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A record of the minutes for the APPG Meeting  

 

Committee Room 21, House of Commons   

 

Tuesday 27th February 2018, 15:45 - 17:00 

 
This is not an official publication of the House of Commons or the House of Lords. It has not been 

approved by either Houses or its committees. All-Party Parliamentary Groups are informal groups of 

Members of both Houses with a common interest in particular issues. The views expressed in this report 

are those of the group. 

 
Chair 
Derek Thomas MP (Con, St Ives) was elected to Parliament for St Ives in May 2015. He was elected as 
the new Chair of the APPG on Monday 10th July 2017, following Rebecca Harris’ MP promotion to 
Assistant Government Whip.  
 
Guest Speakers 

Sue Farrington Smith MBE, Chief Executive, Brain Tumour Research 
 
Professor Chris Whitty, Department of Health & Social Care Chief Scientific Adviser, Interim 
Government Chief Scientific Adviser and Interim Head of Government Science and Engineering 
Profession 
 
Peter Realf, brain tumour campaigner and patient representative on the Task and Finish Working Group 
on Brain Tumour Research 
 
Attendees 
The following Parliamentarians were in attendance. 

• Albert Owen MP (Lab, Ynys Môn) 

• Bambos Charalambous MP (Lab, Enfield, Southgate) 

• Baroness Masham of Ilton (Crossbench) 

• Derek Thomas MP (Con, St Ives) – Chair of APPGBT 

• Jim Shannon MP (DUP, Strangford) 

• Liz Twist MP (Lab, Blaydon) 

• Lord Carlile of Berriew (Crossbench) – Officer of APPGBT 

• Rt Hon Stephen Timms MP (Lab, East Ham) 

• Sir Roger Gale (Con, North Thanet) 

 
Apologies 
The following Parliamentarians sent their apologies: 

• Iain Stewart MP (Con, Milton Keynes South) 

• Mark Pawsey MP (Con, Rugby) 

• Rishi Sunak MP (Con, Richmond [Yorks]) 

• Rt Hon Richard Benyon MP (Con, Newbury) 

• Tracey Crouch MP (Con, Chatham and Aylesford) 

• Chris Green MP (Con, Bolton West) 

 



Page 2 of 3 

 

Minutes 

Derek Thomas MP, Chair of the APPG on Brain Tumours (APPGBT), began the meeting by welcoming 

attendees. Mr Thomas then read apologies (see above) and asked for comments on the minutes from the 

APPGBT’s previous meeting. None were received. Mr Thomas commented that it had been an interesting 

week for cancer and brain tumours, with the publication of the Task & Finish Working Group report and 

the announcement of £45 million for research into brain tumours.  

Mr Thomas continued to the next agenda item, introducing the APPGBT’s Inquiry into ‘The Economic and 

Social Impacts of Brain Tumours’. Mr Thomas said that the APPGBT was focused on finding a cure but 

also on helping patients and their families deal with the impact of the illness. Mr Thomas read the first two 

paragraphs of the report outline below: 

The APPG on brain tumours and the brain tumour community know that having a brain tumour is a 

devastating and costly business for the patient and everyone around them. Costly on a personal level in 

terms of the lives damaged and cut short, costly in terms of the diagnosis, treatments and medical 

support required or sought, and costly in a whole myriad of ways in which we only have the smallest 

glimpse. This might include travel and hospital parking charges, the loss of earnings and savings and 

career potential, costs of trying new treatments not available on the NHS, as well as less tangible 

emotional impacts. Until we find a cure, these costs can only escalate. 

The APPG wants to shine a light on these impacts, both economic and social, which have not yet been 

fully set out in relation to brain tumours. This is so that, as we strive forward in finding a cure and helping 

people manage their condition, we are fully bearing in mind the true nature of the costs. Unless we begin 

to find more progressive ways forward we will continue to let down brain tumour patients and their 

families now and in the future. There may be costs that simply aren't fair, or invisible, and if so we should 

take steps to highlight and address them. Our Inquiry will explore this and will run throughout spring and 

summer, reporting after the summer recess. 

Sue Farrington Smith continued on the Inquiry, saying that the secretariat would take inspiration from 

the Petitions Committee in how the Inquiry would be run. A web forum is being launched for people to 

feedback and the APPGBT is asking everyone to add comments, particularly on key questions around 

what the social and financial impact on families and patients are.  

The inquiry will not just look at immediate families but at a wider impact, on how relationships are 

affected, how people interact with the NHS. It will aim to find how this impact can be costed and, as 

incidence is increasing, how the NHS will cope and what can be done to lower this impact.  

