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Foreword

2022-23 has been a busy year for the MSN as we continue to recover cancer services for children and
young people in Scotland from the impact of COVID-19. A large focus for this year has been on
developing the new MSN Executive team; with new co-Clinical Directors and a National Network
Manager now in post. This has enabled us to refocus our efforts on delivering NHS Scotland’s
Collaborative and Compassionate Cancer Care: cancer strategy for children and young people 2021
2026.

Of particular note this year is the progress we have made in developing age appropriate services,
including our participation in the BRIGHTLIGHT 2021 study for young people (a UK wide study exploring
whether specialist services add value for teenagers and young adults) as well as the implementation of
e-holistic needs assessments for the same age group. None of these would have been achieved without
the hard work of the MSN’s TYA Lead Nurse, Liz Watt, who left her MSN post at the end of this financial
year. We would like to thank Liz for her valued contributions.

| look forward to going into the new financial year with many exciting projects on the horizon to
successfully deliver the ambitions within the children and young people with cancer (CYPC) strategy.

Moy

Dr Andrew Murray
MSN CYPC Chair

Introduction

Collaborative and Compassionate Cancer Care marks an exciting time for children and young people's
cancer services as the first strategy for this age group. The strategy’s emphasis on improving services
nationally and supporting a consistent application of care and treatment across the country is really
crucial to our ambition as a service network. We're pleased to have an MSN Clinical Leadership team
from a broad geographical spectrum across NHS Scotland. We look forward to working with colleagues
across the country to build on what is already happening to set out a new course for better services in
the future.

We were also pleased to host our first in person education event in March 2023, with great attendance
from many specialties and geographies. Coming together to learn and share is really crucial to our
vision as a single service for children and young people with cancer. We look forward to seeing
colleagues at more of these in the coming year.

EK)) Mi | %@7(//
Dr Dermot Murphy and Dr Hugh Bishop
MSN CYPC National Clinical Directors



Background

The Managed Service Network for Children and Young People with Cancer (MSN CYPC) was officially
launched in 2011 to ensure a single sustainable model of service delivery for children, teenagers, and
young adults with cancer across Scotland. Its aim is to ensure patients get the right diagnosis and the
right treatment with the right team in the right place. To achieve this, the MSN works collaboratively with
all staff involved in the delivery of children and young people’s cancer services across Scotland and
works with patients, carers and third sector organisations (charities).

Every year in Scotland, around 180 children up to the age of 16 and 200 teenagers and young adults
(TYAs) between the ages of 16-25 are diagnosed with cancer. The types of cancers seen in children and
young people are different from those in adults and are more treatable. Over 80% of children diagnosed
with cancer before the age of 15 years can expect to survive more than five years after the diagnosis.
For those between the ages of 15-24 years that rises to more than 90%.

Vision

The MSN CYPC is responsible for delivering the Scottish Government’s vision for cancer services.

Collaborative and f ) (eo2e2 a2 |
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The MSN CYPC foundations, that help drive the development of a single service and foster national
collaboration, are contained in Appendix 1.



Children and Young People Cancer Strategy: 2022/23 Delivery Successes
The MSN CYPC has been working with colleagues who deliver cancer services for children and young
people (CYP) across Scotland to drive forward the ambitions, and deliver the actions contained within
the CYPC strategy. In the absence of an annual workplan for 2022/23, please see below a ‘spotlight on
success’ for each of the ten ambitions.

Ambition 1:
Enhancing and Improving Outcomes
Multi-Disciplinary Team (MDT) Meetings

Strategy An integrated, multidisciplinary team approach to treatment decisions for all children
Objective and young people, to ensure early and precise diagnosis and treatment decisions
are made evidence based.
Strategy All patients discussed at regional and/or national MDTsS to ensure access to
Action innovative treatments and appropriate clinical trials.
2022/23 The MSN facilitates up to 7 weekly MDT meetings to enable health professionals to
Progress work across Scotland to deliver the best care and improve outcomes.
There were 270 MDTs in 2022-23
4 Paediatric Neuro Oncology (WoS) MDT (Neuro
Oncology)
“ National Leukaemia MDT
H Paediatric Neuro Oncology Group (Neuro
Oncology)
@ Tumour Board MDT (Solid Tumours)
@ Paediatric Oncology MDM (Solid Tumours)
i National TYA MDT
Relapse MDT
There were 1634 case discussions in 2022-23
$ * 4
Paediatric Paediatric Mational
Meuro Oncology TYAMDT
Oncology MDM 110
Group 441
317
Information on the MDT meetings are contained in Appendix 2.
2023/24 To ensure meetings are effective and with the new clinical leadership, a rapid review
Priorities of the MDT’s will take place to identify where improvements can be made. This will

include updating the Standard Operating Procedures to improve standardisation.




