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Pictured on the cover of the report are:
• one of our 2015 Great North Run fundraisers, Jeremy Marsh
• media case study Sharon Blake with BBC Radio Bristol presenter John Darvall and
our Chief Executive Sonya Chowdhury
• PhD student Gina Rutherford, funded by Action for M.E. and Newcastle
University’s Faculty of Medical Sciences to undertake a research study into muscle
dysfunction in M.E.
• volunteers from Vail Williams, fundraising for us at the 2015 Great British Beer
Festival, where we were charity of the year
• our medical advisors Prof Julia Newton and Dr Gregor Purdie
• Action for M.E. volunteer Catherine Hale, talking about her experience of M.E. at
our Speaker’s House event at the launch of our new five-year strategy – you can
read her story on p 7.
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How we made a difference 2015–2016
18,000 visits
Received 557,600
visits to our Online M.E.
Centre to access critical
information, advice
and support

More than

33,600

downloads of
key factsheets
and booklets

We provided one-to-one
information, advice or
support more than
3,130 times by
telephone and/or email

Transformed
employment support
through our innovative
pilot, SEE M.E.

We launched

to our services
directory to find
local support
groups and
specialist NHS
services

Our letters, articles
and case studies
appeared in the press

470 times

including five TV
interviews

Partnered with Avon
and Bristol Law Centre
to provide
legal casework

4

Facilitated selfmanagement for
people affected by
M.E. through our
Living and learning
with M.E. project

new projects

Launched Mentor
M.E., our five-year
peer-mentoring
project in Scotland

3 Action for M.E. Trustee report and accounts 2015 – 2016

More than 150
GPs increased
their knowledge
of M.E. by
taking part in
our webinar.

A word from our Chair
Our achievements over the last year,
working with people affected by M.E.,
have been inspirational and have
created a strong foundation for our new
five-year strategy for change.

We are only able to achieve what we do
for people with M.E. because of our
fantastic supporters, donors and
volunteers, as well as our critics, who
challenge us to do even better.

As I come to the end of my six-year term
of office as the Chair of the Board of
Trustees, I am proud to reflect on how
the charity has grown and developed.

Although my time is up, this is a hard
organisation to leave, so I am delighted
to have been offered the opportunity to
become a Patron of Action for M.E. This
will enable me to continue to contribute
– after all, as you read this report, you
will see that there is still much to be
done. I relish the opportunity to support
both my successor and Sonya tackle the
challenges ahead.

We have:
• transformed our capacity to deliver by
building a team of strong Trustees,
Chief Executive and staff
• radically improved our finances and
fundraising capability
• raised our stature and national profile
and now consistently punch above our
weight
• taken great strides towards creating an
inclusive and collaborative UK-wide
community focused on the needs of
people with M.E.

Alan Cook CBE
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“We are only able
to achieve what
we do for people
with M.E. because
of our fantastic
supporters,
donors and
volunteers, as well
as our critics, who
challenge us to do
even better.”

Our milestones 2015-2016
It is difficult to single out activities from
the many we have undertaken
throughout the year, but there are three
in particular that I would like to
celebrate.
The first is the launch of our new Online
M.E. Centre, designed and developed
with people with M.E. to better meet
need and be as accessible as possible.
Secondly we opened the doors of our
innovative employment support project,
Support, Empower and Employ M.E.
Thirdly, we achieved a significant
increase in public awareness work, which
included five TV and 27 radio
appearances, and supported a number
of people affected by the illness to share
their story as part of a very successful
social media campaign, Hidden faces
of M.E.
We continue to consult with people
affected by M.E. to inform our work, and
our Patient and Carer Reference Group
has supported a number of our
initiatives. We have developed stronger
relationships with local groups,
especially in Scotland where we have
secured funding for a new five-year peer
mentoring project, designed in close
collaboration with people with M.E.
Our Close to collapse report identified a
significant lack of access to support and
care for people with M.E. and initiated
an ongoing inquiry by the All Party
Parliamentary Group on M.E. Our work
has been enhanced by our corporate
partnerships with Whitehouse
Consultancy, Britannia Construction and
CAMRA through its Great British Beer
Festival.

At our AGM in November, we welcome
new Chair, Jonah Grunsell, as Alan
Cook’s term of office comes to an end.
Alan has made a significant contribution
to the development of the charity during
his six-year term of office and I have
hugely valued his support and
challenge. I am delighted that Alan has
agreed to continue supporting the
charity by becoming a Patron.
Jonah joins us with a wealth of
experience and insight in business, the
third sector and international health
policy work. Alongside his management
consultancy company, Jonah is a shareholding partner in a company which
owns a restaurant and bar in London and
has sound Board expertise. I very much
look forward to driving Action for M.E.’s
work forward with our new Chair.
As we approach our 30th anniversary in
2017, we reflect on the increase in public
awareness of M.E. over the years, but
must ask the question: what real change
has taken place? The answer is simply:
not enough.
M.E. has a devastating impact, stealing
lives from those it affects. Our new
five-year strategy seeks to end the
ignorance, injustice and neglect
experienced by people with M.E. and
sets out how we will create the potential
for significant change at an individual,
local, national and international level.

Sonya Chowdhury
Chief Executive
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“As we approach
our 30th
anniversary in
2017, we reflect
on the increase in
public awareness
of M.E. but must
ask the question:
what real change
has taken place?”

Our vision is a
world without M.E.
Our mission is 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.
There are 250,000 people in the UK with
M.E. (also called Chronic Fatigue
Syndrome or CFS by some) and many
more children and families affected by it.
M.E. is a neurological long-term
fluctuating condition that can affect any
one, at any time, and can devastate
lives. Symptoms vary considerably and
change over time. Approximately 25% of
people with M.E. are so severely
affected that they are house or
bedbound and remain severely ill for
many years, even decades.
M.E.’s defining feature is post-exertional
malaise, the body’s inability to recover
after mental or physical activity, which
leads to a flare up in symptoms. These
can include severe and persistent
fatigue, chronic pain, sleep disturbance,
cognitive difficulties, inflammation and
autonomic dysfunction.
Many people experience a lack of
support, find access to services
challenging and face a considerable lack
of understanding about the illness. The
impact of M.E. is far-reaching, with
significant cost to individuals and the
economy, with many professionals
struggling to meet the needs of those
affected by it.

Our values
Shared values are held with high regard
in our organisation and reflect how we
seek to work with our supporters,
partners and other key stakeholders.
They reflect the attitudes, beliefs and
behaviour that we value in each other
and underpin our approach and culture.
• Empathy: the majority of our Trustees
have direct experience of M.E.
themselves. Their strategic leadership
will set the parameters that reflect this
intrinsic empathy and instil this value
into all staff and volunteers who do not
have such direct experience.
• Clarity: we will be clear and
transparent about what we’re doing,
why we’re doing it and how we’re
doing it.
• Courage: we will have the moral
courage to campaign openly on behalf
of people affected by M.E. and to
state our evidence-based policies,
regardless of how unpopular this may
make us.
• Collaboration: we will work
collaboratively and inclusively with
others to create capacity and achieve
the level of transformation needed.

Public benefit
The charity’s purpose, which remains
unchanged and is set out in the
Company’s Memorandum and Articles
of Association, is for the relief of people
suffering from the disease M.E. and to
provide information, advice and support
to promote public education and
research into the disease. The Trustees
routinely consider how our resources can
be most effectively used to further our
charitable objectives for the benefit of
the public.
The Trustees refer to the Charity
Commission’s general guidance on
public benefit when planning the
charity’s work and developing the
organisational strategies to ensure that
our planned activities contribute to our
aims and objectives set.
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“The impact
of M.E. is farreaching, with
significant cost to
individuals and
the economy,
with many
professionals
struggling to meet
the needs of those
affected by it.”

Action for M.E. volunteer,
Catherine, became ill with
M.E. when she was 18 and
training full-time to be a
professional dancer.

“M.E. at its most
severe is a total
shut down of
energy pathways to
the brain as well as
the body […] It was
like inhabiting a
world between life
and death.”

