Managed Service Network for Children
and Young People with Cancer

Annual Report 2017/18

1

Contents
Foreword
Leadership
Progress at a glance
Delivering a Single Service for Scotland
o Data
o Managing care after treatment
o Working as a multidisciplinary team
o Working nationally
Operational Delivery
Governance, Risk and Quality Assurance
Partnerships and Involving patients
National events
Finance
Summary
Appendices:
Risk Register
Finance Summary

2

FOREWORD
2017 -18 has seen another busy and successful year for the MSN. It has been a
pleasure to join the network as incoming co-chair following the retirement of
Professor George Youngson in May 2017. As we move into 2018 we can expect
further change to the Executive group of the network as Dr Iain Wallace is also
planning his retirement for later this year. Iain has been co-chair since the conception
of the network in 2011, and his composed and pragmatic guidance has been
incredibly valuable throughout all facets of the work that we do. We will miss Iain’s
inspirational leadership style very much, as well as his considered approach to every
situation. We have the pleasure of welcoming Dr Andrew Murray as succeeding cochair. Andrew is the Medical Director of NHS Forth Valley and has an extensive
medical career that has seen him working across Scotland and internationally. He has
a wealth of knowledge and experience to bring to the role. We are very much looking
forward to working with him over the coming years.
The MSN received funding from Scottish Government last year to support the
realisation of objectives laid out within the Cancer Plan for Children and Young
People in Scotland 2016 – 2019; Right Diagnosis, Right Treatment, Right Team, Right
Place. The funding is attached to the Scottish Government Adult Cancer Strategy;
Beating Cancer – Ambition and Action, specifically for improving care and developing
age appropriate services for Teenagers and Young Adults with cancer (TYAC). This
funding has seen the MSN begin work toward our vision of five Principle Treatment
Centres in Scotland for TYA with cancer, in close collaboration with Teenage Cancer
Trust. One of the most notable areas of progress this year has been the growth and
engagement of the National Youth Advisory Forum. Forum members have shown
great commitment in the progress of several high impact pieces of work with the
support of the forum facilitators. We look forward to welcoming a representative
from the forum onto the MSN Board this year, and you can read more about their
ongoing work further into the report.
The MSN has hosted several successful national events this year. Plans are already
afoot to build upon this further in the coming year, and to continue to broaden
engagement with the network across all sectors. These events are invaluable for
sharing best practice, learning from each other, forging partnerships and building
upon professional relationships. Services continue to work under increasing pressure,
however supporting staff to attend these events is a worthwhile investment. We do
continue to explore other ways in which to engage with and inform colleagues across
Scotland, and we are always receptive to suggestions as to how this could be
facilitated.
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There has been good progress with several national projects this year. The
implementation of a national Chemotherapy Electronic Prescribing and
Administration System (CEPAS) for paediatrics has been on the agenda for a few
years now. This important piece of work is moving forward with a newly invigorated
working group and will continue under the chairmanship of Dr Iain Wallace. The
ePassport – ‘My Story Now’ app, is an exciting advancement for young people with
cancer, particularly in terms of empowering them to take greater control of their
aftercare needs. The unique partnership between the MSN, ATOS and Sitekit has
been a real strength to this project; however there have been hurdles to overcome in
relation to national governance procedures. It is not quite there yet, but it is very,
very close!
We look forward to going into a new financial year with many exciting and
meaningful objectives on the horizon. While we are not blind to the challenges that
face us, we are looking forward with positivity and enthusiasm and we thank you all
for your continued support of the MSN throughout another year.

Dr Hilary Dobson
Co-chair

Dr Iain Wallace
Co-chair
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LEADERSHIP
The strap line of our cancer plan for children and young people in Scotland 20162019 is Right Diagnosis, Right Treatment, Right Team, Right Place and our abiding
ethos is to get it right for every young person with cancer in Scotland. Therefore,
there are two important questions we must ask ourselves; are we making progress,
and have we improved care and support for children and young people with cancer in
Scotland? The answer is, we are making good progress but there is still much to do.
The most recent data we have available tells us that between 2006 and 2016, 5 year
survival for children with cancer was 85% in Scotland. This is as good, or better, than
anywhere in the world. There will always be some cancers that prove very difficult to
treat and improvements in outcomes through clinical trials for those children and
teenagers and young adults (TYA) are at the heart of our speciality. For survivors, the
quality of their survivorship remains fundamental to our Managed Service Network.
There is increasing evidence that we are curing more patients, fewer patients are
infertile and fewer patients are developing second cancers as a result of their primary
cancer treatment. A recent study from Scotland has looked at the impact of cancer in
females under the age of 39 years and their subsequent chance of achieving a
pregnancy; cancer survivors achieved fewer pregnancies across all cancer types and
the chance of achieving a first pregnancy was also lower. Overall there was about a
38% reduced chance of having a pregnancy. What is encouraging is that for most
cancers the pregnancy gap is closing for those patients who have been treated for
their cancer more recently. The aims and objectives of our Managed Service Network
are reported on in some detail in our Annual Report and I would like to emphasise
just two areas where I think we can be proud that we are making a notable
difference. They are; improved national working and greater engagement with young
people.
2018 is the Year of the Young Person in Scotland and the embedding of our National
Youth Advisory Forum is an exciting development with real engagement from young
people who have been successfully treated for cancer. They are now informing us
and helping to shape the future of cancer services for other young people in
Scotland. Through listening to what they have to tell us, it is clear that they want
more say over the management of their cancer journey. To this end we have
developed the My Story Now app with the support of Scottish Government, through
the hard work and collaboration of Sitekit and ATOS. The My Story Now app enables
selected parts of the patient's health record to be available to them on their phone or
mobile device. Not only is there up-to-date information on their diagnosis and
treatment but there is the ability to describe their cancer journey through a
personalised timeline, and the option to share part of their record with close friends
and family. When a young person who is a survivor of cancer leaves home, goes into
further education or joins the workplace, they will now have a part of their health
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record available on their phone or mobile device to share and inform their
communication with health professionals if they become unwell. This year we will
trial the My Story Now app with a number of service users, with a view to launching it
more widely later in the year. We are delighted that young people are at the centre
of our Managed Service Network, influencing future service development and
working with us to improve their experience of cancer care in Scotland.
The Managed Service Network is a national network and our vision for teenagers and
young adults (TYA) with cancer has taken a big step forward in the last couple of
years. We are now supporting the development of five principal treatment centres
for TYA cancer in Glasgow, Edinburgh, Dundee, Aberdeen and Inverness. Each centre
has, or will have, a lead doctor and lead clinical nurse specialists who know all of the
patients in their region and are able to reach out and support them through their
cancer journey. One example of a successful development is our TYA Multidisciplinary
Team (MDT) meeting which meets weekly and has engagement from colleagues
around the country. Approximately 50% of all young people with cancer are now
being discussed at this TYA MDT. Treatment decisions continue to be managed in
local site specific MDTs; the national TYA MDT is about the holistic needs assessment,
psychosocial support and care that these young people require as they enter into
their cancer journey at a difficult time of physical and emotional change. Fortunately,
cancer in young people is rare but when it does happen these young people have
additional needs and we are proud that we have set up this National TYA MDT to
support them wherever they are receiving their cancer treatment in Scotland.
National working remains a priority for our network and is undoubtedly our biggest
challenge. Other successful examples include our National Palliative Care MDT and
our very recently started MDT for patients with recurrent or progressive disease who
might be eligible for, and require entry into, new phase I/II experimental clinical trials.
Albeit that cancer in this age range is rare, when a young person is diagnosed with
cancer it is devastating not only to them but to their friends and family also. We will
continue to improve our engagement with young people in this Year of the Young
Person and through many of the developments discussed in our Annual Report
improve national working. All of this effort will contribute to continued
improvements in survival, and by reducing the burden of treatment we can improve
long-term outcomes.

