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Meeting: CYP EAG
Date: 19" September 2019
Time: 2.00pm - 4.00pm
Venue: Evolve Business Centre, Houghton Le Spring
AGENDA
1. | INTRODUCTION Lead Enc
1.1 | Welcome and Apologies AF
1.2 | Declaration of Interest AF
1.3 | Minutes of the previous meeting 21.03.19 AF Encl
1.4 | Matters Arising
2. | AGENDA ITEMS - Paediatrics
3. | AGENDA ITEMS - TYA
3.1 | Research KH Enc 2
4. | AGENDA ITEMS - combined
4.1 | Cancer Alliance update AF
4.2 | Specialised Commissioning PC
e Network development
4.3 | Overview Service Specifications
e PTC - Paediatric and TYA TH
e Designated Hospitals
e POSCUs
4.4 | Current & future network model
e Open discussion & examples TH/AI
e Review of Membership
4.5 | Tools for benchmarking TH
4.6 | Next steps All
5. | 5.1 | Any Other Business All

52 Date of next meeting:
"~ | To be confirmed

6. | MEETING CLOSE \ |

Contact: Laura Lund 01138250921





NHS

Northern

Cancer Alliance

Meeting: CYP Expert Advisory Group
Date: 21 March 2019
Time: 2pm —4pm
Venue: Evolve Business Centre, Houghton Le Spring
Present: |
Karen Hamlen, Teenage Cancer Trust Lead Nurse, Newcastle Hospitals KH
NHS FT
Toni Hunt, Regional Services Manager, Teenage Cancer Trust TH
Emma Lethbridge, Consultant, Newcastle Hospitals NHS FT EL
Jill Linton, TYA Designated Nurse, South Tees NHS FT JL
Adrienne Moffett, Network Delivery Manager, Northern Cancer Alliance AM
(Chair)
Steven Shiels, Senior Practitioner, CLIC Sargent SS
In Attendance Claire Collard, Senior Administrator, NCA cc
Apologies Paul Cutler, Specialised Commissioning, NHS England PC
Sandra Barlow, Newcastle upon Tyne Hospitals NHS FT SB
Katherine Dawson, MacMillan Haematology Nurse Specialist, North KD
Tees & Hartlepool
Alison Featherstone, Alliance Manager, NCA AF
Gail Halliday Consultant Paediatric Oncologist, Newcastle Hospitals GH
NHSFT
Diane Plews, Consultant, South Tees DP
Jenny Palmer, Matron, NUTH JP
Nithya Ratnavelu, Gateshead Health NHS NR
Rod Skinner, Consultant, Newcastle RS
MINUTES
1. INTRODUCTION Action Enc
1.1 Welcome and Apologies
AM welcomed everyone to the meeting.
Apologies noted.
1.2 Declaration of Conflict of Interest
No declarations of conflict of interest were declared.
1.3 Minutes of the previous meeting 20.09.18 Enc 1

Were noted as a true and accurate record.
1.4 Matters arising

e Feedback from TYA meeting on 11 October re: Gynae
pathway






Jenny Palmer unable to attend the meeting. AM to e-mail JP for an
update and feedback at the next meeting.

e Feedback on discussion with LH (LWBC) regarding data
collection resource for 19-24 age group

LH has introduced RB to AE. However, offer of assistance was not
deemed appropriate to what was required.

2. AGENDA ITEMS - Paediatrics

No items tabled for discussion.

3. AGENDA ITEMS - combined

3.1

3.2

3.3

Cancer Alliance Update
AM gave an update to group.

Formal notification has been received from the national team that all
Cancer Alliance’s will receive an allocation of funding that will not be
less than the previous year’s funding.

NCA are committed to continuing the band 4 and 5 early diagnosis
posts and LWBC posts already in localities.

The Cancer Alliance has completed an initial draft of their work plan.
A response from the national team will be received on 22 March
20109.

It has been announced Newcastle/Gateshead will be the pilot site
for the national Lung Health Check programme.

Feedback from event ‘Getting system engagement right for
child health and wellbeing — building a structure to enable
integrated change’.

Eve Leonard was unable to attend the meeting.
TH gave a brief update.

An opportunity to work collectively with representation from all who
work with children — police, schools, nurses etc. Agreed that more
work can be done to enable a good start in life. However, currently
no resources to take forward. Next meeting to be held in May 2019.

TH to forward notes to AM

TYA Designated units — South Tees

Jill Linton delivered presentation on South Tees TYA Designated
units.