“The illness began with sudden and
strange loss of power, and pain, in
certain muscles,” remembers Catherine,
speaking at our June 2016 Speaker’s
House event hosted by our Chair Alan
Cook CBE, by kind permission of the
Speaker of the House of Commons, the
Right Honourable John Bercow MP.
“The symptoms spread, my condition
deteriorated and within a year I was
mostly confined to bed, too weak to do
anything other than very basic self-care.
“I wailed and sobbed, in the way
teenagers do, over the loss of my dance
career, a career I worked so hard for. But
within months my condition began to
improve, slowly but spontaneously. The
joy of taking a few more steps each
week, of going outside into the fresh air
again, and of feeling some life come
back into my muscles, revived my spirits
and I embraced a new path for my life.
“While I was recovering I got myself a
couple of A-levels at a local college and,
three years after dropping out of the
Ballet Rambert School, I embarked on a
degree course at the London School of
Economics. I was about 80% recovered
and I could cope with student life as
long as I as I got eight hours sleep a
night. I found a hunger for ideas and a
zest for life.
“But those two heady years of student
life turned out to be my last gasp of
carefree youth.

“In 1993, the crippling symptoms of M.E.
reared their ugly head again, but this
time even more viciously than before.
M.E. at its most severe is a total shut
down of energy pathways to the brain as
well as the body. I lost the ability to sit
upright and I couldn’t lift a spoon to my
mouth. I sometimes couldn’t turn over in
bed. I lost the ability to process
information from TV or radio. I couldn’t
read, speak more than a few whispered
words, or write my own name. It was like
inhabiting a world between life and
death.
“I lost the life I had painstakingly rebuilt
for myself. And this time I never got it
back. That acute phase of needing 24/7
care from my parents eased, but this
time my recovery, for what it was worth,
was very slow, punctuated by relapses,
and very partial. M.E. has left me
disabled, needing some help with
day-to-day life, and needing benefits to
support myself.”
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Our new five-year strategy
for change 2016–2021
In June 2016 we launched our new
five-year strategy, developed after
extensive consultation and engagement
with people with M.E. and others
affected by the illness.
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For the majority of people with M.E.,
supported illness management advice is
the most they receive. We have not seen
the investment in support and care, in
research and ultimately in treatments
that is needed. It is time to take a
stronger, united, collaborative approach
to creating that change.

Our purpose is to end the ignorance,
injustice and neglect experienced by
people with M.E. We do this by meeting
need now to improve the lives of people
with M.E. while taking action to secure
change for the future. Our strategy
wheel identifies our goals and objectives
for the next five years.

“We take
action to end
the ignorance,
injustice
and neglect
experienced by
people with M.E.”

Inform and influence
2015–2016
We increased awareness and
understanding of the illness and its
impact, and worked to influence policymakers and others, to increase
investment in research and improve the
services, care and support for people
affected by M.E.

We highlighted the impact
of M.E. to millions of people
in the UK to increase
awareness and understanding
of the illness.
• We made five TV appearances,
including on BBC Two’s Victoria
Derbyshire show, and took part in
radio interviews that were broadcast
27 times. Actress Martine McCutcheon
appeared on the BBC’s All Star Mr and
Mrs, raising awareness of M.E. and
£5,000 for the charity.
• We advised on the script for several
scenes of the popular BBC drama
Doctors which told the story of a man
with M.E. who faced ignorance and
misunderstanding from his wife.
• Our letters, articles, press releases and
case studies appeared in local and
national press 470 times, including in
the Guardian, BBC news, the Daily
Mail, the Sun and Sunday Mirror. Our
advertising value equivalent increased
by 150% on last year to a staggering
£358,565 (this is what it would cost to
have placed adverts to achieve the
same coverage) and achieved a
circulation of around 39 million.
• Our M.E. Awareness Month films
focusing on symptoms and how they
affect people with M.E., in their own
words, were viewed more than 7,000
times. Our Do you care about M.E.?
film has been viewed more than
40,000 times.

• Our social media channels, Facebook
and Twitter, saw a sharp increase in
activity during M.E. Awareness Month,
reaching more than 268,800 people.
• Our Hidden faces of M.E. social media
campaign saw bloggers and social
media stars sharing their experiences
of the hidden nature of M.E. – this was
engaged with more than 60,000 times,
reaching a new audience.
• We were nominated as charity of the
year for the Great British Beer Festival.
Over the five days, more than 50,000
people attended, providing an
opportunity to raise our profile and
more than £15,000 to support our
work.

We raised knowledge and
understanding of M.E. among
professionals and policymakers to improve outcomes
for people with M.E.
• We sponsored Webinars for GPs to
run a pilot webinar on M.E. This
attracted more than 150 GPs and had
its running time extended by an hour
to accommodate the many questions
they asked. We will be building on this
in our new strategy.
• We partnered with Santander to run
information sessions at five of their
national and regional centres and
featured in its employee magazine, we
provided direct information and
support to a number of employees
and raised awareness of M.E. among
thousands more.
• We hosted a number of events to
develop understanding of M.E. and its
impact, including a conference on
service integration which was attended
by a number of health professionals,
and a health, welfare and work event
in the Scottish Parliament.
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“I just wanted to say I
listened to your radio
interview today and
wanted to say a big
thank you. You always
say what needs to be
said – thank you for
always doing what you
can to help us.”
Olivia on Twitter, after
hearing Sonya speak
on BBC Radio Bristol
in March
“These awareness
videos are awesome:
just the right length for
people to watch, and
to the point. Friends
and family have been
shocked at how bad
these symptoms are.”
Wendy on Facebook,
on our M.E. Awareness
Week films

• We secured two lectures at the
prestigious Gresham College to raise
understanding of the illness; both were
over-subscribed.
• We engaged with hundreds of health
professionals at the national Primary
Care and Public Health event. As a
result, we have forged new support
from individuals who are working with
us to make a difference for people
with M.E.
• We received free policy and public
relations advice from the Whitehouse
Consultancy, having been chosen as
its pro bono charity of the year after a
competitive selection process.

We amplified the voices and
experiences of people with
M.E. to influence decisionmakers.
• Our M.E. matters now manifestos in
Scotland, Northern Ireland and Wales,
produced in partnership with other
M.E. groups in advance of the May
2016 elections, were supported by
more than 60 candidates. This has led
to direct meetings and discussions
with those elected, including several
ministers, to explore future support.
• We gave evidence to the Welfare
Reform Committee’s Future Delivery of
Social Security in Scotland inquiry.
• We supported two local M.E. support
groups and professionals in Greater
Manchester to shape and influence
decisions as part of devolution
planning.

• We responded to six Government
consultations to highlight the complex
unmet needs of people with M.E. and
identify possible solutions to address
this. More than 500 people with M.E.
contributed directly to our responses
by sharing their experiences with us.
• We re-established the All Party
Parliamentary Group (APPG) on M.E.
(and provide its joint Secretariat) which
works to improve the lives of people
with M.E. by working collaboratively to
stimulate greater understanding and
awareness of the illness, and tackling
key policy areas to improve outcomes
for people affected by M.E.
• Our Close to collapse report, based on
the experiences of more than 850
people with M.E., highlighted the
shocking gap between social care
needs and social provision, leading to
an APPG inquiry.
• We collaborated to produce a briefing
which has been sent to all local
authorities to improve social care
outcomes for people with M.E.
• We responded to the Welsh
Government consultation on the Blue
Badge in Wales, highlighting research
which demonstrates that people with
M.E. experience higher levels of
functional impairment than in most
other chronic conditions.
• With a foreword by Mary Fee MSP, our
report on Personal Independence
Payment (PIP) in Scotland made
recommendations to address
improving access to assessments,
improving decision-making, and taking
greater account of the impact of
fluctuating conditions including M.E.
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“I am more than happy
to support your
manifesto objectives. I
understand the
difficulties of those with
M.E. after seeing and
listening to my
constituents with the
condition.”
Claire Sugden MLA,
East Londonderry
“I very much welcome
the work of
organisations such as
Action for M.E. in
supporting the many
people in my
constituency who are
living with M.E.”
Jane Hutt AM, Vale
of Glamorgan

Empower and support
2015–2016
We empowered and supported people
affected by M.E. to live life to their full
potential, while providing them with a
wide range of up-to-date information
about M.E. and resources available to
them.

