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Executive Summary
Brainbow now enters its fifth year of providing high quality complex rehabilitation to children from
across the East of England who have had treatment for brain tumours. For this excellent service we
need to thank our supporting charities: Anna’s Hope, Joshua Tarrant Trust and Tom’s Trust as their
work remains invaluable to the ongoing development of the clinical service.
In March 2018 we said a final and sad farewell to Camille’s Appeal as one of the founding charities.
We formally welcomed on board the Joshua Tarrant Trust that will be taking over the funding for the
Service Delivery Manager, Administrative Assistant and the newly appointed Specialist Teacher.
The service continues to flourish and increase the awareness locally and nationally of the importance
of providing high quality and timely rehabilitation for children with brain tumours.
The annual report for 2017/18 will provide some real life stories of how this service has touched the
lives of many children and their families. We would also like to thank the team for their continued hard
work and passion in making a difference to this group of children.

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

Dr Amos Burke
Clinical Lead
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Purpose
This Annual Report will give an overview of the Brainbow activity for the full financial year 2017/18. It will
also highlight the achievements and challenges that the service faced. As we continue to work in a
financially constrained Health Service we continue to work with colleagues at NHS England and local
commissioners to make a more sustainable funding stream to embed the Brainbow service fully into
Addenbrooke’s over the next 3-5 years.

About Brainbow

Page
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✦

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 within the East of England i.e. from their diagnosis, during their hospital
admission, and beyond.

✦

The Brainbow service is now ready to extend its contribution to research in the area of neurorehabilitation for children with brain tumours and important national and international collaborations
have been forged in 2017/2018.

Brainbow Vision
“To ensure all children with brain tumours reach their full potential”
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Brainbow Statistics
From April 2017 to March 2018, Brainbow cared for 123 individual children who had a brain tumour.
The number of newly diagnosed brain tumour patients referred to Brainbow between April 2017 and March 2018 was 30.
Outpatient appointments:
The Brainbow team undertook 586 outpatient appointments between April 2017 and March 2018. The appointments
were a combination of single professional (73%) and multi-disciplinary (27%) (multi-disciplinary is where two or more
clinicians were present at the same appointment).
The table below shows the frequency and combination of professionals who were present in an appointment at the same
time. This shows a 95% increase in outpatient appointments since 2016/17.
Clinician combinations 01/04/2017 - 31/03/2018
Tom’s Trust
Clinical Psychologist

Anna’s Hope
Physiotherapist

Speech and
Language Therapist

15

8

Occupational Therapist

Physiotherapist

Speech and
Language Therapist

2

4

Physiotherapist

Speech and
Language Therapist

2

1

17

0

83

42

Speech and
Language Therapist

6

4

Speech and
Language Therapist

3

5

179

69

Physiotherapist

5

4

Physiotherapist

1

13

18

2

103

67

Physiotherapist

74

49

Physiotherapist

0

1

Speech and
Language Therapist

72

30

Speech and
Language Therapist

6

2

586

301

Occupational Therapist
Occupational Therapist

Physiotherapist
Physiotherapist

Occupational Therapist
Clinical Psychologist
Clinical Psychologist

Occupational Therapist

Clinical Psychologist

Speech and
Language Therapist

Clinical Psychologist
Occupational Therapist

Clinical Psychologist

Clinical Psychologist

Total
contacts
2016/17

Occupational Therapist

Clinical Psychologist
Clinical Psychologist

Total
contacts
2017/18

Occupational Therapist

Total outpatient appointments:
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Continued

Brainbow Statistics
Community visits:
The number of community visits between April 2017 and March 2018 was 35. A community visit is when a
member of the Brainbow team visits the patient’s home for an appointment.
The table below shows the frequency and combination of professionals who attended a community visit
together.
Clinician combinations 01/04/2017 - 31/03/2018
Tom’s Trust

Total contacts
2017/18

Anna’s Hope

Clinical Psychologist

8
Occupational Therapist

Clinical Psychologist

Occupational Therapist

2
Physiotherapist

Clinical Psychologist
Clinical Psychologist

Occupational Therapist

Speech and
Language Therapist

1

Speech and
Language Therapist

22

Speech and
Language Therapist

1

Speech and
Language Therapist

1

Total community visits:

