
Contact us – see p 2 – for a copy.

Or let the experts do the critical 
appraisal for you whenever possible 
– many popular health news stories 
are analysed by the NHS Choices 
‘Behind the Headlines’ team (see 
useful contacts). It’s surprising just 
how often newspapers distort 
medical stories in re-telling them.

Where to turn 

For general health information, there 
are two excellent patient websites 
that you can trust for help with a 
huge variety of conditions and 
treatments: NHS Choices and 
Patient (see useful contacts).

NHS Choices has good 
information on social care and how 
the NHS works, including how to 
complain. You can also use the NHS 
111 telephone service if you urgently 
need medical help or advice but it’s 
not a life-threatening situation.  

In the last issue, InterAction reader 
Farley mentioned Patient as it’s a 
website that her own doctor 
recommends (‘Self-diagnosis,’ 
InterAction 90, p 43). The website is 

an independent site with high quality 
standards, and more detailed advice 
for professional readers (but there’s 
nothing to stop you looking at this 
too!) The section on medicines is 
also very detailed and helpful.

The US National Library of 
Medicine’s Medline Plus website 
(www.nlm.nih.gov/medlineplus) has 
lots of general information on health 
topics and various treatments. There 
is also a useful tutorial on ‘Evaluating 
Internet Health Information.’

If it’s dietary supplements and 
herbal remedies that are your topic 
of enquiry, Medline Plus also has a 
comprehensive guide to their 
effectiveness, usual dosage, and 
drug interactions. 

For information on M.E., you can 
access free high quality advice from 
Action for M.E., including booklets 
and factsheets.  

Finally, the Therapy and Symptom 
Management Guide, recently 
published by the British Association 
for CFS/M.E. (www.bacme.info) is 
worth consulting. It has detailed 
advice on the best use of drugs in 
managing common M.E. symptoms.

Bear in mind however that even 
the best quality general advice is no 
substitute for personalised 
information from a qualified health 
care professional. And don’t forget 
that pharmacists are medically 
trained and you do not need an 
appointment to consult them.

Useful contacts 

NHS Choices
www.nhs.uk 

NHS Choices news
www.nhs.uk/news/Pages/
NewsIndex.aspx 
Twitter: @NHSNewsUK

NHS non-emergency number: 111

Patient
www.patient.info 

Sense About Science
www.senseaboutscience.org/pages/ 
ive-got-nothing-to-lose.html
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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

School raises £1,500 in 
support of former student

Doyle House Bohunt School raised a 
staggering £1,500 for Action for M.E. 
after a busy year of fundraising 
activities, including non-school 
uniform days and penny collections.

Students decided to fundraise for 
us because a former student, Suzy 
Tayler, had M.E. while at the school.

Mr Paul Barry, the school’s 
Achievement Coordinator, said: “I 
am really proud of this achievement 
by Doyle House students for their 
work in raising money for such a 
worthy charity.”

The cheque was presented by 
students Alice Arnold and Ben 
Holland to Chris Cundy, a Trustee of 
Action for M.E.

Whitehouse makes time for M.E.
The Whitehouse Consultancy, who selected Action for M.E. as its pro bono 
client for 2015-16, and volunteered with us at the Great British Beer 
Festival in August, went the extra mile by fundraising in aid of our ‘Make 
time for M.E.’ campaign too.

Every October we ask people across the country to use the extra hour 
gained when the clocks go back to ‘Make time for M.E.’ 

Whitehouse staff members, including Samuel Blainey, Frances Powrie, 
Robert Ede, Declan Mullaney and Mayar Raouf, took part in a company-
wide bake-off. They cooked up a variety of tasty treats, including sausage 
rolls, cupcakes, sponges and pastries.

Not only that, but Frances, Rob and colleague Julia Ogiehor (all 
pictured) also ran September’s Windsor Half Marathon for Action for M.E. 
Together they have raised more than £500.

A huge thank you to the Whitehouse Consultancy, and to everyone who 
took part in our ‘Make time for M.E.’ campaign this year.

New York, New York

Natalie Silmon de Monerri ran the New York Marathon for us on 1 November, 
raising more than £680 in aid of her sister, Simone, who has been constantly 
ill with M.E. for the last three years.

“M.E. has had a profound effect on the lifestyle Simone is able to have,” 
Natalie explained. “She has recently had to make some extremely difficult 
decisions – to leave her job as a translator and online marketer, pack her 
bags, say goodbye to friends, and move back to the UK to try and improve 
her health.”

A big thank you to Natalie for her amazing fundraising and running efforts.

If you know anyone who would like to take part in any fundraising events for 
Action for M.E. please contact our fundraising team (see above).
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We also say a huge thank 
you to:

•	13-year-old Ciara Boyle (pictured 
with her dad), who raised £160 by 
taking part in Pedal for Scotland’s 
55 mile cycle challenge from 
Glasgow to Edinburgh 

•	James Moriarty-Simmonds, who 
ran the Cardiff Half Marathon in 
October, raising £626.39 for us

•	Philip Craddock, Daniel Church 
and Andy Coulson, who took part 
in the first ever Bristol + Bath 
marathon, raising a brilliant £1,571 
to support our vital work.

