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At our last AGM an environment of pessimism was transformed into a glare of hope by the presentation of a cheque for £5000 from the former London Borough of Merton Mayor, Councillor John Dehaney, as a first part donation of MSCTG’s share of the Mayors fundraising events during the preceding year. 

The total received from the Mayor’s fundraising was £18,000.  In addition, we successfully secured £6,000 from Merton Council Community Care Grant, so the year ahead turned out to be blessed with hope, and really that is the main mission for all those involved in MSCTG, giving hope to our users through practical help and emotional support at time of a crisis.

MSCTG was able to continue flying the flag for Merton Sickle Cell & Thalassaemia suffers and their families, along with acting as a source of information and assistance for local health service professionals.

Currently MSCTG is financially stable and are continuously seeking new steams of funding.  We will be exploring more localised and innovative fundraising initiatives.  

Our focus will be on consolidating MSCTG's medium to a long-term funding position to service our children and young Users; particular emphasis will be on developing civic and philanthropic spirit within the BAME (Black and Asian Minority ethnic) communities.

We aim to initiate programmes, connecting the Users with the wider community, through raising the profile of Sickle Cell and Thalassaemia locally and nationally.  Therefore, we will aid the process of awareness and education within our neighbourhoods.
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Chairperson
Project Manager’s Report
‘Awareness, Support & Hope’
While our prime objective is to continue offering support to those with needs relating to Sickle Cell Anaemia and Thalassaemia Disorders, MSCTG (‘the Group’) aim to keep these health issues at the top of the agenda by continuing to bring about awareness, therefore giving us all hope!
The Group continues to operate from the office at the Vestry Hall, however, in order to maintain the Group’s operations, staff hours have been reduced and service provisions are being provided with the aid of dedicated volunteers.

Being visible on the World Wide Web (www.mscrg.org.uk) is a fabulous communication tool, enabling anyone to locate information. This has recently included, for example, the Reverend Jennifer Thomas from the Church of the Ascension who contacted us with the purpose of raising funds for the Group.

Five new members joined the Group between September 2008 and March 2009.  Some need intensive support, while others required Welfare Benefit support and other general advice and information.

One of our most exciting achievements is the successful delivery of a number of Community Placement Sessions with St Georges Hospital Medical Students.  There were positive engagements with National Health Forums, such as meetings with Sutton and Merton Primary Care Trust, Epsom and St Helier NHS Trust, Dr Phil Darbyshire from the Department of Health, the General Manager of St Georges Hospital and other senior staff.

During the past year there has been many events, one of the more memorable was having the privilege of being invited to attend the Queens Garden Party at Buckingham Palace in July 2008.  I accompanied the former Mayor of the London Borough of Merton to this very auspicious occasion.  As you may know, MSCTG has been supported by the former Mayor, Councillor John Dehaney, and organisations such as West Indian Family and Friends (WIFFA), Mitcham Youth Club, Sabitri Ray from South London Music and Cultural Group, Merton Unity Network (MUN) and other individuals, who together raised funds for the organisation.
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We also engaged with other organisations such as, Merton Volunteer Service Council (MVSC), INVOLVE who launched the Community Engagement Programme, Merton’s Healthier Communities Thematic Partnership, The LINK, and WoManBeing and Partners.

Finally, in December 2008 got together with the Wandsworth Sickle Cell and Thalassaemia Support Group (WSC&TSG) to organise a Christmas Party for Group members and their families.  The party was a lively gathering and everyone who attended enjoyed the evening.

Activities

One of the most important activities for any organisation is to evaluate the effectiveness of its services.  Therefore, with the help of MUN and one of MSCTG’s Trustees, Barbara Warnes-Green, a User Questionnaire was distributed.  I am happy to report it was a great success as demonstrated from some of the results below.  Please feel free to request a copy of the questionnaire, which you may also complete and return to MSCTG.
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The Sickle Cell Society’s Regional Care Advisor Programme Workshop - I and some of MSCTG’s members attended this workshop to discuss welfare support and social care help that may be available to all Users and how they can design their own Care Package.  We learned about the new roles of the Society’s London Regional Care Advisors, namely Comfort Ndive and Iyamide Thomas.  A recently retired Specialist Social Worker for Sickle Cell and other expert representatives also gave a talk on Disability Living Allowance, Direct Payments and other relevant benefits.

Children’s Holiday - Four of MSCTG’s young members between the ages of 7–14 were nominated to attend the Sickle Cell Society’s Annual Children’s Holiday in July 2008.  Additionally, the ‘Over the Wall’ Holiday Camp, who collaborated with the Sickle Cell Society, invited another four young members between the ages of 8–17 to attend their Camp.
MUN’s BME Forum - The BME Forum is an enabling body whose Strategic Plan is to bring together ethnic minority groups in order to support each other, raise issues, receive advice on anything which is relevant to the community, pool resources and share information, expertise and experiences.

