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We are trying to grow our research fund
for biomedical research into ME.
Green fingers anyone?
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Help us establish a Centre of Excellence for ME hub Europe and
enable a strategy of high-quality biomedical research,
coordinated and collaborating with other institutes
http://www.investinme.org/fund

Invest in ME Research (UK charity nr. 1153730)

www.investinme.org email: info@investinme.org
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FOURTEEN YEAR

Invest in ME Research is an
independent UK charity facilitating
and funding a strategy of high
guality biomedical research into
Myalgic Encephalomyelitis (ME or
ME/CFS) and promoting better
education about ME.

The charity is run by volunteerpatients

or parents of childremvith ME- no salaries, no
government fundig, but wonderful supporters

This is the fourteenth annual international ME
conference that this small UK
charity has organiseda
fact which surprises us
on many levels.
It is asurprise that
we have managed
to continue to
arrange these
conferences, ad
even increased their
scope- despite
comparativelyfew resources.
A surprise that there really has not been the
progress in research that we believed would and
should have come after all these years.
A surprise that it has taken so long before any major
national agency has taken this disease seriously.
A surprise that many other national research
councilsespecially in UK, are lagging so far behind
and have ignored this disease for so long.
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Yet where wouldve be now had it not been for the
dedication ad efforts of our supporters throughout
these years who have made it possible for us to
redirect research toward biomedical antfluence
andforce a new direction for ME?

These are not just mere words for usot a fresh
update to leaflets, not a soundte to pacify ME
patients in order to retain support, not a new tactic
to attempt to maintain the status quo, not another
strategy to do deals behind closed doors and
maintain establishment influence on progress.
During all these years the charity has sistently
and unambiguously campaigned for dedicated
biomedical research into ME and the necessary
funding to achieve it.

We beliewed progress would be more rapid ands
sadthat the opportunities that we presented and
the offers that we made to engageere not taken
up by establishment organisations & much more

Invest in ME Research (Charity Nr. 1153730)investinme.org

might have been achieved tackling this disease at
that early stage, rather thawaste lives by doing
so little.
Yet without the efforts of our supporters
throughout these yearthe scenecould have
been quitedifferent and far worse
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make the point that we would
not compromise.
Biomedical research was
the way forward to make
progress.

The conferencewere
designed for
professionals in order to
increase the education of
healthcare staff and influence
the future treatment of people with

ME. However, we have always ensured that the
conferences were also open to patients and carers,
believing that havingatients, carers, researchers,
doctors, nurses and even the media interacting with
each other was a good thing.
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9' Biomedical
Research into ME
Colloquium 2019
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The charity has facilitated the foundation for a
sustainable strategy of biomedical research into this
diseaseOur plandor a Centre of Exctdnce for ME
have captured the imagination and is clearly seen as
the way ahead and good progress on this has been
made, although with more resources the charity
could expedite this for the benefit of all patients.
The Centre of Excellence for ME projeegan in

2010 and the charity was able to fund the firstPh
studentship some years later.

This approach to research offers the best way
forward for ensuring biomedical research into ME
can be maintained and treatments developed.

Collaboration has beeat the heart ofthe charity's
innovation following a review after th2007
conferenceandour strategy of bringing the best
researchers from around the world together was
formed. The acceptance of this vision and
collaborative strategy has matured to theipt
where now the NIH is taking a lead in forming
centres and collaborative strategies.

Collaboration and working together have been
themes for our Colloquiumswith real international
cooperation forming which can only lead to a better
future for patients than would otherwise be the
case.To support this strategy the charity has
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continued to arrange the international ME
conferences that have provided a platform for
education about MEwith DVDs produced of all the
conference presentations which haveiioed a
historical record as well as providing knowledge of
the latest research.

The Colloquiums and Conferences have always had

an international atmosphere emphasisinghat
international collaboration in reseahncand
treatment are necessary.

Our orighal conferences have now developed into
a unique conference week in the
heart of London with delegates and
colleagues and friends coming from
over twenty countries around the
world.

ME Conference WeeR019now

includes a conference for young/early career
researchers; a dinner where young researchers can
meet more experienced scientists; a two day closed
research Colloquium where researchers can share
ideas and discuss and plan and collaborate; a
researchers' dinner where more discussions can be
had; a preconference dinner which allows a special
gathering of researchers, clinicians, media folk,
politicians, MBpatient grouprepresentatives,carers
and patients to interact; a public international
conference; a postonference dinner which allows
researchers agh patient groups to discuss further
after the main events have finished and plan the
next steps; and an annual general meeting for the
European collaborative patiemtliance

A small charity with wonderful supporters has
achieved this.

