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September 2020 marked Brainbow's 7th Anniversary since it's launch in 2013. 2020/21 has been a year of many chal-
lenges following the outbreak of COVID-19 and the huge effects this has had on societies across the world. Within the NHS
there have been extraordinary measures taken in order to provide treatment and care for those suffering as a direct result
of the pandemic and also in order to keep the wider society as safe and healthy as possible. Brainbow is no exception to
this and the team has had to learn to adapt to the ever changing guidelines and restrictions to ensure all children with a
brain tumour within the East of England continue fo have access to the best support possible to help them reach their full
potential. In this annual report we will provide an update on how Brainbow has adapted and how we have been able to
review practices in light of the national situation which we hope will benefit families for years to come.

Brainbow was founded by three local charities, Anna’s Hope, Camille’s Appeal and Tom's Trust and it is to these charities
we owe our thanks for the vision and inception of the first specialist rehabilitation service dedicated to children with brain
tumours.

Anna’s Hope, Joshua Tarrant Trust and Tom's Trust have continued to fund 75% of the Brainbow staffing costs, for which
we are sincerely grateful. The generosity and consistent support of these charities has enabled Brainbow, this year, to
provide care for over 170 children and their families, not including others who have benefited from the other Brainbow
events and acfivities.

As in previous years we would like to recognise the hard work and dedication of our Brainbow team who through working
together with the children and families within the service have been resilient in the face of challenging circumstances in
order fo best support the many children under the care of the Brainbow service.
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Dr Amos Burke Amanda Cahn Laura Howden
Consultant in Paediatric Oncology, Associate Director of Operations, Joshua Tarrant Trust Brainbow Service
Clinical lead for Brainbow Women's and Children’s Service Delivery Manager
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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 af
Cambridge University Hospitals within the care provided by the Paediatric Haematology, Oncology and Palliative Care Depariment
and treats all children within the region who receive their specialist care at Addenbrooke’s.

The region is represented in this map. All children and young people within this area who are diagnosed with a brain tumour will
receive their specialist care from the Oncology team at Addenbrooke’s in Cambridge with the exception of families in the far south of
the region. The hospitals in the south of the region (Watford, Harlow and Chelmsford) share links with Cambridge and London and
are able to refer families according to geographic ease whereas Basildon and Southend refer families directly to London. Once a child
is under the care of the CUH team they are directly referred to Brainbow for treatment.
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Hospital

Brainbow is able to provide specialist rehabilitation support and confinuity 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. Brain-
how'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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Brainbow currently has 213 young people within the service up fo the age of 18. Each and every family within this caseload
is able to access Brainbow for support whenever required no matter how old or how long after diagnosis they are. When a
young person leaves the care of the Paediatric Haematology, Oncology and Palliative care Service to transition to adult care,
Brainbow is involved in the Transition and provides as much signposting and transition support as possible to help the young
person navigate this hugely important step.

Over the years since its launch Brainbow has been adapfing its service model in order to best provide care for the families it
serves. There are a variety of ways in which children periodically access Brainbow support, here is a brief summary regard-
ing the care offered by Brainbow:

whenever possible, the young person and their family will be seen by as many members of the Brainbow
team as possible before treatment and then during the family’s stay in hospital. This journey is different

‘ Upon Brain Tumour diagnosis the paediatric oncology team refer every patient to Brainbow. At this fime
* for every family, therefore the service offered and provided by Brainhow is adapted to best suit the family.

Once a young person is discharged from hospital they are moved onto the ‘Brainbow Follow Up Pathway’
described over the page.

At any point in a young person’s journey following diagnosis that their parent, carer or healthcare provider
identifies a need in the young person on the family’s life Brainbow is able to receive referrals for support
and on a case by case basis will support families as required.

Ll' At any point that a Brainbow young person is admitted to hospital for a longer stay, the Brainbow team are
made aware of the situation and will provide inpatient support appropriate fo the family’s needs.

the year.

