Tessa Jowell
Centre of Excellence

Evidence Base and
Standards of Excellence

For Neuro-Oncology Centres Applying to
the Tessa Jowell Centre of Excellence for

Adults Designation

February 2024

Andrew Wright/Camille Goetz
Nicky Huskens/ Katie Bushby

Tessa Jowell

BRAIN CANCER MISSION




Tessa Jowell Centre of Excellence for Adults
Evidence Base and Standards of Excellence

Contents

Executive Summary

Introduction

Background: where are we today?

About the Tessa Jowell Centre of Excellence Programme

Application Process

About the Evidence Base and Standards of Excellence

Section 0: General Information

Section 1: Excellence in Treatment

1.1. Neurosurgery

1.2 Imaging

1.3 Neuropathology and Genomics

1.4 Chemotherapy

1.5 Radiotherapy

1.6 Neurology

Section 2: Excellence in Care and Patient Quality of Life

2.1. Multidisciplinary Team Working

2.2. Assessing Patient Needs and Feedback

2.3 Nurse-led Care

2.4 Rehabilitation

2.5 Supportive, Palliative and End-Of-Life Care

2.6 Psychological and Neuropsychological Support

2.7 Provision of Services to Patients with Low-Grade Glioma
2.8: Partnering with Local Services, Charities and Patient Organisations

Section 3: Excellence in Staff Training, Service Development and Wellbeing

Section 4: Excellence in Clinical Trials

Section 5: Excellence in Basic and Translational Brain Cancer Research

Section 6: Centre of Excellence Designation

Conclusion and Next Steps

Abbreviations for Evidence Base, Standards and Application Form

References




Evidence Base Contributors

Lead Authors

Mr Andrew Wright, TUBCM Programme and Policy Manager

Ms Camille Goetz, TUBCM Director of Programmes and Operations

Dr Nicky Huskens, TJBCM Chief Executive Officer

Prof Katie Bushby, TUBCM Vice Chair, Emerita Professor in Neuromuscular Genetics, Newcastle
University

Designation Committee Members

The Designation Committee members have contributed to the insights presented in this evidence
base and defined the standards and questions:

Dr Caroline Barry, Consultant in Palliative Care, Norfolk and Norwich University Hospital

Dr Carly Butler, Clinical Psychologist, King's College Hospital

Ms Catherine Fraher, Director of Services and Digital, The Brain Tumour Charity

Prof Richard Gilbertson, Chair, TUIBCM. Paediatric neuro-oncologist, Li Ka Shing Chair of
Oncology, University of Cambridge and director, CRUK Cambridge Institute.

Prof C Oliver Hanemann, Chair of Clinical Neurobiology, Plymouth University Peninsula School of
Medicine and Dentistry. Neurology Consultant, Plymouth Hospital NHS Trust

Dr Sarah Jeffries, Programme Lead, Tessa Jowell Fellows. Clinical Oncologist, Clinical Director
for Cancer at Addenbrooke's Hospital

Prof Michael Jenkinson, Professor of Neurosurgery RCSEng / Sir John Fisher Foundation Chair
of Surgical Trials, Hon Consultant Neurosurgeon University of Liverpool & The Walton Centre NHS
Trust

Prof Kathreena Kurian, Honorary Consultant Neuropathologist, Professor in Neuropathology,
University of Bristol and North Bristol Trust

Dr Joanne Lewis, Consultant Clinical Oncologist, Northern Centre for Cancer Care, Newcastle
Ms Sara Melhuish, Highly Specialist Speech and Language Therapist (Oncology) Barts Health
NHS Trust

Ms Jess Mills, Daughter of Tessa Jowell, TUBCM co-founder and CEO/founder of Tessa Jowell
Foundation

Ms Ingela Oberg, Macmillan Nurse Consultant, Adult Neuro-Oncology, Addenbrooke's Hospital,
Cambridge

Dr Simon Paine, Consultant Neuropathologist Nottingham Hospitals, Honorary (Consultant)
Assistant Professor Nottingham University

Ms Nicola Peat, Clinical Specialist Physiotherapist, Guys & St Thomas'’s

Ms Charlotte Robinson, Low-grade tumour nurse, King’s College London

Prof Adam Waldman, Professor of Neuroradiology, Centre for Clinical Brain Sciences, Edinburgh

TJBCM Funders
We thank all funders of the TUBCM for their leadership, and support of the Mission.

> THE
ACT ) prQinstrust BrRAIN BrainTumour

FOR CANCER TUMeUR
CHARITY
ocs:.-w,n. 554 CANCER ‘ | Nati -
g | National Institute
~ UPPORT ",:-w SESEARCH = . NI H R | for Health Res::arch
IO ¢ oyt Unpss®

CHI LDREN GREAT Great Ormo?d
TessaJowell  fJuimi SO Srttets
Foundation | CANCER L D HOSPITAL  Registered charity
w UK CHARITY no. 1160024.



Executive Summary

The Tessa Jowell Brain Cancer Mission (TJBCM) designs and delivers transformative programmes
to tackle brain tumours. The Tessa Jowell Centre of Excellence for Adults programme aims to
recognise excellent neuro-oncology services and collectively address common challenges to
improve brain tumour outcomes across the UK. The data collected in 2024 will continue to be the
bedrock of TUBCM'’s activities supporting the entire brain cancer community.

Since launching in 2020, the Centre of Excellence programme has drawn together experts from
across the UK to define excellence in all aspects of brain tumour treatment, care and research. In
2020-2022, data were collected from 28/30 adult neuro-oncology centres, and through a
thorough review process, 17 centres with a total catchment area of 40 million people were awarded
Centre of Excellence status. A similar process was launched in paediatrics in 2023.

This publication marks the launch of a new cycle of the Centre of Excellence for Adults programme.
Applications will reopen in February 2024. In this document we present an overview of where the
field is today, key learnings from the 2020-2022 designation process and remaining challenges,
and finally the Standards of Excellence. The following publication is divided into sections that
represent the full pathway of treatment, care and research for adults with brain tumours in the UK.

Tessa Jowell Centre of Excellence for Adults Designation 2024

In February 2024, the TJBCM will invite every centre treating adult patients with brain tumours to
apply to be considered for the Tessa Jowell Centre of Excellence designation. Current Centres of
Excellence are invited to demonstrate that they have maintained their standards, while centres that
were not designated in 2020-2022 will be assessed to see how they have developed. Centres that
did not apply in 2020-2022 will also be assessed. As part of this process, applicant centres are
asked to complete an application form, participate in virtual site visits and undergo an in-depth
assessment of their service against the Tessa Jowell Standards of Excellence.

The information presented in this document has shaped the questions in the application form and
has enabled the careful calibration of the Tessa Jowell Standards of Excellence. The evidence
base, which is new for 2024, offers transparency and a clear rationale for the Standards of
Excellence, which will also be published as a standalone document, along with the application form,
on the TUBCM website.

The evidence base presented is a culmination of work done since the 2020-2022 designation
process, reflecting a thorough review of relevant literature and guidelines, input from an expert
committee of doctors, nurses, allied health professionals (AHPs), researchers and patient
representatives, engagement with a wider community of neuro-oncology experts involved in the
Tessa Jowell Academy, and learnings from the paediatric Centre of Excellence programme.

Improvements from 2020-2022 Centre of Excellence Designation

Based on learnings from the previous designation round, key changes include the addition of
standards on neurology and neuropsychology, two greatly underrepresented areas of neuro-
oncological treatment. We also further explore areas such as genomic testing, support for people
with low-grade glioma (LGG), rehabilitation and palliative care, all of which were noted as
contributing to variations in care across the country in the previous designation process. We have
also streamlined both questions and standards and will be prefilling forms with answers from the
last designation round. Finally, centres not designed as a Centre of Excellence will be publicly
recognised as part of the Tessa Jowell Network, formalising the support TJBCM provides to all UK
neuro-oncology centres.

The authors express their gratitude to the members of the designation committee and all those
who have contributed to the insights presented in this document.



Centre of Excellence for Adults: Impact To Date
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Vision for the Centre of Excellence

While in the short-term, the purpose of the Centre of Excellence programme is to better
understand the neuro-oncology landscape, our long-term vision is to make the UK a leader in
survival and quality of life for brain tumour patients, spearheading international efforts to ensure
no adult dies of a brain tumour. To achieve this, our 10-15 year vision is that all centres in the UK
will meet the Standards of Excellence, with patients able to receive the best treatment and care,
and benefit from the best research, no matter where they are treated.
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Introduction

Background: where are we today?

Brain tumours are the leading cancer-related cause of death in people under the age of 40
Every year, over 12,000 adults are diagnosed with a primary brain tumour in the UK (1,2). While a
relatively rare cancer, brain tumours kill more men under 70 than prostate cancer and more women
under 35 than breast cancer; over 5,300 people lose their lives each year to tumours of the central
nervous system (1). Overall, just 12% of adults survive beyond 5 years after diagnosis with brain
cancer, a significantly lower number than many other cancers (1,2). Despite this poor prognosis,
relatively little progress has been made in recent years in treatment for patients with a brain tumour
(3). In the absence of a cure, it is more important than ever to ensure that every patient, no matter
where they are treated, is receiving the highest quality care (4).

Treatment and care for brain tumours are highly complex and specialised

Management of patients with brain tumours requires highly specialised knowledge of the brain and
involves many different specialists. Treatment and care for patients with brain tumours is currently
offered by 30 centres in the UK (4). Centres can be a single site receiving patients from a region,
or services can be split across multiple hospitals and NHS trusts. Ensuring a smooth transition
between services within a network, or between hospital and community services, is important to a
positive patient experience.

While numerous organisations, as well as individual healthcare professionals and academic groups,
are working hard to improve outcomes and build on recent research advances, key challenges
remain, limiting improvements to patient outcomes. These are areas that can only be properly
understood through a national data-gathering exercise, such as the Centre of Excellence
Programme.

