
August 2018

Welcome to the Brainbow Newsletter Issue 14



August 2018 | Page 2

Did you know?

Thank you to Lauren and her family!

Brainbow would like to thank Lauren Baker and her family for kindly donating £900 to Brainbow. Lauren and her family raised the 
funds following a tea party they hosted and Brainbow are extremely thankful to them for this.

Like fingerprints, 
everyone’s tongue 

print is unique

As a banana consists 
to over 75% of water, 
bananas float if you 

put them in a bowl of 
water

From a standing 
position, it is 

physically 
impossible for 
pigs to look up 

into the sky
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Post-traumatic stress symptoms in parents of children who 
have been diagnosed with a brain tumour 

This study is up and running now and we would really love as many parents as possible to complete this study so that we can learn 
more about what we need to do to support parents.  

Researcher:  

Briony Westgate (Trainee Clinical Psychologist)  

Research Supervisor: 

Kiki Mastroyannopoulou (Clinical Psychologist)  

Addenbrookes link:  

Dr Angela Kirby (Clinical psychologist)  

Aims  

The study aims to find out more about parents’ wellbeing after their child has been diagnosed with a brain tumour and to look at what 
factors might contribute to this. There is little research into what factors might impact post-traumatic stress reactions in parents of 
children with a brain tumour and this research aims to increase our understanding of what may contribute to this.  

Who we are inviting to participate?  

We are inviting parents of children (4-16 years) who have been diagnosed with a brain tumour from anytime between 6 months to 
five years ago. Parents who find it difficult to understand written English would not be suitable for the current study. We are also not 
approaching parents of a child who is in palliative care.   

What would you need to do?  

The study is a questionnaire study that will take about 20 minutes to complete. There are five questionnaires that can be done in clinic, 
at home or online. These questionnaires ask for information about some of their thoughts and feelings in relation to their child’s           
diagnosis. The study will also ask for some demographical information about the parent and their child.   

If you would like to learn more about the study or you know someone who is interested in taking part please email Briony at 
b.westgate@uea.ac.uk

mailto:b.westgate@uea.ac.uk
mailto:b.westgate@uea.ac.uk
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The Brainbow Tree of Life Group for 
Brothers and Sisters

The Tree of Life was developed as a metaphor to represent a person’s strengths, skills, achievements, life experiences as well as their 
hopes, dreams and wishes for the future. The Tree of Life has been run as a group across paediatrics within Addenbrooke’s Hospital 
for children and young people; and Brainbow ran their first ever Tree of Life group for our children and young people last year. 

Given the success of the groups, the Brainbow Clinical Psychology Team offered this to siblings for the first time ever. The group was 
a great success and many of the young people reported how much they enjoyed the day. Some of the siblings shared with us that: 

“Others understood what I have been through” 

“I was able to talk about how I can help my sister” 

“It was comforting” 

“It was amazing because people at school did not understand, and everybody around me at the group understands” 

“It was helpful because I have now made new friends who have been through the same as me”  

Due to the great success of the day, we are now looking into offering further Tree of Life groups for siblings across the Hospital. The 
Brainbow team are currently planning future dates for Brainbow’s young people, as well as their siblings, and they will soon be in 
touch with families to invite children and young people to the next one (date to be confirmed).   

For further information about the Brainbow Tree of Life groups, please contact Dr Sarah Archibald, Tom’s Trust’s Brainbow Clinical         
Psychologist on 01223 216 878.  
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Local and National News
Fundraising mission for Rhys and his sisters to go to Disneyland    after brain tu-
mour news 
Somerset Live | 17 August 
The family of a six-year-old boy who has a brain tumour are on a mission to raise £6000 so 
that he and his sisters can go to Disneyland Paris to meet his favourite superheroes. Rhys 
Rodway from Chard has been undergoing numerous brain operations - including his first 
just 24 hours within his first omission to hospital - and was recently diagnosed with a stage 
4 diffuse midline giloma. Read more 

