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Executive Summary

Elisabeth Kerley 
Project Coordinator

Amanda Cahn 
Associate Director of Operations, 
Women’s and Children’s Services

Dr Amos Burke 
Clinical Lead

	

Brainbow is well into its fourth year of providing rehabilitation to children with brain 
tumours in the East of England. 
  
This interim report marks the start of a new reporting structure as this will now reflect the 
standard financial year. There will be some aspects within this report which had been 
included in the 2016 report due to the overlap of the reporting period. 
  
We acknowledge the considerable contributions from Anna’s Hope and Tom’s Trust 
throughout another year. We are indebted to their tireless work and generosity which has 
enabled the service to continue making a difference to the lives of the brain tumour 
children and their families. 
  
Following the sad closure of Camille’s Appeal in August 2016, the charity has transferred 
their residual funds to Brainbow to provide the continued funding of their posts until 31 
March 2018, as well as to fund some exciting developments which are currently being 
worked up.  
  
Over the past year we have been able to increase local awareness of the funding charities, 
and how they support the service, through a number of channels including events and the 
radio. 
  
We would like to welcome Joshua Tarrant Trust who will be joining the partnership in the 
near future.  This will result in the continued funding of the posts originally funded by 
Camille’s Appeal. 
  
Our thanks to the funding charities – Anna’s Hope, Camille’s Appeal, and Tom’s Trust – will 
never be repeated enough, as their work is, and has been, so invaluable. 
  
We would like to acknowledge the continued hard work of everyone involved in making a 
difference to the lives of the brain tumour children.



Purpose

About Brainbow

Brainbow Vision

Historically the Brainbow reporting year has been chosen to coincide with the birth date of 
Brainbow meaning it has not reflected a standard financial year. The last report for 2016 
gave an overview from September 2015 to August 2016. As Brainbow is now reporting in 
line with a standard financial year this report will be an “interim” report to enable the new 
reporting structure to begin. This report also gives an overview of Brainbow activity during 
the financial year 2016/17 so there will be some overlap with the previous report.

๏ Brainbow’s aim is to help children with brain tumours reach their full potential. 

๏ Brainbow provides coordinated specialist neuro-rehabilitation assessment and 
treatment for children and young people with brain tumours. 

๏ Brainbow is able to provide specialist rehabilitation support and continuity of care 
through the journey of children with brain tumours i.e. from their diagnosis, during 
their hospital admission, and beyond.

“To ensure all children with brain tumours reach their full potential”

“Brainbow helped Zofeya and us as a family to take the first steps towards recovery during 
and after treatment. The team is great and both Zofeya and her brother looked forward to 
spent time with them.”
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Brainbow Statistics
From April 2016 to March 2017, Brainbow cared for 91 individual children who had a brain 
tumour. 

The number of newly diagnosed brain tumour patients referred to Brainbow between 1 April 
2016 – 31 March 17 was 39. 

Outpatient appointments : 

The Brainbow team undertook 301 outpatient appointments between May 2016 and March 
2017 (the recording of bookings in EPIC commenced in May 2016). The appointments were 
a combination of single professional and multi-disciplinary. Approximately 30% of the 
appointments were multi-disciplinary (where two or more clinicians were present at the 
appointment). 

The combination breakdown of professionals present at appointments is as below. 
This shows a 24% increase in outpatient appointments since 2013/14.