•	Members of Ramside Golf Club, 
especially Chair Alf Magrs, for 
choosing us as their charity of the 
year and raising more than £4,000!

Creativity abounds for 
M.E. mums 

The understanding that M.E. will 
never conquer creativity inspired 
Brighton’s M.E. Mums group to hold 
an arts and crafts exhibition 
fundraiser this autumn.

A church in central Brighton 
provided a free venue for the middle 
two weeks of September, with work 
on display by people with M.E. and 
their friends and families.

The group welcomed 80 people to 
enjoy a wide range of paintings, 
digital art, prints, cards for sale, 
crafts and delicious home-made 
cakes. Altogether they raised £324 
for Action for M.E. and Sussex and 
Kent M.E. society.

“It also proved a great way for 
people to come together over tea 
and cake in a positive, relaxed and 
affirming environment,” says Anne 
Garrett from M.E. Mums. “And watch 
this space, as the next exhibition 
could be even bigger and better!”

Our Great North Runners

The Great North Run – Britain’s 
biggest running event – took place 
on Sunday 13 September and saw 14 
runners take part in aid of Action for 
M.E., raising more than £4,400 
between them!

A huge thank you to Simon 
Davison, Rebecca Bowes, Graham 
Mearns, Peter Elcoat, Lee Tones, 
Jonathan Beechey, Kim Kyle, Jeremy 
Marsh (pictured), Stuart Allison, Josh 
Brown, Joanne Kemp, Michelle 
Gallagher, Chris Gore and Michelle 
Connor.

Together they raised a total of 
£4,412.63 to help us support people 
affected by M.E., campaign for 
change, and drive and invest in 
research.

Restorative rest fundraising 

Tracey Nicholls, who makes jewellery 
as part of her restorative rest time, 
has kindly donated the profits from a 
recent Christmas craft fair to Action 
for M.E. 

“Getting lost in the process of 
creating allows my body and mind to 
relax,” says Tracey. “The fundraising 
is just because I don’t won’t to profit 
from something I consider a therapy. 
Also, I can’t wear it all and I think 
friends and family have had enough 
of it as gifts!”

Our winter raffle 

You will find tickets for our winter raffle enclosed in this copy of InterAction. 
Please help us raise funds for our vital services by selling them to your friends 
and family. If you sell the whole book of tickets and would like more, contact 
our fundraising team (see opposite) who will happily send them out.

Ride London cyclists raise £9,000 for M.E. 

This year’s Prudential Ride London 100 event, which took place on Sunday 
2 August, saw seven cyclists take on the 100 mile course in aid of Action 
for M.E. Between them they raised an incredible £9,187 – our highest ever 
total for the event.

A huge thank you to all our riders – Matt Driver, James Bowers, Jim 
Clark, Peter Elmes, Hugo Greer-Walker, Keenan Sims-Handcock and 
Richard Barlow (pictured at the finish with his 
wife Liz, who has M.E.) – for their impressive 
fundraising efforts. 

And of course huge congratulations to them 
all for completing the tough 100 mile course.

If you’re interested in taking part in next 
year’s event, or you know someone who is, 
please contact our fundraising team (see 
opposite).
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I’ve had M.E. for 23 years, swinging from bedbound to housebound in the 
early years. It has been a journey of personal discovery and self 
enhancement. 

Although still struggling, I’m so much better and have, albeit small, a life 
I’m happy with. I know the devastation this cruel illness can cause. I am 
now able to share my experiences in the hope they will help others to have 
a greater understanding of this confusing illness.

There are so many people in the midst or just beginning their M.E. 
journey, a road full of painful potholes, steep mountains, sickeningly dizzy 
descents, sweat-filled ditches and unexplained stop signs. We all might 
have started out as shiny sports cars, but inside we feel like clapped out 
old transit vans, running on a mini battery with a dodgy dynamo. 

Please don’t give up hope; positive thinking is our greatest tool. Staying 
calm, patient and learning to kiss things goodbye without guilt or regret 
all helps. Listening to your body and pacing will eventually help 
malnourish the strength of your M.E. The nature of the illness is two steps 
forward one step back; it’s painfully difficult but hang on in there.  

Keep your precious sparkle safe, it’s worth it. Because of the cruelty my 
M.E. has inflicted on me, I now cherish every small moment of normality 
and for that I am grateful. There is a future.

Lorraine Close

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

Star letter

A journey of personal discovery

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.

Empty nest syndrome

I would like to request some advice 
from other readers on the subject of 
empty nest syndrome, ie. how to 
handle it when your children leave 
home. 

My son is nearly 16 and he has 
been an excellent friend and moral 
support to me so I’m not sure how 
I’ll cope when the time comes. I have 
read on the subject and the 
suggestions seem to focus on 
throwing yourself into a new/current 
career or activities and keeping 
relentlessly busy – not first choice 
options for many people with M.E. 

Do any readers have more gentle 
suggestions, practical or emotional, 
on how to approach this?