e« Ambition 2:
Y- Equity of Access
a Data Collection

Strategy Maximising health outcomes by ensuring that no child or young person is

Objective disadvantaged from accessing high quality treatment due to socially or
environmentally determined circumstances.

Strategy Continued ‘Once for Scotland’ approach to the collection of high-quality data and

Action review using the Enhanced Cancer Registry, further developing to include an
analytics function to provide dashboard reporting.

2022/23 The MSN has established a data short life working group to review its current

Progress indicators and review the added value of the Enhanced Cancer Registry. The group
has concluded that further support is needed to improve data quality and
consistency. Although further work is needed on regular audits, it was agreed that
the original performance indicators are still appropriate (see further performance
indicators section).

2023/24 e To produce a data definitions manual for the Enhanced Cancer Registry.

Priorities e To produce quarterly reporting against the performance indicators via MSN

Board.
e To review potential additional aftercare, AHP and palliative care data indicators
with national clinical leads.

Ambition 3:
Incorporated Supportive Care and Services
Embedding psychological support as a core service

Strategy
Objective

Ensuring enabling approaches are used, including reablement and rehabilitation, with
psychologically informed approaches to support self management, resilience and
mental health in individuals and communities.

Strategy
Action

Substantive funding provided by the Scottish Government, directly to Health Boards,
to ensure equitable access to specialist, age appropriate psychological and
neuropsychological assessment and evidenced based interventions during each
stage of the cancer pathway, delivered in paediatric and TYA settings.

2022/23
Progress

At a round table hosted by Teenage Cancer Trust and the MSN CYPC TYA Team in
March 2022, the Cabinet Secretary for Health and other members of the Scottish
Government heard from young people diagnosed with cancer about how important
dedicated psychology support was to their patient journey.

The accompanying report concluded that there was currently insufficient psychology,
physiotherapy and dietetics resource to meet the needs of TYA patients in Scotland in
a fair and equitable manner and included a series of recommendations to expand the
service.

In December 2022, the Cabinet Secretary for Health confirmed recurring funding for
the existing TYA psychology posts (the only TYA psychology, physiotherapy and
dietetic posts currently filled at the time of the review of the report).

2023/24
Priorities

e To complete a wider MSN workforce mapping to understand capacity to expand
services using existing budget allocation.

e To continue to work with Scottish Government to obtain recurring funding for other
services.
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Ambition 4:
Service Improvement and Patient Safety

Strategy | Ensuring safe and high quality cancer care.

Objective

Strategy Continued investment in annual national Mortality and Morbidity (M&M) meetings to
Action ensure learning from adverse events.

2022/23 This year we held our first face to face event (covering national M&M sessions and
Progres S educational presentations). Each centre was invited to present a case and 8 learning

cases studies were discussed in total.

The group discussions, hosted by our Paediatrics and TYA Clinical Lead colleagues,
identified the following reflections:

1. Standardise data; nationally via MSN

2. Communication — the need for a unified system

3. Enhanced focus on improving End of Life Care

4. Lack of equitable/specialist access to all AHP support across Scotland
5. Need for better signposting and understanding of guidelines for all staff.

2023/24
Priorities

e To develop a planning sub group with clinical representation for future meetings.
e Consider different ways to facilitate smaller group discussions so that all learning
can be shared and applied across paediatrics and TYA services.




Ambition 5
Continuing care when treatment completes

Strategy Providing equitable aftercare including health surveillance, psychosocial support,
Objective identification of psychological and neuropsychological needs, health education and
transition services.

Strategy Ensure every survivor has an End of Treatment Summary and have at least one
Holistic Needs Assessment completed.