Clinician combinations - 01/05/2016 - 31/03/2017 Total 
contacts 
2016/17

Total 
contacts
2013/14

Tom’s Trust Anna’s Hope

Clinical 
Psychologist

Occupational 
Therapist Physiotherapist Speech and 

Language Therapist 8 18
Occupational 

Therapist Physiotherapist Speech and 
Language Therapist 4 43

Clinical 
Psychologist Physiotherapist Speech and 

Language Therapist 1 1

Clinical 
Psychologist

Occupational 
Therapist 0 2

Occupational 
Therapist Physiotherapist 42 146

Physiotherapist Speech and 
Language Therapist 4 10

Occupational 
Therapist

Speech and 
Language Therapist 5 22

Clinical 
Psychologist 69 -

Clinical 
Psychologist

Occupational 
Therapist Physiotherapist 4 -

Clinical 
Psychologist Physiotherapist 13 -

Clinical 
Psychologist

Speech and 
Language Therapist 2 -

Occupational 
Therapist 67 -

Physiotherapist 49 -

Clinical 
Psychologist Physiotherapist 1 -

Speech and 
Language Therapist 30 -

Clinical 
Psychologist

Occupational 
Therapist

Speech and 
Language Therapist 2 -

Total outpatient appointments: 301 242

1 

Data is from EPIC and will be given routinely in the future1 
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Brainbow Statistics 
continued
Community visits:  
The number of community visits between October 2016 and March 2017 was 27. A 
community visit is when a member of the Brainbow team visits the patient’s home or 
school for meetings, classroom assessments, and patient appointments. Dependent on 
the purpose of the community visit, the patient may not be present. 

Neuropsychology assessments: 
The Tom’s Trust psychology team completed 35 neuropsychology assessments in 
2016/17. A neuropsychology assessment involves assessing a child’s learning and 
behavioural difficulties that can arise from having had a brain tumour. This may include 
an assessment of a child’s thinking and problem solving, general knowledge, memory, 
attention, and academic abilities. 

Tom’s Trust clinical psychologist, 0.2 WTE has completed the following since 
January to March 2017: 

Inpatient contacts: 24 of which 2 were cognitive assessments (half-day sessions), 4 
were bereavement support, 9 were therapeutic intervention with the child, 8 were 
therapeutic intervention with the parent, and 1 was feedback. 

Telephone calls: 15 (average length of call 30 minutes) of which 8 were with the 
parent, 2 were with the mental health service, and 3 were with other professionals.  

Community visits: 4 of which 3 were at school and 1 at the patient’s home.  

Direct referrals: 24 of which 14 were by the clinical nurse specialists, 9 by the 
consultants, and 1 by the psychosocial department.

"Just wanted to say thank you so much for visiting Charlotte at home the other week. It has 
made such a difference to Charlotte's rehabilitation seeing her in an environment she is 
comfortable and at ease with. I honestly feel she was so much calmer than she would be in a 
hospital setting....which in turn probably made it easier for you to assess her and see how 
she is improving....rather than her crying through the session! Thank you again!"
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Brainbow Achievements
To avoid duplication with the 2016 annual report, many of the achievements listed below 
relate to the period September 2016 to March 2017. 

2016/17 Strategic successes include: 

๏ An event was held on 30 September 2016 to share with key charities (who have 
an interest in fundraising for children with brain injury) a vision for a dedicated 
paediatric rehabilitation centre. The audience was unanimous that this project 
should move forward although no commitment to fundraising has been made at 
this stage. 

๏ A re-submission of a bid for NHS funding was made in September 2016, however 
this is still yet to go out to national tender. The proposal included paediatric brain 
tumour and acquired brain injury patients. 

๏ A paper written by Dr Amos Burke (clinical lead), Daniel Fountain (medical 
student), David Young (Anna’s Hope physiotherapist) and Katie Johnson (Anna’s 
Hope occupational therapist) has now been published; this was a systemic review 
around daily living outcome measures used in neuro-rehabilitation for children 
with brain injury. 
(See link: https://www.ncbi.nlm.nih.gov/pubmed/?term=Katie+S+Williams) 

๏ We are delighted that Joshua Tarrant Trust are joining the partnership between 
Anna’s Hope, Tom’s Trust and Cambridge University Hospitals. The funding from 
the Joshua Tarrant Trust will go towards the project coordinator, administrative 
assistant and specialist teacher from April 2018. 

๏ Dr Amos Burke (clinical lead) and Amanda Cahn (associate director of 
operations) were interviewed by Cambridge 105 Radio on 30 March 2017 to raise 
awareness of the service and the funding charities. 

๏ A successful Easter Event was held for the brain tumour children on 13 April 
2017 at Anstey Hall. The event provided an opportunity for the children and their 
families to meet others who were going through a similar journey to themselves, 
as well as take part in a fun social event. There was extensive media coverage 
and we are grateful to the parents, staff, and charities who spoke to the media. 
Although this strictly falls outside the reporting period, the preparations for the 
event took place within the reporting year. 

