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Welcome to the Brainbow Newsletter

It’s incredible how quickly a month has gone by and here we are again with the second edition of the 
newsletter! Thank you to everyone who responded with feedback on the first newsletter - it was             
overwhelmingly positive.

There has been a lot going on at both a national and local level. The last newsletter gave a brief update on 
the outcome of the Parliament debate to fund more research into brain tumours. The government                
acknowledges that more must be done for brain tumour patients, and has now revealed that as well as 
setting up a working group at the Department of Health, they will also be requesting that the National          
Institute for Health Research (NIHR) produces a national register to look at how public funds are spent on               
research. In addition they will be including brain cancer in the Genomics England programme. This is a 
very positive outcome, as huge investment is needed over the next ten years to make a significant impact 
on brain tumour treatment.

The Brainbow Service has seen a high 
number of inpat ients dur ing Apri l           
(almost double compared to March)            
although some of these patients have not 
been so intensive. There were 7 new brain 
tumour diagnoses in April, all of which had 
been inpatients that month. In addition, 
there were 2 inpatients who required          
ongoing MDT intensive intervention and 
complex discharge planning. So it has 
been a busy month. Thank you to all who 
continue to provide an excellent service to 
our patients.

Elisabeth Kerley
Acting Brainbow Project Coordinator 
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What is a brain tumour?
A brain tumour is a collective name for an abnormal or excessive growth of cells found in the brain. 
An excessive growth of normal brain cells are collectively referred to as benign tumours, whereas          
excessive growth of abnormal brain cells are known as malignant tumours. There are many          
different types of brain tumours, both benign (non-cancerous) and malignant (cancerous).
 
What is a primary or secondary brain tumour?
Some people have a primary brain tumour. These types of tumours develop and arise from the 
brain cells themselves. This means they usually stay within the brain and generally do not spread 
to other parts of your body. Many primary brain tumours are benign, but there are also many that 
are malignant in nature.
 
Secondary brain tumours are sometimes also known as metastasis. These tumours occur when 
cancer cells from other parts of the body spread into the brain. Most metastasis to the brain are          
cancerous tumours.

Equipment Orders

We are pleased to have bought a Raven’s SPM Kit – this is a             
cognitive assessment kit to assess the degree to which children can 
think clearly, and/or the level to which their intellectual ability has           
deteriorated as a result of their condition.  The kit cost £220 and has 
been bought with money donated by the Tarrant family, for which we 
are very grateful.

More than any other 

cancer, brain tumours 

can have lasting and 

life-altering physical, 

cognitive, and 

psychological impacts 

on a patient’s life

Currently brain 

tumours cannot be 

prevented because 

their cause is still 

unknown

Brain Tumour Facts

Brain Tumours

Brainbow has been approached by a number of charities who 
are interested in fundraising for the benefit of children with brain 
tumours. A ‘wish list’ has been put together and we are hopeful 
that the fundraising will enable us to buy some of theses items. 
So here’s just a few - keep a look out for some of these over the 
next few months:

Interactive Sensory Play Mat for Ward D2 (£9,500)
Medimotion (similar to an exercise bike which can be              
attached to a wheelchair) (£4,500)
Large Kirton Chair (£2,500)
Storage Shed (£900)
Wheelchairs x2 for Ward D2 (£380 each)

Wish to make a donation? Simply go to www.act4adden-
brookes.org.uk to make an online donation.

Fundraising

http://www.act4addenbrookes.org.uk
http://www.act4addenbrookes.org.uk
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Ben’s rehabilitation 

journey | Case Study

✤ Ben is a 9 year old boy who was diagnosed with a 
brain tumour this year.

✤ Ben had two surgeries and developed side-effects 
afterwards which included difficulties with 
communication, controlling movement and with 
emotions.

✤ Ben stayed in hospital and had radiotherapy daily 
for six weeks after his surgeries.

Background:

✤ Before his initial surgery Ben needed to be on the ward. He 
was very distressed about what was going on and 
Psychology were involved with supporting the parents to 
know how best to talk to Ben and explain things to him.

Before Surgery:

Rehabilitation journey:

(Pseudonym)

✤ Brainbow are leading with Ben’s rehabilitation. This involves 
seeing him each day to help him to progress with things like 
his movement, communication skills and eating and 
drinking.

