Meeting:
Date:
Time:
Venue:
Present:
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Apologies
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CYP Expert Reference Groups

2 March 2017

2pm —4pm

Evolve Business Centre, Houghton Le Spring
Sandra Barlow, Newcastle upon Tyne Hospitals NHS FT
Tony Branson, Medical Director, NESCN

Toni Hunt, Teenage Cancer Trust

Lisa Jordan, NHS England

Gary McCoy, CLIC Sargent

Emma Lethbridge, Newcastle Hospitals NHS FT
Jill Linton, South Tees NHS FT

Adrienne Moffett, Cancer Alliance

Natalie Marshall, Newcastle Hospitals NHS FT
Jenny Palmer, Newcastle Hospitals NHS FT
Gail Halliday Newcastle Hospitals NHSFT

Claire McNeill, Quality Surveillance Co-ordinator, Cancer Alliance

Chris Tasker, Newcastle North and East CCG

A Featherstone, Network Manager, NESCN

Simon Bailey, Newcastle upon Tyne Hospitals NHS FT
Penny Williams, Research Delivery Manager, NIHR
Christine Ang, Consultant Gynae Oncologist, Gateshead
Roy McLachlan, Northern England SCN

Dianne Plews, South Tees Hospitals NHS FT

Michelle Mangan, Cancer Manager, Newcastle

Rod Skinner, Newcastle Hospitals NHS FT

MINUTES

INTRODUCTION

1.1 Welcome and Apologies
TB welcomed everyone to the meeting and introductions were made.
Apologies as listed above,

1.2 Declaration of Conflict of Interest
There were none to declare.

1.3 Minutes of the previous meeting 10.11.16
TB did not attend the previous meetings name to be removed, the
group then agreed the minutes were an accurate record.

1.4 Matters arising

Pathways —Gynae

EL and NM meet with Katie Elliott, Cancer Alliance GP Lead and
an outcome of this meeting was KE intended to raise awareness
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with GPs. EL and NM agreed to contact the referring GP to
confirm one of their patient shad been diagnosed with cancer.
Unfortunately this has not progresses due to capacity.

e Gynae

GH informed they had two patients aged under 19 referred after
treatment. These patients should be referred to the Paediatrics
before treatment in all cases. CM to add to Gynae agenda for the
planned meeting in May and also to add to Cancer Unit Managers
meeting.

Group discussed the options available to address these issues. LJ
informed specialised commissioning could refuse to pay for these
patients who are treated at undesignated hospitals on a regular
basis.

Group also discussed the 10 CDDFT skin patients who were
treated without referral to the PTC.

e TYA Pathway- Place of Treatment
Discussed as above.
e Risk Log and Work Programme

AM discussed the risk log and work programme. NM discussed the
fact the risk log is relevant to the whole of TYA services and not a
single trust.

1. Phlebotomy services — plans in place group agreed to remove from
the risk register.

2. Social Worker - LJ advised activity at Newcastle is paid for via
tariff, as the PTC and only trust that have a service specification
which includes social worker support- this funding provided covers
any patients treated at Newcastle Hospitals.

LJ to clarify if separate MDT funding is also provided to Newcastle for
patients treated elsewhere and will feed back to at the next meeting.
Group agreed risk to be change to inequality of services across the
region.

No3 — to remain.

No4 — Research — AM to invite PW to next meeting.

AM to update risk report.

2. AGENDA ITEMS - Paediatrics

2.1 SB was unable to attend today however the plan is hand over to Gail
Halliday. No issues for discussion.

3. AGENDA ITEMS - combined




3.1

3.2

Cancer Alliance Update

e Bids

TB advised the Northern Cancer Alliance bid had been recommended
to take forward the early diagnosis element in phase 1, this requires
further clarifications and approval at NHSE finance meeting. The
recovery package and stratified pathways was recommended for
phase 2 funding pending more clarifications. Bid covered
improvements for Pathology, Radiology and pathways.

e Alliance Launch

Northern Cancer Alliance Launch conference on the 30" March 2017
at Newcastle Racecourse.

Data Presentation

LW introduced the presentation but stated she was happy to work
with the group to refine the data presented to meet the needs of the
group. Group discussed total number of patients and confirmed these
were in line with treated patients numbers.

