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RESEARCHiinto ME?
WE NEEDED A RETHINK

[ Small charity BIG Cause
With no major investment into correct
research into myalgic encephalomyelitis
during the last decades Invest in ME
Research has, with a determined band of
“S! “a supporters, taken action for change in the
it absence of any coherent or scientific
/-f} establishment policies.

Funding has to be given to biomedical
research and new knowledge from other
disciplines such as virology, immunology,

endocrinology etc. has to be brought in to help
research into ME.

Invest in ME Research has initiated and
funded high-quality biomedical research at
UCL and UEA and Quadram Institute
Biosciences - and brought in collaborations

with other researchers in Bergen, Uppsala,
\ Berlin and within the UK in Oxford.

Vision with action can change the world

www.investinme.orq
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DISCLAIMER The views expressed
this Journal bgontributors and
others do not necessarily represent
those of Invest in ME Research. No
medical recommendations are given
or implied. Patients with any illness
are recommended to consult their
personal physician at all times.

www.investinme.org
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Creating a Vision of Excellence forResearch into ME

Conference welcom&om Chairman
KathleenMcCall

nother year
and anew conference.

Invest in ME Research is an
independent UK charity whose

objectives are to initiate, maintain and augment a
strategy of highguality biomedical research into
Myalgic Encephalomyeliti8A€), to provide and
promote bettereducation about ME, and to raise

awareness of the effects of the disease on patients

and families.

Finding, facilitating and funding a strategy of
biomedical research into ME is, we believe, the
only way to make any real and lasting impact on
the lives of those affected by this disease.

We are a small charity but with a growing number
of supportes who have big heartsand a
determination to get the best possible research to
be carried out to find the cause of myalgic
encephalomyelitis and develop treatments.

The charity is run by volunteerpatients or
parents of children with ME and supporteg
patients, family, friends, and others who are
determined to change the prospects for people
with this disease.

We do not receive and have never received
funding from government or government
organisations and our research Colloquiums and

publicConferences are funded by the charity itself.

The charity decided early on that biomedical
research into ME was crucial in order to make
progress in treating this disease. We also decided
that education of healthcare staff, the media,

www.investinme.org
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www.invesfinme.eu

government departmert, patient groups and
patients was to be a priority.

The charity commits itself to a strong stance
against deceptive practices, corrupt or flawed
policies toward ME and to disingenuous posturing
from those seeking to influence governments, the
media or een patients.

The charity has always spoken out strongly against
the flawed and null PACE Tridbweverwe have
also engaged with the government, Department of
Health, Medical Research Council, Chief Medical
Officers and, as part of the European ME Atlan
(EMEA) have been working closely with European
colleagues to make progress in Europe. We have
also participated in recent NINDS discussions
organised by the NIH.

Almost twelve years on from when Kathleen
McCall formed the organisation that became
Investin ME Research the charity has an optimism
about the future and a continuing determination

to force change and create a foundation of
biomedical research iBurope thawill finally
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provide answers and treatments ftnis disease. research into this disease.

Our efforts are focused on setting upgJKCentre Now our twelfth conference is taking place in 2017
of Excellence for Mthat will provide proper as alwaysn Westminster, Londarandas the charity
examinations and diagnosis for ME patients and a  hasembarked on a new decade of finding, funding
coordinated strategy of translational biomedical and facilitating biomedical research indE,and

International ME Colloquium / Conference

#BRMEC7 ;0% #IMECA2

www.investinme.eu

researt into ME in order to find treatment(s) and increasingknowledge and awareness of the disease.

cure(s).
Our conferences and, later, our closed research

Our supporters have achieved an incredible feat in  colloquiums were organised from the beginning in

making something out of nothing ameating an order to provide a platform for research and a
opportunity for real progresto be attained for ME means of facilitating education about ME.
research.

For Invest in MResearcheducation and research
are the key to progress, and hence change. The
lIMER conferences have formed a crucial part of
this education and our research colloquia form a
crucial and productive part of the research.

Now, with solid progress made in estahlizg the
UK Centre we can look for more rapid progress in
the coming years aSDC and NIH demonstrate
more acceptance of this diseaaad new

_7‘ y A ” Al GA QS? _02 y A .3/ dzs U2 b dodtelefcrol r&giiarRfirdcNBidEeld 21 €
international collaboration in research into ME. (researchers, clinicians, nurses, patient groups and
These initatives will eventually drag and force patients, advocates and, we always hope, a

complaceht and ineffectual organisat_ions into sprinkling of as many politicians, journalists and

taking action rather than false posturing. others whom Invest in ME sdiind to allow

Good collaborations hav_e b_een built betwedK, peopk to be exposed to real scierdeom twenty
Europeanand US organisations that can only countriesin a unique international event that is

strengthen the level and quality diomedical friendly and conducive for learning and

www.investinme.org Pageb of 82
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networking.

Our choice of venue reflects our commitment to
patients, families, carers, researchers and
healthcare staff in providing the best venue for

conducting this annuadvent- now #lIMEC12

IMEC12
BRMEC7
Biomedical Research »Q"«-.....‘.»
into ME Research
Colloquium 7 A
wwwinvestinme.e
ﬁ #IIMEC12
#BR me ell
I\I\M\” inve "i‘\ inm J—
—_— For2017,IIMEC12
ONAy3Ia (GKS o6Sai

Excellence for ME now up and running as in the
UK at Norwich Research Park or Australia, where
the NCNED has been operating for some years,
and in Norway and those being developed such as
in USA.

