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Executive Summary  
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September 2019 marked Brainbow’s 6th anniversary since its launch in 2013. The service has celebrated 

many successes, and has faced new challenges, internally, nationally and globally. Despite the current 

climate, the Brainbow service has pulled together and continued to provide an excellent rehabilitation 

service for children with brain tumours across the East of England. The team have been able to use the 

changing global situation to explore new ways of working with patients and their families. 

Anna’s Hope, Joshua Tarrant Trust and Tom’s Trust have continued to fund 92.5% of the Brainbow 

staffing costs, for which we are sincerely grateful. The generosity and consistent work of these charities 

has enabled Brainbow, this year, to directly care for over 170 children and their families, not including 

others who have benefited from the other Brainbow events. We also owe our thanks again to our founding 

charities Anna’s Hope, Camille’s Appeal and Tom’s Trust, who had the vision and drive to establish 

Brainbow as the first Paediatric Neuro-Oncology Rehabilitation Service in the UK. 

As in previous years we would like to recognise the hard work and dedication of our Brainbow staff who 

through working together with the children and families within the service, have been able to help children 

with brain tumours reach their full potential.   

Amanda Cahn  

Associate Director of Operations, 

Women’s and Children’s 

Services 

Dr Amos Burke  

Clinical lead for Paediatric 

Oncology and Brainbow 

Laura Howden 

Joshua Tarrant Trust Service 

Delivery Manager 



 

Background 

Brainbow’s aim and vision is “to ensure all children with brain tumours reach their full potential”. Brainbow 

provides co-ordinated specialist neuro-rehabilitation assessment and treatment for children and young 

people with brain tumours. The service is based at Cambridge University Hospitals within the care 

provided by the Paediatric Haematology, Oncology and Palliative Care Department and treats all children 

within the region who receive their specialist care at Addenbrooke’s. 

Brainbow is able to provide specialist rehabilitation support and continuity of care through the journey of 

children with brain tumours. When possible Brainbow offers support from diagnosis, during hospital 

admission and out in the community after discharge. Brainbow’s main focus is outpatient support for the 

children and their families after being discharged from hospital, providing care both within the hospital 

outpatient facilities and also in the community in patient’s homes, schools or nurseries.  

The holistic rehabilitation provided by Brainbow includes all aspects of the patient’s life and on-going 

development, such as their physical needs and development, their emotional wellbeing and their 

education.  
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‘We are immensely grateful to everyone who enables Brainbow to provide such fantastic support, 
information, expertise, advice and encouragement’ 

‘I strongly believe that without the Brainbow service my child would not have made the progress that he has’  

 



 

Funding 

Brainbow was founded by three East of England based charities, Anna’s Hope, Camille’s Appeal and 

Tom’s Trust, and was funded by these charities for a number of years. After Camille’s Appeal sadly closed, 

in 2018 Brainbow welcomed Joshua Tarrant Trust, who kindly took over the funding of the Camille's Appeal 

posts. Anna’s Hope, Joshua Tarrant Trust and Tom’s Trust have committed to funding Brainbow for 

another year, until March 2021. 

In 2017/18 CUH committed that in the following financial year, CUH would begin funding part of the service 

in order to show the Trust’s support of the service and  to begin the transition away from charity funding to 

NHS funding. The following table illustrates the Charity and NHS funding transition plan which was agreed 

in the summer of 2019. 

Year  % Charity Funding  % NHS Funding  

2017/18 97.5% 2.5% 

2018/19 95% 5% 

2019/20 92.5% 7.5% 

2020/21 75% 25% 

2021/22 62.5% 37.5% 

2022/23 50% 50% 

2023/24 0% 100% 
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During 2019/20 the following funding was provided for the Brainbow team staff costs: 

Funding from Anna’s Hope 

Funding 

£188,754  

Funding from Joshua Tarrant Trust 

Funding 

£52,376  

Funding from Tom’s Trust 

Funding 

£112,919  

Funding from Cambridge University Hospitals 

Funding 

£28,707 



 

Staffing 

There have been 5 key changes in personnel during 2019/20, detailed below. 

Anna’s Hope Specialist Paediatric Physiotherapist 

We sadly said farewell to David Young, our Physiotherapist of many years at the 

beginning of 2020 as he went on to pursue other ventures within the Trust. We 

wish Dave all the best in the future and thank him for the support and hard work he 

provided to Brainbow.  

We have successfully recruited to the vacancy, and are happy to have Kylie 

Langridge on board. Kylie joined the team in April 2020. 

 

Anna’s Hope Specialist Paediatric Occupational Therapist 

Katie Williams went on Maternity Leave in May 2019, at which time the 

Occupational Therapist post was covered part time by Amandine Boyeau. 

