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Weston Park Charity

Jason Pawluk

Managing Director

WY&H Cancer Alliance

Hazel Rodgers

Professional and Clinical Lead -
Nursing & AHP
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Actions:

Action

Responsible Person

Due date

Any centres interested in
developing an automated
diagnoses report to email PCa,
DHu or AC

All

N/A

DHu, DS, TW, LP, PCa to liaise
regarding MDT attendance and
timeliness of data transfer

DHu, DS, TW, LP, PCa

03.12.25

AC to email JB to check in
regarding Bradford Lead
Consultant role

AC

05.10.25

Item

Minutes

Action

1 Welcome and Apologies

New attendees:

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

Kelly Smith - Network Clinical Educator




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.

Automated diagnoses

PCa is working with GJ (York Lead Nurse) and informatics team to
develop a TYA report. The nursing team is supportive but informatics is
struggling with capacity and funding. DHu and JB have enabled the report
in Bradford. This is working well so far with alerts every week for cancer
diagnoses.

PG noted this would be helpful in Mid Yorkshire and is interested in
replicating this. DHu is visiting all centres and will liaise with PG. She
highlighted the lack of MDT staff will require methods such as automated
diagnoses to help raise the TYA profile within trusts.

SM had discussed this with DHu which led to communications with the
lead nurse. Other specialities now know to email the TYA team in CHFT to
alert them of patients. She highlighted a flag system for any cancer
patients in oncology but this is not specific to TYA. DS acknowledged
debates regarding suspected cancer notifications in the future, but noted
this group is looking at diagnoses of cancer currently.

HEADSS assessment

DHu has sent the replacement assessment to all centres working with
LTHT PTC. After a meeting with Bradford nurses, she identified most
centres are using Macmillan HNAs. She suggested approaching Macmillan
to develop a TYA version on their platform and has a meeting with
Macmillan in the coming weeks.

DHu didn’t send to South Yorkshire as LP uses IAMs assessment in
person. She noted patients with relationships locally may prefer to
conduct these assessments in those centres. DS stated the importance of
relating this to wider cancer services HNAs as it should cover wider age-
appropriate needs and what the trust requires.

Any centres
interested in
automated
diagnoses
report to
email PCa,
DHu or AC

Matters arising (not featured on the main agenda)

Teenage Cancer Trust (TCT) update

LP stated there is no update currently. DHu will hopefully have
information in the next couple of months. DS highlighted TCT’s difficulties
in maintaining funding resulting in services adapting steadily.




Improving the function of the regional MDT

DS stated this is a conversation regarding data collection in PTCs and DHs
and receiving materials back. The TYA MDT in LTHT operates 2 meetings
per week.

The first being a biomedical meeting for supportive care with diagnoses
and where treatment plans are considered. Radiology and histology are
involved and it concerns how TYA interacts with the medical plan. Clinical
trials, biological studies (WGS and tumour banking), fertility and points of
interest in management of case are all noted. The latter, a psychosocial
meeting, offers an understanding of who the young person is and how
they can be supported.

LP noted STH have a Tuesday Psychosocial MDT which covers treatment
plans and interest in WGS, research and fertility.

DS noted in some cases (haematological mainly) there may be value in
widening who attends the MDT. LP stated if DHs have capacity they
attend and they ensure in-depth referrals are available to the MDT. RH
stated STH always invite the referrer.

DS asked for DH colleagues views on increasing DH representation at
meetings. DHu stated it is valuable to have clinical information and
holistic needs available but capacity is always an issue.

SF stated if it was a haematological case, she would be happy to attend
but if oncological it wouldn’t be appropriate. She noted combined MDTs
with LTHT are in place in CHFT. DS clarified he doesn’t want to introduce
a change immediately, but wanted to discuss and gauge opinions. PG and
RC would also be happy to attend if the case was a haematological
patient but agreed capacity is an issue.

LP added the STH psychosocial MDT has medical, haematology and core
representation from each service with audits in place to monitor
attendance. Importantly, there is engagement from all aspects. DS
encouraged learning from how STH structure their MDTs.

DS asked whether there were any challenges regarding the pace of
information flow. TW receives TYA referral and sends a link for the
referrer to join the MDT. STH has focused on creating solid links with site
specific teams. TW conducts manual searches for those who might’ve
been missed by referring teams and most patients are discussed at TYA
MDT within the 7 days of diagnosis target. She acknowledged if it is an
uncommon diagnosis the teams may not know how to refer.