We provided direct support
for thousands of people
affected by M.E., empowering
them to make informed
decisions about their care and
support.

• Our resource for people who are newly
diagnosed with M.E. and their GPs was
endorsed by the National Institute for
Health and Care Excellence and has
provided invaluable information and
support, aiming to empower people
to become active partners in their
own care.
• Our membership magazine
InterAction is repeatedly described
as “a lifeline” by readers who benefit
from its articles, information and
peer suppport.

• Our Online M.E. Centre received
around 557,600 visits, of which nearly
half were unique visitors, accessing
critical information, resources and
factsheets.

• We launched Nothing about M.E.
without me, a self-advocacy resource
aimed at suporting people with M.E.
to have their views taken into account
in decisions made about them and
their care.

• On average, more than 2,800
publications and resources were
downloaded per month, with
thousands of additional paper copies
being sent to people who need them.

• We provided one-to-one information,
advice or support more than 3,130
times through our Information and
Support Service and Welfare Advice
and Support Service.

• Our Services Directory, which provides
information to enable increased access
to local support groups and specialist
services, was visited more than 18,000
times over the year.

• Our Living and learning with M.E.
project in Scotland brought people
with M.E. together to reduce isolation
and support them to develop a new
self-management resource, Taming
the gorilla.

• M.E. Friends Online, our peer-support
forum for people affected by M.E. has
more than 650 registered users and
was visited more than 11,500 times on
average each month, with 85% of users
telling us they felt less isolated as a
result.
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“This is a really friendly
and supportive forum,
a great place to find
help and advice and a
place to vent your
feelings if you need to,
so don’t be afraid to
take full advantage of
it. It’s been a lifeline to
me in the worst of
times and has really
helped me.”
M.E. Friends Online
forum user Julie
“I have gained
knowledge and support
through Action for M.E.
in relation to
understanding my
11-year-old son’s
diagnosis. We’ve had
limited support from
anywhere other than
your website, which has
been invaluable.”
Rebecca, one of our
2015 Great North Run
fundraisers

We build relationships with
those who share our vision
and work together to improve
support for those living with
M.E.
• Our pilot project, in partnership with
Avon and Bristol Law Centre, provided
legal casework advice to people with
M.E. appealing their Employment
Support Allowance decision. One of
our first beneficiaries of the service
successfully won her appeal claim.
• Working with independent living
specialists Really Useful Stuff (RUS) to
directly reduce the cost of living with
M.E., our new shop gifts our 10% RUS
commission back to customers. The
prices for all the products in our shop
already incorporates this discount, and
the products themselves have been
chosen in consultation with people
with M.E., who have told us about the
aids and equipment that make their
lives with M.E. that little bit easier.

• Our innovative pilot employment
support project, SEE M.E., integrated
with a specialist NHS Clinic, supported
around 120 people with M.E. and
produced positive employment and
health outcomes for service users,
along with enhanced knowledge for
clinicians and employers. An
independent evaluation has identified
cost savings to employers and to the
NHS as a result of such specialist
support.
• Our five-year peer-mentoring project
Mentor M.E. was one of 23 projects to
be funded by the Health and Social
Care Alliance Scotland and the
Scottish Government from the
Transforming Self-Management in
Scotland Fund. The project will
develop a network of volunteer peer
mentors supporting people living with
M.E. in Scotland.
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“My daughter is a
member and has had
M.E. for many years – I
am her main carer. Your
Welfare Benefits
advisor was most
helpful, advising things
we should put in the
form, then the
mandatory
reconsideration and
finally the appeal.
Without her we might
not have carried on.”
Elizabeth, by email
"SEE M.E. supported
me with my confidence
being back at work with
my condition, knowing
that I’m not alone,
knowing my rights and
pacing myself."
SEE M.E. client

Research 2015–2016
We supported high-quality, evidencedbased medical, social and economic
research and invested in pilot research
projects to help us learn more and to
stimulate greater mainstream funding of
M.E. research.

We invested in pilot projects
to enhance the overall
outcome of the national and
international M.E. research
effort.
• We launched the Clare Francis
Research Fund, named after our
inspirational President, to support all
our research-related activities.
• We funded five research projects with
four universities, spending more than
£145,000 on our research-related
activity throughout the year – see p 14.
• We continue to engage with people
with M.E. about our research, and our
revised Research Funding Assessment
Process builds this in as an inherent
part of decision-making about
research projects that we do and
don’t fund.

We worked collaboratively to
increase research funding and
increase interest in the field.
• We have continued to provide
Secretariat support for the UK CFS/M.E.
Research Collaborative (CMRC) and
organised its second annual
conference, bringing together UK and
international researchers, clinicians
and people with M.E. and working
with patient advocates to produce the
conference report.
• We supported the CMRC to launch its
Grand Challenge to develop, and
fundraise for, a big data study to
collect and analyse samples and data
from 10,000 adults and 2,000 children
with M.E.
• We launched a monthly research
round-up in easy-to-understand
language thanks to the support of one
our volunteers, Emily Beardall, an
experienced pharmacist. “Thank you
for taking the time to help people
without medical knowledge interpret
the studies,” commented Angie, on
Facebook.
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“I extend my gratitude
to everyone who
supports the work of
the CMRC: your
contribution, and your
commitment to
working together,
means that we can
drive forward muchneeded progress in the
field of M.E. research.”
Prof Stephen Holgate,
CMRC Chair, in his
introduction to the
2015 conference report
“I would give a million
if I had it. Research is so
desperately needed.”
Sandra, donating to
our Clare Francis
Research Fund

Our five funded research projects
Immune responses in M.E.
Prof Stephen Todryk says: “Our research
in Newcastle involved the clinical
network at the local hospitals and the
immunology lab at Northumbria
University. We found that people with
more severe M.E. had fewer cells called
natural killer cells, known to fight viruses.
They also had less antibody against
bacteria called mycoplasma, but more
inflammatory interferon. This is
interesting, and the study of larger
numbers of patients over a period of
time will help to prove these
associations, making these
measurements useful for working out
new and effective ways of diagnosis and
treatment of M.E.”

Mitochondrial DNA variation
in M.E.
Dr Elson says, “Mitochondria are the
powerhouses of the cell, and
mitochondrial DNA provides the codes
for proteins that are essential for energy
production. We want to see if patients
with M.E. have different patterns of
mitochondrial DNA variation that could
affect a person’s chance of succumbing
to M.E. or act as a barrier to recovery.”

Neurophysiology of pain in
M.E.
Action for M.E. took over the
management of this study in July 2014,
following the closure of the CFS
Research Foundation, which had already
secured and allocated funding for it. This
study aims to discover the physiological
and chemical abnormalities underlying
pain experienced by people with M.E.
We hosted a research seminar to
disseminate information about this
ongoing study, where those who gave
donations to fund it heard updates from
lead researcher Dr Julius Bourke.

Understanding muscle
dysfunction in M.E.
This study aimed to establish in vitro
approaches to exploring the relationship
between muscle function, acidosis and
fatigue expression with a view to
developing treatments to be used in
subsequent clinical trials. Funding
provided Action for M.E. was matched
by Newcastle University’s Faculty of
Medical Sciences to establish the Action
for M.E. PhD Studentship, awarded to
top science graduate Gina Rutherford.
“We did not find any evidence of
biochemical or metabolic dysfunction in
muscle cell samples obtained from M.E.
patients,” explains Gina. “This contrasts
previous work that has reported muscle
dysfunction in M.E. patients following
exercise. Further investigations are
required to determine the biological
basis of fatigue in CFS/M.E. patients.”