Please see presentation attached.

AM

TH






3.4

3.5

The presentation covered the following areas:

¢ Identifying patients

e Patient flagging system

e In Patient facilities

e TYA staff

e Youth support co-ordinator

e CLIC Sargent social worker

e TYA Patient data (approx. 17/18 patients per annum)

AM thanks JL for her presentation.

TYA Long Term follow up
The group discussed the long term follow for TYA.

EL referred to draft Service specification, page 11, point 2.4

Group agreed the ethos of LTFU but also raised concerns regarding
lack of resource to carry it out.

The following was also discussed:

¢ Risk levels (who would allocate)
e Issues with carrying out across the region
e MDT'’s not consistent across the region

Group agreed the following would need to be in place to carry it out:

2 nurse specialists

Oncologist

MDT coordinator

Access to psychology & endocrinology

AM to discuss with specialised commissioning and feedback at the
next meeting

AM to highlight with Cancer Managers
Action Log

e Social Work — Outreach — update on use of technology

SS gave an update on the Social Work outreach service. The main
development since the last meeting was the appointment of Eve
Leonard at the outreach service at James Cook.

Still in the early stages of project, the main concern was stretching
of the resources but it's working so far and appears to be

AM

AM






3.6

manageable and will continue. Eve’s main focus is connecting with
people and evaluating patients and individual needs.

Currently using Skype, Whatsapp, and e-mails to get in touch with
people. Also looking at assessments being completed via an App.
Currently piloting a live chat via the website.

Action completed - to be removed from action log.

e Clinical Trail Recruitment Data — update on issues regarding
geography of region

AM unable to get a full response from PW regarding issues of
clinical trial data.

Draft Service Specification

AM presented a short presentation on the draft service specification.
Aims: as follows:
e Network hosted by TYA PCT

AM suggested benchmarking against specification — to find out
where gaps are.

e Memberships of Network Co-ordinating Group

EL commented that we need buy in from the group for the Network
co-ordinating group, required to be quorate and needs to represent
everyone, especially designated hospitals.

The group discussed the responsibilities of Network Co-ordinating
Group and agreed it needs to be outlined in the Terms of reference
and memorandum of understanding. The group discussed the
consequences of not attending and how to get ‘buy’ in from
professionals and the requirement of a representative from
commissioning.

KH referred to page 5, tumour banking opportunities — will also need
resource attached as extremely expensive. EL to speak to
Paediatrics to understand their process and feedback to the group.

TH and KH to sit on research leaders group as TYA reps.

Group agreed to provide a response when the specification is
released for consultation.

EL

ALL






3.7

3.8

AM suggested that the Principle Treatment Centre and Designated
Hospitals benchmark themselves against their specification and
share within their organisations.

Proton Beam Therapy

EL informed the group the Proton Beam Therapy service
specification has been released.

The specification details 60% of adults and young children will be
treated in Manchester or London. EL raised concerns relating to
sustainability of existing services.

Difficult to evaluate the PB specification in the absence of the
Radiotherapy specification.

EL has raised concerns and has feedback.

Whole Genome Sequencing

To be carried forward to the next meeting — to be discussed with
paediatric services.

4. AGENDA ITEMS - TYA

4.1

4.2

TYA Referral and regional feedback to date
KH delivered a presentation on 2018 TYA MDT Audit.

The following points were covered:

Designated hospitals

Patient locations

Patient discussions

Audit comparisons

Psycho-social key worker

New patients by diagnosis (more breast and H&N 2018)
New patients by treating trusts

Treatment by location

Still awaiting the number of TYA patients from the Cancer Managers
to allow comparison with those seen in TYA MDT. AM to follow up.

Also having difficulty in accessing TYA skin patient’s data.
The group raised an issue with Skin Cancer and Breast Cancer
patients repeatedly being treated in non-designated hospitals. AM to

share issue with Paul Cutler from specialised commissioning.

Non- Designated Hospitals
Discussed above.

AM

AM






4.3 Quality Surveillance Measures 2018
Not to be covered in this meeting.

STANDING ITEMS

5.1 Any other business
AM signposted the group to a ‘Children’s Cancer and Technology
Innovation Workshop’ on 2 April 2019. Details of this have been
previously sent to the Children and Young Peoples expert advisory
group.

5.2 Date of next meeting:
Thursday 19 September 2019, 2.00-4.00, Evolve Business Centre

Contact su.young@nhs.net Tel 01138251244




mailto:su.young@nhs.net