The Chair, Musa Razvi, and Committee Members, Deanne Affleck, Sally-Ann Epson and I represented the Group on the BME Forum, run by MUN.  Committee Member, Remi Al-Ameen and I also attend the ‘Change Must Have Purpose’ Seminar in October 2008, organised by MUN’s Director, Patricia Anderson.  Key note speakers included Lord Victor Adebowale and Mr Jed Curran, the Chief Executive of London Borough of Merton (picture below).  Members from Merton’s BME Forum Peer Support Network Team assisted.
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Healthier Communities Partnership - I attend these meetings as a representative of the Community Engagement Partnership.  What does this mean?  Well, as a representative it gives me the opportunity to engage, where policy decisions are made or discussed.  I can also voice opinions on behalf of the BME communities and people affected by Sickle Cell Anaemia and Thalassaemia Disorders, as well as the broader communities on issues of health.

I have raised concerns regarding a new drug called Exjade at one of the meetings.  Exjade (deferasirox) is an alternative iron chelation drug in the treatment of iron overload for patients with Sickle Cell Anaemia and Thalassaemia.  Fears have developed concerning the availability of this course of treatment, as some NHS Trusts were not making it accessible to patients.  To confirm, Sutton and Merton Primary Care Trust’s position, a letter was sent to MSCTG from the Acting Director of Public Health, Dr Jacqueline Lindo, who verified that the treatment was in fact available and that, I quote, “expects providers Trusts to prescribe Exjade where clinically indicated”.

MediKidz - MediKidz aim to improve the quality of life of young patients through education.  This has been developed by a team of doctors, whose aim is to educate children through a wide range of media.  This includes graphic novels (or comics) and pamphlets/brochures (explaining how drugs work, as well as investigations that occur within a hospital environment); a fully immersive online virtual world; medi-pedia (an online medical encyclopaedia for kids); a global social networking site (for kids with illness); and eventually, animation/television programmes.  Sally-Ann and I attended a presentation conducted by Dr Kate James who is one of the doctors responsible for the inception of MediKidz.  They will be launching their products this April at Chelsea and Westminster Hospital.

Full Circle Patient and Carer Therapy (PaCT) - MSCTG will be working in partnership with Suzie Ruggles and her team of therapists of Full Circle, who developed this new programme to provide members with training and information on a range of relaxation-based therapy techniques and skills to help manage pain, stress and physical tension.  The PaCT Programme is aimed at promoting and providing self-management courses for patients and their carers living with long-term haematology* conditions, e.g. Sickle Cell Disorder. The initial focus will be on carers, and will then concentrate on patients, which will specifically include young people.  Carers will be invited to attend the initial six-week free training proposed to commence in June 2009, and will be funded by Full Circle.  Further funding is currently being sourced for future courses.

NHS Sickle Cell and Thalassaemia Screening - I was invited by Hannah Neale, of the African Educational Cultural Health Organisation (AECHO), to participate in the development for the dissemination of the NHS Sickle Cell and Thalassaemia Screening Programme DVD called the ‘The Family Legacy’.  This involved various teleconferences and meetings held with an organisation called WoManBeing based in South East London, and were the lead in launching the DVD.  The objective of MSCTG’s involvement was to make a contribution through setting up local workshops to raise awareness and promote the DVD.

[image: image17.jpg]




[image: image18.jpg]



Department of Health - Sally-Ann and I attended a meeting lead by Dr Phil Darbyshire, a Consultant Paediatric Haematologist from the Department of Health, and other specialist representatives from Kingston Hospital, St Georges Hospital, Croydon Mayday Hospital and Guilford, Epsom & St Helier Hospital.  Dr Darbyshire, who is responsible for reviewing services provided to patients with Sickle Cell and Thalassaemia, will publish his findings and make recommendations for changes to service delivery and provision.

Community Placement Sessions – We worked in partnership with Margot Turner, a Tutor from St Georges Medical University in South West London and her assistant, Yvette Ayton-George, to provide community placements for first-year medical students.  Presentations were made by Iyamide Thomas, a South London Regional Care Advisor from the Sickle Cell Society, the Group’s Medical Advisor, Dr Mary Clarke, a Consultant Haemotologist and Specialist Nurse, Carol Edwards, both from Epson and St Helier Hospital.  The sessions included an introduction presentation from myself about the Group and its services, followed by a presentation from a medical point of view and then presentations from young users/patients and carers.
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Finally, students were divided into discussion groups, giving them the opportunity to hear patient’s and carer’s experiences of living with Sickle Cell.

The first two Community Medical Student Placement Sessions where delivered in September 2007.  These were a great success and led us to arrange two Sessions in September and October 2008 and a further two in January 2009.  These sessions have proved as popular with the students as it has with MSCTG’s Members, as having the opportunity to be involved with MSCTG’s service delivery and this essential programme has demonstrated benefits to Members and the Medical Students, while generating income for the Group.

