Conference Report

Raising Awareness of Multiple Sclerosis in India
Mumbeai, Bangalore, Hyderabad & Delhi, India, 1-15 February 2007

ultiple sclerosis is not as common in
Mlndia as in the UK, but it does exist.
There are 4000 people with the disease
on the MS Society of India’s books, with an esti-
mated 40,000 affected in the entire country.
Understandably, they struggle to gain the atten-
tion of a health system overwhelmed by infec-
tious diseases (including sadly a maternal HIV
prevalence of 1%). As an example, consider the
workload of the roughly 1000 neurologists serv-
ing the one billion population in India. Half see
at least 30 patients every day, and 15% see more
than 50 patients a day, with average consultation
times for new patients being just 15 minutes.'
Sheela Chitnis’ husband developed multiple
sclerosis when they were newly-married. It took
several years for the diagnosis to be made, during
which they experienced all the stress and anguish
of perplexing, unpredictable symptoms. This
experience led her to found the MS Society of
India in 1985 and eventually to attend the MS
Life conference organised by the MS Society of
the UK and N. Ireland last year. There she met
Caron Furnival, and the two planned a delega-
tion from the UK to raise awareness of multiple
sclerosis in India. It nearly floundered through
lack of financial backing, until Healthcare at
Home very generously stepped in as the sole

sponsor. (This company provides home delivery
and administration of many different injecta-
bles, including the interferons).

So it came about that a team of eight from the
UK spent two gruelling and exhilarating weeks
delivering lectures and workshops for as few as
40 to as many as 250 health professionals or peo-
ple affected by multiple sclerosis, in Mumbai
(Bombay), Bangalore, Hyderabad and Delhi.

We learnt that unenhanced MRI scans cost
about 50US$ and are accessible for many for diag-
nostic purposes, although many baulked at the
(unnecessary?) request of some neurologists for
serial MRI scans. On the other hand, the interfer-
ons are theoretically available in India but at a price
very few can afford. So neurologists are making
imaginative use of cheaper alternatives: such as
first-line therapy with mitoxantrone, or intermit-
tent pulsed corticosteroids; reasonable strategies

which would be impossible to test in countries
where the interferons are more available. It would
make sense for this uncontrolled prescribing to be
subsumed within clinical trials, with appropriate
financial support, so that the world-wide multiple
sclerosis community can learn from them.

It was encouraging to learn that all the patients
are offered support and counselling around
adjustment issues. However mental health issues
such as depression were often ignored, perhaps
because of negative stigma associated with psy-
chology or psychiatry. In contrast, spiritual issues
were widely acknowledged to be important by
patients and health professionals. So too the
effect of the illness on the family. That, and the
mainstream use of what we would call “alterna-
tive medicine” make for an enviably holistic
approach to care of those with multiple sclerosis,
from which we could learn much.

The group comprised three representatives from the MS Society
(Alson Handford, Carron Furnival and their lead physio, June Petiy),
one frorn Healtheare at Home (Carrie Brown), a MS specialist nurse
(Adrienne Cox), an occupational therapist (Derise Middleton), a
chinical psychologist (Anitu Rose). The neurologist slot was filled by
rwo part timers: Alasdair Coles and Eli Silber for one week each,
unable to cope with the pressure of the full timetable!

1. Khadilkar SV, Wagh S. Practice patterns of neurology in India:
Fewer hands, more work. Neurol India 2007;55:27-30.

1st UK Stroke Forum Conference

UK Stroke Forum conference at the

Harrogate International Centre. The event
combined The Stroke Association’s Scientific
Conference, the National Stroke Nursing
Conference and The British Association of Stroke
Physicians Conference as a multidisciplinary
meeting bringing together over 1000 delegates.
Those attending included healthcare profession-
als, researchers, people with stroke and their car-
ers. The programme featured leading figures in
stroke care, research and policy, presentations on
the latest stroke research and the inaugural
Princess Margaret Memorial Lecture.

The conference opened with an update on the
work of the UK Stroke Research Network in the
areas of prevention, acute care, rehabilitation,
community care and translational research. The
Clinical Study Groups, which offer support
designing, writing and securing funding for stud-
ies as well as identifying studies for adoption as
multi-centre trials across the Network, presented
their portfolio of ongoing studies.

The second plenary session explored the trans-
lation of research findings into good practice.
Professor Charles Warlow gave examples where
this had happened (e.g. Stroke Units, aspirin) and
highlighted barriers (cost, unimpressive findings,
inertia and impracticality). He reported that
patients’ views on what is relevant and valuable to
them can differ from statistical results and con-
cluded that good and relevant research both
encourages and reduces uncertainty.

As part of the same session Professor Pam
Enderby highlighted that focused research trian-

The Stroke Association hosted the first ever
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gulating qualitative, quantitative and other evi-
dence is slowly reducing the gulf between
researchers and practitioners and improving the
translation of findings into practice. Dr Bernard
Gibbon discussed the shift in nursing research
from the profession-centred ‘Carry On’ role of
nurses, to today’s focus on evaluating interven-
tions carried out by nurses in an inter-profession-
al team to improve patient outcomes.