When people viewltarities as being "the largest"
or "the main" organisations it is as well first to
determine how thos adjectives are measurels it
by income, by number of staff, by the amount of
media presence®r by the amount of income spent
on research, or on the $st spent on admin and
salaries, or on the achievements adéas that
actually are realised?

It is achievements that countalways- and
hopefullythe ideas that actually are realised, where
possible.

The supporters of the charity may not get the
publiaty they deserve but actions speak far louder
than words, or awards.

In the recent parliamentary debate on ME, Invest in
ME Research produced a document which

MME
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summarised the status of ME. It also laid out a bold
vision for researclq includingproposing hat £20
million be allocated every year for five years to kick
start biomedical research and support the
foundations thathave beerlaid.
It is this vision that a small charity and dedicated
supporters brings to the world of ME.
We were happy to contributéo the parliamentary
debate thatoriginated from the early work
performed by a supporter of Invest in ME Research
who is a constituent of the SNP MP Carol
Monaghan, who set up the
debate.
Being an independent charity
allows a genuine approach to
tacklingthe problems with ME
that benefits patients and their families.

As Dr lan Gibsomour conference chair for all these
years- has said "We can change things"

As we host our largestverd A y-@ ¥ €i & ¢
research Colloquium (with more than 130
invitations being sent out) then the name of our
charity truly becomes the main calling for all
interested in resolving this disease.

For our fourteenth conference, and our ninth
international researchers' Colloquium, what better
slogan to use at this point ifmnte than the one that
this small charity has uniquely been promoting for
so long.

Time to#lnvestinMEresearch

Of 24

Kathleen MccCall

CHAIRMAN INVEST IN ME RESEARCH

We would like to thank our friends from tHash
ME TrustNorges ME Foreningnd theOpen
Medicine Foundationfor donating to help fund the
administration costs of the conference.

Hi{’E o

OpenMedicine
Foundation
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Jonas Blomberg

Over the yearswhilst the charity has been making
huge efforts to encourage and facilitate
international collaboration in research into Mke
have cone into contactwith hundredsof
researchersn different research fieldsn different
institutes and in different countries.

There are many researets whom we have known
who havebecome trusted friends.

One of those researchers whomwe have called a
friend of the charityand a friend of people with ME
was Jonas Blomberg.

One liked Jonas instinctively frometiveginning. He
was the type operson who would always give an
unbiased and objective view on scienagith no
pretensions or separate agenda.

Jonas was the epitome of a researcher with
integrity, honesty, approachability and scientific
skills.Jonas came to one of our early international
conferencesafter being encouraged by a member
of RME Sverige.

Invest in ME Research (Charity Nr. 1153730)investinme.org
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endeavours was immeasurable.

What a tragedy"
A

- Dr lan Gibson

Following that meeting we invited Jonaseeery
conferenceas our guest. He was also invited to our
first Colloquiumandattended every one of these
events since that time. His was one of the first
names that we entered when planning these events
ten months before.

Such was the level of trust andendship that we
asked Jonas to be a chair for many Colloquium
sessions and sum up conclusions from the
Colloguiums.

Integrity ¢ always.

Jonas was scheduled to chair, once again, the
Thinking the Future Young/ECR Conference in
London in May having siccessfully chaired last
8SINRa AyldaAdaNIt S@Syao
attending and chairing this year's 'Conference and
Colloguium and Thinking the Future events.

The news of his sudden death comes as a major
shock to all at the charity.

This afécts all of us and is a great loss to ME.

Our memories of Jonas are of the beand he will
be greatly missed by all.
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FIFTY years ago we could see this!

FIFTY years later - and ME?

Fifty Years - and ME?

In medicine, healthcare, technology and science the
last fifty years have seen some dramatic
developments hat are nowadays taken for granted.
Antibiotics dramatically reduced death rates due to
infection and today even new classes of antibiotics
are being produced even synthesised versioqgo
tackle superbugs

Organ transplants have become commonplace
with thousands of transplants being performed
every year. Artificial organs have been developed.
Anti-viral therapy for HIV has transformed the
prospects of patients from a fatal to a managed
condition.

Vaccinations developed against many infectious
diseasediave changed society.

Imaging technology such as CT, MiRY PEThas
revolutionised the detection of disease.

