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Organisation

Caroline Salt (CS)

Macmillan Lead Cancer Nurse

Airedale NHS Foundation
Trust

Patricia Dyminski (PD)

DH TYA Lead Nurse

Airedale NHS Foundation
Trust

Michelle Ratcliffe

Lead Cancer Nurse

Bradford Teaching Hospitals
NHS Foundation Trust

Rachel Cloke (RC)

DH TYA Lead Nurse

Doncaster and Bassetlaw NHS
Foundation Trust

Claire Harrison (CH)

TYA Nurse

Leeds Teaching Hospitals NHS
Trust

Dan Stark (DS)

TYA Lead Clinician

Leeds Teaching Hospitals NHS
Trust/Y&H CTYACCN

Rachel Wane (RW)

TYA Research Champion for
Yorkshire and Humber

NIHR

Louise Ollivant (LO)

DH TYA Lead Nurse

Rotherham NHS Foundation
Trust

Dan Yeomanson (DY)

Consultant Paediatric
Oncologist

Sheffield Children’s
Foundation NHS Trust

Helen Trower (HT)

TYA Research Nurse

Sheffield Teaching Hospitals
NHS Trust

Tricia Wyer (TW)

MDT Co-ordinator

Sheffield Teaching Hospitals
NHS Trust

Hannah Richardson (HR)

TYA CNS

Sheffield Teaching Hospitals
NHS Trust

Liz Purnell (LP)

TYA Lead Nurse

Sheffield Teaching Hospitals
NHS Trust/Y&H CTYACCN

Julia Dicks (JD)

Clinical Director

South Yorkshire and
Bassetlaw Cancer Alliance

Georgia Thompson (GT)

Associate Clinical Director

South Yorkshire and
Bassetlaw Cancer Alliance

Chris Capstick (CC)

Health Engagement Manager

Teenage Cancer Trust

Anne Thomson (AT)

Biobank Manager

VIVO Biobank

Lynn Mcnamee (LM)

Diagnostics Delivery Manager

West Yorkshire and
Harrogate Cancer Alliance

Paddy Carley (PCa)

Data Co-ordinator

Y&H CTYACCN

Alex Chilvers (AC)

Network Manager

Y&H CTYACCN

Gill Jackson (GJ)

DH TYA Lead Nurse

York and Scarborough
Teaching Hospitals NHS Trust




Apologies:

Name Role Organisation

Jan Bunch DH TYA Lead Nurse Bradford Teaching Hospitals
NHS Foundation Trust

Sylvia Feyler DH TYA Lead Consultant Calderdale and Huddersfield

NHS Foundation Trust

Ruth Medlock

TYA MDT Lead

Doncaster and Bassetlaw NHS
Foundation Trust

Tasha Dawson

Service Lead

Ella Dawson Foundation

Amanda Harland

DH TYA Lead Nurse

Harrogate NHS Foundation
Trust

James Wilson

DH TYA Lead Clinician

Harrogate NHS Foundation
Trust

Richard Kelly

Consultant Haematologist

Leeds Teaching Hospitals NHS
Trust

Daniel Swinson

Consultant Medical Oncologist

Leeds Teaching Hospitals NHS
Trust

Helen Richards

Network Lead Nurse

Leeds Teaching Hospitals NHS
Trust/Y&H CTYACCN

Paula Galbraith

DH TYA Lead Nurse

Mid Yorkshire Teaching NHS
Trust

Kathryn Thornton

DH TYA Lead Consultant

Mid Yorkshire Teaching NHS
Trust

Hilary Campbell

Research Delivery Manager

NIHR

Robin Young

TYA Lead Clinician

Sheffield Teaching Hospitals
NHS Trust

Caroline Wiltshire TYA CNS Sheffield Teaching Hospitals
NHS Trust

Robyn Hedge TYA CNS Sheffield Teaching Hospitals
NHS Trust

Emma Clarke CEO Weston Park Charity

Actions:

Action Responsible Person Due date

PCa to investigate automated PCa 01/09/25

TYA diagnosis reports in each

centre

MR to email AC regarding MR/AC 01/09/25

network support for dedicated

time in job plan for Bradford TYA

Lead Nurse

RW to share all clinical trials RW 01/09/25

which are available with relevant

centres

LP to ask Cambridge what details | LP 01/09/25

are sent by TYA teams to

clinicians regarding WGS

DHu to send replacement IAMS | DHu 01/09/25

document to all Designated

Hospitals.