DS noted a challenge occurs when a patient is well established and
settled in a pathway and with a clinical team. RH stated this happens in
STH occasionally, with surgeons sometimes difficult to engage in
referrals. Most oncological patients come through Weston Park which
makes it easier pick up TYA referrals and the CNS team are present at
many inductions.

DHu, DS, TW,
LP, PCa to
liaise
regarding
MDT
attendance
and




DHu, DS, TW, LP, PCa to liaise to develop attendance in MDT and
timeliness of cases further and take advantage of learning.

timeliness of
data transfer

Service Update Slides including Clinical Governance
Designated Hospitals

Bradford
JB updated the group.

Local service description
Lead TYA consultant — Vacant
Lead TYA CNS —Jan Buch (new to post)

¢ All TYA patients are referred to TYA MDT at Leeds for discussion and all
trust CNS teams are now aware to inform TYA CNS team in Leeds of any
new patients, regardless of place of treatment.

* Separate rooms are available in the chemo day unit, but they are not
specifically reserved for TYA patients. All appointments are conducted in
a private consultation room.

Service update

¢ Risks — no clinical lead.

¢ Side rooms not always available in department.

¢ Achievements — good working relationship with principal treatment
centre.

¢ Alerts set up. Cancer nurses told to inform JB of diagnoses but small
numbers meant often forgot. Alert will help and inform DHu of cases.

Multi professional workforce
¢ No consultant cover for TYA currently.

Referral pathways

e Risk — no clinical lead.

¢ Implementation across all CNS teams of the ACCEND framework.

¢ Alert set up for all new cancer diagnosis of patients in TYA age group to
be sent to CNS lead. Ensuring all patient will be referred through to TYA.

Service specification requirements
* No TYA specific eHNA, generic Macmillan eHNAs used.
¢ EOT generic, not TYA specific.

JB noted no volunteers for a Lead Clinician which correlates to struggles
for staffing in all areas. DS stated the organisation is mandated and
commissioned to have a TYA consultant in post but appreciates it can
often take time to find replacements. AC will offer support from the
network board and commissioning and contact JB in the next month. In
the past, specialised commissioning has reached out and helped to
resolve issues.

AC to email
JB to check in
regarding
Bradford
staffing




Calderdale
SM updated the group.

Local service description
¢ 12 referral to Leeds within last 12 months.
¢ 2 patients this month (1 acute leukaemia and 1 thyroid).

Service update
¢ Peer review completed 2005 with no concerns.
¢ Plan to ensure trust wide communication.

Multi professional workforce
* TYA Lead Clinician - Dr Feyler (Haematologist).
* TYA Lead Nurse - Sarah Mettrick (ACP in Haematology).

Referral pathways
e Communication well with good links between Leeds.

Mid Yorkshire
PG updated the group.

Local service description
2024/25 patient throughput:
¢ Haematology-6

e Breast-1

Melanoma-3

Urology-2

Sarcoma-3

Gynaecology-1

ENT-1

Service update
¢ SOP currently under review and update.
e Chemotherapy day unit capacity

Multi professional workforce
¢ Clinical lead - Kathryn Thornton- Consultant Haematologist.
e Lead TYA CNS - Paula Galbraith- Lead Haematology CNS.

Referral pathways

¢ All TYA patients currently referred to Leeds TYA MDT for care planning.
¢ Undergoing review of formal shared care agreement for local access to
blood monitoring and line care transfusion requirements for example.

Service specification requirements
*TYA HNA - HEADSS now in use.
*EQT is still to roll out within speciality.

PTCs




Leeds
DHu updated the group.

Local service description

¢ One service covering two sites:

Ward 33 - 13-18.

Ward 24 - 18 - 25 (including day case chemo).

¢ Rise in numbers from an average of 130 a year to 175 in the last 12
months.

¢ Increase in very rare diagnosis and standard ones with poorer prognosis
due to unusual genetic changes.

Service update

¢ Ward 33 open with a 4 bedded bay for young people. Side rooms used
for bone marrow transplants. 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. There is work being done to
evidence this with a possibility of increasing day case area and reducing
inpatient bed numbers.

* Youth support worker who covers 18 -25 is now on secondment to
March. Cover job advert is out.

¢ Ongoing work with Hull around supportive care for 16—18-year-olds.
LTHT had an agreement to extend referral to long term follow up for
cases such as Hodgkin's lymphoma and leukaemia who are treated in the
adult service.

e LTHT conducting work on the figures of young people in DHs aged 18-
25 who would be eligible to build a case and recommendation for referral
on the back of service specification guidance. Funding discussion at
cancer alliance and ICB may be required.