๏ Camille’s Appeal generously donated part of their residual funds (at the time of 
the charity closure) to a specialist teacher post. Interviews took place in March 
2017 and a highly experienced individual has been appointed to the position. The 
start date will be September 2017 for a one year fixed term contract (18 hours 
per week), and the role will be shaped and reviewed over the year. The specialist 
teacher will liaise between the schools and the brain tumour children and their 
families, to help identify the child’s educational needs and work with the schools 
to provide the necessary support. 

๏ Integration of the WeeFIM Assessment form into the hospital system (EPIC) is 
underway.  A License Agreement has been signed between Uniform Data System 
for Medical Rehabilitation and Cambridge University Hospitals, and the hospital IT 
department is now working to incorporate this in EPIC. This will enable the 
assessment scores to be recorded electronically, directly into the patient notes, 
and to be pulled as a report in the future.
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Brainbow Achievements 
continued
2016/17 Operational successes include: 

๏ Patient questionnaires have been developed online (led by the Tom’s Trust 
assistant psychologist and with input from the wider team) which will be given to 
the patients and parents at the time of discharge as well as after set blocks of 
outpatient input. The feedback will be essential in terms of developing the 
Brainbow service and improving patient experience.  An iPad has been purchased 
to enable the questionnaires to be completed electronically.  

๏ Memory books of positive times have been developed for long-term children on 
the wards. These include photographs and a short DVD of therapy sessions, and 
joint music and occupational therapy/physiotherapy sessions. 

๏ Patients will now be reviewed with the Brainbow service a year after their original 
multi-disciplinary assessments. This involves repeating outcome measures and 
seeing progress against their goals. 

๏ There is now a systematic review of the Brainbow caseload, and an improved 
system for managing new referrals and recording input. This has involved 
updating the referral form and triage process. The clinical team now meets for 
regular (weekly) caseload meetings to discuss new referrals and manage            
on-going therapy/reviews. 

๏ There has been ongoing work to increase the level of skill amongst therapists 
treating children with brain tumours in the region. Peer to peer training sessions 
have been conducted in Suffolk and Cambridgeshire, and are planned for 
Hertfordshire and Essex later this year. 

๏ There has been an increased number of joint therapy sessions working in this 
reporting period compared with the initial year of Brainbow’s operation. This is a 
unique feature of the service. 

๏ The Anna’s Hope speech and language therapist is developing some new therapy 
groups which will be running on-site for younger children who have had brain 
tumours and are at risk of language and social communication difficulties.
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Case Study 
James

(Pseudonym)

๏ James is a two year old who was 
diagnosed with a brain tumour last 
year. James needed surgery and then 
chemotherapy. After his operation, 
James had great difficulty swallowing, 
speaking and moving. He has been in 
hospital for long periods in the last year 
and Brainbow have been working with 
him throughout this time from his 
diagnosis. James has just finished his 
chemotherapy.

๏ Over the course of James’ treatment, he has 
been supported in working towards  rehabilitation 
goals with the Brainbow team. James loves cars, 
books, trains and animals. Therapy has been 
provided through playing with his favourite toys 
and involving his interests and family in sessions. 

๏ The Anna’s Hope Occupational Therapist and 
Physiotherapist saw James on most days when 
he was on the ward during his seven month 
treatment per iod. Sess ions focused on 
developing his motor skills. James has come a 
very long way and should be proud of his 
achievements. From not being able to hold his 
head or move his arms or legs, to now working 
on crawling, standing up at the sofa and being 
able to use both his hands to play! James’ 
parents and whole family work hard to 
incorporate therapy into fun games so that 
James does not realise he is working hard! 

๏ After his init ial surgery and during his 
chemotherapy, James had difficulties swallowing. 
At this stage the Anna’s Hope Speech and 
Language Therapist supported parents in 
carrying out regular oral care for him. James had 
to be fed by a nasogastric tube, but the Anna’s 
Hope Speech and Language Therapist ensured 
that James was reintroduced to oral intake safely 
as his swallow function improved. James’ speech 
and language skills were also affected. Inpatient 
sessions worked on incorporating lots of play and 
language based activities into James’ day when 
he was well enough to tolerate these.  