Amandine then went to Maternity Leave in February 2020. The post was covered 

part time by Karen De Villiers and since Katie’s return to work in June 2020, Karen 

and Katie have taken the role together as a job share. We thank them all for their 

hard work and flexibility.  

 

 

Anna’s Hope Speech and Language Therapy Assistant 

Sakina Chilwan started in the brand new role of Speech and Language Therapy 

Assistant in April 2019. Sakina graduated in 2013 with a linguistics degree and had 

worked with the Cambridge Community Speech Therapy Team since. Sakina came 

to Brainbow with a wealth of experience of working with children with various 

communication needs in schools, special schools and clinics. Sakina has been a 

fantastic asset to the Brainbow team in supporting Lizzie, our Speech and 

Language Therapist, and taking on additional programmes and assessments with 

children. 

 

Joshua Tarrant Service Delivery Manager  

The Service Delivery Manger, Laura Howden, went on Maternity Leave during the summer of 2019. 

Although there was some delay, the maternity cover post was recruited to and Robina Haque joined the 

team in October 2019, on a secondment until Laura returned in the summer. Laura returned to the team in 

July 2020, her hours with Brainbow have reduced from 15 hours to 7.5 hours a week. 

Tom’s Trust Clinical Psychologist 

Dr Sarah-Jane Archibald, the Tom’s Trust Clinical Psychologist, went on Maternity Leave in September 

2019. Dr Victoria Matthews joined the team in October 2019 for 1 year to cover Sarah-Jane’s absence; 

Vicky has quickly integrated herself into the team and works closely with Angela and Diana to provide 

emotional support to Brainbow families. We anticipate Sarah-Jane’s return at the end of the year. 
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Kylie 

Karen 

Sakina 



 

Staffing 

The following posts were funded during 2019/2020: 

Post: WTE: Comments 

Anna’s Hope Specialist Paediatric 
Physiotherapist 

1.0 
(37.5 hours per week) 

Post vacant January 2020 – 
March 2020 

Anna’s Hope Advanced Specialist 
Speech and Language Therapist 

1.0 
(37.5 hours per week) 

  

Anna’s Hope Speech and Language 
Therapy Assistant 

0.6 
(22.5 hours per week) 

New role in April 2020 

Anna’s Hope Highly Specialist 
Paediatric Occupational Therapist 

1.0 
(37.5 hours per week) 

Post temporarily reduced to 
0.5 WTE from June 2019 

Joshua Tarrant Trust Specialist Teacher 
0.48 

(18 hours per week) 
  

Joshua Tarrant Trust Service Delivery 
Manager 

0.4 
(15 hours per week) 

Delay in maternity cover 
July – October 2019 

Joshua Tarrant Trust Administrative 
Assistant 

0.67 
(25 hours per week) 

  

Tom’s Trust Specialist Clinical 
Psychologist 

0.4 
(15 hours per week) 

  

Tom’s Trust Clinical Psychologist 
0.5 

(18.75 hours per week) 
  

Tom’s Trust Assistant Clinical 
Psychologist 

1.0 
(37.5 hours per week) 

  

Staffing  
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‘The Brainbow assessments and reports that have been done and the explanations of those results by 
the service team have really helped my child to get the extra help she desperately needed at school’  

 



 



 

Case Study 

Zak 

Background 

Zak was diagnosed with a brain tumour just 
before his 2nd  birthday with epileptic seizures 
being his main symptom. Due to the location of 
the tumour, Zak’s treatment plan monitors the 
tumour’s growth with regular MRI scans. 

Brainbow Input 

 Although Zak has not undergone 

surgery, the Brainbow team has seen 

Zak numerous times for therapy 

sessions by a number of MDT members.  

 He has been seen by the Anna’s Hope 

Speech and Language Therapist and 

Anna’s Hope Speech and Language 

Therapy Assistant due to disordered 

language and has recently been seen by 

his local Speech and Language Therapy 

service to bridge the gap. Having these 

sessions at home help families learn 

how to engage and interact with children 

so everyone is involved. 

 The Tom’s Trust Clinical Psychologist 

has offered advice and support for the 

family for concerns around behaviour 

and daily life. 

 Zak has had an informal assessment 

with the Anna’s Hope Occupational 

Therapist for concerns regarding his 

motor skills and with his family he was 

able to implement the advice given. 

Achievements 

 The Anna’s Hope Speech and 

Language Therapist and Anna’s Hope 

Speech and Language Therapy 

Assistant regular liason with the local 

Speech and Language Team has been 

helpful to ensure intervention is being 

provided between both teams. 