About the Tessa Jowell Brain Cancer Mission

In 2018, Dame Tessa Jowell led a call to action on behalf of all patients to tackle brain tumours,
recognising that too little progress had been made in the treatment of patients with this disease.
Lord O’Shaughnessy, then the Undersecretary of State for Health, responded by convening
members of the brain tumour community to design a new national strategy. And so, the Tessa
Jowell Brain Cancer Mission (TUJBCM) was formed. TUBCM is a convening body that designs
and delivers transformative national programmes to tackle brain cancer. It is backed by the UK
government with leading cancer organisations as its strategic and funding partners. Each
programme is jointly designed and delivered with academics, clinicians, nurses and AHPs
working with patients with brain tumours from across the UK. The programmes are jointly
delivered with its partner organisations and managed and supported by a core team of
employees. The Mission is chaired by Professor Richard Gilbertson (Chair of Board of
Guarantors) and led by Dr Nicky Huskens (CEO) on a day-to-day basis.

About the Tessa Jowell Centre of Excellence Programme

The Centre of Excellence designation programme recognises and awards adult neuro-oncology
centres that provide excellent treatment, care and research opportunities for patients with brain
tumours and provides targeted support to centres to improve and develop services. The initiative
aims to enable and encourage as many centres as possible to achieve ‘Centre of Excellence’
designation to ensure ongoing service improvement and collectively raise standards. It recognises
NHS staff going above and beyond and allows patients and their families to feel confident that they
are receiving the best possible care currently available in the NHS. The 2020-2022 Centre of
Excellence Designation collected the largest dataset on NHS brain tumour treatment, care and
research ever produced, and began many national and local improvements in neuro-oncology
centres. The data collected in 2020-2022 were collated into TUIBCM'’s Does it Matter Where You
Are Treated? (4). The data collected in 2024 will continue to be the bedrock of TUBCM’s activities
supporting the entire brain cancer community.



Long-term Vision for Centre of Excellence for Adults Programme

While centres meeting standards will be awarded Centre of Excellence status, the overarching
goal of the programme is to enable equity in access to excellent treatment and care, and foster
innovation across the UK.

Our short-term vision is to understand the UK neuro-oncology landscape and design targeted
solutions to the challenges preventing equitable access and restricting innovation, helping more
centres reach the Standards of Excellence.

In the medium term, after 10-15 years, our vision is that all centres in the UK will meet the
Standards of Excellence, with patients able to receive the best treatment and care, and benefit
from the best research, no matter where they are treated. We aim to continually raise the bar;
using our other programmes and political change to drive innovation and therefore continually
increase standards. Our aim is that, eventually, Standards of Excellence will stipulate that all
patients should have access to precision medicine and be enrolled in clinical trials, and that all
centres will achieve this.

Ultimately, the long-term vision of this programme is to make the UK a leader in survival and
quality of life for brain tumour patients, spearheading international efforts to ensure no adult dies
of a brain tumour.

What’s new for 2024? Improvements in the process

We have collected feedback on the process from centres who applied in 2020-2022, and have
made a number of changes to make applying easier and the programme more impactful, including:

o Pre-filled forms: To save centres time in completing the application, forms will be pre-filled
with the data provided in the previous designation (if applicable to the question or centre);

e More refined questions: The application form is designed for better data collection (and
therefore more tailored support to centres following designation), with less repetition of
questions;

e Further exploration of common challenges: New questions will allow us to further explore
areas highlighted as challenges in the previous designation, as well as uncover new
challenges. TUJBCM have added new sections on neurology and psychology, two greatly
underrepresented areas of neuro-oncological treatment. Additional questions have been
added in areas such as genomic testing, stereotactic radiosurgery, rehabilitation and
palliative care, to further explore these areas;

e Dedicated programme manager: In combination with the leadership of TUIBCM, there will
be greater capacity to provide tailored support to centres during and after designation;

o This evidence base: showing that standards and questions are grounded in the latest
practices and guidelines.

Introducing the Tessa Jowell Network: Ensuring public recognition for all participating centres
As a further innovation in 2024, and in recognition of the development of a dedicated neuro-
oncology community linked through the activities of the TUBCM, every centre applying will join the
Tessa Jowell Network.

Open to all applicants, the network will provide public recognition of centres providing effective
and safe care that are dedicated to service improvement, while highlighting and sharing particular
areas of excellence in specific centres, no matter their designation. Centres will be supported
through centre-level and UK-wide projects (see Figure 1). Along with the Centres of Excellence,
Network Centres will work with the Tessa Jowell Academy to raise standards across the board.
Additionally, with the help of the Tessa Jowell Foundation, we are aiming to put together a new
fund for centres experiencing challenges and gaps in services.
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Application Process

Centres will be asked to follow a similar application process to the 2020-2022 round (Figure 2).
This begins with this application form, which has been designed to review centres on areas of the
Standards of Excellence. Exploratory questions are not part of the formal assessment. In parallel,
patient feedback with be collected through the Improving Brain Tumour Care surveys from the
Brain Tumour Charity. Patients are asked to provide their experience of the treatment and care
received at all centres through the BRIAN web-based app and as such, we strongly encourage
participating centres to promote the use of the BRIAN app across your patient population.

Data from application forms will be reviewed alongside patient feedback by the whole committee
at a peer review day. Centres will then be invited for a virtual ‘site visit’ to discuss a final set of
queries based on the application form and patient feedback. Ahead of this, centres will receive a
detailed feedback form with highlighted areas of excellence and areas to further explore. After the
site visits, the committee will meet to discuss all applications one final time and award excellence
status.

Following the designation process, the TIBCM will invite centres to an award ceremony, where
they will receive a commemorative plaque and certificates to display in their centre. In the case
where a centre does not receive designation, the TJBCM will use the high-quality data collected to
provide tailored support, for example helping centres build business cases (something provided to
15 centres since 2020).
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Figure 2: Diagram of application process
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About the Evidence Base and Standards of Excellence

The evidence base, Standards of Excellence and application form received input from experts,
national guidelines and scientific literature

Building the evidence base, standards and application questions began in each section with
existing guidelines and recommendations, and with the latest literature on advances in treatment
and care, to ensure alignment with accepted best practice.

Input from scientists, healthcare professionals, patients, charities and other organisations in the
field, was then gathered to build on this work. Experts were asked to describe current challenges
in each area of treatment, care and research in neuro-oncology, what excellence looks like in
today’s landscape as well as what an ideal service would look like. In areas with fewer existing
guidelines (notably rehabilitation), expert opinion was used more extensively to design standards
and questions, and input was gathered from experts across the UK through the existing Tessa
Jowell Academy specialist networks. This work was further complemented by key insights from
the 2020-2022 process (Figure 3).

This publication summarises the results of this process, presenting an overview of today’s
landscape, the current challenges and the TUIBCM’s ambitions going forward. It also provides the
Standards of Excellence that have been produced from this process. It is important to note that
while the assessment of the current landscape of treatment, care and research for brain tumours
has been thorough, this document is not a formal systematic literature review, and may present
subjective opinions that are a synthesis of the work done by TUBCM since 2018.
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The evidence base shaped the standards of excellence and the application form

The evidence base underpins both the Tessa Jowell Standards of Excellence - against which
applicant centres will be assessed — and the questions in the application form. The application form
consists of two types of questions: test questions which specifically examine against the standards
and exploratory questions, which help the committee and TJBCM better understand brain tumour
treatment, care and research in the applicant centre.

This document provides the evidence base for each specialty area, before finishing with the
Standards of Excellence. These standards will also be made available in a streamlined document,
for centres to easily access.

11
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Section 0: General Information

The Care and Quality Commission (CQC) assesses the quality and safety of services provided by
all hospitals in England; the same service is provided in Scotland by the Care Inspectorate, by the
Healthcare Inspectorate in Wales, and The Regulation and Quality Improvement Authority in
Northern Ireland (5,6). Centres are expected to be achieving or working towards good or
outstanding, to ensure that patients are receiving the standard of care expected.

Patients and their families should feel confident that the care they receive at their local hospital is
of the same quality as at a specialised centre, with the treating team fully informed of the ongoing
treatment plan. Seamless transition between services and centres as well as adequate oversight
is important to reduce burden on patients. The Standards of Excellence stipulate that centres
should have clear pathways and protocols in place that are collaborative, transparent, detailed and
facilitate dialogue between teams. Questions in the application form explore the pathway
organisation and network relationships.

Standards

e Hospitals should have a CQC rating of good or outstanding, or equivalent in devolved
nations. If the hospital has scored ‘requires improvement’, the centre is invited to provide
details on whether there were any comments in relation to the neuro-oncology unit. If
any, the centre will be expected to present a plan that demonstrates how it will address
these comments.

e Centres that provide services across multiple hospitals or sites, should demonstrate
sufficient provisions to ensure coordination of services and continuity of care.

o All patients should be provided with a named healthcare professional with the
responsibility for coordinating health and social care support for people with
brain tumours and their relatives and carers, for example, a key worker (often a
clinical nurse specialist (CNS) or allied practitioner role).

13



Section 1: Excellence in Treatment

1.1. Neurosurgery

Current Practice

According to the 2021 European Association of Neuro-oncology (EANO) guidelines, the
therapeutic goal of neurosurgery is “maximum safe resection” — the removal of as much tumour
tissue as possible, without compromising neurological function (7). Surgery also provides tissue for
diagnostic and prognostic analyses, and guidelines dictate that the tissue collected must be
sufficient (quantity and quality) to ensure histological and molecular analyses can be carried out
(7). Several surgical adjuncts are used in tumour surgery but their availability varies across centres.
These include fluorescence-guided surgery with 5-aminolevulinic acid (5-ALA, the “pink drink”,
which is mandated for use by National Institute for Health and Care Excellence (NICE) quality
statement 3 in adult brain tumours (8)), intraoperative ultrasound (iUS), functional neurophysiology
monitoring, diffusion tensor imaging (DTI) and intraoperative magnetic resonance imaging (MRI)
(9). Awake craniotomy for functional mapping (most commonly for language) is used for tumours
in eloquent regions of the brain. This has been shown to reduce post-surgical deficits and improve
survival (10,11).