๏ The Brainbow team have worked closely with 
local services to make sure that James’ transition 
out of hospital was smooth and he has the right 
input at home.

๏ The Brainbow team continues to work 
alongside community therapists to support 
James’ rehabilitation.  James has bimonthly 
review sessions with the Anna’s Hope 
Occupational Therapist and Physiotherapist 
at Addenbrooke’s. New goals have been 
established to develop James’ gross and fine 
motor skills using the Goal Attainment 
Scaling in Rehabilitation outcome measure. 
James is receiving a block of intensive 
therapy in the community and continues to 
progress well between reviews. James is 
now able to walk with assistance and his 
confidence continues to grow. 

๏ The Anna’s Hope Speech and Language 
Therapist has visited James at home to 
continue supporting his feeding and 
communication. He is now back to feeding 
fully orally. James’ language was recently 
formally assessed using the Pre-school 
Language Scales and this has informed 
therapy goals. Due to limited access to local 
therapy, James continues to be under the 
care of the Anna’s Hope Speech and 
Language Therapist. James and his mum are 
attending a therapy group run by the Anna’s 
Hope Speech and Language Therapist and 
Tom’s Trust Psychologist at Addenbrooke’s.
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Case Study 
Peter
(Pseudonym)

๏ Peter is a five year old boy who was on 
holiday abroad when he was diagnosed 
with a brain tumour. Peter had two 
surgeries, a shunt insertion, radiotherapy 
and chemotherapy. Due to difficulties 
after surgery, Peter had a tracheostomy.  
Peter had all his treatment abroad. On 
return to the UK, Peter was assessed by 
the Brainbow service through the 
outpatient pathway. 

๏ On his return to the UK, the Anna’s Hope 
Occupational Therapist was involved with 
coordinating the commencement of appropriate 
therapy services and made referrals to 
community teams. 

๏ Assessment indicated that Peter's current 
primary need was his speech development. 
Therefore, the Anna’s Hope Speech and 
Language Therapist has been heavily involved 
with Peter’s rehabilitation. Peter has difficulties 
making himself understood by others as many 
of his speech sounds have been affected by 
damage to his cranial nerves which innervate 
muscles in the tongue and vocal folds. 

๏ Peter is having a block of 8 weekly therapy 
sessions with the Anna’s Hope Speech and 
Language Therapist. Sessions take place at 
Peter's house. Therapy is designed to be fun 
and motivating for the child and therefore 
sessions involve many games and the use of 
praise and positive reinforcement techniques. 
Peter is currently working on the 't' and 'd' 
sound which requires him to bring his tongue 
further forward in his mouth, something that is 
very difficult for him given the damage to the 
nerve which innervates his tongue.  Peter is 
progressing well.  All of the activities which are 
worked on in sessions are also carried out as 
homework.  This ensures that Peter gets regular 
practise each day in short 10 minute sessions 
with his mum and dad.  Peter's younger sibling 
also joins in with sessions, which has helped 
Peter to generalise his speech skills to group 
activities.

๏ Peter had previously had input from 
O c c u p a t i o n a l T h e r a p i s t s a n d 
Physiotherapists when abroad. During the 
assessment phase, the Anna’s Hope 
Occupational Therapist and Physiotherapist 
completed a gross and fine motor screening 
assessment with Peter. They provided 
activity ideas to work on shoulder stability, 
core stability and balance. Peter has also 
had input from a community Occupational 
Therapist and Physiotherapist to meet his 
ongoing therapy needs. 

๏ The Brainbow team will continue to provide 
support and input as required and review 
Peter when attending Addenbrooke's for 
follow up appointments. 



Case Study 
Laura
(Pseudonym)

๏ Laura  is a 15 year old girl referred to 
Brainbow by her Clinical Nurse Specialist. 

๏ Laura was diagnosed with a brain tumour 
when she was 3 years old. She had 
surgery and chemotherapy. 

๏ Laura was recently moving to a new 
college and finishing her exams. There 
were concerns around her mood and self 
esteem and also her independence. She 
had been assessed before from a 
cognitive point of view. 

๏ Laura and her mother had already met some of 
the Brainbow service through involvement in a 
brain tumour support group, led by the Tom’s 
Trust Psychologist and Counsellor Practitioner. 