35

School visits:
48 school visits were undertaken between April 2017 and March 2018, an increase of 21 when compared
with the previous year
Neurophyschology assessments:
The Tom’s Trust Clinical Psychologists completed 50 neuropsychology assessments between April 2017
and March 2018, 15 more than the previous year. 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.
Enhanced Epic Data Collection:
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Brainbow Achievements
2017/18 Strategic successes include:
✦ We held a Christmas party this year and invited all Brainbow patients, their siblings and parents. The
event was organised with the help of PricewaterhouseCoopers (PWC) for whose support we are
grateful. It was a fun day which was enjoyed by all.
✦ PwC also organised a FunLympics event for children off treatment that was attended by several
children under the care of Brainbow.
✦ We have appointed a Specialist Teacher, Heather Mepham, who is able to work with schools and
brings additional support and interaction for children who are trying to re-integrate back into full time
education.
✦ We held an international brain tumour forum with eminent speakers coming from afield. This received
excellent feedback and has been the catalyst to developing collaborative links with The Toronto Sick
Kids Hospital.
✦ Joshua Tarrant trust has officially joined partnership with Brainbow. This was marked by a press
launch on 9 March 2018. We are delighted to have them on board.
2017/18 Operational successes include:
✦ Elisabeth Christie has left the post of Project Manager and we have now appointed Laura Howden
into the newly focused role of Service Delivery Manager. This will ensure that the Brainbow Service
becomes fully integrated as a clinical service moving away from the project role.
✦ David Young has completed his MSC which has been a great personal development for him, this will
now enable him to implement his new knowledge and skill set into the clinical service.
✦ The new Epic build is allowing us to collect more detailed data regarding direct and indirect patient
contact. The summary data from April 2017 to March 2018 is shown in the charts on page 5. Epic
development and the associated data collection will continue to develop allowing more detailed
reporting in the future.
✦ There has been the development of a new structured format of the MDT clinics which each member
of the therapy team will attend.

Page
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Case Study

Brainbow input:

Alex

(Pseudonym)

✦

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 Camille’s
Appeal 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. Maintaining
communication with these services was vital for
ongoing support for Alex.

✦

The Brainbow Service also supported Alex’s
referral for ongoing residential rehabilitation
following his inpatient stay at Addenbrooke’s.

Background:
Alex is a 9 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.

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.

✦

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 has
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.

The aim is for Alex to continue to make
progress and set new goals as his abilities
improve.
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Charitable Funding
The charities Anna’s Hope, Camille’s Appeal and Tom’s Trust have provided the ongoing funding as outlined
below, between the period September 2013 and March 2018. With the continued financial support, Brainbow
has continued to provide excellent rehabilitation to children with brain tumours from across the East of
England. We remain grateful for the ongoing commitment and support we have received. Going forward into
2018/19 Cambridge University Hospitals has committed to fund 5% for each post, 7.5% in 2019/20 and then
10% in 2020/21.
As highlighted earlier in the annual report the service is essential to ensure that the children with brain tumours
reach their full potential. We hope in the next 3-5 years to have the service fully commissioned and funded by
the NHS.

Funding from Anna’s Hope

Funding

£189,665.28

Funding from Camille’s Appeal

Funding

£18,567.15

Funding from Tom’s Trust

Funding

£97,859.52

Total
£306,091.95
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Case Study

Brainbow input:

Emma
(Pseudonym)

Background:
Emma was referred to the Brainbow service
following a diagnosis of a frontal lobe tumour.
She had suffered a seizure at home and had
been taken to hospital. Emma had no other
symptoms, but both she and her family were
understandably worried about this.
Emma underwent surgery and a full resection
of her tumour was achieved. She was
discharged home from hospital within a week
of her surgery.

Achievements:
✦

Emma was able to record her work at
school more easily.

✦

Emma continues to work on her verbal
narrative/story-telling skills and is being well
supported at school.

✦

✦

✦

After being seen on the ward by the Brainbow team,
Emma had further assessment into her motor skills
and handwriting.

✦

The Anna’s Hope Occupational Therapist also gave
her advice to help her participate in activities such as
sewing, using a knife and fork, and writing which she
found difficult.

✦

The Tom’s Trust Clinical Psychologist supported
Emma and her family during their admission, and
also continued this support once Emma was
discharged from the ward. This included one to one
therapy sessions and a full cognitive assessment.

✦

Emma continues to have some high level language
difficulties and the Anna’s Hope Speech and
Language Therapist has been supporting Emma
with a programme at school.

✦

The Anna’s Hope Speech Therapist and Camille’s
Appeal Specialist Teacher visited Emma’s school to
discuss her needs and share the recommendations
provided by Brainbow therapists. This has also
helped introduce strategies to support her.

✦

Regular contact has been set up with the school to
review progress.

Impact:

She was also able to access a laptop to
help her to prepare for exams.
Emma is engaging well in her sessions with
the Clinical Psychologist.
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✦

Emma continues to engage in her rehabilitation
with the Brainbow team.