Professor Hamish Wallace
National Clinical Director
MSN CYPC
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PROGRESS AT A GLANCE
During the past year we have sought to improve the consistency of the cancer data
being collected as it is important that we can accurately measure our quality
outcomes for children and young people with cancer in Scotland and provide
assurance of progress to our partners. Working in close collaboration with colleagues
in National Services Scotland we have begun to receive reports from the Scottish
Cancer Registry which has provided considerable reassurance. These reports will be
reviewed by the MSN Clinical Governance and Quality group each quarter. The
Enhanced Cancer Registry will be linked to the Scottish Cancer Registry and will
evolve into a KPI system that records progress against our identified Key Performance
Indicators.
We are excited about the progress of My Story Now; the app that will enable young
people to have access to some of their personal health information on their phone or
device. There has been outstanding collaboration from health, ATOS, Sitekit, Parent/
Patient representatives and Scottish Government to develop this important tool that
will enable young people to take greater control of their aftercare needs following
treatment for cancer. While we are still navigating the final governance processes
required for final ‘sign off’ we are confident that the first young people to use the
app will be able to do so within the next few weeks.
National working can be challenging, but for our population of young patients who
may receive care or treatment in more than one health board, overcoming obstacles
to national working is essential. One important objective that will significantly
improve the safe delivery of treatment for our patients is the implementation of a
national Chemotherapy Electronic Prescribing and Administration System (CEPAS). This
has been on the MSN agenda for a number of years but is now making progress with
a newly invigorated project board. We understand that achieving a national CEPAS
for children will not be without its challenges, but these are far outweighed by the
advantages of such a system working successfully to better integrate care across
Scotland.
Professor Hamish Wallace has talked about the success of some of the national
MDT’s. We will continue to build on and improve these over the coming year. We
have recently undertaken a review of the national and regional MDT’s with a view to
learning from the strengths and identifying the challenges so that we can inform a
model that keeps patients and their families at the centre while remaining ‘workable’
for our professional colleagues.
The MSN is delighted to have recieved funding from the Scottish Government
specifically for our work with Teenagers and Young Adults (TYA) with cancer. Greater
detail can be found further on in this report, but this funding has given us an
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opportunity to bring life to our vision of five principle treatment centres for TYAs in
Scotland. One of the greatest strengths of our work with TYA is the positive
collaboration with key partners, and this is another aspect of the MSN that we will
endeavour to nurture over the coming years.
The National Clincal Director and his team have continued their calendar of visits to
the various Boards throughout 2017/18. The purpose of the NCD visits is to spread
the word of the MSN to wider professional audiences and garner broader
stakeholder engagement. Visiting colleagues in their own locality helps us to better
understand their service model and the specific challenges that they face, and
identify what support they require. These visits will continue each year with a
summary report going to the MSN Board annually.
As the MSN continues to embed and progress its work nationally, we become better
informed about any workforce challenges, gaps and inefficiencies within our services
and how these should be addressed. Currently there is scoping work underway to
look at the provision of paediatric neuro-oncology nursing support in Scotland; we
are also examining the national dietetic resource available to our young oncology
patients, and the recruitment and retention of paediatric nurses into
haematology/oncology care in general.
The MSN has hosted four successful national events in the last year. All of our events
are evaluated and this feedback is used to inform the planning of future events. You
will read more detail about our events further on in the report.
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DELIVERING A SINGLE SERVICE FOR SCOTLAND
At the launch of our current cancer plan for children and young people, Shona
Robison, Cabinet Secretary for Health, Wellbeing and Sport spoke about it being time
to build on the earlier work of developing partnerships and the understanding of
sytems required to create a single service in Scotland. We believe we have continued
to build on the foundations that were forged by our colleagues in earlier phases of
the MSN, and have used these solid relationships to continue to progress services in a
way that keep children and young people at the centre.
It is the responsibility of the MSN to create the vision of a single service for Scotland.
We are endeavouring to do this in several ways.
One of the MSN’s Key Performance Indicators (KPI’s) is that every patient will have
their management discussed at a national multi-disciplinary team. There are some
excellent examples of successful national MDTs. The national TYA MDT takes place
every Monday morning and is well represented in terms of the different Scottish
regions and by the range of disciplines that participate. While this is considered a
success story, there is always room for improvement. We believe there are around
15% of TYA with cancer diagnosed in Scotland each year that the TYA MDT do not
currently know about, therefore we are working with colleagues in National Services
Scotland to compare data that will help us to identify whether, for example, these
patients are from a particular tumour group, or a particular region of Scotland. Once
we understand the reasons then we can begin to work on solutions. The Managed
Service Network has recently undertaken a review of both national and regional
MDT’s for the purpose of understanding the challenges and learning from what is
working well. The outcomes have been collated. It is expected that a report will be
available by the end of the summer.
The MSN is committed to facilitating partnership working and organisational change
to ensure that our young patients continue to receive excellent care within safe and
sustainable services. Many readers will be aware that proton radiotherapy is being
introduced into the UK next year, and this is very likely to have a significant impact on
the sustainability of radiotherapy services as they are currently configured in
Scotland. The MSN is facilitating discussions between the two Scottish centres
currently providing paediatric radiotherapy – NHS Greater Glasgow and Clyde and
NHS Lothian, with a view to establishing the safest model of delivery for our young
patients in Scotland in the future.
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Operational Delivery
The MSN Operational Delivery Group (ODG) is appropriately described as the engine
room of the Managed Service Network. This group consists of all of the workstream
leads, their project support officers, and other core MSN staff. Chaired by Professor
Hamish Wallace, the group meets quarterley to report on the progress made against
actions identified within the MSN action plan. There has been greater ‘crossfertilisation’ of work this past year as the different workstreams have continued to
integrate with each other, progressing shared pieces of work, and ensuring that there
is appropriate speciality representation within all of the groups. Some examples of
the progress made by each of the workstreams are detailed later inthe Report.