Group discussed the preferred reporting age bandings being 0-15,
16-18 and 19-24. LW to review and recirculate report with amended
bandings.

COSD Data

LW to investigate the data as the shared patients appear to be double
counted and would expect to see a higher percentage of shared
patients.

EL advised some patients treated at Newcastle could be discussed in
3 MDTs. Subsequent treatments are also recorded.

Final Stage group at Diagnoses also to be investigated.

LW explained she had used 2014 data - as this is the last full years
cleansed data. COSD data is up to 2016 but not cleansed.

LW to investigate if we can access data to compare patients
discussed at TYA MDT and number of new cases. This would ensure
all patients are being captured and highlight any inequity of service.

National Cancer dashboard has a number of indicators and is
available via this link Cancer Dashboard

Group discussed the data quality and usefulness and how to ensure
the data is used to improve services.

LW



http://www.cancerdata.nhs.uk/dashboard#?tab=Overview

3.3

3.4

3.5

Any suggestions to be sent to linda.wintersgill@nhs.net

Meeting Frequency

In April 2017 the Northern England Cancer Network will become the
Northern Cancer Alliance and the old network structure will no longer
be in place to support the cancer (peer review) quality surveillance
process. However the Northern Cancer Alliance will support the
Children and Young Peoples Co-ordinating Group to meet a minimum
of twice a year. The membership of this group is likely to reflect the
members as per the measure but may not be fully compliant. The
terms of reference for the group will include the provision of clinical
opinion on issues relating to TYA cancers, the development of patient
pathways and clinical guidelines; co-ordination and consistency
across the region for TYA cancer policy, practice guidelines, audit,
research and service development.

Quality surveillance — LJ advised this group would be considered
compliant by specialist commissioning as it was held regularly and
specialised commissioning were members and kept up to date.
Group agreed to review terms of reference for the group.

TB to discuss with RM. TB discussed the frequency of meetings and
suggested having two supported by the alliance and two meetings
organised by trusts

Group express concerns that two meetings a year were not enough to
progress work.

Feedback from Shared Care Unit / Designated Units
South Tees

The only shared care unit in attendance was South Tees. JL advised
most of her concerns were already discussed.

EL recognised the pressure some units are feeling however non-
attendance at regular meetings needs to be addressed.

LJ to take back to specialised commissioning and will feed back at the
next meeting.

TB discussed the structure of the cancer alliance and how issued are
addressed.

Clinical Governance Issues

All

B
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None additional clinical governance issues.

4. AGENDA ITEMS - TYA

4.1

4.2

TYA long term follow up

To be discussed at the next meeting. CM emailed DS to invite to the
next meeting.

TYA Patient Feedback Exercises

To be circulated with the minutes.

Highlighted new patients by treating trust and CCDFT are the third
highest treating trust and are not a designated hospital.

Tumour sites include Skin, Breast and Non Hodgkinson. NM
discussed an example of a Breast patient and how an intervention by
the TYA MDT changed the patients treatment.

Feedback to be provided at the next Skin meeting. CM to ensure this
is added to the Skin agenda and Cancer Unit Managers. LJto
discuss at contract meetings.

5.  STANDING ITEMS

5.1 Any other business
NM advised she is leaving the NHS in April. Group thank her for all
her help.
User Support co-ordinator at South Tees is also leaving.
JP introduced Gail Halliday.
5.2 Date of next meeting:
Thursday 28" September 2017 — 2.00pm — 4.00pm at Evolve Business Centre
Contact Claire.mcneill@nhs.net tel 01138252976
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NHS

Northern England
Strategic Clinical Networks

Meeting: CYPCG
Date: 10 November2016
Time: 3pm —-5pm
Venue: Evolve Business Centre, Houghton Le Spring
Present: Simon Bailey, Newcastle upon Tyne Hospitals NHS FT
Sandra Barlow, Newcastle upon Tyne Hospitals NHS FT
Toni Hunt, Teenage Cancer Trust
Faye Laverick, TYA Lead Nurse, Sunderland
Emma Lethbridge, Newcastle Hospitals NHS FT
Jill Linton, South Tees NHS FT
Roy McLachlan, Northern England SCN
Adrienne Moffett, Cancer Alliance
Natalie Marshall, Newcastle Hospitals NHS FT
Dianne Plews, South Tees Hospitals NHS FT
}Ar\]ttendance Claire McNeill, Quality Surveillance Co-ordinator, NESCN

