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Brain tumours – a cost too much to bear?

Draft Terms of Reference
In our Inquiry, we are looking to 
better understand the true cost of 
brain tumours in the UK, for patients 
and their families and on the NHS, 
from the appearance of symptoms 
right through to treatment and 
beyond. Our key questions are:

• What is the social and financial 
impact on families affected by  
a brain tumour diagnosis?

• What is the typical relationship 
and interaction of families affected 
by a brain tumour diagnosis on 
NHS and social care services? 
Can this be costed?

• What pressures will the rising 
incidence of brain tumours have 
on the NHS, social care and other 
public services?

• What measures could be 
implemented to reduce the  
social and financial impact  
of this disease?

Draft Inquiry schedule
28th February – Terms of  
Reference, schedule and  
approach for evidence  
agreed at APPGBT meeting

6th March – Inquiry opens  
and submissions sought

30th March – Closing date for 
evidence from members of  
the public

20th April – Closing date for  
evidence from professionals  
and other sources

Early May – Oral evidence 
session 1: Charities and patient  
representative groups 

Mid May – Oral evidence  
session 2: Focus group session  
for members of the public

Late May – Oral evidence  
session 3: Clinical groups  
and representatives

Early June – Oral evidence 
session 4: Industry  
representatives e.g. travel 
companies, insurance services 

Late June – Oral evidence  
session 5: Government  
bodies e.g. NHS, DVLA

September –  
APPGBT report launched

The APPG on Brain Tumours (APPGBT) and the brain tumour community know that having 
a brain tumour is both devastating and costly 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. There may be costs that simply aren’t fair, or invisible, and if 
so we should take steps to highlight and address them for brain tumour patients and their 
families, and provide the treatments and support they desperately need. 

APPGBT Inquiry into the economic and social impacts of brain tumours
In response to these issues, we are launching an Inquiry, which will run throughout  
Spring and Summer, reporting after the Summer recess.

The All-Party Parliamentary Group 
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PTO



www.braintumourresearch.org  |  Tel: 01908 867200  |  campaigning@braintumourresearch.org

Brain Tumour Research, Suite 3, Shenley Pavilions, Chalkdell Drive, Shenley Wood, Milton Keynes, Bucks  MK5 6LB

Registered charity number 1153487 (England and Wales) SC046840 (Scotland). Company limited by guarantee number 08570737.

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

The All-Party Parliamentary Group on Brain Tumours receives assistance from 
PB Political Consulting and The Brain Tumour Charity for the purposes of 
organising meetings.

The Secretariat of the APPG
on Brain Tumours is provided by: 

Proposed call for  
written evidence
The Inquiry Panel would be keen 
to receive evidence from a diverse 
range of sources. Patients, families, 
friends and community groups will 
submit their views and experiences 
of the impact of brain tumours on 
their work and personal lives via an 
online forum. 

This will be managed by Brain 
Tumour Research, which holds the 
Secretariat for the APPGBT, and 
hosted on its website. Visit  
www.braintumourresearch.org/inquiry

The closing date for 
submissions from the public 
will be the 30th March. 

The panel will welcome formal 
submissions from professionals  
and other organisations, in line  
with the Terms of Reference 
questions. 

Submissions will conform  
to the following guidelines:

• A single document using  
Microsoft Word 

• 2,000-word limit

• Start with a short summary  
in bullet points

• Use footnotes rather  
than endnotes

Submissions will be sought by  
the deadline Friday 20th April  
via email with the subject  
“APPGBT Inquiry” to  
appg@braintumourresearch.org

About the APPG  
on Brain Tumours
The All-Party Parliamentary Group 
on Brain Tumours (APPGBT) was 
established in 2005 to raise 
awareness of the issues facing the 
brain tumour community in order 
to improve research, diagnosis, 
information, support, treatment  
and care outcomes.

Since 2005, MPs and Peers from 
across the political spectrum have 
worked together in supporting 
the brain tumour community, 
researchers, clinicians and most 
importantly, patients and their 
families. Led by the Chair of the 
APPGBT, Derek Thomas MP, Officers 
oversee the Group’s activities 
and promote the issues of the 
brain tumour community across 
Parliament and beyond.

APPG on Brain Tumours  
Inquiry Panel
The APPG Inquiry Panel will consist 
of Parliamentarians joined by 
representatives of patients and 
carers who work to raise awareness 
of brain tumours, support patients 
and their families and invest in 
brain tumour research. Brain 
Tumour Research will provide  
the Secretariat for the Inquiry and 
produce the report, expected to be 
published in the Autumn.

First ever debate on brain tumours
in the House of Commons

All-Party Parliamentary Group
on Brain Tumours established

Second debate – children’s brain tumours

Westminster launch of
Brain Tumour Research at Parliament

Brain Tumour Consortium Manifesto presented

E-petition on funding and
awareness of brain tumour research

Parliamentary Lobby of MPs
to increase investment in research

Maria Lester’s e-petition inspired by
Brain Tumour Research’s Invest In A Cure manifesto

is opened and Petitions Committee commences inquiry

The e-petition closes with 120,129 signatures

Petitions Committee report condemns
historic underfunding for brain tumour research

Campaigning across the UK galvanises over
70 MPs to attend a Westminster Hall debate

Inaugural meeting of Government’s Task
and Finish Working Group on brain tumours

Brexit impact on brain tumours:
APPG meeting on securing researchers’ and

patients’ needs as we leave the EU

Health Minister received
Task and Finish Group report

Brain Cancer Initiative Round Table

Economic and Social Impacts Inquiry

APPG re-established following the snap
General Election, with Brain Tumour Research

continuing to provide Secretariat
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