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Director’s report 

Year ended 31 March 2012
The Directors have pleasure in presenting their report and unedited financial statements 
of the company for the year ended 31 March 2012.

Alström Syndrome

Alström Syndrome is a very rare inherited condition which affects the body’s metabolism with particular impact on all major organs including the heart, lungs, kidneys and liver. Dilated cardiomyopathy is often detected in young babies and often leads to premature death. Kidney failure may also occur.  During childhood, patients suffer deteriorating eyesight which may include nystagmus and photophobia which often leads to blindness. Hearing loss and Type 2 diabetes is also common.

Because the condition unfolds gradually from birth and the different manifestations vary from individual to individual, correct diagnosis is often delayed leading to suboptimal treatment and a failure to anticipate future developments. There are presently just over 850 cases known worldwide, approximately 60 in the UK although the history of poor diagnosis referred to above almost certainly hides many more. 

Structure, governance and management

Alström Syndrome UK is a registered charity and company limited by guarantee which formed in 1998 after the founder Mrs Kay Parkinson’s children were diagnosed aged 15 and 18. She was told it was extremely rare and only 12 other patients were then known.  Over the past fouteen years the numbers known to the charity have grown to 57 and the charity has developed many services to support them.  The most major achievement has been the recognition by the NHS National Commissioning team of the excellence of the multi-disciplinary clinics which have been set up by the charity in conjunction with Birmingham children’s hospital and Torbay Hospital for adults.
These clinics are the first in the world for this condition. The charity is run from the home of Mr and Mrs Parkinson.

New trustees are appointed by the existing trustees and serve for three years after which they may put themselves forward for re-appointment. A minimum of three trustees must be present at each meeting for decisions to be made.

At the quarterly Directors meetings the board agree the broad strategy and areas of activity for the charity which have taken account of families and patients views and opinions which are always sought at the Annual Family Conference. The day to day running of the charity is delegated to the Chief Executive.

The Directors are assisted from time to time with input from Professor Timothy Barrett clinical lead for the Alstrom’s children clinic at Birmingham children’s hospital and Dr Richard Paisey adult clinical lead at Torbay Hospital and directors would like to formally express their gratitude for their dedication to Alström patients. Directors would also like to thank Dr Tarek Hiwot and Dr Rob Cramb from the Queen Elizabeth Hospital Birmingham for attending clinics in the past year in readiness for the adult clinic move to QEH.

Directors all undergo child protection training before joining the Board. New Directors are given a copy of the memorandum and articles of association and copies of the Charity Commission guidance “The Essential Trustee: What you need to know” and Charities and Public Benefit”

Directors give of their time freely, however one director was paid (£1000) for work over and above what is expected for web site maintenance. Directors are required to disclose all relevant interests and register them with the Chief Executive and in accordance with the charities policy withdraw from decisions where a conflict of interest arises.

Funding Structure

The charity has a service level agreement with the National Commissioning Group to provide national co-ordination of the multi-disciplinary clinics and family support. ASUK organises families’ accommodation and helps with travel arrangements. We also agree to maintain the web site with the latest medical information and circulate clinic dates. ASUK also agree to provide medical information in the newsletter. The charity reports monthly to the NCG about these activities.

BBC Children in Need currently funds a full-time Child Development post.

Grants have been obtained to fund a part-time PA role and part-time accountancy role.

All monies raised by families go into a separate account and is used solely for their use.

From January 2011 ASUK received funding from the EU as a partner in an EU WABB (Wolfram, Alström and Bardet Biedl) project.

Objects of the Charity and activities for the public benefit

The objects of the charity are governed by the company’s memorandum and articles of association, directors have referred to the general guidance on public benefit when reviewing the charities objectives which are as follows:

a) The relief of sickness of persons with Alström Syndrome, in particular but not exclusively by the provision of support, advice and information for such persons as their families, carers and those working with affected individuals.

b) The promotion of research into Alström Syndrome and related syndromes, both in the UK and abroad, and the public dissemination of the useful results thereof.

