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Chair’s Report 

This is our first Annual Report under our new banner 
of Neuroblastoma UK!  The change of name from The 
Neuroblastoma Society has been resoundingly 
welcomed and has aligned us with our counterparts 
in other parts of the world. This has led to a more 
active exchange of information and sharing of best 

practice which has benefited us all. 

At our AGM you accepted the Trustees‘ suggestion 
that we should move from a membership 
organisation to one of a network of supporters.  We felt that this was 
more appropriate for the collaborative and inclusive charity that we 
have become.  One of the issues which has come into stark relief this 

past year is that we are not alone; we may be the 
only charity uniquely focussed on raising funds to 
accelerate the pace of neuroblastoma research, 
however we are part of a wider collective 
concerned with childhood cancer, and indeed the 
rarer cancers community.  We have strengthened 
our alliance with other charities so we can combine 
our funds and grant more, we have partnered with 
the Children‘s Cancer and Leukaemia Group (CCLG) 
in the publication of our new parent handbook – 
now Neuroblastoma: Information and Support for 
Parents, our biennial Scientific Symposium was 

linked with the European research body, SIOPEN, and we have 
contributed to a number of National Institute of Clinical Excellence 
(NICE) consultations increasing our advocacy role.  In this way, we hope 
we are purposefully meeting the needs of all our constituencies and are 

recognised as the best stewards of your hard-won funds. 

On the ground, this change has generated a great deal of attention to 
detail, and we have a new, totally revised database to include all of 
our supporters, donors, and volunteers.  This enables us to stay in 
touch appropriately with you all, and one way in which we are utilising 
this is to invite local supporters to our researcher feedback sessions at 
the institutions we visit regularly.  This provides you with the 
opportunity to hear from the horse‘s mouth, some of the research 
findings and progress happening near you, but also to contribute to our 

work as a group of Trustees.  

“We have 
strengthened 
our alliance 
with other 
charities so we 
can combine 
our funds and 

grant more...” 

Susan Hay, Chair 
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Continued improvements to the website and the introduction of our e-
newsletter have enabled us to share more with our supporters, more 
quickly, culminating at the end of the year with magnificent online 
sales of our very special unique Christmas cards designed specially for 

Neuroblastoma UK by Anthony Browne and Axel Scheffler. 

2015 for us was a year of investment, building on our foundations to 
create a strong, sustainable organisation ready to play a larger part in 
the quest for improved treatments and eventually a cure for 
neuroblastoma.. This has taken significant time and energy and all 
Trustees deserve huge applause and thanks. With great sadness we say 
goodbye to James Duberly, our Trustee for 7 years.  James is replaced 
by Gemma Waterhouse, a qualified accountant with business and 
charities experience.  Gemma is warmly welcomed.  We also have a 
number of new and very active volunteers and I particularly want to 

thank Gail Pasque for her tireless work to improve our website. 

Most importantly, I want to spell out the extraordinary difference your 
support has been making for children and families caught by 
neuroblastoma.  Here are some of the ways our grants, through your 

generosity, are improving outcomes: 

 Immunotherapy - engineering the child‘s immune cells to treat 

their cancer (‗CAR T cell Immunotherapy‘)  

 Targeted radiation therapy for children (mIBG), in combination 

with chemotherapy   

 Gene therapy, and investigations into a child‘s genetic 

susceptibility to neuroblastoma   

 Improving treatments for children through studying the action of 

specific drugs in the body   

 Exploiting the embryonic environment in children to re-

programme cancer stem cells   

 Monitoring disease load during treatment 

We are excited about 2016 – a grant round year.  The instigation and 
sustenance of scientific research is the only way forward to improving 
survival rates and improving quality of life for patients.  With your 

help, we are getting there. 

With warmest wishes and biggest thanks. 