¢ Blood tests closer to home doing work with DHs to see how LTHT can
facilitate this more.

Multi professional workforce

¢ Psychologist on maternity leave with cover in October. Waiting list for
psychology support 18 weeks. LTHT is utilising the Ella Dawson
foundation for support.

¢ Planning for Regional education day with Sheffield. Delayed this year
due to funding reductions and unknown impact on post holders who
would be teaching. Close to network education day - plans to take place
in March or April to give two education opportunities 6 months apart.

Referral pathways

e 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.

¢ Local blood tests pre-treatment. Some challenges completing these due
to GP not doing bloods.




DS hig

hlighted the opportunity to discuss high quality care at these

meetings in a sensitive manner as it is important to share good practice
and support each other.

Service improvement project updates

Research accrual
PCa shared the Q1 trial data:
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He noted some issues regarding matching LTHT Year of Birth and MDT
data. STH MDT data corresponds to the YoB data now and is confirmed
for Q1.

RW has matched common diagnoses and trials open for TYA showing
gaps at local hospitals and in PTCs. For example, there are no trials for
Hodgkin’s Lymphoma in the region. She asked if it is worthwhile sharing
what studies are open in one PTC and not in the other. DHu stated this




would be useful. RW hopes this may start a conversation over what's
offered equitably.

DS stated Yorkshire and Humber needs to be joined up and working
together. Central London hospitals recommend patients to go to nearby
hospitals if the closest doesn’t have a trial open which increases the
likelihood of the trial opening. DS acknowledged many have tried for a
number of years to match trial availability with diagnoses.

RW had collated a list of most TYA specific trials. This is not
comprehensive as it would be too large but shows studies that are most
likely to be available.

JW asked if this could be uploaded to the network website. RW stated
the information wouldn’t be ‘live’ but may help start conversations. JW
noted a caveat may be added to show this.

Whole Genome Sequencing

LP and AC met with the Cambridge team in June who are having great
success with WGS. They have been able to retain their WGS nurse, which
unfortunately neither site has in Yorkshire and Humber. The WGS nurse
spent time visiting hospitals and canvassing clinical teams which helped
with engagement. DHu is still liaising with the lead nurse and genomics
team to reinstate the WGS nurse post and will keep all informed.

AT had a positive meeting with Sheffield TYA to start tissue banking at
Weston Park and Royal Hallamshire. DS noted pathways to get consents
made and tissue sent will follow.

DS clarified the difference in biobanking and WGS.

Biobanking

This is tissue taken as a matter of routine care from blood or other tissue
biopsy. If functioning well, with patient consent, a clinical form is allied
with samples which would otherwise sit in a lab. Samples are sent to York
or Newcastle. When a researcher wishes to study the illness, they can
contact the lab and then the researcher can have the tissue with a
confirmed ethics form. The process is funded from birth to 25 birthday
and pays a small amount of money for a sample and any centre is able to
do it.

WGS

This is clinical and not just for research purposes and concerns cancers
which are difficult to diagnose. WGS uses genetics, genomics and modern
laboratory science to make diagnoses quicker, or when previously unable
to. It can also discover whether a patient has a predisposition to illness.
Once it finds the gene that runs in the family the WGS team often finds
relatives with the cancer. WGS can help diagnose early and start
treatment but requires fresh tissue and can’t be a routine biopsy. This is
open in all DHs.




16-18 pathway

RH is the co-chair of palliative care CCLG group offering support and
guidance. There is a general meeting in 2 weeks and over the next year is
hoping to create guidance for palliative care gaps. LP is the overall chair
and working groups include end of life, research and genomics and
transition.

Joint care

This project involves providing care for TYA in Hull and Leeds. Building
radiology links seemed simple and favourable for both centres. Blood
results will soon be available freely on ICE open net. EPR issues are not
sorted yet unfortunately but there is excellent support from Cancer
Alliances.

The project is progressing slowly and was delayed by clinical pressures in
Hull. Learning is applicable to other hospitals providing joint care. DS was
optimistic about pharmacy with fixes between transcribing systems and
ways to interact before discovering that Hull was changing pharmacy
systems.

5 Updates from other meetings
Radiotherapy mutual aid
DY stated there will be conclusion by the end of this financial year per
NHSE. The series of options will be scored and the highest scoring will be
taken forward as long as its possible. Although it is working clinically for
patients there are some organisational struggles.

6 AOB

No other business noted.

Dates of next meetings — each 3-5pm (all put in diaries now please);

Wednesday 3 December 2025