✤ Psychology are seeing Ben’s mum and dad to help them to 
find ways to manage his anxiety and emotions. They have 
also seen Ben to try to help him express how he is feeling.

✤ Psychology have also been helping therapists to find the 
best strategies to encourage Ben to take part in the therapy 
sessions and progress his rehabilitation. This has enabled a 
consistent approach which has been crucial for 
rehabilitation.

✤ It has been very important for Ben’s parents to be involved 
in his care and rehabilitation. They have been brilliant in 
getting stuck in to sessions and finding new games and toys 
for Ben to play with.

✤ Brainbow have communicated with a number of services 
outside of the hospital to work towards Ben going home. 
This has involved ordering appropriate equipment and a 
wheelchair and working with them to ensure the family’s 
home is ready.

✤ Along with the nurse specialist, Brainbow has helped with 
the coordination of Ben’s care; setting up and leading         
multi-disciplinary team meetings with all those involved with 
Ben’s care. This is aimed to ensure Ben’s care was more 
holistic and for all those involved to work together more 
effectively.

Ben was initially not able to speak or control the 
movements of his body. He had to be hoisted and 
could only sit for short periods in a very supportive 
armchair. Ben could not swallow safely and so had to 
have all his food through a tube into his tummy. Ben 
had to have full assistance for anything that he 
needed.

Ben and his parents have worked exceptionally hard 
and he has come a long way. Ben is achieving his 
goals and is now able to:

✤ Stand up and step to a chair with help of his 
parents.

✤ Eat normal textured food, enjoying cake and a hot 
chocolate!

✤ Speak a full sentence.

✤ Sit in a wheelchair.

✤ Use his hands to hold and use objects (and play 
the Xbox!)

The next step is to get ready to go home!

Ben’s achievements so far:
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National and Local News

There continues to be ongoing national debate regarding 
rehabilitation for paediatric neuro-oncology patients, and 
Brainbow is currently considered to be a team in the 
‘’lead’’ for providing this service.

Addenbrooke’s charity Anna’s Hope celebrates 10th 
anniversary Anna’s Hope is a founding partner of the 
Brainbow Service; the service is a partnership between 
Cambridge University Hospitals, Anna’s Hope, 
Camille’s Appeal and Tom’s Trust. Read more here

‘Smile of Arran gifts £4.5K to hospital wards’ Find 
out how this charity has been supporting the paediatric 
wards at Cambridge University Hospitals. 
Read more here

The CCLG (Children’s Cancer and Leukaemia Group) 
produces literature for UK centres. Brainbow was          
recently asked to review a leaflet on Posterior Fossa 
syndrome; the leaflet is now ready for print and will        
be distributed to all centres in the UK with an                       
acknowledgement to Brainbow for completing this              
review.

Your foot and 
your forearm 
are the same 

length

The first drug that 
was sold as a water 
soluble tablet was 

aspirin in 1900

Apples are more 
effective at waking 

you up in the 
morning than 

coffee

Did you know?

Our best wishes go to Kate Stephens 
(Physiotherapist) as she commences           
maternity leave this month. Dave Young will 
be increasing his hours to full time to cover 
Kate’s maternity leave.

Staffing update

Job Vacancy

Brainbow Administrative Assistant
Band 3 | 25 hours per week

We are looking for someone who is highly 
organised, computer literate, and good at 
managing their time, to help the team with 
their administrative work. The admin              
assistant will be required to liaise with               
patients, arranging appointments and           
taking telephone calls. It would be useful to 
have an understanding of the hospital EPIC 
system however training can be provided if 
required. We are looking for administrative 
support for 25 hours per week, across a 
minimum of four days. This position is fixed 
term until 31/03/2018. Please contact 
01223 254248 with any enquiries.

If this sounds like you then apply now at 
www.cuh.org.uk/working-for-us
Closing Date: 22/05/2016