Due to the specialist nature of neurosurgery, the high risk of serious long-term deficits, and the
range of surgical options available, there has been a push in recent years to ensure that only
specialised neurosurgeons operate on brain tumours, although this is more challenging in UK
neuro-oncology centres with fewer patients. For patients with low-grade glioma (LGG), recent
evidence has suggested that earlier and more aggressive resection is associated with better
survival (both overall and progression-free) and lower rates of intractable epilepsy (12).

2020-2022 Designation and Key Developments Since

In the data collected in the 2020-2022 Tessa Jowell Centres of Excellence Designation, and
summarised in the key report Does It Matter Where You Are Treated? (4), most neuro-oncology
centres in the UK employed specialised neurosurgeons to treat patients, or were in the process of
achieving this. However, there is some anecdotal evidence that non-specialised surgeons have
operated on patients to reduce treatment backlogs. Similarly, COVID-19-related pressures may
have led to some patients with LGG missing out on early surgery.

There is variation in where, when and how awake craniotomy is deployed across centres. The
extent of the involvement, and funding for, the role of allied health professionals (AHPs) warrants
further investigation, particularly given the extensive variation noted in other parts of the AHP-led
care pathway that were more thoroughly assessed during the 2020-2022 designation process
(such as rehabilitation). There is similar variation in the practice with regard to resection of patients
with recurrent disease, despite evidence that this practice is efficacious (13).

Finally, neurosurgery continues to advance, for example, the NIHR-funded FUTURE-GB trial (14).
Several new surgical techniques have emerged (e.g., Laser Interstitial Thermal Therapy and
transcranial magnetic stimulation), as well as novel approaches to treatment such as intra-
operative drug and radiotherapy delivery to the tumour site. How widely and in what context novel
approaches are used is unclear, and collecting these data will show the extent that innovation is
spreading across the NHS, and whether, as in other areas (e.g., genomics hubs for molecular
pathology) innovation is centred on a few centres.

Implications for Standards and Questions

To assess how neurosurgical practices have changed since the last designation round, specific
questions on the specialisation and training of those operating on patients, and on backlogs, have
been included in the application form. Standards and questions look to assess the use of surgical
techniques, and uptake of other innovative techniques. To further explore differences between
centres, we have added questions on how awake craniotomy is delivered and staffed, as well as
questions on the use of surgery for recurrent glioma and patients with LGG.

14



Standards

It is expected that brain tumour patients are operated on by surgeons specialised in brain
tumours:

o Each centre should have a team of neurosurgeons specialised in brain tumours. In
addition, within this team there should be surgeons who are subspecialised in
gliomas;

e Glioma surgeons should be trained in using 5-ALA (pink drink) which should be made
available to all appropriate glioma patients (as per NICE guidelines).

Image guided craniotomy is considered routine and standard practice in all cases. Centres
should:

e Have neurosurgeons on their teams that are trained in performing awake craniotomy
with language and other appropriate functional monitoring and expertise in
intraoperative neurophysiological monitoring. All patients eligible for awake
craniotomy should receive it (exceptions for emergencies);

e Describe an established pathway for awake craniotomy if available, for example
whether AHPs staff these surgeries to ensure appropriate patient care.

Centres are expected to have procedures in place to treat patients with recurrent gliomas, as
well as patients with LGG:, and should:
e Have an established pathway for providing repeat surgery to patients with
recurrence glioma;
e Be offering surgery for LGG patients within the first year of tumour diagnosis, where
it is technically feasible, and as part of agreed shared care management with the
patient.

1.2 Imaging

Current Practice

Neuroimaging plays an integral role in the management of brain tumours, and neuroradiologists
work closely with neurosurgeons and neuro-oncologists throughout the patient pathway; from
initial diagnosis and stratification, through therapeutic planning and evaluation, to ongoing disease
monitoring.

As established in EANO guidelines, MRI is the widely recommended imaging modality for brain
tumours, as it provides information on anatomical localisation, size and morphology, and a degree
of biological characterisation of tumour tissue (7). There is established evidence that ‘advanced’
quantitative and physiological imaging methods improve disease stratification, especially in LGG
(15), and better distinguish tumoral changes from therapy-related imaging features such as
pseudoprogression and radionecrosis (16). Diffusion tensor and functional MRI have an established
role in pre-surgical planning, and intraoperative MRI may improve extent of tumour resection while
maintaining function (17). Implementation of these methods in clinical practice is, however,
inconsistent due to variations in resource and culture between centres (18).

2020-2022 Designation and Key Developments Since

In data collected during the 2020-2022 designation process, centres generally exhibited
consistency in waiting times for MRI, with most services meeting or exceeding the standard for
routine and urgent imaging. There was, however, notable variation in imaging resources between
centres, including differences in equipment, staff numbers and expertise, and advanced imaging
capabilities. Centres differed in the timing of imaging investigations and the protocols employed,
as well as their approach to imaging patients with LGG. While the majority of centres reported all
examinations ‘in-house’, some outsourced reporting to external providers.

15



Implications for Standards and Questions
Timely access to MRI and expert interpretation are crucial not only for effective treatment across
the patient pathway, but also important for patient experience. Standards emphasise that
resources in terms of equipment, radiology capacity and expertise, radiographic staffing and
technical and administrative infrastructure are essential to the delivery of an excellent neuro-
oncology imaging service. The review process recognises that research and clinical trial activity
reflects local neuro-oncology expertise and engagement. The application form covers similar areas
to the 2020-2022 application, such as imaging waiting times, protocols and equipment, but with
more detailed exploration of protocols and additional questions focussed on neuroradiology
teams.

Standards
Waiting Times
For urgent presentations:
e The first computed tomography (CT) or MRI should be undertaken within 2 weeks from
clinical concern that the patient may have a brain tumour.
e Centres are expected to generate an expert neuroradiology report within 1 week of
imaging, even for highly specialised cases.

For non-urgent presentation:

e The first CT or MRI should be undertaken within 6 weeks for patients who are referred
from primary care with less urgent presentation of a possible underlying neuro-
oncological pathology.

e Centres are expected to generate an expert neuroradiology report within 2 weeks of
imaging, even for highly specialised cases.

Team and Equipment:
Centres should:
e Ensure all examinations are reported by radiologists with appropriate specialist neuro-
oncology expertise.
e Undertake MRI on state-of-the-art equipment using, at minimum, nationally
recommended core protocols, including volumetric acquisition.
e Have access to ‘advanced’ quantitative and physiological imaging techniques for
tumour diagnosis, stratification and therapeutic planning, including varying
combinations of the following:

o Perfusion Imaging: DSC-MRI/ASL

o fMRI

o DTI

o Proton Magnetic Resonance Spectroscopy
o PET

Evidence for expertise in the above techniques includes formal training, and also application in
research or clinical trials, such as RANO training.

Protocols

Centres should have experience in established response criteria and be able to demonstrate
arobust approach to therapeutic evaluation, including cases of suspected pseudo-progression
or radio-necrosis.

Imaging schedules should include post-operative MRI within 72 hours and at appropriate
intervals after radiotherapy and chemotherapy.

A clearly-defined and consistent approach to pre-surgical and post therapeutic surveillance of
suspected or proven LGG should be in place.
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1.3 Neuropathology and Genomics

Current Practice

Neuropathology plays a key role in tumour characterisation and treatment planning (7). As noted
in recent British Neuro-Oncology Society (BNOS) guidelines, tumour tissue is a limited commodity,
and it is necessary to effectively triage the tissue and optimise distribution for initial diagnosis,
molecular diagnostics and research (19). This requires well-developed pathways and integrated
multi-disciplinary working. Neuropathology has seen significant breakthroughs in molecular
biological techniques in recent years, and these have transformed therapeutic approaches (20).
Genetic analysis of tumour tissue is an integral part of neuropathological service provision, allowing
accurate diagnosis, stratification of therapy or identification of druggable targets (21).

In England, genomic testing is delivered by a network of seven genomic laboratory hubs (GLHs),
designed to standardise the processing of samples with expected turnaround times and sampling
guidelines (22). Similar systems exist in Scotland, Wales and Northern Ireland to ensure
collaboration and coordination; through the Scottish Strategic Network for Genomic Medicine
(SSNGM), the All Wales Medical Genomic Service (AWMGS) and Precision Medicine Centre, based
at Queen’s University Belfast (23-25).

Pathology is a heavily regulated aspect of patient care, with laboratories expected to meet national
standards and expected turnaround times set out by NHS England (26). These standards and
guidelines have been used
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Subsequent exploration of the results of the 2020-2022 designation process has uncovered
several challenges preventing wider access to genomic testing in the UK including insufficient staff
training, lack of streamlining and poor communication, staff availability and inadequate incentive to
invest time in genomic testing. It is also important to further investigate any challenges centres
experience with collecting, processing and transporting sufficient sample sizes for diagnostic,
therapeutic and research purposes, given the challenges that have been previously identified (19).
These challenges are currently being explored in a TJBCM working group, with a report setting out
key recommendations set to be published later in 2024.

Implications for Standards and Questions

Genetic testing has become an integral part of characterising tumours and stratifying patients to
the most suitable treatment. It is therefore imperative for genetic testing pathways to be robust
and efficient to avoid delays in treatment. The Standards of Excellence stipulate that all centres
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meet national standards and certifications, demonstrate robust pathways to ensure fail-safe and
efficient processing of samples, turn around key analyses in a timely manner to ensure prompt
diagnosis and start of treatment. The questions explore the areas covered in the previous
designation round, such as accreditation, turnaround times and process for genetic testing, with
additional questions on areas from the chain of custody for samples to the logistics of Whole
Genome Sequencing.

Standards
Centres will vary in the diagnostic pathway according to local requirements; however, centres
should meet national standards and certification:

e All brain tumour specimens should be processed within specialist neuropathology
laboratory facilities and/or genomics laboratory hubs which are UK Accreditation
Service (UKAS) accredited to internationally recognised standard ISO 15189;

¢ All neuropathologists should take part in External Quality Assessment (EQA) schemes.