6 Every young person and their family is invited to Brainbow special events (see page 12 & 13) throughout
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Over the years since its launch Brainbow has been adapting its service model in order to best provide care for the young people
and families it supports. As rehabilitation of this kind does not have a prescribed patient pathway or specification from the NHS
the team have been working on this from the beginning.

There are three main phases of care that the Brainbow pathway identifies:

At diagnosis - this is the care we aim to provide families from the point of diagnosis until they reach either phase
2 or 3 below, this usually includes surgery.

On treatment - this is the care we aim to provide families whilst the young person is undergoing treatment such
as chemotherapy or radiotherapy.

Off treatment - this is the care we aim to provide families once the young person has finished their freatment.

The Brainbow service is informed via the medical team in Paediatric Oncology when a new diagnosis has been made, and the young person
is referred straight away into the Brainbow service. Once the referral is received by the Brainbow team, the team track the young person’s in
hospital stay and where possible and appropriate, provide visits to the family on the ward. Ideally Brainbow assess the young person before
their surgery in order to obtain a baseline and to get to know the family as early as possible. This is not always possible due to time or due to
appropriateness for the family.

After surgery the Brainbow Team work with the staff on the ward to provide any necessary care the young person or their family require, this
can include psychological support, movement support, speech and swallowing help or accessing education. The level of support offered is tailored
to each family dependant on need.

Once a family’s main needs and areas for support are identified, Brainbow assign a keyworker. A keyworker is a member of the Brainbow team
who is the point of contact for the family. The keyworker liaises with the multidisciplinary team (MDT) in order to ensure the care provided by
Brainbow throughout the young person’s entire journey is responsive to their needs.

Once a young person moves onfo treatment, Brainbow take a back seat in the family’s journey unless it is clinically indicated that immediate
care is required. Whilst on treatment the Brainbow keyworker regularly checks in with the family to ensure any needs are picked up and support
is provided. Again, Brainbow will flex to the needs of each family in order to provide appropriate family centred care.

When a young person comes off of treatment Brainbow follows the following pathway for everyone. As well as this pathway, every family has
open access to request Brainbow input and also the medical team looking after the child is also able to refer a family into Brainbow for additional
support at any time.

By focusing the below pathway around a child or young person’s key transition points, Brainbow is able to provide supporfive evidence for any
EHCP applications (education and healthcare plan) and the specialist teacher is able to guide parents and schools through this process as necessary.
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The telephone triage calls can take between
1 - 3 hours to complete, depending on the level
of need for the child or young person and in
response fo the parent's need to talk /access
support.

The needs of the child or young person iden-
tified are discussed with the entire team and
decisions are made as to which disciplines need
to carry out further assessments.

The Administrative Assistant
co-ordinates the dates and venues for the
assessments and confirms the appointment(s)
with the family.

Physiotherapy, Occupational Therapy and Speech
and Language Therapy score and evaluate their
assessments to determine what further support and advice is needed.

Neuropsychological assessments are provided by
Clinical Psychology to every child or young person at
these transition points.

Care providers may make a referral fo local services, may
arrange to deliver a block of therapy themselves, or provide a
plan (e.g. exercise plan, which the family/school can deliver)

depending on the need.

A meeting with family/school is arranged to share the key

points of the MDT report and draw up goals to be worked on

by all those involved. Review dates are identified alongside
who is responsible for reviewing the goals.

The Keyworker compiles the MDT report and the
Administrative Assistant sends out the completed report
to family and school.
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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 2016 the charity kindly provided funding for an
additional 2 years. In 2018 Brainhow welcomed Joshua Tarrant Trust, who kindly funded the remaining posts from April 2018.

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. Anna’s Hope, Joshua Tarrant Trust and Tom’s Trust have all committed to provide
funding until April 2023 in line with the below.

