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The gene research funded by the Foundation continues to break through barriers.
Each recent Newsletter has given news of research, which has revealed yet more
information about the genes which are affected in people with CFS/ME. We can
all follow the progress of this research as it leads us to the goal of finding
appropriate drugs. This goal is getting nearer and nearer.

The research committee has expanded to involve new scientists who are
especially qualified to advise us and to bring forward the day more rapidly when
we may defeat this illness. We are deeply grateful to these scientists.

Professor Tim Peto

Professor Tim Peto is a Consultant Physician in Adult Infectious Diseases and
Chairman of the Academic Interdepartmental Unit of Infectious Diseases and
Microbiology at the University of Oxford.

Professor Peto has a major interest in clinical trials and epidemiology and is a
member of the Medical Research Council HIV Therapeutic Trials Committee.
He is also an honorary staff member of the MRC Clinical Trials Unit. He designs
and analyses large scale trials for the MRC Council on HIV disease and is a
member of several steering committees. He works on the Wellcome Trust
funded epidemiological studies in Asia on the relationship between
haemoglobinopathies and malaria and in Oxford on the epidemiology of
pneumococcus and its effects on the burden of pneumococcal disease.

He has an especial interest in CFS/ME and has a monthly clinic for patients at the
John Radcliffe Hospital, Oxford. We look forward to his advice on the selection
of drugs and on trials which will involve patients from clinics throughout the UK.



Professor Stephen Holgate

Professor Stephen Holgate, MRC Professor of Immunopharmacology at the University of
Southampton and Honorary Consultant Physician at Southampton University Hospitals Trust

Stephen Holgate is a member of the Infection, Inflammation and Repair Division in the School of
Medicine, University of Southampton at Southampton General Hospital, UK and since 1987 has held
a Medical Research Council (MRC) Clinical Professorship.

Applying basic science to the clinical interface in asthma and allied disorders has been the guiding
principle of Stephen Holgate’s career. His research interests have been focused on the cellular and
molecular mechanisms of asthma that has involved the use of epidemiological, clinical and genetic
approaches.

For some years Professor Holgate has taken a keen interest in CFS/ME and is a member of the

research committee advising Dr Kerr and his team. He has been co-author of several papers
published on gene research studies.

Dr Peter Muir

Dr Peter Muir, Consultant Clinical Scientist — Specialist Virology Centre
Health Protection Agency South West — Bristol

Dr Peter Muir is no stranger to the Foundation. Between 1982 and 2002 he worked under Professor
Banatvala in the Department of Virology (United Medical & Dental Schools) now known as the
Department of Infectious Diseases (Guy’s, King’s and St Thomas” School of Medicine). While he
was there he received two grants from the Foundation to study persistent enteroviruses.

He has an impressive list of publications. We are delighted that he is joining us and his special
interest in enteroviruses will be of particular help.

The Medical Research Council

We have all been frustrated over the years by the attitude of the MRC to CFS/ME. They have assured
us that they felt this was an important area of research, but grant applications were turned down.
Dr Kerr and the Foundation submitted three applications all of which went to the Neuroscience and
Mental Health Board. These applications were dealing with neither neuroscience nor mental health.
In spite of protests from the Foundation the MRC refused to remove our grant applications to a more
appropriate board.

With the appointment of Professor Leszek Borysiewicz as chief executive officer, the MRC is
undertaking a major restructuring and is creating four boards under the headings of physiological and
clinical science, neuroscience and mental health, infection and immunity and cellular and molecular.
A panel is to be appointed to tackle the wider issues of CFS/ME with Professor Stephen Holgate as
chairman. Professor Holgate is a member of our research committee. It is expected that the group
will meet in April or May 2008 with crossboard membership along with outside groups which, it is
hoped, will lead to a workshop. It is felt that there is a real opportunity for coming together to put



issues on the table. A report will then go to the four boards. It is hoped that this could lead to the
eventual training of more scientists in this field. It is anticipated by the end of 2008 that the MRC
will have an agenda and that it would like to work with and involve peer review groups.

It will be appreciated that there are only two peer review groups in the country at the moment of
which the Foundation is one.

While welcoming this initiative members of the research committee are quite adamant that we should
keep our own identity and should carry on our good work. In any case these initiatives take a long
time to come to fruition and in the meantime thousands of people are suffering from this illness.
So, the Foundation will continue to seek for new scientific research and to make every endeavour to
provide funds to enable this research to go forward.

Up-dating Research Funded by the Foundation

For those who have become our supporters recently it may be necessary to give a brief outline of this
current project studying the genes of people with CFS/ME. Until 2001 researchers funded by the
Foundation had studied different aspects of the disease and we had acquired a good deal of useful
information. The research committee then decided that with this information, the mapping of the
human genome and the explosion of sophisticated scientific techniques, it was possible to study the
basis of the illness. An ambitious project was designed to compare the genes of people with CFS/ME
with those of normal healthy people. Scientists from 3 laboratories in medical schools in the UK and
1 laboratory in the USA were involved and continue to be part of the project.

There is now exciting news to report from the CFS Research Foundation. Dr Jonathan Kerr, the
principal investigator, and his team, who are comparing the genes of people with CFS/ME with those
of normal healthy people have made discoveries which take CFS/ME research into a new dimension.
They first found that 88 genes behaved in an abnormal manner, but remain normal in the control
group of healthy people.

At the outset the researchers faced a problem. Gene expression (that is the behaviour of genes) was
being used to study many diseases, but always a sample was taken from a lesion. But there are no
lesions in CFS/ME so it was decided to see if results could be obtained by using blood. This proved
to be successful and a pilot study was carried out examining 9.522 in the white blood cells of 25
CFS/ME patients and 50 age and sex matched normal blood donors. They found that 15 genes in the
CFS/ME group became more active and 1 under active while they remained normal in the control
group. It was found that these genes showed problems in various systems including the immune
system, neurological function and mitochondrial metabolism (the mitochondrium is the powerhouse
of the cell).

Dr Kerr and his team then set out to determine the total number of genes and pathways which were
normal in the blood of CFS/ME patients. DNA microarray analysis of CFS/ME patients and
normal controls found a pattern of 88 genes that were abnormal in CFS/ME patients. They then
analysed the gene data further and found evidence of 7 subtypes of CFS/ME. What they found to be
of special interest was that these subtypes had distinct differences in clinical symptoms and severity.
Each CFS/ME subtype had a different list of genes which were abnormal.