Susan Hay, Chair 
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About Neuroblastoma UK 

Aims and Objectives 

Neuroblastoma UK was founded in 1982 as The Neuroblastoma Society 
by the parents and friends of five year old Matthew Oldridge who was 

dying from neuroblastoma.  The purpose of the charity is threefold:    

 to raise funds for research into the disease to improve both its 

diagnosis and treatment; 

 to offer the opportunity for parents and friends to give each 

other mutual help, support and comfort; 

 to inform parents and supporters on the latest treatments and 
any medical advances relevant to the disease through our regular 

e-newsletter. 

Fundraising Activities 

Donations and Gift Aid 

 Donations can be made on-line through the Charities Aid Foundation 
or JustGiving or by cheque, payable to Neuroblastoma UK and sent to 
GW Services Ltd, 7 Laureate Paddocks, Newmarket, Suffolk, CB8 

0AP.  If eligible, please ‗gift aid‘ your donation. 

Popular Running and Sporting Events 

 Neuroblastoma UK offers places in a variety of running and sporting 
events throughout the country. Applicants are asked to pledge to 

raise a minimum amount of sponsorship. 

Stamp Appeal 

 Neuroblastoma UK benefits from a very successful Stamp Appeal. 
High value definitive and commemorative British stamps are 
welcome as well as all foreign stamps as these command the highest 

prices.    

Christmas Cards 

 Christmas cards are available from October. 

Merchandise and Collection Boxes 

 Neuroblastoma UK supplies t-shirts, running vests, cycle jerseys for 
fundraisers and collecting boxes for display in pubs and shops and for 

use at fundraising events.  
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Trustees of Neuroblastoma UK 
Trustees, all of whom are volunteers, administer the charity in 
accordance with its Trust Deed.  In 2015 Gemma Waterhouse joined the 
Trustees as Hon Treasurer elect and Professor Faith Gibson was 
appointed Medical Trustee.  Neuroblastoma UK has ten Lay Trustees and 

four Medical Trustees.   
 

Trustee Business 
Trustees met for formal business in February, April, June, September 
and November as well as in April for the AGM.  During 2015 we adopted 
a new name and supporter status.  Communications were enhanced 
with the circulation of e-newsletters and the provision of a more 
comprehensive database.  Medical Trustees advised on a neuroblastoma 
storyline in a national television programme resulting in greater 
awareness of the disease whilst our fundraising Trustees initiated the 
Great Give It Up for Neuroblastoma campaign, the first Neuroblastoma 
UK-led event. Collaboration with the Children‘s Cancer and Leukaemia 
Group resulted in an updated version of our Parent Handbook being 
produced which is available to download or in print.  In November we 
ran the 4th Neuroblastoma Research Symposium, a now established and 
valued event (see p7).  Trustees agreed one late research award and 
the first of our small grants awards (see p8).  We were also delighted to 
be accepted into the Association of Medical Research Charities 
confirming the quality of our funding process.  We would like to record 
our thanks to our regular helpers for their support and assistance—Sue 
Davies, Maureen Stevenson, Frank Townley, Eileen Rowe, Mary 
Waterhouse, Lucy Bailie, Gail Pasque, Linda Owen-Lloyd and Marie 

Wade. 

Dr Guy Blanchard (Research) 
 research@neuroblastoma.org.uk 
Dr Yvonne Boyd (Grants) 
 grants@neuroblastoma.org.uk 
Ms Christina Christou (Supporters) 
     volunteers@neuroblastoma.org.uk 
Mrs Shirley Clark (Secretary) 
 secretary@neuroblastoma.org.uk 
Mrs Susan Hay (Chair) 
 chair@neuroblastoma.org.uk 
Ms Jane Morris (Fundraising)  

corporatefundraising@neuroblastoma.org.uk 
Ms Tori Oldridge (Website/Media) 
 media@neuroblastoma.org.uk 
Mr Stephen Smith (Liaison) 
 cancercentres@neuroblastoma.org.uk 

Mr Ben Sharp (Fundraising) 
     fundraising@neuroblastoma.org.uk 
Mr James Duberly (Hon Treasurer) 
Mrs Gemma Waterhouse (Hon Treasurer elect) 

     treasurer@neuroblastoma.org.uk 
 
Medical Trustees   
Please contact via the Secretary: 
Prof Faith Gibson 
     Great Ormond Street Hospital 
Mr Keith Holmes 
 St George‘s Hospital NHS Trust 
Prof Debbie Tweddle 
 Northern Institute for Cancer Research 
Dr Kate Wheeler 
 Oxford University Hospitals NHS Trust 