Item

Minutes

Action

Welcome and Apologies
DS welcomed the group and encouraged new members to introduce
themselves. Apologies are noted above.

New attendees:

Georgia Thompson - Associate Director, SYB Cancer Alliance
Julia Dicks - Clinical Director, SYB Cancer Alliance

Helen Trower - TYA Research Nurse, Sheffield Teaching Hospitals

Declarations of Interest
No declarations of interest noted.

CCN participation tracker

The tracker will be updated after the meeting, with any issues to be raised
to the chair. DS noted help and support is available for anyone struggling
with attendance.

Notes and actions from the previous meeting
Previous minutes agreed by the group.

Action 1 - HUTH nursing issues

AC noted the Teenage Cancer Trust (TCT) chemotherapy nurse and CNS
roles are vacant. AC is awaiting reply from the HUTH management team
but the issue has been added to the network risk register with Cancer
Alliance and NHSE oversight. DS noted this is an issue across the country
in TYA care as a number of charity-funded posts have altered funding
streams. This is coupled with multiple staffing pressures across the
Yorkshire and Humber region.

Action 2 - Whole Genome Sequencing (WGS) issues

WGS issues were raised by LP at the network board and TYA meeting as
the resource is not available across the region, with cuts to LTHT and STH
specific nursing roles. AC has added to the network risk register and is
awaiting a response from Specialised Commissioning.

JD noted WGS is not something used much in breast services, but lung and
haematology utilise more often. DS stated this is an area where wide
collaboration and education is required. WGS is sometimes available at
diagnosis and recurrence for young onset cancer. When WGS services
were reduced in adults it was maintained (with some exception) for all
CTYA up to 25.

DS highlighted some resources in STH and LTHT to inform colleagues
carrying out biopsies or excisions to save tissue in the correct format and
have a consent process. However, this has mostly gone now, resulting in a
greater communication challenge. DS is actively looking for opportunities




to inform and streamline this work, with some centres in England having
investment and champions of genomics in their area. It is important to
note WGS is for clinical care, not just research and will often change
diagnosis. He opened for discussions around ways to move forward,
meetings and opportunities.

JD noted the 18-25 age group is hard to engage and the spread of services
makes it hard to recognise need. She queried what has worked well
elsewhere in the country. DS stated a concerted effort informing staff
worked well.

LP noted WGS opportunities are often missed at the initial biopsy and the
WGS nurse in post previously struggled with clinician communication. She
hoped to engage management and executive team. DY stated Sheffield
Children’s lead oncology nurse performs WGS consent, discussing and co-
ordinating the consultations. He sees the yield as unremarkable as it
doesn’t gather much additional information. However, it is a small
amount of work once processes are in place and staff become more
confident; the small TYA population makes this achievable. It is worth
noting attendance at GTAB is a time demand for clinicians of 1 hour per
week.

DS noted Sheffield Children’s diagnostics often take place in said hospital,
besides bone sarcoma and ophthalmology patients. DY added not all
patients have prior discussions in MDT and often no suspicion of
malignancy is noted under different consultants. LP stated biopsies are
often taken elsewhere in STH, then discussed at MDT in adult services
with multiple teams seeing patients before TYA. She emphasised the need
to engage clinicians and CNS team:s if this is to work.

DS highlighted Cambridge as an example of good practice. Automating a
link to patients aged under 25 on suspected cancer pathways, information
is passed to TYA services via an alert to the MDT team. This involves an
information pack sent to the managing team that the case will need
referral to the TYA service in due course. It will also include instructions to
obtain tissue for WGS and discuss trials and fertility. LP noted most
patients go to the PTC in East Anglia which makes this process easier. DS
highlighted better relationships and EPR links may exist also.

ACTION - LP to ask Charlie Granville-George at Cambridge what
information is sent to clinicians and request cancer alliances to distribute
if required.

DS wishes to see how to maintain work in an effective manner as most
pathways were set up by previous staff.