Christine Ang, Consultant Gynae Oncologist, Gateshead
Robyn Lynch , Gynae CNS

Apologies Chris Tasker, Newcastle North and East CCG

A Featherstone, Network Manager, NESCN
Lisa Jordan, NHS England

Jenny Palmer, Newcastle Hospitals NHS FT
Rod Skinner, Newcastle Hospitals NHS FT

MINUTES

INTRODUCTION

11

1.2

1.3

1.4

Welcome and Apologies
RM welcomed everyone to the meeting and introductions were made
around the table. The above apologies were noted.

Declaration of Interest
There were none to declare.

Minutes of the previous meeting14.4.16
These were taken to be an accurate reflection of the meeting.

Matters arising

e Red Flag advice sheet
Document now loaded onto the website.

e Proton Beam — Christie visit:
EL updated the group on the Christie visit to Newcastle on the 23
September. The Christie team presented an update and provided
timeline for referring to Manchester with a phased implementation
beginning sometime in 2018. There is expected to be a patient hotel
but will not be onsite. Another update is expected next year. EL will
update accordingly. Volumes currently unknown as criteria is being
extended, potentially paediatrics alone could send 30 patients per
year.
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2.

3.

e Sunderland Thyroid Designation Confirmation

RM confirmed this had been taken to the Cancer Steering Group and
endorsed.

AGENDA ITEMS - Paediatrics

2.1

Outreach Supported Care for Patients 16-18 year olds

NM updated on the share care work JL had been undertaking at
South Tees. Governance arrangements drafted between Newcastle
and south tees, but still some issues to be agreed. One issue being
the need for an overseeing consultant and who would be the most
appropriate. Nick Wadd has agreed to take on some oncology
patients and DP would see haematology patients. Still need to clarify
with NW. JL advised NG Tubing might be difficult to provide at South
Tees and requested a referral would need to be sent to South Tees.
NM to send final version to CM to circulated.

AGENDA ITEMS - combined

3.1

Network Update
The Cancer Taskforce Strategy (2015) outlined 6 priorities;

. prevention

. early diagnosis

. patient experience

. living with and beyond cancer

. high quality and modern services

. commissioning provision and accountability

Cancer Alliances are seen as one of the vehicles to implement these
priorities working across meaningful geographies built around patients
flows. The aim of the Cancer Alliance is to improve outcomes and
patient experience by bringing together all local partners to plan and
provide sustainable high quality integrated services.

The Northern Cancer Alliance will be the same geography as the
current cancer network, will use current network staff to provide
some infrastructure and will cover 3 STP footprints — Northumberland,
Tyne & Wear, West, North & East Cumbria and Durham, Darlington,
Tees, Hambleton, Richmondshire and Whitby. The Cancer Network
are currently conducting a series of meetings with Commissioners
and Providers to develop a Memorandum of Understanding and to
consider the structure and governance processes.

The first Board meeting took place in November and the national
team have been advised of the Northern Cancer Alliance geography
and leadership team.

* Chair - Mr Andrew Welch - Medical Director, Newcastle

NM/CM






3.2

3.3

Hospitals
* Alliance Manager — Mrs Alison Featherstone
*Clinical Lead - Dr Tony Branson

The national team are expected to allocate further guidance and
some resources in Oct/Nov.

Pathways- Gynae

JP was leading on this but is unable to attend today. NM advised the
issue is the 16-18 year olds and confusion around the pathway
across the network. These patients should be seen in paediatrics but
Newcastle are not a Gynae specialist centre.

Group discussed if patients needing surgery should be sent to
Gateshead. CA advised patients numbers would are extremely low.

Group agreed that all 16-18 year old patients with a high suspicion of
cancer must be seen by Paediatrics for diagnostic and discussed at
the Paediatrics MDT.

CA to take to Gynae business meeting and outcome will be discussed
at the next Gynae NSSG meeting in January.

All felt there is also a need to be clarity regarding 19 -24 years.

Pathways to be update to reflect;
e 16- 18 must go to Paediatrics
e 19 -24 must be referred to the TYA MDT

AM to update pathways and also take back to Katie Elliott to review
the 2ww referral form in line with the above.