TRUSTEES 

mailto:tori@bouncepr.co.uk
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4th Neuroblastoma Research Symposium 

Neuroblastoma UK held its 4th Neuroblastoma Research Symposium on 
26-27th November, in Newcastle-upon-Tyne. It was produced in 
collaboration with SIOPEN, the group of European neuroblastoma 
clinicians, and was hosted by our Medical Trustee, Professor Deb 
Tweddle (Newcastle University). The meeting brought together 
European researchers, clinicians and charity representatives, and 
included neuroblastoma talks ranging from pure research through to 

clinical trials results.  

Just under half of neuroblastomas are diagnosed as high-risk disease. Of 
these, around half are incurable, with many survivors suffering long-
term effects of treatment. The first two sessions of the Symposium 
were focused on the identification of, and treatment options for 
children with ultra-high risk (UHR) disease, defined as disease that 
cannot be cured with the current SIOPEN high-risk treatment protocol. 
The third session focused on the biology and origins of the disease. The 
fourth focused on novel treatments that have not yet made it into trial. 
Many of these target MYCN amplified disease (MNA), which used to 
have the worst survival figures, and disease where the ALK gene is 
mutated. However, MNA accounts for only around 20% of high-risk 
disease. It has been emerging for a few years that mutations in the 
ATRX gene occur in non-MNA high risk disease, probably co-occurring 
with loss of the short arm of chromosome 11, and a separate third type 
of high-risk disease has been discovered by German groups, in which 
the TERT gene is massively over-expressed. Between them, these three 
types account for around 65% of high-risk disease. The importance of 
pre-clinical models other than the mouse is being recognised, such as 
the transparent zebrafish for screening new drugs rapidly, in vitro 
tumour organoids and the Xenopus frog for visualising the migration and 
detailed cell behaviour of the neural crest cells that give rise to all the 
sympathetic neurons in which neuroblastoma primary tumours 
originate. The final session focused on what can be learnt from liquid 
biopsies, the hope being that much can be learnt from a blood or urine 

sample that is much less invasive than a tumour biopsy.  

In addition to talks summarised above, nearly 70 posters were 
presented by younger researchers from across Europe on a wide range 
of neuroblastoma themes. Emeritus Professor Sir Alan Craft (Newcastle 
University), who oversaw the development of Newcastle as a paediatric 
oncology centre, made the concluding remarks, reflecting on 40 years 
of improvement in neuroblastoma treatment. He warned that increased 
treatment specificity needs to be balanced by a parallel focus on 

treatments for all.  
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Neuroblastoma UK and Research Funding 

Neuroblastoma UK aims to have a balanced portfolio of research which 
includes a wide range of studies. We support clinical and near-clinical 
research and drug development that has the potential to lead to 
improved treatment protocols. We also support basic research that 
improves our understanding of how neuroblastomas develop and 
become malignant since this may lead to novel, more effective 
approaches to treatment. Neuroblastoma UK runs a biennial research 
competition to ensure that the best value is obtained for the funds 
raised. Decisions on which research projects to support are made on the 
basis of scientific merit, likelihood of success, potential value to 
neuroblastoma patients and the funds available. Research competitions 
are run in accordance with the best practice for research funding as 
carried out by the research councils and government funding agencies.  
In September 2015 we were accepted as members of the Association of 
Medical Research Charities (AMRC) as Neuroblastoma UK fulfils all their 
criteria for funding quality research.  Further details of these 
requirements can be found on their website (http://

www.amrc.org.uk/). 