✦

Emma feels she is recovering well post surgery
and is working hard to implement what she is
learning throughout her rehabilitation with the
Brainbow team.

“I got to do activities and use my imagination”

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 2017 was £48,860.20 and at the close of the financial year, on 31 March 2018,
it was £37,032.51. The breakdown of income versus expenditure is shown below:

Total Income

Total Expenditure

£16,138.52

£27,966.21

Fundraising
We fully acknowledge the generous and ongoing support that the funding charities have given us which
without Brainbow would cease to function. Our thanks also go to the wider community and many
individuals who have also actively undertaken fundraising activities and donated to the Paediatric
Neuro-oncology Rehabilitation fund.
Many of these groups and individuals have been friends or family members who have been treated and
helped by the Brainbow therapists.

11

Brainbow Staffing
During the period 1 April 2017 to 31 March 2018 there have been a number of staff changes which are listed below.
Anna’s Hope Physiotherapy
The Physiotherapist has now returned from secondment having successfully completed a Masters in Research. This
is a full time role.
Camille’s Appeal Project Coordinator
The Project Coordinator handed in her notice in March 2018 and a replacement has been appointed. This is a part
time position (15 hours per week). This post will be funded by Joshua Tarrant Trust from 1 April 2018.
Camille’s Appeal Administrative Assistant
The Administrative Assistant went on maternity leave in June 2017 and subsequently handed in her notice as she
relocated. We are pleased to appoint into this vacancy in March 2018 (25 hours per week). This post will be funded by
Joshua Tarrant Trust from 1 April 2018.
Camille’s Appeal Specialist Teacher
This year we introduced the new role of Specialist Teacher within the service. Heather Mepham started in the team as
the specialist teacher on 4 September 2018, working 18 hours a week. This post will be funded by Joshua Tarrant
from 1 April 2018.
It is important to note that since Brainbow is currently a standalone neuro-rehabilitation service, the staffing turnover is
reasonably high. This will continue to be the case until Brainbow is finally integrated into a wider neuro-rehabilitation
facility.

Post:

Banding:

WTE:

Anna’s Hope Specialist
Paediatric Physiotherapist

Band 7

1.0
(37.5 hours per week)

Anna’s Hope Advanced Specialist
Speech and Language Therapist

Band 7

1.0
(37.5 hours per week)

Anna’s Hope Specialist Paediatric
Occupational Therapist

Band 7

1.0
(37.5 hours per week)

Camille's Appeal Specialist Teacher

UPS1

0.48
(18 hours per week)

Camille’s Appeal Project Coordinator

Band 7

0.4
(15 hours per week)

Camille's Appeal
Administrative Assistant

Band 3

0.67
(25 hours per week)

Tom’s Trust Specialist Clinical
Psychologist

Band 8b

0.2
(7.5 hours per week)

Tom’s Trust Clinical Psychologist

Band 8a

0.5
(18.75 hours per week)
(0.5 vacancy)

Tom’s Trust Assistant Clinical Psychologist

Band 5

1.0
(37.5 hours per week)
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Funded by:

Case Study
Harriet

✦

The Brainbow Service worked with Harriet on her motor
skills and feeding, both when she was receiving
treatment and when this had finished. This included
treatment blocks to work on goals.

✦

Once she went back to school, Harriet was seen by the
local community therapists for ongoing Speech therapy,
Physiotherapy and Occupational Therapy. The
Brainbow Service were also in contact with Harriet’s
school and parents and attended her annual reviews at
school.

✦

Harriet was set up with an Education and Health Care
Plan to provide her with the support and funding she
needed at school. As part of this, Harriet was supported
by a full time teaching assistant.

(Pseudonym)

Background:
Harriet was diagnosed with a high grade brain tumour in
2013 when she was 4 years old. She initially underwent
surgery to remove some of her tumour. After her initial
surgery, Harriet developed posterior fossa syndrome
which affected her speech, swallow and her mobility.
Harriet was also given chemotherapy and radiotherapy.
Harriet’s cancer was successfully treated. However, she
was left with many complications as a result of her
illness including the posterior fossa syndrome. This
included changes to her vision and hearing, as well as
difficulties with her fine and gross motor skills, and her
learning and social skills. Harriet now wears hearing
aids.

Plan for future
intervention

Brainbow
re-assessment
✦

At the start of 2017 Harriet’s parents and her school
requested some further guidance on how to help her
achieve her potential at school.

✦

Harriet was seen by the Brainbow team for a series of
assessments. This included assessment with the
Anna’s Hope Speech and Language Therapist,
Occupational Therapist and The Tom’s Trust Clinical
Psychology team.