Peer Review/ Quality Surveillance

The network have had no measures for the Quality Surveillance
Process for quite some time and the new MDT measures contain very
few points which need to be network agreed. This coupled with the
reduction in budget and restructure of the Network, means we are no
longer able nor required to support this process at a network level.

However we will continue to support many of the network groups to
meet. If there are any Trust measures that require discussion at the
network meetings it will be the trusts responsibility to ensure they
advise us in advance of the meeting to add this to the agenda

The network steering group discussed the matter of agreed clinical
guidelines (operationalising national guidance) and patient pathways

AM/KE






3.4

3.5

at the last steering group meeting. It was agreed that these should be
regionally agreed and that the process for this should be taken
forward by the new Northern Cancer Alliance.

Work programme to be reviewed

CM to update and circulate for comments.
NM to send CM copy to compare with alliance work programme

Feedback from Shared Care Unit / Designated Units
South Tees

Advised MDT'’s are contacting them for treatment decisions. EL
asked for pathways to be more clarified, as Newcastle also
experiencing this.

The NSSG are responsible for proposing treatment and the TYA MDT
endorsed the treatment decision as a “safety net” procedure.

Letter to be sent to the cancer leads at each trust and to each NSSG.
AM to draft letter and send to EL and NM

Sunderland

Group discussed patient informed choice and one example given of
breast patient whose treatment was totally changed after being

referred to the TYA MDT.

RM suggested reinforcing the message of offering treatment at a
principal centre via email to all groups across the board.

RM also suggested someone presenting to the NSSG groups either in
person or DVD. Group agreed a DVD would be an excellent resource
to have. RM to investigate costs.

NorthTees

DP advised South Tees have offered to take North Tees TYA
patients.

North Tees have declined the offer advising of small number of
patients.

Service is now being provided by locums only, high level discussion
are taking place within the trust. RM to raise with Alison Featherstone.

Skin and Gynae — TYA pathways
AM to review.
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3.6

4.1

4.2

5. STANDING ITEMS

5.1

5.2

AGENDA ITEMS - TYA

Clinical Governance Issues
e Risk Log
The Group discussed the Risk Log and agreed:

AM to update. AM

TYA long term follow up

EL update on band 7 nurse specialist, who is drafting a business case
for long term follow up. No feedback received today but proposal
should be completed by end of December. AM to invite DS back to
the next meeting in January to update. AM

Identifying TYA patients on data systems

NM discussed the problems or retrospectively looking at patients who
have not been discussed at the TYA MDT. Currently working with
Dave Bottoms to build something into the histopathology system. DB
currently reviewing a number of patients who have been missed to try
to identify where these patients could have been picked up. RM
suggested Linda Wintersgill could obtain details for a retrospective
audit. AM to discuss with Linda Wintersgill . TH advised they recently | AM
appointed someone to a similar role. Also considering funding a TYA
co-ordinator role in the future.

Any other business
Data collection — has been difficult but verbal presentation delivery
and will be circulated with minutes. However unsure of completeness
of data.

e Agenda ltem
January agenda — presentation for audit and patient feedback.
Change of time for January meeting.
Meeting to start at 10.00am

Date of next meeting:

Thursday 26" January 2017 — 10.00.00am -12.00am at Evolve Business
Centre

Thursday 28" September 2017 — 2.00pm — 4.00pm at Evolve Business Centre

Contact Claire.mcneill@nhs.net tel 01138252976
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Teenage & Young Adult Cancer
Care Across the North East

* Principal Treatment
Centre:
— NUTH

North of England
Cancer Network

 TYA Designated
Hospitals:
— Gateshead
— Sunderland
— South Tees
— North Tees





TYA Designated Hospital

Lead Clinician

Lead Nurse

MDTs

Gateshead

Miss Christine Ang

Rachel Mugnai

Gynae

Sunderland

Dr Scott Marshall

Faye Laverick

Haem

Lymphoma

Testis (surgery + single cycle
Carboplatin only)

Thyroid

South Tees

Dr Diane Plews

Jill Linton

Haem
Lymphoma
Brain/CNS
Urology
Gynae
Breast
Colorectal
Upper Gl
Head & Neck
Lung