 Using Makaton signing alongside 

spoken language has proved helpful as 

both Zak and his family are able to 

communicate better. 

 Zak’s language has developed with the 

help of visual support resources. 

 Zak’s frustration has reduced as now 

able to interact with peers and sibling 

more successfully 

 Zak will soon be starting at a nursery. 

Impact 

 Zak’s language skills have developed as he is able to understand and express 

himself more and others are able to understand him. 

 Parents feel more confident with being in social situations with Zak and how to 

deal with stressful scenarios 

 Zak continues to have regular therapy under Brainbow as he grows. 
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Brainbow Family and Education 

Events  
The Brainbow service aims to provide three key events each year for the patients and their families to 

attend. These events are part of the Brainbow therapeutic work as they aim to create a fun, safe place for 

the children to enjoy, interact with others and try something new. The events also provide parents with an 

opportunity to meet with others with some shared experience and understanding.  

All patient events are funded through the generous donations to the Addenbrooke’s Charitable Trust (ACT) 

Paediatric Neuro-Oncology Rehab Fund. 

Brainbow Easter Event – April 2019 

On 16 April 2019, the Brainbow Easter Event took place at the Granary Estates in Woodditton. The event 

had an Alice in Wonderland theme which included a huge array of decorations, the Mad Hatter’s tea party 

and a riddle based Easter egg hunt. The event was organised by the Brainbow team and the Cambridge 

PricewaterhouseCoopers (PwC) team, to whom we owe our gratitude for their tireless efforts in producing a 

huge array of crafts and activities to entertain the attendees.  We would also like to express our 

appreciation for Go Awesome, the children’s entertainment company, who attended the party to offer 

incredible balloon modelling for free. The event was attended by over 70 people and each child went home 

with a large Easter egg donated by PwC. 
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‘The team always take the time to listen and discuss any concerns that I have, and proactively provide 
useful information, resources and techniques to support with my daughters development, including quickly 
making and following up on referrals to other departments, when necessary’ 

 



 



 

Brainbow Family and Education 

Events  
Paediatric Oncology and Brainbow Funlympics – July 2019 

For the second time, Brainbow teamed up with the wider Oncology Department to host a Funlympics on 07 

July 2019. The event took place at the Perse School, Cambridge and was organised with the PwC 

Cambridge office. There were over 130 people in attendance, and the weather allowed a great day outdoors 

with lots of fun activities for everyone. The event included a bouncy castle, crafts, tag rugby, face painting 

and more. Cyclists Fighting Cancer (CFC) attended the event bringing with them a whole array of specially 

adapted bikes and trikes for the children to enjoy.   
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Brainbow Christmas Event – December 2019 

Again with the help of the Cambridge PwC team, Brainbow was able to hold a Christmas Event at 

Swynford Manor on 18 December 2019. The event was a great success. Over 120 people attended the 

event from more than 30 Brainbow families; each child received a Christmas gift which was donated by 

PwC or PROWLER.io. The event was attended by the wonderful St. Catherine’s College Choir who filled 

the event with beautiful live singing of Carols and Christmas songs, which entertained the attendees along 

with a myriad of organised crafts and games, a photo booth and children’s entertainer.  



 

Brainbow Family and Education 

Events  

Brainbow Play Specialist Education Event – September 2019 

On Friday 13 September Brainbow partnered with the CUH Play Specialist Team to host what is 

understood to be the first ever Healthcare Play Specialist (HPS) Oncology Study Day in the East of 

England. The event was led by HPS Gabriella Catrisano and was attended by healthcare professionals 

from across the UK with over 60 in attendance. 

The education sessions covered a wide range of topics from various professionals and disciplines. CUH 

HPSs Gaby and Jade gave a session regarding the role of an HPS in radiotherapy for Brain Tumour 

patients followed by a Radiotherapy education session by Dr Pipalia, CUH. Charlotte Cooper, a HPS in 

Manchester, led a session about Proton Therapy and the HPS role. Cath Hubbuck, author of Play for 

Sick Children: Play Specialists in Hospitals and Beyond, spoke about the role of a Play Specialist in an  

multidisciplinary team (MDT). The Little Journey App creator, Chris Evans, attended to present the app 

which CUH use widely across children’s services to give children and their carers a chance to prepare 

for hospital experiences. The Cambridgeshire Impairment Team attended to discuss visual impairment, 

this session included different goggles for the attendees to use and give some insight into different types 

of visual impairment. Brainbow staff led three additional sessions focused on the Child with a Brain 

Tumour. Tom’s Trust Specialist Clinical Psychologist Angela Kirby spoke about addressing Trauma in 

Cancer Therapy, Anna’s Hope Physiotherapist David Young spoke about the impact of Rehabilitation 

and Joshua Tarrant Trust’s Specialist Teacher, Heather Mepham, led a session giving the view of the 

Teacher on the journey of a child with a Brain Tumour. 

