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LOOKBACK AT 2010

WFH CONGRESS : BUENOS AIRES  - July 10-14 

Sixteen delegates comprising 8 doctors, 4 nurses, 1 physio and 3 PWH, attended the congress. Their reports have been compiled into a newsletter which is available on request.  The 2012 congress will be held in Paris. SAHF wishes to thank Bayer, Novo Nordisk, NBI and Adcock Ingram for their donations which made it possible for the delegates to attend.

MAURITIUS : Mr Rayner and Sr Cruickshank visited Mauritius in April to train and attend the launch of the Haemophilia Association of Mauritius (HAM).  They workshopped with patients, their families and medical staff on how to get the newly formed Association up and running.

NOVO NORDISK HEMOPHILIA FOUNDATION COMMUNITY AWARD

Sr Anne-Louise Cruickshank won the NNHF award in 2010 for her work in the ROCK project.  The trophy was presented to her at the NNHF stand at the Buenos Aires congress.  The prize money will be used for ROCK leadership training courses.  Congratulations to Anne-Louise for all her efforts to improve haemophilia care.

AGM 2010: Saturday 13 November saw a day of meetings at Red Cross Hospital starting with a well attended home therapy training session.  This was followed by the presentation of a cheque to SAHF by the Cadiz Foundation.  The AGM followed with a review of activities in 2009/10 by the Chairman, Bradley Rayner.  After lunch two separate groups held meetings – a women’s group and a youth group, both well attended and productive.  The next Women’s group meeting is on January 15.  Anyone interested in joining either of these groups should contact Judy (0837117287) or Sr Cruickshank.

PLEASE NOTE: Head bleeds are the main cause of death in haemophilia.  If a headache persist FOR MORE THAN A DAY a PWH should SEEK MEDICAL ADVICE as SOON AS POSSIBLE.
WFH ORTHOPAEDIC WORKSHOP 19-20 NOVEMBER 2010:

A very successful workshop was held following the MASAC meeting in Johannesburg with 7 invited orthopaedic specialists attending from the regional haemophilia centres.  The guest speakers were Professor Alok Srivistava from India and Dr Adolfo Llinas from Columbia.  Also in attendance was Dr Assad Haffar from the WFH.  The workshop was made possible by funding from the WFH as well as Pfizer, Bayer, Novo Nordisk, NBI and Adcock Ingram.  
PHYSIO TRAINING COURSE: Two courses were held in Western Cape, two in Gauteng and one in KZN.  In February 2011 a course will be held in Port Elizabeth by request.

NURSES TRAINING COURSES: 

Courses were held in Limpopo (55 nurses) and in KZN (30 Nurses).  In 2010 a course will be held in East London in February and in Mpumulanga in May.

All PWH please note: Before having ANY injections please speak to your haemophilia specialist or nurse counsellor.

FACTOR SHORTAGE:

As a result of a shortage of factor in Gauteng a 10 minute slot on haemophilia was screened on M-Net in Carte Blanche Medical on 31 May.  The situation has not improved since then and factor is still in short supply for home therapy treatment in Johannesburg and Pretoria.  This is as a result of the hospitals’ budget being overspent, which is an ongoing problem.  

Please note that in Western Cape NBI factor products will no longer be available through WPBTS Blood Bank and will be issued through the pharmacy.  If you need further info on this please contact Sr Cruickshank.  

NBI will be upgrading their facilities in 2011 and arrangements have been made so that the supply of products will not be affected, providing that usage remains at current levels. However non-emergency surgery should be postponed to the second half of 2011.  A letter is attached which urges PWH to use their factor carefully and not to stockpile which may compromise treatment for other PWH.  

WFH GAP (Global Alliance Program): South Africa has been accepted into the GAP programme from 2012.  Preparation will commence in 2011 and partnership with government is an integral part of the plan.  It is hoped to improve haemophilia care for all and to identify 200 new patients.