Anti-TB therapy practically eradicated tuberculosis,
until recently.

Major advances in knowledge of the genetic code
has laid foundations for theomics branches of
science.

Kidney dialysis, endoscopy and laparoscopic
surgery, inhaled therapy, cataract treatment,
statins, betablockers..etc

Invest in ME Research (Charity Nr. 1153730)investinme.org

Revolutionary developments now in everyday use,
improving lives of patients.

Technologies too have chardjéhe world

Computing power and development has turned the
future into the present with technologies such as
artificial intelligence.

With the rapid pace of development in science and
technology then this overflows into medicine.
Unbelievable changes areing developed and
tested- such as 3D printed body parts, new complex
and even remote surgical procedures , gene therapy
, gut bacteria treatments, cancer immunotherapy,
synthetic cells, reprogrammed cells , mitochondrial
replacement therapy ............it goes on and on.

If one can dream one can think the future. It all
seems possible.

And myalgic encephalomyelitis?
Well, all of the above have had great effects on
society and even people with ME will have

benefited from some of these developments
However, what of ME itself?
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Fifty yearsago,we celebrated the anniversary of
the first moon landing.

The amazing photograph showed earth as seen
from the moon for the first time.

How amazing, even today, to see this image and
imagine that this coultbe achieved with computing
power less than isow available in a mobile phone,
YR 6AGK (GSOKy2f23& GKI
norms.

Yet who would have thought that fifty years would
go by and people with ME would still have no
specialist services, noeatments, no funding for
fundamental biomedical research?

For ME we are still discussing the criteria, the name,
the politics.

We are still frustrated that there is no adequate
research funding.

We still sufferg at least since the beginning of this
decadeg of the evil that is the biopsychosocial (BPS)
doctrine.

We should have made far more progress than has
been the case in fifty years.

Yet ME has failed to achieve the progress that other
areas of medicine and science have enjoyed.

ME has beeiforced into a retarded development
due to the maligrforces thathave kept a few in
positions of influence and power in order to support
policies thathave long been known to be damaging.
Patients have been played.
And who benefits from this continued slialy of
progress?

asSSya IyOASylu o0& (2RI &Qa
Progress with ME may well depend on some of the
above mentioned developments in science,
technology and medicine.

The view regarding ME fifty years had seemed to
be, until recent years, as bleak as the moon must
have appeared to the ew of Apollo 8.

Yet wecan hopethat even the most entrenched of
establishment policies will finally be swept away.

Fifty years ago we were amazed to see our world
from another celestial body in all its splendour.

Another fifty years cannot pass withosgéeing
solutions to ME being realised.

Status of ME 2018
www.investinme.org/IIMERewslet1806-
01.shtml

Invest in ME Research

an independent UK charity finding, funding and facilitating a strategy of high quality biomedical

researchinto Myalgic Encephalomyelitis

focuses on biomedical research into ME and thecadion of healthcare staff, the media, governmet

departmerts, patient groups and patients

run by volunteers with no paid stafiho funding from governmenor government organisations
overheads are kept to a minimum to enable all funds raised to go tmpting education of, and

funding Pbr biomedical research into, ME

a small charity with growing number of supporters with big hearts and determination to find the c

of myalgic encephatayelitis and develop treatments

we have links natinwide and also irernationallyandfacilitate international collaboration

founder member of the European ME Alliance (EMEA)

organises annual research Colloquium and public Conference attracting delegates from 20 countrie
to bring best education and research to bear on &g find/facilitate the best strategy of research
focused on setting up UK/European Centre of Excellence for ME to provide proper examinations an
diagnosis for ME patients and coordinated strategy of biomedical research in order to find
treatment(s) and are(s)- http://www.cofeforme.org/centre

the charity welcomes support for our wogkwww.investinme.org/donate

Invest in ME Research (Charity Nr. 1153730)investinme.org
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A Centre of Excellence for ME
The charity's proposal for a Centre of Excedkefor

ME was first made in 2010, after having sat in
meetings with the NHS for several yeavgasting
time and effort where there

seemed little progress in attempts

ME. @ |

to improve things for people with

The concept is designed to create a
hub of highquality translational
biomedical research into ME using
standard and ugio-date guidelines
and protocolghat allowaccurate
diagnosis based on relevant tests.
These would consist of full
examinations, clinical diagnosis,
translational biomedical research,
clinical trials, bioinformatics,
biobank(s) to allow for more
research opportunities and support)
and improved education and training of healthcare
staff.