Action
2022/23 Two Aftercare Clinical Nurse Specialists (based in NHS Greater Glasgow & Clyde and
Progress NHS Lothian but employed by the MSN) take a lead role operationally, clinically and

strategically, in working with multi-professional teams, principal treatment centres and
shared care centres across Scotland to ensure the development of best practice in the
care of survivors of childhood cancer. They have provided a patient-facing service to
patients across Scotland, and supported a number of professionals in providing
aftercare support. A key focus has been on supporting the completion of End of
Treatment Summaries (EOTS).

A small project team was established to define a project to understand the low
completion rate for End of Treatment Summaries. From the feedback received, most
people recognised the benefits of an end of treatment summary but awareness needed
to improve and a streamlining of processes. A copy of the project poster can be found
in Appendix 3.

Breakdown of Aftercare Clinical Nurse Specialist’'s . .

Case Load by Health Board & Tumour Type in 2022-23 We had a patient who had completed treatment for Acute
Lymphoblastic Leukaemia in June 2022. In the November,
1 Ayrshire & Arran (6) the patient presented to the GP with a variety of
4 Borders (1) symptoms...... and the results showed likely relapse ....I
found the discharge letter written by Ali (Aftercare CNS)
which detailed very clearly the aftercare plan from time of
discharge and her contact details very helpful. It was
amazingly helpful that Ali was able to arrange admission
and plans for further assessment so quickly, which meant
. that when the patient was advised of the abnormal blood

* Lothian (16) . . .
? results we were immediately able to advise that a plan had

4 Tayside (2) .

been made, therefore avoiding any unnecessary delay and

Total number of cases = 110 distress to the patient’ GP, Glasgow
Haematology (47) / Oncology (63)

‘Your involvement has been crucial in assisting (patient X) in his return to school/education, ongoing support
throughout his settling back in period and... indeed even more so as (patient X) was transitioning from Primary
into Secondary education which is a stressful enough time without any medical issues ......... all of which has
been invaluable as we would have had no idea where to begin nor who to contact...Having someone there to
liaise with the school to make it as seamless and easy as possible is vital.....as is the knowledge that someone is
there (out with the family) to check up on their well-being and for them to turn to.”  Parent, Edinburgh

1

¥ Dumfries & Galloway (3)

4 Fife (8)

4 Forth Valley (15)

4 Greater Glasgow & Clyde (44)
! Lanarkshire (14)

2023/24 o Establish an aftercare group to develop a national aftercare model and approach.
Priorities |*® Implement findings from End of Treatment Summaries project.




Ambition 6:
Integrated Palliative and End of Life Services

Strategy Devgloping _equitable and earlier access to 24/7 integrated specialist palliative care
Objective services nationally.
Strategy Undertake a national audit to inform the national strategic service development for the
Action provision of end of life care to TYAs and their families.
2022/23 Work was undertaken to identify the essential baseline data to inform and develop the
Progress understar!ding_a_lbogt the palliative and end of life care needs of this population.
Key data identified included:
e Symptoms in the last 7 days of life
o Referral offer to palliative care services
e Outcome of referral (and how long before death it was accepted)
e Presence of an anticipatory care plan
o Presence of a multidisciplinary team at end of life
e Place of death (and whether it was preferred place of death)
e Inreceipt of high intensity treatment prior to death
A process was identified to collate the data and approval sought via the Public Benefit
and Privacy Panel for Health and Social Care. The audit has been paused to review
data collection arrangements and to align with the work of the data SLWG (see
ambition 2).
2023/24 Completion of audit.
Priorities
Ambition 7:
Collaborative, compassionate & inclusive leadership
Strategy S_trong Ie_adership With the capacity and capa_bility to drive innovation and the delivery of
Objective high quality, sustainable and responsive services.
Strategy Scottish Government funding provided to the MSN CYPC for the appointment of a
Action National Clinical Lead for Paediatrics.
2022/23 The Scottish Government has provided funding to the MSN CYPC for the appointments
Progress of the_ _foIIowing_ posts. This will ensure strong Ieade_:rship Wi.th the ca_pacity and
capability to drive innovation and the delivery of high quality, sustainable and
responsive services.
Dr Nick Heaney Dr Lesley Simpson Dr Mark Brougham Dr Diana Mcintosh
TYA Clinical Lead Paediatric Clinical Aftercare Clinical Palliative Care
Lead Lead Clinical Lead
Working with Dietetic, Implementing a single Focusing on the Develop & implement
Psychology, and national radiotherapy development of a a national audit for the
Physiotherapy service for children. national aftercare provision of end-of-life
colleagues to secure This is a key priority model for children care to TYAs and their
recurring  funding  and within the MSN CYPC and young people. families.
expand the TYA strategy.
SEervices.
2023/24 Ongoing organisational development input to support clinical and professional

Priorities

leadership within the MSN CYPC.