[T~ % Charity Funding % NHS Funding During 2019/20 the following funding was re-
, ceived from Anna’s Hope, Joshua Tarrant Trust and
2017/18 97.5% 2.5% Tom’s Trust.

2018/19 95% %
2019/20 92.5% 7.5%

W E63389

AnnaUs Hope

)

2020/21 75% 25%
2021/22  625% 37.5%

4> £45768%

Qoshuamz  Jogpy Touront Tust

2002/3 50%

;i
2023/%4 0% 100% "’ £90, Db

| Tom's Trust

During 2020,/21, CUH funded £101,920 of Brainbow's staffing costs.
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There have been 4 key changes in personnel during 2020/21, detailed below.

Anna's Hope %PZC\M\ST’ PoLdiotric PV\({)S'\OTNY@'\ST

We sadly said farewell to Kylie Langridge, our Physiotherapist as she went on to pursue other ventures in Paediatric Neuro
Rehabilitation elsewhere. We wish Kylie all the best in the future and thank her for the support and hard work she provided
to Brainbow in this past year. We have successfully recruited to the vacancy, and are looking forward to welcoming our new
physiotherapist to Brainbow in summer 2021.

Anna's HOPZ %PZC\M\ST PoLdiodric OCCUPOLﬂOHOU ‘W\ZYOLP\ST

Katie Williams came back from maternity leave in summer 2020, to work 3 days a week. Karen De Villiers who had been
covering Katie's maternity leave was successful in her application o fill the remaining 2 days a week on Katie's return. Katie
and Karen work together to provide the occupational therapy for all the children in Brainbow.



0 Sfofing) confined

Anna's HOPZ %P@C\OU\ST %P@ZCV\ ond LOU/\@UOL@Z TV\@Y&P\S’F

Lizzie Berry is currently on maternity leave and is due to return in early 2022. We welcomed Lydia
Humphreys to the team in February 2021 for 1 year to cover Lizzie's absence. Lydia has come from
a local special needs school which has meant she has brought with her a fresh perspective and
valuable experience. Lydia has picked up Lizzie's very busy workload and has done a great job at
getting up to speed.

Tom's Trust Clhinicad PS(QCV\O\O@'\ST

Dr Sarah-Jane Archibald, the Tom's Trust Clinical Psychologist, returned from maternity leave in Autumn 2021. Dr Victoria Matthews
joined the team in October 2019 for 1 year to cover Sarah-Jane's absence. Vicky was a great asset to the team and we were sad fo
say goodbye to her in November 2020 although very happy to welcome Sarah-Jane back.

Post Banding WTE

Anna’s Hope Specialist Paedi-
atric Physiotherapist Al

Comments

1.0
(37.5 hours per week)

Anna’s Hope Advanced Spe-  Band 7 K]
cialist Speech and Language (37.5 hours per week)

Therapist

Anna’s Hope Speech and
Language Therapy Assistant

Anna’s Hope Highly
Specialist Paediatric
Occupational Therapist

Joshua Tarrant Trust
Specialist Teacher

Joshua Tarrant Trust
Service Delivery Manager

Joshua Tarrant Trust Band 3
Administrative Assistant

Tom's Trust Specialist

Clinical Psychologist Band 8b

Tom sTrusf Clinical Band 8a
Psychologist

Tom's Trust Assistant Band 5
Clinical Psychologist

0.6

(22.5 hours per week)

1.0
(37.5 hours per week)

0.48
(18 hours per week)

0.4/0.2
(15 hours per week)

0.6/
(25 hours per week)

04
(15 hours per week)

0.5
(18.75 hours per week)

1.0
(37.5 hours per week)

Post reduced to 0.5 WTE until
June 2020

This post was 0.4 WTE until July 2020,
when Laura Howden returned from mater-

nity leave, the hours were reduced to 0.2
WTE

‘When Sarah-Jane returned from maternity

leave, this post was reduced to 0.4 (15 hours
per week)
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Catherine was 15 when she was diagnosed with a brain tumour. She was in her last year of secondary school so was preparing to
sit her GCSE's. She had been experiencing difficulties for a while including headaches.

