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Presentation Notes
A double act with Wendy Fulcher  as patient representatives on the NCIN/ SSCRG.

 As an audience of clinicians and professionals facing  patients every day you may be thinking how presumptuous of us  to be telling you what you  know well already about ‘what brain tumour patients want’.
As well as  heading up our respective, well-established brain tumour charities  we both  have first-hand experience  of supporting close family members through their devastating brain tumour journeys.   We have a very personal understanding of patient concerns and their main issues about brain tumour treatments and care.
 On data registry our more questioning  patients and families are often shocked to learn  there’s yet no comprehensive brain tumour database or registry, They’ll be delighted that  DoH plans are now progressing  -a move warmly endorsed  by  Wendy and myself and other colleagues across our wider community of brain tumour charities.
Our next slides cover the background to Brain Tumour UK and the concerns that patients and families using our services are raising with us  along their brain tumour journeys. I’ll then hand over to Wendy.








Who are we?

• Registered charity with a national 
remit

• Founded 1997
• Objective, professional Trustees 
• Growing staff and volunteer team
• Presence in a growing spread of 

UK locations
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Brain Tumour UK a registered chaity with a national remit.
Following our foundation Brain Tumour UK was originally volunteer - led by its Trustees.  But the emphasis today is on having fully independent, professional Trustees who steer the charity, whilst allowing our professional staff  and volunteers to deliver the job of running the organisation and our services.



Three key purposes

• Providing support
• Funding research
• Raising awareness
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Presentation Notes
 Brain Tumour UK has three key purposes. We provide support for everyone affected by a brain tumour . We fund essential research into new brain tumour treatments and better ways of caring for people affected by brain tumours.  And we raise awareness of brain tumours and their issues across the UK



Raising awareness

Campaigning for change
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Brain Tumour UK has been leading the way in advocacy for brain tumour patients and their families. Last year we ran a campaign  called ‘Register my tumour rcognise me’ ito  make  the case that all brain tumours should be recorded in official statistics. 
We also responded to the All Party Parliamentary Group’s request for evidence of inequalities in cancer; we pointed out that there are inequalities between cancers, with brain tumour patients missing out on  many key services even though they have the greatest support needs of almost any cancer group. 



Providing support and information

Leaflets for patients/carers  now available in 100 outlets
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My focus  today is on our support activities. And what patients are telling us they need.
In  2008 we invited all UK neuro-science centres to complete a survey to help formulate our  plans for delivering complementary services to those hospitals are already providing for brain tumour patients.  Thanks to your feedback thousands of our support leaflets and business cards have since been distributed to neuro hospitals nationwide and other key information centres. 
 As a result the number of calls  to our helpline from needy patients trebled in eight weeks and is still rising steadily.  



Supporting and listening to 
patients

• In 2009 we supported 2,463 - 7 per day 
• Incoming enquiries covered the whole 

spectrum of brain tumour sufferers
• Patient confidentiality is strictly upheld
• Data is captured anonymously for reporting 

and campaigning 
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Providing support is  our top priority. By the end of 2009 we’d  helped nearly 2500 patients, an average of 7 a day . We cover the whole brain tumour spectrum. 
The mean call length to  our professional helpline team was 22 minutes. Our calls and responses to enquiries are never a substitute for medical advice.  We  offer emotional support, other practical  advice and signposting.
We strongly uphold confidentiality in line with the quality standards of  the National Helplines Assoc - we are a member. – now even more critical in view of issues sparked recently by the National Bullying  Charity 
We  capture service user data and other details anonymously for  reporting and  lobbying purposes. 



We listen – patients share their 
experiences and needs 
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Patients ring for support and advice but as part of that process often want to  share their experiences, good and bad  with our helpline team. These are some of the GBM patients that we’ve been supporting.  I should  make it clear that all those pictured have consented to us telling their stories.  






Needs on diagnosis

• Patients can feel shock, anxiety and 
unsupported

• BTUK often seen as ‘second stop shop’ and 
‘listening ear’

• Advice on getting the best possible care as 
fast as possible

• Need for ‘key worker’ contact for emotional 
support and to tackle isolation 
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When patients hear the words: “You’ve got a brain tumour”, they  tell us life comes to a standstill and they pretty much stop thinking.
So they need written information to take away with them and some form of personal contact and phone number, to deal with subsequent questions and their sense of isolation.



Needs on diagnosis

FAQ’s include:
-where are the treatment centres of 
excellence? -

-where can I go for a second 
opinion? 

-where can I enrol on a clinical trial?
-where can I find information about 
my tumour and my life expectancy? 

Presenter
Presentation Notes
These are some of the most common questions raised with our helpline team



Needs during therapy

• Significant demand to know more about 
the pathway and its impacts

• The best-supported part of their journey 
but often little written information

• Continued need for personal contact 
and answers to their questions

Presenter
Presentation Notes
A large proportion of  patients contacting us have had surgery.  For all patients, the needs afterwards are consistent.

They want to know more about their therapy and its impacts.

And although the process of radio- and chemotherapy is the best-supported part of their tumour journey, even then they have little written information and they still need personal contact and somebody to answer their questions.



Ongoing needs

• Patients sent home with no contact, no 
information, no advice on addressing 
significant needs

• On the ground services and support can 
be patchy and irregular’

• Huge emotional fall-out with more 
awareness of their condition and its 
likely outcome
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Our patients report  a variety of ongoing needs.

We get a significant number of calls from people who beyond hospital feel totally abandoned by health and social services which are failing to address the acute challenges they face.