By using the facilities in the Norwich Resedpatnk,
the opportunity has been created for clini¢ghls

to be carried out and a central point for medical
education on ME to be established.

invest

With the help of the Let's Do It For ME campaign
our foundation research project was funded and
established and began in 2013 at University of East
Anglia (UEARuadram Institute (Ql) in Norwich
Research Park. This was the first crowdfunded PhD
for ME. Further projects are now underway in
Norwich Research Park.

Concentrating on a Centre of Excellence
hub does not mean that all .
research must be performed at
the one location. liIMER has als
been funding research and a
PhD studentship at UCL.
Thanks teamazingsupport

from TheHendrie Foundation
B-cell research was initiated which
allowed a preliminary study to be
established and performed prior to
the UK rituximalzlinical trial. The
charity had been keen to replicate
the Norwegian Rituximab trial findings
and, in 2012, the charity announced its
intention to facilitate and fund a clinical
trial of rituximab.

Invest in ME Research (Charity Nr. 1153730)investinme.org

in ME Ressarch

Dr Oystein Fluge and his team from Haukeland
University tbspital in Bergen, Norway, visited
Norwich in January 2017 to collaborate with the
researchers from UEA/QI.

www.investinme.org/centre

Ultimately, the Norwegian Phase Il rituximab trial
proved negative but much was gained by
establishing necessary collaborations that are
needed n such a trial and the work was not wasted.
Research, at least in UK, depends on rules,
regulations, ethicetc. thatall have to be fulfilled.

Not often realised is that one of the biggest
problems we have managed to overcome was the
reluctance of estalidhed researchers to enter this
field.

Now that has been achieved then we have to
maintain and expand upon it.

Had the rituximab trial in Norway turned
out to be more positive then we could
by now have been seeing the elements
of the Centre coming intplay to show
what could be done.
Neverthelessnew discussions are
underway to achieve this.

The new building for the
Quadram Institute provides new
facilities and new possibilities
and publicity for research into
ME, and a coordinated
environment where he Medical
School, Clinical Trials Unit and

, research lab will be located together.

s

The Research Park is described by Quadram
Director, Professor lan Charles as follews
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the other expertise and faciliteelocated at the
Norwich Research Park, puts it in a very good
position to lead a UK and European Centre of
Excellence for biomedical research for M.E. to
LINE JARS Ll2aaArots
- Journal of iIME Conference Abstract 2015
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b¢tBen UKSEIOpEd Bnd (V2 rasBaickefsMhdg A G K

institutes.

All ofthis has been achieved without any
government support.

A sustainable Centre of Excellence for ME that can

LINS @S y (i AbRilf onlthgdR fodnaatiotzlissn@wy/ad dnéirely
attainable objective harnessing the benefits of

As can be seen from the Quadram Institute web site
ME is already firmly embedded as one of their

G NB & S I NI-Racilifate N thei giofindwork
performed ateady by the charity and its supporters.

The head of Quadram has spoken twice at the
Invest in ME Research International ME Conference
and there is a major group performing research
with international collaboration taking place
encouraged and facilitateby the charity.

The collaboration with other UK and European
researchers and institutes will create greater
publicity and funding opportunities.

In the last year the charity has not been idle. A
number of proposals and requests are being looked
at and gveral new ideas are being developed.

We hope to be able to support an initial clinical
fellowship in the research park soon.

International collaboration between researchers is
underway thanks to the initiatives facilitated by the
charity and researcher

The funds raised by the charity have allowed a
research group to be firmly established in the
Quadraminstitute thatwill allow clinical trials to be
carried out in a statef-the-art setting.

Invest in ME Research has, since establishing this
proposalraised in excess of £900,000 for
biomedical research into M&Emainly over the last

5 years.

This has enabled new researchers to enter the field
and firm collaborative links to be established

Invest in ME Research (Charity Nr. 1153730)investinme.org

collaborative international biomedical research in
modern facilities with worleclass researchers.

We aim to continue to support development of this
world-class ME research centre based in Norwich
Research Park that can form a hub of European
research and treatment for this disease and
produce a pathway tproduce huge benefits for the
nation and across the world.

This will continue to influence other researchers
and institutes in their perception of ME and provide
a pathway for career development in researching
this disease. This, itself, will allow neveas to be
formed in researching and treating the disease.
The foundations are therefore already in place to
advance science and provide the promise of better
treatment and possible restoration of function and
lives back to a section of the community whavie
received very little help in the past.