Catherine required extensive surgery to remove the tumour.

Following surgery, she had significant left sided hemiparesis. This made life very difficult for her and she was unable to walk
independently or carry out daily living tasks. Whilst an inpatient at Addenbrookes Hospital, Catherine needed daily physiother-
apy from the Anna’s Hope physiotherapist and ongoing support from the Anna’s Hope Occupational therapist and Anna’s Hope
speech and language therapist to help her begin her rehabilitation and regain some use of her left side. Catherine worked
very hard and pushed herself to make the best progress she could even though it was exceptionally challenging. She also had
support from the Tom's Trust Clinical Psychologist to help deal with the emotional impact of her neurological difficulties and the
longer-term consequences including fears around living with her scar, seeing friends again and going back to school and losing
some independence. Catherine had a baseline cognitive assessment prior fo surgery, undertaken by the Tom's Trust Assistant
clinical psychologist. Catherine was eventually discharged to Tadworth for ongoing inpatient rehabilitation.

Catherine made very good progress. Once home Catherine still needed intensive local physiotherapy and occupational ther-
apy support. Catherine continued fo receive support from the Tom's Trust clinical psychologist to help with the ongoing life
adjustments and processing what had happened. Catherine was also very motivated and focused to help herself reach her full
potential.

The Tom's Trust clinical psychologist ensured that the college followed the guidelines recommended by the various cognitive
assessments conducted and that the necessary support was in school. Psychological Support has continued along with sirategies

Catherine has made an astonishing recovery, thanks to her determination, courage and strength of character.

Catherine is now sitting her A levels and plans fo go to university. She has also passed her driving test. This is a remarkable
achievement. Catherine is an inspirational individual.
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The effects of the COVID-19 pandemic began impacting the NHS at the end of March 2020 and to date continue to affect NHS services. Financial
year 2020/21 has been an incredibly challenging and difficult year for all services at Cambridge University Hospitals, including Brainbow.

At around the time the first lockdown started af the end of March 2020, CUH cancelled all face to face outpatient activity and planned surgery
apart from the cases and situations when delay of treatment was considered a higher risk fo the patient than potential COVID-19 exposure.
Cancer services confinued throughout the hospital, although new safety measures and protocols were quickly put in place to ensure children and
adults in these areas were kept as safe as possible. Brainbow appointments were agreed to be non-urgent and therefore all Brainbow essential
appointments were cancelled and with the rest of the NHS, due to lack of knowledge regarding the virus, there were no plans for re-starfing face
to face contact.

All services quickly had to adapt ways of working and think outside the box to keep patients healthy and safe at home. Brainbow moved many
appointments to telephone calls and ensured all families knew how to get in touch with the team should they have any concerns.

Later in the spring, CUH launched Attend Anywhere which is a secure platform for video consultations. This enabled Brainbow to begin seeing chil-
dren for blocks of therapy in a virtual setting. Many of the therapists would travel to patient homes or schools for assessments or therapy blocks
as these often work best when a child or young person is in a familiar and comfortable environment, however this travel could now be avoided
which freed up a lot of therapy time. Therapists were able to see more patients, more often and for longer sessions which greatly benefitted many
families. This is clearly reflected in the activity data in the later pages of this report which show a very small dip in activity between 2020/21
and 2019/20, even though the team had a large gap in time when both virtual and face to face appointments were unavailable and have had o
significantly reduced capacity o see young people and families face to face since.

Feedback from families regarding virtual appointments has been overwhelmingly positive, many expressing that they appreciated not having to
travel and enjoyed being able to remain in a familiar environment at home rather than being in the hospital which for many young people and
their families can induce anxiety. The service will continue fo use this virtual platform for appointments even after face fo face appointments
return to pre-COVID levels.

