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“Do not go where the path may lead,
go instead where there is no path and leave a trail”
Ralph Waldo Emerson
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Chair’s Report
The encumbered Chairperson, Ms Ronni Tinubu, requested temporary relief from her
position due the demands of her new job and as an interim measure, I was asked by the
Committee to help as an Acting Chair. However some months later, Ronni submitted her
formal resignation from her position as Chair of MSCTG and I have continued to hold the
position of Acting Chair.
The past year has been very challenging and we are learning how important it is to be selfreliant and supportive of each other. We have learned in a practical way how disingenuous
some council officers conduct their affairs, with no empathy to the needs of socially
excluded communities in the London Borough Merton. We work best when we work
together, as this is the only way we can ever be a truly independent, strong, grass root,
community health promotion organisation.
As some of you may be aware, MSCTG was chosen as one of the two Mayors Charities for
the years 2007 and 2008, ending May 2008. This involved charity events being organised
by the Mayor’s Office, supported by the two Charities, MSCTG and the Dean City Farm.
Both organisations gave practical support in making each event a success in raising
money. There is no doubt that MSCTG through the hard efforts of Eula and other
volunteers supported each and every one of the charity events throughout the year, giving
their valuable time in the evenings and weekends.
MSCTG no longer has any staffing because it exhausted its funding from the various Trusts
it was receiving funds from over the past years. However, active research into new sources
of funding is ongoing.
MSCTG will continue to operate from Vestry Hall, providing a limited service to its users
with the help of volunteers, and efforts will be made to develop closer links with members of
our local BME Business Community and Professionals to foster philanthropic civic
participation in the communities they work, live and do business.
We do not view Sickle Cell and Thalassaemia in terms of a ‘numbers game’, we are also
well aware that allocation of resources in public services is about numbers and not the
dynamics of an illness, whist it impacts on the socio-economic growth of its sufferers and its
carers.
We estimate that for each Sickle Cell and Thalassaemia sufferer, there are at least another
one to three relations/carers who are directly or indirectly affected. Local politicians,
borough officials, leaders of the Third Sector and health service planners must view the
work of MSCTG, in terms of the social capital created, from the invaluable front line
services delivered by MSCTG, to sufferers of Sickle Cell and Thalassaemia and their
families, over almost two decades in the London Borough of Merton.
Ultimately it is about how people in positions of power value the quality of life of people
who, at times, may not be of their own sociocultural origin and social class.
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Medical Student Placement Event
From left to right; Musa Razvi (Acting Chair), Elizabeth Sintim-Aboagye (Parent/Carer), Eula Valentine
(Project Manager), Dr Mary Clarke (Medical Advisor), Ken Elkins (Volunteer), Deanne Afflick (Volunteer),
Agatha (Merton Councillor), Iyamide Thomas (from the Sickle Cell Society and Carol Edwards (Specialist
Nurse)

In conclusion, I urge all Friends of MSCTG to make a commitment to ourselves and each
other, that in the coming years, we will build a strong, lasting foundation for MSCTG. We
can do this only by assuming the role of ambassadors for MSCTG and applying all our
differing skills in the benefit of developing a financially secure community support
organisation, committed to the governments agenda of social inclusion and MSCTG’s own
aspirations of qualitatively, improving the life chances of Sickle Cell and Thalassaemia
sufferers and their families.

Musa Razvi - Acting Chair
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Project Manager’s Report

‘INDEPENDENCE’
Introduction
Merton Sickle Cell & Thalassaemia Group (MSCTG) has been established since 1991 to
provide varying support for people affected by Sickle Cell Anaemia and Thalassaemia
Disorders. Being the only Group of its kind in the London Borough of Merton whose
objective is to disseminate information in the campaign to raise awareness throughout the
community regarding Sickle Cell and Thalassaemia, the Group provide advice, assistance
and friendship, whilst striving to influence change in the service provision and treatment of
those affected by these debilitating and life threatening genetic, blood conditions.
Each year MSCTG face many challenges and this year has been no exception. With
increases in membership and a greater demand for services, these demands extend
beyond Merton, and even London, fuelled by the decline, and somewhat non-existence, in
NHS and Local Authority services∗. While there are goals of national policy in place aimed
at tackling health inequalities, Government health improvement stretch targets are not
extended to affected patients.
In the face of this, we shall continue to overcome such challenges with faith and
perseverance in order to achieve our goal of ‘independence’.
History of Sickle Cell and Thalassaemia
Sickle Cell Anaemia and Thalassaemia are a group of inherited blood disorders in which
there is a fault in the production of haemoglobin - the oxygen-carrying substance which is
synthesized in the bone marrow for incorporation into red blood - and may lead to a variety
of severe disabilities. For instance, sickle shaped cells are latent until they begin to clog
smaller arteries and veins, triggering a painful sickling crisis in the joints, chest and back,
which often causes jaundice, inflammation and bloating, and sometimes disfigurement and
stroke if sickling occurs in the brain. While in Thalassaemia, many of the cells produced
are small, fragile and rapidly haemolysed (broken up), reducing the life span of the cells,
leading to anaemia, which can cause fatigue and shortness of breath.
Thalassaemia Trait varies greatly from country to country. It’s extremely wide spread and
occurs in a line extending through the Mediterranean and Middle East, to the Indian Sub
Continent and throughout South East Asia in a region including Southern China, Thailand,
Malay Peninsula and many of the islands.
Sickle Cell Anaemia disorder developed as a ‘by product’ of the human defence
mechanism against malaria. In areas where malaria has its highest incidence such as