We welcome all support to enable us to complete
this project.

it kAl Sty Muait
Fond lensention
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European ME Clinicians Council

One of the many failings in the way ME has been
handled over the last decades has been the lack of
education and spealisation in ME.

Few clinicians have been able to accumulate
enough experience and the disease is treated in
healthcare with little regard, partly due to this
failure and the lack of funding for fundamental
research

Those clinicians who have gained exeece in
treating ME patients and collaborated with
biomedical researchers need to be encouraged and
supported.

Our international conferences and research
Colloquiums have brought together researchers
from around the world and been instrumental in
forgingnew and promising collaborations.

Our European ME Research Group (EMERG) concept

brought European researchers together. In a similar
way, we feel it is important for experienced
clinicians to share their knowledge on diagnostic
and treatment methods andrpduce documentary
aids for the research community focused on
clinician guided treatment trials, identification of
possible illness subsets, and observations of illness
presentation.

The charity has therefore facilitated the formation
of a new Europeanlioicians group. An inaugural
CPDBaccredited meeting took place in February
2019 in LondonThe charity sought out the leading
clinicians in Europeho are
treating ME patients and whom
we felt will be supportive and
constructive in going forward for
the benefit of people with ME and
their families.

This meeting followed an
American initiative that was
started by Dr Lucinda Bateman
and Mary Dimmock. We have use
the name given to the American
group that met in USA early 2018
under the chair of Dr Bateman dn
named this group th&uropean
ME Clinicians CoundiEMECC).
We have also borrowed from the

LONDOM. Um
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1* European ME Clinicians Council

Fetwuary 2075

EMECC

European ME Clinicians Council

USA experiences and documentation and liaised
with Mary over the establishment of this group. We
used the American meeting as a model and used
similar objectivesWe wanted to build a network of
clinicians in Europe who could support each other,
work together, and come together immediately.

As Dr Bateman stated, aggregating the knowledge
of experienced clinicians on clinical sub topics
related to ME/CFS and provig) patients,
caregivers, advocates, clinicians and the researchers
the most up to date information is a critical
outcome.

The aims of the inaugural meeting were therefore
to bring together clinicians in the field of ME, to
review the current state of kneledge, to present
and discuss the latest initiatives, and to foster
collaboration.

Since the meeting the clinicians have been working
together and this has become a formal group that
will work with the American initiative and be
supported by the EuropeaMlE Alliance (now
representing fifteen countries).

This group will improve the knowledge of clinicians
in Europe and act as a focal point for healthcare
agencies, doctors and media outlets who wish to
learn more from experienced clinicians about ME.

Thenext meeting has already
been planned in order develop
the network and it has already
increased in numbers since the
first meeting. The first EMECC
meeting took place over three
days and a very positive and
progressive atmosphere was
created with a rangef topics
being discussed covering
diagnosis, treatments, followps,
education, research and how the
group continues and expands.

EMECC
2019

One of the first items from
EMECC is the following statement
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Statement from EMECC

LONDONMWay 2019

International clinical and search experts participated in the first CREcredited European ME
Clinicians Council (EMECC) workshop that took place over three days in London in February.
EMECC has been formed to bring together clinicians from across Europe and from various disgipl
develop a European foundation of higiuality clinical expertise on myalgic encephalomyelitis (ME, a
known as ME/CFS).

a@lft3aIA0 9YyOSLKIf2YBStAGAAE 6a9 2NJ a9k/ C{0 Aa
lives profoundly. TheU! Ly adAGdziSa 2F aSRAOAYS o6Lhav ai
evidence compiled by the committee that ME/CFS is a serious, chronic, complex, multisystem dis:
that frequently and dramatically limits the activities of affected pgtié & ¢ ®

In view of this, we are concerned to note the longstanding and continued promotion in many coun
of the psychosocial view of this condition, whereby it is regarded as adis@ase" caused simply by &
combination of falsely held patient beliefstems combined with deconditioning. In our view, this bel
system has done immense harm to both the patient community and the prospects for research on
condition.

There is much misinformation for this debilitating disease where the currenolfaaky effective
treatment aggravates patient suffering caused by mismanagement due to inadequate, and someti
absent, policies of healthcare agencies regarding this disease. IOM state that physicians should d
ME/CFS if diagnostic criteria are nielowing an appropriate history, physical examination, and
medical workup.

EMECC aims to harvest effective strategies for patient management and treatment from the poole
clinical knowledge of physicians working extensively with ME/CFS patientshérfimportant aim is to
provide or refine ideas for research in all aspects of the disease based on the extensive clinical, h
on clinical experience of the EMECC members.