๏ Laura  and her mother came to an introductory 
appointment where they met with all professions 
in the Brainbow service. Further assessment was 
then completed in an assessment block with the 
Tom’s Trust Clinical Psychologist. 

๏ The Tom’s Trust psychology team offered to work 
on issues around  anxiety, self esteem and low 
mood. A cognitive behavioural approach that 
focused on thoughts and feelings and the link 
with behaviour was used. 

๏ CBT is an evidence based  model and intervention 
for low mood and anxiety. 

๏ Laura worked really hard.  She took on 
board the therapy approach and learnt 
about anxiety, how it makes her feel and 
what she can do about it. She also learnt 
about the links it has with her mood. 

๏ Laura set herself some goals that she 
wanted to achieve such as overcoming 
anxiety to go on a bus and going to the 
cinema.  

๏ Laura achieved her goals and more. We 
are still working on other aspects of her 
mood and thought about herself and 
feelings of difference.

๏ Laura was able to use her knowledge of anxiety 
and how to overcome it through relaxation, 
positive self talk and determination to open up 
her world. 

๏ Her independence increased and she went in 
town and to the cinema. 

๏ Her self esteem continues to improve. 
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Charitable Funding
The charities Anna’s Hope, Camille’s Appeal, and Tom’s Trust have provided funding, 
as outlined below, between the period September 2013 and March 2017. This considerable 
contribution has enabled the Brainbow service to provide rehabilitation to brain tumours 
during this time, for which we are incredibly grateful.

Funding from Anna’s Hope

Funding from Camille’s Appeal

Funding from Tom’s Trust

Funding

£786,508

Funding

£146,298

Funding

£227,352

Total

£1,160,158
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Income and Expenditure
Paediatric Neuro-oncology Rehabilitation Fund 

The Paediatric Neuro-oncology Rehabilitation Fund is a standalone fund held by the 
Addenbrooke’s Charitable Trust (ACT) which was set up several years before the development 
of Brainbow. The fund is made up of donations from the public and is accessible to the 
Brainbow service. 

The balance on 1 April 2016 was £50,131.37 and at the close of the financial year, on 31 
March 2017, it was £49,252.82. 

Between 1 April 2016 and 31 March 2017 the total income and expenditure was as follows:

Total Income Total Expenditure

£18,134.49 £20,776.05

Fundraising 

We continue to acknowledge the generous support of the funding charities without which 
Brainbow would cease to function. 

The Trustees of Camille’s Appeal have provided ongoing funding until 31 March 2018 for the 
project coordinator and administrative assistant posts, despite the closure of the charity in 
August 2016. They transferred their remaining funds to a dedicated charity account with 
Addenbrooke’s Charitable Trust (ACT) in August 2016, and this funding will be spent on 
specific projects selected by Camille’s Appeal. 

Having funded in the past, Joshua Tarrant Trust would now like to take their fundraising to 
another level and take the place of Camille’s Appeal from 1 April 2018, providing funding 
for the project coordinator, administrative assistant, and specialist teacher. 

Our thanks go to the many individuals, groups, and charities who have actively fundraised 
and donated to the Paediatric Neuro-oncology Rehabilitation Fund throughout the year.  
There continues to be local interest in fundraising for the service.

“The school and I are so grateful to the Brainbow service and how amazing the whole package is. 
Especially since looking at our daughter’s progress this year upon receipt of her report of last 
year.”
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Staffing
Detailed staff changes were outlined in the annual report for 2016. To avoid duplication, only 
the changes that have taken place since the end of that reporting period (i.e. August 2016) 
are listed below. 

Anna’s Hope Physiotherapy 

A physiotherapist on maternity leave has handed in her notice which will be a loss to the 
service; we extend our thanks to her as she was at the start of the vision that led to 
Brainbow. As the second physiotherapist is currently on secondment (doing a Masters in 
Research) the physiotherapy role is being covered by one full time individual until the 
physiotherapist returns in September 2017. 

Anna’s Hope Speech & Language Therapy 

We bade farewell to one of the speech & language therapists in December 2016, and we are 
grateful to the second speech & language therapist who has now gone full time to cover this 
vacancy.  