Ambition 8:
Education, Training and Staff Support

Strategy Creating a learning culture and opportunities for greater inter-professional and
Objective integrated education.

Strategy | Developing further education and learning opportunities to improve referrals and ensure
Action timely diagnosis.
2022/23 We held our first Education Event since the pandemic; this was combined with our

Progress Morbidity & Mortality Day and feedback (from the 62 attendees), indicated it was a

great success. There were various discussion topics and presentations including
Febrile Neutropenia Management (Dr Bob Philips, Consultant in Paediatric and TYA
Oncology, Leeds Teaching Hospital, NHS Trust) and TYA & Paediatric collaboration
across Scotland (Camille Goetz, Director of Programmes, Tessa Jowell Brain Cancer
Mission).

Comments from the day

/ o T— i ---"'--. e
/ B \ B

The M&M learning was  {

very relevant and Goodbalance - * Veryinteresting
demonstrates the need between the speakers and lots .
\ to keep learning and | | s | | of information |
\ communicating in this / \ presentations |\ sharedtodevelop |
session
2023/24 e Further education sessions.

Priorities e Engagement with Scottish Primary Care Cancer Group to review referral
approaches.
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Ambition 9:
Specialist and sustainable workforce

Strategy Continuing to develop and support a clear multidisciplinary approach to working that is
Objective based on the needs of the population.
Strategy Undertaking a wider MSN CYPC workforce review to ensure the appropriate staffing
Action model to deliver on the strategic actions in the cancer strategy.
2022/23 With a new Executive team in place, the workforce review has focused initially on those
Progress employed directly by the MSN CYPC. A Workforce Plan using the 6 Steps
Methodology has been developed to ensure the MSN has the right workforce with the
right skills and competencies deployed in the right place at the right time to deliver our
key objectives now and in the future. MSN Board in February 2023 endorsed the
recommendations within the plan.
The Six Steps Methodology to integrated workplace planning
:mm- m—: ol'.
g] Define the plan
= A > > -
Map the service change w
B Define the required workforce '
E E Develop an action plan
e L > R e %
Implement, monitor, and revise ﬂ /
N
< £ < ———
2023/24 Implement the recommendations including:
Priorities e Recognising the need for an over-arching network to support the delivery of a virtual

single service for children and young people’s cancer services, the MSN should
retain a national service delivery function and work closely with territorial Health
Boards to set out a clear framework for delivery as well as monitoring and reporting
arrangements.

e Recognising the gaps in its current operational delivery model, the MSN should
implement a robust optimisation plan focusing on three delivery areas: governance
and structure (introduction of annual strategy implementation plan and individual
workplans); credibility and accountability (confirmation of activity and finance
reporting to Scottish Government) and relationships and engagement (confirm
service delivery expectations with Health Boards and optimise national/regional
multidisciplinary team meetings).

e Recruit to priority posts (including project management roles and nursing leader).




]

Ambition 10:

Age appropriate services and effective transitions

11

Strategy
Objective

Ensuring all young people aged between 16-25 years old have equitable access to

comprehensive and personalised age appropriate care.

Strategy
Action

A single TYA specific e-holistic needs assessment (the 1AM) will be implemented for
use at the national TYA cancer MDT and adopted as the standard approach.

2022/23
Progress

The IAM Portal (Integrated
Assessments Mapping Portal) is
an electronic Holistic Needs
Assessment (e-HNA) tool that
uses a traffic light system to
identify areas the young person
feels they require additional
support/information such as -
lifestyle; finances; relationships;
physical wellbeing; and feelings.
The IAM portal aids the facilitation
of MDT discussions and allows
the young person’s voice to be
heard.