M.E. disease register
Action for M.E., the ME Association and
ME Research UK jointly funded the M.E.
disease register project, which has now
come to an end. We would like to thank
Prof Derek Pheby who initiated the
Disease Register project, and everyone
at the ME Observatory, the London
School of Hygiene and Tropical
Medicine, and Buckingham New
University who have been involved in the
Disease Register during its existence.
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“Action for M.E. is one
of the very few groups
supporting grant
applications for
research into this this
condition which is still
poorly understood. I
want to be part of an
organisation which
makes such a
commitment to change
in the way this illness is
diagnosed and treated;
in the respect that is
shown to sufferers; and
in the search for
prevention and
possible cure.”
D Chambers, by email

Funding and achieving
our aims
We have developed a comprehensive
income generation strategy to fundraise
as effectively as we can to enable the
charity to empower and support people
affected by M.E. and fund specific,
targeted research.

Our supporting members
By joining Action for M.E as a
Supporting Member, thousands of
people in the UK make a real difference
to the lives of people affected by M.E.
By giving just £21 a year, their support
enables us to continue our vital work.
We also have a number of Lifetime
Members, whose generous one-off
donations of £350 or more allow us to
reach out to more people isolated and
affected by M.E.
Thank you to our Supporting Members
who contributed more than £100,000
through their membership, as well as
supporting us in many other ways.

Community support
More than 200 community fundraisers
dedicated their time and energy to bring
in funds throughout the year to support
our vital work. Taking part in events that
range from sponsored silences to
gruelling ultra-runs, they are an
inspiration.

Taking a challenge for us
Nearly 50 walkers, runners and cyclists
took part in race events throughout the
year for which we had charity bond
places, including the London Marathon,
British 10K, Ride London 100, Great
North Run, Bristol+Bath Marathon,
London 10,000 and Bath Half Marathon.
We say a huge thank you to our
community fundraisers and challenge
event participants, who raised more than
£145,000 in support of our work this year.
We also thank an anonymous donor
who, inspired by their imagination and
hard-won efforts, matched £30,000 of
this support.

Britannia Construction chose us as one
of their charities of the year after
employee Louise Dunn, who has M.E.,
shared information about our work
with them. After taking part in the
Bristol 10K and holding dress down
Fridays and cake sales, Louise and her
colleagues have so far raised more
than £4,500.
I became ill in January 2013 after a
horrific tooth extraction. Days later I
started to feel unwell and by the end of
the week I collapsed. It went from there.
I just could not sustain a normal life and I
thought life was very bleak for me. At
one stage doctors thought I might have
had multiple sclerosis.
I was eventually diagnosed with M.E. in
September 2015. Work knew there was
something wrong with me. My
colleagues recognised that sometimes I
couldn’t even walk across my office
because I was in so much pain.
I told my employer when I’d been
diagnosed and gave them some
booklets and information that I got from
Action for M.E. They’ve been very
supportive and have given me rest
periods when I need it, and offered to
let me reduce my hours if I need to.
My biggest thing was acceptance. I was
running 25 miles a week quite easily, so
when all this started and I was barely
able to walk across my living room, it hit
me really hard. Until I accepted my
condition I wasn’t able to look into
things that could help me. Once I did I
started slowly getting better.
When I was diagnosed, I was put on a
programme with the M.E./CFS clinic at
Gloucestershire Royal Hospital. With the
techniques taught from the programme,
I had to accept my illness and learn how
to pace myself. I started every evening
going out walking 150 metres, which was
so frustrating, but that was all I could
manage. By December, I could see some
light at the end of my tunnel.
continued overleaf
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“We say a huge
thank you to
our community
fundraisers and
challenge event
participants,
who raised more
than £145,000 in
support of our
work this year.”

At that moment, I said to my husband,
Rob: “I’m going to run the Bristol 10k in
2016.” He knew with my determination
that I would.
Through the support of my wonderful
husband, my children Harrison and
Amelia, Action for M.E. and M.E./CFS
clinic in Bristol, I was able to undertake
this challenge. I am very passionate
about supporting Action for M.E. so
they can continue their work to fund
vital research and continue raising
awareness of M.E., and to thank them
for the support they have given me.
Personal stories like Louise’s are a
source of daily inspiration for the staff
at Action for M.E. The individual
experiences we hear are varied, and we
acknowledge that people experience
the illness differently, with fluctuating
degrees of severity and varying
prognoses for recovery.

Corporate partnerships
Collaboration is one of our core values
and we are constantly working to
strengthen links with companies and
individuals, such as Britannia
Construction and Louise Dunn
(see previous page and above) to
ensure we reach those that need our
support the most.

Grants, trusts and foundations
The support of trusts and foundations
contributed more than £170,000 during
the year. This essential funding enables
our vital support services, including a
range of projects designed to support
people affected by M.E., their families,
friends and carers; in addition to some
carefully selected research projects.

Philanthropy
Over the years we have had some
wonderful support from individual
donors who give either directly or
through their own trusts. Philanthropic
support makes a significant and positive
difference to the lives of people affected
by M.E., helping to advance our
understanding of the condition by
supporting new research, and ensuring
that we continue to provide the
essential support and advice needed by
people affected by M.E. As we move
ahead with our new strategy, we will
build our relationships with
philanthropists, providing inspiring
opportunities to deliver major support
to help advance our work.

Legacies
Over the past 30 years, the generosity
of people who have remembered
Action for M.E. in their will, has enabled
us to not only continue funding research
but also provide essential targeted
support to those living with this littleunderstood illness. As we move ahead
with our plans for the next 30 years, the
income we receive through legacy gifts
will be essential in enabling us to
support generations to come.
By leaving a gift to Action for M.E. in
your will, however large or small, you
could support us to fund new
biomedical research to unlock the
causes of M.E. or provide crucial
information and support services for
people with M.E. and their families.

We are enormously grateful to those
who funded our SEE M.E. employment
project, namely the Big Lottery Fund
Awards for All, Henry Smith Charity,
Lloyds Bank Foundation, Rayne
Foundation, Denman Charitable Trust,
Burgess Salmon, Verdon Smith Trust and
Dame Violet Wills Trust. Our thanks also
to Health and Social Care Alliance
Scotland who provided a grant to
support our Living and learning with
M.E. project.
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“As we move
ahead with our
plans for the
next 30 years,
the income we
receive through
legacy gifts will
be essential
in enabling
us to support
generations to
come.”

How we raised and spent
our money 2015–2016
Statement of financial
activities
We received an exceptional legacy of
£357,081 during the year, which the
Trustees have agreed to invest in the
next couple of years to support new
activity. In addition to the legacy, we
have achieved a sound financial
performance for the second year
running. The net result for the year was a
surplus of £197,007, with total income of
£1,013,038 up by 4.4% on last year and
expenditure at £816,031 up 8.9%. This
resulted in unrestricted funds increasing
by £323,879 with restricted funds falling
by £126,872.
In 2014–2015 we were the beneficiary of
a restricted donation of £231,400 from
the CFS Research Foundation. This was
partially used in the current year to fund
research and is the reason for the fall in
restricted funds.
We continue to monitor the level of
reserves to ensure we can maximise the
work we do while ensuring the charity
has a strong medium-term financial
position.

Our income and expenditure
We are acutely aware that we have a
significant responsibility as the largest of
the UK M.E. charities, working with a tiny
income in comparison to the scale of the
challenge: 250,000 people with M.E. and
the many more children, families,
friends, employers and professionals
affected by their illness.
We will continue to work hard, with the
generosity of our supporters, to
strengthen our financial position and
achieve the levels of income needed to
deliver the promises we make to people
affected by M.E.

We aim to raise £3 to £5 for every pound
we spend on fundraising, working hard
to grow our income streams to increase
the amount we can spend delivering our
services and support. During 2015–2016,
we raised £5.40 for every £1 invested
compared to £3.32 last year.

Balance sheet
The surplus generated from activities
has increased our accumulated funds
and cash reserves at the year end.
Unrestricted reserves have increased
primarily due to a significant legacy
receipt in the year and restricted
reserves have decreased due to the
spend on research projects and the SEE
M.E. employment project.