The meeting created a very positive and progressive atmosphere with a radgeoe$sions around
diagnosis, management and treatments, folloy investigations, health personnel education and
research and how the group will continue and expand.

Arranged by UK charity Invest in ME Research and endorsed by the European ME Alsamosk#hop

involved leading clinicians from Europe who are treating ME/CFS patients and who will be instrurr
in creating a sea change in clinical care for the benefit of people with ME and their families. The g
will fill a vacuum in clinical expise that has allowed false beliefs about the real nature of the diseas
to be propagated.

This group will continue to meet in locations across Europe for fatlowvneetings and be able to play
an important role in clinical care, biomedical research guidlelines development.

The workshop was CPdgcredited and we look forward to this group of clinicians/researchers makir
huge progress in developing sound clinical care for ME/CFS pateamdswith the collaboration with
our colleagues in the EuropedtE Alliance.

European ME Clinicians Council
For more information, please contaictfo@eurame.orgor info@investinme.org

Invest in ME Research (Charity Nr. 1153730)investinme.org Pagel2 of 52
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Encouraging Young

Researchers

In higHighting some of the issues with ME a major
problem is the lack of biomedical research into ME
and the funding required for itAnother issue with
ME that the charity has been attempting to resolve
is the need for new research talent to enter the
field.

Medical students receive extremely poor education
on ME in their curriculumsometimes even

nothing.

Not only might this be negligent, as young doctors
are subsequently unqualified to deal with ME, but it
also means that potential recruits to ME research
and treatment positions aréliscouraged due to
ignorance of the condition. Medical students are
unaware of the career opportunities.

One way to get around this problem was to make
students aware of the research
that was being undertaken.
With the help ofthe University
of East Anglia Medical School the
charity was able to fund and
facilitate the participation of a number

of medical students in the research being
performed at Norwich Research Pafke idea
was to fund the inclusion of medical students

in research via a process of intercalation during .‘ﬁ

their fourth year of medical studies. This led to
collaboration with research at Oxford University

with Professor Angela Vincent and with Dr Lesley . *

Hoyles at Imperial College London.

This hagroven to be venguccessful.

the medical students have been very active ¥
and well received in the research teams.
Navena Navaneetharaja was one
medical student funded by IIMER and j/
Navena spent time with Professor = |
Maureen Hason at Cornell University g
in Ithaca, New Yorkdeveloping A
another of iIMER's strategies in forging
international collaboration in research.

Thinking the Future

network
To ensure that a foundation of

ldeas welcome

i

Apart from influencing opinions of their peers ™ g 5

can be sustained and to emgrage new ideas from
new areas then we cannot rely just on this family of
researchers that has been builp from all parts of
the world at Colloquiums.

We need to draw in knowledge and expertise from
other areas; as we have been doing for many years
with our research Colloquiums and international
Conferences. Importantly, we also need to
encourage early career researcherand young
researchers.

In 2018 the charity initiated the young/early career
researcher conferenceThinking the Future an
initiative to build a network of new and young
research capacity for the future.

The Thinking the Future netwohasthe
opportunity for developing this group of
international, early career researchers which will, in
turn, facilitate further international collaoration in
research into ME and new ideas being formulated.
In fact we have already had several
meetings with NIH to
collaborate on developing this
network.

Recently the Thinking the Future
workshop was held by NIH in Washington
and 40 young/ecr reseaners attended.

Dr Daniel Vipond from Quadram Institute
represented the charity and spoke at the

. Washington TtF eventVe are happy that

eleven young/ecr investigators will be attending
the TtF3 in London in ME Conference Week
funded by travel awards fromIH. We wish to
facilitate and maximise the easy networking of
attendees in order to build the network in
USA and join it with the established group
of European young/ecr researchers so
lIMER will cover all registration costs for
these delegateg to the TtF workshop and
to the 2day Colloguium and the public
. ‘x IIMEC14 conference.
TN we hope this initiative will provide a focal
point for all young/ecr researchers who

wish to become involved in research

Join the early career network for into ME and help describe the

biomedical research into ME
biomedical research into ME jnye ctinme.org/thinkingthefuture
Invest in ME Research (Charity Nr. 1153730)investinme.org

exciting career path that teicould
become.
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Denmark - ZArlighed varer

leengst

(HONESTY LASTS LONGET)