IAMS assessment

AC noted Diane Hubber had sent out a different document to Designated
Hospitals and can forward this to any centres who require it. The IAMS
document requires further work and training. ACTION - DHu to send
document to all Designated Hospitals.




Matters arising (not featured on the main agenda)

Benchmarking update

DS highlighted the network team undertook visits to all Designated
Hospitals and PTCs to understand how services across region matched up
to NHSE's service specification, identify challenges and offer support.

AC highlighted areas of good practice:

- No major service issues or matters of significant concern.

- Robust pathways for ages 18+.

- Accurate recording of patient choices and places of care.

- Clear SACT processes.

- Strong working relationship between PTC and Designated Hospitals.

- All centres signed up to the Memorandum of Understanding.

- Patient experience results are being collected, with more information
to come on how this can improve local services.

Common issues:

- Lack of ring-fenced PAs within medical and nursing. AC is contacting
centres to support this and has had success with Harrogate staff.

- Difficulties in providing clear plans for long term follow up and late
effects.

- Transition difficulties for 16—18-year-olds.

- WGS challenges.

- Lack of TYA specific training.

Network support:

- Added transition and shared care policies to the workplan.

- Appointed Clinical Educator.

- Developed risk register for key issues.

- Board meetings now include Cancer Alliance, ICBs and NHSE
representation.

- Developing an annual report to monitor the gaps and non-compliance
from benchmarking.

MR queried if AC may help acquire PAs for the TYA Lead Nurse role in
Bradford. ACTION - MR to email AC to start this process.

Further discussions took place regarding each point of network support.

Challenges with transition between children’s and adult services
AC noted she wants to ensure all trusts have a policy on 16—18-year-olds
seen in A&E.

WGS & tissue banking

AT stated she is happy to assist all with any issues this group has with
biobanking and encouraged stakeholders to visit the website (VIVO
Biobank - Home). She has experienced some difficulties with research
departments approving biobanking, but this should all be sorted now. AT
can make arrangements with Designated Hospitals to carry patient
banking number data from centre-centre. For solid samples she is able to



https://vivobiobank.org/
https://vivobiobank.org/

liaise with pathology departments. Liquid samples are very simple to co-
ordinate.

DS stated CRUK agreed to extend funding and grant biobanking up to age
25. The service specification states centres must offer this to every patient
who is able to and the onus falls on TYA services to make this happen.

Clinical trial uptake
ACTION - RW will contact all partner sites in which TYA patients can take
part in. DS agreed it would be helpful to have information shared.

TYA education & training

AC noted Kelly Smith has been appointed as Network Clinical Educator for
CTYA. She is undertaking a gap analysis and working groups are underway
for a network-wide training and education proposal.

Teenage Cancer Trust (TCT) update

CCintroduced himself as the regional health engagement manager for
TCT. Since the last TYA network meeting TCT have commenced a phase of
engagement lasting until May; meeting most PTCs, some DHs and other
stakeholders. He found this helpful in gauging thoughts and feelings, and
noted it is clear there is no easy answer.

Multiple models were given as options and the final decision will be a mix
of all with an upcoming board meeting used to facilitate this. Centres
wanted answers by August to enable business planning and TCT is
prioritising operational model and funding strategies. He stated costs are
rising and unfortunately funding is not rising at the same rate. CC stated
LP has been of great help with new fundraisers and hopefully similar
initiatives can be rolled out across country focusing on sustainability.

Improving the function of the regional MDT

DS noted the regional TYA cancer MDT discusses all new diagnoses
referred to the PTC. Unfortunately, the meeting often lacks up to date
information known in local services. DS is looking at how to represent
these patients better and increase information flow close to real time.
Improvements will come by working with Designated Hospitals and
liaising with Sheffield PTC. Ideally, managing clinicians would provide
updates or attend meetings. He opened for discussions concerning
pressures and aspiration to do more.

LO emphasised the success of her PowerBI report which informs TYA staff
of new diagnoses and acts as failsafe. DS stated Cambridge are receiving a
notification when a patient is placed on a pathway. LP highlighted
problems in Sheffield PTC, staff are having to scroll through MDT lists to
find patients due to communication difficulties.

JD noted LP has been raising awareness through clinical delivery groups
and suggested investigating automated means of searching. Cancer
services have info available. She is keen to improve access across the




region. ACTION - PCa to investigate automated reports in each centre as
part of a workstream.