Funding sources
The principal funding sources for Action
for M.E. are charitable trusts, community
fundraising and events, Supporting
Membership income and individual gifts.
Other funding sources include Big
Lottery Fund, Scottish Government
grants, Gift Aid, legacies and Christmas
card sales. The economic climate has
had an impact on the charity and we
have had to work hard to ensure that we
retain as broad a funding base as
possible.

Investment policy
Aside from retaining a prudent
amount in reserves each year, most of
the charity’s funds are spent in the
short-term so there are few funds for
long-term investment. The charity has an
investment policy which currently uses
the COIF Charities Investment Fund to
provide a short-term interest bearing
account that optimises the balance
between flexibility and rate of return.
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“We will continue
to work hard, with
the generosity of
our supporters,
to strengthen our
financial position
and achieve the
levels of income
needed to deliver
the promises we
make to people
affected by M.E.”

Reserves policy
The current policy is to maintain the
level of ‘free’ funds at no less than three
times, and no more than five times, the
monthly unrestricted running costs of
the charity. Given the exceptional nature
of our legacy income during the year,
available free reserves at 31 March 2016
rose to £433,061, equating to 7.46
months at an average monthly spend
rate of £58,000.
Due to the legacy received in the year,
the Trustees have agreed to temporarily
operate at a higher level of reserves
while gaining confidence that the higher
monthly spend can be covered by
income generation in the future,
ensuring that Action for M.E. can sustain
itself as a robust, going concern. Due to
the levels of legacy income received in
the year, the Trustees have agreed to
invest a significant proportion of this
income to develop our services, in line
with the charity’s 2016–2021 strategy.

Grant-making policy
This policy sets the criteria and rules for
making grants. This is reviewed annually
and grants are restricted to the funding
of medical research.

Statement of Trustees’
responsibilities
The Trustees are responsible for
preparing the Trustees’ annual report
and the financial statements in
accordance with applicable law and
United Kingdom Accounting Standards
(United Kingdom Generally Accepted
Accounting Practice). Company and
charity law requires the Trustees to
prepare financial statements for each
financial year.
Under company law the Trustees must
not approve the financial statements
unless they are satisfied that they give a
true and fair view of the state of affairs of
the charity and of the incoming
resources and application of resources,
including its income and expenditure, of
the charity for the year.

In preparing those financial statements
the Trustees are required to:
• select suitable accounting policies and
then apply them consistently
• observe the methods and principles in
the Charities SORP
• state whether applicable UK
Accounting Standards have been
followed, subject to any material
departures disclosed and explained in
the financial statements
• make judgments and accounting
estimates that are reasonable and
prudent
• prepare the financial statements on
the going concern basis unless it is
inappropriate to presume that the
charity will continue in business.
The Trustees are responsible for keeping
adequate and proper accounting
records that are sufficient to show and
explain the charity’s transactions. They
must disclose, with reasonable accuracy,
at any time, the financial position of the
charity and enable them to ensure that
the financial statements comply with the
Charities and Trustee Investment
(Scotland) Act 2005, regulation 8 of the
Charities Accounts (Scotland)
Regulations 2006 (as amended) and with
the requirements of the Companies Act
2006.
They are also responsible for
safeguarding the assets of the charity
and hence for taking reasonable steps
for the prevention and detection of
fraud and other irregularities. The
Trustees are responsible for the
maintenance and integrity of the
corporate and financial information
included on the charity’s website.
Legislation in the United Kingdom
governing the preparation and
dissemination of the financial statements
and other information included in annual
reports may differ from legislation in
other jurisdictions.
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“Due to the levels
of legacy income
received in the
year, the Trustees
have agreed to
invest a significant
proportion of
this income to
develop our
services, in line
with the charity’s
2016–2021
strategy.”

Auditor

Small company provisions

A resolution to re-appoint BDO LLP as
auditor for the ensuing year will be
proposed at the Annual General
Meeting.

This report has been prepared in
accordance with the special provisions
for small companies under Part 15 of the
Companies Act 2006.

Provision of information to
Auditor
So far as each of the Trustees is aware at
the time the report is approved, there is
no relevant audit information of which
the company’s auditor is unaware, and
the Trustees have taken all steps that
they ought to have taken to make
themselves aware of any relevant audit
information and to establish that the
auditor is aware of that information.

Alan Cook
Chair of Board of Trustees and Directors

Philip Marsden
Director and Treasurer
Approved by the Board of Trustees and
signed on its behalf on 31 October 2016.
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Our people, structure and governance
Trustees
The Trustees, for the purposes of Charity
law and under the Company’s Articles,
are known as members of the Board of
Trustees. Under the requirements of the
Memorandum and Articles of
Association the members of the Board
are elected to serve for a period of three
years after which they must be reelected at the next Annual General
Meeting. Trustees can be elected for
two, three-year terms with the potential
for an additional, exceptional, term. As
the charity is also a Company Limited by
Guarantee, the Trustees are also
Directors of the Company.
The Board of Trustees of the Charity
meets quarterly with the Chief Executive
and relevant staff to exercise corporate
governance, to give strategic direction,
and to manage the performance and
achievement of corporate objectives.
The Board also exercises fiscal oversight
and takes the lead on strategic risk
management. All Trustees receive
comprehensive monthly financial
management reports with a
commentary by the Director of Services
and Development.
Day-to-day management is delegated to
the Senior Leadership Team (the
Director of Income Generation and
Director of Services and Development)
under the leadership of the Chief
Executive. The Chief Executive’s
quarterly reports to the Board include a
report against key performance
indicators identified in our high level
delivery plan.
All staff members, including the Chief
Executive, have performance targets
that link directly to the charity’s
strategies. Progress against these is
monitored through regular one-to-one
meetings and an annual performance
review. An annual outcomes summary is
provided to the Board to assist with
performance management
responsibilities. All Trustees give their
time voluntarily and received no benefits
from the charity. Any expenses
reclaimed from the charity are set out in
the notes to the accounts.

The Trustees aim to ensure that we have
all the necessary skill sets on the Board,
and regularly review its constituency.
We have a minimum of 51% of Trustees
on our Board who have, or have had,
M.E. The majority of the rest have strong
connections with M.E., usually through a
family member or close friend. Trustees
are recruited by advertising openly in
our InterAction magazine and Online
M.E. Centre or through targeted
recruitment if there is a skill that would
be beneficial to the Board and the
charity that is missing.
Supporting Members are asked to vote
on new appointments and the re-election
of others. These results were
subsequently confirmed at our annual
general meeting in November 2015. Each
new Trustee receives a full induction and
the opportunity to be paired with a
‘buddy’ for the first year on the Board.

Our committees
Four sub-committees, established as
part of the Board, operate according to
clearly defined terms of reference. These
committees hold delegated authorities,
acting as a resource to the Chief
Executive and staff team and make
recommendations to the Board. They
are made up of Trustees, staff and
people outside of the organisation,
including our Supporting Membership.
The Audit, Finance and Fundraising
Committee comprises the Chief
Executive, Director of Income
Generation, Director of Services and
Development , three Trustees, and a
Supporting Member with M.E. and
fundraising experience. It meets
quarterly and reviews finances, risk
controls, audit requirements, fundraising
and income generation activity to
support and grow our work.
The Policy Group meets quarterly and
provides a steer for the charity’s policy
and influencing work. Trustees, relevant
staff and a volunteer meet to review and
plan future activity as well as ensure that
we collaborate effectively with others.
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“We have a
minimum of 51%
of Trustees on
our Board who
have, or have
had, M.E. The
majority of the
rest have strong
connections with
M.E.”

The Research Panel meets quarterly and
comprises a mix of researchers, Trustees,
Supporting Members, one of our
medical advisers and the Chief
Executive, who monitor the charity's
research-funded activity.
The Remuneration and Nominations
Committee meets as and when required,
to make recommendations to the Board
on senior appointments and related
governance issues.

Chief Executive
The Chief Executive is responsible for
setting the strategic direction for the
charity with the Trustees and for leading
its implementation. The Chief Executive,
along with two Directors, oversees the
day-to-day running of the charity. The
Chief Executive holds delegated
financial authority within parameters set
out by our financial controls.