There remain a number of assessments (physical and neuropsychological) and treatment blocks which cannot be done virtually, and some fam-
ilies prefer to meet face to face. As a result, the Brainbow waiting list grew over the months following March. During the year there have been
pockets of time where restrictions nationally and locally at CUH enabled the Brainbow team to see the more urgent cases on the waiting list and
the team continues to prioritise the waiting list on a regular basis o ensure families are being seen in as fimely a manner as possible.

(9
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Since 2017 Brainbow has aimed to provide 3 family events each
year as part of the wider rehabilitation opportunities provided to
the children, young people and families involved. The events are
organised with the help of PwC (Pricewaterhouse Coopers), and
aim fo provide a safe space away from the hospital for Brainbow
families to meet each other and enjoy a variety of activities togeth-
er. 2020 was a very different year for this too. Unfortunately the
2020 Easter Event was cancelled and the summer Funlympics was
also unable to go ahead due to social distancing requirements.
However, in the new world of virtual meet ups, Brainbow decided
to embrace technology and have a go at hosting a virtual event
for Christmas.

2020 Chrisfmas event

The Cambridge PwC office worked together with the Brainbow
team in order to facilitate the first ever virtual event. The Brain-
bow events are usually characterised by plenty of crafts and group
games, so the planning group worked through ideas to bring this
to life in a virtual setting. The charitable account Brainbow has
access to, held by Addenbrookes Charitable Trust, was able to fund
the purchase of incredible gift boxes for all who signed up. These
gift boxes included craft packs, craft accessories, treats, reindeer
food, elf hats for all and many other exciting surprises! These gift
hoxes were then couriered out to people’s homes by Grabbit and
Run in advance of the event so everyone had access to the same
supplies and were able to join in with group acfivities from all over
the region. In each gift box was a personal gift for each Brain-
bow child or young person, from the Cambridge PwC office. We
would like to again express our appreciation to the PwC team who
devoted a lot of time, energy and resource into the event, their
generosity to Brainbow is truly valued by the Brainbow team but
also the families who join in.

]

y

il
/.%4‘;

All who joined in with the event were invited to share some photos
and videos of what they got up to so we could create a video to keep
as a keepsake of the fun that was had. Ophelia Weston, Commu-
nication and Commercial Support Administrator, very kindly pulled
everything together into a fantastic video for all to enjoy. The video
can be seen at this link: https://drive.google.com/file/d/1qhb4_
DUHiXwX9nTOmiOnKthCh2A0qCUS/view?usp=sharing or by scanning
the below QR code.

Overall the event was a huge success with over 25 families in attend-
ance on the day with an additional 30 families receiving a gift box fo
enjoy af a different time due to other commitments and circumstanc-
es meaning they were unavailable on the day. Feedback from fami-
lies was overwhelmingly positive and as such planning for a Virtual
Easter Event in 2021 started shortly after the Christmas break!
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Since 2013, Brainbow has now touched the lives of over 330 children who have had a brain tumour. Within 2020/21 Brainbow
provided direct care to 177 children and their families, each child having individual care tailored to their journey and needs. The
diagrams below show the recorded activity for each discipline. The wheels show the amount of documented time the Brainbow team
have spent working on a patient case. Any fime spent working on patient cases outside of Epic (such as report writing) is not included

in these figures.
This shows number of individual contacts

— Contact Type a member of the team has spent time on
DISGplIne /\ _———>asingle patient’s case, this can be direct

(i.e. appointment) or indirect (i.e. writ-
Total Patients Total Contacts ing a report)

This is the number of
indidual pfns sen by __ i shows he totl e (i hour

the discipline in the year the discipline has spent on the indirect

patient confacts

This visually shows the split This shows the total time (in hours) the
of direct and indirect pe&E— Direct Time 7 discipline has spent on the direct patient
tient contact contfacts

Avg. time Indirect Time This shows the total time (in hours)
This shows the averag® _ _——> thediscipline has spent on the contacts
time taken for a patient shown above
contact