The event was a great success and attendees have given very positive feedback. Many Play Specialists 

expressed appreciation that the day was role specific but with MDT input and focus. The HPS team at 

CUH hope to make this a bi-annual event following the positive reception the event received. 

Brainbow Family and Education 

Events  
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‘They have helped our family in numerous ways that I am so thankful for. I am never made to feel that I 
am a burden, and I really appreciate all of the support that we have received so far’ 

 



 

Case Study 

Tanya 
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Background 

Tanya is 11 years old and was diagnosed with a Medulloblastoma when she was 5. 

Tanya was in a main stream primary school, and at her EHCP review it became clear she would 
benefit from transferring to a special school.  

Brainbow Input 

 The Joshua Tarrant Trust Specialist Teacher, Heather, worked with the Local Authority to 

receive confirmation and permission of the transfer. 

 Following detailed lesson observations and numerous meetings, Heather updated Tanya’s 

EHCP for inclusion in the application to a special school chosen by mum as the best fit for 

Tanya. 

 Meanwhile Heather met with Tanya’s 1:1 adult support to provide training on using Colourful 

Semantics and Precision Teaching. 

 Mum was devastated to find out Tanya had been rejected for her preferred school and an 

inappropriate alternative was offered. 

 Following various issues relating to Tanya’s updated EHCP being accepted, Mum made the 

difficult decision to contact the Mediation Service. They arranged a Disagreement Meeting 

through a charity called KIDS (SEND mediation service). Heather contributed towards the 

process, ensured that Tanya’s EHCP accurately represented her strengths, achievements 

and needs for her future education and preparation for adult life. 

 Heather wrote a supporting letter, for a further application to the desired school. Heather 

completed a thorough review of  the school’s provision, admissions policy, prospectus, and 

curriculum matching them against Tanya’s capabilities.  

‘Thank you ever so much for your supporting statement. Amazingly well written, detailed and 

saying exactly what I would like to say. Your professional background and years of experience 

shine through the way you were able to summarise and word your letter to the panel. Thank 

you.’  - Tanya’s Mum 

Outcome and Impact 

After a meeting with the Head Teacher Tanya’s mum emailed to say: ‘I have amazing 

news … he said that he believes Tanya was misrepresented during the panel and he can 

now offer a place for Tanya at the school!’ 

 

Tanya attended a taster day at the new school recently and thoroughly enjoyed herself. 

Tanya is extremely excited to start school in September. Mum has passed on her thanks to 

Heather and Dr Burke for all of their help and support. 



 



 

Activity 
Since 2013, Brainbow has touched the lives of 291 children who have had a brain tumour. Within 2019/20 

Brainbow provided direct care to 179 children and their families, each child having individual care tailored to 

their journey and needs.  

Summary 

Below is a summary of activity by discipline. Any time spent working on patient cases outside of Epic (such 

as report writing) is not included in the figures within the below diagrams. It is important to note that the 

Coronavirus pandemic greatly impacted March 2020 activity which caused a number of appointments to be 

cancelled and school visits to stop. 

Key: 
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Clinical Psychology 

When assessing the patient contact data in 2019/20 against 2018/19 
we can see a drop in recorded contact hours. This is due to a staffing 

gap in the late summer/early autumn and an issue with regards to Epic 
access and data recording when the new member of staff came into 
post. In 2019/20, the team completed cognitive assessments for 40 

patients, many of which required more than one type of assessment. 

 

 

 

 

Occupational Therapy 

A brief comparison of the two year’s data shows a sharp decrease in 
patient contact in occupational therapy. This is largely as a result of the 
provision being reduced from 1 WTE to 0.5 WTE in May 2019. As with 
Clinical Psychology, the new staffing changes had an impact on data 
recording as there were access and training gaps within the first month 
of the staff change. Despite the halving in Occupational Therapy 
provision, Occupational therapy still attended 111 outpatient 
appointments in comparison to the 172 the year before. 

Discipline 

This is the number of 

individual patients seen by 

the discipline in the year 

This visually shows the 

split of direct and indirect 

patient contact 

This shows the average 

time taken for a patient 

contact 

This shows the total time 

(in hours) the discipline 

has spent on the contacts 

shown above 

These show the total time 

(in hours) the discipline 

has spent on the direct/

indirect patient contacts 



 

Activity  
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Physiotherapy 

The overall patient contact within physiotherapy decreased due to 
the role being vacant for three months from January to March 2020. 
The role is flexible in responding to patient need which is clearly 
shown in that when compared to last year David completed 40% 
more outpatient appointments and saw 19% fewer patients on the 
inpatient wards. 