Over the year Alström Syndrome UK has worked towards its charitable objectives in the following ways:

· Providing advice and support to those affected by Alström Syndrome and /or their families to help them access the disability benefits to which they are entitled

· offering an individual advocacy service through home visits ,face to face meetings, support at multi-agency meetings, in writing, by telephone or e-mail in areas of special educational need, independent living and care needs

· arranging activity holidays

· organising a National Conference

· organising a medical and scientific conference

· providing grants in cases of hardship

· funding research

Alström Syndrome clinics

Until 2006 Alström Syndrome disease was managed on a voluntary basis usually alongside the annual family conference by doctors who were willing to give their time freely to help patients. In 2006 Birmingham Children’s Hospital and Torbay Hospital received funding from the National Specialised Advisory Service which is now named AGNSS (Advisory Group for National Specialised Services). This designation changed overnight the provision of services to Alström patients from ad hoc clinics to well organised multi-disciplinary clinics which are held quarterly. Alström Syndrome UK charity was funded as an equal partner in the service in 2008. 
This year we have been working towards a smooth transition for the adult clinics which have now moved successfully to the Queen Elizabeth Hospital, Birmingham.
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Michelle Hough

A few years ago I would never have dreamed that I would be writing this report now, but life has its unexpected turns, 3 1/2 years ago my daughter was diagnosed with Alström Syndrome. It was utterly devastating, but with the support of ASUK we know that she will have the best future possible. It is an honour to now be in a position to ensure that families like ours are full supported, and to be able to work together with the families, medical professionals and researchers to work towards finding treatments for the wide range of conditions that Alström Syndrome presents. 

Exciting times are ahead with the start of Alström Europe launched by ASUK Chief Executive, Kay Parkinson. This will bring together expertise and support groups throughout Europe under a new co-operative venture. The Asian Mentoring scheme is also going from strength to strength; working within the Asian community has led to a dramatic increase in referrals.

This year also saw a successful transfer from Torbay Hospital which looked after the Adult patients to the new Queen Elizabeth Hospital in Birmingham. This will enable us to provide comprehensive coordinated care for our patients and a smooth transition between children’s and adult services. Alongside ASUK the team at Torbay were instrumental in developing the world’s first multi disciplinary clinics for Alström Syndrome and I would like to thank the team at Torbay for the dedication shown to ASUK and to our families. 

Funding from The Big Lottery during this period has enabled ASUK to progress the research project in partnership with South Devon Healthcare NHS Trust, Birmingham Children’s Hospital NHS Trust, Cambridge University and Queen Elizabeth Hospital, in the long term this project will enable a greater understanding of the condition. 

It is wonderful to be able to see the photos from the family outings and breaks that ASUK provides. ASUK actively encourages and supports activities that improves the wellbeing of the patients and thanks to a donation was able to set up a bike club during this year. 

Alström Syndrome UK continues to grow due to the passion and personal dedication of our team, as a patient led charity we continue to have the patients at the forefront of our thoughts. 

Big Lottery Steering Committee

The Big Lottery-funded research project carried out by various partners associated with ASUK has commenced.  Dan Jagger and Kevin Goodwin are members of the over-seeing committee, ensuring that goals are met to the predicted time-scale.  They have attended face-to-face meetings and phone conferences to receive updates and plans for the period of the award.

Special Needs Home Conversion

Mark Millais is exploring and learning more about how to best adapt homes for those living with Alström Syndrome.  He is researching courses to attend which would further his knowledge.

Young Adult Activity Breaks

Alex Griffiths-Rayson has assumed the role of organizing activities and building supportive relationships for the Young Adult patient group.  

Patient Records

Torbay Hospital has produced excellent patient records using their research database.  As the database is owned by ASUK, Lesley Porter is exploring the possibility of a copy of the record being given to each patient.