Chemical shows promise at killing glioblastoma cells in mouse studies 
Cambridge Network | 17 August 
Scientists have identified a synthetic chemical, named KHS101, which causes the death of 
aggressive brain tumour cells from patients in laboratory tests. Published in Science         
Translational Medicine, the research shows early-stage progress towards developing new 
therapies for the brain cancer glioblastoma. Over 2,000 people are diagnosed with 
glioblastoma in the UK every year and it has a five-year survival rate of less than 5%.  
Read more 

Judo-mad youngster helps raise hundreds for brain tumour charity 
Cambridge News | 14 August 
Deadly brain tumours could be removed in just ten minutes with a groundbreaking new 
treatment which uses MRI scanners to heat up cancer cells until they die. 
Read more 

Brain tumour survivor takes on Great North Run 
Brain Tumour Research | 10 August 
A businessman who survived a brain tumour will take part in the Great North Run, helping 
to fund research into the disease.  Chris Blastland, 41, from Tonbridge, Kent, is running to 
raise money for the Brain Tumour Research charity. As a teenager, Chris underwent surgery 
to remove a low-grade tumour. He is motivated by the fact that brain tumours kill more 
children and adults under the age of 40 than any other cancer, yet just 1% of the national 
spend on cancer research has been allocated to this devastating disease. Read more 

Worthing family ‘overwhelmed’ by support after son’s brain tumour diagnosis 
Worthing Herald | 09 August 
Nearly £4,000 has been raised in two weeks for a Worthing family who discovered their    
22-month-old son had a brain tumour just days before their second child was born. Since 
Tommy was diagnosed with a medulloblastoma on April 14, his parents Becky Tapp and 
Todd Lednor have not left his side at Southampton Hospital, where he was rushed for        
urgent treatment the same day. Read more

https://www.somersetlive.co.uk/news/somerset-news/fundraising-mission-rhys-sisters-go-1911171
https://www.cambridgenetwork.co.uk/news/chemical-promise-killing-glioblastoma-cells-mouse/
https://www.cambridge-news.co.uk/sport/other-sport/judo-mad-youngster-helps-raise-15030304
https://www.braintumourresearch.org/media/press-releases/press-release-item/brain-tumour-survivor-takes-on-great-north-run
https://www.worthingherald.co.uk/news/worthing-family-overwhelmed-by-support-after-son-s-brain-tumour-diagnosis-1-8596148
https://www.somersetlive.co.uk/news/somerset-news/fundraising-mission-rhys-sisters-go-1911171
https://www.cambridgenetwork.co.uk/news/chemical-promise-killing-glioblastoma-cells-mouse/
https://www.cambridge-news.co.uk/sport/other-sport/judo-mad-youngster-helps-raise-15030304
https://www.braintumourresearch.org/media/press-releases/press-release-item/brain-tumour-survivor-takes-on-great-north-run
https://www.worthingherald.co.uk/news/worthing-family-overwhelmed-by-support-after-son-s-brain-tumour-diagnosis-1-8596148
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Ava, one of the Brownies, giving the Brainbow Occupational Therapist the cheque after the pamper 
evening. Ava has benefitted from Brainbow.

Case Study 
Alex
(Pseudonym)

Alex is a nine year old boy with a central brain tumour. 
He had to have two separate operations to remove this. 

Following his second operation, he developed          
weakness down the right side of his body following 
surgery. 

Alex also had some difficulties with eating, drinking 
and talking.   

✦ On the ward, Alex had regular input by all members of the 
Brainbow Service including the Anna’s Hope Physiotherapist, 
Occupational Therapist, Speech and Language Therapist and 
Tom’s Trust Clinical Psychologist. The Joshua Tarrant Trust 
Specialist Teacher also worked with the hospital teaching 
team with Alex around his education in the hospital.   

✦ The Tom’s Trust Assistant Psychologist worked with Alex to 
create a personalised book to help him to cope with the 
treatment he was having. The Tom’s Trust Clinical                       
Psychologist also met regularly with mum to offer some 
support. The Anna’s Hope Speech and Language Therapist 
worked closely with the Tom’s Trust psychology team to help 
support his communication during sessions. 