Allied Health Professionals
During 2017/18 there has been much progress within the AHP workstream. In
October we extended a warm welcome to Gillian Matheson as the lead for this work
stream following the departure of Kate Southwood to Dubai. Gillian is an Advanced
Occupational Therapist employed by NHS Greater Glasgow and Clyde and has much
experience to bring to the network.
One of the main focuses for the AHP group is to extend the membership and
engagement with the network. This is a challenge for many of the groups in the face
of national resource pressures but, despite this, progress continues to be made. The
main piece of work is aimed at developing the current workforce that is involved in
the care and treatment of children and young people with cancer. Working in
conjunction with the nursing and psychological health workstreams, we have
developed an educational video to inform and support staff working within the
community who may have limited clinical experience of working with this client
group and their families.
The AHP workstream have been encouraging national working, and ensuring
consistency of care in each Principle Treatment Centre. Individual professional groups
are encouraged to convene to share information, good practice and to develop
standards. The professional groups represented within this workstream are:
 Occupational Therapists
 Physiotherapists
 Dieticians
 Speech and Language Therapists
The national sarcoma pathway is almost ready to be launched by the physiotherapy
subgroup. The plan is to present this as part of a wider education session on sarcoma
that will be offered to all AHP staff across Scotland.
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Activities are planned over the coming months which will focus on managing care
after cancer treatment in collaboration with the Aftercare workstream. The
development of referral pathways for each of the professional groups represented by
the workstream are also in progress. This will improve access to services and equity
of service provision in supporting children and young people reach their full potential
following cancer treatment.
A particular national risk has been identified relating to the dietetic resource that is
available for this patient group across Scotland. This has been added to the MSN risk
register and is being address by initially scoping the current picture. This will inform
recommendations for a national dietetic workforce plan going forward.

Pharmacy
2017/18 was a busy year for the Pharmacy work stream with varying workforce
pressures for all pharmacy staff in all centres having a significant impact. However,
good progress continues to be made, demonstrating the commitment and motivation
of the group lead by Neil Richardson. Neil is the lead pharmacist at the Royal Hospital
for Sick Children in Edinburgh and the lead for the MSN Pharmacy group.
The SACT CEL audit review report was concluded earlier this year. Health
Improvement Scotland (HIS) has recommended that the audit framework is delivered
in two parts going forward – site specific and NHS Board level audits. The MSN will
take responsibility for the co-ordination of paediatric audits across our centres; we
will review action plans with SACT leads and local responsible managers and will
engage with Boards to address outstanding actions. The MSN will collate responses
and report on these.
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A national Chemotherapy Electronic Prescribing and Administration System (CEPAS)
for paediatrics has been on the MSN agenda for a few years, and we are pleased that
a newly formed project board is making good progress with the initial scoping of the
systems currently in existence across Scotland. A positive relationship has been
established with a business analyst from National Services Scotland (NSS), and a
CEPAS pharmacist to fulfil the requirements of the project will be appointed
imminently. We know that there is wide spread support for this project, but further
to this, early and ongoing engagement with multidisciplinary stakeholders will be
essential. We are grateful to colleagues in the adult cancer networks who have
already gone through regional implementation and have shared their experiences
with us.
The MSN Pharmacy lead also sits on the Scottish Oncology Practice Pharmacy Group
where it was agreed that a national template for SACT protocols was the way
forward. A first draft has been completed and this will be taken forward with a
national approach through the MSN, which is felt to be more efficient than
progressing through individual Boards. The Pharmacy group is driving this forward at
the moment but it does need to be extended to the wider networks.

Nursing
Ali Hall from the Royal Hospital for Children in Glasgow took on the leadership of the
nurses group in summer 2017, succeeding Angela Russell. The group has been
proactive and engaged in delivering on the actions within the MSN action plan.
As mentioned earlier, the largest project this year has been a joint educational video
produced in partnership with the AHP & Psychology Groups – A Community
Professionals Education Video. The purpose of the film is to signpost information for
general and professional specific areas, to raise awareness of the MSN, raise
awareness of the support available in the main centres, and to improve
communication between local professionals and Principle Treatment Centres. The
film is currently in the final stage of editing and will be ready to premier soon. A
further video project that will provide information to patients and families attending
for radiotherapy is currently being discussed within the group. This will involve
collaboration with the Play Specialists and may support a wider piece of work where
preparation through play may result in a reduction in the number of general
anaesthetics required for children attending for procedures.
A project that is complete and is available for use across Scotland is the Education
Pathway for newly qualified nurses or nurses new to Paediatric Haematology
Oncology Nursing. This tool will ensure a clear and standardised training and
education pathway that addresses the learning and development needs of nurses
within their new posts. This will hopefully also improve recruitment and retention of
staff in this area as they feel better equipped for their roles, and the opportunity to
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consolidate their skills with a view to career progression. This piece of work was led
by Angela Russell.
An Education resource package developed in partnership with Clic Sargent has also
been completed and is now available within the professional’s area of the MSN
website. Each of the centres has also developed family information files that are
specific to their unit, but contain consistent core information. Another resource that
has been developed by the nurses group is a Sexual Health Leaflet – one for under
16’s and one for over 16’s. This is ready to be ratified by the Operational Delivery
Group.
We hope that the nurses group will expand this year as the TYA Clinical Nurse
Specialists across the centres have become established in their roles and will be
encouraged to join the group. This engagement has already begun and is going well,
resulting in cross fertilisation of work across the whole age span of the MSN.
A training session on the CCLG Telephone Triage Toolkit was delivered to the nurses
group by Ashley Wyse, Clinical Skills Facilitator. This toolkit will be adopted in all
centres across Scotland to improve the governance around triage calls to centres,
with the overarching aim to improve patient safety.

Psychology
The lead of the Psychology workstream was taken up toward the end of 2017 by
Isabel Anderson, Clinical Psychologist at the Royal Hospital for Children, Glasgow.
Isabel succeeded Jenny Tomes from the Royal Hospital for Sick Children, Edinburgh,
in this role.
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The psychosocial needs of young people and their families affected by cancer are
complex and varied. These are a heterogeneous group of patients with different
strengths who are affected by a range of cancers at different stages in their lives.
Similarly the psychosocial needs of this patient group are met by a variety of different
professions, including but not limited to, social work, psychology, chaplaincy, youth
co-ordinators, play staff, creative therapists and aftercare nursing.
Patients also receive support services in different settings and configurations across
main treatment centres, local hospitals, community and voluntary services. Services
are shaped differently in terms of referral criteria, interventions offered, age ranges
covered, length of support following treatment as services across Scotland have
grown organically over time.
The Goal
1. Define what good practice is in the psychosocial care of children, young people
and their families with cancer. This would inform service development across
the country.
2. Map and describe how services are shaped across the country and audit these
against a best practice standard in order to:
 Identify areas of good practice
 Share developments that work well
 Identify areas where further investment and support is required
Ultimately we hope to move towards more nationally equitable services and the
sharing of good practice within the psychosocial workforce.
This project maps onto previous pieces of work within the psychology work stream.
 2015 – Report to the MSN of Clinical Psychology Services to Children and
Young People with Cancer and their families in Scotland
 2016 – Development of a gold standard care pathway for psychology services
The Method
Phase One: Defining Good Practice
Step 1: Developing of good practice and standards for psychosocial care in Children
and Young People with Cancer
A number of key national and international policy guidelines were reviewed and
collated by one member of the group. These were then reviewed by 2 other
members of the group from different multidisciplinary backgrounds to develop a core
set of draft standards.
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Some areas, such as clinical neuropsychology, were felt to be too specialist for the
core group to develop and so expert consensus from specialist practitioners in that
area was sought at an early stage.
Step 2: Seeking Input from the National Multidisciplinary Workforce and Reaching
Consensus
The next step for 2018/19 is to further develop and gain consensus from our
colleagues across Scotland. To this extent we wish to share and develop the
standards further by targeting and eliciting the contribution from various different
stakeholders in a targeted manner
Step 3: Disseminating the Standards
We will then look at how best to publicise these standards in order that teams could
use them to guide service developments. We would also want to publicise the
standards to non-psychosocial professionals both within cancer services and out with
cancer services such as GPs to increase their awareness of the needs of this
population.