Histopathological, immunohistochemical and cytological examination should be available within
specified turnaround times:
¢ Intra-operative neurosurgical result within 20 minutes of receipt within the laboratory;
¢ Initial biopsy results (including immunostaining) should be available within 5 working
days.

Centres should demonstrate robust and secure pathways for all tumour tissue, to optimise the
process and minimise delays for diagnosis, molecular diagnostics, treatment, and research. The
following standards are expected:

e Sufficient frozen tumour material for molecular analysis and adequate capacity to snap
freeze samples. Centres are expected, where possible, to collect a sample size of 1cm x
icm x 1cm.

e Molecular analyses to include the methods below. Centres are expected to aim to
process, analyse and report samples for diagnostic purposes within the timeframes
below:

Methylation array 14 days

Gene panel + relevant fusions 14 days

Whole genome sequencing 42 days*

SNP Array 14 days

FISH 14 days

MLPA 14 days

O O O O O O

*Turnaround time to return WGS data once sample has been received from genomics laboratory.
Whole genome sequencing is not a current standard of care and extra consent should be
obtained.

The results of all diagnostic procedures should be available for discussion at multidisciplinary
team (MDT) within a clinically appropriate timeframe. For final integrated diagnosis, a genetic
result if provided locally is expected within 10 days and a report within 14 days. If genetics are
sent off site, a final integrated diagnosis in 28 days is expected.
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1.4 Chemotherapy

Current Practice

Chemotherapy, for example with Temozolomide, is an important component of radical treatment
in glioblastoma, with varying survival benefits for patients depending on their tumour type and
genetics. The role of chemotherapy is clearly set out in a variety of guidelines including NICE NG99,
Scottish Adult Neuro-Oncology Network (SANON) quality performance indicators and consensus
statements from the Society of Neuro-oncology (SNO)/EANO (28-31). In high-grade patients,
adjuvant chemotherapy should occur soon after surgery, as evidence suggests that delays to
commencing chemotherapy can have a detrimental effect on survival (31). Chemotherapy can also
be provided later in the treatment journey, for example to patients with recurrent disease
(“palliative” chemotherapy) (32).

While a significant proportion of patients with glioma receive chemotherapy at some point in their
disease course (7), the role of chemotherapy must be balanced with the risks of long-term toxicities
(30). Factors such as age, performance status, clinical and radiological indicators, as well as O6-
methylguanine-DNA methyl-transferase (MGMT) status (33), are important in decision making
surrounding chemotherapy, as these factors can often determine relative anticipated benefit (34).

An important aspect of chemotherapy treatment is ensuring that patients are well-informed, and
oncology teams must ensure that patients are able to give informed consent, aided by patient
information tools. Equally, patients require guidance for cases where they experience side effects
and emergency care in the case of deterioration (35).

2020-2022 Designation and Key Developments Since
Generally, neuro-oncology centres assessed in the 2020-2022 designation process were
consistent in how decision-making with regard to chemotherapy was managed (4).

It is known that single-handed working is a challenge faced by oncologists in smaller hospitals;
while this may be unavoidable in hospitals treating relatively few patients, it is important to further
explore how these oncologists are integrated into wider networks. Further challenges faced by
oncology services include the requirement to integrate whole genome sequencing and precision
medicine into already stretched services.

Implications for Standards and Questions

Chemotherapy is a mainstay of treatment for brain tumours. Because protocols for treatment are
well-established in existing guidelines, standards in this section focus on staffing, waiting times,
and communication surrounding treatment (29-31). The NHS national standard for no more than
31days between a treatment plan being put in place and treatment being started is reflected in the
expectation that chemotherapy waiting times do not exceed one month (36). The application form
includes questions in these areas, with emphasis added on the challenge of single-handed working
in neuro-oncology. Additionally, exploratory questions assess centres’ access to non-standard
treatment.
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Standards

Team and Capacity

Centres should ensure that:

. Chemotherapy patients are treated by an adequate number of appropriately trained
oncologists.

o In cases where oncologists are working single-handedly, sufficient support and
collaboration with other hospitals is in place to ensure that there are no gaps in service.

Treatment Protocols

Centres should ensure that:

o The waiting time for chemotherapy does not exceed 31 days following agreement for the
need of therapy. For recurrence of the tumour we expect waiting time for chemotherapy
to not exceed 31 days.

Patient Input and Decision Making

Centres should ensure that:

o Oncologists discuss side effects of long-term corticosteroids and chemotherapy with
patients and have a protocol in place for the mitigation and/or management of side effects.

. Patients have access to an urgent advice phone line, for out of hours support from the time
of consent.

o Patients are supported when they require emergency advice while on chemotherapy.
Oncologists should stress the importance of seeking urgent support if acutely unwell, to
reduce the need for patients to be admitted with neutropenic sepsis.

. Oncologists and/or CNS teams are able to offer guidance on treatment and disease or
signpost to where this information may be found. Centres should demonstrate how they
practically provide advice in areas such as:

o Medications;
o Corticosteroid side effects;
o Chemotherapy.

o Oncologists involve their patients in the risk/benefit judgement of different treatment

protocols.

1.5 Radiotherapy

Current Practice

Radiotherapy is considered, alongside chemotherapy, to be the standard of care in the majority of
adult patients with brain tumours, as outlined in EANO and NICE guidelines (7,29). Intensity-
Modulated Radiation Therapy (IMRT) is standard for a significant proportion of cases, to minimise
normal tissue risk of radiotherapy. Peer review of treatment volume is considered a critical part of
care (37), due to the highly specific nature of radiotherapy and to ensure high-quality control of
radically planned cases. Like with chemotherapy, eligibility for radiotherapy is dependent on
factors such as tumour grade, genetics, performance status, age and fitness, and recommended
dose and fraction of radiotherapy are set out in NICE guidelines (29). Patients with benign brain
tumours can be treated with radiotherapy, and in rare cases this will be combined with
chemotherapy (38).

Radiotherapy incorporates a range of techniques. Stereotactic radiosurgery (SRS), such as
gamma knife, is a specialised form of radiotherapy, which involves a combination of high-intensity
gamma radiation and highly specific imaging (39). Only some patients are deemed to be eligible for
SRS, mostly those with low-grade tumours, as well as certain small high-grade tumours and
metastases (40). Similarly, while Proton Beam Therapy (PBT) is predominantly offered to
paediatric and teenage/young adult patients, adults with rarer primary tumours and certain skull-
based tumour types (e.g. chondrosarcoma or chordoma of the skull base) also qualify (41).
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2020-2022 Designation and Key Developments Since

In data collected in the 2020-2022 designation round, there was general consistency in waiting
times for radiotherapy, with all centres meeting the expected maximum waiting time for
radiotherapy of six weeks. While all centres peer-reviewed at least some cases, in line with the
recommendation by the Royal College of Radiologists (37), there was some variation in the
proportion of cases reviewed. Over 50% of centres reviewed 100% of cases, but others reviewed
under 50%; this was primarily due to the high time commitment required for peer review. There is
some concern that oncology services since 2020 have become more stretched, and this may
affect the updated data on waiting lists and peer review.

Implications for Standards and Questions

Patients receiving radiotherapy require skilled professionals delivering therapies calibrated to their
tumour and circumstance. The Standards of Excellence stipulate that patients should receive
suitable radiotherapy in a timely manner. Radiotherapy departments are expected to be staffed
with appropriately trained healthcare professionals delivering defined protocols with target volume
delineation peer-reviewed where relevant. The application form explores provision of radiotherapy,
peer review, SRS and PBT. Additional questions have been added exploring the team capacity and
how much time is dedicated to radiotherapy.

Standards

We expect the time between surgery and radiotherapy to be no more than 6 weeks.

Centres should demonstrate a mechanism for peer review of radiotherapy treatment volumes.
The peer review:
e Can be carried out by a colleague with a similar specialisation within the individual
centre;
e |If sole practitioner, arrangements should be put in place with partner centre to aid in
peer review;
e |If centres do not have peer review mechanism in place, we expect them to have a plan
in place to work towards this.

All UK centres have a referral pathway via the National Proton Beam Panel for patients who are
suitable for proton-beam therapy (PBT), for example young adults with rarer primary tumours
and certain skull-based tumour types. Centres should be aware of the option to refer adults to
these centres and would expect each centre to have referred suitable cases over the last 3
years. Centres should have access to and refer for stereotactic radiosurgery (SRS) treatment
for selected metastasis and certain primary brain tumours. The practise of discussion of these
patients during the MDT is encouraged, where appropriate cases can be selected for referral
to the SRS service.

1.6 Neurology

Current Practice

Neurologists play a crucial role in managing the symptoms of both high and low-grade patients
(42). Patients with brain tumours often experience seizures, headaches and other neurological
deficits or complications which require careful monitoring and management from neurologists.

Neurologists are well-placed to work closely with various AHPs to co-ordinate and oversee
rehabilitation programmes, to address neurological deficits and cognitive impairments and help
regain or maximise neurological function in order to maintain quality of life. In the case of incurable
disease, neurologists can also work with palliative care teams to ensure a patient’s comfort and
quality of life until end-of-life.

While neurological input to the journey of a brain tumour patient is a stipulation of NICE guidelines
(29), in the UK neurologists are primarily involved in the diagnosis of tumours affecting the nervous
system, with limited further contribution to their management. In 2018, following a Task and Finish
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work group report (43), the government called for greater involvement of neurologists in neuro-
oncology services.

2020-2022 Designation and Key Developments Since

Presently, many NHS services face challenges in obtaining sufficient neurology input and a minority
of centres assessed in 2020-2022 (32%) reported routine neurology attendance at neuro-
oncology clinics (4). Centres do not always have neurologists in posts with dedicated interest in
brain tumours, and even when they do, neurologists may not have sufficient time in their job plan
allocated to neuro-oncology to address the many unmet needs patients present with.

Implications for Standards and Questions

Few questions were asked in the previous designation round specifically on neurology; other than
most centres not having access to a neurologist on their MDT or in clinic attendance, the extent of
the challenges experienced by centres with regard to neurology is unclear. Standards have been
designed to ensure centres are able to provide patients with neurological support when needed,
particularly about symptoms of epilepsy, as required in NICE guidelines. Questions have been
designed to assess the referral pathway, extent of support and whether all patients who need
support are able to receive it.