✦ With support from Brainbow, Alex’s home was set up and he 
was able to go home over Christmas as well as at weekends. 
The Brainbow Service organised referrals to local services, 
including organising for his wheelchair. Maintained              
communication with these services was vital for on-going 
support for Alex. 

✦ The Brainbow Service also supported Alex’s referral for           
on-going residential rehabilitation following his inpatient 
stay at Addenbrooke’s. 

Background:

Brainbow input:

Achievements:
✦ Alex achieved many of his goals and progressed in a 

range of areas. By the time he went home, he was 
able to get himself in and out of bed independently 
as well as starting to walk with some support. 

✦ Even when therapy was challenging, Alex always 
tried his best and his family were incredibly                 
supportive; helping him to achieve his goals and 
motivate him.   

✦ The aim is for Alex to continue to make progress and 
set new goals as his abilities improve. 

Impact:
✦ Alex progressed extremely well with the input from 

Brainbow and the team were able to work well together. 
Alex’s physical function and independence within a range 
of activities have improved. He is now eating and drinking 
well and his ability to talk and express himself have also 
improved. 

✦ Alex attended school daily whilst on the ward and his 
education has been supported whilst he has not been 
able to access his own school. 
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Cayden Tickner and his grandfather 
met Mr Michael Crawford 

Cayden and his grandfather recently had the chance to meet Mr 
Michael Crawford during their recent visit to see the Brainbow 
Team. Mr Crawford was visiting Acorn House at Addenbrooke’s 
Hospital on Wednesday 15 August at the same time as Cayden 
and his grandfather were visiting the Brainbow Team there.        
Cayden is a very talented singer and was able to sing some songs 
to Mr Crawford who was very impressed with this! Mr Michael 
Crawford reported to greatly enjoy meeting Cayden and his 
grandfather during his visit and was very thankful to Cayden for 
singing to him. Well done Cayden!

Staffing update

On Thursday 16 August we said a sad goodbye to Dr Anna Jones, Tom’s Trust Psychology Assistant, 
and Emma Haylock, Joshua Tarrant Trust Administrative Assistant. 

Anna started working in the Brainbow Team in January 2017, she did amazing work with many of 
the children in the Brainbow Service and was a great asset to the team. Anna has gone to start her 
doctorate in Clinical Psychology at the University of Hertfordshire, which is a fantastic achievement 
to secure. We wish Anna all the very best – we know she will be a fantastic Clinical Psychologist!  

Emma started in the Brainbow Team in March 2018 and quickly picked up the role of administrative 
assistant, supporting the team and making sure the service ran as smooth as possible. Emma will be 
really missed from the team although we are really happy for her being able to secure a promotion in 
the Pleural Services team at Addenbrooke’s. We wish Emma all the best in her new role!  

The Clinical Psychologists have been able to successfully recruit into the vacant Psychology Assistant 
post, and by the next newsletter we hope to welcome the successful candidate into the Brainbow 
Team. The recruitment for a new administrative assistant is on-going and we should be able to         
update further soon.  

If anyone has any queries they would usually direct to Emma, please get in touch with Laura Howden 
(Service Delivery Manager) on 01223 217612 or laura.howden@addenbrookes.nhs.uk. 

Anna

Emma

mailto:laura.howden@addenbrookes.nhs.uk
mailto:laura.howden@addenbrookes.nhs.uk


Partnership Charities

Anna’s Hope
Twitter: @AnnasHopeUK

Facebook: AnnasHopeUK

www.annas-hope.co.uk

Tom’s Trust
Twitter: @Toms_trust

Facebook: Toms-Trust/
117701668320340

Instagram: tomstrust1

www.tomstrust.org.uk

Joshua Tarrant Trust

Twitter: @JoshuaTarrantMF

Facebook: Joshua Tarrant Trust

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