 

 

 

 

Speech and Language Therapy 

The Speech and Language Therapy patient contact time has 
increased by 24% as a result of the additional support of the Speech 
and Language Therapy assistant. The pair have jointly seen 3 fewer 

patients than last year, showing that they have prioritised the 
additional time to patient therapy sessions supporting more patients 

with 1:1 therapy than in any previous years. 

 

 

 

Education 

Education Epic data is not representative of what Heather does therefore we have not included this for 
2019/20. As a non-clinical member of staff Heather is not able to record patient contacts on Epic. We 
have identified this as a gap in data recording and will therefore work to put into action a new data 
collection process which will allow us to record and demonstrate the work and the huge impact Heather’s 
role is having on the Brainbow families. We will include the outcomes of this in next year’s report. 

Heather completed fewer school visits during 2019/20 however the Speech and language therapist and 
therapy assistant attended additional appointments without the specialist teacher. This was a result of the 
shared care which allowed cross working, saving time and allowing Heather to focus on more pressing 
pieces of work such as EHCP meetings and documentation, medication meetings and school transition 
work. 

 

 

 

Inpatient Contact 

When at diagnosis patients are admitted for surgery and then during their further treatment admissions, 
where possible and appropriate, members of the Brainbow service see patients in ward areas. These 
contacts include Brainbow attending the bedside to introduce themselves and the service, providing post-
surgery support and rehabilitation and providing emotional and psychological support for the children and 
their families. During 2019/20 there is record of the team completing over 450 inpatient contacts with 52 
patients and their families totalling over 300 hours. This care is additional to the care provided by the 
other members of the Paediatric Oncology, Haematology and Palliative Care team on the ward.  



 

Outpatient Appointments 

The outpatient support delivered by Brainbow mainly consists of four main contact types: 

1. Outpatient appointments carried out at Addenbrooke’s sire 

2. Outpatient appointments carried out as a video call (NEW) 

3. Telephone appointments with the Brainbow families 

4. Home visits 

In order to be as useful and accommodating to families as possible, the Brainbow service remains flexible 

as to the type of appointment used to see patients, as clinically appropriate. In total Epic has recorded 475 

Brainbow appointments between April 2019 and March 2020, a number of which were attended by 

multiple members of the multidisciplinary team.  

Activity  
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Outpatient appointments broken down by clinician combinations 
Total 2019/20 
Appointments 

Anna's Hope Tom's Trust 

Occupational 
Therapist 

      60  

Occupational 
Therapist 

Physiotherapist     26 

Occupational 
Therapist 

Physiotherapist 
Speech and Language 

Therapy 
  1 

Occupational 
Therapist 

Physiotherapist 
Speech and Language 

Therapy 
Clinical Psychology  5  

Occupational 
Therapist 

Physiotherapist   Clinical Psychology  1   

Occupational 
Therapist 

  
Speech and Language 

Therapy 
Clinical Psychology  7  

Occupational 
Therapist 

  
Speech and Language 

Therapy 
   6  

Occupational 
Therapist 

    Clinical Psychology  5  

  Physiotherapist      43  

  Physiotherapist 
Speech and Language 

Therapy 
   1  

  Physiotherapist 
Speech and Language 

Therapy 
Clinical Psychology  1  

  Physiotherapist   Clinical Psychology  3  

    
Speech and Language 

Therapy 
   112  

    
Speech and Language 

Therapy 
Clinical Psychology 20   

      Clinical Psychology 184   

TOTAL 475  



 

School Visits broken down by clinician combinations Total 
2019/20 
School 
Visits Anna's Hope 

Joshua Tarrant 
Trust 

Tom's Trust 

Occupational 
Therapist 

  
Speech and 

Language Therapy 
Specialist 
Teacher 

Clinical 
Psychology 

1 

Occupational 
Therapist 

    
Specialist 
Teacher 

  3 

Occupational 
Therapist 

      
Clinical 

Psychology 
1 

  Physiotherapist       1 

    
Speech and 

Language Therapy 
Specialist 
Teacher 

Clinical 
Psychology 

2 

    
Speech and 

Language Therapy 
Specialist 
Teacher 

  2 

    
Speech and 

Language Therapy 
  

Clinical 
Psychology 

7 

    
Speech and 

Language Therapy 
    27 

      
Specialist 
Teacher 

Clinical 
Psychology 

9 

      
Specialist 
Teacher 

  33 

        
Clinical 

Psychology 
2 

TOTAL 88 

Activity  Activity  
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School Visits 

Unfortunately school visits cannot be recorded by Epic as Epic is a healthcare system and therefore the 

below data has been manually collected by the Brainbow team. School visits are mainly used for lesson 

observations, the team find this very useful when trying to understand how the child or young person 

interacts in their comfort zone.  