Standards

Centres should:

e Ensure patients can access neurology input. Neurology team should include staff members
with dedicated time for patients with brain tumours.

e Have in place a process for referring brain tumour patients to neurological support, if
needed.

e Ensure that patients are able to receive support with symptoms of epilepsy, such as
through a specialist epilepsy clinic.
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Section 2: Excellence in Care and Patient
Quality of Life

2.1. Multidisciplinary Team Working

Current Practice

MDT working is mandated and nationally recognised as the ‘gold standard’ for UK cancer care (44).
Services in England, Wales, Northern Ireland and Scotland are aligned on the need to ensure that
cancer care is provided by an MDT consisting of appropriate specialists at each stage of the
patient care pathway (29,45-47). The composition of MDTs can vary, but will generally involve all
of the main specialities involved in the treatment and care for a patient with a brain tumour (29).

2020-2022 Designation and Key Developments Since

Every neuro-oncology centre assessed 100% (22 00% 100% 100% 100%
in the 2020-2022 designation process

used the MDT model to discuss patient
treatment and care (4). However,
composition of MDTs varied
significantly between centres (Figure
6). Specifically, attendance of AHP
professions was poor compared to
consultants and nursing staff; similarly, &
despite being mandated in the most I
recent NICE guidelines on brain tumour
care, the majority of centres lacked
representation from a palliative care
professional (48). NOtany’ centres Figure 6: Percentage of MDTs across 30 centres that reported
reported that they had tried involving  each specialty attending regularly. AHP: Allied Health Professional.
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MDTs but found it to be an inefficient use of time. It is therefore crucial that questions further
explore how centres ensure input to the MDT for specialities who do not regularly attend.
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The 2020-2022 designation round also investigated the organisation of clinics within centres.
Responses uncovered significant differences in areas such as specialisation, staffing and
leadership, for example in the extent to which nurses led clinics.

Implications for Standards and Questions

The standards highlight that the treatment and care for patients with a brain tumour should be
delivered by an MDT of specialists in a flexible manner. Similar to the questions included in the
previous designation round, the application form will uncover how an MDT is structured within a
centre or network and how teams ensure appropriate referral to all specialities and aspects of
care. The questions also assess the structure of outpatient clinics and the audit activities of
centres.
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Standards

Centres will offer excellent care for their brain tumour patients. They will implement the
Integrated Multidisciplinary Care Model (IMCM) in their neuro-oncology service.

The majority of brain tumour patients are referred to a pre-operative MDT:
e All brain tumour patients are discussed by a group of experts before their treatment
formally begins.
e The MDT should include relevant specialists, including:
Neurosurgeon;
Diagnostic Neuroradiologist;
Neuropathologist;
Clinical Oncologist;
Medical Oncologist (optional);
Neurologist;
Neuropsychologist;
Neuro-oncology Nurse;
Palliative Care Specialist;
Allied Health Professional (e.g. neuro-oncology physiotherapist,
Occupational Therapist, Speech and Language Therapist);
Radiographer;
Geneticist (desired, or access when relevant);
Consultant in Rehabilitation (desired, or access when relevant);
o MDT Coordinator.
¢ In cases where these specialities are not present at MDT, centres should have an
established pathway to ensure input from this specialty.
e Exceptions for emergencies:
o Patients may undergo surgery before formal discussion at an MDT meeting;
o Patients deemed suitable for awake procedure should be re-discussed at an
awake MDT.

O 0O 0O 0O 0O O O O O O

O O O

Patients with brain tumours should have access to a dedicated brain tumour clinic, for example
through specific outpatient clinics.

All centres should regularly audit their services.

2.2. Assessing Patient Needs and Feedback

Current Practice

As mandated by NICE guidelines NG197, shared decision-making should be part of everyday care
in all healthcare settings. This means that treatment decisions are a collaborative process that
involves a person and their healthcare professional working together to reach a joint decision about
care (49).

One way of ensuring care is informed by patients’ needs is by assessing their quality of life and
individual requirements (50). Holistic Needs Assessments (HNA) are a common, standardised way
of performing these assessments (51). Ongoing specialist assessments for rehabilitation and
psychology needs provide an opportunity for patients and healthcare professionals to shape care
together (52,53). Another way that clinical practice can be informed by patient views is by
collecting patient feedback, such as through the Brain Tumour Charity’s Improving Brain Tumour
Care surveys (54), which helps inform long-term service development, or equivalent in-house
feedback mechanisms.

24



2020-2022 Designation and Key Developments Since
Centres experienced a number of challenges with regard to assessing patients’ quality of life,
treatment planning and collecting feedback. One such challenge was in the use of HNAs; despite
HNA being a standard approach to assessing the needs of patients with cancer, the use of HNA
was inconsistent across centres, with several centres noting a lack of capacity or concerns about
the applicability of HNAs for patients with brain tumours.

Implications for Standards and Questions

The standards highlight that patients with a brain tumour should be involved in decisions about
their care. Building on standards set out in 2020-2022, the standards require centres to perform
HNAs or equivalent processes throughout the treatment pathway. Similarly, centres are required
to collect feedback, either through The Brain Tumour Charity or an equivalent process. Questions
assess how patients’ quality of life is monitored and how their needs are tracked, as well as the
processes centres have in place to collect feedback.

Standards

Centres should ensure teams embody the principles of shared-decision making. Evidence of this
includes:

e Together with the patient and family members, creation of a personalised care plan
which takes into consideration the needs, quality of life and preferences of the patient.
Patients should receive this at the time of diagnosis, at the end of surgery, during
oncological treatment and when their care needs have deteriorated and require
additional support. This should include:

o Robust assessment of patients’ needs, such as Holistic Needs Assessments.
This should be an ongoing and regular review (e.g., every six months);

o Regular assessment of patients needs’ and communication of patient priorities
in areas such as rehabilitation, supportive care and psychology [assessed in
following sections];

e Centres should have in place a process for collecting patient feedback, and
demonstrate how collected feedback has informed or improved current services. This
process should be equivalent to the Brain Tumour Charity’s Improving Brain Care Survey
in scope and data collection.

2.3 Nurse-led Care

Current Practice

CNSs are typically the key contact for patients with brain tumours (55), functioning as the named
point of contact required by NICE guidelines (56). Patients will also be supported by ward nurses
of varying grades and levels of training during their treatment.

The CNS fulfils a number of core functions, providing essential support to patients (see Figure 7)
(55). CNS teams are central to the assessment of patient needs and planning of care (see section
2.2 above). CNS provide emotional support and are closely involved in the delivery of bad news,
supporting patients during challenging times.

CNS teams are frequently the key staff members responsible for follow-up care and closely
coordinate supportive care needs with different rehabilitation specialties, palliative care services
and referral into community services. CNS closely work with patient organisations, signposting
patients to relevant charity support, and drive patient-led service development, as they are often
central to collecting feedback from patients.
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patients per CNS varied by almost a
factor of 10, and the involvement of
nurses in clinics often differed
substantially between centres. Nursing
staff were consistently performing duties beyond clinical work, and this often led to over-stretched
teams that were unable to pro-actively support all patients. This aligns with the most recent work
from Macmillan on the role of CNSs, which showed that the workload per CNS can vary
significantly between cancers and regions of the country (57,58). CNS teams also reported
challenges with forging and maintaining links with community services, to ensure continuity of care
for patients with brain tumours.

Figure 7: The role of a Clinical Nurse Specialist. Source:
Macmillan (55).

Implications for Standards and Questions

Nurses play a key role in enabling a patient to have the best possible quality of life throughout their
treatment journey and are integral to the cohesion of the MDT. The questions in the application
form explore nurse resourcing, training, and collaborative and joint working with the wider MDT,
external organisations, shared care and community teams. Questions have been adapted from the
2020-2022 round to further explore areas such as staffing, training and coordination of care, as
key areas that were highlighted as challenges in the previous round.

Standards

e Centres are expected to have a designated neuro-oncology CNS with specialist training.
CNS are expected to be band 6 or above with appropriate training and qualifications in
neuro-oncology.

e CNS teams should be able to refer, when needed, to rehabilitation and enhanced
supportive care, and to demonstrate effective handover of care to ongoing services in
the pathway.

Patient Communication and Support

e Centres should ensure CNS teams receive suitable training for communicating bad
news with patients (such as guidelines or training), including talking about diagnosis and
prognosis. It is expected that all patients are given the option for diagnosis in private and
face to face for all tumour types.

o All patients with a glioma should be able to access:

o A CNS telephone line 5 days a week;

o) Appropriate information about their condition and treatment;

o) Peer support groups or similar, such as a patient forum;

o) Support with financial and logistical matters related to their condition.

¢ Information about tumour, prognosis, treatment choices, side effects and symptoms,
ongoing support and wellbeing should be accessible to all patients (including those with
cognitive, visual or language impairments or those who are overwhelmed).
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2.4 Rehabilitation

Current Practice

Brain tumours and their treatment have a considerable functional, psychological and social impact
on patients, limiting their everyday activity and participation in education and employment (59). The
issues experienced by patients with brain tumours can have a significant knock-on impact on their
quality of life. Particularly for patients with LGG and other benign tumours, effects can be long-
term and patients require a significant amount of support in adjusting to their changed lives (60).
With many brain tumour symptoms being hidden or subtle, such as cognitive or communication
difficulties, it is important that specialist AHPs are available early in the patient pathway to carry
out specialist assessment to identify needs and support appropriately, something that is
recommended in NICE Improving Outcomes Guidelines (I0G) (29).

Rehabilitation is key to maintaining or improving function and quality of life by reducing the impact
of tumour symptoms or treatment side effects in a palliative population (61). Rehabilitation requires
multidisciplinary working and can include physiotherapy, occupational therapy, speech and
language therapy, psychology, dietetics, vocational support and social care (62). NICE guidelines
stipulate that people with brain tumours should be given access to neurorehabilitation (63), and
require providers to give patients information on how to get a rehabilitation assessment, and on
the options available in the community, as an outpatient or as an inpatient (29). However, there
remains significant gaps in services, with patients often experiencing long waiting times to access
services; patients often are referred first to non-specialist community services who lack detailed
knowledge of the effects of a brain tumour.