In general, patients  who contact us are sent home with little  information and, in particular, no direction on where to get additional support to assist them with their day to day needs.  Many of these patients, of course, will have significant cognitive impairment and there is simply no prospect of returning to their regular day to day life.

This is when the reality of the patient’s diagnosis starts to sink in and patients suffer a huge emotional fall-out at a time when they are, in effect, most isolated.



We listen to what patients and  
carers are saying

• “It feels like we have dropped off the 
edge of the world”

• “We needed rehab but there just aren’t 
any services round here”

• “My husband felt he was just being left 
to die” 
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These are actual statements taken from what patients and their families have said.



Family needs

• Support on coping with everyday life
• Assistance with managing finances and 

getting access to benefits
• Need for rehabilitation despite low life 

expectancy
• Support for carers, who often cope 

alone
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The needs extend beyond patients, too.  The patient’s family needs support on coping with everyday life.

If the patient is the primary earner in the household, families need assistance with managing finances and getting access to benefits.

Families will often benefit if the patient gets some rehabilitation, but these services are often not provided simply because the patient has a low life expectancy.  That means no occupational therapy, no physiotherapy, no speech therapy.

And there is no support for carers, who are often left to cope alone.



‘Knowing the numbers of brain tumour patients 
diagnosed is critical to planning optimum 
treatments and care’

A patient supported by Brain Tumour UK 

Why does a registry matter to 
patients?
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In conclusion, why does a registry matter to patients? These are the words spoken by a recent helpline service user.



Why does a registry matter to 
patients?

Without data we cannot:
• Inform commissioning and research strategies
• Deliver sufficient services to people’s point of need
• Future - proof integrated service delivery for brain 

tumour patients
• Begin to make a bigger difference
• Transform patients hopes and lives 
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Without  data our  all - inclusive brain tumour community cannot inform commissioning and research strategies.  Without data we cannot  deliver sufficient services to people’s point of need or future-proof  integrated service delivery including the offering from brain tumour charities like Brain Tumour UK.

But more reliable and coherent data  will enable us all together  to make a bigger difference and ultimately help  transform the lives and hopes of our patients. 








Wendy Fulcher
Brain Tumour Research Campaign



BTRC Story

• shocked at lack of funding for brain tumour 
research 

• so working with Neurosciences Division at 
Imperial College London, we determined to 
establish a centre of excellence for brain 
tumour research
– Step 1 was the establishment of a brain tumour 

tissue bank 

– Step 2 was the funding of a brain tumour registry 
at IC

•
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The BTRC Story - I was shocked at lack of funding for brain tumour research when my husband died, so working with Neurosciences Division at Imperial College London, we determined to start for the basics and build the foundations for the establishment of a centre of excellence for brain tumour research, which would lead to better treatment options for patients. 
 	Step 1 was the establishment of a brain tumour tissue bank 
	Step 2 was the funding of a brain tumour registry at IC
 




Benefits of Registry

• The benefits of this registry:
– forms the core of the MDT meetings

– allows audit of past cases, quality assurance and best 
practice comparisons

– forms the basis for scientific research and protocols

– can provide the structure for further research projects 
by drilling down further into the hospital records

• it has worked on a local front – how much better if 
it were extrapolated onto a national basis
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The benefits we have seen at Charing Cross as a result of this registry are many:
 
forms the core of the MDT meetings
allows an audit of past cases, quality assurance and best practice comparisons
forms the basis for scientific research and protocols
can provide the structure for further, more detailed research projects by drilling down further into the hospital records
 
There is no doubt that it has worked on a local front – how much better would it be if it were extrapolated onto a national basis




Patients Thoughts

• most frequent question is “why?” 
– you don’t have the answer! 

• Their greatest frustration is your answer 
– “we don’t know…..” 

• Patients want a cure 
– while you are still trying to understand the causes 

• patients are shocked that there is no national 
database 

– A registry won’t give you all the answers, but it will be all the 
harder to find them without one
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Patient’s most frequent question is “why?” –you don’t have the answer! 
	Their greatest frustration is your answer – “we don’t know…..” 
	A registry won’t give you all the answers, it will all the harder to find them without one
	Patients want a cure - while you are still trying to understand the causes. 
	Most patients are shocked that there isn’t already a national database




The need for data

• Neuro-oncology needs to catch up

but

• We need robust data to undertake meaningful 
research

“We can only be sure to improve what we can 
actually measure”

Lord Darzi, High Quality Care for All, June 2008
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Neuro-oncology needs to catch up with other cancers – it has been left behind in comparison with many others, where real progress is being made, thanks to research and wealth of data available in some of the more common cancers 
You need robust data to undertake meaningful research, with meaningful statistics




Working together

Need to work together and pool resources
• brain tumour charities recognise this:

– relaunching an All Party Parliamentary Group on brain 
tumours 

– influencing the Cancer Reform Strategy’s focus on rarer 
cancers

– lobbying for greater awareness in both private and 
public sectors…. 

• clinicians and scientists need to form a united a national 
framework too
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Need to work together and pool resources.
 In recent years, brain tumour charities have recognised this need:
	we are: relaunching an All Party Parliamentary Group on brain tumours 
	            influencing the Cancer Reform Strategy’s focus on rarer cancers
	            lobbying for greater awareness in both private and public sectors…. 
So must you – clinicians and scientists need to form a united front and create a national framework Will only work if everyone gets on board – industry associations, cancer networks NHS Trusts and individual clinicians and scientists.




Please make this happen!
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My personal plea today to you all – for the sake of the patients and carers, please make this happen!
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