Aftercare
In 2015, two national Clinical Nurse Specialist (CNS) posts for Aftercare were
appointed after a focus group was convened to look at the needs of this patient
group and to consider the workforce required to support them. Jane Belmore was
appointed for the West of Scotland and Bernadine Wilkie for the East. Some key
considerations were identified as a result of the focus groups.
The aim is that every patient and family completing treatment in Scotland will have a
consultation with an aftercare clinical nurse specialist. Families are often uncertain
who they should contact if they have a concern after treatment is completed. It is
reassuring for them to be introduced to and be given the contact details for a Clinical
Nurse Specialist who can provide support if it is needed, however this is currently
only happening for patients in Edinburgh and Glasgow. Having this initial contact
with the patient and family, with an aftercare focus, also provides an opportunity to
inform and educate them on the most common late effects associated with their
particular disease, and what support or intervention is available in managing them.
As well as highlighting aftercare issues to colleagues through presentations and
resources at national events, the Aftercare Clinical Nurse Specialists have introduced
education sessions for parents of children who are at the end of treatment. These are
delivered with input from different members of the multidisciplinary team.

15

As the roles have embedded into services, the Clinical Nurse Specialists have begun
to receive an increasing number of referrals. Patients may be identified directly by
the clinical nurse specialist through the various clinics that they attend, and
colleagues are becoming increasingly aware of their expertise in relation to
aftercare. An important phase of work that is currently underway is looking at how
to improve transition for young people moving from paediatric services into adult
services. The CNS is able to signpost into other agencies in specific circumstances to
meet the psychological or psychosocial needs of survivors. The CNS is also able to
follow up those who persistently DNA appointments to emphasise the importance of
follow up.

Challenges for children and young people with regard to their education needs often
become more pronounced the further beyond treatment they become. An important
part of the aftercare Clinical Nurse Specialist role is to work with colleagues in
educational establishments to help them understand the impact of late effects after
cancer treatment, and in some cases this will involve actually visiting the school
directly. There is also a need for the child or young person themselves to gain an
understanding of the impact of late effects, and this is another important part of the
aftercare clinical nurse specialist role. The Youth Advisory Forum has been working
hard to establish a model of peer support that will enable young people with cancer
to support their peers in a safe and supportive way. There is more about this further
on in the report.
Aftercare - End of Treatment Summaries
National End of Treatment Summary templates were ratified through the MSN
Operational Delivery Group last year. These were developed in consultation with, and
engagement from, colleagues in all of the centres; however uptake and completion
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of these has been slow. The Aftercare Clinical Nurse Specialists are taking an active
role in completing them currently, but this is not a sustainable long term solution and
buy-in from the wider multidisciplinary team is required for the real benefit of these
to be realised.
Aftercare – The National Perspective
It has been challenging to make progress with this work from a strategic perspective
with the limited resource that is available. In addressing the aftercare needs of
children and young people after treatment for cancer, there are an abundance of
clinical and social needs where pathways, referral guidelines and resources need to
be identified. We recognise that we have a role in informing a model of aftercare that
can be delivered nationally, that is not person dependent, and continues to keep the
child or young person at the centre. A significant amount of the work we currently do
is ‘operational’ and far removed from achieving a strategic model for aftercare in
Scotland, however we feel it is necessary to truly understand the challenges faced by
patients and their families to allow us to fully inform the national requirements.
The national aftercare Clinical Nurse Specialists initiated a piece of work aimed at
strengthening the pathways for Bone Marrow Transplant (BMT) patients nationally
and have developed an action plan following an initial meeting of all stakeholders.
Simply by improving communication and by sharing of processes between the
treating BMT centre and the shared care centres, we have an opportunity to improve
the care of the patient and enhance their experience. There is a BMT national
education event planned for later in the year which will be aimed at all health
professionals and will cover all aspects of BMT care.
The Clinical Nurse Specialists routinely engage with the other MSN workstreams to
ensure that aftercare is represented. We are also involved in the re-establishment of
the Patient, Parent Forum and the implementation of the My Story Now App.

Palliative Care
The Palliative Care Group has been established within the MSN for some years now,
initially lead by Dr Dermot Murphy, Consultant Paediatric Oncologist with NHS
Greater Glasgow and Clyde and now continuing under the leadership of Dr Diana
McIntosh, Consultant Paediatric Oncologist also with NHS Greater Glasgow and
Clyde. Membership of the group reflects the multi-disciplinary nature of palliative
care and includes representatives from oncology subspecialties and the voluntary
sector to best serve the common needs of children and young people who may
require palliative care.
One of the first objectives of the group was to establish a national palliative care
MDT; a discussion forum for sharing difficult management decisions and exploring
innovative supportive care options and importantly a support mechanism for
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clinicians involved with children, young people and their families who face end of life.
It meets weekly. There have been challenges associated with job planning and also
some technical issues which require to be addressed. More recently the MDT has
incorporated a monthly educational session which is beneficial for learning and
sharing of experiences.
The Palliative Care Group has developed a guideline for the use of ‘Just in Case Boxes’
for children. The safe and effective provision of anticipatory care at the end of life in
the community setting may be enabled by the provision of a Just in Case Box in the
child’s home. The aims of the guideline is to assist practitioners who are involved
with setting up Just in Case Boxes, those concerned in the administering of
medication from the boxes and to support safe and accountable practice when
providing symptom management. The guideline has been in development for some
time and the Managed Service Network are pleased to announce that the ratified
document will be implemented within the next few months.
More recently the Palliative Care Group has begun to progress work on the needs of
bereavement care in Scotland; not only what services are available for families, but
also the support available to clinicians.
A further piece of scoping work is being done to look at the provision of palliative
care for teenagers and young adults. This is in the early stages of exploration and is
being progressed in partnership with the Teenagers and Young Adults Group.