✦

✦

Following the feedback meeting, the following
resources will be provided to support Harriet at
school:
✦

Clicker software to be used with a laptop to help
Harriet with her early reading and writing
development.

✦

Visual supports to help Harriet better access the
language in the classroom.

✦

Social stories to support Harriet’s ability to engage
in certain activities throughout the day.

The following training and strategies have been
recommended:

Following the assessment process, Harriet’s family and
her school were invited to attend a feedback meeting at
Addenbrooke’s hospital. The Brainbow therapists also
carried out a tele-conference call to feedback to
members of school staff who were unable to attend the
meeting.
Training in the use of colourful semantics was provided
for the teaching assistant by the Brainbow Service.
This will support Harriet to construct simple sentences
in picture/written form.
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✦

Training in how to set up social groups at school
and how to use visual supports in the classroom.

✦

The use of an errorless learning approach to help
Harriet learn skills through repetition without
impacting on her self-esteem.

Brainbow
Service Strategy
Objectives:

Progress as of 2016/17 annual reports:

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.

2016: 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 core team will include an
Occupational Therapist,
Physiotherapist and Speech and
Language Therapist funded by
Anna’s Hope, and a Clinical
Psychologist funded by Tom’s
Trust.

2017: 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 clinical
psychology hours (0.5WTE).

Progress to date:
2018:
The Specialist Teacher recruitment
was successful and details of this
activity are included in this report.
This has enhanced the ability of
Brainbow to provide functional
assessments that can inform the
education of children with brain
tumours. has been some staﬀ
turnover throughout the year.
All posts have been appointed to
with the exception of the clinical
psychology hours (0.5 WTE) which
are outstanding.

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.

2017/18:
All new patients receive a clear
(revised in 2017/18) 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 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.

2017/18:
The Brainbow service is now
ready to participate in pioneering
research using advanced brain
imaging to explore aspects of
rehabilitation

To embrace new ways of
working including joint therapy
sessions.

Joint therapy sessions held with 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.

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

2016: 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.
2017: It is hoped that the re-launch of the patient
questionnaires will help further shape the service provision.
We have sought to provide regular information and updates
such as newsletters, reports, learning events, and the
Brainbow 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.
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The questionnaires have now
been launched and feedback is
being collated. An action plan
will follow where improvements for
patient experience can be made.

Ongoing

Continued

Brainbow
Service Strategy
Objectives:

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.

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

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

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

Progress as of 2016/17 annual reports:
2016: 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.
2017: 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.

2016: 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.
2017: 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.

2016: 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.

Progress to date:

We are delighted that
Joshua Tarrant Trust is now
officially in the Brainbow
partnership.

We are delighted that
Anna’s Hope, Joshua
Tarrant Trust, and Tom’s
Trust have agreed to fund a
further year for 2019/20.
We still await the national
tender for neuro
rehabilitation.
A goal has been set for the
transfer of Brainbow to NHS
funding in the next 3-5
years.

Ongoing

2017: 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.
2016: 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.
2017: Agreement for a specific build in Epic. We have already
begun to pull data from Epic, and we will also build in the
WeeFIM and reports.
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Data collection in Epic is
now underway. A separate
design build is required for a
report to extract the data,
and this is nearing
completion.

Case Study
Harry

Brainbow input:

(Pseudonym)

Background:

During his admission for his surgery, Harry was seen for
assessment and treatment by the Brainbow therapy team.
This included post operative assessment of his eating and
drinking skills and fine and gross motor skills. Emotional and
psychological support was also provided by the Tom’s Trust
Psychology team.

Harry is a 3 year old boy who was treated at
Addenbrooke’s Hospital in 2016 for a frontal lobe brain
tumour. Harry’s tumour was diagnosed after he suffered
several seizures and had a brain scan. Prior to his
diagnosis, he had also been known to the physiotherapy
service at his local hospital as he had some delays with
his walking. At the point of diagnosis, it also became
clear that Harry had a mild delay in his speech and
language skills. Prior to surgery Harry had up to ten
words. Harry underwent surgery for a resection of his
tumour. A week after his surgery he returned home. He
made a good physical recovery after his operation,
however Harry lost some of his language skills and
required ongoing therapy for this.