Website development

The ASUK website is undergoing a full re-vamp, carried out by external contractors.  The content and style of the new site has been under the control of the Board.  Kevin Goodwin has been in day-to-day contact with the developers to ensure the content is accessible for those with dual sensory.
Rare Disease Day 2012
Rare Disease Day was celebrated across the world by a joining of hands expressing the theme of solidarity “Rare but strong together” On Rare Disease Day, Kay and John Parkinson were in Brussels for the EURORDIS gathering where Kay was one of the speakers. The message this year was to focus on the importance and the need for collaboration and mutual support in an area where patients are rare, expertise is scarce, and people affected face similar challenges.
Kay Parkinson

Alström Syndrome UK Chief Executive Report

Our charity continues to expand, mainly due to the increasing numbers of Asian families discovered by our Development Manager, Kerry Leeson-Beevers. Because of the custom of first cousin marriage and the Alström gene being present within some families the incidence in the Leeds / Bradford area continues to grow.  It is in our plans to develop our Asian mentoring scheme to other areas where we know that there is a high incidence of Asian Muslims who may be at risk of having children affected by Alström Syndrome. Our role is not to pass judgment on the practice but to offer help and advice about the possible life choices available to them. We are waiting for a family to come forward requesting pre-implantation techniques so that we can get AS registered with the Human Embryology committee so that families who are known to carry the Alström gene are automatically considered. Because we can predict families who may be at risk our help and advice in this area is one of our biggest forms of Public Benefit.

Exercise is very important for our members to try and help prevent diabetes. We have continued to fundraise for tandem bicycles and activity holidays. This has enabled those affected to increase their fitness and has helped many families to have quality time together, through the Alström Syndrome UK Bike Club, which has funded many trikes and tandems for families.
In March 2012 our very first clinic was held at the brand new state of the art hospital the Queen Elizabeth in Birmingham. The Alström condition had proved far too complex for the district hospital at Torbay where we started the clinics in 2006 and our members needed access to a hospital who could offer transplants and other state of art therapies. We will always be grateful to Torbay Hospital for starting the World’s first clinics for Alström patients and our grateful thanks go to DR’s Richard Paisey, Cathy Carey and Seamus Mc Dermott in particular as well as their team members Birmingham -being central in the country has made access to the clinic much easier for most of our patients- Dr Pasiey’s attendance has also lessened the anxiety for some patients with the move. We welcome Dr Tarek Hiwot and Rob Cramb to our special clinics at Birmingham and look forward to working with them very much in the future.

ASUK continues to publish the only medical handbook on the Alström condition, run a web site, produce quarterly newsletters and provide information leaflets. An e-newsletter has been started this year to keep families updated in between newsletters. We run an annual family conference which once again we combined with a scientific conference to help increase understanding of the Alström Syndrome.

We provide family support from families who have themselves had a child with Alström Syndrome- this is the most valued part of our work as families have a great need to speak with others who have experienced the many manifestations of Alström Syndrome. Practical help and support is given as often as is needed and a 24 hour helpline is available.

Alström Syndrome UK strives to increase and encourage research and we have been involved in two projects to this end this year.  The Big Lottery grant has entered its second year and seen numbers grow for the database and also for the skin biopsies.  The EU WABB extends the database EU wide as well as designating genetic testing centres across the EU. Our contacts across the EU have grown considerably through this project and we plan to start an Alström Europe organisation in the next year to ensure we do not lose touch with these contacts.

Our representatives have attended many conferences to help raise awareness of AS, one particular conference in Dublin has resulted in the possibility of clinical trials to reduce the effects of the photophobia which affects our members.

Our aim is always to improve the lives of the people we represent and to endeavour to reduce the effects of this devastating syndrome and improve quality of life.

Kerry Leeson-Beevers
Alström Syndrome UK, Development Manager Report
We are now in our final year of a three year grant from BBC Children in Need. While I continue to manage this project, Catherine Lewis is now working full time in her Child Development Role.