The K NAGe@Qa O2YYAGYSy
bringing the best research to the public and
professionals has given biomedical research into
ME a platform that allows researchers to
overcome the bias and prejudice built up over the
years by false views held by gomarents,

research councils and establishment collaboratives
that are more selkerving rather than interested

in making progress.

The Invest in MEResearcltonferencesring
together this optimism and determination in a
happy mixture of wanting, needing tearn,
optimism and hope that things will improve.

In June2016,Invest in ME Research held its sixth
Biomedical Research into ME Colloquium in
London- BRMECSG.

The Colloquium had as its theme international
collaboration.

www.investinme.org

Our Colloguium banner used theigte attributed
to Henry Ford to describe the progress magde

"Coming together is a beginning;
keeping together is progress;
working together is success"

Our invited delegates (researchers from 14
countries around the world) embraced this theme

The BRMECG6 Colloquium was a pivotal point in the
history of Invest in ME Research as it celebrated its
10th year as a charity. Because, coming from the
meeting, one detected a palpable sense of
research into ME really having become an
international concerrg endorsing Invest in ME
wSaSkNOKQa adNrGdS3ae
in research into ME.

Collaboration and working together can easily

FTNRY (K Sbe@on%é\iﬁs&%%o/ds%galﬁl%ﬁfs teﬁ*ng given

out in press releases and handouts, attempting to
make an imprasion that something is happening.

Yet BRMECS, and the following public IMEC11
conference, really did validate our long held belief
that international collaboration in biomedical

2 Qrésgﬁlrclhﬂdén I@ag‘tb &Iﬁen&j b%lng given back

their lives.

We are hoping tat BRMECY7 this year will produce
a similar resultLast year was the first time that
the Invest in ME Research conferences had a
speaker from a government organisation.

It was wonderful to have Dr Vicky Whittemore
representing the National Institute d¢fealth,

opening both our BRMEC7 Colloquium and
IIMEC12 Conference and showing NIH visibility for
this diseaseand endorsing this international
collaboration as a critical means to an end.

This year we are honoured also to welcome Dr
Elizabeth R. Unger frothe USA Centres for
Disease Control. Dr Unger will be opening the
Biomedical Research into ME 7 Colloquilim

Also attending will be the Norwegian Health
Councik; appearing at both Colloquium and
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Conference; symbolising the huge potential and
hope comingrom the efforts of dedicated
Norwegian biomedical researchers.

Both the Colloquium and Conference are high
quality, forwardlooking events that serve to
improve knowledge of thidisease, generatend
improve international collaboration into ME.

A highquality, professionally produced DVD of the
conference proceedings will be produced as
alwaysg not a small task for a small charityout it
continuesto servenot just as a historical record

but also a means to educate doctors and clinicians
about the ®riousness of this disease. The DVDs
have been distributed to twenty countries proving
the increasing interest in research into this
disease.

We were pleased to see that the US NIH listed as
its goals for ME research the following

1 Advance research on theause, prevention,
diagnosis, pathophysiology and treatment of
ME/CFS

I Encourage biomedical research investigators
and organizations to study ME/CFS

1 Communicate ME/CFS research information
among and between NIH Institutes and
Centres, and the NIH Office thie Director

The first two goals are similar to those that Invest
in ME Research have been promoting and
implementing for the past eleven years and have
mentioned in our letters to the UK MRC,
Department of Healtrand others in the position of
influence.

The third has elements that epitomise the lIMER
strategy as our proposal for a Centre of Excellence
for ME¢ something we have been aiming for since
2010¢ now develops.

Progress has inevitably been too slow from the
LI GASYGaQ LISNELS®AA @S
twelfth year as a charity, more and more signs and
developments are indicating that things are
changing.

Research into ME has needed a strategiywas

www.investinme.org

o dzi

surely missing when lIMER was formed and has
continued to elude the major UK funding
organisations.

Yet the Invest in ME Research strategy of bringing
in researchers from other fields to help and
improve biomedical research into ME was a
necessity. It habeen successful and well worth

the effort and cost and we can witness this
approach becoming more popular.

Our conferences bring together patients,
researchers, clinicians and healthcare staff and
allow knowledge and experiences to be shaced
and IIMEC1and BRMECY7 will see us entering our
twelfth year in doing thisWe will see many new
faces in London as well as old friends.

Back to the theme of collaboration and high
guality research with a purpose.

Let us remember again these words that illustrate
the Invest in ME Research approach to research
into ME and the raising of awareness

"Vision without action is merely a dream.
Action without vision just passes the time.
Vision with action can change the world."

Precisely the ethos of the Invest in NREsearch
Biomedical Research Colloguiums and
Conferences!

Welcome to LondoaWelcome to IIMEC12 and
BRMEC7

Kathleen McCall

CHAIRMAN INVEST IN ME RESEARCH

ihVeSt in Mt
Research
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