Neuro-oncology
A requirement for national leadership for neuro-oncology was identified through the
Operational Delivery Group, following which; this workstream was established in
March 2016. Dr Jairam Sastry, Consultant Paediatric Oncologist from NHS Greater
Glasgow and Clyde was appointed as the Clinical Lead and over the last 2 years he,
with support from the network office, has established the steering group with
membership from relevant specialist services that are involved with providing
children’s cancer care across Scotland.
One of the main objectives of the work stream has been to collect baseline data to
establish the current practice of neuro-imaging for children and young people
presenting with Central nervous System (CNS) tumours across Scotland. As
satisfactory imaging of brain tumours is crucial in achieving the correct diagnosis,
planning biopsies and/or resection, and is mandatory for entry into clinical trials a
national survey was carried out during the past year. The data from the survey has
been analysed; 100% of patients surveyed had pre-operative imaging and 45% of
those patients had scans in their local hospital before being transferred to a Primary
Treatment Centre. In order to assist the centres who scan such patients less
frequently and to reduce repeat imaging, a minimal standard set of MRI sequences
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has been developed for pre-operative and post-operative imaging. The standardised
Paediatric Brain Tumour Imaging Guideline has been drafted with input from
radiologists in Glasgow, Edinburgh, Aberdeen, Dundee and in consultation with the
SIOPE brain tumour imaging group. In February 2018 the guideline was disseminated
to appropriate colleagues in all centres across Scotland where imaging is performed
with a plan to review implementation in early 2019.
Despite the challenges in establishing and sustaining national MDT’s it remains an
aspiration of the neuro-oncology group to develop one for patients who have a CNS
tumour. Currently children and young people are discussed within the national adult
CNS MDT. While this has undoubted benefits, it is recognised that the age specific
characteristics of children and young people are not adequately addressed within this
forum. Therefore, there is an appetite for a national MDT from colleagues across
Scotland, and the advancement of this will follow the outcome of the national MDT
review that is soon to be reported on.
A significant gap in specialist neuro-oncology nursing has been identified through the
group. There are no specialist nursing roles for neuro-oncology in Scotland, unlike the
other devolved nations where these roles are integral to the care pathway of children
and young people with CNS tumours. A large piece of work is currently underway,
looking at what model of care is currently provided in Scotland, who fulfils these roles
and to establish what gaps or inefficiencies exist. This work, alongside Scottish
patient data and current workforce data, will provide the basis of a business case
which will be presented to the MSN in due course.

TYA – Teenagers and Young Adult
Dr Nick Heaney, Consultant Haematologist from NHS Greater Glasgow and Clyde is
the MSN Clinical lead for TYA, succeeding Dr Angela Edgar in October 2017. The TYA
workstream also benefits from the vast knowledge and experience of Liz Watt,
National Lead Nurse for TYA. Liz has a whole time post that is share funded between
the MSN and the Teenage Cancer Trust.
Developing a Teenage and Young Adult (TYA) cancer model of care
Progress is being made to implement a ‘Hub and Spoke’ TYA model of care across the
five adult regional cancer centres and the nominated geographical areas. Existing
pathways are being expanded to ensure that all TYA cancer patients are offered
referral to TYA specialist care, have an identified Key Worker and have their cases
discussed at the national TYA MDT. A TYA Clinical Lead post at 1 PA per week has
been appointed in Aberdeen and Dundee with similar posts in Inverness and
Edinburgh planned for 2018. The post-holders will provide strategic clinical
leadership within each of the adult cancer centres and work with the national TYA
Clinical Lead.
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Multidisciplinary Team Meetings
The national TYA MDT is of key importance in clarifying and improving pathways of
care in Scotland. It is essential that as far as possible all TYAs with cancer are
presented. To this end the national TYA Lead Clinician and national Lead Nurse are
working with the local teams to review pathways and identify potential gaps in
referral. In doing this, we are seeking to ensure that all young people are offered ageappropriate support and access to other key members of the TYA team, such as Clic
Sargent Social workers and TCT Youth Support Coordinators. As the TYA MDT evolves
and is more inclusive, data collection will be enhanced and can be used as a resource
to support future service improvements.
Quality & Service Improvement
The key driver for the direction of the network around TYA cancer services is the
implementation and audit of TYA standards. A set of seven outcome focused,
evidence based TYA cancer specific standards have been developed. The standards
have been agreed by the MSN CYPC TYA Clinical Advisory Group and the MSN CYPC
Executive. The standards are focused on, though not restricted to, discussion of all
patients through the national MDT. Data generated through the network will enable
benchmarking across Scotland. An audit of the TYA standards will be undertaken in
2018 and reported the following year.
Clinical Trials
It is recognised that few TYAs with cancer in Scotland are recruited to clinical trials in
comparison to children with cancer. Numbers recruited are of a similar, low
proportion than in adult cancer care. Published data in this field has shown that
awareness, availability and accessibility are of importance. Through the TYA CAG and
led by the clinical leads the MSN seeking to ensure that regional clinical trial maps are
reviewed nationally with the aim of ensuring that those TYAs presented at the MDT
and eligible for a trial in Scotland have this option considered. We also support local
research groups by providing a platform from which their studies can be advertised.
TYA Clinical Advisory Group (CAG)
The TYA CAG has met throughout the year. Topics discussed reflect those included
within this report. Membership has been reviewed to ensure the group remains
inclusive of committed individuals acting in different roles within TYA teams from
around the country. We also demonstrate a willingness to work with other
workstreams as evidenced by a recent series of meetings with the palliative care
team to establish a picture of the end of life experience for TYA with cancer.
Patient Experience and Involvement
Since its launch in April 2017 the National Youth Advisory Forum (NYAF) has met
regularly and is playing an important role in the work of the MSN CYPC. Over the last
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year, NYAF supported by the national Lead Nurse & MSN CYPC facilitators have been
advancing the priorities for TYA care identified by its members.
 Raising awareness of cancer in Young People; working with Teenage Cancer
Trust (TCT), NYAF successfully raised a motion in the Scottish Parliament to
discuss the TCT Education & Awareness programme becoming mandatory in
secondary schools. Following the debate two members of NYAF spoke at a
Scottish Parliamentary reception and others attended.
 Provision of accessible age appropriate information; NYAF are developing a
series of short information films aimed at supporting TYA with a new cancer
diagnosis. The project aims to increase the media and digital footprint of TYA
cancer in Scotland.
 Increasing access to Peer support; NYAF have developed a “Buddy System”
which will be implemented in October 2018. The system encompasses
governance and safeguarding structure as well as training for young people.
 2018 Year of the Young Person, Scotland; NYAF are organising and will host a
national event in November to celebrate the MSN CYPC NYAF.

Collaborative Partnerships
 Teenage Cancer Trust Nursing and Support service; The national Lead Nurse is
working with TCT and relevant Health Boards to implement the charity’s
Nursing and Support service which will see all young people have access to
specialist TYA nursing wherever they live in Scotland. TCT are investing new
monies which will fund 3.5 WTE TYA CNS posts, in NHS Highland, Grampian,
Tayside and Lothian. To date this has seen new TCT TYA CNS posts appointed in
Grampian and Tayside. The MSN CYPC and TCT have collaborated to
implement the posts as part of the TYA model of care.
 Cancer Aftercare; The Teenage Cancer Trust Way Forward programme aimed
at supporting TYA following treatment will be held for the third time in
Scotland in September 2018. The programme will build on feedback from
previous participants and will lead by the TCT Support Manager and national
Lead Nurse.
 TCT Integrated Assessment Mapping (IAM) – the MSN CYPC are collaborating
with TCT to implement the IAM Portal, website and mobile app which
incorporates a patient specific, age-appropriate holistic self-assessment tool to
be used by TYA to explore and document their holistic needs and obtain
information and support from an integrated framework of resources.
Information Governance permissions are being progressed through NSS Public
Benefit and Privacy Panel.
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Progress, Challenges and Opportunities
Where the MSN CYPC have met with key stakeholders in the cancer centres to share
the vision and discuss standards and encourage engagement, the centres have been
receptive to the proposed model and are committed to delivering on the TYA
standards.
To drive forward the commitments and ambitions of the MSN it is vital to have
multidisciplinary teams in each principal treatment centre that will champion TYA
cancer care provision. A weekly National TYA with cancer MDT to address among
other things the holistic needs of these young people is functioning well, but requires
greater buy in from around the country. We are confident that the clinical leads and
nurse specialist teams in each region will be able to work together to support
patients in this regard.
Positive progress has been made in implementing the TYA model of care particularly
in NHS Tayside, Grampian and West of Scotland.
Future initiatives include; an audit of TYA standards, collaborating with the MSN CYPC
Palliative care work stream and developing a TYA cancer service specification.