Lynn Thompson 
Box no 4934

Blood clotting and M.E.

I read with interest the recent ‘Dear doctor’ article about blood platelet/
clotting function (InterAction 90, p 37). At the end Dr Miller said: “There is no 
association to my knowledge between having M.E./CFS and having abnormal 
clotting/platelet function.”

I was also interested to read about the latest rituximab trial in Norway (p 16). 
I have a blood condition called essential thrombocythaemia (ET), a rare 

chronic blood disorder characterised by the overproduction of platelets. I 
also have M.E./CFS (confirmed by a specialist).

My ET is treated with a drug called hydroxycarbamide, but some people 
are treated with… rituximab. So I wonder if there is in fact a link between 
M.E./CFS and ET?

Mary Belcher
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Database for M.E.

Two readers have written in about whether there’s a database 
of M.E. patients.

Ed: Thanks Gerry and Richard. Action for M.E. provided funding so that a 
patient outcomes database, developed by the University of Bristol, could 
be expanded to form a National Outcomes Database (NOD) for 
England. The NOD combines data from 33 clinical teams in England. It is 
now the largest single database of M.E./CFS patients in the world, 
providing the potential infrastructure for large scale biomedical and 
treatment studies. We have also funded the M.E./CFS Disease Register. 
The data from participants has recently been statistically analysed, and 
we are hoping a paper will be published soon.

I wondered if there was a proper 
database anywhere where 
information about sufferers was 
collated? So far the profiles I’ve 
seen of typical sufferers seem 
chaotic and very scant on detail 
but certain traits appear common 
so I wonder if a common link might 
have been overlooked? 

It could be everything from skin 
colour to migraine sufferer. If 
identified, these might alert others 
who could be ‘at risk’ as early 
diagnosis would obviously be 
preferable – and perhaps it might 
point us to a cure?  

Gerry Vincent

My view is that in parallel with 
medical research, Action for M.E. 
should invite and monitor their 
entire database to put forward any 
data they think helps in the 
disease. 

Only when some bright spark 
spots some tiny correlation does 
this lead to later calls for controlled 
randomised trials.

I imagine you are the only 
people with a national M.E. 
database hence it is worth realising 
the lead on these things cannot 
come from elsewhere, hence a 
huge burden of responsibility to 
make the right calls.

Richard Simmons

Caring for someone with 
M.E. with M.E.

I was diagnosed this summer, my 
husband about four years ago. We 
wonder how common this is, couples 
both having M.E.? 

We avoid telling people we both 
have the illness due to scepticism. 
My husband has been brilliant but I 
can see the toll it takes on his own 
energy levels. Our lives are 
completely dominated by M.E. and 
financially things have become 
difficult. 

On the plus side I have seen how 
his health has improved over time 
with appropriate management, and 
this encourages me to think positively 
about my own possible future.

Lucy 
Box no 4935

Catching mist with a sieve

Using my bed-day to read the latest 
copy of InterAction. I love ‘catching 
mist with a sieve’ by reader Andrea 
Mardon @actionforme

@felicity__scott 

Shop with Sainsbury’s

One way I help to support  
@actionforme is to use my 
RaisewithSainsburys Shopping Card. 
Sign up here to get yours:  
www.raisewithsainsburys.com 

@CaraReay, via Twitter

Severe M.E. exclusion 

I’m just writing to have a moan. 
When there are stories about M.E. in 
the news, on TV and in the press 
(lately), can someone (spokespeople) 
point out that these ‘trials’ run by 
psychologists never include people 
with severe M.E. This automatically, 
at least partially, invalidates their 
results, as the trial participants are 
selected on the basis of being able 
to take part.
No one ever seems to point this out. 
(Sorry if anyone did and I missed it).

Judy Smith

Ed: Many thanks for your letter, Judy 
– you make a very valid point. In our 
statement in response to the 
coverage of the latest PACE follow-
up study (see box on p 12), we did 
state that people with severe M.E. 
were not included in the trial – and in 
fact there is no evidence base in 
relation to treatment or 
management for this group. We will 
continue to make this point wherever 
we can.

Sad passing

I wanted to let you know that my 
mother, Brenda Thomas, passed 
away peacefully on 3 November 
2015. Although sudden, she had 
suffered with M.E. for many years 
and was housebound. Thank you, 
InterAction readers, for your 
correspondence. The Christmas 
cards and letters of support she 
received helped her greatly.

Lee Thomas



Rules for Living

I recently went to see Rules for Living 
at the National Theatre in London. It 
was an excellent production except 
for one thing.

One of the minor characters, a 
youngish daughter, was meant to be 
upstairs in bed throughout almost 
the entire play. From what I 
understood she was not eating much 
and was also unable to come 
downstairs because of chronic and 
disabling tiredness. It seemed the 
other characters did not wholly 
believe her symptoms. At the end of 
the play she appears and states that 
she will go out and climb “the hill” 
the next day.

I wrote to Stephen Mangan (an 
excellent actor and one of the 
protagonists) and also the writer/
producer, care of the National 
Theatre. I explained that I had M.E. 
(from which the girl was meant to be 
suffering) and that no bed-ridden 
person with this illness could 
possibly get up and decide to climb 
a hill. I did not receive a reply from 
either party.