‘The Brainbow service is so worthwhile because as a parent and as a patient, it means that the 
care and support doesn’t stop once you have been discharged from hospital’ 

 



 



 

Case Study 

Emma 

Background 

Emma is a 12 year old girl who was 

diagnosed with a Pilocytic astrocytoma 

when she was 11 years old. She had an 

operation to remove this, and then later 

had a shunt inserted to help drain fluid 

from her brain.  

Emma is known to the Tom’s Trust 

Clinical Psychologists and Assistant 

Clinical Psychologist as part of Brainbow. 

She had a baseline cognitive 

assessment completed earlier this year 

and she also received emotional support 

during an inpatient admission.  

Brainbow Input 

The cognitive assessment has helped 

Emma and her family to understand 

where she is doing well with her 

abilities, and also the areas where 

school and others can support her to 

progress further.  

 In addition to this, sessions with the 

Clinical Psychologists helped her to 

feel supported during an inpatient 

admission. The team were also able to 

help Emma’s family and school 

understand and plan for how best to 

support her for when she was going 

home and in returning to school.  

Achievements 

Emma has recently been in a dancing 

show! 

She made a successful return to school 

only a few weeks after her surgery. 

Emma is shortly due to go on a family 

holiday in Europe.  

Impact 

Thanks to the Tom’s Trust Clinical Psychologists and Assistant Clinical 

Psychologist, Emma was successfully able to return to school feeling 

happy and confident. The team were able to help school think about what 

strategies to put in place in supporting with her return. This helped Emma 

to look forward to being back at school again.  
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Research, Innovation and the 

Future of Rehab  

Connectome Pilot Study 

In March 2019 Dr Burke and his colleagues received ethics approval for a new feasibility study called 

‘Connectome in Paediatric Brain Tumour Population’. The study plans to see if functional MRI scans can 

be used to make a map, connectome, of how the various parts of the brain interact with each other. This 

aims to provide evidence that healthcare professionals can use to predict the effect of different types of 

brain tumour and their location on the connectome. Furthermore we hope that this will begin to identify the 

most effective type of treatment and rehabilitation for each individual case to improve patient outcomes – 

to ensure children with Brain Tumours reach their full potential.   

Since the confirmation of ethics approval, 9 patients have been recruited onto the study and the functional 

scans have begun. As of yet the data is not available for analysis however colleagues at the University of 

Cambridge are working with Dr Burke’s research team to ensure this will soon be resolved. As a result of 

COVID-19, the study is currently paused. 

Again, we would like to take this opportunity to thank Mae’s Angels for their fundraising which has funded 

this feasibility study. Mae’s Angels are bespoke handmade angels made by a Brainbow patient and her 

Nanna Marilyn. Together they have made thousands of angels and have raised over £8,000, since the end 

of 2018 the majority of funds raised have been donated to the connectome pilot study. 

 

 

Children’s Hospital and Rehabilitation 

Rehabilitation for children remains a topic of growing concern and attention within the NHS. Cambridge 

University Hospitals continue to collaborate with local healthcare partners to explore and develop the 

scope and structure of an integrated care pathway for rehabilitation for children. Brainbow remains the only 

dedicated Multidisciplinary Team for paediatric rehabilitation for short and long term support in the area; 

therefore Brainbow is a key contributor to the wider rehabilitation discussion.  

The plans for the East of England Children’s Hospital, Cambridge Childrens, continue to progress towards 

the planned opening in 2024/25. A rehabilitation facility has been included in the scoping exercise which 

will inform the final build. This facility will include both inpatient and outpatient rehabilitation opportunities, 

with a dedicated specialist rehab multidisciplinary team delivering much needed support to a wide range of 

young people and their families. Brainbow will be part of this integrated department, and will be able to use 

its years of learning to help shape the patient pathways and rehabilitation structure. This is an exciting time 

for Brainbow to share its many successes to benefit patients with other health conditions which affect their 

function in similar ways to Brain Tumours.  
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‘Brainbow has helped our child discover that they can learn and just need different ways or 
support, but that nothing is unachievable’  

 

‘I never realised that we were lucky enough to have such aftercare in our area’ 
 



 

Transition to Secondary Group 

During the years Brainbow has been active, it 

has become increasingly clear that the 

transition from primary to secondary school 

marks a huge step in a child’s life and can 

often be challenging for the children within the 

Brainbow service. Members of the Brainbow 

team including Occupational Therapy, Clinical 

Psychology and Speech and Language 

Therapy have therefore been working 

together to introduce a new group for children 

of the same age to work together in 

preparation for this transition. The group 

focuses on identifying students’ aspirations as 

well as their anxieties around starting 

secondary school.  It will offer an opportunity 

for students to meet one another and share 

their thoughts and experiences in a relaxed and supportive setting.  Therapists will facilitate the session in 

order to examine particular concerns and discuss problem solving around them.    