The last research competition was held in 2014 and the awards were 
reported in last year‘s Annual Review.  During 2015, a late award of 
£70,000 was made to the University of Southampton to partially support 
research directed by Dr Juliet Gray.  Neuroblastoma UK also made the 
first award under our newly formalised small grant scheme. This award 
(£2,500) was made to Dr Louis Chesler at the Institute of Cancer 
Research to establish and support a forum to optimise the use of mouse 

models for neuroblastoma. 

In October 2015, Neuroblastoma UK advertised a research competition 
and invited applications for research projects that will start in the 
autumn of 2016 or later.  The closing date for applications was 26th 
January 2016 and the evaluation process is in progress. The results of 

this competition will be posted on the website in June or July 2016.  

Yvonne Boyd 

The meeting was a great success. We are hoping that the number and 
quality of grants we receive in our forthcoming grant round (deadline 
29th January 2016) will remain high. Huge thanks go to Deb Tweddle for 
the work she put into hosting this meeting, alongside Daniel 
Morgenstern (GOSH), Hayley Bowyer & Lindi Chen (Newcastle) and our 

Trustees.                                                                        Guy Blanchard 
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Currently funded research projects 

2015 

£70,000 over 3 years was awarded to Dr Juliet Gray for the project 
―Combining immunomodulatory monoclonal antibodies with 
chemotherapy to generate therapeutic neuroblastoma immunity‖.  A 
further £20,000 has been contributed locally; making the total cost 
£90,000. The aim of this work is to determine which combinations of 
immunotherapy and chemotherapy are likely to be most effective to 

combat neuroblastoma. 

2014 

Leeds Institute of Molecular Medicine 

£106,237 over 2 years was awarded to Professor Susan Burchill and 
Professor Deborah Tweddle for the project ―Isolation and 
characterisation of neuroblastoma cells in the bone marrow to inform 
therapeutic benefit‖. These studies aim to improve treatment for 
children in relapse by identifying the few cancer cells that may still be 

present after treatment and cause relapse.  

The Institute of Cancer Research (Sutton) 

£206,273 over 3 years was awarded to Dr Louis Chesler for the project 
‖Therapeutic Inhibition of MYCN – discovery and targeting of novel 
MYCN binding proteins in neuroblastoma‖. The project follows on from 
previous studies and aims to find out ways of inhibiting the action of 
MYCN, which is associated with a major effect on the severity of 

neuroblastoma.  The project includes studies in preclinical models. 

University of Glasgow 

£59,958 over 2 years was awarded to Professor Rob Mairs, Dr Colin Rae 
and Dr Mark Gaze for the project ―177Lu-DOTATATE combined with 
radiosensitisers to enhance targeted radiotherapy of neuroblastoma‖. 
Action Medical Research has contributed a further £119,916, making the 
total cost of the project £179,874. These studies aim improve the 

efficiency or radiotherapy. 

University of Liverpool 

£183,958 over 2.5 years was awarded to Dr Violaine See, Dr Diana Moss, 
Professor Paul Losty and Professor Barry Pizer for the project ―Advanced 
in vivo imaging and transcriptomic analysis of neuroblastoma metastasis 
in a chickembryo model‖. The work aims to understand neuroblastoma 

metastasis and suggest ways in which it might be reduced. 
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University of Bristol 

£118,643 over 3 years was awarded to Dr Karim Malik, Dr David 
Matthews and Dr Sebastien Oltean for the project ―A novel target for 
destabilization of the MYCN oncoprotein‖. Smile with Siddy has 
contributed a further £55,000, making the total cost of the project 
£173,673. This project is looking at one specific method for inhibiting 

MYCN, an important neuroblastoma oncoprotein. 

University of Cambridge 

£178,571 over 2 years was awarded to Dr Anna Philpott and Dr Louis 
Chesler for the project ‖Therapeutic use of kinase inhibitors to 
reactivate neuroblastoma differentiation‖. This project is examining 
ways of inducing neuroblastoma cells to revert to normal behaviour and 

differentiate. 