Since launching in September
2022 until March 2023, 120 young
people across Scotland have
been given a code to access to
the IAM portal and 19 e-HNA’s
have been submitted.

| |TEENAGE|

CANCER
TRUST

1AM Portal

(WHAT IS THE IAM?|

The 1AM (Integrated Assessment

Map) Portal is a web based tool that
lets you complete a Holistic Needs
Assessment (HNA) whenever you want,
via a digital device, which you can opt
to share with your clinical team to heip
them support you.

“The Holistic Needs Assessments

were very helpful as It's really
easy to forget certain things
but | like the categories. | also
went on the resources section
which had a lot of helpful
advice and information.”

IAM user. oged 19

HOW DOES IT
SUPPORT ME?

The portal allows young people and

heaith professionals to work together T

to identify the emotional and clinical
SUDPOIT yOu Nead as you O through
cancer treatment.

The HNA Is broken down into 10

key areas such as ifestyle, finances,
relationships, physical woll being,
thouphts and feelings and uses 3
simple traffic Bght system to identify
areas where you feel you might require
additional support or Information.

The portal 350 has a resource section
that signposts to additional support
avallable in your area

HOW DO | ACCESS
THE PORTAL?

Your team will give you an invitation
code and a chack code. Simply scan
the QR code and input your unique
codes to login and send your IAM.

B 5
iy

=]

lamportal.co.uk

YOUR IAM INVITATION CODE:

Name:

code:

2023/24
Priorities

A process for auditing and evaluating the use of the system will continue to be reviewed

in 2023 to ensure optimum results from the portal.
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Governance Arrangements
MSN structure

With almost all roles now filled, the MSN CYPC is focusing on re-establishing the governance structure
to support delivery of the CYPC strategy, ensuring regular and meaningful engagement with all key
stakeholders (including territorial Health Boards, charities and patients, parents and carers).

MSN Executive

Scottish Government Clinical Directors

National Network Manager

1‘ o Lead Nurse
Operational Delivery Group Network leadership, administration
MSN Board and governance
Clinical Directors
National Network Manager Chair

Lead Nurse Clinical Governance Group

Aftercare Nurses
Clinical / Work Stream Leads
Service Managers

Third Sector >
Patients / Parents
MDT Co-ordinators
Information Officer
Communications Officer
Network Support Officer

Clinical Directors
National Network Manager
Scottish Government
Health Board Chief
Executives/Delegates
Patient / Family
Representatives
Third Sector

Clinical Directors
Clinical Leads
National Network Manager
le| Senior Health Board Managers
Third Sector
Patients / Parents
MDT Co-ordinators
Information Officer
Communications Officer
Network Support Officer

Governance, strategy, translation
of policy and service delivery

Operational Delivery of Cancer Plan

Professional and Clinical
T T Governance

Work Streams

Clinical Leads
Clinicians

Patient and Carer Involvement

Youth Advisory Forum
Parent and Carer Forum

Network Support Officer
Patient voice, advice, lived
Planning and execution of MSN experience and influence

projects related to the cancer plan

The MSN staffing structure is contained in Appendix 4.

Funding and Resourcing

Funding for the MSN CYPC is provided by the Scottish Government. The 2022/23 budget allocation
was £1.272 million (with £772k in recurring allocation and a £500k TYA non-recurring allocation). With a
large proportion of the budget allocated to staff costs, and with substantial vacancies in the first half of
the financial year, the MSN did not request the full allocation from Scottish Government. It is anticipated
that, with the focus on workforce planning and recruitment, the full budget allocation will be required in
subsequent years.

Additional funding was provided by Teenage Cancer Trust to support strategic delivery of national TYA
projects, and this was used to fund 50% of the TYA Lead Nurse post and 50% of the Holistic MDT Co-
ordinator (totalling around £75,000).
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Performance Indicators

Identified as a priority area in the previous Cancer Plan (2016-19), the MSN CYPC developed five
Quiality Performance Indicators (QPIs) to measure performance and in collaboration with NHS National
Services Scotland, an Enhanced Cancer Registry (ECR) was developed as a centralised data storage
system, collecting the appropriate data to report on the performance indicators. High quality cancer data
and intelligence will bring about benefits for the entire cancer journey. The ability to have regular
standard reports on incidence of cases, how and where patients are treated, survival, patient safety,
mortality and morbidity outcomes, will form an integral part of clinical governance.