A range of issues in stroke were addressed in the
parallel sessions, including imaging, the manage-
ment of swallowing, communication, cognitive
and visual problems. Sara Demain (University of
Southampton) discussed how physiotherapists
discharge people with stroke. She suggested that
the goals and feelings of therapists, the nature of
the therapeutic relationship and service con-
straints shaped the decision to discharge, whilst
opportunities for patient participation were limit-
ed. Once discharged, people with stroke often
experienced feelings of abandonment. Professor
Sheila Payne spoke of the need to bridge the gap
between stroke rehabilitation and palliative care.

Day two of the conference saw the inaugural
Princess Margaret Memorial Lecture taking place
with guest lecturer Professor Werner Hacke
(University of Heidelberg, Germany). Professor
Hacke shared interesting insights into the future
of acute stroke care, drawing on international per-
spectives to set the scene for potential develop-
ments. The third plenary session followed, dedi-
cated to the best five research presentations select-
ed through the call for abstracts. These covered
motor imagery, insulin and lesion volume, bilater-
al upper limb training, motivational interviewing

Harrogate, UK, 7-8 December 2006.

and patterns of recovery. The latter was part of the
CERISE project, which compared stroke recovery
in rehabilitation centres in the UK, Belgium,
Germany, and Switzerland. Professor Nadina
Lincoln (University of Nottingham) reported sig-
nificant variation in amount of therapy patients
receive. Despite similar staff numbers, UK
patients spent significantly less time in therapy
and made a worse recovery in comparison to
those in Germany and Switzerland.

The conference closed with a session exploring
innovations in stroke care. Professor Garth
Johnson discussed new technologies in rehabilita-
tion and Professor Sally Byng presented a model
to underpin the planning of integrated, compre-
hensive and sustainable services to meet long-
term needs. Professor Martin Dennis focused on
the challenge to health care professionals of
designing innovative stroke services with limited
resources. He concluded that success depends on
our willingness to change the way we work to
ensure that people have access to and benefit from
effective, efficient and equitable services.

For me and the other members of the Stroke
Association Rehabilitation Research Centre, the
conference provided a platform for networking,
sharing ideas, hearing about best practice and dis-
cussing challenges. With new contacts and ideas,
we are looking forward to next year’s event.
Speaker presentations are available online at
www.ukstrokeforum.org

Dr Dorit Hyndman, Senior Research Fellow at
The Stroke Association Rehabilitation Research
Centre, University of Southampton, UK.
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rreview: The Parkinson’s Disease Non Motor Group and the 2nd
Annual Meeting on Non Motor Symptoms of Parkinson’s

Disease
London, UK, 21 April 2007.

range of non motor symptom (NMS),
Aincluding dribbling saliva, constipation,
depression, sleep disorders, apathy, hal-
lucinations and dementia complicate the lives
of people with Parkinson’s disease (PD).
However, even though the last 30 years have
seen enormous advances in the management of
the motor symptoms of PD, the NMS complex
of PD has remained relatively unexplored. NMS
of PD contribute significantly to morbidity and
may lead to admission to a nursing home, more
than quadrupling the cost of care of PD.
Furthermore, recent evidence suggest that NMS
such as olfaction, REM behaviour disorder,
fatigue and depression may be markers of pre-
clinical stage of PD and thus occur in early
stage of PD. PDNMS are not well recognised in
clinical practice and are recognised as a key
unmet need in the NICE guideline for manage-
ment of PD (Chapter 9).
The international Parkinson’s disease non
motor group (PDNMG: www.pdnmg.com) was
set up by K Ray Chaudhuri after a group of

PARKINSON'S DISEAS
( NON-MOTOR GROUP

dedicated neuroscientists met and felt that
NMS of PD needs recognition, awareness and
assessment tools. The unique feature of this
group is its multidisciplinary origin bringing
together neurologists, geriatricians, psycholo-
gists, sleep experts, nurse specialists, cognitive
experts and last but not least, patient group
representatives.

We would like to draw your attention to the
second meeting of the Parkinson’s Disease
Non Motor Group (PDNMG) in London,
April 21, 2007. We hope this will be an excep-
tional day with areas of Parkinson’s disease
management being discussed by an excellent
panel of an international faculty of neurosci-
entists.

Parkinson’s

Disease Society

We are anticipating approximately 300 peo-
ple and would be delighted if you could attend
and make this second meeting a bigger success.
The panel is exceptional, international and will
provide an up-to-date summary of various
aspects of non motor symptoms of PD that
affect the day-to-day life people with
Parkinson's, the carers and the treating health-
care professionals. The meeting will also
address areas of the major unmet need in PD, as
addressed by NICE. The day will then conclude
with four illustrative cases being discussed in an
interactive session.

This will be a whole day meeting on a
Saturday and lunch, coffee and refreshments
are provided.