The play was about the badly 
fractured relationships within the 
extended family and I assume the 
girl’s positivity was meant to indicate 
a better future, but I strongly felt that 
most of the audience would believe 
that her decision was actually 
physically possible and that, 
perhaps, M.E. was all in the mind.

I just thought I would let you know 
of my disappointing experience.

Joanne Thompson

In the last issue we talked about our ongoing work with 
pharmacist Emily Beardall. This prompted two readers to 
share their experiences.

Many thanks for the latest 
magazine. I am enjoying slowly 
looking at it. You were asking for 
tips to help us remember to take 
medication/supplements 
(InterAction 90, p 38). Here are 
some I use:

•	 If taking morning and evening 
medications/supplements, try 
using different supplement 
boxes. I used to use a weekly 
strip and a weekly seven-sided 
supplement box. Different 
shapes and/or colours worked 
for me. I have to have days of the 
week labelled. Either M, T, W 
etc, or Mon, Tues, Wed etc.

•	 I then had to buy larger 
supplement boxes, and I found 
some lovely, very large, clear, 
weekly strips at Boots. Clear 
plastic works better for me so 
that I can see the contents. I 
could get them all in one weekly 
strip but I decided to use two 
strips. I keep them both together 
in the door of my fridge, but 
always place the morning one on 
the left, and the evening one on 
the right.

•	Have a routine – always take 
medications/supplements at the 
same time and place. Leave 
notes by the kettle or wherever 
you will always go, eg. “Have 
you taken your supplements?” 
Or just “Supps?”

Elspeth Davidson

In the last issue you asked for 
comments on how your pharmacist 
has helped you (InterAction 90, p 
11). My local pharmacy team 
(based at Boots) are great. 

They deliver my medication, 
always with a smile. Occasionally 
they take any unwanted 
medication back for disposal. The 
pharmacist gives me telephone 
guidance on medication, 
especially where a certain drug 
comes in many forms, shapes and 
sizes. 

I don’t tolerate capsules so get 
advice on alternative forms, and 
whether or not a tablet must be 
swallowed whole or can be cut to 
reduce size and side effects. I’m 
also guided as to whether I need 
to see a GP to alter a dosage of 
prescribed medication. 

All this without leaving home. I 
think the pharmacy staff are great!

Jenny Moore

Hypermobility or M.E.?

I am a long-time member of Action for M.E. and volunteered in the past, 
setting up the first website some years ago.

My diagnosis has now changed to Joint Hypermobility Syndrome (JHS)/ 
Hypermobility Ehlers-Danlos Syndrome (HEDS). 

The more I connect with the JHS/HEDS community the more I see that 
many people with JHS/HEDS have waited years for a correct diagnosis and 
many are initially told that they have M.E./CFS or fibromyalgia, just as I was. 

I feel that it is important that awareness of JHS/HEDS is raised in the M.E./
CFS community.

David Johnson
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Is it smart to get a phone?

The ‘Get Connected’ article by Glen 
Buchanan in the last issue 
(InterAction 90, p 21), was excellent 
guidance and advice. Would you 
consider doing a similar one for 
mobile phones? Or do you think I 
might be the only M.E. sufferer who 
has let this sort of technology pass 
them by? 

I’ve always said I don’t need a 
mobile phone because I’m not 
mobile, being pretty much 
housebound for the last 11 years, 
but I’m beginning to think I have to 
take the plunge because smart 
phones now do so much more than 
make phone calls.

Thanks so much for all you do.

Genevieve Terry

How I cope with disbelief

Our ‘Standing up to disbelief’ 
article (InterAction 90, p 35) 
prompted Jackie to share her tips.

•	 I don’t tell people I have M.E. 
unless I know them well enough to 
judge what their reaction will be. 
But if pushed, I say that I have a 
form of M.E. which is severe. This 
often disarms sceptics. Then I tell 
them how you just get sweeping 
generalisations in the media.

•	 I try to throw in as many 
complicated medical terms as 
possible (helped by my doctor) eg 
orthostatic tachycardia, 
mitochondrial dysfunction, 
ischaemic pain etc.

•	 I do not try to give an explanation 
for the whole of M.E. as I think that 
is what causes the problem.

•	 I also say it has little to do with 
fatigue. I think words like fatigue 
trivialise the illness and exercise 
intolerance invites ridicule. 

•	 I also say how much biomedical 
research is showing us now, after 
years in the desert when M.E was 
hijacked by the psychology 
brigade, and what a relief this is – 
but that it will take the NHS time 
to catch up.

•	 I also talk about how terrible it is 
that people have died because of 
all this wasted time and money.

This approach seems to work quite 
well as it soon baffles people and 
makes them aware of how little they 
actually know and of how arrogant it 
is to have an opinion unless you are 
well informed. (I don’t actually say 
this but it could be an option).

I don’t talk too much about what I 
can and can’t do because people 
usually judge it according to their 
own experiences, pointing out what I 
am doing wrong or just ridiculing me.

