2" UK HHT Patient Meeting

Saturday 28th February 2009
9.00-6.00pm

Hammersmith Conference Centre
Hammersmith Hospital
Du Cane Rd
London W12 ONN

The second UK meeting for
individuals and families with
Hereditary Haemorrhagic Telangiectasia
(Osler-Weber-Rendu syndrome)

Conference organised by
Dr Claire Shovlin, Lead Clinician HHTIC London,
and
Mrs Diana Lawson, Telangiectasia Self-Help Group
hosted by
HHTIC London

For phone enquiries please contact Georgina Rudd on 0208 383 4831

CONFERENCE FACULTY

DR HELEN ARTHUR PhD

Institute of Human Genetics, University of
Newcastle Dr Arthur is a scientist
investigating HHT using mouse models.

MRS PAM BRAYSHAY

Clinical Secretary for Dr Jackson,

HHTIC London, Hammersmith, Hospital
Pam co-ordinates all PAVM admissions.

DR NICKY COOTE

Consultant Paediatrician, Hammersmith
Hospital, London. Dr Coote performs
medical checks for children of all ages.

DR GILL GASKIN

Consultant Physician. Dr Gaskin is the
Medicine Programme Group Director at
Imperial College Healthcare NHS Trust.

CN ROBERT HICKEY

Charge Nurse, Imperial College
Healthcare NHS Trust Robert runs the
short stay ward for HHT day case
assessments and PAVM admissions.

DR JAMES JACKSON, FRCR MRCP
Director of Interventional Radiology,
Hammersmith Hospital Dr Jackson has
been treating HHT patients with
pulmonary AVMs for more than 20
years, and is a world-renowned expert.

DR HARRI JENKINS, Consultant
Neurologist and Stroke Physician.
Imperial College Healthcare NHS Trust.

MRS DIANA LAWSON
Co-ordinator/ organiser Telangiectasia
Self -Help Group Mrs Lawson provides
advice and support across the UK, a
group which has over 400 members.

PROFESSOR VALERIE LUND FRCS
Consultant ENT Surgeon Royal Nose
Throat and Ear Hospital, Grays Inn Rd.
Professor Lund is a world renowned
expert in HHT and specialises in the
treatment of difficult nose bleeds

RD JAMES LE COUTEUR
Nutrition & Dietetic Department,
Imperial College Healthcare NHS Trust
James is the Gastro Dietitian for
Hammersmith Hospital.

MR ANDREW McCARTHY FRCOG
Consultant Obstetrician, Queen
Charlotte's and Chelsea Hospital Mr
McCarthy is a highly experienced
obstetrician with specific HHT expertise

DR MANEESH PATEL, Consultant
Interventional Neuroradiologist ,
Imperial College Healthcare NHS Trust.

MISS GEORGINA RUDD

Conference Secretary, Clinical Secretary
for HHTIC London, Hammersmith,
Hospital. Georgina’s is the friendly voice
for many of you who call.

DR CLAIRE SHOVLIN PhD FRCP
Consultant in Respiratory Medicine,
Lead Clinician HHTIC London. Dr
Shovlin’s 17 year HHT experience
spans clinical management, clinical
studies, and laboratory- based research.

MS SALLY STURT

Clinical Pathway Co-Ordinator for
HHTIC London, Hammersmith Hospital.
Sally ensures that all appointments are
made efficiently and effectively.

KANDARP THAKKAR MRPharms
(IPresc.), Dip. Clin. Lead Pharmacist-
Admissions & Discharge Hammersmith
Hospital.

DR ANDREW THILLAINAYAGAM
Consultant in Gastroenterology and
hepatology , Imperial College Healthcare
NHS Trust Dr Thillainayagam treats the
Gl tract of many HHT patients.

DR PETER WILMSHURST
Consultant Cardiologist, Royal
Shrewsbury Hospital. Dr Wilmshurst
has been researching the effects of
shunts for over 20 years and chairs the
UK Sport Diving Medical Committee

PROFESSOR DAVID WRAY
Professor of Oral Surgery, University of
Glasgow. Professor Wray chaired the
2008 NICE dental committee.

Professor Wray, Dr Jenkins and Dr
Patel cannot be with us today, but
have provided handouts for you.



09.00-9.30

09.30 -9.35

09.35-11.00
09.35-09.55
09.55-10.20
10.20-10.40

10.40-10.50
10.50-11.00

11.00-11.30

11.30-12.30
11.30-11.50
11.50-12.10

12.10-12.30
12.30-12.50
12.50-13.00
13.00-13.15

13.15-14.15

CONFERENCE PROGRAMME

Saturday 28™ February 2009

MORNING

REGISTRATION
and continental breakfast

CONFERENCE WELCOME:

CLINICAL HHT 1: OVERVIEW & BLEEDING:
Overview of HHT Dr Claire Shovlin
Nosebleeds in HHT Professor Valerie Lund
Gastrointestinal and hepatic HHT

Dr Andrew Thillainayagam

Diet and HHT
Iron treatments

RD James le Couteur

Coffee Break

CLINICAL HHT 2:
Pulmonary AVMs Dr James Jackson

Shunts, diving, migraine & stroke

Dr Peter Wilmshurst
Mr Andrew McCarthy
Dr Nicky Coote

CN Robert Hickey
All morning speakers

Pregnancy and HHT
Children and HHT:

The patients’ perspective
Clinical discussion

Hot Buffet Lunch (Ratatouille or Beef Strogonoff)

Kandarp Thakkar MRPharms

14.15-15.30

AFTERNOON

HHT WORKSHOPS

Conference attendees will be invited to rotate around workshops every
15-20 minutes. These will provide an opportunity to ask more informal
questions in small groups

Workshop 1:
Oak Suite:

Workshop 2
Maple Suite

Workshop 3
Ash suite

Workshop 4
Hawthorne

15.30-15.45

15.45-17.00
15.45-16.10
16.10-16.35
16.35-17.00

17.00-17.30

17.30-18.00

18.00

PAVMs and Gl
Dr Jackson, Dr Wilmshurst, Dr Thillainayagam

Nose bleeds and diet
Professor Lund, Mr James le Couteur

Children, and general pharmacy issues
Dr Coote, Mr Kandarp Thakkar

Genetics (Basic or Advanced)
Dr Claire Shovlin

Tea Break

SCIENCE AND FUTURES:
Mouse models of HHT
Clinical research update
Ways Forward: EuroHHT

Dr Helen Arthur
Dr Claire Shovlin
EuroHHT members

FINAL DISCUSSION All faculty

Informal reception.

Conference Closes

If you have any questions that you do not want to ask in person, write them down on a piece of paper and give to one of the conference faculty.
We will then discuss your questions in the final discussion of the day.
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