Mrs Farrington Smith said that the secretariat is today checking that the terms of reference are 

acceptable so that the Inquiry can proceed. The Inquiry will be promoted on social media with a closing 

date for the public via the web portal being 30th March. Written evidence from professionals and others 

will also be sought during this period, but with a later deadline of 20th April. During a workshop in May for 

many brain tumour charities evidence will also be taken.  

Derek Thomas MP said that the APPGBT wants to ensure nothing is missed and for people not to 

assume that everything has been thought of. Mr Thomas opened the floor to questions. 

Members of the audience raised the issues of dealing with the Department of Work & Pensions process 

and Job Centre Plus. 

Baroness Masham raised the issue of access to drugs. 

Albert Owen MP suggested having representation from the Citizens Advice Bureau. 

Lord Carlile raised the issue of sharing information and its importance in both research and managing 

the patient’s experience.    

Bambos Charalambous MP asked whether work had been done previously to estimate the cost of pain 

and loss for patients and families.  

Carrie Hume of the secretariat confirmed that a literature review is being carried out to ensure that work 

already undertaken is taken in to account.  
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Professor David Walker praised the Inquiry and said that it needs to be remembered that the cause of 

disadvantage is directly related to the severity of a tumour. He said that damage to the brain starts before 

diagnosis, and is added to by radiotherapy, surgery and unexpected consequences. He recommended 

placing an emphasis on brain injury. Stopping cancer limits brain injury, however, it is important to note 

that some injury happens before, and because of, treatment. Professor Walker said that the estimated 

health economic cost of a child with a brain tumour is £1 million and that this provides for a very powerful 

political argument. 

A representative of the Teenage Cancer Trust asked whether there was scope for focus on young 

people. An action was taken by the secretariat to follow up with the Teenage Cancer Trust. 

Derek Thomas MP said there would be. He also raised the issue of data usage and its importance. He 

said that when he met with Lord O’Shaughnessy earlier in the day on behalf of the APPGBT, he said that 

there was a focus within Government on getting this right.  

Mr Thomas then started the second part of the meeting, an insight in to progress of the Task & Finish 

Working Group on Brain Tumour Research and its recently published report. He introduced Professor 

Chris Whitty and Peter Realf.  

Peter Realf spoke first, reading from the report’s preface that he had written. He said he was very 

fortunate to represent a large body of patient and families on the Group. He thanked Professor Whitty for 

seeking the thoughts of families and charities. Mr Realf spoke about the experience of his son and his 

own family that culminated in the launching of a petition. He said that he was shocked at the lack of 

research and while early diagnosis was good, more treatments were needed. He thanked Brain Tumour 

Research for their support and said that he was encouraged by the progress that had been made.  

Professor Whitty began by thanking Peter and his family for their petition, as well as Baroness Jowell for 

her recent speech. He said that there had been an overdue sea change in emphasis on brain tumours 

and that the report was a start to overcoming barriers and that funding alone will not solve the problem of 

treatments. He commented on how, at this point in history, extending the life of patients and normalising 

their lives as much as possible is probably where the most success lies, until such a time that more 

effective cures can be found.  

Professor Whitty then gave an overview of the barriers faced by the research community, such as the 

blood brain barrier and the fact that individual types of brain tumours are rare which makes research and 

trials impossible. He also raised issues around failing to collect satisfactory bio-banking samples, along 

with a lack of neuro-oncology clinicians and scientists, despite the UK’s great record in neuroscience.  

Professor Whitty continued by talking about the positive things that can be done in diagnosis, surgery, 

radiotherapy and treatments. He spoke about the importance of drug repurposing and the potential this 

has. He then moved on to the work that is being done to ensure that patient experience, even when 

terminal, was important and sharing data was essential. 

Baroness Masham asked a question about access to drugs and EU access. Professor Whitty said that 

it was essential that all new drugs be tested in the context of trials to ensure we can learn. He also said 

he is unable to comment directly on the EU as this question was political and not for him.  

Jim Shannon MP asked whether brain tumours could be prevented and Professor Whitty said that at 

this moment in history there is no evidence to suggest they can be.  

Geoff Pilkington raised the point of how we could fast track drug repurposing as some models show that 

the blood brain barrier can become penetrable, however they need support for these models.  

Derek Thomas MP thanked people for attending and asked for remembrance for David Grant who died 

recently 12 years after diagnosis.  

The meeting closed at 17:00. 

Next meeting is scheduled for 1st May 2018, further details to follow.  

 

 