Governance, Risk and Quality Assurance
Although previously absorbed into the Operational Delivery Group, it was felt
important to reinstigate a separate Clinical Governance and Quality Group this year.
It is essential that we have a dedicated forum where clinical risk is examined in detail
and suggested changes are identified. The Clinical Governance and Quality Group has
representation from clinical colleagues, principal information analysts from NSS,
patient/ parent representatives and data managers, with transitory members
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welcomed as and when their particular expertise is required. Accountability of the
group is to the MSN Board, with collaborative relationships expected with the
Operational Delivery Group, the MSN Executive and relevant Project Boards.
The four main portfolio’s of work for the Clinical Governance and Quality Group are:
 Audit and trials
 Data management and outcome analysis
 Recording methods
 Clinical trials
The MSN Pharmacy Lead, Neil Richardson, is considering the development a separate
branch of the Clinical Governance and Quality Group to focus specifically on the
governance relating to Safe Administration of Chemotherapy (SACT). As mentioned
above, the MSN has agreed to support the site level SACT audits within the paediatric
centres going forward, working closely with colleagues in the adult regional networks,
SACT leads and managers within health boards and reporting to Health Improvement
Scotland (HIS). This piece of important governance work will also underpin the work
that we are currently progressing for a national paediatric Chemotherapy Electronic
Prescribing and Administration System (CEPAS).
The MSN Risk Register (Appendix 1) is another important tool for measuring,
recording and ensuring action against issues that present a risk to the safe delivery of
a sustainable single service in Scotland for children and young people with cancer.
The risk register is informed by and reviewed at each Operational Delivery Group, as
well as by the MSN Executive and Board to ensure that progress is being made to
resolve and/or mitigate risk. This structure of review ensures that escalation is rapid,
potential solutions come from a wide source and that stakeholders remain informed.

Partnerships and Involving Patients
Collaborative partnerships are very important to us within the Managed Service
Network. Through collaboration we can ensure that we are well informed, can
contribute to greater sustainability, avoid duplication and therefore develop services
that are efficient – all of which is important within the current constraints of
healthcare delivery. An example of helpful collaboration over the past year is the
development of TYA services, where the MSN and Teenage Cancer Trust joined
forces to create a shared vision with both parties making a meaningful contribution in
terms of time and resource. We have benefitted from a similar relationship with Clic
Sargent, who alongside TCT, provide third sector representation and valuable input
into our MSN Board.
Engagement with our patients and their parents or carers is also vital, and we now
have a formal structure whereby these important stakeholders form an integral part
of the constitution of the MSN. For the first time we will welcome young people
representing the Youth Advisory Forum to the MSN Board. They will join our parent
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representatives, each having a responsibility to report back to their respective groups
and also to inform the Board of issues and activity within their respective forums. The
Parent and Family Forum has been recently reinvigorated after a bit of a lull, with lots
of discussion around how best to reach out and encourage new members to engage.
The new chair of this group is John Butcher who has a lot of energy and motivation to
bring to his new role of chair. John, with support from MSN colleagues, is exploring
social media options for communicating with parents and families as an alternative to
asking them to attend face-to-face meetings. This is still in its early days so we expect
to have more to report next year.

National Events
Each year the MSN hosts several national events where the knowledge and expertise
of colleagues is shared to provide valuable learning opportunities for others. Each
event is evaluated with continued improvement in mind. We are keen to ensure that
our events remain relevant, accessible and inclusive and we look to broaden the
availability of learning opportunites each year.
Annual Education Day
The MSN annual Education Event is a whole day event that is held in March, the
venue alternating to a different region in Scotland each year to maximise accessibility
for all. The Education Event is open to all interested parties and this year saw
representation from multidisciplinary colleagues from all centres across Scotland,
from primary care, the third sector, digital partners and parent representatives. The
event this year had the theme of ‘Early Detection’ and we heard several excellent and
thought provoking presentations:
 Accelerating diagnosis and other ways of minimising brain injury in childhood
brain tumours – Dr David Walker, Professor of Paediatric Oncology, University
of Nottingham
 Early diagnosis of brain tumours and childhood cancers; a parents perspective –
Ms Emma Baron
 Diagnostic delay: a personal reflection – Dr Bob Grant, Retired GP, Chair of the
Scottish referral Guidelines Group
 A case study presentation – Dr Nick Heaney, Consultant Haematologist and
MSN Clinical Lead for TYA and Ms Liz Watt, National Lead Nurse for TYA
 Early identification of psychosocial need: Why does it matter? – Dr Isabel
Anderson, Psychologist, MSN Psychology Lead
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The afternoon session was delivered in workshop format with all delegates rotating
around all three workshops discussing the topics below in relation to early detection:
 Teenager’s and Young Adults with cancer
 Psychosocial assessment and intervention
 Primary Care and the interface with Secondary Care
This years event was evaluated very well, and planning has already begun for our
next event in 2019. We look forward to seeing you there.
M & M Day
Our Morbidity and Morbidity Day is also an annual event usually held in the last
quarter of the year, with the philosophy of the event being ‘A near miss is a free
lesson’. Last November in Glasgow we heard a range of case study presentations
from recent cases within our Scottish centres, and also several plenary sessions:
 Safety Checklists – Dr Tom Kelsey, Reader in Health Data Science, University of
St Andrews
 Facilitating Improved Anticipatory Care – Dr Dermot Murphy, Consultant
Paediatric Oncologist, Royal Hospital for Children, NHS Greater Glasgow and
Clyde
 Launch of the ’Just in Case Box’ Guidance – Mr Iain Hewitt, Specialist
Pharmacist, NHS Tayside
 Managing Clinical risk in Paediatric Haematology/ Oncology – Dr Eddie Doyle,
Associate Medical Director and Consultant Paediatric Anaethetist, NHS Lothian
This event was also well evaluated, however there was a suggestion that it could be a
good opportunity for colleagues from the wider multidisciplinary group to present as
morbidity and mortality is broader than a medical issue alone. With this in mind, we
are looking to our workstreams to nominate themselves or a colleague to present at
this years event. It is likely that the day will be split, with the focus of half of the day
being TYA and the other half being paediatrics.
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MSN Development Day
The Development Day is an opportunity for everyone who is involved in the work of
the MSN to come together to celebrate our work over the previous year, and to plan
as a single group the priorities for the coming year. We ask the workstream leads to
present a piece of work that they want to share – either because it is a success story,
or because it has posed particular challenges. We then review our action plan and
agree our priorities for the coming year in line with the Cancer Plan for Children and
Young People. While this event has previously been attended primarily by the core
MSN staff and appointed worksteam leads, we are keen to acknowledge the effort of
all of our colleagues who contribute to the MSN Clinical Advisory Groups or the
project boards, and as such we intend extending the invitation to them for future
years.