Tom’s Trust Psychology 

We are pleased to have successfully recruited a full time assistant psychologist who started in 
January 2017. We also welcomed a clinical psychologist to the team in March 2017 who is 
currently working part-time.  The remaining hours will be appointed to in the near future. 

Camille’s Appeal Specialist Teacher 

We are delighted to have been able to successfully appoint to a new specialist teacher post.  
The purpose of this role is to liaise between the schools, and the children and their families, 
ensuring that the child’s educational needs are met, and that the schools receive adequate 
training to increase their understanding of managing children with brain tumours.  Camille’s 
Appeal has generously donated a portion of their residual funds to this post for the duration of 
one year (September 2017 to August 2018). The post will be shaped and reviewed during the 
course of the year. 

It is important to note that since Brainbow is currently a standalone neuro-rehabilitation 
service, the staffing turnover is high. This will continue to be the case until Brainbow is finally 
integrated into a wider neuro-rehabilitation facility.
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Staffing 
continued
The following posts are currently funded:

Post: Banding: WTE: Funded by:

Anna’s Hope Specialist 
Paediatric Physiotherapist Band 7 1.0

(37.5 hours per week)

Anna’s Hope

Anna’s Hope Advanced Specialist 
Speech and Language Therapist Band 7 1.0

(37.5 hours per week)

Anna’s Hope

Anna’s Hope Highly Specialist 
Paediatric Occupational Therapist Band 7 1.0

(37.5 hours per week)

Anna’s Hope

Camille’s Appeal Project Coordinator Band 7 0.4
(15 hours per week)

Camille’s Appeal

Camille's Appeal  
Administrative Assistant Band 3 0.67

(25 hours per week)

Camille’s Appeal

Tom’s Trust Specialist Clinical 
Psychologist Band 8b 0.2

(7.5 hours per week)

Tom’s Trust

Tom’s Trust Clinical Psychologist Band 8a
0.5

(18.75 hours per week)
(0.5 vacancy)

Tom’s Trust

Tom’s Trust Assistant Clinical 
Psychologist Band 5 1.0

(37.5 hours per week)

Tom’s Trust
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Brainbow 
Service Strategy
In 2013, the Brainbow service set some objectives to be achieved by the end of the initial 
three years.  The table below details the progress made on each objective as recorded in the 
2016 annual report, as well as a further update since September 2016.

Objective Progress as of 2016 annual report Progress to date

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

This core team has now been well 
established. In addition to the 
funding for a Clinical Psychologist 
post, Tom’s Trust has also provided 
funding for a Clinical Psychology 
Assistant which is now a 
fundamental part of the Brainbow 
service. The multi-disciplinary team 
works very closely together to 
provide neuro-rehabilitation 
assessments and therapy for 
children with brain tumours.

The service has further 
developed the core team by 
appointing a Specialist Teacher 
which will start in September 
2017.  This has been possible 
due to funding from Camille’s 
Appeal.  Further details about the 
post can be found in this report 
under Brainbow Achievements 
and Staffing.
The only outstanding hours to be 
appointed are the Tom’s Trust 
clinical psychology hours 
(0.5WTE).

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

The patient’s treatment plan is 
discussed and agreed at the neuro-
oncology multi-disciplinary team 
(MDT) meeting.  Each patient seen 
by Brainbow has an introductory 
assessment followed by a 6-week 
therapy block as part of the 
standard care. 

Ongoing

To demonstrate and report on 
improved outcomes for 
children with brain tumours as 
a result of coordinated 
rehabilitation assessment and 
therapy

Functional measures are ongoing 
and this will take several years to 
achieve.

Ongoing

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 been frequently 
requested to showcase the model 
and learning outcomes at regional 
and national events. Learning is 
shared with colleagues both within 
the hospital and at external events.

Ongoing

To embrace new ways of 
working including joint therapy 
sessions

Joint therapy sessions held with 
the patients enabling collaborative 
provision of care and treatment is 
now embedded in the Brainbow 
service.

Ongoing

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

An improved experience in the 
coordination of rehabilitation 
services has been realised by over 
200 patients and their families who 
have been seen by the Brainbow 
service.

