Northern
Cancer Alliance

Meeting: | HPB & OG Expert Advisory Group
Date: 3 October 2018
Time: 14:00 — 16:00 [HPB]
15:00 — 17:00 [OG]
Venue: Evolve Business Centre
HPB AGENDA

2:00 | 1. | INTRODUCTIONS Lead Enc

1.1 | Welcome and apologies JF

1.2 | Declaration of interest ALL

1.3 | Minutes of the previous meeting (4.04.18) ALL Enc 1

2. | AGENDA ITEMS

2.1 | Follow up since last meeting

e Radiology HPB sub-group JF
e PCUK Data JF
e Variation in HCC Resection Rates JF
e Colorectal metastases — sub-group JF
2.2 | HPB North 2018 and 2019 Meeting JF
2.3 | Hub and Spoke Update (HPB surgery and JF
Hepatology)
2.4 | Pancreatic Cyst Guidelines JF
2.5 | Clinical Guidelines ALL
2.6 | NICE Guidelines JF

a) Pancreatic Cancer
b) Pancreatitis

2.7 | Pancreatic auto-islet Transplantation JF
2.8 | PROTRACT study JF
2.9 | Clinical governance issues ALL

2.7 | Patient & Carer Update

3:00 | 3. | JOINT HPB & OG UPDATES

3.1 | Cancer Alliance Update AF/KE
3.2 | Update on optimal OG Pathway AF/KE
3.3 | Inter-Provider Transfers AF/LW

4 | NEXT MEETING

4.1 | To be confirmed

3:55 BREAK
OG AGENDA
4:00 |1 |INTRODUCTIONS Lead Enc
1.1 | Welcome and apologies JP

1.2 Declaration of interest ALL




NHS

Northern
Cancer Alliance
1.3 | Minutes of the previous meeting ALL Enc 1
AGENDA ITEMS
2.1 | Follow up since last meeting ALL
2.2 | Regional Audit — post OGD OG Cancer rate, JP
plus link to PPI/H2RA therapy
2.3 | Clinical Guidelines ALL
2.4 | Clinical governance issues ALL
2.5 | Patient & Carer update
2.6 | Any other business ALL

5:00

Close of meeting
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Northern

Cancer Alliance

Meeting: HPB & OG Expert Advisory Group

Date: 4 April 2018

Time: 14:00 - 16:00 [HPB]
15:00 - 17:00 [OG]

Venue: Evolve Business Centre

Present: Katie Elliott, Assistant Clinical Lead, Cancer Alliance KE
Alison Featherstone, Alliance Manager, Cancer Alliance AF
Jeremy French, Cons HPB Surgeon, Newcastle (CHAIR HPB) JF
Jo Latimer, Consultant Radiologist, North Tees & Hartlepool JL
Jane Osborne, CNS, Sunderland JO
John Painter, Cons Gastroenterologist, Sunderland (CHAIR OG) JP
Sarah Robinson, Consultant, Northumbria SR
Gemma Stidolph, CNS, Gateshead GS
Helen Wescott, UGI CNS, South Tees HW
Linda Wintersgill, Information Manager, Cancer Alliance LW
Su Young, Business Support Assistant, Cancer Alliance SY

Apologies: Leonie Armstrong, Palliative Care CNS, Northumbria LA
Michelle Burgess, UGI CNS, South Tees MB
Zoe Cameron, Upper Gl Cancer Nurse Specialist, CDDFT ZC
Fareeda Coxon, Newcastle FC
Peter Davis, South Tees PD
Anjan Dhar, Consultant Lead, CODFT AD
Dawn Elliott, HPB Nurse, Northumbria DE
Jessica Green, UGI CNS, CDDFT JG
Carolynne Hardy, CNS, South Tyneside FT CH
Deepak Kejariwal, Consultant Gastroenterologist, CODFT DK
Nickola Kilbride, HPB CNS (Lead), NUTH NK
Nick Hayes, Consultant, Newcastle NH
Jen Patterson, Patient Representative (HPB) JP
Natalie Robson, UGI CNS, North Tees & Hartlepool NR
Gourab Sen, Consultant Hepatobiliary, Newcastle GS
Supriya Upadhye, Gateshead SuU
Jayesh Vasani, North Tees & Hartlepool JV
Yks Viswanath, South Tees YV
Nick Wadd, South Tees NW
John Wayman, North Cumbria JW
David Wilson, Oncologist, South Tees DW

HPB AGENDA
1. INTRODUCTION Lead | Enc.