Northern Cancer Research Institute, Newcastle 

£47,234 over 2 years was awarded to Dr Deborah Tweddle and Dr Lindi 
Chen for the project ―Preclinical testing of combinations of new 
therapies which target the genetic defects present in neuroblastoma‖. 
Niamh‗s Next Step has contributed a further £75,000 making the total 
cost of the project £122,234. This aims to identify whether there are 
any particularly effective combinations of new drugs for 

neuroblastomas which are associated with known genetic defects. 

2012  

Institute of Cancer Research (Sutton) 

£213,844 over 3 years awarded to Dr Louis Chesler for a project entitled 
―Development of ALK-targeted therapeutic strategies using genetically-

engineered models of ALK-driven neuroblastoma‖. 

Clinical trials and studies 

£30,000 was awarded to SIOPEN (International Society of Paediatric 
Oncology - Europe Neuroblastoma) through the UK co-ordinator Dr 
Kate Wheeler to provide financial support for half of the UK‗s SIOPEN 
annual levy.  This work is also supported by other UK neuroblastoma 

charities. 

£11,876 was awarded to Dr Michael Pike, Dr Ming Lim and Dr Bethan 
Lang to support the "UK Multicentre Study of Children with Opsoclonus 

Myoclonus Syndrome (UMSCOM)" 
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Report on the 2015 Accounts 

Having awarded grants of £900,874 in 2014, the charity awarded a grant 
of £70,000 in 2015 to Juliet Gray‘s immunotherapy project in 
Southampton, an application that was reviewed by the SAB in 2014. In 
addition, a number of smaller grants totaling £23,500 were made in 
2015. These funded the 2015 Symposium in Newcastle, supported the 
update of the parents‘ booklet, and committed to support the INRG 
database and the 2016 ANR conference. There was a write back of £737 
from the fact that the final costs of the 2013 symposium came in 

slightly lower than budgeted.  

Income – The level of total income of £270,093 was significantly lower 
than the very strong year for fundraising in 2014, when a number of 

large one-off events boosted the charity‘s income. 

Expenditure – Expenditure was slightly lower than in 2014, due in part 
to the fact that travel costs were lower in a year with no Scientific 

Advisory Board. 

Overall Position - The overall financial position of the charity remains 

very healthy with the unrestricted fund at £248,525. 

This use of the charity‘s funds was planned and in accordance with the 

purpose for which the charity was created. 

Gemma Waterhouse, Honorary Treasurer 

Total Revenue  £270,093  

Breakdown of Revenue in 2015

Donations

OtherInvestment 

Income

Sports & 

Marathon

Regular 

Giving

Gift Aid
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 2015£ 2015£ 2014£ 2014£ 

INCOME AND ENDOWMENTS 
FROM: 

    

Donations  163,838  270,649 

Other trading activities  99,638  143,278 

Income from investments  6,617  7,248 

TOTAL  270,093  421,175 

     

EXPENDITURE ON:       

Raising funds (21,385)  (21,769)  

     

CHARITABLE ACTIVITIES:     

Grants payable and grant  
amendments 

(92,763)  (846,358)  

Governance costs (5,615)  (6,422)  

TOTAL  (119,763)  (874,549) 

NET INCOME/(EXPENDITURE)  150,330  (453,374) 

     

RECONCILIATION OF FUNDS       

Total funds brought forward  98,195  551,569 

TOTAL FUNDS CARRIED  
FORWARD  248,525  98,195 

Income & Expenditure Account for the year ended  
31st December 2015 

These statements are not the Statutory Accounts, but a summary of information taken from the 
Statutory Accounts relating to the Statement of Financial Activities and Balance Sheet.  
A copy of the full Annual Accounts and Trustees’ Report can be obtained from the Treasurer, G W 
Services Ltd, 7 Laureate Paddocks, Newmarket, Suffolk, CB8 0AP 
The Statutory Accounts were approved by the Trustees on 1st March 2016, and will be submitted 
to the Charity Commission after audit. 
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 2015£ 2014£ 

CURRENT ASSETS:     

Debtors and advance payments 14,799 4,915 

Investments 849,600 847,358 

Cash at bank and in hand 209,947 400,532 

   

TOTAL CURRENT ASSETS 1,074,346 1,252,805 

   