SLT Contact PT Contact CP Contact

Total Patients Total Contacts Total Patients Total Contacts Total Patients Total Contacts

335

675hrs o30krs 585 hrs

Direct time Direct time Direct time
475 hrs

555 hrs 575 hrs

Ava: Time Avg: Time

Av Time
120 hrs S5hrs 0144 2 10 hrs
OT Contact

Total Patients Total Contacts
When at diagnosis patients are admitted for surgery and then during their further treat-
ment admissions, where possible and appropriate, members of the Brainbow service see
patients in ward areas. These contacts include Brainbow attending the bedside to intro-
duce themselves and the service, completing pre-operative baseline assessments, provid- 610hrs
ing post-surgery support and rehabilitation and providing emotional and psychological LU
support for the children and their families. During 2020/21 there is record of the team 515hrs
completing just over 100 inpatient contacts with 48 patients and their families totalling Avg: Time
over 300 hours. This care is additional to the care provided by the other members of the 90 hrs

Paediatric Oncology, Haematology and Palliative Care team on the ward.
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During 2020/21 the outpatient support delivered by Brainbow mainly consists of three main contact types:

1. Outpatient appointments carried out at Addenbrooke's site

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

3. Telephone appointments with the Brainbow families

As a result of the pandemic, home visits have not been available, except in extraordinary circumstances.

In total Epic has recorded 812 Brainbow appointments between April 2020 and March 2021, 49% were face to face, 36% were video
appointments and 15% were telephone appointments. As in previous years a large proportion were attended by multiple members of the

multidisciplinary team. The breakdown is shown below:

Outpatient appointments broken down by clinician combinations

! ! Total 2019/20
Anna’s Hope Tom's Trust il gy
Occupational Therapist 64
Occupational Therapist Physiotherapist 34
Occupational Therapist Physiotherapist Speech and Language Therapy 6
Occupational Therapist Physiotherapist Speech and Language Therapy | Clinical Psychology 5
Occupational Therapist Physiotherapist Clinical Psychology 0
Occupational Therapist Speech and Language Therapy Clinical Psychology 1
Occupational Therapist Speeth and Language Therapy 24
Occupational Therapist Clinical Psychology 19
Physiotherapist 190
Physiotherapist Speech and Language Therapy | Clinical Psychology 3
Physiotherapist Clinical Psychology 4
Speech and Language Therapy 189
Speech and Language Therapy | Clinical Psychology 13
Clinical Psychology 257
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Unfortunately school visits could not take place during 2020/21 due to the pandemic, although Heather Mepham Joshua Tarrant Trust Specialist Teacher
was able to perform one urgent classroom observation in December 2020.

The role of the Joshua Tarrant Specialist Teacher has always been difficult to capture as the IT system used at CUH (Epic) does not allow for non-clinical
activity recording, therefore the work of the specialist teacher is unable to be recorded and therefore reported through Epic. In the past year, a system has
been created in order to record Heather's activities and time spent working with families and schools. In total throughout 2020/21 The Joshua Tarrant
Trust specialist teacher has worked with 76 individual families within the Brainbow service. Please see below a breakdown of the key activities this includes
alongside an indicative indication of the time Heather spent in each activity in the year. As with the dlinical team data above, the below does not include
all the work Heather does in Brainbow, however this provides an overview of key activities.

Activities Number of hours recorded

Child in need Meetings 9

Communication with school SENCo on specific cases 89
Education Health and Care Plan (EHCP) meetings 33

Local Authority Liaison

Attending and sometimes leading family Feedback Meetings following assessments

Other MDT Meetings including liaising with parents and schools following meetings

Patient specific fransition support

Writing patient reports

CY(M\\OPV\OLMY\@\OW\OL orovy

Craniopharyngiomas are brain tumours that usually grow near the base of the brain, just above the-pituitary
gland. Through Brainbow’s work the team identified that children with Craniophrangiomas had many challenges
and multiple teams involved in their care. The Tom's Trust Clinical Psychologists and Anna’s Hope Physiothera-

Craniopharyngioma

pist decided to take on a project thinking about how the multi-disciplinary team (MDT) could best sepport these
families and what interventions would be most helpful. A literature search did not generate much evidence based
practice for groups and MDT support, so we knew this was something we would need to research ourselves.