Service Update Slides including Clinical Governance
Designated Hospitals

Airedale
CS updated the group.

Local service description

TYA Consultant Haematologist with TYA CNS’ Pat Dyminski and Holly
Gilmore. TYA patients referred to Leeds for MDT discussion. There is a
separate room on the day unit with consultations in a private room.

Service update
Ward side rooms are not always available. Relationships with PTC are very
good.

Multi professional workforce
No TYA training available.

Referral pathways
Utilise phone calls and written referrals to TYA team.

Service specification requirements
No specific TYA paperwork such as HNAs.

Harrogate
Slides provided but no on present to update in the meeting.

Local service description
2 TYA patients in 2025 (skin and Hodgkin’s).

Service update
Benchmarking visit in January 2025 had positive feedback.

Multi professional workforce
New lead clinician - Dr James Wilson.

Referral pathways
No issues.

York
GJ updated the group.

Local service description

York is the designated hospital for TYA and Scarborough patients would
attend York, Leeds or Hull.

Data for 2024: 14 TYA patients diagnosed in 2024

Haematology - 6




Head and Neck - 4
Skin -3
Urology - 1

Service update

Cancer Quality Surveillance assessment: evidence to be uploaded by 30%
June. Summary reports will be submitted by December 2025. The cycle
restarts again in January 2026. Data collection now easier to collate from
Somerset Cancer Dashboard allowing easier access for audit.

Multi professional workforce
Lead Consultant: Dr Muhammed Naveed.
Lead Nurse: Gillian Jackson

Referral pathways

Continue to work with cancer teams re our role — recently there was some
confusion whether the dependant TYA Lead Nurse covered oncology
teams also. SOP and referral pathway currently being updated.

Service specification requirements

Currently York and SGH have 2 consultant vacancies. Issues with clinical
work taking CNS time such as blood and platelet transfusions. This is due
to inadequate offsite day service available for transfusions. This is on the
directorate risk register and is being highlighted as a service that is run by
CNS team but not separately staffed. Business case for a separate service
and staffing is being proposed.

PTCs

Leeds
CH updated the group.

Local service description

One service covering two sites. Ward 33 - 13-18 Ward 24 - 18 - 25
including day case chemotherapy. Rise in numbers from an average of 130
ayear to 175 in the last 12 months. Increase in very rare diagnoses and
standards ones with poorer prognosis due to unusual genetic changes.

Service update

Ward 33 is a 4 bedded bay open for young people. Side rooms are for the
bone marrow transplant unit. Works complete on BMT unit but staffing
remains a restricting factor for reopening.

Ward 94 - recognition that day case treatment numbers are higher than
inpatient numbers in the 18 -25 aged range, so work is being done to
evidence this with a possibility of increasing the day case area and
reducing inpatient bed numbers.

Ongoing work with Hull around supportive care for 16—18-year-olds
End of treatment days now running with good feedback. Patient transport
funding by WYMAS significantly reduced meaning TYA is no longer




eligible. This is a significant risk to young people attending for treatment
and compliance and reduces choice for those who may want to come to
PTC but cannot fund travel.

Multi professional workforce

Psychologist on maternity leave with cover hopefully in September as the
waiting list for psychology support is at 18 weeks. Utilising Ella Dawson
foundation support.

MDT co-ordinator funding has been withdrawn by Teenage Cancer Trust
and the trust is unable to take on the post. Certain aspects of the role
have been taken on by others but there is significant risk to data
collection, transition work and end of treatment project work.

Genomics post funding has ended and the trust is unable to take on
funding meaning a risk to sample, collect and process moving forward.

Funding for Hull chemotherapy nurse withdrawn by Teenage Cancer
Trust. The post was not taken up by the trust and has now ended. CNS
also retired with very short notice with the new CNS due to start in late
June. YSC remains in post. Current risk to shared care and support for
young people in Hull. Alongside the Hull service losing visibility and voice
due to changes and reduction in staff.

2 new members to the CNS team; Jennie Needham who replaced Ella
Wright, and Sam Betty who is on secondment for Kirsten Jackson.