Research, Innovation and the 

Future of Rehab   
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Example resource 

Example resource 



 

COVID-19 - The Challenges 

and the Learning  
COVID-19 impacted every aspect of life for us all; our thoughts and hearts go out to those who have 

experienced loss at this time. The nationwide lock down meant that all routine appointments, surgeries 

and investigations in hospitals had to stop suddenly and with very little warning. The NHS had to put a 

plan in place for patients who, although were not considered urgent, require input in order to help 

improve their health and quality of life. Brainbow had to cancel all booked appointments in March and 

think quickly to ensure a service provision is identified for the children and families that needed physical 

or emotional support in order to continue their complex rehabilitation journey. 

 

In May 2020 the Trust implemented a new system, Attend Anywhere, which allows healthcare 

professionals to conduct appointments online via video. Each discipline is constantly reviewing the 

waiting list and thinking outside the box with how they might be able to see young people over video and 

complete the necessary assessments or therapy in a new, creative way. There are many benefits to 

virtual appointments which both staff and families are benefitting from; these include less time travelling, 

being in a more relaxed and comfortable space during sessions and increased flexibility with 

appointment times and length. For example, members of the team often travel many miles a week in 

order to see patients at home or school,  the time taken to travel and the huge geographic area covered 

means they cannot see as many people as they would like. With Attend Anywhere the team will be able 

to see children at home without any travel and therefore see more children more often with appointments 

closer together. 

 

When discussing these changes with parents, they appreciate the benefit of not having to travel to 

Addenbrooke’s for their therapy sessions, especially as the journey can often be stressful with traffic and 

concerns of being late. One parent specifically enjoys being able to relax at home in preparation to their 

therapy session rather than completing a long drive ending with the stress of parking on the hospital site.  

Schools being shut has largely impacted the specialist teacher role, however Heather has been enjoying 

using this time to work with SENCo’s and teachers who would usually be difficult to get hold of due to 

very busy workloads, to better equip schools with Brainbow patients with additional needs. Heather will 

also continue her work in assisting parents with school applications and EHCPs, using teleconferencing 

for meetings she would usually attend in person. 

 

Brainbow events are cancelled for the foreseeable future; updates will be included in the Brainbow 

newsletters. 

 

There will be vast amounts of learning from this which Brainbow will be taking forward to become part of 

our normal working patterns. Feedback from parents is being obtained regarding virtual appointments 

and we will continually use feedback to improve this service. We look forward to when we will be able to 

welcome families into the hospital outpatient spaces again to resume the activities we have had to put on 

hold, but in the meantime we will use this as an opportunity to explore new ways of working. 
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‘’We have really appreciated the therapy sessions you have provided over the lockdown/
summer holidays. You’ve really helped our son with his language, knowledge and understanding. I 
know your efforts are not only recognised and appreciated by us but more importantly by our son. 
Your input will have a lasting positive impact’ 

 



 

Case Study 

Zoe 

Background 

Zoe was diagnosed with a choroid papilloma as 

she was approaching her 1st birthday. She 

underwent surgery to remove the tumour. As 

she experienced fluid in the brain, a shunt was 

inserted to divert this elsewhere. Except for 

regular medication and MRI scans, Zoe has not 

needed further medical treatment for her 

tumour. 

Brainbow Input 

Whilst Zoe was an inpatient, Zoe was 

visited and had input from members of the 

Brainbow team including the Anna’s Hope 

Speech and language Therapist, Anna’s 

Hope Occupational Therapist and Anna’s 

Hope Physiotherapist.  

 SLT Therapy sessions have been 

based around gaining Zoe’s attention 

and parent child interaction with 

modelling simple language and visual 

supports/timetable to engage Zoe 

with using language.   

Zoe had an Occupational Therapy 

assessment which helped parents find new 

ways to support sensory difficulties at 

home or out on a family trip. 

 Zoe has had input from the Tom’s 

Trust Clinical Psychologist to advise 

with some concerns from parents and 

provided solutions for bettering their 

home life. 