Christmas Party December 2008 - WSC&TSG and MSCTG held a Christmas party at Broadwater Road in Tooting, South West London.  ‘Dons Hut’ Caribbean Takeaway, supported the event by providing some appetizing refreshments.  Those who were unable to attend… don’t dare miss out on the next Christmas party for 2009!
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Awareness
Events such as the Emancipation Day celebration, the local Carnival and National Sickle Cell and Thalassaemia Awareness Month allow the Group opportunities to raise awareness.  Displaying posters and handing out leaflets are just a few methods utilised to achieve this.
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Statutory Service Provision

It is necessary to highlight the fact that there are people working very hard to effect change for patients with Sickle Cell and Thalassaemia.  Therefore, I ask you all to join me in thanking Wilfred Carneiro from St Georges Hospital, who has set up many meetings in order raise concerns of patents to the attention of the Commissioners of Services.  Concerns were raised and presented at a meeting with the General Manager of St Georges Hospital and other senior staff, which was organised by Wilfred and included key issues such as:

· Level of care in the Ruth Myles Day Unit

· The lack of communications between professional
· Problems regarding specialised medications and dressings.

Training

In order to keep abreast of policies, procedures and other relevant changes, the Project Manager, Trustees and Volunteers have attended various courses this year.  These were in the areas of: Introduction to Fundraising; Effective Fundraising; ‘Putting People First’ Workshop; the New Charities and Companies Acts; Project Development & Review; and Governance.

Funding

We remain optimistic and recognise the support we have received over the year, for which we are very grateful.

I would like to thank those Organisations, Trustees, Volunteers and other individuals who gave financial support to MSCTG.  These are:

· MSCTG Members, through donations and membership fees
· Fundraising events, e.g. Mitcham Carnival and AGM 2008 / 2009 raffle
· The former Mayor, Councillor John Dehaney of the London Borough of Merton
· Reverend Jennifer Thomas from the Church of Ascension in Pollards Hill, Mitcham
· WIFFA who raised funds from their Summer Dance
· Participants of the London Marathon
· Sabitri Ray from the ‘South London Music and Cultural Group’
· The London Borough of Merton Community Care Grant.
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Project Manager

Treasurers Report
I want to register our thanks to all those individuals and organisations who have continued to support MSCTG financially.  Particularly, the former London Borough of Merton Mayor, Councillor John Dehaney, Rev Jennifer Thomas - Church of Ascension Pollards Hill, West Indian Family and Friends Association (WIFFA), Sabitri Ray - South London and Music Cultural Group and also those who continue to support the Group non-financially.  This enables us to deliver activities that we would not have been able to do.

However, generally 2008/9 has seen our income decline; we received fewer funds from our traditional funders due to changing circumstances.

	MERTON SICKLE CELL & THALASSAEMIA GROUP



	STATEMENT OF FINANCIAL ACTIVITIES



	For the year ended 31st March 2008



	
	
	
	
	
	Unrestricted
	
	Restricted
	
	Total Funds
	
	Total Funds

	
	
	
	
	
	Funds
	
	Funds
	
	2008
	
	2007
	

	INCOME AND EXPENDITURE
	
	
	
	
	
	
	
	
	

	 INCOMING RESOURCES 
	
	
	
	
	
	
	
	
	

	
	 Grants received 
	
	
	        5,000 
	
	          9,678 
	
	        14,678 
	
	       57,077 
	

	
	 Donations 
	
	
	        3,735 
	
	               -   
	
	          3,735 
	
	            833 
	

	
	 Other income 
	
	
	           570 
	
	               -   
	
	             570 
	
	            637 
	

	
	
	
	
	
	        9,305 
	
	          9,678 
	
	        18,983 
	
	       58,547 
	

	 RESOURCES EXPENDED 
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	

	 Direct Charitable Expenditure 
	
	        5,323 
	
	        40,009 
	
	        45,332 
	
	       61,458 
	

	 Governance costs 
	
	
	              -   
	
	             604 
	
	             604 
	
	            588 
	

	 TOTAL RESOURCES EXPENDED 
	
	        5,323 
	
	        40,613 
	
	        45,936 
	
	       62,046 
	

	 NET (OUTGOING) / INCOMING RESOURCES
	
	3,982
	
	       (30,935)
	
	       (26,953)
	
	(3,499)
	

	 Balance brought forward at 1st April 2007 
	       (2,335)
	
	        34,366 
	
	        32,031 
	
	       35,530 
	

	 Balance carried forward at 31st March 2008 
	£1,647
	
	£3,431
	
	£5,078
	
	£32,031
	


James Bogere


Treasurer
MERTON SICKLE CELL & THALASSAEMIA GROUP





“Knowledge is like a garden, if it is not cultivated it can not be harvested,”


African Proverb
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