In the planning stages for the regional education day with Sheffield.
Delayed for this year due to funding reductions and not knowing impact
on post holders who would be providing teaching. Proximity to network
education day noted, so the plan is to do this in March or April to give two
education opportunities 6 months apart through the year.

Referral pathways

Current gap in pathway identified for 16-year-olds going home with
chemotherapy that required removal in community. Hull shared care
pathway for 16—18-year-olds still needs work but need CNS in place to
move forward.

Sheffield
LP updated the group.

Local service description

January to December 2024 (90 patients in total 77 new patients, 4 non
cancer patients, 9 relapsed patients).

SCH - 13- 16-year-olds

WPH - 16-25-year-olds - Oncology

RHH - 16—25-year-olds - Haematology

Service update
Funding from TCT for the TYA MDT-Co-ordinator ceased in May 2025 and




STH have picked up this cost. Awaiting review from TCT for the funding of
the remaining 4 staff in post.

Multi professional workforce

TYA Staffing:
*  No WGSCNS.
* TYA Research Nurse in post, funding due to end September 2025.
* No MDT Co-ordinator Jan - May due to leave.

Research:
* TYA screening to research studies is up 67% Financial year 24/25
* Jan—Dec 2024- 16 pts recruited across WPH and RHH to studies

* 3 TYAinclusive studies opened in 2024:
1. INTER-EWING-1
2. AlLltogether
3. Young Survivors of Cancer
Education:

* Regional study day with Leeds- on hold due to current TCT
funding issue, TBC April 2026.

*  Part of the Junior Doctor Induction at WPH.

*  Part of the student nurse programme at Hallam University.

*  Part of the new nurse starter day for Haematology and Oncology.

*  Part of the SCH induction day.

* Continue to offer education to VCNS teams across the region

* Presented at CCLG conference.

* Have been asked to present at the annual Paediatric Palliative
Care conference.

Referral pathways
No Changes
Achievements:
* CCLG: CYPCA Team of the year.
* Published an article on the benefits of psychological support for
TYA teams.
* Set up a national group looking at the gaps in care for 16—-18-year-
olds.

Service specification requirements
No changes

Service improvement project updates

Research accrual

AC noted problems with informatics staffing after funding was secured
from the network and NIHR. Requirements were outlined but staff have
left frequently. She stated the dashboard was meant to be a reliable tool
to measure clinical trials, patient travel burden and other relevant patient
demographics. AC has escalated this issue to the director of operations
(LTHT). DS highlighted the challenge of balancing network and LTHT-
centric work, with this project needing to cover the Yorkshire and Humber
region.




PCa shared a snapshot of trial accrual in the Yorkshire and Humber region.

Y&H Trial Accrual (YoB Data)
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Fig 1. Overview of trial accrual in Yorkshire and Humber

LP asked if patient eligibility and refusal were actively tracked as HT
records this in Sheffield. PCa noted MDT co-ordinators in the PTCs were
recording this data but it wasn’t a complete data set.

RW noted the Edge dataset is cross checked with MDT co-ordinators
records to ensure it is as up-to-date as possible. Unfortunately, screening
data cannot be collected from Edge. LP stated it is important to see what
studies have been offered and declined as the service may be pushing for
something patients don’t want.

DS noted AC’s escalation for the dashboard. He encouraged looking at
what data is available currently and potentially refresh data collection
methods. If the network is settling into systems with estimates of
numbers, additional metrics noted above would be useful.

Whole Genome Sequencing
WGS was discussed earlier in the meeting on page 3 and 4.

Joint care
DS noted there is slow progress due to clinical services staffing pressures
in HUTH but there is a meeting planned for 1t July.

Updates from other meetings




Radiotherapy mutual aid

DY highlighted a meeting monthly with representatives from NHSE,
Sheffield Teaching Hospitals, Sheffield Children’s Hospital, Leeds Teaching
Hospital and Newcastle Hospitals Foundation Trust to find a solution.
There is an NHSE commitment to have a plan by the start of the next
financial year with 5 options put forward. Progress must be rapid as a
consultation period is required.

6 AOB
AC noted the Cancer Clinical Network Education Day is taking place on
October 1. She encouraged feedback and suggestions from the group. °

Dates of next meetings — each 3-5pm (all put in diaries now please);
e Tuesday 2" September 2025

e Wednesday 3" December 2025