Achievements 

Working with the nursery and local Speech 

and Language therapy services has benefitted 

Zoe’s development too. 

 Parents are happy with Zoe’s progress 

as Zoe is able to understand social 

situations 

 With visual supports and timetables, Zoe 

is prepared for the day’s activities. 

 Targets are being met for producing 

longer phrases and building on sentence 

structure. 

Impact 

Zoe now has a wider vocabulary and able to express herself better than before, ask 

questions, and produce longer phrases.  

 Zoe is able to communicate how she is feeling and has more awareness of 

others feelings too. 

 Parents see the positive changes in Zoe as family life is less strained. 

 Zoe continues to have regular therapy under Brainbow as she grows to ensure 

her development is in line with her age as much as possible. 
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Brainbow Objectives  
In 2013, the founding charities agreed 10 objectives with the team at Cambridge University Hospitals. 
These objectives have shaped the direction and priorities of the service, and the progress has been 
noted below. 

Brainbow Objectives Progress 

To develop a specialist core team at Addenbrooke’s 

who can provide neuro-rehabilitation assessment 

and some therapy for children with brain tumours 

living in the East of England. 

The core team will include Occupational Therapist, 

Physiotherapist and Speech and Language 

Therapist funded by Anna’s Hope, and a Clinical 

Psychologist funded by Tom’s Trust. 

The staffing model has been updated to 

now include an assistant clinical 

psychologist, specialist teacher and speech 

and language therapy assistant. 

These additional posts have enabled 

Brainbow to provide more functional 

assessment, more MDT working and 

provide more focus on the educational 

needs of the patients. 

  

To ensure that all children with brain tumours in the 

East of England receive a clear programme of 

rehabilitation intervention based on standardised 

needs assessment. 

Brainbow has standardised the patient 

pathway to ensure every patient has equal 

opportunities. Each patient receives a clear 

rehabilitation plan that is goal based. 

To demonstrate and report on improved outcomes 

for children with brain tumours as a result of 

coordinated rehabilitation assessment and therapy. 

Functional measures are on-going and this 

will take several years to achieve. 

To gain a better understanding of how children 

treated for brain tumours can reach their maximum 

potential following treatment and to maximise 

opportunities to share this learning. 

Brainbow has started pioneering research 

in the feasibility study of functional Magnetic 

Resonance Imaging (fMRI) in children with 

brain tumours. 

Brainbow Objectives  
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Brainbow Objectives  
Brainbow Objectives Progress 

To embrace new ways of working 

including joint therapy sessions. 

Joint therapy sessions are embedded into the 

Brainbow service. 

To improve the experience for families in 
terms of better coordination of 
rehabilitation services. 

Feedback from families has shown that the work 
done by Brainbow has significantly aided the co-
ordination of care outside of the hospital, in the 
community and at school. 

For the Brainbow service team to work 
collaboratively with families, charities, 
and existing teams within CUH and 
across the East of England to improve 
rehabilitation therapy provision. 

Brainbow works collaboratively with a wide range 
of teams within CUH, the community, Tadworth, 
families and charities to improve rehabilitation 
therapy provision. 
  

To develop a service that will be 
sustainable in the East of England after 
the three-year charitable funding period. 

Brainbow will be fully NHS funded by April 2023. 
We are delighted that Anna’s Hope, Joshua 
Tarrant Trust and Tom’s Trust have agreed to 
fund 75% of the staffing costs in 2020/2021. 

To develop a sustainable model of care – 
an optimal rehabilitation package – which 
can be rolled out across the East of 
England, and beyond 

In the new Children’s Hospital Rehabilitation 
wing, Brainbow will be instrumental in the roll out 
of paediatric rehabilitation across services within 
the East of England. 

To develop a system to record the 
rehabilitation needs and treatment 
results of all children with brain tumours 
across the East of England. 

With CUH’s introduction of Epic, a new way to 
record data was introduced. Brainbow 
requirements have been built into Epic and 
reports have been created from the data 
collected. 
Within the East of England’s Childrens Hospital, 
the integration of mental and physical health will 
greatly aid the aim for more detailed data 
recording. Advances are being made in the 
electronic recording of data from psychological 
assessments, which have huge potential when 
combined with the physical health data stored via 
patient records. 

Brainbow Objectives  
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Brainbow Service 

Paediatric Oncology 

Box 51 

Paediatric Day Unit 

Cambridge University Hospitals NHS Foundation Trust 

Hills Road 

Cambridge CB2 0QQ 

01223 596163 

 

Enquiries to brainbow@addenbrookes.nhs.uk 

 

http://www.cuh.org.uk/addenbrookes-hospital/services/brainbow 
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