This project has progressed well and we have introduced a number of new initiatives to support families, promote healthy lifestyles and reduce isolation. Many of our families now regularly take part in outings and residential weekends. As a result, relationships are developing with families as a whole and they are able to offer support to one another.

We have linked well with professionals from Health, Education and Social Care to ensure they have a comprehensive knowledge of the progressive nature of Alstrom Syndrome and understand how this condition can affect individuals diagnosed and their families. 

Our families face many challenges and this year we have been required to support a number of families in challenging disability claims and Education and Social Care assessments. In the majority of cases we have managed to obtain a successful outcome. However, it is frustrating and devastating to witness families being forced to fight for what their children need and deserve but until there is a greater understanding of the needs of people living with rare diseases, I fear these challenges are set to continue. 

ASUK organised a successful conference in March 2012 and we received positive feedback from all delegates. The theme of the conference was transition as this is a very difficult process for many of our young people throughout various stages in their life. 

My main area of work is the development of our Asian Mentoring Scheme. This is a project I am very proud of and I thoroughly enjoy managing. We now have two new team members, Iram Shah and Shamila Kafait who are both working as Project Assistants. Their knowledge of Asian culture and their ability to speak fluent English, Urdu and Punjabi has been extremely beneficial to the support we are able to provide to families. As a result, we have been successful in raising awareness of the condition through linking with families, community and religious leaders, health professionals and through the media. We are addressing the issue of consanguineous marriages sensitively and supporting families to make informed choices about future pregnancies.

We have seen a vast increase in the number of referrals to our charity and I feel this will continue. In 2008 only 3 Asian children were known to our charity, today our number of Asian families makes up over half of our total number diagnosed.

We are very thankful to all of our funders and we have worked hard to develop positive relationships with each one of them by keeping them fully informed of our progress and demonstrating positive outcomes.

Moving forward, we have applied for a number of grants to help us continue and develop our work with all children, young people, adults and their families. We are looking to expand the Asian Mentoring Scheme and target the areas of London and Leicester while continuing to provide the same level of support to existing families.

We are aiming to develop Alström Asia and will be applying for an international grant to fund this project. We already have a link in Pakistan who is willing to support us to identify and diagnose individuals. We will be exploring ways that we can share the knowledge and expertise in Alström Syndrome throughout the UK with other parts of the world. Consequently, the more people we are able to diagnose with AS, the greater our understanding of the condition will become.     

We have some truly remarkable families and I feel very privileged to be able to work alongside them on a daily basis. While I enjoy working with parents, the most rewarding part of my role is direct work with young people. It is important to me that our young people have a voice within our organisation and that we are able to support them to develop their confidence and self worth. 

Catherine Lewis MInstF 
Alström Syndrome UK, Child Development Officer Report

The Child Development role has been funded for three years through a grant provided by Children in Need, which concludes at the end of December 2012. This has been a very rewarding role that has enabled me to build relationships and support families throughout the UK.

Many new initiatives have been created including an ASUK Bike Club where ASUK funds trikes and tandems so families can stay healthy and have quality time together; this was made possible through a Bike Club grant.

Another successful conference was held in March 2012 and the children enjoyed a fun filled day at Drayton Manor which was only possible due to funding from Day Trippers and the commitment of local volunteers.

Alström Syndrome UK understands the importance of quality family time together and giving families a chance to get away from the day-to-day challenges they face. Many activities have been organised throughout the year to build supportive relationships with other families and create lasting memories together.

Awareness raising is an important part of the Child Development role and this has been achieved through a monthly e-newsletter and developing a new and exciting website, with includes regular updates for both families and professionals alike. This has also been achieved through contacting Schools, Hospitals and Social Services to explain more about the condition and the work of the charity. I will continue to work closely with schools where children and young people who are affected by Alström Syndrome attend and explain the complexities of the condition and the additional support that will be required.

It is always a privilege to support families who are affected by Alström Syndrome, although this at times can be very challenging when battling Social Services or Local Authorities for funding which families are entitled to.  Families really appreciate the support this role offers in times when they feel isolated with the complexities of the benefits and funding systems.