Do not hesitate to contact Sr Anne 082 788 1038 or Sr Reinett 083 258 6163 with any queries.
COMING IN 2011:

CJ WILSON VISITS RED CROSS HOSPITAL: 6 January 2011

The American baseball player CJ Wilson, who plays for the Texas Rangers, is visiting the Haematology Unit at Red Cross Hospital on Thursday 6 Jan.  CJ is the founder of C.J. Wilson's Children's Charities in USA which raise funds, awareness, and most importantly youth participation in community service and charitable-giving that will directly benefit children and their families who are affected by chronic, life-threatening illnesses.  
TRAINING WORKSHOPS:  A ROCK leadership training course for Gauteng PWH is taking place in Magaliesburg 14-16 January coordinated by Sr Alice Banze, assisted by Kabelo Modisenyane, and with Tony Roberts and Vaughan Chamberlain as facilitators.  A training camp is being planned in Cape Town in March.  Those wishing to attend in Cape Town should contact Sr Reinett Olivier.

WFH MUSCULOSKELETAL CONGRESS: 31 March - 3 April 2011

The 2011 Musculosketal congress will be held in Cairo, Egypt. Mr Sameer Rahim from Cape Town and Dr Rasool from Durban will represent South Africa.

	SUBSCRIPTION FORM

Member information
Name and surname ………………………………………..

Address ……………………………………………………..

               ……………………………………………………..

Phone:  Home ………………………...   Work ……………

Cellphone    ………………………………………………….

E-mail address  ……………………………………………..

Subscriptions are R20 per annum – donations are welcome.

Please complete the subscription form and return to us with your money either by posting it to us at P O Box 172, Plumstead 7801 or by handing it to Sr Cruickshank or Sr Olivier at the clinic.


PATIENT NEWS

PWH with medical aid are reminded that they will need a prescription to send to the chronic medicine dispenser every 6 months. PWH from out of the metropole will need a hospital (GSH, TYG or RXH) out-patient prescription to take to the hospital/clinic pharmacy in their area, so please do not leave the HCCC clinic without that. All these prescriptions by law are valid for 6 months ONLY. PWH need to visit the HCCC 6 monthly with their bleeding records to see the doctor and renew their prescriptions. This includes medical aid and hospital PWH.
When attending clinic PWH are requested to please arrive suitably dressed for a physical examination i.e. wear shorts under your jeans/trousers. 
If you have changed your address/phone number please remember to update your details with the clinic staff.

NB It has been agreed by the Provincial authorities that in an emergency an ambulance will take a PWH directly to the tertiary hospital.  If there is a problem with the ambulance driver contact Sr Cruickshank or Sr Olivier.
CLINICS

The clinics are all running well and are visited by sisters every week. ALL PATIENTS WHO HAVE A BLEEDING DISORDER need to keep in contact with the clinics and be seen on a regular basis. The haemophilia sisters like to see the patients regularly in order that

· they can keep in contact so that when problems arise they become easier to manage;

· they can improve their service delivery to all the patients; 

· they can update patients on new advances/ ideas in haemophilia care.

Please contact the clinics direct for appointments at the following centres.

Groote Schuur Comprehensive Care Clinic (HCCC) 

Fridays 08h00-12h00 in E5.  Ph Elaine (021 4043084) for appointments.

Red Cross Comprehensive Care Clinic (HCCC) 

Tuesday 08h00-11h00 in G1. Ph Sr Felicity Douglas (021 6585185) for appointment 

Tygerberg Haemophilia Comprehensive Care Centre (Paediatric)

VENUE HAS CHANGED

One Tuesday per month in C3A clinic in Paediatric Out-patient Department.  Emergencies will still be seen at the haematology ward G3 open 24 hours.   Phone Sharon for an appointment at 021 9384539. 
Tygerberg Haemophilia Comprehensive Care Centre (Adult)

One Friday a month in X Block.  Phone Kallie 938 5888 for an appointment.

*************  IMPORTANT  ****************

It is vital if a PWH is admitted to any hospital or institution that Sr Cruickshank or Sr Olivier be notified immediately in order that they may monitor the patient’s treatment and progress.
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