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The Chairman, Stephen Smith, welcomed members, 
friends, invited speakers and Patron to the conference. 
He outlined the structure of the morning and introduced 
the speakers. 
 
Dr. Susan Buckley, Clinical Research Physicist at 
the Royal Marsden NHS Foundation Trust and 
Institute of Cancer Research, Sutton spoke about her 
current Society funded research. Her talk was about 
personalizing treatment in 131I-mIBG therapy. She was 
in the second year of a three year project to identify the 
correct whole body dosage of radio-active Iodine in the 

treatment of neuroblastoma. She explained that in the past dosage was based on weight of the 
patient, but different patients given the same amount of medication would have different take up in 
the body and therefore the effectiveness would vary. The purpose of her research was to identify a 
way of assessing take up of the radioactive substance so that a more reliable method could be 
determined to give the most beneficial effect and minimize side effects. Her results indicated that it 
is possible to accurately prescribe a whole body dose and predict the estimated fall in platelets (a 
known side effect) so that the treatment could be optimised for an individual patient. The next 
stage would be to develop a simple method of calculating the dosage and to write guidelines so 
that it could be used elsewhere. 
 
In answer to questions it was established that the radio active Iodine did not affect the thyroid as it 
is protected during treatment; mIBG would not replace chemotherapy, but would be used in 
addition; the treatment was used in relapsed patients rather than first line treatment because of the 
effect on bone marrow and as it was a difficult therapy for some centres to use. 
 
Dr Penelope Brock, Consultant Paediatric Oncologist, Great Ormond Street Hospital looked 
back on progress in treating the disease in her talk 25 years of neuroblastoma research and 
treatment. She recognized the hard times many people had lived through over the years as a 
result of the disease and wanted to highlight that significant progress had been made in this time, 

although in the time available she could only touch on a 
few trends. Neuroblastoma is different to most other 
cancers in that it was identified at a late stage when it was 
much more difficult to treat. 
 
In the 1980s neuroblastoma research and trials were very 
much a national activity, with international meetings taken 
up with national representatives explaining what they were 
doing in their own country. The 1990s saw the start of 
international co-operation, with trials taking place across a 
number of European countries, meaning that more patients 
were included in trials and conclusions could be reached 

more quickly. Since the turn of the century international action is now accepted as the only way 
forward, with 20 countries collaborating, including the whole of Europe (except Germany), Israel 
and Poland. This international group also worked closely with the American Childrenôs Oncology 
Group to complement trials and treatments so that conclusions on the best protocols could be 
identified as quickly as possible. 
 
Statistics showing survival rates for children treated in different time periods and protocols showed 
that progress is being made in improving long-term survival for children currently being treated. 
Now about 60% of children over 1 with the disease survive, compared with only 30% 25 years 
ago. There is no post code lottery about treatment, with all UK children receiving the best available 
whichever centre they attend. Looking to the future Dr. Brock was optimistic that there would be 
further improvement in survival for children with high risk disease as treatment is increasingly 
personalized to the pattern of disease revealed by histopathology and high resolution imaging. 
 
Professor Mike Stevens ï CLIC Professor of Paediatric Oncology at the Institute of Child 
Life & Health, Bristol outlined challenges for long term survivors. With increasing success of 
treatment in all forms of childhood cancer many more survivors were living into adulthood and 
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attention needed to focus on problems experienced in later life. The risk of a problem was less to 
do with the particular disease experienced and more to do with the treatment received. A study of 
290 survivors identified that 58 % had a defined medical problem and about 1/3 rd had two or 
more health problems. The range of late effects (cont page 3)of cancer related to restricted 
growth, organ damage, reduced fertility and second cancers appearing. However the risk of 
second cancer was still relatively low at only 1 in 20 of it occurring over a 25 year period. 
For survivors it was clear that experts needed to interpret the risks in individual cases, make 
recommendations on how to avoid or ameliorate them and provide an opportunity for them to gain 
knowledge so that they are empowered to deal with issues themselves. Decisions needed to be 
taken by professionals about whether it is necessary to have regular checkups indefinitely, and 
who patients should see as they became adults. Continuing visits to paediatric staff may not be 
appropriate, but the important issue was the need for the person who the patient sees is aware of 
the background. There may be a case for this work being undertaken by specialist nurses, rather 
than medics.  
 
Following the speakers, Chairman Stephen Smith 
presented gifts to Anna and Tony Beecroft, two retiring 
Trustees, and pointed out the there were vacancies for 
new Trustees. Members who are interested should 
contact him. In answer to a question about the possible 
employment of paid staff, the Chairman said that the 
matter is kept under review by Trustees on a regular 
basis. He asked members to mark the occasion of the 
Societyôs Anniversary on the 20th May by holding a 
sponsored walk and donating the money raised to the 
charity. 
 
James Duberly, the Treasurer, presented the accounts for the past year and highlighted that 

97% of all income was used for medical research. This is a 
remarkable percentage and is entirely due to the fact that 
all the charityôs activities are carried out by volunteers. 
2007 was also the second best year for income after the 
outstandingly large figure received in 2006. Generally 
expenses are very modest, although there would be higher 
costs this year with the more elaborate Spring Conference, 
although a significant grant towards this had been made 
by Georgieôs Fund. Members were invited to make a 
donation towards the conference if they wished. Funds 
were such that Trustees would be able to commission new 
research up to £600,000 in the summer. 

 
Shirley Clark, Membership Trustee, told members about the new Society help-line telephone 
number and the Chairman received two cheques. The first was from Vikki Goodenough, who had 
raised the money by running in the London Marathon, presented by Luke Lacey. The other 
cheque, from Georgieôs Fund, was presented by Sally and Marie. The Chairman thanked Lynne 
Christian for organizing the event for Trustees, Richie and Lee, who had entertained the children 
during the conference, and volunteers from Georgieôs Fund who had also helped with the children. 
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