I will continue to strive to promote the needs of people affected by Alström Syndrome and enable young people to build their confidence and self-esteem through activities and challenges which they never thought possible.

FUNDRAISING REPORT 

Julia Scott MInst

Fundraising Manager

The past year has been a challenging but successful period for Alström Syndrome UK as the charity continues to take steps forward with the development of existing charitable programmes and identifies new ways to improve care and support for seriously ill children, young people and their families.

Despite a continually challenging financial climate and a changing political landscape, when it comes to healthcare, the Alström Team has excelled itself over the past year, responding to challenges with fantastic resolve and tenacity.  An increase in grants and donations, against all the odds, allowed us to meet targets for the commencement of a new Asian Mentoring Scheme and to provide support for the families.

The Directors of ‘AS UK’ are deeply grateful to the many volunteers who freely give their time and support to the charity in a wide variety of ways, and without whom the charity would be unable to meet its objectives.  Individuals, Companies and Charitable Trusts and Foundations have been generous in their giving which has helped the charity to continue its vital work.  Our heartfelt thanks to everyone who has played a part in making this possible.

Development of Research

AS UK started a 3 year research project, “Giving hope to Alström Patients” funded by a £350,000 Big Lottery Grant.  ASUK has brought together the UK’s foremost clinical experts in Alström Syndrome from Torbay General Hospital, Birmingham Children’s Hospital and Queen Elizabeth Hospital, Birmingham with world leading research scientists at the Metabolic Research Laboratories in Cambridge University’s Institute of Metabolic Science. Led by ASUK, this three year project, combines clinical studies using volunteer patients who attend the regular AS clinics and fundamental stem cell research. This is a unique collaboration which will deliver:

· The first wide ranging, structured research programme into Alström Syndrome 

· The first national clinical database of Alström Patients

· The first Alström Syndrome tissue bank

· The first ever stem cell research into Alström Syndrome

Importantly we expect 

· to discover more people who have never before been correctly diagnosed with AS and therefore not been given the best treatments

· To be able to improve management of this difficult to treat condition

· To be able to better predict the course of the disease 

· To take the first steps to genetically engineered treatments

Update 2012
Big Lottery Funded Research Project “Bringing Hope to Alström Patients”

In 2009 the Big Lottery Fund awarded ASUK £344,232 to lead this 3 year research project into Alström Syndrome. The project got underway in July 2010 together with our partners, South Devon NHS Trust, Birmingham Children’s Hospital NHS Trust and Cambridge University Institute of Metabolic Science, we have begun the most comprehensive study of Alström Syndrome ever undertaken. Uniquely, this project combines clinical studies with basic cell biology investigations.

We have had a great response from members with 28 voluntarily enrolling into the study in the first year and permission given to incorporate the records of 6 deceased patients. 7 research clinics have been held at which our volunteers go through a set of additional tests to increase the depth of our knowledge of AS.  Furthermore 13 patients have donated skin biopsies which have been sent to Cambridge University where 12 of them have successfully made cell lines now in storage. 
A major aspect of the project is to create a database which can be used to correlate clinical and genetic information. This is being established at Birmingham Children’s Hospital with the software being developed by the National Department of e Sciences at Glasgow University.
The progress of the database continues and we are now looking forward to disseminating this information through attending conferences and enabling collaboration and funding projects to take this research project further.
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Alström Syndrome UK

Statement of Financial Activities

Year Ended 31 March 2012
	
	Note
	Unrestricted Funds
	Restricted Funds
	Total Funds
	 
	Total Funds

	
	
	2012
	2012
	2012
	 
	2011

	
	
	£
	£
	£
	 
	£

	Incoming Resources
	
	 
	 
	 
	 
	 