To date, reporting from the ECR has been minimal and there are known data quality and completion
issues. The table below provides the performance summary against the current indicators in the 12
months to 31* March 2023. The outcomes indicate performance below expectations, but as noted, this
is likely due to data completeness rather than a reflection of current practice. However, in the interests
of transparency, they have been included for review. The MSN Board has committed to ensuring the
guality of the data reaches the required level and to work with Health Boards ensure the correct structure
is in place to report and address any performance issue for FY23/24.

MSN Performance Indicators 1% April 2022 to 31°' March 2023
Numerator Denominator Target Performance

oIz Patients should not wait more 95 133 95% 71.4%
than 21 days between being

referred to hospital and a

primary diaghosis being made

Patients should not wait more 101 133 95% 75.9%
than 14 days between primary

diagnosis and start of

treatment

All eligible newly diagnosed patients should be offered participation in an available
clinical trial:

Child Interventional Trial 13 115 50% 11.3%
Child Translational Trial 5 115 10% 4.3%
TYA Interventional Trial 1 18 30% 5.6%
TYA Translational Trial 1 18 10% 5.6%
All children with cancer 50 133 95% 37.6%

should be discussed at a

regional and/or national multi-

disciplinary team within 14

days of diagnosis

An End of Treatment Summary 6 44  100% 13.6%
must be completed for every

patient within 6 months of

treatment ending

Nos
W
Dl
E—

The resolution of any performance and/or reporting issues is an area of priority for the MSN Board. To
safeguard future reporting, a short life working group was set up to review the function of the ECR, the
performance indicators and the current data collection processes. Ambiguities in data definitions have
been identified, highlighting the need for standardisation and the benefit of a data definitions manual. To
provide assurances we will continue to monitor and review the indicators on a regular basis. This will be
shared routinely with key stakeholders and monitored through the quarterly MSN Board meetings.
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Patient, Family and Third Sector Involvement

As a result of the COVID-19 pandemic and change in MSN staffing, it has been difficult to sustain the
Parent and Family Forum (aimed at obtained engagement from those accessing paediatric cancer
services) however efforts are underway to re-engage the group with a plan to meet early in 2023/24 to
refresh the aims and recruit new members. Person-centred care is at the heart of what we do and must
be informed by patient and family feedback.

The National Youth Advisory Forum (YAF) consists of 14 members across Scotland who have
accessed teenager and young adult cancer services. It has continued to meet virtually during and after
the pandemic with 5 meetings held this year. Despite the impact on their lives, the YAF remained
engaged with the MSN CYPC and motivated to contribute to the development of the MSN services for
TYA with cancer, including;
o Developing the model for the Buddy Support System (Action 55 of the cancer strategy) and
implementing a peer-to-peer support network for young people with cancer.
o Meeting with the Cabinet Secretary for Health to discuss the benefits of accessing psychology,
physiotherapy and dietetic support when diagnosed with cancer as a young person.

We have recently re-engaged with our Third Sector partners; Teenage Cancer Trust, Children’s Cancer
and Leukaemia Group, Young Lives Vs Cancer, Cancer Research UK, Tessa Jowell Brain Cancer
Mission and Macmillan Cancer Support for a sharing and collaboration discussion on research, data and
pathways in early summer. Through this, the MSN aims to develop a patient and carer involvement and
engagement strategy.



Looking Forward: MSN 2023/24 Workplan

Develop a national aftercare model for CYPC:
¢ End Of Treatment Summaries project recommendations roll-out and monitor impact of
service improvements
e Project Board to scope and develop a national aftercare model
e Report on service delivery from aftercare nurse specialist and review ways of working to
obtain national coverage
e AHP cancer aftercare pathway

End of life care is delivered in the appropriate and preferred location of the patient and
family through the safe delivery of a bespoke management plan:
¢ Audit the end of life care service provision to TYAs and their families
e Updated guidance documentation on palliative care principles for those working with
CYPC
o Palliative care training needs assessment and deliver a training event
o Update NHS Inform Directory of Services to reflects the relevant CYP palliative cancer
services

Work in partnership with local Health Boards to complete a national workforce mapping
exercise:

o Develop mapping template

e Conduct mapping

e Share results with local Health Boards

Complete and implement the MSN workforce action plan:
e Production of workforce plan using 6 steps methodology
e Recruit to agreed vacant posts
e Implementation of optimisation programme