2020-2022 Designation and Key Developments Since

Data collected in the 2020-2022 designation process demonstrated significant variation in the
coverage and organisation of rehabilitation services across neuro-oncology centres in the UK.
Some centres had their own specialised neuro-rehabilitation services, but others relied on
coordinating community services and generic outpatient/inpatient services (4). While several
centres demonstrated well-established systems for coordinating the care of patients and ensuring
patients received priority access to community services, others relied on GP practices to
coordinate care, due to limited capacity of staff to provide ongoing support. In patient feedback
collected in 2021 by the Brain Tumour Charity, 74% of patients reported unmet needs in general
with 53% of patients needing more professional support to help them live with a brain tumour (54),
results which suggest widespread challenges with access to rehabilitation services.

There are some innovative models of rehabilitation emerging, such as the increasing recognition
that rehabilitation services should be involved earlier in the treatment pathway, for example
through a prehabilitation clinic (where rehabilitation professionals are involved prior to and during
treatment) (64). There is also a growing recognition that patients with LGG have their own specific
rehabilitation needs (65), and the extent to which rehabilitation pathways are set up to provide
them dedicated support is not known.

There is a lack of high-quality evidence or clinical guidelines in rehabilitation for a brain tumour,
which leads to rehabilitation not always being seen as a priority for patients with brain tumours,
with a lack of formal recognition of the difference between the needs of high-grade glioma (HGG)
and LGG patients. For this reason, many of the standards in this section are based on expert input,
rather than established guidelines.

Implications for Standards and Questions

Rehabilitation is a crucial component of brain tumour treatment and care, and it is important for
patients to have early access to AHPs to identify needs and refer to appropriate rehabilitation
services. The Standards of Excellence stipulate that centres should provide appropriate services
for all stages of the patient journey, demonstrate clearly defined and robust rehabilitation pathways
both for inpatients and outpatients and work closely with relevant teams and external organisations
to meet patient needs. The application form explores rehabilitation service set-up and referrals,
assessment of rehabilitation needs, community rehabilitation services and barriers to access;
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questions focussing on prehabilitation, the support provided to patients with LGG, as well as the
general barriers experienced by centres, have been added.

Standards

¢ Centres should demonstrate the ability to identify needs and refer eligible patients to
rehabilitation services. Centres should demonstrate:

o Processes in place to assess the rehabilitation and support needs of patients
with complex symptom profiles, including cognitive and communication deficits;

o A referral pathway for rehabilitation in suitable cases, including specialist
services such as spinal ependymoma with paraplegia post-surgery;

o ldentification of patient-specific goals and appropriate AHP input and support to
achieve these goals.

e Centres should demonstrate a robust and comprehensive model of rehabilitation across
their geographical area. This could include access to both outpatient and community
rehabilitation services, but many different models of care exist:

o Where patients are referred to community services, centres should demonstrate
mechanisms in place to monitor waiting times, and where necessary adjust
referral mechanisms to ensure patients receive adequate care.

2.5 Supportive, Palliative and End-Of-Life Care

Current Practice

Supportive and palliative care is the support given to patients from diagnosis and active treatment
through to end-of-life or survivorship. It aims to improve quality of life by treating the symptoms
and side-effects of brain tumours and its treatment. As set out by EANO guidelines, supportive
care includes end-of-life care focussed on the last six months of a terminally ill person’s life (66).

There has been a move in recent years towards integrating palliative services earlier in the
treatment process as part of the “enhanced supportive care” model (67). This model places
emphasis on providing supportive care throughout the patient journey, aiming to overcome the
automatic association with terminal illness and “loss of hope” (67). According to the Multinational
Association of Supportive Care in Cancer, “supportive care in cancer is the prevention and
management of the adverse effects of cancer and its treatment” (67). This includes management
of physical and psychological symptoms throughout the journey of a cancer patient. As well as the
services traditionally included in palliative or end-of-life care, supportive care can also include
aspects such as rehabilitation, survivorship and secondary cancer prevention (67).

Models of palliative care differ substantially around the UK and can be provided with a mixture of
hospital-based and community-based services. Care is often delivered at home, despite limited
resources. It is crucial that palliative care needs are assessed continually throughout the patient
pathway, to ensure that the care provided is tailored to the individual requirements of each patient
(66).

2020-2022 Designation and Key Developments Since

Data collected on palliative and supportive care in the previous designation round showed
significant variation in the design of services. While some centres had established
outpatient/inpatient services (including a few centres with specialised neuro-oncology palliative
care services), others relied more heavily on community services (see Figure 8 for two examples,
both from Centres of Excellence). Some centres demonstrated excellent links with community
services, with dedicated systems in place to ensure that all patients received a strong continuity
of care and that non-specialists in hospices were able to provide a high quality of care to patients
with brain tumours. This is particularly important given the potential for gaps in care and patients
being placed on waiting lists for care they need urgently.
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(A) Model with focus on early referral to community (B) Model with inpatient and outpatient support,
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Figure 8: Two different models of palliative care services, both from Centres of Excellence. AHP: allied health
professional; CNS: clinical nurse specialist; HNA: holistic needs assessment. Dark blue represents services and clinics,
light blue wards/hospices, green is communications and white a team.

Implications for Standards and Questions

The provision of holistic supportive and palliative care is crucial to ensuring patients live well with
cancer and approach the end of their life with dignity and comfort. The Standards of Excellence in
this section are based on guidelines from EANO (66), but also input from experts due to the highly
varying nature of supportive care services in the UK. Standards emphasise the need to include
supportive and palliative care services early in the treatment pathway, and that centres should
ensure that care is continuous and adapted to the patients’ circumstances. The application form
explores the organisation and resourcing of palliative care services, how care continuity is ensured
and how the needs of patients are tracked.

Standards

Pathway
Centres should ensure that:
o Patients with incurable brain tumours are introduced to supportive / palliative care early
in their pathway (within 6 weeks of diagnosis of incurable disease). This could include:
o A dedicated enhanced supportive care clinic for patients with brain tumours;
o Referral to palliative care;
o Discussion with trained clinicians within the neuro-oncology service, including
signposting to community services.
Centres should demonstrate this by explaining their referral pathway, service model and
resourcing in the questionnaire. The centre should understand the current reach and
accessibility of palliative and end-of-life services in their patient group.

e The patient has a main point of contact or key worker after the last line of treatment,
where this changes in the last week of life, centres should demonstrate an effort to
ensure continuity of care and ensure an efficient transition to end-of-life care.

e Thereis a clear pathway to identify needs and offer support for patients with inoperable
tumours, including AHP support to help maintain function and quality of life for as long
as possible.

Communication and support
Centres should ensure that:

e Patients are offered the opportunity to discuss their goals of care through an advance
care plan, close to the point of diagnosis of incurable disease and throughout their
illness. There should be a consistent approach to documenting and communicating
cardiopulmonary and goals of treatment recommendations across care settings.

o Validated tools (e.g. Integrated Patient Outcome Scale, IPOS) are used to measure
patient outcomes in symptom management and supportive care.

e Patients have access to 24 hour specialist symptom control advice and support.

e There is equitable access to bereavement and pre-bereavement care, including for
bereaved children and young people.
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2.6 Psychological and Neuropsychological Support

Current Practice

Brain tumours and their treatment frequently cause cognitive, behavioural and mood-related
difficulties for patients (68). Neuropsychologists and clinical psychologists play a key role in
identifying, assessing and monitoring these difficulties and providing appropriate support and
advice (69). More broadly, a cancer diagnosis will have wide-ranging effects on a patient and their
family’s emotional wellbeing, and it is important that patients receive holistic psycho-social care
(70). A well-resourced service may have dedicated provision and access to both a qualified
neuropsychologist and a clinical psychologist.

2020-2022 Designation and Key Developments Since

The NICE guidelines stipulate that there should be ‘ready access to specialist neuropsychology’
for ‘assessment and management of complex cognitive, emotional and behavioural problems’ and
recommends the attendance of neuropsychologists as a core member of the brain tumour MDT
(48). However, in data collected in the 2020-2022 designation round, only 64% (18) of centres
reported neuropsychology attendance at MDT meetings, often only to discuss patients prior to
awake craniotomy surgery; additionally, six centres (21%) reported a lack of comprehensive
neuropsychological support. Many centres are poorly resourced with respect to psychology
provision; smaller hospitals often have more generic clinical psychology teams with no qualified
neuropsychologists for patients with brain tumours. Community mental health services are also
sparse with lengthy waiting times and many teams are unable to take on complex patients.

Implications for Standards and Questions

It is crucial that patients with brain cancer receive psychological support (69) and the opportunity
for neuropsychology assessment and follow-up throughout and following their treatment. Beyond
NICE guidelines for neuropsychology, the standards presented below are mostly informed by the
latest clinical practice, recent publications and expert opinion. The Standards of Excellence
stipulate that centres should demonstrate that appropriate service pathways are in place which
are flexible, responsive and can meet patient needs in a timely manner. The application form
questions explore referral mechanisms and waiting times, assessments and the provision of
psychological support.