	Donations
	
	40.897 
	30,640 
	71,537
	 
	63,275

	BBC Children in Need Grant
	
	0
	23,053
	23,053
	
	28,070

	Big Lottery Fund – Ref C165A1447
	
	0
	117,005
	117,005
	
	107,048

	NCG Funding
	
	0
	133,605
	133,605
	
	103,605

	EU – WABB
	
	0
	0
	0
	
	14,805

	Interest
	
	2,639
	0
	2,639
	
	1,274

	Total Incoming Resources
	
	43,536 
	304,303
	347,839
	 
	318,527

	
	
	 
	 
	 
	 
	 

	Resources Expended
	
	 
	 
	 
	 
	 

	Contracted Services & Support
	2
	10,953
	268,644
	279,597
	 
	173,963

	Fund Raising Costs
	3
	11,779
	0
	11,779
	 
	14,779

	Equipment, Repairs & Renewals
	
	300
	7,280
	7,580
	 
	1,364

	Sundry Expenses
	
	2,657
	65
	2,722
	 
	524

	Telephone
	
	65
	0
	65
	 
	144

	Advertising, Printing, Postage & Stationery
	
	3,683
	1,105
	4,788
	
	3,611

	Insurance
	
	318
	0
	318
	
	315

	Activity Holidays for Members
	
	0
	2,198
	2,198
	
	1,475

	Financial Support & Assistance
	
	0
	1,387
	1,387
	
	5,863

	Training
	
	1,686
	555
	2,241
	
	7,327

	Travel & Accommodation
	
	0
	28,397
	28,397
	
	37,441

	Website Development & Maintenance
	4
	2,513 
	1,075
	3,588
	 
	1,078

	Membership Fees
	
	1,180
	0 
	1,180
	 
	544

	Total Resources Expended
	
	35,134 
	310,706
	345,840
	 
	248,428

	
	
	 
	 
	 
	 
	 

	Fund Balances at 1st April
	
	36,202 
	175,520
	211,722
	 
	141,623

	Net In-Year Incoming (Outgoing) Resources
	   5
	8,402
	(6,403)
	1,999
	
	70,099

	Fund Balances at 31st March
	10
	44,604
	169,117
	213,721
	 
	211,722


Alström Syndrome UK

Balance Sheet – 31 March 2012
	
	Note
	
	2012
	
	2011

	
	
	
	£
	
	£

	Fixed Assets
	
	
	 
	
	 

	Tangible Assets
	6
	
	0 
	
	0

	
	
	
	 
	
	 

	Current Assets
	
	
	 
	
	 

	Debtors
	7
	
	9,245
	
	22,444

	Investments
	
	
	127,540
	
	51,254

	Cash At Bank & In Hand
	
	
	83,426
	
	170,955

	
	
	
	220,211
	
	244,653

	Creditors
	8
	
	 
	
	 

	Ciliopathy Alliance
	
	
	0
	
	8,684

	Amounts Falling Due Within One Year
	
	
	6,490
	
	24,247

	
	
	
	
	
	

	Net Current Assets
	
	
	6,490
	
	32,931

	
	
	
	 
	
	 

	Total Assets Less Current Liabilities
	
	
	213,721
	
	211,722

	
	
	
	 
	
	 

	Funds
	10
	
	 
	
	 

	Unrestricted Funds
	
	
	44,604 
	
	36,202

	Restricted Funds
	
	
	169,117
	
	175,520

	
	
	
	213,721
	
	211,722


The directors are satisfied that the company is entitled to exemption from the provisions of the Companies Act 1985 (the Act) relating to the audit of the accounts for the year by virtue of section 249A (1), and that no member or members have requested an audit pursuant to section 249B(2) of the Act.

The directors acknowledge their responsibilities for: -


(i)

ensuring that the company keeps proper accounting records which comply with section 221 of the Act, and, 


(ii) 
preparing financial statement which give a true and fair view of the state of the financial affairs of the company as at the end of the financial year and of its surplus or deficiency for the financial year in accordance with the requirements of section 226, and which otherwise comply with the requirements of the Act relating to financial statements, so far as applicable to the company.