∗

Decline reported by service users and frontline service providers.
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Central Africa, West Africa and Kenya, as many as 30% of the population may be carriers
of the Sickle Trait. Other areas in the Mediterranean and Asia also have a high incidence
of carrier and sufferer rates, but less than those of Africa. The first recorded description of
the Sickle Cell disorder in Africa is attributed to Africanus Horton, who in 1874 described
“fevers of crisis, shifting joint pains and abnormalities of the blood”. The ‘World Health
Organisation’ estimates that there are 250-300 million carriers worldwide, which equals 4.5
percent of the world population; incidences of affected persons have been reported as far
as Eastern Europe.
There are still no official statistics identifying the number of sufferers in the Sutton and
Merton Primary Care Trust (PCT) area, although the Group are endeavouring to gather
more accurate data. However, using data from the 2001 census and known carrier
frequencies, it is currently estimated that the number of Merton residents affected by Sickle
Cell is approximately 1,670.
Fundraising
We can celebrate the achievements of MSCTG following what has been a busy time for
Crystal and me, engaging with members and developing new friendships. As an integral
part of the Group’s ethos, fundraising success through various methods, such as
participating in events in collaboration with service providers to raise awareness, the
Group’s most adventurous accomplishment has been the extraordinarily heroic expedition
of Fiona Beckford and Donna Beckford-Smith who climbed the first Summit of Mount
Kilimanjaro on 20th August 2007, raising a grand total of £1,488. I would like to express
heartfelt gratitude on behalf of the Group to Fiona, Donna and those who sponsored them it was an amazing triumph!

Mount Kilimanjaro in Tanzania, Africa which is 5,895 metres (19341 ft) in height
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In addition, the Group are honoured to have been chosen as one of Councillor John
Dehaney’s Charities - the London Borough of Merton’s Mayor for 2007 to 2008. Since May
2007, our role has been to participate in a variety of fundraising events in an effort to raise
funds for his two charities, some of which involved MSCTG’s young people who took part,
not only in the promotional aspect, but also in the exciting event of the ‘New Years Day
Parade’ in London, which was televised all over the world and reported nationally
throughout the media. Also, with the intervention of a volunteer, Deanne Affleck, the
Mwamba Children’s Choir from Uganda were introduced to the Mayor and although they
had a very busy schedule themselves, sang a repertoire from their CD at Merton Civic
Centre to help raise funds for the Group.

The Mayor’s Christmas Carol Church Service
From left to right: Merton Councillor Edith Macaulay, Briggette Sintim-Duodo (young Sickle Cell Suffer),
Merton Mayor Councillor John Dehaney and Merton Councillor Agatha Mary Akyigyina

It is for these reasons I remain motivated, focused and optimistic in the same way as I trust
in the Group’s invaluable work.
Services and Activities
• Welfare Benefit Surgery – Providing committed information, advice and assistance,
for example, Disability Living Allowance (DLA) forms, reviews, appeals
• Annual Residential Schemes – A children’s holiday week courtesy of the Sickle Cell
Society
• Variety of events for young sufferers, parents and carers, for example, attending
‘Daytrippers’ Summer and Halloween parties

Charity Number: 1091738
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Daytrippers Halloween Party
Prize Winner Michaela Miller (young Sickle Cell Suffer) with Aisleyne Horgan-Wallace from Big Brother