Standards

Centres should involve clinical and neuropsychological services where appropriate in the
support of patients with brain tumours. It is expected that centres will:

e Ensure participation of neuropsychologists or clinical psychologists in integrated MDT
working (i.e. as part of relevant MDT meetings) to gather clinical information,
communicate formulations, facilitate interventions, meet training needs and contribute
to MDT decision-making;

e Ensure that all MDT members have access to ongoing support, supervision and skills
training in responding to acute patient distress;

e Screen for psychological and cognitive difficulties at clinical appointments (informally
with identified questions or via brief screening tools);

e Have a clear pathway for referring for psychological therapy;

¢ Have a clear pathway for referring for neuropsychological assessment;

¢ Demonstrate that patients can access outpatient appointments for neuropsychological
assessment and psychological therapy;

¢ Involve neuropsychologists (as appropriate) before, during and after awake craniotomy;

e Have protocols in place to monitor ongoing psychological and cognitive needs, and
respond to these as necessary.
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2.7 Provision of Services to Patients with Low Grade Glioma

Current Practice

LGGs are a heterogenous set of slow-growing primary brain tumours. They are a rare subset of
gliomas, accounting for only 5% of all primary brain tumours and 15% of all gliomas (71).
Encompassing WHO Grade | and Il gliomas, patients typically present at a younger age than
patients with high-grade gliomas, HGGs (65,72). While less aggressive than HGGs, LGGs still
present a significant challenge to patients’ quality of life, with patients requiring long-term support
with symptoms that can last years (65). Surgery can perform both a therapeutic and diagnostic
role in LGG; there is growing evidence for the therapeutic benefit of earlier and more aggressive
surgery, and consideration of surgery within 6 months of diagnosis is now a stipulation in NICE
guidelines (29), as patients who receive surgery have a 10-year survival of more than 95% (12).

Due to the long-term needs of patients living with LGG, it is important that these patients gain
access to supportive care services, from neurological input and psychological support, through to
specialist rehabilitation services, such as vocational support. This is because patients with LGG
experience higher survival prospects, and they therefore require support for years or even
decades after treatment, to ensure they can lead as normal a life as possible.

2020-2022 Designation and Key Developments Since

In the data collected from centres in 2020-2022, centres listed a number of different support
mechanisms in place for patients with LGG. Where technically feasible, all centres provided surgery
to patients with LGG. Fewer centres had a dedicated clinic for patients with LGG (57%) and fewer
still employed surgeons with a specialist interest in LGG. Several examples of innovative
programmes to support patients with LGG with long-term adjustment to their condition were
reported, from survivorship programmes to information days. While only five centres reported
hosting a specific rehabilitation programme, fewer details were collected on how other centres
meet the specific rehabilitation needs of patients with LGG.

Implications for Standards and Questions

Patients with LGG are a subpopulation of patients with brain tumours who require tailored support
to meet their specific needs. While NICE guidelines stipulate the requirement for a supportive care
clinic for patients with LGG (29), guidelines on other aspects of care are less extensive and hence
the Standards of Excellence have been informed by the latest clinical practice and expert opinion.
The standards specify that centres should provide access to a dedicated clinic or equivalent
support, to a telephone support line, and that patients should be able to access specialist
rehabilitation services. Questions reflect those in the previous designation round, with more focus
on meeting the rehabilitation needs of this population.

Standards

Low grade and non-malignant patients should be able to access:

A dedicated clinic or detailed equivalent support

A CNS telephone line 5 days a week/named key worker

Specialist rehabilitation services, including vocational rehabilitation
Support focussed on long-term patient quality of life (e.g., in survivorship)
Access to support with any epilepsy symptoms

2.8: Partnering with Local Services, Charities and Patient Organisations

Current Practice

Working closely with GP services, local services such as social workers, and other supportive
services within a patient’s area, centres can ensure that patients continue to be supported once
the most intensive stage of their treatment is complete. Similarly, NHS services often collaborate
with patient organisations, filling gaps in service provision, enhancing existing services or providing
additional services to improve patient quality of life. Patient organisations play a key role in
providing valuable guidance and support throughout treatment and during key transition points
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(e.g., transition from paediatric services) and end of treatment and beyond. Moreover, charity
support can be vital in connecting patients undergoing similar experiences, providing peer support
and reducing feelings of isolation and loneliness. Finally, where clinical services are stretched,
charities can play a crucial role in ensuring patients receive the support they need.

2020-2022 Designation and Key Developments Since

All centres involved in the 2020-2022 designation process collaborated with local services and
patient organisations. All centres referred patients to information provided by patient
organisations; overall, the Brain Tumour Charity was the most commonly referred to charity,
followed by Macmillan. In terms of support provided to centres, Macmillan provided more support
(financial or otherwise) than any other charity, actively supporting 17 centres (61%). Support ranged
from staff training to the funding of posts or equipment.

While there is clearly extensive support provided to centres from patient organisations, feedback
from centres suggests that there are barriers to patients receiving support due to limited capacity
across the country. Additionally, centres may be reluctant to engage with charities due to concerns
about lack of sustainability of funding.

Implications for Standards and Questions

The Standards of Excellence emphasise that centres should take full advantage of local and
national charities to fill gaps and enhance services to improve patient quality of life, as well as
ensuring that they work alongside local services to ensure continuity of care. The application form
focuses on examples of best practice with regard to local services and charities, as well as asking
centres to detail the grants obtained from charities, and how patients are signposted to charity
services. An additional question has been added focussed on the barriers experienced by charities,
to gain a more systematic understanding of the challenges centres face in this area.

Standards

Local Services

Centres should have collaborations in place with local support services that provide continuing
care for brain tumour patients. This will ensure patients are kept out of the hospital or do not
experience a gap in care following their hospital discharge.

These collaborations should include strong links with:
e Community services (e.g. community nurses, or community Macmillan nurses, local
hospices);
e Local council (e.g. social workers);
e Primary care providers (GP);
e Local nursing teams in the patient’s geographical area.
These collaborations could include:
e Support/training events for community staff;
¢ |Initiatives to promote early diagnosis or improve referral pathways.

Charities and Patient Organisations
Centres should signpost to charity information, and provide evidence of doing so.

Centres should have collaborations in place with patient organisations. Centres should be able
to provide details and examples of these collaborations, and the tangible impact they have made
on the experience of patients. Collaborations can take many forms and will be specific to local
circumstance, but they could:

e Enhance the regional neuro-oncology network of the centre;
Lead to upskilling events;
Provide grant funding;
Increase awareness of charities and their resources.
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Section 3: Excellence in Staff Training, Service
Development and Wellbeing

Current Practice

Medicine is an evolving practice and healthcare professionals are expected to continuously
develop and stay abreast of the latest practices in their specialties. Training and development are
not only a key component of an individual’s career progression, but also a vital part of developing
a resilient and robust service. Professional societies such as BNOS and EANO provide regular
neuro-oncology-specific conferences. Additionally, there are dedicated speciality-specific
professional societies who organise their own conferences, provide treatment guidelines and other
educational opportunities. Educational days, online training such as the SAGE and THYME courses
(73), and networks such as the Cancer Alliances (74) are other key components of ensuring the
neuro-oncology workforce stays connected and abreast of the latest developments in treatment
and care.

Despite these opportunities, gaps for neuro-oncology specific training in many different specialties
remain. For AHPs and nurses particularly, time and money are challenges, and these specialties
often lack access to dedicated conferences or courses. Hence, a key focus of the Tessa Jowell
Academy has been building a free and convenient library of workshops, networks and resources
specific to neuro-oncology in areas of unmet need, such as for AHPs. Similarly, early-career
opportunities for neuro-oncology can be limited; unlike other countries, the NHS lacks a dedicated
programme to train neuro-oncology specialists prior to qualification. To address this, since 2023
the Tessa Jowell Fellows programme has provided opportunities for medics near to completing
their oncology specialism to gain experience of neuro-oncology practices across the country, with
protected research time, co-funded by centres and the NIHR (75). In the coming years this
programme will be expanded to other specialisms beyond oncologists.

In addition to fostering the professional careers of staff, centres are expected to provide
supportive and compassionate work environments, protecting the physical and mental wellbeing
of staff. Centres are expected to have plans in place to ensure a resilient, supported workforce
with sufficient planning for succession.

2020-2022 Designation and Key Developments Since

As noted in the 2020-2022 Tessa Jowell Centres of Excellence Designation process (4), training
is not consistent between centres or professions. While all MDT members are expected to have
time in their job plan and funding available to attend training, development and educational
opportunities, access was found to not be equitable. Consultants commonly attend conferences,
meetings and engage in training courses to develop and network with peers. Nurses and AHPs
have fewer opportunities to attend conferences, meetings, and courses, and may be less likely to
receive funding/time off to attend external training and networking events.

Succession planning was noted as a challenge in several centres, with challenges such as single-
handedness in CNS and oncology teams noted as a priority for service resilience. This is likely to
have worsened since data were collected in 2020/21; by 2025, there is likely to be a 20-30%
shortfall in oncologists in the UK (76). Centres are hence expected to provide details of how they
are addressing staff shortfalls, and how they are helping to retain and support their current staff.

Implications for Standards and Questions

Training and development are crucial for a productive and innovative workforce committed to
providing excellent care. The Standards of Excellence stipulate that centres have initiatives in
place to appropriately train staff and have mechanisms in place to support the continuous
professional development of all staff. Centres are also expected to offer clinical supervision and
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initiatives to support work-life balance and psychological wellbeing. Questions have been further
refined to build on those included in the previous designation round, which provided crucial insights
into inequities in training, challenges surrounding succession planning and the support initiatives
available to staff.

Standards

Staff training
o Centres are expected to offer ongoing training and support for all staff members.
e All relevant MDT members should have access to training appropriate for
neuro-oncology. Centres are expected to demonstrate adequate study leave
and funding for MDT members to attend relevant training. Specific examples
could include:

o Attendance at oncology conferences relevant to neuro-oncology,
attendance at relevant courses;

o Involvement in multi-centre clinical trials;

Specific in-house (local, cross-Trust/Health Board or regional)
training in neuro-oncology;

o For medical teams: Training in fields relevant to treating patients
with brain tumours, such as endocrinology, rehabilitation, palliative
care, heuro-oncology, heuroimaging.

o For nurses: Access to relevant degree-level qualifications;

o For nurses: Access to clinical supervision for CNS roles;

o For nurses and AHPs: Rotational opportunities into oncology and
neurology teams;

o For nurses and AHPs: Access to relevant courses - e.g.
SAGE/THYME communication courses;

o For nurses and AHPs: Involvement of key members
within professional organisations or Tessa Jowell Academy;

Organisational resilience and succession planning

e Centres should demonstrate initiatives in place to ensure the
continuous professional development of their staff and improvement of their
services.

e Centres should demonstrate awareness of the need for succession
planning and demonstrate succession plans in place.
Staff support

o Centres should demonstrate ongoing initiatives and support for staff to
help manage work-life balance, workplace stress, mental health and
bereavement.