These financial statements were approved by the Board of Directors on the 3rd November 2012 and were signed on their behalf by: -

Director

                           
Director

       Michelle Hough Chair                                    Julie Beck
Alström Syndrome UK

Notes to the Financial Statements

Year Ended 31 March 2012
1.
Accounting Policies

The financial statements are prepared in accordance with the Companies Act 2006 and comply with applicable accounting standards. They also comply with the Statement of Recommended Practice on Accounting and Reporting by Charities (SORP 2005). The following are the main accounting policies adopted by the Charity: -


(a) 
Basis of Accounting


The financial statements are prepared under the historical cost convention. 

(b)
Income & Expenditure


All income and expenditure is accounted for on an accruals basis.

(c)
Fixed Assets


All fixed assets are shown at their net book value i.e. their initial cost less depreciation.


(d) 
Depreciation



Depreciation is calculated so as to write off the cost of the asset, less its estimated residual value, over the useful economic life of the asset.

(e)
Format of Accounts


In the opinion of the directors, the standard format of the profit and loss account as laid down by the companies Act 1985, Schedule 4, would not present a fair view of the results of the company. Accordingly, the format of the profit and loss account has been amended as permitted by section 226(5) of the Companies Act.


(f)
Funds



Unrestricted funds are those that are available for use at the discretion of the trustees in furtherance of the general objectives of the charity. Restricted funds include specific grants and funds to be used in accordance with the specific instructions imposed by the donors, or, which have been raised by the charity for specific purposes.

2.
Contracted Services & Support Costs

The Charity administers two separately funded and audited projects:-

	
	
	
	      £

	 EU - WABB
	
	
	14,634

	 Lottery Project
	
	
	131,101



Also included in this expenditure heading are the following services engaged in support of the Charity’s operations and activities: -

	Chief Executive
	
	
	48,900

	Family Liaison Officer
	
	
	29,700

	Child Development Officer
	
	
	13,396

	Multicultural Support Workers
	
	
	32,366

	Administration
	
	
	4,100

	Treasurer
	
	
	5,400

	
	
	
	279,597


Alström Syndrome UK

Notes to the Financial Statements (continued)



Year Ended 31 March 2012
3.
Fund Raising Costs
The unrestricted costs of £11,779 relate to professional fund raising services which have generated income far in excess of that figure. 
 4.
Trustee Information



No directors received any remuneration for services as members of the Board of Directors but one director received a payment of £1,000 for the separate responsibility for maintaining the Charity’s website.

5.
Tax on Surplus (Deficit) on Ordinary Activities


There is no charge for corporation tax or deferred tax during the years as the company is exempt from tax.

6.   Tangible Fixed Assets


The Charity holds no tangible fixed assets.

7.
Debtors

	
	
	2012
	
	2011

	
	
	    £
	
	    £

	BBC Children in Need
	
	7,831
	
	22,170

	Accrued Income
	
	1,414
	
	274

	
	
	9,245
	
	22,444


8.
Creditors 


This relates to monies falling due to various creditors within the next financial year..  

9.
Company Limited By Guarantee


The company is limited by guarantee, having no share capital. It is a registered charity. Under the provisions of Section 30 of the Companies Act 1985, the company is entitled to omit the word “Limited” from its name. In the event of the company being wound up, the liability of each member is limited to £10.