Tumor

Optic nerve

Pituitary gland+
Sphenoid
sinus <o

The group started with the idea of an initial focus group to explore parents’ experiences of services and-the sup-
port available. All families supported by Brainbow with a child with this diagnosis were invited. A short series of
open questions were circulated to allow those who signed up to explore their experiences and ideas for what good
support would look like. Seven parents agreed to attend and two focus groups were held via Zoom in late 2020.

Overall the families found the groups helpful and Brainbow hope to take this forward and run further grou
with other parents and children. The team are currently in the process of reviewing the transcripts to help planfu-
ture pathways for this patient group. In time we would really like to extend this to children with other diagnoses.
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Sophie is a teenager who was diagnosed with a brain tumour when she was very young. She has needed lots of treatment over

the years and as a result of her tumour she finds it very difficult to walk or use her hands. Sophie also has great difficulty with

fatigue and becomes incredibly tired completing everyday activities. Until recently Sophie has predominantly remained indoors

and she hasn't been able to get outside to see her friends or participate in the social activities which many of her peers enjoy

without her mother pushing her in her wheelchair. Sophie understandably wants to be able to start having some independence
and to spend time with her friends by herself.

The Anna's Hope Occupational Therapist picked this up when having a discussion with Sophie’s mother. Referrals were made
locally for Sophie to have some Physiotherapy input and for an Occupational Therapist to assess the family home to see if there
were any adaptations which could help her to more easily access the kitchen and take part in acivities in her house. The Anna’s

Hope Occupational Therapist also discussed Sophie’s goal with the local Wheelchair Service as it was felt that an add-on power
pack to her existing chair would enable her to drive her own wheelchair but still mean her wheelchair would fit in the family car.
This is not an option normally provided but Brainbow advocated for this for Sophie as it worked better with her and her family’s
specific needs. The Wheelchair Service were also keen to be flexible and Sophie’s family approached charities for the additional

funding with supporting information from Brainbow.

Brainbow have just heard from Sophie’s mother that her power pack has been fitted. The very next day, Sophie asked if she could
independently go home from school in her wheelchair rather than being picked up in the car.... And she did!! Everyone is
incredibly proud of her adventurous spirit and determination to achieve her goals. As her mother said, “she loves it and it's
literally changed everything”.
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Brainbow Objectives

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, Physiother-
apist and Speech and Language Therapist funded by Anna’s
Hope, and a Clinical Psychologist funded by Tom's Trust.

To ensure that all children with brain tumours in the East of
England receive a clear programme of rehabilitation infervention
based on standardised needs assessment.

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

To gain a better understanding of how children treated for
brain tumours can reach their maximum potential following
treatment and to maximise opportunities fo share this learning.

To embrace new ways of working including joint therapy sessions.

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

For the Brainbow service team to work collaboratively with fami-
lies, 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 of 2022/23.

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

Progress

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.

Brainbow has standardised the patient pathway fo ensure every
patient has equal opportunities. Each pafient receives a clear rehabili-
tation plan that is goal based.

Functional measures are on-going and this will take several years to
achieve.

Brainbow is on the cusp of leading pioneering research in the
feasibility study of functional Magnetic Resonance Imaging (fMRI) in
children with brain tumours.

Joint therapy sessions are embedded into the Brainbow service. These have
been translated to and supported by the use of virtual appointments.

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.

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

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 fo fund 62.5% of 2021,/2022 and 50% of
2022/23.

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

With CUH's introduction of Epic, a new way to record data was intro-
duced. 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.
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