Invest in annual national M&M meetings to ensure learning from adverse events:
e Delivery of M&M event with learning across Paediatrics and TYA services

Report against MSN performance indicators to understand and improve service delivery:
e Consensus on national indicators
e Mapping with adult cancer services performance indicators
e Development of ECR to support data collection and reporting
e Production of data definitions manual to improve consistency

~__
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Develop and Implement a Transition Framework:
e Implement a Transition Framework to ensure every survivor has an individualised
transition programme

A co-ordinated and strategic approach to patient, parent and carer involvement across
the MSN:

e Map existing patient experience

e Conduct a workshop with third sector partners

e Opportunities to extract data from the adult cancer services patient experience survey

e A national peer support system for TYAs with cancer

e Ongoing facilitation of Youth Advisory Forum

o Re-establish paediatrics parent/carer involvement approach

Implement a single site national radiotherapy service for children within Scotland:
e Buy-in from clinical and health service managerial colleagues
e Update the business case to reflect any emerging evidence and research
e A service specification with agreed patient pathways and clearly defined local Board
responsibilities Vs those of a national service
e Business case for consideration as national designated service via NSD commissioning
team

Ensure effective multidisciplinary team working through review of MDT Standard
Operating Procedures to ensure access to innovative treatments and appropriate
clinical trials:
e Develop and implement improvement plans for each MDT supported by the MSN
(including the development of consistent operating procedures)
e Agree and undertake consistent annual reporting of the MDTs

Re-establish the clinical governance structure to support national ways of working and
robust identification, escalation and resolution of risk:
e Operational Delivery Group (with Health Board representation) to support strategy
implementation
¢ Clinical Governance Group to support national escalation of clinical risk and provide
SACT governance
o Formation of Paediatrics Clinical Advisory Group
e Review TYA Clinical Advisory Group Terms of Reference
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Appendix 1 — MSN CYPC Foundations

Develop a single, sustainable and cohesive service for Scotland providing guidance on service
development, supported by robust shared care arrangements and multidisciplinary ways of working
on treatment and beyond.

Develop and embed governance frameworks that support the work of the MSN CYPC to ensure the
safety of children and young people.

Ensure that all children and young people in Scotland have had the opportunity to be included in an
appropriate clinical trial.

Develop and monitor patient pathways, standards and supporting systems to ensure consistent data
standards, collection and management.

Develop and implement best practice frameworks for multidisciplinary teams.

Develop sub-specialisation, agreeing referral guidelines and advising on strategic workforce issues
including key appointments.

Lead on the establishment of a robust e-Health strategy, supporting the functioning of
multidisciplinary teams and the delivery of services.

Facilitate mutual support arrangements between units when required.

Lead on national education and training issues, research, and the establishment of a national
academic resource.

Promote the early detection of cancer in children and young people.

Ensure that the work of the MSN CYPC is widely communicated to all stakeholders.

Ensure patient involvement at all levels including network activities and monitor patient satisfaction.



Appendix 2 — MDT Meetings and Frequency
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MDT Geography Frequency Attended by

Leukaemia National Weekly Aberdeen, Dundee, Edinburgh, Glasgow
and Inverness

Relapse National Weekly Aberdeen, Dundee, Edinburgh, Glasgow,
Newcastle and Belfast

Neuro- Regional Weekly Aberdeen, Dundee and Edinburgh

Oncology
Glasgow and Inverness

Solid Tumour Regional Weekly Dundee and Edinburgh
Aberdeen and Glasgow

TYA National Weekly Aberdeen, Dundee, Edinburgh, Glasgow

and Inverness

Paediatric Oncology/Haematology

These contribute to the diagnostic and treatment decisions for each patient and are attended by
specialities including Oncology, Haematology, Clinical Oncology, Surgical teams, Radiology, Pathology,
Nursing, Research Team, Geneticist, AHPs (allied health professionals) and administrative staff.

Regional Relapse Discussion Panel (RRDP)
This MDT ensures all suitable patients with relapse or refractory disease are offered entry into an
appropriate clinical trial. Clinical specialists from all the main treatment centres in Scotland (Aberdeen,
Dundee, Edinburgh, Glasgow and Inverness) attend this meeting as well as colleagues from Belfast and

Newcastle.