Alström Syndrome UK

Notes to the Financial Statements (continued)



Year Ended 31 March 2012
10.
 Funds
	
	Balance at 1 April 2011
	
	Incoming Resources in Year
	
	Outgoing Resources in Year
	
	Balance at 31 March 2012

	
	£
	
	£
	
	£
	
	£

	NCG Funding
	0
	
	133,605
	
	133,605
	
	0

	BBC Children in Need
	6,648
	
	23,053
	
	14,977
	
	14,724

	Medical & Scientific Fund
	15,690 
	
	0 
	
	0
	
	15,690 

	Big Lottery Funding

     Research Grant C165A1447   

	75,471
	
	117,005
	
	131,101
	
	61,375

	Euro- WABB Project
	
	
	
	
	
	
	

	                  – ASUK Funded
	36,907
	
	0
	
	5,854
	
	31,053

	                  – Externally Funded
	10,167
	
	0
	
	8,780
	
	1,387

	Chloe Staddon Holiday & Equipment Fund
	25,000
	
	0
	
	8,855
	
	16,145

	
	
	
	
	
	
	
	

	Financial Assistance Grant Fund
	4,137
	
	0
	
	1,387
	
	2,750

	
	
	
	
	
	
	

	Donations for Specific Purposes: -
	
	
	
	
	
	

	Goldsmith Company
	1,500
	
	0
	
	1,500
	
	0

	Mollie Croysdale Trust
	0
	
	240
	
	0
	
	240

	Clydesdale & Yorkshire Bank
	0
	
	400
	
	327
	
	73

	Sir Jules Thorn Charitable Trust
	0
	
	1,000
	
	0
	
	1,000

	Childwick Trust
	0
	
	3,000
	
	1,151
	
	1,849

	Rayne Foundation
	0
	
	3,000
	
	537
	
	2,463

	Simply Health
	0
	
	5,000
	
	1,057
	
	3,943

	Sylvia Adams Trust
	0
	
	15,000
	
	1,575
	
	13,425

	Evans Cornish Foundation
	0 
	
	3,000
	
	0
	
	3,000

	Restricted Funds
	175,520 
	
	304,303
	
	310,706
	
	169,117

	Unrestricted Funds
	36,202 
	
	43,536
	
	35,134
	
	44,604

	
	211,722
	
	347,839
	
	345,840
	
	213,721


Alström Syndrome UK

Notes to the Financial Statements (continued)



Year Ended 31 March 2012
NCG Funding – funds the service agreement between the Charity and London Strategic Health Authority (as host Health Authority to the National Commissioning Group) to maximise access to NHS services and provide support and information to Alstrom patients and their families.
BBC Children in Need – funding to cover the cost of the Child Development post to December 2013. 
Medical and Scientific Fund – use restricted to research expenditure.


Big Lottery Funding – balance of grant (reference C165AA1447) received to fund major research into Alstrom Syndrome over a three year period ending July 2013.  

Euro–WABB Project – amount set aside to meet the Charity’s contribution to an EU funded joint research project with two other related charities.
Chloe Staddon Holiday & Equipment Fund – amounts raised to provide holidays, outings and specific equipment to Alstrom patients and their families.
Financial Assistance Grant Fund – amount set aside to provide financial support to Alstrom patients and their families based upon an assessment of need.


Donations for Specific Purposes are those that are kindly donated to fund particular Charity activities and/or groups of patients. 
Independent Examiner’s Report to the Trustees of Alström Syndrome UK

I report on the accounts of the company for the year ended 31st March 2012.

Respective Responsibilities of Trustees and Examiner

The trustees (who are also the directors of the company for the purposes of company law) are responsible for the preparation of the accounts. The trustees consider that an audit is not required for this year under section 43(2) of the Charities Act 1993 (the 1993 Act) and that an independent examination is needed. 

Having satisfied myself that the charity is not subject to audit under company law and is eligible for independent examination, it is my responsibility to:

· examine the accounts under section 43 of the 1993 Act;

· to follow the procedures laid down in the general Directions given by the Charity Commission under section 43(7)(b) of the 1993 Act; and

· to state 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 Commission. 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 no opinion is given as to whether the accounts present a ‘true and fair view’ and the report is limited to those matters set out in the statement below.

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 386 of the Companies Act 2006; and


(b) 
to prepare accounts which accord with the accounting records, comply with the accounting requirements of section 396 of the Companies Act 2006 and with the methods and principles of the Statement of Recommended Practice: Accounting and Reporting by Charities



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.
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