DANISH PARLIAMENT SIPARATES ME G93.3
FROM FUNCTIONAL DISCRDERS

Following excellent work by European ME Alliance
Denmark member Dansk ME Foreningen, and work
and input by those suchsgEuropean ME Clinicians
Council member Dr Jesper Mehlsen, there is how
unified support in the Danish parliament for
separating ME G93.3 from Functional Disorders and
acknowledgment that the existing treatment of ME
patients is inadequate and stigmatising.
Specialist services are needed and the
Department of
Health needs to
update its
guidance
regarding ME.
Voting on the
adoption of this
proposal took place
on Thursday 14th
March.
The Danish parliament voted unanimously for the
separation of ME WHO 1€ID G93.3 from
Functional Disorders and called for the Department
of Health documentation to be amended to reflect
this.
This discussion in the Danish parliament on
classifying ME as a somatic and not as a functional
disease is good progress. It was basedrendase
of a29-yearold woman who has been lying in bed
in a dark room since 2015, being taken care of by
her parents without any help from thBanish
healthcaresystem.

Both the Danish ME organisation and Dr Mehlsen
had been in contact with a number pbliticians on
both sides of the aisle and the results are positive.
The Danish parliament voted unanimously in favour
of ME as a somatic disease to be removed from the
centres of functional diseases.

That will be a great relief for the family concerned,
for physicians, and for the Danish ME community.

The result should help Finland too, as a team at
Duodecim (Finland's largest scientific association)
has been formed to look at Finnish guidelines and
there was a proposal to adopt the previous Danish
postion.

That cannot happen now and the Finnish authorities
must change course accordingly.

Invest in ME Research (Charity Nr. 1153730)investinme.org

In fact, the Finnish situation should
be improved for patients and
Duodecim will need to look at the
recent Swedisheviewwhere it
says there is not enough evidence
to formulate adequate
guidelines/propose treatments.

One of the statements from the
Swedish working group on
guidelines was the following

" Considering the current
situation as regards evidence,
it is crucial that the
interventions offered to each
patient diagnosed with
ME/CFS or similar symptoms
must be individually adapted
for the patient in question
and evaluated.

This patient group is in

need of care measures to
alleviate symptoms and
improve quality of life.

For the individual patient,
different evidencebased
interventions can be
offered on the basis of
the symptoms
presented in the
patient in question, for
example, measures for
pain or sleep
disturbances. The
care provider must
be perceptive and
take all aspects of
0KS LI GAS
medical problers
and healthcare
needs into
account."
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UK - Parliamentary Debate

In UKa parliamentary debate in the main chamber
held on24" January 2019.

The person responsibfer getting all of this started,
a supporter of IMERyasa constituent of SNP M
Carol Monaghamwho put
forward the debate

This folloved on froma
previous parliamentary
debate heldn June 2018 on
the PACHTial.

The debate was entitled
GThat this House calls on the
Government

to provide increased funding for biomedical
researd into the diagnosis and treatment of ME,
supports the suspension of Graded Exercise Therapy
and Cognitive Behaviour Therapy as means of
treatment, supports updated training of GPs and
medical professionals to ensure they are equipped
with clear guidance o diagnosis of ME and
appropriate management advice to reflect
international consensus on best practice,

and is concerned about the current trends of
subjecting ME families to unjustified child
protection procedures

lIMER made a documeniThe Debates Overg

Give ME Patients a Futurecovering some of the
issues relating to the parliamentary debate on 24th
January 2019This isavailable on our web site.

In this summary the charityalled for the following

A Public Inquiry into ME

Implemengtion of revised CMO Report

Recommendations

Removal of Existing NICE Guidelines for ME

immediately

An annual Report to Parliament of the Status of

ME

A Transparency of Meetings Concerning ME by
MRC

A Removal of Those Previously Responsible for
ME frompositions of Ifluence

A Research FundingA fiveyear, ringfenced
budget of £20 million per year for biomedical
research into ME should be allocated

A Guidelines for diagnosis must be as accurate as
possible andnust be up to date

A The CMOs of UK MuBEeportAnnually on
Prevalence of MiEn UK

A Patients Diagnosed with ME Need a Regular

Followup Pathway

> > >

>~
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A NICE Must Follow Department of Health View of
ME

A A specialism consultant needs to be established
for ME

A Medical curricula need to beevised elucation
needs to extend to sodi@are

A Schods need to be educated about ME

There are some clear signals for what needs to be
done¢ as always we look for actions to replace
words.