It is hoped that the re-launch of 
the patient questionnaires will 
help further shape the service 
provision.
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Brainbow Service 
Strategy continued
Objective Progress as of 2016 annual 

report Progress to date

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.  
We have worked closely with 
Anna’s Hope, Camille’s Appeal, 
and Tom’s Trust who have 
increased their funding to allow for 
improved provision.  The 
Brainbow team collaborates with 
the Adam Rogers Trust’s therapy 
team at CUH.

We are delighted to be 
embarking on a partnership 
with Joshua Tarrant Trust who 
will provide continued funding 
for the project coordinator, 
administrative assistant and 
specialist teacher. 
The service has been 
developing links with local 
professionals to increase 
awareness of brain tumours 
and up-skill local health 
professionals in the therapy 
these children require.
There is now a framework for 
out-of-area referrals.

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

Funding has been agreed by 
Anna’s Hope, Camille’s Appeal 
and Tom’s Trust for a further two 
years until 31 March 2018.  
Operationally the service is 
sustainable but only with external 
funding. A bid was submitted to 
commissioning in September 2016 
for NHS England funding and the 
outcome is awaited.

The anticipated partnership 
with Joshua Tarrant Trust and 
extended contract with Anna’s 
Hope and Tom’s Trust is yet to 
be formally agreed for 2018/19.
The bid submitted to NHS 
England was not successful, 
and we await the national 
tender.

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

The Brainbow model of care is 
well established.  There has been 
increased national and 
international awareness of 
Brainbow, and the service 
continues to be approached by 
others who are interested in 
replicating the model elsewhere. 
We are looking at developing a 
package of care for patients who 
are not from the East of England.

The package of care has been 
completed and is now in use for 
children being referred to 
Brainbow from outside the East 
of England. The package will 
be tailored according to the 
patient’s need. We have 
received our first external 
referral (from GOSH).

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

A new patient information system 
(EPIC) was introduced at CUH in 
October 2014.  This has brought 
significant change to the way we 
record data.  EPIC is being more 
fully utilised to enhance 
Brainbow’s data collection.

We have had agreement for a 
specific build in EPIC. We have 
already begun to pull data from 
EPIC, and will also build in the 
WeeFIM and reports.

To meet and hopefully exceed 
the expectations of Anna’s 
Hope, Camille’s Appeal and 
Tom’s Trust

We have sought to provide regular 
information and updates such as 
the newsletter, reports, learning 
events, and website.  We have 
accepted the very generous 
continued support and funding of 
Anna’s Hope, Camille’s Appeal 
and Tom’s Trust as evidence that 
we are meeting this objective.

Ongoing





Looking Ahead 
2017/18 and beyond
The key priorities for 2017/18 were outlined in the full annual report for 2016 so will not be 
duplicated in this report. 

We are delighted to be able to welcome Joshua Tarrant Trust to the Brainbow partnership. The 
charity will focus on fundraising for the project coordinator, the administrative assistant and 
the newly appointed post of specialist teacher. This renewed partnership will ensure there is 
continued funding going forward from 1 April 2018 (these posts have previously been funded 
by Camille’s Appeal from Sept 2013 to March 2018). 

The Easter Egg Hunt was held at Anstey Hall on 13 April 2017 which included many fun 
activities for the children. The feedback that we have had was overwhelmingly positive, the 
parents felt that not only did the children have fun but it also provided an unanticipated 
therapeutic element that enabled the children to fully participate. Going forward into 2017/18 
we have decided to have more Brainbow family events.  

We are organising an exciting learning event on 13 October 2017 titled The Challenge of 
Paediatric Brain Injury from Tumour. The event will be educational and open to anyone across 
the UK with an interest in the treatment of brain tumours and their rehabilitation. Renowned 
professionals (both national and international) have accepted an invitation to speak. 

We are also scoping with our colleagues in Estates to see how, with our limited space and 
capacity we can re-create an area to provide more structured facilities for inpatient 
rehabilitation, which would be a very exciting development for children requiring rehab, of 
which a significant number are children with brain tumours. 
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“Thank you  so much for helping our little girl get back on her feet and moving her neck. You’ve 
been such valuable help to her. Her movement is so much better and always improving thanks 
to your advice.”
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