Teenage and Young Adults MDT

Focused more on the holistic needs of the patient, this MDT considers options for fertility preservation,
recommendation of clinical trials, an assessment of psychosocial needs, as well as assigning a Key

Worker and single point of contact.



Appendix 3 — End of Treatment Summary Poster
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End of Treatment Summaries for
Children and Young People with Cancer

Joanna Macfadyen, Information Officer, MSN for
Children & Young People with Cancer

Education
for
Scotland

The service identified that improved communication of cancer information provided to patients/families and
between healthcare providers may contribute to greater engagement in follow up programmes, raise
awareness of potential late effects amongst survivors and enable clinicians to diagnose and treat late effects

earlier.

Aim

By March 2023, 75% of children who have had cancer under the age of 16, treated in RHC
Glasgow, will have an end of treatment summary completed within 6 months of their treatment
ending, this is in alignment with The Cancer Strategy for Children & Young People in Scotland

2021 - 2026.

Method
*Project team established
*Process Map was used to identify problem areas

*Consultation with key stakeholders aided development of a driver

diagram and proposed change ideas
*Change ideas were tested in PDSA cycles

(B (B B

- A -4

Process Changes

Feedback from stakeholder questionnaire provided
change ideas to make completion of the EoTS
document easier and to develop
educational/awareness sessions on EoTS processes.

stabehalders on pracess of End of _ stakenaisers on £nd of Treatment.
Sunarias Summary Pascass

trestment

Achievements

Main achievements for project and self:

¥'Increased awareness of end of treatment process
v'Multidisciplinary approach to end of treatment process
¥'Increased my confidence in using quality improvement tools
v'Greater confidence in myself as a leader to promote and
encourage change

Key References:

NPRETENENT -g‘n}#g
IidE :

JOHN P
KOTTER

Contact: Joanna Macfadyen

Joanna.macfadyen@nhs.scot

Results

% of Patients Who had an End of Treatmenl Sunmmary Completed

NVAVA

Conclusions

From feedback received, most people recognised the
benefits of patients and families having an end of
treatment summary, unfortunately we didn’t have enough
data to highlight if there was a sustained change in
practice, however the MSN has endorsed this and will
continue to monitor through their performance indicators.

parents and carers
Informatian for prafessionals
important information document

alert symptoms Excellent s
patients with same diagnasis

- . family and other professionals
Information CIearpat'entdwhmt

late affects ary

u plansinformation for the patient
simple and clear good information

Key Learning Points

» Don’'t make project too big, scale it down and start off small
* Have the right people involved from the beginning

» Displaying data helps inform decision making

* Ensure data collection is robust and timely

*» Don't underestimate the effect of human factors

» Support from fellow SclL colleagues is invaluable

* Never give up!

Next Steps
Develop awareness sessions in other treatment centres and
seek feedback and involvement with patient's GP's

SclL

Scottish Improvement Leader
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Job Title Employer WTE Band
MSN Co-Chairs SLA (currently NHS Forth Valley) 0.2
Vacant 0.2
National Clinical Director SLA (currently NHS Grampian & 2 PAs
NHSGGC) 2 PAs
National Network Manager NHS Tayside 1 8b
Holistic MDT Co-ordinator (part-funded by TCT) |NHS Tayside 1 5
Paediatrics MDT Co-ordinator SLA (currently NHS GGC) 1 5
Network Support Officer NHS Tayside (currently vacant) 1 4
Pharmacy Lead SLA arrangement (currently vacant) 0.6 8¢
AHP Lead SLA arrangement (currently vacant) 0.4 8a
Information Officer NHS Tayside 1 5
Communications Officer NHS Tayside 08 p
National Lead Nurse NHS Tayside (currently vacant) 1 8b
National Aftercare Clinical Lead SLA arrangement (currently NHS 1 PA
Lothian)
National Paediatrics Clinical Lead SLA arrangement (currently NHS 2 PAs
Lothian)
Palliative Care Clinical Lead SLA arrangement (currently NHS 1 PA
GGC)
Aftercare Clinical Nurse Specialist SLA arrangement (currently NHS 2x |7
GGC & NHS Lothian) 0.8
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