Volunteers
Our work is hugely enriched because of
our volunteers, who enable us to deliver
extraordinary results given a small
budget. In return, we support them to
develop their skills and experience,
celebrating their achievements and
making sure they know they are valued
members of our team.
During the past year, we have continued
our strong history of volunteer
involvement which added considerable
value to our work. This includes a range
of activities including working in the
office, supporting our fundraising,
communications and policy work,
providing administrative support and
contributing to InterAction magazine.
The level of contribution made by
volunteers varies from a couple of hours
to a couple of days per week.
A range of medical, research and
professional advisors also provide an
invaluable network of support on a pro
bono basis. To all of them, we would like
to say a big thank you: we could not
achieve what we do without you.

Governing document
The organisation is a charitable company
limited by guarantee and is a registered
charity in England and Wales and in
Scotland. The Company was established
under a Memorandum of Association
which established the objects and
powers of the charitable company and is
governed under its Articles of
Association. In the event of the
Company being wound up members are
required to contribute an amount not
exceeding £1.

Risk
The Risk Register and other key audit
reports are reviewed regularly to ensure
that there is effective management of
risk. The Risk Register is reviewed
regularly by the Audit, Finance and
Fundraising Committee and annually by
the Board. The Director of Services and
Development is responsible for the Risk
Register and reports directly to the Chief
Executive. Risks are categorised in a way
that enables us to see the cumulative
impact of risks and ensure that we take
action to protect the quality of our work,
reputation and income.
During 2015-2016, Trustees were
satisfied that this was undertaken in a
satisfactory manner. Given the financial
situation of the charity, Trustees took a
proactive role in supporting additional
work in this area.
Action for M.E. was the victim of fraud in
September 2015, leading to the potential
loss of £15,000. Due to our prompt
action, the money was recovered.

Related parties
The charity works collaboratively with
other M.E. charities, influencing groups,
health and social care professionals,
government and senior officials and
others to achieve its objectives.
Action for M.E. is a member of a number
of organisations and alliances including
Disability Rights UK, the Disability
Benefits Consortium and the
Neurological Alliance. We continue to
increase the level of collaboration to
increase capacity and impact through
the pursuit of common objectives.
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“Our work is
hugely enriched
because of our
volunteers,
who enable
us to deliver
extraordinary
results given a
small budget. In
return, we support
them to develop
their skills and
experience.”

Independent auditor’s report to the
Trustees and members of Action for M.E.
We have audited the financial statements of Action for
M.E. for the year ended 31 March 2016 which comprise
the statement of financial activities (incorporating the
income and expenditure account), the balance sheet,
and the related notes..The financial reporting
framework that has been applied in their preparation is
applicable law and United Kingdom Accounting
Standards (United Kingdom Generally Accepted
Accounting Practice).

Our responsibility is to audit and express an opinion on
the financial statements in accordance with applicable
law and International Standards on Auditing (UK and
Ireland). Those standards require us to comply with the
Financial Reporting Council’s (FRC’s) Ethical Standards
for Auditors.

This report is made solely to the charity’s Trustees and
members, as a body, in accordance with Chapter 3 of
Part 16 of the Companies Act 2006 and the Charities
and Trustee Investment (Scotland) Act 2005..Our audit
work has been undertaken so that we might state to
the charity’s Trustees and members those matters we
are required to state to them in an auditor’s report and
for no other purpose..To the fullest extent permitted by
law, we do not accept or assume responsibility to
anyone other than the charity and the charity’s Trustees
and members as a body, for our audit work, for this
report, or for the opinions we have formed.

A description of the scope of an audit of financial
statements is provided on the FRC’s website at
www.frc.org.uk/auditscopeukprivate

Respective responsibilities of Trustees
and auditor
As explained more fully in the statement of Trustees’
responsibilities, the Trustees (who are also the directors
of the charitable company for the purposes of
company law) are responsible for the preparation of
the financial statements and for being satisfied that
they give a true and fair view.
We have been appointed as auditor under section
44(1)(c) of the Charities and Trustee Investment
(Scotland) Act 2005 and under the Companies Act 2006
and report in accordance with regulations made under
those Acts.

Scope of the audit of the financial
statements

Opinion on financial statements
In our opinion the financial statements:
• give a true and fair view of the state of the charitable
company’s affairs as at 31 March 2016 and of its
incoming resources and application of resources,
including its income and expenditure, for the year
then ended
• have been properly prepared in accordance with
United Kingdom Generally Accepted Accounting
Practice
• have been prepared in accordance with the
requirements of the Companies Act 2006, the
Charities and Trustee Investment (Scotland) Act 2005
and regulation 8 of the Charities Accounts (Scotland)
Regulations 2006 (as amended).

Opinion on other matter prescribed by
the Companies Act 2006
In our opinion the information given in the Trustees’
annual report for the financial year for which the
financial statements are prepared is consistent with the
financial statements.

22 Action for M.E. Trustee report and accounts 2015 – 2016

Matters on which we are required to
report by exception
We have nothing to report in respect of the following
matters where the Companies Act 2006 and the
Charities Accounts (Scotland) Regulations 2006 (as
amended) requires us to report to you if, in our
opinion:

John Talbot, Senior Statutory Auditor

• the charitable company has not kept proper and
adequate accounting records or returns adequate for
our audit have not been received from branches not
visited by us or

Date: 4 November 2016

• the financial statements are not in agreement with
the accounting records and returns or

BDO LLP is a limited liability partnership registered in
England and Wales (with registered number OC305127).

for and on behalf of BDO LLP, Statutory Auditor
Bristol
United Kingdom
BDO LLP is eligible to act as an auditor in terms of
section 1212 of the Companies Act 2006.

• certain disclosures of Trustees’ remuneration
specified by law are not made or
• we have not received all the information and
explanations we require for our audit or
• the Trustees were not entitled to prepare the financial
statements in accordance with the small companies
regime, take advantage of the small companies
exemption in preparing the directors’ report or the
exemption from the requirements to prepare a
strategic report.
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Statement of financial activities (SOFA)
Including income and expenditure account
for the year ended 31 March 2016
Notes Unrestricted Restricted
Total
Total
		
funds (£)
funds (£)
2016 (£)
2015 (£)
Incoming resources
Incoming resources from generated funds:
3

699,935

170,645

870,580

582,038

Exceptional voluntary income		

–

–

–

231,400

Voluntary income

Activities for generating funds

3

8,251

–

8,251

19,527

Investment income

5

894

–

894

799

Incoming resources from charitable activities

3

133,313

–

133,313

136,458

Total incoming resources		

842,393

170,645

1,013,038

970,222

4

161,240

–

161,240

175,072

Fundraising trading: costs of goods sold		
and other costs

3,049

–

3,049

3,016

4

354,225

297,517

651,742

571,550

Total resources expended		

518,514

297,517

816,031

749,638

Net movement in funds

2

323,879

(126,872)

197,007

220,584

Fund balances at 1 April 2015		

109,182

264,039

373,221

152,637

Fund balances at 31 March 2016

433,061

137,167

570,228

373,221

Resources expended
Costs of generating funds:
Costs of generating voluntary income

Charitable activities

All incoming resources and resources expended derive from continuing operations. The statement of financial
activities includes all gains and losses recognised in the year. The notes on p 26 to 35 form an integral part of
these accounts.

24 Action for M.E. Trustee report and accounts 2015 – 2016

Balance sheet
As at 31 March 2016
(company registered number 2906840)
Notes

2016 (£)

2015 (£)

Fixed assets
Tangible assets

5,938

8

9,169

Current assets
Debtors

9

Cash at bank and in hand

Creditors: amounts falling due within one year

10

59,965

40,967

594,410

402,898

654,375

443,865

(90,085)

(79,813)

Net current assets

564,290

364,052

Total assets less current liabilities

570,228

373,221

Capital and reserves
Unrestricted funds:
General funds

11

433,061

109,182

Designated funds

11

–

–

433,061

109,182

Restricted funds

12

Accumulated funds

137,167

264,039

570,228

373,221

The accounts have been prepared in accordance with the special provisions of Part 15 of the Companies Act 2006
and in accordance with the Financial Reporting Standard for Smaller Entities (effective January 2015). The notes
on p 26 to 35 form an integral part of these accounts

Alan Cook
Chair of Board of Trustees and Directors

Philip Marsden
Director and Treasurer

Approved by the Board of Trustees on 31 October 2016.