Skin
Thyroid

North Tees

Dr Maria Szubert

Kat Dawson

Haem
Lymphoma
Urology
Colorectal
Upper Gl
Lung
Breast
Thyroid






Operational Period of Audit

« Data represents the output of TYA MDT
meetings held in the PTC (NUTH) during the
operational year 01/01/2016 - 31/12/2016

« TYA defined as “from 16 to their 25" birthday”

* Meetings:
— Every Thursday, 12-2pm, NUTH (alternates between
NCCC and RVI)
— Webex facility available for tele-conferencing





All Patient Discussions

* New-patient discussions: 140
* Follow-up/other discussions: 62

« 44 TYA MDT meetings in 2015 and per meeting,
on average:

— 3.2 new-patient discussions
— 1.4 follow-up discussions





MDT attendance





Audit Comparisons
B 2 0 e

New patients

By Referring Trust:
NUTH

South Tees

North Tees
Gateshead
Cumbria
Sunderland
Durham/Darlington
Northumbria
South Tyneside
Out of area

By age & gender:
16-18

19-24

Male

Female

Rediscussions
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25
67
50%
50%

127

17
88
46%
54%

126

24 (20%)
95 (80%)
48%
53%

76

57
28

11 (91%)
106 (9%)
529
47%

66

20 (15%)
120 (85%)
49%
51%

62
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New Patients (n=140)

By Age Group

120
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Female
51%





New Patients by Diagnosis
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New Patients by Referring Trust
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New Patients by Treating Trust
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Place of treatment






Known pathway deviations

24 year old female died of colorectal cancer, treated at
QEH; unknown to TYA service until her death

21 year old male with Hodgkins Disease declined
treatment at PTC due to distance; received outpatient
chemotherapy at non DH (CIC)

21 year old male with Germ cell tumour received
surgery at non DH (CIC); relapsed within 6 weeks and
care transferred to PTC

24 year old female with Hodgkins Disease declined
treatment at PTC due to distance; received outpatient
chemotherapy at non DH (DMH)





Significant pathway issues

« 22 year old female diagnosed with breast
cancer, declined treatment at PTC and was
planned for surgery at non DH. TYA team
made contact, patient received second opinion
at PTC and transferred care to PTC.

* Genetic screening (not offered at non DH) was
+ve for BRCA gene

« Patient has since undergone double
mastectomy





Conclusions

« Accurate and robust data capture is challenging,

especially in the absence of a regional data capture
system

* Referrals to the TYA MDT have increased by 20% in
2016





Action Points Arising

* Referral routes and patient pathways:

— Review of existing TYA patient pathways
underway

« Data capture issues
— Database now in use





Action Points Arising

« Efficacy of patient capture

— Lead Nurse to work with Network to utilise Pathology
reporting as a potential flagging system

 Trials Recruitment

— TYA Clinical Lead to review new arrangements for
data capture with Research Delivery Manager to
establish effectiveness.
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Patient Feedback NO.1 J I TTJ I g i\ Yoo LB oI g il T

Method: Survey Monkey
Aim:

Objectives:

To measure patient satisfaction in regards to peer support events

Gather basic data to evidence TYA attendance - Record satisfaction levels - Gain personal TYA feedback
Gain a basic knowledge of the barriers (if any) which stop TYA’s from accessing support

Background: The survey consisted of 10 questions that ranged from questions regarding data collection e.g. age, gender, place of treatment
to questions about their personal participation, engagement and feedback. The survey was sent out to 80 TYA's treated across the region all
of whom are 18-25+ and have consented to being contacted by the Teenage Cancer Trust (TCT) Youth Support Coordinator (YSC). The survey
was not sent to TYA’s who had not consented to take part in YSC services. The survey was held over a period of 4 weeks and concentrated
on peer support activities and social events and NOT project based work offered by the TCT YSC. 37 out of 80 TYA’s voluntarily took part in
the survey between the 4 week period even if they do not actively participate in peer support sessions this evidences engagement in the
process.

What has this told us?

80 TYA’s are presently engaged in this service. 37 TYA's voluntarily took part in the survey even if they do not actively participate in peer
support events evidencing engagement in the service offered.

Equal split of female and males accessing the service

Over 1/3 of TYA’s who access the support do not attend the PTC — showing increased information and presence within DH’s and regions
who have limited resources.

All peer support events delivered are rated as either good or excellent by all.