• Laptop Loan Scheme – Helping to reduce disruption to education inevitably
experienced by young sufferers due to time spent in hospital or ill at home
• INVOLVE (Community Engagement Network) – Forum, of the voluntary sector and
wider community, aiming to ensure full involvement in the planning and delivery of
services in Merton
• Various annual Road Shows during National Sickle Cell & Thalassaemia
Awareness Month (July)
• Raising awareness via Community Placement Sessions, Study Days and
presentations, for example, with St Georges Hospital Medical Students
• MSCTG Health Forum – Engaging users with local PCT’s and local councils to
communicate gaps identified in service provision
• Providing health and wellbeing activities to promote stress reduction and help
improve quality of life, for example, pamper days
• Raising the Group’s profile, for example, radio and television interviews, advertising
with Merton Parking Services, active web presence – www.msctg.org.uk – The
website includes a young person’s spotlight page to encourage young sufferers,
carers and their siblings to share and feature their views and experiences on the
site. The Group is also featured on the Merton Connected website (INVOLVE)
• Dedicated participation in each of the local Mayor’s fundraising activities
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• Recruiting and inducting volunteers in the policy and procedures of MSCTG
services
• Engaging with Grant Officers from several funding Trusts and the Local Authority for
the purpose of potential funding
• Staff training which supports the Group’s policy and procedural reviews and
development.
Successes
• Welfare Benefit Surgery, for example nine out of ten DLA applications have been
granted following successful reviews and appeals
• Pamper sessions have helped to promote the importance of health and wellbeing
activities and therapy, producing gratified members

Heath and Wellbeing Pamper Day

• Fiona Beckford and her sister Donna Beckford-Smith reach the Gillman’s Point of
Mount Kilimanjaro raising £1,488
• Two of our young people were awarded individual medals for their participation on
the float in the New Years Day Parade, and as Merton’s entry, earned 5th place,
winning a prize of £2,500. Deanne Afflick and myself were also awarded medals for
our contribution
• Raising awareness and funds from our stall during the Mitcham Carnival through
our attractive tombola and selling delicious homemade cake, supported by the local
Charity Number: 1091738
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Mayor, Crystal Small, Dr Mary Clarke and other members/volunteers – Pat Ndudi
and family, Claudine Valentine, Steven Small, and Ronnie Tinubu and family
• July Road Shows – During the National Sickle Cell Awareness Month, we held
displays at St Georges Hospital in partnership with Judith St Hilaire, Specialist in
Haemoglobinopathies, and at St Helier Hospital with Carol Edwards, Specialist
Nurse of Epsom and St Helier Hospital. We also organised an ongoing display at
Merton Civic Centre for the duration of the month.
• LBM Staff Workshop – Presentation to the Human Resources Department of
Merton Council in an effort to raise awareness amongst corporate service staff,
such as the Legal Department
• Student Placement sessions in September and November 2007 – The Group
worked with St Georges Medical School in collaboration with Margot Turner,
Lecturer in Community Medical Education, St Georges Medical University of
London, Dr Mary Clarke, Consultant Haematologist from Epsom and St Helier
Hospital, and members of our User Group, Remi Al-Ameen, Jonathan Ssetumba,
Olivia Addo, Irene Buaful, Suzanne Mensah, Mrs Olusoga, Elizabeth SintimAboagye, Deanne Afflick. Iyamide Thomas from the Sickle Cell Society and Carol
Edwards, gave their support and Anne Glasgow, a Student Midwife from the
Caribbean was referred by Pippa Gillum from Balham Health Clinic of the
Wandsworth NHS Sickle Cell & Thalassaemia Service also attended

Medical Student Placement Sessions

• Volunteers – We attracted a short-term student from Brazil, Leonardo, and two
students from the Prince’s Trust Training Programme, Carlos and Pauline, who
became volunteers during the National Sickle Cell Awareness Month
• We aided the educational needs of some of our young members due to their
frequent absences resulting from their condition, such as Rebecca Agyepong and
Vanessa Oyih. For instance, after meeting with Vanessa’s Department Head and
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Course Tutor, we were able to establish an email account, a suitable work plan and
a loan of a laptop to accommodate her educational development
• Housing support – Gladys Ayim, one of our members who suffers from Sickle Cell,
was allocated suitable housing shortly after we met with Steven Langley, the
Housing Needs Manager of Merton Council, to express the pressing special needs
of members
• All staff, volunteers and Trustees have successfully undergone enhanced Criminal
Records Bureau checks
• Staff Training – Finance (Accountability) and Project Management courses
completed.
Regrettably, we have been forced to say good bye to some of our most cherished
volunteers, members of our Management Committee and staff, namely Ibironke Tinubu aka
Ronnie, former Chair, Angela de Leon, former Secretary, Crystal Small, former
Admin/Finance Officer, Atu Suronku-Lindsay former Welfare Benefits Advisor, and Olivia
Addo volunteered selflessly assisting Atu in advising on welfare benefits - I take this
opportunity on behalf of all the members to thank them and wish them the very best in their
future endeavours.
I would like to extend our appreciation to all those who made generous donations for the
Mitcham Carnival tombola. To name a few, Dr Mary Clarke, Crystal Small, Patricia
Anderson from Merton Unity Network, Marcus Otite and Tesfai Meresse of MVSC, Frank
Anti from Merton Racial Equality Partnership, Pat Ndudi, Ronnie Tinubu and The Vestry
Hall Staff. Also, we would especially like to thank Steven Small, Mario Ferrante, Pauline
Lewin, Carlos Cruz, Leonardo Medeiros, Salman Akhtar, an Urdu translator who helped to
translate in a Venus Television interview, and Ken Elkins, who has been a dear and
dedicated volunteer over the past 5 years.