CREDITORS:  Amounts falling due within one 
year (Note 1) 

(578,941) (611,964) 

NET CURRENT ASSETS 495,405 640,841 

TOTAL ASSETS LESS CURRENT  
LIABILITIES 

495,405 640,841 

CREDITORS:  Amounts falling due in more than 
one year (Note 1) 

(246,880) (542,646) 

NET ASSETS 248,525 98,195 

FUNDS OF THE CHARITY   

Unrestricted fund 248,525 98,195 

   

Note 1:  Grants awarded not yet paid   

SIOPEN 17,296 19,498 

Oxford 2012 990 6,928 

IOCH 2012 211 35,078 

Cambridge 2012 4,250 49,331 

IOCR 2012 61,740 104,303 

Bradford 2012 644 15,967 

Strathclyde 2012  26,110 

Newcastle 2014 35,485 47,234 

Leeds 2014 36,553 106,237 

IOCR 2014 157,603 206,273 

Liverpool (Mairs) 2014 29,979 54,962 

Bristol 2014 108,317 118,643 

Cambridge 2014 169,413 178,571 

Liverpool (See) 2014 122,196 183,958 

Southampton 2015 70,000  

Conferences and Small Grants 7,500  

Other payments due 3,644 1,517 

TOTAL LIABILITIES 825,821 1,154,610 

Balance Sheet at 31st December 2015 
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Independent Auditor’s Report to the Trustees of Neuroblastoma UK 
We have audited the financial statements of Neuroblastoma UK for the year ended 31 
December 2015 which comprise the Statement of Financial Activities, the Summary 
Income and Expenditure Account, the Balance Sheet and the related notes. The 
financial reporting framework that has been applied in their preparation is applicable 
law and United Kingdom Accounting Standards (United Kingdom Generally Accepted 

Accounting Practice). 

Respective responsibilities of trustees and auditor 

As explained more fully in the Trustees‘ Responsibilities Statement set out on page 5, 
the Trustees are responsible for the preparation of financial statements which give a 

true and fair view. 

We have been appointed as auditor under section 145 of the Charities Act 2011 and 

report in accordance with regulations made under section 154 of that Act. 

Our responsibility is to audit and express an opinion on the financial statements in 
accordance with applicable law and International Standards on Auditing (UK and 
Ireland). Those standards require us to comply with the Auditing Practices Board‘s 

(APB‘s) Ethical Standards for Auditors. 

Scope of the audit of the financial statements 

An audit involves obtaining evidence about the amounts and disclosures in the financial 
statements sufficient to give reasonable assurance that the financial statements are 
free from material misstatement, whether caused by fraud or error. This includes an 
assessment of whether the accounting policies are appropriate to the charity‘s 
circumstances and have been consistently applied and adequately disclosed; the 
reasonableness of significant accounting estimates made by the trustees; and the 
overall presentation of the financial statements. In addition we read all the financial 
and non-financial information in the Report of the Trustees to identify material 
inconsistencies with the audited financial statements. If we become aware of any 

apparent misstatements or inconsistencies we consider the implications for our report.  

Opinion on financial statements 

In our opinion, the financial statements: 

 give a true and fair view of the state of the charity‘s affairs as at 31 December 2015 

and of its incoming resources and application of resources for the year then ended; 

 have been properly prepared in accordance with United Kingdom Generally Accepted 

Accounting Practice; and 

 have been prepared in accordance with the requirements of the Charities Act 2011. 

Matters on which we are required to report by exception 

We have nothing to report in respect of the following matters where the Charities Act 

2011 requires us to report to you if, in our opinion: 

 the information given in the Trustees‘ Annual Report is inconsistent in any material 

respect with the financial statements; or 

 sufficient accounting records have not been kept; or 

 the financial statements are not in agreement with the accounting records and 

returns; or 

 we have not received all the information and explanations we require for our audit. 
 

Haines Watts 
Statutory Auditor 

3rd Floor Pacific Chambers 
11-13 Victoria Street 

Liverpool   L2 5QQ 
1 March 2016 
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