The second meeting of the PDNMG is sup-
ported by the Parkinson's Disease Society UK
and the Movement Disorder Society and made
possible by an unrestricted educational grant
from Boehringer Ingelheim, Solvay and
Britannia Pharmaceuticals. Also the meeting is
accredited with 6 CPD points.

ereview: Rehabilitation Medicine Today and Tomorrow:
Service models for specialist rehabilitation in hospitals and

communities
London, UK, 22 May 2007.

he British Society of Rehabilitation
I Medicine is hosting its Spring
Conference at the Royal College of

Physicians, London, on Tuesday 22 May 2007.

This will provide an overview of best practice

in the provision of specialist medical and mul-

tidisciplinary rehabilitation for people with
complex needs. Examples from both UK and
international service models will demonstrate
the role of rehabilitation medicine in a pri-
mary-care-led, community-orientated NHS.
The day will deliver updates on modern
approaches to service delivery and will identi-
fy key criteria for the organisation of services.

Questions to be addressed will include:

+ How does rehabilitation medicine con-
tribute to national strategies such as ‘Our
Health, Our Care, Our Say’?

+  How much specialist rehabilitation can be
delivered in and through community and
primary care services?

« What is the role of hospital-based and
super-specialist services?

Speakers from abroad will be asked to

describe how they have responded to these

issues, sometimes with very limited resources.
The Conference will open with a keynote

lecture by Professor Dame
Carol Black, National
Director for Health and Work
(and past President of the
Royal College of Physicians,
London) entitled ‘Health,
Work and Well-being: An
Inter-departmental
Government strategy’. This
session will highlight the importance of work
and occupation and the role of specialist
vocational rehabilitation. Other sessions dur-
ing the day will
+ explore the role of specialist musculo-
skeletal rehabilitation services and the
scope for delivery in the community
+ provide overviews of UK service models
with international comparisons high-
lighting challenges and opportunities for
service development
+ provide reviews of services delivered both
by the NHS and by the voluntary sector,
and discuss the role of specialist medical
expertise in brain injury rehabilitation.
The day will conclude with a panel discussion
addressing the question of cost effectiveness
of specialist Rehabilitation Medicine, and its
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role in delivering current health-
care and social policies and a dis-
cussion on the future of rehabili-
tation medicine.

The conference also includes
an opportunity for showcasing
rehabilitation medicine service
models of excellence in the form
of posters, for which abstracts
are invited.

The content of the day will be highly rele-
vant to public health specialists, commission-
ers of specialist services and secondary care
services, voluntary sector organisations, con-
sultants in relevant medical specialties such as
rehabilitation medicine, neurology, neuro-
surgery, trauma and orthopaedics and
rheumatology. We look forward to welcoming
you on the 22nd.

Professor Christopher Ward,
President,
British Society of Rehabilitation Medicine.

For further information visit:
www.bsrm.co.uk
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PREVIEW

17th Meeting of the European

Neurological Society
Rhodes, Greece, 16 — 20 June, 2007.

Neurology: Learning, knowledge, progress and the
future

Teaching programme:

+ Interactive case Presentations: What is your decision?

+ Practical sessions in Clinical Neurophysiology

22 Teaching Courses covering all important topics in
Neurology

The teaching programme of
the ENS meeting at Rhodes
includes five interactive ses-
sions with case presenta-
tions, 22 teaching courses, 1

European
Neurological Society

practical workshop and ENS
three practical breakfast ses-
sions.

The interactive sessions on Saturday morning, June 16 encourage
attendants to bring cases of interest to the meeting and to discuss clin-
ical presentations by making decisions on diagnosis and treatment.
The 21 half-day and one full-day teaching courses are spread out over
the entire meeting from Saturday, June 16 to Wednesday, June 20 and
aim at providing up-to-date clinical and related scientific information
on a broad range of topics covering the main neurological diseases of
the central and peripheral nervous systems, neuromuscular transmis-
sion and muscle. One teaching course will focus on submission of suc-
cessful grant applications and the writing of scientific papers. The
chairpersons and the faculty have been invited based on their known
scientific and clinical expertise on the selected subjects. Three courses
are given jointly with the American Academy of Neurology.

Five courses are designated as “integrated courses” and will be part
of the scientific programme of the congress, preceded by poster view-
ing and followed by selected 15-minute oral presentations. One practi-
cal workshop on Botulinum Toxin treatment is presented on Sunday,
June 17. Practical breakfast sessions on Clinical Neurophysiology will
be given on Sunday, Monday, and Tuesday. It is the policy of the ENS
teaching programme to interact with attendants as much as possible
and instructions to the faculty emphasise the practical clinical rele-
vance of presentations. In order to make the teaching programme as
accessible as possible, the interactive sessions and practical breakfast
sessions are provided free of charge, and the teaching courses at
extremely low cost. Moreover, teaching courses are free of charge for
young physicians attending the congress with the “Young Neurologists
in Training” offer.

Prof C Krarup,
Executive Committee.

Visit the ENS 2007 website
www.ensinfo.com featuring:

+ Continuously updated scientific
programme
¢ Online registration as well as hotel & tour registration
+  Option to compose your personal congress programme
*  Details about the industrial
exhibition
¢ Information about Rhodes
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