Eula Valentine (Project Manager) and Salman Akhtar (Interpreter) during a Venus Television interview
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Eula Valentine (Project Manager) with Deanne Afflick (Volunteer) and Venus Television Presenters

I would also sincerely like to thank all of our valuable members who make donations to the
Group, Trustees, staff and volunteers past and present.

Eula Valentine - Project Manager
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Treasurer’s Report
It is with great pleasure that I present my first financial report to the AGM for a period in
which we have experienced many positive challenges. This is a summary of the full audited
financial statement prepared in accordance to the provisions of the Charity Act 1993, a
copy of which is available on request.
Year ending 31st March 2007
The Grant funding fell by £5,516 compared to the previous year. The main cause was a
change in grant policies of our traditional grant providers. MSCTG fell outside their new
specifications.
However, there was up to 50% increase in donations and other income, an overall
decrease in funding by £4,869.
Year ending 31st March 2008
Grant funds decreased by £13,273 compared to the previous year. Funding for
administration staff ended June 2007, so prudent use of available resources was necessary
and staff was scaled down to one. This meant more work for the Project Manager as she
had to fill up the gap.

AGM 2006
Crystal Small (Administrator/finance Officer)
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Independent Examiner's Report for the year ended 31st March 2007
I report on the accounts of the charity for the year ended 31st March 2007 which are set out
on pages 3 to 8.
Respective responsibilities of the Trustees and Examiner
As the charity's Trustees you are responsible for the preparation of the accounts; you
consider that the audit requirements of Section 43(2) of the Charities Act 1993 (the Act)
does not apply. It is my responsibility to state, on the basis of procedures specified in the
General Directions given by the Charity Commissioners under section 43 (7) (b) of the Act,
whether particular matters have come to my attention.
Basis of Independent Examiner's Report
My examination was carried out in accordance with the General Directions given by the
Charity Commissioners. An examination includes a review of the accounting records kept
by the charity and a comparison of the accounts presented with those records. It also
includes consideration of any unusual items or disclosures in the accounts, and seeking
explanations from you as Trustees concerning any such matters. The procedures
undertaken do not provide all the evidence that would be required in an audit, and
consequently I do not express an audit opinion on the view given by the accounts.
Independent Examiner's Statement
In connection with my examination, no matter has come to my attention:
(1) which gives me reasonable cause to believe that in any material respect the
requirements
a. to keep accounting records in accordance with Section 41 of the Act; and
b. to prepare accounts which accord with the accounting records and to
comply with the accounting requirements of the Act
have not been met; or
(2) to which, in my opinion, attention should be drawn in order to enable a proper
understanding of the accounts to be reached.
The Kings Mill Partnership
Chartered Accounts
75 Park Lane
Croydon
Surrey
CR9 1XS
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MERTON SICKLE CELL & THALASSAEMIA GROUP
STATEMENT OF FINANCIAL ACTIVITIES
For the year ended 31st March 2007
Unrestricted
Notes
Funds

Restricted
Funds

Total Funds
2007

Total Funds
2006

INCOME AND EXPENDITURE
INCOMING RESOURCES
Grants received
Donations
Other income
2

833
637
1,470

57,077
57,077

57,077
833
637
58,547

62,593
539
284
63,416

3
4

6,374
139

55,084
449

61,458
588

56,414
588

6,513

55,533

62,046

57,002

(5,043)

1,544

(3,499)

6,414

Balance brought forward at 1st April 2006

2,708

32,822

35,530

29,116

Balance carried forward at 31st March 2007

£(2,335)

£34,366

£32,031

£35,530

RESOURCES EXPENDED
Direct Charitable Expenditure
Governance costs
TOTAL RESOURCES EXPENDED
NET (OUTGOING)/
INCOMING RESOURCES

James Bogere - Treasurer
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