Earlier this month the Plymouth Leander swimming club 
swam 50km to raise money for Brain Tumour Research. 
The challenge was launched earlier this year by 
Olympic gold medalist Ruta Meilutyte and double 
Commonwealth champion Ben Proud. It is reported that 
the South West has the highest rate of brain tumours 
diagnosed per million. Read more here 

http://www.cuh.org.uk/working-for-us
http://www.suffolkfreepress.co.uk/news/latest-news/smile-of-arran-gifts-4-5k-to-hospital-wards-1-7365404
http://www.cambridge-news.co.uk/Addenbrooke-s-charity-Anna-s-Hope-celebrates-10th/story-29225615-detail/story.html
http://www.cambridge-news.co.uk/Addenbrooke-s-charity-Anna-s-Hope-celebrates-10th/story-29225615-detail/story.html
http://www.cuh.org.uk/working-for-us
http://www.plymouthherald.co.uk/Plymouth-Olympic-swimmers-join-pink-headed/story-29245354-detail/story.html
http://www.plymouthherald.co.uk/Plymouth-Olympic-swimmers-join-pink-headed/story-29245354-detail/story.html
http://www.suffolkfreepress.co.uk/news/latest-news/smile-of-arran-gifts-4-5k-to-hospital-wards-1-7365404


What’s your name?

A day in the life of 

Samantha Oswald  

Clinical Nurse Practitioner  

Paediatric Neurosurgery

Atlanta, USA hoping to move there this 
summer, beautiful natural lakes (Lake 
Lanier) and the Coca Cola factory!
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My name is 
Samantha Oswald 

What’s your job?

I’m a Clinical Nurse Practitioner in 
Paediatric Neurosurgery. I qualified as 
a paediatric nurse in September 1996 
(OMG) that’s 20 years under my belt!

What’s your typical  working day?

I arrive at work 9am. Firstly I need to 
fire up the PC and check the records 
for current and new patients.   I read 
how they have been overnight and will 
organise a ward round with the team.  
Following our review of patients I 
d o c u m e n t a n d o r g a n i s e a n y 
investigations required and plan surgery 
if needed.   I will spend time with the 
children and families explaining our 
plans and rationales for treatment, 
answering any questions or concerns. 

My day is often interrupted by many 
phone calls from parents concerned 
their child may be ill, and I will assess 
over the phone and organise reviews 
or investigations that are appropriate.  

There are also referrals from other hospitals 
(recently 1-2 per week) of children that have 
been unwell and had a scan that shows a brain 
tumour.  It is a very stressful time for children 
and families and I like to see them as soon as 
they arrive to try and support and lighten the 
load on their shoulders, with a friendly face 
and some information about what may happen 
next.  

I meet very amazing and inspirational families 
that never cease to amaze me on how they 
deal with such challenging news.  I aim to plan 
as much as I can in a manner so that the least 
amount of time is spent in hospital.   Children 
tolerate surgery very well and are keen to get 
up and play as they arrive back on the ward. 

What’s your favourite hobby?

I love cooking and walking/training 

my dog Poppy

Do you have a claim to fame?

I met Princess Diana

What’s your favourite place and why?
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Partnership Charities

Anna’s Hope
Twitter: AnnasHopeUK

Facebook: AnnasHopeUK

www.annas-hope.co.uk

Tom’s Trust
Twitter: toms_trust

Facebook: Toms-Trust/
117701668320340

www.tomstrust.org.uk

Camille’s Appeal

Twitter: camillesappeal

www.camillesappeal.co.uk

Closure of Camille’s Appeal: 
Camille’s Appeal was formed in 2009 with the aim of improving rehabilitation for childhood brain 
tumour patients. At that time, few would have imagined how successful we would be. By working 
collaboratively with Anna’s Hope, Tom’s Trust, and CUH we have helped to set up a pioneering 
rehabilitation service, Brainbow, which brings together different areas of therapy to work as a single 
team and has achieved truly amazing results over the past three years. 

Sadly, due to changing circumstances of key officers and trustees of the charity, the difficult decision 
has been taken for Camille’s Appeal to close later this summer. In the meantime, we are continuing 
to work with all our Brainbow partners to decide how best our available funds can be used to help to 
ensure that the service has all of the people and equipment that it needs to continue its brilliant work 
over the next few years. 

We are keen to recognise our achievements in being part of the inception and development of the 
incredible Brainbow service, which is making a real difference to the lives of many children and their 
families. We are very proud and grateful for the opportunity to work with Anna’s Hope, Tom’s Trust 
and all the team at CUH, and will continue to be supporters of them, of Brainbow and of all the 
children who access the service. 

Camille’s Appeal Trustees

http://www.annashope.co.uk
http://www.camillesappeal.co.uk
http://www.tomstrust.org.uk
http://www.annashope.co.uk
http://www.tomstrust.org.uk
http://www.camillesappeal.co.uk