National Institute for
Health and Care Excellence

NIC

In 2018,liIMER carried ouln extensive
correspondence with the then director dfICE
guidelines Profess Mark Baker. We made the case
for removing bothCognitive Behaviour Therapy
(CBYandGraded Exercise TheragyK) as
recommendations from the existing NICE guidelines
immediately- whilst a new review was underway.

This obvious necessity to removeoenmendations
which harm patients, something liIMERshalled

for consistently and which most now agree with,

was met with disingenuous arguments from NICE as
to why they would not be removed.

The NICE review of guidelines for ME has now
produced aguideines working group. Tdhas
already been criticised by many for creating a

a ol f lbgfwdéhthose who have a disposition to
a Biopsychosocial view of ME, and those who
believe ME to be a biomedical condition.

The shambles adevelopment groupselection
process reachetarcical proportionsluring the
setting up the group, with piecemeal
announcements being mades to who hd been
selected for the development grougnd who had
not, and background lobbying being conducted to
get special placefor certain irdividualsin this
working group The lack of transparency in the
selection process was typifiday the situation
wherebysome peoplewho had appliedto the
working group andhad beerrejected ould
nevertheless conveniently be found a position
connected tothe working grouplt demonstrates
that the whole selection process is flawed.

NICE hapoliticised this whole process where there

was no need and really cannot be trust8dhere are
obvious conflicts of interest still left in plagethis
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group where pdtions seem to be able to be
negotiated! daol f I yOS¢
GoltlryoOSe gl & S

The Centre for Guidelines (Cf@&velops guidance

basedon -

w the promotion of good health

w the prevention of ill health

w the appropriate treatment andare for people
with specific diseases and conditions

w social care and service delivery

We contend that retaining the existing guidelines
especially the recommendations for CBT and GET
that are known to harm patients is not promotion
of good health We also contend that retaining
these recommendations %ot preventing ill health.

We provided a letter to Professor Baker from an ME
patient who was a civil servaanhd who clearly
described the harm done by CBT and GEadfessor

. 1 SNDa Niat thieyistig) gudeliaes
KFR aydzyOSa¢ oyda yoOSa
Professor Baket would seen) that apparently
meant that patients did not have to accept CBT or
GET. The fact is that insurance companies force
people to go through these shambolic ttezents
precisely because they are recommendations by
NICE.

NICE seem to think that it would Ipessiblefor
patients suffering from Mo have the capacity
(either physically or financially) to fight the might of
insurance companiedhe level of puerilehinking

on the part of NICE unconscionable.

The opportunity to vithdraw these irresponsible
recommendations from the existing guideliness
been lost and we are left with shamtolic working
groupselection procesthat augursbadly for the
future.

NICE could have removed the politics from this
topic if it had approached the whole review with
transparency. Now we are left with a compromised
working group full oselfinterestand conflicts of
interest and we can only foresee another wasted
opportunity and afudgesbeing formed for
publication in 202@hat will serve nobody

At least NICE must accept all responsibility for any
harm caused to patients who are forced into trying

CBT and/or GET due to NICE retaining the existing
recommendations for CBThd GET.

Invest in ME Research (Charity Nr. 1153730)investinme.org

Hopefully, other developments that may come to

- fiiioR oveér kn& MeR yeylr Avill leave dsefarcical

NICRacticsas a redundant relic from the past.
One wonders what NICE can really imagine will be
available for their review. The IOM carriedt@un
extensive literature review in their 2015 report.
Recently the Swedish authorities have examined
ME. Their report follows and it is doubtful that in
oneyearNICE will deliver anything origiralinless
they remove CBT and GET completely, as many
other countries have done or are doing.

What NICE could have done is review the recent
analysis by Swedemd their National Board of
Health and Welfare.

2yt

Sweden

FromArticle number 2018.2-48 1(2)

A review of the current knowledge status for
Myalgic enc@halomyelitis/chronic fatgue
syndrome, ME/CFS

Summary

Socialstyrelsen (National Board of Health and
Welfare) has been tasked by the Government to
review the knowledge status and examine the
prerequisites for providing support to healthcare
professional¢hrough guidelines and insurance
medicine decision support (FMB) withgard to
myalgic encephalomyeis/chronic fatigue
syndrome (ME/CFS).

Patients with ME/CFS have autonomous, cognitive
and immunological symptoms. Typical symptoms
are tiredness or fatige, influenzaike symptoms
with a feeling of fever, general pain in joints and
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