Section 4: Excellence in Clinical Trials

Current Practice

Clinical trials offer a platform to test novel and experimental therapies that may improve survival
and outcomes, improve stratification, or optimise existing treatments. Few new treatments or
techniques for improving patient outcomes have emerged in brain cancer for decades (3) and a
key part of changing that is expanding the number of widely accessible clinical trials. It is the
ambition that eventually every patient who is eligible to participate in a clinical trial will have the
opportunity to do so. Due to high cost, long time frames and high enrolment targets, clinical trials
are usually multi-centre (spread across multiple hospitals), and can be national or even
international. They will generally be sponsored by academic research organisations or institutions,
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which are often funded by governmental funders such as the NIHR. Alternatively, clinical trials can
be run by pharmaceutical companies, or as public-private partnerships; as set out in the 2023
O’Shaughnessy review, encouraging more pharmaceutical industry involvement in clinical trials will
be key to bringing new treatments rapidly to the clinic (77).

2020-2022 Designation and Key Developments Since

In the period 2016-2021, all neuro-oncology centres in the UK participated in at least one clinical
trial (4). In total, centres participated in 89 clinical studies, of which 22 tested compounds new to
brain cancer. Most of these trials were early stage, with four phase Il trials reported. Centres
reported a number of barriers preventing them opening more trials, of which research staffing was
the most frequent. Larger academic centres tended to offer more trials than smaller regional
centres, and it is important going forward that hospitals with lower participation in research are
supported, for example through “hub and spoke” trial arrangements with larger hospitals.

Recent years have seen the development of innovative trial designs in the brain cancer community;
with the advent of the Tessa Jowell Brain Matrix (78), and the Minderoo Precision Brain Tumour
Programme in Cambridge (79) with the related 5G trial, an upcoming study assessing multiple
different therapies in parallel using an innovative platform design (80). Development of new
technology is also being supported by TJBCM and Brain Tumour Research’s BTR-NTA
programme, which is a novel accelerator that provides independent and holistic guidance to help
researchers position their therapeutic or technology along a realistic pathway to clinical trials.
Patients with brain tumours are hence increasingly able to access innovative trials with the
potential for therapeutic benefit. Given this, it is crucial that all centres are engaging in clinical trials,
and that trial readiness is encouraged in all hospitals.

Implications for Standards and Questions

Standards of Excellence stipulate that centres should have infrastructure and staffing in place to
be able to offer clinical trials. Centres will be expected to work closely with national networks and
other institutes to be able to offer trials to all patients. The application form explores the
participation of centres in trials, how their research teams are structured, as well as barriers to
opening clinical trials. Questions have been added to the 2022 form to assess the clinical trial
referral pathway and how patients find out about opportunities, to further explore the equitable
access of patients to clinical trials.

Standards

Centres should have in place:
e Dedicated full time equivalents (FTEs) of medical staff, administrative staff and nursing
staff to recruit and run clinical studies.
e Infrastructure in place to offer brain tumour patients the opportunity to enrol in trials
hosted in their centre or alternatively, be able to refer patients to trials at other centres;
o Centres without large research operations should demonstrate an awareness of
open trials in other centres or have a link with a nearby larger teaching hospital;
o Similarly, centres with larger research outputs should demonstrate efforts to
cooperate with smaller centres to facilitate clinical research;
e At least one currently open clinical study, available locally or via referral. It is desired for
centres to also be engaged in commercial studies.
e Mechanisms for communicating clinical trial opportunities to patients.
¢ Demonstratable biobanking activities.
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Section 5: Excellence in Basic and
Translational Brain Cancer Research

Current Practice

Basic and translational research are crucial to developing our understanding of brain tumour
aetiology, discovering new compounds and therapeutic agents, and improving diagnosis and
stratification. They are the foundation upon which clinical trials are built and the pipeline which
takes a discovery from bench to bedside. In brain cancer, as with many areas, it is common for
many potential therapies to falter in the early phases of clinical trial testing. It is therefore important
to have a broad and healthy basic and translational ecosystem which continuously feeds ideas
through the research pipeline. Many UK neuro-oncology centres also have active research
departments, and links are maintained through universities, charities and governmental bodies
such as the Health Innovation Networks (81).

2020-2022 Designation and Key Developments Since

In the data collected in the 2020-2022 Tessa Jowell Centres of Excellence Designation, and
summarised in the key report Does It Matter Where You Are Treated? (4), over £100 million was
reported to have been invested in brain cancer research in the centres assessed in the period 2016
to 2021. Aimost 75% of this was from charity funders, with over half of the total provided by Cancer
Research UK. While this shows a strong investment in brain cancer research in the UK, it also
suggests a lack of diversity in funding and, notably, low government investment (Figure 9). Similar
to clinical trials, the amount allocated to Other Awarding Bodies
centres was concentrated in a few large —— Premcavicl
hospitals with seven centres reporting no \
funding at all, suggesting that more can \
be done to collaborate and share
expertise across the country.

Figure 9: Funding of brain cancer research in UK
brain tumour centres by funders (total ~£100million)
(Abbreviations: BRUK: Brain Research UK; CWC:
Children with Cancer; EPRSC: Engineering and
Physical Sciences Research Council; MRC: Medical
Research Council; NIHR; National Institute of Health
Research; UKRI: UK Research and Innovation).

Implications for Standards and Questions

Basic and translational research is crucial in developing better understanding of brain tumours and
designing novel and more effective treatments. The Standards of Excellence stipulate that centres
should undertake basic and translational research and should demonstrate meaningful research
activity and national engagement to support this. The application form explores research
infrastructure including staffing, active research grants and collaboration with clinical staff.

Standards

Each centre should participate in research either locally or through collaborations in order to
encourage strong basic and translational science. Centres should demonstrate current research
activity through:

e Current competitive grant funding;

e Current peer-reviewed publications;

e Current initiatives to engage basic scientists in brain tumour research.

Centres could demonstrate excellence in research through efforts to collaborate with other
research centres, and/or engage across disciplines and teams in their centre.
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Section 6: Centre of Excellence Designation

Standards

Centres should demonstrate awareness of current guidelines and their performance within
these guidelines. Where centres are not fully meeting a guideline, they should provide a clear
idea of plans to address these barriers.

Centres should demonstrate a willingness to work towards designation. Centres should
demonstrate awareness of their strengths and recognise areas that may need further
development.

Conclusion and Next Steps

For a long period of time, brain tumours were consigned to the “too difficult box”; few
improvements in treatment, care or research were made precisely because the condition was
viewed as too challenging to tackle. That is now changing; data collected in the 2020-2022
designation process demonstrated many striking examples of innovation and excellence, with
some encouraging shared strengths across the country. However, data also revealed many areas
where centres were struggling and inequalities across the country.

This publication aims to provide an overview of the evidence base which has informed the
development of the Tessa Jowell Standards of Excellence and application form, as part of the
Centre of Excellence Designation process. The programme aims to:

e Collect the data to quantify the insights and challenges discussed in this evidence base;

e Uncover variation in treatment and care and understand its impact across specialities;

e Bring forward models of excellence and best practice to be shared widely in the
community.

By reapplying to the Centre of Excellence scheme, neuro-oncology centres will help the TJBCM
and its government/charity partners understand how treatment, care and research is changing,
whether any progress has been made on common challenges, and whether any new issues have
arisen from the profound challenges faced by the NHS since 2020. In doing so, the TJCBM,
working alongside the dedicated healthcare professionals, charities and policymakers who make
our work possible, will be able to design new and better support programmes for centres. The
participation of centres and data collection are therefore central and crucial.

37



Tessa Jowell
Centre of Excellence

Abbreviations
References



Abbreviations for Evidence Base, Standards
and Application Form

Abbreviation Definition

5-ALA 5-aminolevulinic acid

AHP Allied Health Professional

ASL Arterial spin labelling

AWMGS All Wales Medical Genomic Service

CASL Pulsed arterial spin labelling

CNS Clinical nurse specialist

cQC Care and quality commission

CRUK Cancer Research UK

CSF Cerebrospinal fluid

CT Computed tomography

DHSC Department of Health

DOI Domain of origin

DSC Dynamic susceptibility contrast

DTI Diffusion tensor imaging

DTI Diffusion tensor imaging

EANO European Association of Neuro-oncology

EQA External Quality Assessment

FISH Fluorescence In Situ Hybridization

fMRI Functional MRl

GBM Glioblastoma

GLH Genomic Laboratory Hub

GP General Practice

GTAB Genetic Tumour Advisory Board

HGG High-grade glioma

HNA Holistic Needs Assessment

IMCM Integrated Multidisciplinary Care Model

iMRI Intraoperative MRI

IMRT Intensity-Modulated Radiation Therapy

10G Improving Outcomes Guidelines

IPOS Integrated Patient Outcome Scale

IUS Intraoperative ultrasound

LGG Low-grade glioma

MDT Multi-disciplinary team

MGMT 0O6-methylguanine-DNA methyl-transferase
MLPA Multiplex ligation-dependent probe amplification
MRI Magnetic Resonance Imaging

MRSI Magnetic Resonance Spectroscopic Imaging
MTB Molecular tumour board

NCRAS National Cancer Registration and Analysis Service
NHS National Health Service

NICE National Institute for Health and Care Excellence
NIHR National Institute for Health and Care Research
NODDI Neurite orientation dispersion and density imaging
PASL Continuous arterial spin labelling

PBT Proton Beam Therapy

PCASL Pseudo-continuous arterial spin labelling

PET Positron emission tomography

R&D Research and Development
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Response assessment in neuro-oncology
Scottish adult neuro-oncology network
Society of neuro-oncology

Single nucleotide polymorphisms
Stereotactic Radiosurgery

Scottish Strategic Network for Genomic Medicine
Single voxel spectroscopy

Tessa Jowell Brain Cancer Mission
United Kingdom

UK Accreditation Service

Whole genome sequencing

World Health Organization
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