TYA’s are happy with the wide range of activities/events on offer

Feedback is very positive and underlines why peer support is so vital.

There are barriers to participation e.g. Location, Transport, confidence & self-esteem

[What are we going to do about it? ]*‘*‘:“‘

ACTionr

=

Improve equality of peer support event locations and therefore widening the geographical area and including all DH’s and non DH’s e.g.
Cumbrian Social twice a year and greater presence TYA Service within DH’s and continuing to alternate monthly social events between
Newcastle and Teesside.

Explore funding opportunities for TYA transport support — TOMA Fund, TCT Support Fund (This can also be improved with action 1).

TYA confidence & self-esteem is a large barrier to participation - We need to continue to improve through face to face contact for all TYA’s
(not just within the PTC) to allow for ease of access and transition between services, improved outreach to isolated TYA’s within the
community and the creation peer mentoring networks
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Patient Feedback No.2 | Youneg Persons Clinic Consultation

Method: Face to Face Consultation and interviews
Aim: To improve the patient experience (TYA’s undergoing Radiotherapy)
Objectives:

- Record satisfaction levels and gain personal TYA feedback on facilities and information received
- Gain feedback and suggestions on service improvements
- Gain feedback on the VERT (Virtual Environment for Radiotherapy)

Background: 3 separate consultations have taken place within the young person's radiotherapy clinic which runs on the second Friday of every
month over a period of 4 months. The consultation has used face to face and group interviews, informal conversations and a think then ink
board concept as ways for TYA's to feedback about the service they receive, the facilities on offer, information they receive prior to treatment
and the opportunity for the VERT (Virtual Environment for Radiotherapy).

What has this told us? a

*  TYA’s are generally happy with the facilities and service avairale and very happy with the support from staff

*  Flexibility of appointments and services (joined up working) is vital for patient experience

*  TYA’s like to have the support of people their own age and facilities that appeal to them e.g. own space, things to do, information that’s
age appropriate

*  TYA’s would like more support from professionals in clinic i.e. putting a face to the name

*  More information about support opportunities e.g. FYSOT, Ellen MacArthur, Maggie's, community support

* Improved information about treatment and care regimes (nicer to look at and read)

»  Staff and service contact details visually displayed (not just in hand out and leaflet form)

*  Space just for TYA’s — colourful and relevant to their age group
The opportunity for TYAs’ and their families to experience the VERT prior to treatment

[What are we geing to do abcut it << | G

Create closer links with Radiotherapy colleagues to continue to provide flexible appointments and improved service experience. This to
include the creation of the ‘VERT’ for all TYA’s.

* Improved attendance at Young Person’s clinics from professionals to be agreed in Ward MDT

* TYA Display board to be created to display information and age appropriate services and support that TYA’s can access. To include TYA Staff
team contact details

* Young Person’s Clinic to include breakfast, activities and resources for TYA’s to use and access during their time in Clinic. Improving the
space and allowing TYA’s to meet each other.

* Completion of the ‘You’re Welcome’ accreditation in the Radiotherapy Department to evidence a young person friendly environment




http://www.google.co.uk/url?url=http://www.pixelstalk.net/free-bright-hd-wallpaper-download/&rct=j&frm=1&q=&esrc=s&sa=U&ved=0ahUKEwjYqLS9kuzPAhUHCMAKHRLWDtsQwW4INjAQ&usg=AFQjCNGCEwPBQ3hkCCD_nmspBy6BUdTRmA

http://www.google.co.uk/url?url=http://www.freeimages.com/premium/action-word-written-with-crossing-out-the-word-talk-1956702&rct=j&frm=1&q=&esrc=s&sa=U&ved=0ahUKEwjLx4rByarQAhXGD8AKHXEIBxoQwW4ILjAM&usg=AFQjCNE4CJspCwAKwEkRKHWE5zSxX8nLGg




Teenage and Young Adults
Measures

 Patients from 16 to the end of their 18th
year should be treated in the PTC










Teenage and Young Adults
Measures

« All the TYAs of the age range 19 to the end of
their 24th year should be offered the choice
of treatment in the PTC or if they prefer, and if
the relevant service is available, treatment in
one of certain TYA designated hospitals
outside the PTC. Patients in this age range
should be treated in either the PTC or a
designated hospital.





designated