Once a person has an “all in the 
mind” mind-set then anything can 
be fitted into this. So I try to 
circumvent this by not giving them 
ammunition and by making it as 
complicated as possible.

My aim is to gain respect without 
having to explain and justify every 
little detail, like other severe and 
disabling illnesses.

I am lucky enough to have a GP 
who knows that lack of knowledge 
and limitations of tests does not 
mean something is psychological.

Jackie Adam

Stories of recovery

The magazine is very helpful in lots 
of ways but both my sister and I find 
that there is not enough about 
recovery as opposed to illness.

I’ve been reading a book called 
The Power of Now which has helped 
me enormously. One of the 
strategies is:
1.  “Don’t give it a past” 
2.  “Don’t give it a future”
3. “Don’t give it a name.”

Juliet Hogg

Ed: Thanks for your feedback Juliet. 
We always aim to strike the right 
balance in each issue of InterAction, 
but we’ll certainly try to include a 
positive story of recovery in a future 
issue. In the meantime, here’s a letter 
from a reader about her experience:

There is hope

I had M.E. very early on, in the days 
when doctors were denying that it 
existed (yuppie flu etc). I was in my 
mid-50s and had been nursing my 
mother with shingles. A fortnight 
later I suffered a brain inflammation 
illness. I lost the ability to remember 
words for two weeks, but this 
gradually came back. However, I 
suffered excruciating headaches, 
and as I am also a migraine sufferer, I 
know how to rate excruciating! 

I wanted to throw myself out of the 
window and land on my head. There 
was no treatment, other than pain 
killers, for which I was truly grateful. I 
had indomethacin suppositories. 

I continued working for some time 
(I was a psychiatric social worker) but 
eventually gave up my job, and 

spent half my time in bed unable to 
move. If I felt better and went for a 
little walk with my husband, the next 
three or four days were spent in bed 
recovering. 

I went to acupuncture which 
helped, as did having a great family 
(fortunately grown up at that time). 
NO I was not suffering from 
depression (though who could 
blame me if I had been?). The worst 
part took three years, but did not 
completely disappear for another 
five. 

I am now 82 and reasonably fit, so 
there is hope. 

Diana Tidley
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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

Kick Scooter
I have just bought a kick scooter and 
it has helped me no end. It takes half 
the energy of walking and you get 
there much quicker. Previously I 
couldn’t make it to the bus stop 
(about quarter of a mile) but now it’s 
just about do-able, so almost 
life-changing really.
Juliet hogg

Phone credit limits
Check credit limits with your phone 
companies (landline/mobile). I was 
left with a nasty phone bill, as every 
customer is allocated a £50 credit 
limit – without being consulted. It 
was 50% of my weekly ESA.
InterAction reader

M.E. forms
I have set up a website for people 
with M.E., and healthcare 
professionals treating people with 
M.E., to provide assistance with 
managing the illness. There are 
forms, charts and diary templates 
which can help you to manage your 
time and, more importantly, your 
energy. Find out more at  
www.meforms.org 
sue Lorkins

Super Sainsbury’s 
I order my groceries by phone from 
Sainsbury’s and think the service is 
great. The assistant store manager of 
my local branch has been very 
understanding and sincere, without 
even knowing much about M.E. She 
is arranging for the driver to stay a 
little longer in the future to allow 
time for substitutions etc. The driver 
will also unpack the shopping and 
put it away if you ask. The message I 
get from Sainsbury’s is that they care.
InterAction reader

Ed: That’s great that you’ve had such 
a positive experience with 
Sainsbury’s. For readers who don’t 
know about this service, you can 
place a phone order by calling 0800 
328 1700. First select ‘Online 
groceries,’ then select ‘Place or 
amend an order over the phone.’ 
There is a small fee.

Staying cosy
Searching for a heated blanket to 
keep the chills off this winter? I have 
a Homefront luxury throw (01977 
521986; www.homefrontproducts.
co.uk). I got it last winter. I love it very 
much :-D
Freerangecat, m.e. Friends Online 
forum

Leave a legacy
I saw the article in the latest edition 
about remembering Action for M.E. 
in your will (InterAction 90, p 41). By 
coincidence I spotted a newspaper 
article about a new digital legacy 
platform called Lexikin (0208 720 
7428; www.lexikin.com). I don’t think 
I would feel happy about so much 
personal info being stored online 
but many are, and perhaps it might 
help Action for M.E. receive some 
donations after someone dies? 
Bob

Free e-books
On your district/regional library 
website (if your library is set up this 
way) you can download free e-audio 
books and e-books. Also, in my 
region we can use the Zinio app via 
the library to download free 
magazines, from cycling to craft and 
yoga to Good Housekeeping.
Kate, m.e. Friends Online forum

Contact
Silver Line calls and letters
Has anyone heard about Esther 
Ranzten’s Silver Line Telephone 
Friends service (0800 470 8090;  
www.thesilverline.org.uk). They also 
do a letter writing scheme, which 
might be nice for some people with 
M.E. to join as volunteers or letter 
recipients. I have joined as a 
volunteer letter writer and have just 
sent off my first letter.
Lynn thompson