Neuro-oncology Study Day
The first annual neuro-oncology study day was held in September 2017, with the
theme of ‘Medulloblastoma Treatment and Beyond’. The day was filled with
attention-grabbing presentations:
 Surgical perspecitve for children and young people diagnosed with cancer –
Emer Campbell, Consultant Paediatric Neurosurgeon, Royal Hospital for
Children, NHS Greater Glasgow and Clyde
 Raiological Updates – Dr Kirsten Forbes, Consultant Neuroradiologist, Royal
Hospital for Children, NHS Greater Glasgow and Clyde
 Pathological Perspective; Pathological considerations including WHO molecular
characterisation – Dr Antonia Torgersen, Consultant Neuropathologist,
Western General Hospital, NHS Lothian
 Oncological Management – Dr Martin English, Consultant Paediatric
oncologist, Birmingham Children’s Hospital
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 Radiotherapy for Medulloblastoma: Why and How? – Dr Fiona Cowie,
Consultant Clinical Oncologist, Beatson West of Scotland Cancer Centre, NHS
Greater Glasgow and Clyde
 Multidisciplinary Case Presentation: Late effects and aftercare – Jane Belmore,
CNS Cancer Aftercare; Gillian Matheson, Specialist Occupational Therapist;
Kate Southwood, Paediatric Physiotherapist; Liam Dorris, Consultant Paediatirc
Neuropsychologist, Royal Hospital for Children, NHS Greater Glasgow and
Clyde
Around 40 delegates attended this first event hosted in Glasgow, and given the
positive evaluation that it received a further event is currently being planned for
September 2018.

Finance
The MSN budgets (Appendix 2) remain healthy with a significant portion of funding
allocated but ‘not yet spent’ against the implementation of a national CEPAS for
paediatrics. We expect to have more detailed costs against this project, with
associated timescales, by September 2018.
The Executive group review the budgets on a monthly basis with associated papers
going to the Board each quarter. We have opted to keep a separate budget sheet for
TYA as the funding for this group comes from the Scottish Government adult cancer
plan. In this way we can demonstrate more specifically the work that this funding has
been directed to and to differentiate this from the MSN core budget.
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Summary
We hope, from reading our annual report, that you get a sense of the value of the
work that is going on across Scotland every day in an effort to deliver the very best
care for our children and young people with cancer. We are extremely proud to be
associated with all of Scotlands cancer centres, and would like to thank our
colleagues for their engagement and support over the past year. We would like to
make particular mention of our colleagues that lead national workstreams for the
MSN, and also those that have demitted in the past year. It is only when we start to
focus on outputs and progress, such as within this report, that we can really
appreciate the amount of effort that goes in to enabling the growth and
advancements that we are seeing. Thank you for your valued contributions.
We greatly respect the relationships that we have with colleagues in Scottish
Government; your accessibility, support and the confidence you have in the MSN is
very much appreciated. Likewise our partners across the NHS Boards; your
engagement with the MSN through the Board ensures equity and transparency
across the regions. We anticipate that you will hold us to account for the high
standards that are expected.
In 2018/19 we will continue to build on the strong relationships that we have with
our third sector partners, working together collaboratively to provide seamless
quality and innovations for our children, young people and their families. We
welcome your interest in the MSN and your scrutiny into the work that we do.
Consultation with young people through our Youth Advisory Forum and with parents
and families through the Parent Family Forum has become an integral part of many
aspects of the MSN. Their input ensures that our focus remains on what is important
to them, and keeps them as active partners in their care. We are extremelly grateful
for the time that members of these groups give to the MSN. We ask a lot of them,
but we hope that they can see the influence that they can have on the future of
cancer services for children and young people by engaging with us in this way.
Importantly, we would like to acknowledge all of the work that goes on behind the
scenes to keep the network systems and processes functioning as they should. Our
team of network and project support officers, data and communications officer and
MDT co-ordinators have extensive roles within the network; all of which enables the
smooth running of our ‘business as usual’. They have shown a willingness to adapt as
the network has evolved, and they show their commitment to our objectives through
the effort that they put in. They don’t hear it often enough, but we appreciate them a
great deal.
We are all looking forward to the year ahead with enthusiam!
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Managed Service Network for Children and
Young People with Cancer in Scotland
Risk Register
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Drafted TD 16 Nov 2017
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For the purpose of this document is to identify, systematically record, and manage risks that have the potential to impact on the objectives of the MSN. Significant risks
will be identified, ranked, monitored and have appropriate controls. Where the risk appetite, probability or impact changes, or where controls are found to be
inadequate, they will be enhanced accordingly.
The risk register will be a standing item on the agenda’s of the Operational Delivery Group and the Executive Group. Clinical risk will also be discussed as a standing
item at the Clinical Governance and Quality Group. A summary of risk management will be provided to the MSN Board each quarter. Risk management will continue to
be embedded into the strategy, culture and operation of the MSN, within a framework that links strategic plans, priorities, risk, internal controls, audit and
performance management.

TABLE A – RISK LIKELIHOOD ASSESSMENT
PROBABILITY

DESCRIPTION

ALMOST CERTAIN

1 in 10 chance

LIKELY TO OCCUR

LIKELY

1 in 100 chance

WILL PROBABLY OCCUR

POSSIBLE

1 in 1000 chance

MAY OCCUR OCCASIONALLY

UNLIKELY

1 in 10,000 chance

DO NOT EXPECT TO HAPPEN

RARE

1 in 100,000 chance

DO NOT BELIEVE WILL EVER HAPPEN
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TABLE B – RISK CONSEQUENCE ASSESSMENT
Category
Level of
Impact
Insignificant

Personal Impact on
Patient/ Client/ Staff/
Visitor/Contractor
Minor incident. First aid
administered.

Minor

Incident requiring medical
treatment. <3 day
absence. Emotional
distress.

Moderate

Hospital admission
>/= 3 day absence
Semi permanent injury/
emotional trauma

Major

Fatality
Permanent disability/
emotional injury

Catastrophic

Multiple fatalities
Multiple permanent
disabilities/ emotional
injuries

Quality/ System Failure

Negligible service deficit
Minor non-compliance
No impact on public health or social care.
Minimal disruption to routine organisation
activity.
No long term consequences.
Single failure to meet internal standards or
follow protocol.
No impact on health or social care.
Impact on organisation rapidly absorbed.
No long term consequence.
Repeated failures to meet internal standards
or follow protocols
Minimal impact on public health and social
care
Impact on organisation absorbed with
significant level of intervention
Minimal long term consequences
Failure to meet national/professional
standards. Significant impact on public health
and social care.
Impact on organisation absorbed with some
formal intervention by other organisations
Significant long term consequences

Gross failure to meet professional/ national
standards
Major impact on public health and social care
Impact on organisation absorbed with
significant formal intervention by other
organisations
Major long term consequences
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Public Confidence and
Reputation

Complaint or
Claim

Financial Loss

Issue of no public/political
concern

Legal challenge
Minor out-of-court
settlement

Less than 5K

Local press interest.
Local public/political
concern.