25 Action for M.E. Trustee report and accounts 2015 – 2016

Notes to the accounts
1 Accounting policies

Incoming resources

The accounts have been prepared under the historical
cost convention on a going concern basis and in
accordance with the Financial Reporting Standard for
Smaller Entities (FRSSE), (effective January 2015) and
the FRSSE Statement of Recommended Practice (the
FRSSE SORP) issued by the Charity Commissioners for
England & Wales. The accounts have been drawn up in
accordance with the provisions of the Charities Act and
the Companies Act 2006. The particular accounting
policies adopted are set out below.

Incoming resources, including bank interest receivable,
are accounted for on a receivable basis when the
charity is legally entitled to the income and the amount
can be quantified with reasonable accuracy.

Fund accounting
General funds are unrestricted funds which are
available for use at the discretion of the Trustees in
furtherance of the general objectives of the Charity
and which have not been designated for other
purposes. Designated funds comprise unrestricted
funds that have been set aside by the Trustees for
particular purposes. The aim and use of each
designated fund is set out in the notes to the accounts.
Restricted funds are funds which are to be used in
accordance with specific restrictions imposed by
donors or which have been raised by the charity for
particular purposes. The aim and use of each restricted
fund is set out in the notes to the accounts.
Deferred Income
In accordance with the FRSSE SORP issued by the
Charity Commissioners for England & Wales, grants
received in advance and specified by the donor as
relating to specific accounting periods are deferred on
an accruals basis to the period to which they relate.
Such deferrals are shown in the notes to the accounts
and the sums involved are shown as creditors in the
accounts.
Recognition of liabilities
Liabilities are recognised on the accruals basis.

Donated services and facilities are included as
voluntary income at their estimated value to the charity
when received, and under the appropriate expenditure
heading depending on the nature of the service or
facility provided. Time donated by volunteers is not
recognised in the financial statements as this cannot be
reliably valued. For Legacies, entitlement is the earlier
of the Charity being notified of an impending
distribution or the legacy being received. Deferred
income, where appropriate, is described above.
Resources expended
All expenditure is accounted for on an accruals basis
and has been classified under headings that aggregate
all costs related to that category. Where costs cannot
be directly attributed to particular headings they have
been allocated to activities on a basis consistent with
the use of resources. Support costs are allocated to
operational and fundraising functions on the basis of
their use of central support services.
Grants payable are payments made to third parties in
furtherance of the Charity’s objectives. Single or
multi-year grants are accounted for when either the
recipient has a reasonable expectation that they will
receive a grant and the Trustees have agreed to pay
the grant without condition or, when the recipient has a
reasonable expectation that they will receive a grant
and any condition attaching to the grant is outside the
control of the Charity. Where a grant includes specific
performance terms, grants payable are recognised as
performance milestones are met.
Provisions for grants are made when the intention to
make a grant has been communicated to the recipient
but there is uncertainty about either the timing or the
amount of the grant.
Fundraising costs are those incurred in seeking
voluntary contributions and do not include the costs of
disseminating information in support of the charitable
activities.
Charitable expenditure comprises those costs
incurred by the Charity in the delivery of its activities
and services for its beneficiaries. It includes both costs
that can be allocated directly to such activities and
those costs of an indirect nature necessary to support
them.
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Support costs include all expenditure not directly
related to charitable activity. The Trustees have applied
what they consider to be reasonable judgements in
apportioning such costs between direct charitable
costs and support costs. The central office functions
such as general management, payroll administration,
budgeting and accounting, information technology,
human resources and financing, are allocated across
the categories of charitable expenditure and the costs
of generating funds. The basis of the cost allocation is
explained in note 4 to the accounts.
Governance costs are the costs associated with the
governance arrangements of the Charity which relate
to the general running of the Charity as opposed to
those costs associated with fundraising or charitable
activity. Included within this category are the cost of
audit fees and costs linked to the strategic
management of the Charity. Governance costs are
allocated across the categories of charitable
expenditure and the costs of generating funds. The
basis of allocation is explained in note 4 to the
accounts.

Fixed assets and depreciation
Tangible fixed assets are stated at cost less
depreciation. Items of less than £500 are not
capitalised. Depreciation has been provided at the
following rates in order to write off cost of the assets
(less their expected residual value) over their estimated
useful economic lives. Office Equipment – 25% on the
straight line method.
Pensions
The Charity operates an occupational pension scheme.
Contributions are charged to the Statement of
Financial Activities as they become payable in
accordance with the rules of the scheme. The scheme
is a defined contribution scheme.
Taxation
The Charity operates a partial-exemption method for
the recovery of certain VAT. Unrecoverable VAT is
included in support costs.
Operating lease agreements
Rentals applicable to operating leases when
substantially all of the benefits and risks of ownership
remain with the lessor are charged against profits on a
straight line basis over the period of the lease.
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2 Net movement in funds

			
2016 (£)
2015 (£)
This is stated after charging:
Depreciation of owned fixed assets

5,033

5,753

Auditor remuneration

7,909

5,675

274

221

4,935

2,386

Trustees’ expenses
Pension costs

Funds belonging to the charity have been used for the purchase of insurance to protect the charity from loss
arising from the neglect or defaults of its employees or agents, acting as such, or to indemnify the employees,
acting as such, against the consequences of any neglect or default on their part.
This does not cover any employees who are also trustees in their capacity as Trustees and acting as such. The
sum expended by the charity on such insurance for the year to 31 March 2016 was £1,109 (in 2015 it was £1,048).
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3 Details of incoming resources
		
Unrestricted Restricted
Total
Total
		
funds (£)
funds (£)
2016 (£)
2015 (£)
Voluntary income
Trusts and companies		

75,653

95,278

170,931

173,262

Donations and appeals		

211,652

42,459

254,111

308,786

Exceptional donation		

–

–

–

231,400

Legacies		357,081

–

357,081

10,088

Tax recoverable		

20,549

7,006

27,555

27,953

Gifts in kind		

35,000

–

35,000

22,100

Grant income S.16b Scottish Executive		

–

–

–

19,849

Grant Income Scottish LTCAS		

–

25,902

25,902

20,000

699,935

170,645

870,580

813,438

Christmas cards		

4,924

–

4,924

5,865

Supplement commission		

3,010

–

3,010

3,456

Merchandise		 317

–

317

206

Events		

–

–

–

10,000

8,251

–

8,251

19,527

Subscriptions		103,075

–

103,075

107,885

Conference fees		

27,940

–

27,940

21,913

Charity journal		

2,107

–

2,107

2,899

Information and publications		

191

–

191

2,006

133,313

–

133,313

136,458

		 Unrestricted
		
funds (£)

Restricted
funds (£)

Total
funds (£)

		
Activities for generating funds

		
Incoming resources from charitable activities

		

2015 Income breakdown
Voluntary income		

366,116

215,922

582,038

Exceptional voluntary income		

–

231,400

231,400

Activities for generating funds		

19,527

–

19,527

Investment income		

799

–

799

Charitable activities		

136,458

–

136,458

522,900

447,322

970,222
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4 Resources expended
		 Unrestricted
		
funds (£)

Restricted
funds (£)

Total
2016 (£)

Total
2015 (£)

Costs of generating voluntary income
Staff costs		

91,357

–

91,357

93,081

Direct fundraising costs		

21,745

–

21,745

21,060

Support costs – see below		

48,138

–

48,138

60,631

161,240

–

161,240

175,072

		 Unrestricted
		
funds (£)

Restricted
funds (£)

Total
2016 (£)

Total
2015 (£)

		

Charitable activities
Communications and policy		

59,505

28,256

87,761

137,299

Information and services		

277,843

104,467

382,310

259,784

16,877

164,794

181,671

174,467

354,225

297,517

651,742

571,550

			Activities
			undertaken
			
directly

Support
costs
as below

Total (£)