Southend support?
Do you live in Southend? Can you 
contact me and tell me how you get 
on there in terms of M.E. and the 
community in general? I am thinking 
about moving there.
InterAction reader
tel: 0208 958 4236
Box no 4936



interaction 91 christmas 2015    47

Local support groups
Worcestershire 
Worcestershire M.E. Support Group 
is for people affected by M.E./CFS, 
PVFS or fibromyalgia within 
Worcestershire and the surrounding 
areas. Support group meetings are 
held in Droitwich, Kidderminster, 
Malvern, Pershore and Worcester. All 
people with these illnesses (and their 
carers, friends and relatives) are 
welcome to come along to these 
informal gatherings where a library 
of relevant books and useful 
information is available. There are 
also regular group lunches at 
locations throughout the county.
tel: 01886 888419 
email: worcsmegroup@yahoo.co.uk

Surrey
Escape From Reality is a new, fun, 
interactive group for anyone over 
the age of 18 with M.E./CFS or 
fibromyalgia living in Surrey. The 
group is free and gives everyone a 
chance to introduce themselves by 
writing a profile with their interests 
and hobbies. Other members are 
then able to look through the 
profiles and request to be friends 
with others based on similar 
personalities and interests. There is 
also an Epsom Group for members 
living in Epsom or the nearby 
surrounding areas. 
www.facebook.com/surreymegroup

Bristol
Bristol M.E. Support Group (BMESG) 
is a patients’ organisation run by 
people with M.E. The group was 
formed in 1987 and has a 
membership of about 200 people, 
drawn from both Bristol itself and 
the surrounding local areas. The 
group offers monthly social meet-
ups in the city centre and Fishponds, 
as well as neighbourhood link 
groups in other areas (including Bath 
and Frome). There is also a monthly 
watercolour painting group.
tel: 07443 475 474
email: andy.rees@tesco.net
www.bristolmesupportgroup.
wordpress.com

South East London
SE London M.E. support group is 
celebrating its 25th anniversary. The 
group meets every second Saturday 
of every month from 2.30 - 5.30pm, 
and has monthly Friday lunch clubs 
and various other activities, including 
meditation and hydrotherapy.
tel: 020 8771 2490
email: selmesg7@gmail.com
www.selmesg.org

Dumfries and Galloway
Dumfries & Galloway M.E. Network 
is a charity registered in Scotland, 
supporting people with M.E./CFS 
and fibromyalgia. They have regular 
monthly meetings in the middle of 
Dumfries on the first Thursday of 
every month, and occasional ones 
elsewhere. Their website is currently 
under construction but hopes to 
provide a forum for people to 
socialise, swap information and 
support each other.
tel: 07437 602610
www.dgmefm.org.uk

East Midlands
M.E. Positive East Midlands offers a 
regular newsletter with details of 
helplines, social events, medical 
research and treatments. The group 
also puts local people with M.E./CFS 
in touch with each other by phone or 
email, and through organised social 
events.
email: mepositive@hotmail.co.uk

Glamorgan
M.E. Support in Glamorgan (known 
as MESiG) supports people with 
M.E./CFS and fibromyalgia, and their 
families and carers. Support group 
meetings are held at 11am on the 
first Monday of the month in 
Llanishen in Cardiff. The group can 
also offer email support and in some 
cases telephone support for those 
further afield who wish to get 
involved. Everyone is welcome.
tel: 02920 762347
email: mesig@hotmail.co.uk
www.mesupportinglamorgan.co.uk

Last 
posting 
dates
To ensure your mail arrives in 
time for Christmas, send it by:

•	Saturday 19 December for 
second class and Royal Mail 
signed for

•	Monday 21 December for first 
class and Royal Mail signed for

•	Wednesday 23 December for 
Royal Mail special delivery 
guaranteed.

Tel:  03457 740 740
www.royalmail.com/greetings

Research studies
Lancashire
The University of Central Lancashire 
is conducting a research study to 
test a new method of diagnosis for 
patients who have symptoms of 
M.E./CFS. The research team is 
seeking volunteers aged 18-60 who 
have been diagnosed with M.E./
CFS, as well as people to act as 
controls who have no immediate 
family member with the illness. 
Volunteers will undergo a physical 
examination of the head, back and 
chest. The process will take about an 
hour and will be conducted at 
Wrightington Hospital, Wigan. 
Contact the team to find out more.
tel: 01772 894549
email: abradley6@uclan.ac.uk
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Giveaway
Win one of our three fantastic prizes!

Our Really useful for M.E. campaign (see p 6) is all about highlighting 
the things you find useful – and helping you obtain them as cheaply as 
possible.

To launch the campaign we are giving away three fantastic prizes:

•	first prize is a Glamstick walking stick (www.glamsticks.co.uk) 
exclusively designed in our logo colours

•	second prize is a custom-made SpokeGuard (www.spokeguards.
co.uk) for your wheelchair, featuring our logo

•	 third prize is a set of Xtenex elastic laces.