Civil action – no
Defence
Improvement
Notice

£5k – 10K

Limited damage to
reputation
Extended local pres
interest/ regional press
interest
Regional public/ political
concern
Loss of credibility and
confidence in
organisation.
National press interest.
Independent external
enquiry.
Significant public/political
concern
Full Public enquiry
PAC Hearing
Major public/ political
concern

Class action
Criminal
prosecution
Prohibition Notice

£50k -250K

Criminal
prosecution – no
defence
Executive Officer
dismissed

£250k - £1.0M

Criminal
prosecution – no
defence
Executive Officer
fined or
imprisoned

More than £1.0M

CONSEQUENCE
L
I
K
E
L
I
H
O
O
D

INSIGNIFICANT

MINOR

MODERATE

MAJOR

CATASTROPHIC

ALMOST
CERTAIN

Low

Significant

High

High

High

LIKELY

Low

Significant

Significant

High

High

POSSIBLE

Low

Low

Significant

High

High

UNLIKELY

Very Low

Low

Significant

Significant

Significant

RARE

Very Low

Very Low

Low

Low

Significant
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ID
01

Date
Raised
08/2016

Risk Description

02

12/2016

Poor bereavement
care provision for TYA.

Possible

Moderate

Tracy
Davis

Compilation of
service
availability
complete.
Requirements
and patient
experience
data needed.

03

01/2017

Delay in patient
information being
transferred between
centres.

Possible

Moderate

Tracy
Davis

Pilot a
summary
communicatio
n document.
Options
appraisal for
generic email
accounts
developed.

04

06/2017

Non-sustainability of
Bone Marrow
Transplant service

Possible

Moderate

Prof
Hamish
Wallace

05

08/2017

To explore concern of
decreasing numbers of
graduate paediatric
nurses

Unlikely

Moderate

Tracy
Davis

Non-sustainability of
paediatric
radiotherapy. Impact of
proton therapy
unknown.

Likelihoo
d
Possible

Impact

Rating

Owner

Moderate

Prof
Hamish
Wallace
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Mitigating
Action
Position paper
presented at
NCCSG – well
received.

Contingent
Action
MSN to facilitate
meetings pan
Scotland to
progress towards
sustainable
model.
To ensure
bereavement care
is included in the
vision for national
palliative care
services through
engagement with
CHAS future
planning.
Explore IT based
options. Generic
email accounts as
an interim
measure agreed
at ODG.

Update from Mike
Winter to MSN
Exec 23/11/17
Recruitment
and retention
challenges.
Less
opportunity for
career
progression to
be considered
a factor.

To gather scoping
data from
institutions; taken
through the
nurses group.
Information that
intake numbers
are increasing.

Progress

Status

Position paper
presented to
NCCSG. Support
for
recommendations
as outlined.
Incorporated into
current national
palliative care
service planning.
Directory of
services
completed and
will be reviewed
annually.
Pilot underway
and for review
January ’18 –
poor. Consider
shared email
accounts as an
alternative.

Open

Recruitment to
key posts has
provided required
sustainability.
Scoping
questionnaire’s
developed, to be
directed to nurses
and FEI’s

Closed

Open

Open

Open

06

11/2017

Clinical risk and
unsafe pressure on
service delivery due to
insufficient medical
and nursing resource
in NHS D&G.

Likely

Major

Prof
Hamish
Wallace

Have
requested
workforce
report
submitted to
NHS D&G
Board. To
produce paper
for MSN
Board.

To formalise
mentoring
strategy across
Boards. Identified
link nurse from
NHS GG&C,
visiting D&G
weekly.

07

11/2017

Do not have fully
functioning Enhanced
Cancer Registry and
therefore cannot
assure Boards of
quality outcomes.

Unlikely

Moderate

Prof
Hamish
Wallace

Key
stakeholder
meeting has
taken place.
Options
explored
through
current
systems.

08

02/2018

National dietetic
workforce is under
pressure. Current level
of resource is
insufficient to sustain
service delivery.

Likely

Moderate

Tracy
Davis

09

06/2018

Risk to sustainability of
NYAF due to the
launch of the TCT
Youth Forum, with
each looking to recruit
from the same cohort

Almost
Certain

Moderate

AHP lead and
NNM to collate
current
national
picture and
impact
assessment.
Continue to
progress work
as planned
through the
YAF and
support

MSN Clinical
Governance
group to define
reports required.
SLA to be refined
to avoid need for
data sharing
agreement with
each request for
data.
Current need
assessed and
prioritised on a
patient by patient
basis.

Tracy
Davis
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Discuss with
appropriate
contacts within
TCT to explore
option of shared
working/ joint

Visit to Board on
th
5 April. Local
solutions to
address some
concerns are
being lead by the
SMT and are in
progress. Follow
up visit in 6
months. D&G
senior nurse
manager
engagement with
ODG.
Recruitment to
additional
consultant
underway.
Reassured that
appropriate data
can be obtained
from the Scottish
Cancer Registry.
ECR to become a
KPI system
recording only
demographic and
KPI data.
To be taken to the
national dietetic
leads group
(Anne MacLean)
for national
scoping and
impact.

Open

Open

Open

Open

of patients

10

07/2018

Potential for breach of
confidentiality.
National MDT coordinators carrying
patient identifiable
information due to
ineligibility for remote
access to various HB’s
clinical systems

members to
remain
engaged.

Possible

High

Tracy
Davis

36

Patient
information is
carried on
password
protected NHS
issued laptops.
Paper
proformas are
also carried
between
Boards.

action plan to
support
sustainability of
both without
overstretching our
YP.
TD to meet with
IG colleagues in
host Board to gain
clarity re: possible
solution options

Open

MSN for Children & Young People with Cancer
Finance Summary for Children

MSN Children & Young People with Cancer

2018/19

Recurring

Plan

Plan

£

£

376,437

376,437

65,000

65,000

52,683

52,683

Funding available
SGHD Funding (excluding NHS Lothian share)
SGHD - Chair & Clinical Director
SGHD - Topsliced MSN funding from Boards
Slippage from previous years

1,006,000
1,500,120

494,120

87,000

91,500

NHS Lothian SLA

65,000

59,000

NHS Greater Glasgow & Clyde SLA

65,000

59,000

MOU

36,000

12,000

Expenditure
Staff
Management
Clinical Leadership:

Other Clinical

102,800

75,000

Project Team

157,400

173,500

2,000

2,000

17,000

17,000

5,000

5,000

Infrastructure
Website
Cancer Registry
Misc
Non - Recurring Projects Estimated Expenditure
ePassport; national aftercare approach

230,000

IT development

50,000

CePAS Licences/development

72,000

CePAS Capital Costs

561,000

Workstream projects

32,000

Education and patient involvement

17,500

Slippage carried forward to following year
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1,499,700

494,000

-420

-120

MSN for Children & Young People with Cancer
Finance Summary for Children

MSN Children & Young People with
Cancer

2018/19

Recurring

Plan

Plan

£

£

Funding available
SGHD Funding

795,400

SGHD Childrens Funding

12,000

12000

807,400

12,000

Expenditure

Core Staff

168,000

Clincal Lead

12,000

TYA Centres - Staff

12,000

196,000

Other Clinical

31,000

Patient Engagement

5,000

Non-Recurring Projects

112,000

Misc

6,000

Slippage carried forward to following
year

38

530,000

12,000

-277,400

0

