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Chronic fatigue syndrome in the Spotlight

Choosing an effective treatment plan for CFS/ME can be a challenge for
doctors and patients alike. Two new MRC-funded clinical trials should help
make the process easier in the future

The first trial, entitled Pacing, Activity and Cognitive behaviour therapy:
a randomised Evaluation (PACE), will be one of the largest ever of CFS/ME
treatments. It will compare the benefits of adding adaptive pacing therapy
('pacing'), graded exercise therapy (GET), or cognitive behaviour therapy
(CBT) to the patients usual medical care.

Putting pacing to the test

Pacing is an approach in which patient and therapist work together to
determine the patient's ability to carry am various mental and physical
activities. This is the first time that pacing will have been evaluated and
compared for effectiveness with the more established treatments of GET and
CBT. Although GET and CBT help some patients, others experience
deteriorating symptoms when using them outside a research setting.
Furthermore, previous trials of these treatments have been criticised for
being too small or selective to evaluate their effectiveness definitively.

The leading ME charity Action for ME, has helped to develop the pacing
treatment manual. If the trial proves that pacing is effective, patients and
doctors will have a valuable new treatment option. Leading the PACE trial
will be Dr Peter White of Queen Mary School of Medicine and Dentistry based
at St Bartholomew's, London, Dr Michael Sharpe of the University of
Edinburgh and Dr Trodie Chalder of King's College London. Funding is by the
MRC, the Department of Health and the Department for Work and Pensions, and
the Scottish Chief Scientist's Office.

FINE looks at home-based treatments

The second trial, Fatigue Intervention by Nurses Evaluation (FINE), will
test two treatments that are particularly suitable for patients who am too
ill to attend a specialist clinic. Pragmatic rehabilitation, a new brief
self-help treatment, will be compared with supportive listening and
treatment as usual by the primary care team. Pragmatic rehabilitation is
delivered by specially trained nurses, who give patients a detailed
physiological explanation of symptom patterns. This is followed by a
treatment programme focussing on graded exercise, sleep and relaxation. An
earlier smaller study has shown some success with this approach in secondary
care. The trial will involve patients in the North West of England and North
Wales. It is funded by the MRC and will be headed by Dr Alison Wearden at
the University of Manchester.

Encouraging research

The MRC is keen to stimulate more research into CFS/ME. With this in mind,
it issued a highlight notice at the beginning of May to encourage proposals
from across the research spectrum, from basic ro applied.The MRC uses
highlight notices to alert scientists about areas for which it would
particularly welcome proposals.The applications am assessed against the
normal criteria, including scientific excellence, but have the extra weight
of relating to a current MRC strategic priority.

The MRC also wants to harness the wealth of existing data from national
population studies and databases for use in epidemiological research about
CFS/ME, which could yield valuable insights into the extent and distribution
of the conditions in the UK population. To explore how this could be
achieved, the MRC is holding a meeting of experts in the use of such data,
chaired by Professor Phil Hannaford of the University of Aberdeen, on 10
September. To provide an international perspective, a representative from
the CFS/ME research programme at the USA Center for Disease Control will
also be attending.

These initiatives am in response to the strategy to advance research into
CFS/ME developed by an MRC-led advisory group at the request of the
Department of Health for England in early 2002. The strategy report was
published in May 2003, after a process of wide-ranging consultations with
patients, carers, charities, patient groups, researchers and clinicians
throughout 2002. Key themes include case definition; an epidemiological
framework; the biology of CFS/ME; interventions; health services research;
research capacity and the value of lay participation. The long-term and
short-term recommendations for research will lead to greater understanding
of CFS/ME and advances in patient care, and will enable researchers and
funders in the UK and elsewhere to press ahead with work on this complex and
debilitating illness.

The advisory group was chaired by Professor Nancy Rothwell of the School of
Biological Sciences, University of Manchester, who mid: "We've made our
recommendations based on what is attainable in the short term, and what has
to be developed over a longer period ... they will be a stimulus for
research and the field will then evolve naturally as more is done and other
possibilities present themselves. I'd like to thank everyone who cook time
to feed into the development of this swategy, particularly those directly
affected by the illness. The personal testimonies we received were
invaluable and we appreciate the time and effort we know it involved."

Terminology

The terms chronic fatigue
syndrome (CFS) and myalgic
encephalomyelitis or
encephlopthy (ME) are
used to describe an illness
where patients suffer from
unexplained disabling fatigue,
and may also have varying
combinations of other
symptoms. CFS/ME does
not refer to a specific
diagnosis. It is an umbrella
term used to encompass a
range of serious and
debilinong conditions.

Strategy report recommendations

. Recognition that signifcant advances that can improve health and quality
of life for CFS/ME patients can be made without the need to fully understand
the underlying causes or triggers.

. Encouraging researchers to develop high quality research proposals on case
definition. symptomatology and new approaches to managing the illness
including diagnosis and treatment.

. Ensuring that future research is as inclusive as possible of the full
spectrum of severity and age range, including the severely ill and children.

. The need to nurture the researcher-funder-lay partnership. This will
benefit the future design and management of research and dissemination of
results, and make the most of the valuable role patient organisations can
play in these activities.


Find out more online

Development of CFS/ME research strategy, including report in downloadable
pdf file fame


www.mrc.ac.uk/index/public-interest/public­topical_issues/public-cfs_me.htm