How to enter

You can win these great prizes by: 

•	opening the PowaTag app on your 
smartphone and scanning the tag 
(right)

•	emailing your name and address to 
interaction@actionforme.org.uk with 
‘Giveaway’ in the subject line

•	or sending your name and address 
on a postcard to ‘Really useful for 
M.E. giveway’ (our address is on 
page 2).

Terms and conditions

The Promoter is Action for M.E., 42 Temple Street, Keynsham BS31 1EH.

Draw closes at midnight on Friday 29 January 2016. Winners will be notified via 
telephone or email. The prize consists of an exclusive Action for M.E. Glamstick or 
custom-made SpokeGuards or Xtenex laces. Full details of the prizes will be given in 
writing upon request.

The sending of the prizes will be confirmed by Action for M.E.  

Entrants must be 18 or over. 

Winners may be required to take part in or co-operate with publicity. Winners agree to 
keep confidential any knowledge about Action for M.E. charity, its organisation and its 
personnel received by them as a result of the free prize draw.

No cash alternative is available and all prizes are non-transferable and non-refundable. 
Prizes are not for resale and cannot be used for commercial use or use in further 
promotions.

The prize winner will be selected at random by Action for M.E. Their decision is final in 
every situation and no correspondence will be entered into.

Action for M.E. will not pass your personal details to any other organisation without your 
permission, except for the purpose of awarding your prize if necessary.

Use of false name or address, ie. name, by which the entrant is not usually known, will 
disqualify them from receiving any prize.

Action for M.E. reserves the right to amend these rules at any time. 

Entering implies acceptance of these rules.

The deadline for entries is Friday 29 January 2016. 
Good luck!
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York M.E. Community was launched 
in September 2015 by Bill Clayton, 
who has had M.E. for more than nine 
years. The aim of the group is to be 
a community, as Bill appreciates that 
people with M.E. have often lost the 
social groups they once had, 
whether in work, sport or just going 
out with friends. 

“Like many people I led an active 
work and social life before this 
beast,” says Bill. “I used to run 
marathons for charity, but now I 
need a stick to walk anywhere. Over 
the years M.E. has taken a lot from 
me and finally in January I could no 
longer work even in a part-time 
role.”

Bill explains that York M.E. 
Community wasn’t necessarily set up 
as a group that would have physical 
meetings: “It was to be somewhere 
for those unable to get out of the 
house to have an online meeting 
place. That said, our members had 
their first coffee morning [pictured] in 
October, and aim to run these every 
month.”

There were more than 30 
registered members in the six weeks 
since the launch in September, 
although this is not a true figure of 
how many people make use of the 
website. “People in the York area 
and worldwide tell me they prefer to 
sit in the background and pop in 
now and then to read what’s going 

on, but don’t want to commit to 
registering,” says Bill.

Bill’s aim is to provide the local 
support that people with M.E. need. 
“I wanted this to be a local, 
community site,” he says. “A corner 
shop where Agnes might bump into 
Betty for a chat about the soaps on 
TV last night, or where Arthur can 
chat with Bert about the football.”

More than just M.E.

Bill is also keen to stress that York 
M.E. Community is about more than 
just M.E. “Although it’s a place 
where carers and friends can come 
to learn more, it’s where those of us 
dealing with it can escape for a little 
while and be our old selves, and not 
be defined by an illness,” he 
explains.

The group also aims to empower 
and enthuse people with M.E. “It is 
not a site where we come just to 
moan about our lot!” says Bill. “We 
are all in the same leaky boat and it’s 
important to take the next step 
forward by saying, ‘Ok, I’ve got M.E., 
but it hasn’t got me.’” 

Linked to this, Bill encourages 
people to use what energy they have 
to raise awareness. “If we could all – 
that’s family and friends too – tell 
one new person a month about 
M.E., we will be making a 
difference,” he says.

A positive frame of mind 

Bill has some simple advice for 
anyone thinking of setting up an M.E. 
support group or website: “Give your 
members a reason to come back. 
Keep it light and welcoming.” 

He adds: “Also, it’s too easy for 
everyone to spend their time just 
comparing how ill they are compared 
to others,” says Bill. “M.E. ‘Top 
Trumps’ is confined to the ‘Rant and 
Gripes’ section, so that we can all try 
and lift ourselves by coming from a 
positive frame of mind – although 
with an understanding of how 
difficult that can be.”

For Bill, the fact that members are 
so ill can be challenging. “Their 
energy levels are low so you can’t 
expect them to be constantly on the 
site chatting away, but you can keep 
the site alive in other ways,” he adds.

And the most rewarding thing? 
“That was when members of the 
group got themselves together for a 
coffee morning,” says Bill. “They put 
their limited energy and effort into 
getting to an event that they knew 
would cost them later. 