Research		
		

Cost of charitable activities for unrestricted funds are analysed as follows:

Activity
Communications and policy			

49,189

10,316

59,505

Information and services			

164,889

112,954

277,843

Research			10,000

6,877

16,877

			224,078

130,147

354,225

Research costs include £10,000 (in 2015 it was £15,000) for gifts in kind.
Information and services include £25,000 (in 2015 it was £nil) for consultancy services in kind.
Central support and governance costs are allocated as follows according to full-time equivalent number of staff
per activity.
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4 Resources expended (continued)
Governance
costs
as below

Admin
Property
Office
costs
management
management
finance			

IT
admin
costs

Total
£

2,030

10,316

Support costs
Communications and policy
Information and services
Research

Fundraising

1,328

3,447

1,933

1,578

13,430

38,853

21,171

17,276

885

2,298

1,289

1,052

15,643

44,589

24,393

19,906

6,196

16,085

9,022

7,363

21,839

59,574

33,415

27,219

22,224 112,954
1,353

6,877

25,607 130,147
9,472

48,138

35,079 178,285

2016 (£)

2015 (£)

Administrative salaries – based on time spent

8,766

8,964

Indemnity insurance for Trustees

1,109

1,048

Governance training

120

45

Trustees’ expenses

274

221

Meeting room hire and refreshment costs

3,613

9,187

Auditors’ fees

7,909

5,675

48

754

–

–

21,839

25,894

2016 (£)

2015 (£)

–

1,668

4,000

7,000

–

9,750

Queen Mary University London – brain in pain

72,254

84,969

University of Newcastle – mitochondrial DNA

7,000

23,000

University of Newcastle – autonomic dysfunction

7,500

–

90,754

126,387

Governance costs

Professional fees
Bad debts

Grant activities
Grants made by the charity during year all related to research projects
and were all to institutions.
Buckinghamshire New University – disease register
University of Newcastle – muscle dysfunction
University of Northumbria – immune responses

This grant funding is included in research expenditure which also includes supports costs related to grant-making.
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5 Investment income
				

2016 (£)

2015 (£)

Interest from cash investments in the UK				

851

785

Interest from Gift Aid and covenants				

43

14

				
894

799

6 Staff costs and emoluments
				

2016 (£)

2015 (£)

Gross salaries				

358,723

319,342

Employer’s National Insurance				

32,734

29,651

Pension contributions				

4,935

2,386

				
396,392

351,379

Numbers of full-time employees or full-time equivalents				

2015-16

2014-15

Engaged on charitable activities				

7

6

Engaged in fundraising activities				

3

3

Engaged on management and administration				

2

1

				
12

10

The number of employees whose emoluments as defined for
taxation purposes amounted to over £60,000 in the year was as follows:			

Number

Number

				
1

1

7 Trustees
				

2016 (£)

2015 (£)

Trustees are reimbursed for out of pocket expenses for travelling to meetings,
telephone calls together with direct costs relating to fund raising activities.		

275

221

Number of Trustees reimbursed for expenses				

Number

Number

				
2

2
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8 Tangible fixed assets
				

Office equipment (£)

Cost
At 1 April 2015					

50,272

Additions for Year					

1,802

At 31 March 2016					

52,074

Depreciation
At 1 April 2015					

41,103

Charge for Year					

5,033

At 31 March 2016					

46,136

Net book value
At 31 March 2015					

9,169

At 31 March 2016					

5,938

9 Debtors
				
2016 (£)

2015 (£)

Trade debtors				

16,878

5,523

Other debtors				

–

6,896

Prepaid expenses				

13,310

27,020

Due from HMRC				

–

1,528

Accrued income				

29,777

–

				
59,965

40,967

10 Creditors: amounts falling due within one year
				
2016 (£)

2015 (£)

Trade creditors				

34,972

52,972

Deferred income				

12,500

–

Accrued Expenses				

25,982

17,611

Unpaid pension contributions				

1,698

337

Other taxation and social security costs				

14,709

8,893

Due to HMRC				

224

–

				
90,085

79,813
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11 Funds
Statement of unrestricted funds

General
funds (£)

Designated
funds (£)

Total
(£)

Balance at 1 April 2015

109,182

–

109,182

Transfer between funds

–

–

–

323,879

–

323,879

433,061

–

433,061

Tangible
fixed
assets (£)

Net
current
assets (£)

Total
(£)

5,938

427,123

433,061

–

–

–

5,938

427,123

433,061

–

137,167

137,167

5,938

564,290

570,228

Surplus for year
Balance at 31 March 2016

Analysis of net assets between funds

Unrestricted funds:
General funds
Designated funds

Restricted funds

12 Restricted funds
Movements in restricted funds
Revenue restricted funds

Opening
balances
£

Incoming
resources
£

Outgoing
resources
£

Closing
balances
£

Research		

193,667

94,237

164,794

123,110

Action for M.E. services		

900

18,356

19,256

–

Living and learning with M.E.		

–

25,902

23,197

2,705

Scotland services		

–

12,000

11,996

4

Support, Empower and Employ people with M.E.		

57,696

15,150

62,210

10,636

Young carers resource		

2,000

–

2,000

–

Newly diagnosed with M.E. booklet		

2,000

–

2,000

–

Hear M.E., influence M.E.		

7,776

–

7,064

712

–

5,000

5,000

–

Inform M.E.		

		
264,039
170,645
297,517
137,167
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Research – donations are regularly received from donors wishing to see advances in research. Four pilot research
studies have been supported in part from this fund during the year. See the grant activities table on p 31 for more
details.
Action for M.E. services – including resources such as our Online M.E. Centre, booklets and factsheets,
information and support service, and membership magazine InterAction. Funds received from several sources
have facilitated ongoing work of these services.
Living and learning with M.E. – this project offered opportunities for people affected by M.E. to come together
to ensure that their voices are heard. Taking part in workshops, and collaborating on the production of a selfmanagement resource, people with M.E. were supported to develop skills and reduce the significant isolation
that often exists for people with the illness.
Scotland services – donations given by the MacDonald Trust and Hugh Fraser Foundation for our support
services in Scotland.
Support, Empower and Employ people with M.E. – our 18-month pilot project offering specialist employment
advice and support to people living in Bristol, North Somerset, Gloucestershire and South Gloucester who have a
diagnosis of M.E./CFS.
Young carers resource – this offers information and signposting to children and young people caring for a family
member with M.E. and/or fibromyalgia, and was produced in collaboration with the Carers Trust, Association of
Young People with M.E. and Fibromyalgia UK.
Newly diagnosed with M.E. booklet – produced in direct response to people with M.E., this resource is
designed for them to share with their GP and supports them to be an active partner in their own care.
Hear M.E., influence M.E. – funded by a Big Lottery Awards for All Scotland grant, this project brought people
affected by M.E. together to identify challenges and possible solutions to a number of aspects of living with M.E.
Inform M.E. – this Scottish project was a small project running 2013-15 wholly funded by the Scottish Govt. It
focused on professional education.

13 Operating leases
At the year end the Charity had annual commitments under non-cancellable operating leases as set out below.
		
		

Office
equipment

Land and
Buildings

Total
2016 (£)

Total
2015 (£)

within one year		

–

–

–

–

within two to five years		

724

23,828

24,552

3,577

–

–

–

23,250

Operating leases which expire:

over five years

		
724
23,828
24,552
26,827

14 Contingent assets
During the year the charity has been advised of a number of legacies and received significant amounts during the
year.
Included in these were notifications of interests in residual estates, for which a practical estimation of the financial
effect was not possible at the balance sheet date. Subsequent to the balance sheet date the charity has received
£31,135 relating to such interests and is aware of further interests that remain impractical to quantify.

15 Research funding commitments
The charity is committed to funding a number of research grants over forthcoming years subject to certain
performance conditions being met. The charity is committed to further expenditure of £87,687 over this period (in
2015 it was £165,109), with £87,687 (in 2015 it was £83,422) to be spent in the year to 31 March 2017.
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