Since his admission, Harry has continued to be followed up
for his physiotherapy needs by the local team. His parents
have also been referred for some emotional support from
the psychologist at their local hospital. Harry has required
ongoing support from the Anna’s Hope Speech and
Language Therapist (SLT) due to the extent of his
communication difficulties and the paucity of services
available locally.
This has included:

Feedback from mum
“Brainbow has quite simply been a lifeline for us since
Harry’s initial operation. We have really struggled
accessing speech and language support locally as the
local service are far too over stretched to provide
support for a child that does not attend school yet
despite what he has been through - in their own words.
Harry is unable and has been unable to communicate in
any form since his operation and the support Harry and
myself have received from Lizzie especially has been
such a help. Learning new techniques and her help to
get in contact with local support networks has been
amazing, also receiving support whilst we are at home
as there is always someone on the end of the phone or
an email. Just for someone that understands what we
are going through and how much support Harry actually
needs, it’s almost a weight lifted off our shoulders
slightly!”

✦

Regular reviews with the Anna’s Hope SLT in the Child
Development Centre at Addenbrooke’s and home visits
to set goals and monitor progress.

✦

Training and joint sessions with the Anna’s Hope SLT
and Harry’s nursery support staff in ways to help him
progress with his talking.

✦

Referrals to wider local services including portage and
local groups.

Achievements
Throughout his post-operative rehabilitation, it became clear
that Harry found learning spoken words very difficult.
However, he showed very good visual skills and memory.
Therefore a picture-exchange system was introduced as a
way to help Harry learn and use language to communicate
with people in his environment.
Harry is making some nice progress using his PECS
(Picture Exchange Communication System) book to make
requests to his parents and nursery workers for food and
toys.
Harry is also starting to show an interest in playing with
others.
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“Outstanding team of passionate committed

people whom I’ll forever be grateful to”.

Research
Rehabilitation following injury from brain tumour has received limited research attention to date. Indeed,
there is need to define what is meant by rehabilitation and to describe the elements that contribute to it for
these children. Building on the work of Brainbow so far, the concept of Precision Rehabilitation was
introduced in 2017 and discussed at the first international symposium on brain injury from tumour hosted by
Brainbow in October 2017.
The following working definition has been proposed for precision rehabilitation:
•

‘The application of specific therapies to treat an individual’s brain injury (from tumour) based on a
neurobiological understanding of the specific disruption to brain function (connectome) caused by that
tumour and its treatment to enable the attainment of maximal potential’.

The research approach being pursued will explore whether it is possible discover and describe the effective
components of a rehabilitation programme by the integration of functional imaging data gained from
advanced MRI with functional assessment data for children who have suffered brain injury from tumour.
This work is being undertaken in parallel with the Brainbow service in collaboration with colleagues from
the world-leading Wolfson Brain Imaging Centre in Cambridge as well as colleagues in the UK and Toronto.
Dedicated research funding is being sought for this work which will yield new insights that, in time, will
contribute to improving the rehabilitation available to children with injury from a brain tumour.
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“We would like to thank the team for all the support

given to our daughter and us as a family”.

Looking Ahead
We are delighted that Joshua Tarrant Trust joined the Brainbow partnership from 1 April 2018 and we look
forward to working with them going forward. They are funding the Specialist Teacher Heather Mepham, the
newly appointed Service Delivery Manager Laura Howden and the Administrative Assistant Emma Haylock.
We held a very successful Christmas Event at the Granary Estates just outside Newmarket, where over 100
children/family members came to enjoy the games and Christmas carols. This followed the family event at
Easter. It has become clear that such family events are an important part of the rehabilitation journey for
children and their families. We have made a commitment to organise similar events on a regular basis. We
are now in the planning stages for our next family event and will keep you all posted.
The learning event which was held on 13 October 2017 was a great success with eminent leaders in the field
travelling as far afield as the Sick Kids in Toronto. This will hopefully lead to much collaboration with the 2
hospitals in the research field going forward (see page 18).
Work is progressing well with the Epic team and we are hopeful that 2018/19 will see us being able to
provide much more detailed data on Brainbow activity that can be used to further develop the service.
On a broader strategic note we are delighted to announce that we submitted a Strategic Outline Business
Case, for a dedicated Children’s Hospital for children across the East of England, to the CUH Board in
December 2017. This was approved and we are now preparing the Outline Business Case which we hope to
have ready early in 2019. In the short term we continue to look for opportunities to improve the physical
rehabilitation facilities for children with brain tumours to ensure, as the Brainbow vision, they “reach their full
potential”.
I hope you all enjoy the bi-monthly newsletter which continues to highlight patient stories, new developments
and importantly the fundraising events for each charity. These will continue in the year ahead.
Sustainability is clearly essential for this service and we are developing the business plans required to ensure
that the service can transition to full NHS funding in the next 3-5 years. This is a major success resulting from
the outstanding support of the Brainbow charitable funders without whom this service would not have come
into being or continue.
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