“I know everyone found it 
worthwhile and were so happy to 
have been able to meet like-minded 
people and make new friends; 
something that would not have 
happened without the Community 
being set up.”

spotlight on…

York m.e. community

Contact details
York M.E. Community
bill@york-me-community.org 
www.york-me-community.org 

Action for M.E.’s online services 
directory lists local support groups 
across the UK, plus other services 
such as specialist M.E./CFS clinics. 
Visit www.actionforme.org.uk or 
contact us (see p 2) for more 
details.
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Every December, at the art centre in 
the town where I live, there is a 
one-off screening of It’s a Wonderful 
Life. Mulled wine and mince pies are 
included in the price of admission, 
making it the ideal mid-afternoon 
treat in the week before Christmas.

I have banned myself from going. 
Why?

Well, because before the titles 
have finished rolling I’m in tears, 
resulting in a splitting headache for 
the duration of the film. The reason 
I’m crying is because I know what’s 
coming and that it is one of the 
loveliest, most uplifting films of all 
time.

If you have never watched it, I urge 
you to do so. The central character, 

played by James Stewart, 
has reached the end of his 
tether, seeing the life he 
planned fall apart, and 
feeling that he is a total 
failure. Since this is a 
Frank Capra film, his 

desperate plight is 
tempered by the arrival of an angel, 
called Clarence.

There is something so 
quintessentially Christmassy about 
angels, from the tinies in their school 
nativity plays, to those we place 
topmost on our trees, to those that 
scared the bejeezus out of the 
shepherds, with their message of 
peace on earth and goodwill to all. 

Action for M.E. knew, clearly, that 
angels are messengers, which is why 
they created their own Christmas 
Angels.

The idea behind this project is 
simple. People with M.E. can send 
festive cards to other people with 

M.E. Those that I received last year 
were cheery and their messages 
supportive. One stood out for me, 
because the writer’s words echoed 
my own feelings. She wrote that we 
are so much more than our illness.

It’s true. I refuse to be defined by 
the disease. I have M.E., but I am 
me. Since this message is so 
positive, I wanted to pass it from her 
to you, dear reader; you know it 
already, but it’s good to be 
reminded every once in a while.

Unique as snowflakes

So who are we then, the hundreds of 
thousands of us, affected by this 
illness? We are siblings, parents, 
grandparents, cousins, friends. We 
love DKNY. In 1977 we placed an 
each-way bet on Red Rum. We’re 
terrified of pigeons. We drive a 
hatchback.  Prosecco is our favourite 
drink. We quilt (but not after the 
Prosecco). We are argumentative 
(especially after the Prosecco). When 
we were eight, we won a goldfish. 
We grow prize-winning onions. 

We play our vinyl collection 
regularly. We’ve sat shiva for our 
uncle. We have our own Twitter 
account – and 37 followers. 

We make a mean chicken tikka 
masala. We keep that pair of size 12 
trousers – just in case. Our favourite 
hijab is by CK. We love the feel of 
fresh cotton sheets. We’re obsessive 
about Game of Thrones. We believe 
that Curly Wurlys and Waggon 
Wheels were larger when we were 
younger. Every Friday we have a fish 
‘n’ chips supper. We’re members of 
the Magic Circle.

We watch box-sets when we can’t 
sleep. We are under-tens, we are 
tweens and teens. We upload our 
songs on YouTube. We are old 
enough to remember – delete where 
applicable –Teddy Boys/ 
Beatlemania/New Wave/Live Aid/
Britpop. We agree with Luther 
Vandross that the best things in life 
are free, but we know that the best 
things in life aren’t things.

We are determined. We know 
what matters. We take joy in simple 
pleasures. We know who our real 
friends are. We accept that life didn’t 
turn out as expected. We cry, rage 
and hate it all – but we can still smile 
when we watch cats on the internet.

Yes, dear reader, the people who 
live with this disease are as many 
and varied as the snowflakes that 
drift earthwards from a winter sky. 
And each one of us has our very own 
Clarence, be it the postie who rings 
the bell and then waits for you to get 
to the door (I know!) or the friend 
who brings flowers when it isn’t your 
birthday. 

We all have 
them, our human 
angels, who may 
not have wings or 
be clothed in 
robes of white, but 
whose halos shine 
very brightly 
indeed. 

So to them and 
to you, I raise a glass of non-
alcoholic mulled wine and wish you a 
very M.E.rry Christmas.

“the people who live with this disease are as many 
and varied as the snowflakes that drift 

earthwards from a winter sky.”

the last word
Our very own Christmas Angel Patsy Quinn ponders 
the uniqueness of each and every person with M.E.



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.



Planning a New Year clear-out?
You can support us by donating unwanted clothes, 
jewellery and mobile phones. We can also recycle your 
used inkjet cartridges.

For more information on how we can turn your unwanted 
items into vital funds please contact our fundraising team 
on 0117 937 6626, email fundraising@actionforme.org.uk  
or write to us at Action for M.E., 42 Temple Street, 
Keynsham BS31 1EH.

Action for M.E. staff, volunteers 
and Trustees wish you a happy 
Christmas and a peaceful 
New Year.

The Action for M.E. office will close 5pm 
Christmas Eve and reopen 9am Monday  
4 January. 

Our Welfare Advice and Support Service 
will close 4pm Monday 21 December. and 
reopen 10am Monday 4 January.