1.1 | Welcome and Apologies

JF welcomed all to the meeting, apologies as listed above.
Introductions were made.

1.2 | Declaration of Interest

No declarations of interest made.






1.3

Minutes of the previous meeting (4 October 2017)

Enc. 1

The minutes of the previous meeting were agreed as an accurate
record.

AGENDA ITEMS

2.1

Follow up since last meeting

¢ Chair and Vice Chair Vacancies
The group welcomed Jeremy French as the new Chair and John
Painter as Vice Chair for the HPB section. The Alliance website
will be updated to reflect the changes.

e Electronic Referrals Acknowledging Receipt
It was highlighted that Trusts are not receiving receipts to confirm
if referrals have been received. Referrals are made to an NHS
Email address and JF agreed to look into having a receipt
mechanism added. JF noted that there is a variation with
consultants for who responds back to the initial referrer with an
update on the patient.
It was highlighted that if patients referred through with insufficient
testing may be referred back to ensure that these tests have been
completed. Outstanding testing is often picked up with the
radiology MDT. Sunderland noted that they do not make a
referral until all testing and scanning has been completed.

2.2

Trust Representatives (HPB)

e Splitinto liver and pancreas
Trust representatives to be updated within the clinical guidelines
and it was suggested that two representatives for each trust be
listed for advice and feedback

e Radiology Representation named?
A suggestion was made to have a Radiology HPB sub group and
KE recommended that JF contact Lynn George who is leading on
the Radiology work for the Alliance.

JF

2.3

Variation in Pancreatic Cancer Survival (PCUK Data)

PCUK have shared presentation slides in relation to pancreatic
cancer diagnosis and survival rates throughout the UK. A copy of
the slides is attached for information.

JF offered to send a response on behalf of the group to see if the
data could be looked at in more detail.

JF

Enc. 2

24

Variation in HCC Resection Rates
http://tools.england.nhs.uk/images/liveratlas17/atlas.html
The link provides information on survival rates and variation for
liver disease. The data highlights that there is a 7 fold difference
between areas across the UK. This data does not take into
consideration the alcohol related data.

Discussions were held regarding the data and highlighting the
trends between population areas.

JF suggested looking at the 2017 data for HCC to see how many

JF

Enc. 3




http://tools.england.nhs.uk/images/liveratlas17/atlas.html



patients are seen. JF to look into the referrals that Newcastle have
received initially.

2.5

HPB North Meeting

This meeting is scheduled for 12 September 2018 at James Cook
University Hospital.

The agenda is attached for information any queries to be
forwarded to JF. Itis intended that these meetings will be held on
a yearly basis and it was suggested that the next HPB meeting
also be held on the same day either before or after this event
which may increase the attendance.

Enc. 4

2.6

Regional MDM for Treatment of Refractory IgG4 related
disease with Rituximab

There is now a regional MDM being held at the freeman. JF
agreed to circulate the details for this.

JF

2.7

Regional HPB Strategy

e OQutreach Models
JF would like to look at more collaborative working across the
region. This may be bespoke for each Trust but discussions are
already being held.

e Time Line
Work will have to be done to develop timelines as JF would like all
Trusts to be involved by 2019. SR highlighted that numbers of
patients are low and may not be cost effective.

2.8

Clinical Guidelines

e HPB Guidelines
The HPB guidelines should have been reviewed last year. These
will be sent to JF and JP who will send out sections to be updated.

¢ NICE Guidance for Pancreatic Cancer
Pancreatitis guidelines from NICE are out for consultation. This is
CQC recognised but JF felt that the region is meeting the
requirements.
Pancreatic Cancer guidelines are also now available and JF
highlighted that people with borderline advanced would be treated
with chemotherapy but this should only be in context of clinical
trial. Deadline for comments back to JF by end of April.

e Specific Guidelines
The following guidelines will be included within the clinical
guidelines.

— Pancreatic Cysts

— GB Polyps

— Double Duct Sign with normal LFT and no mass

Colorectal metastases — this is one of the lowest pick up rates
across the region. It was suggested to look at the number across
the region and the number of resections that have been done and
cross checks these with the data. JF suggested getting a

JFIIP

ALL






subgroup together to look into this further, member of the
subgroup will include HPB surgeon, Colorectal Surgeon,
Radiologist and to report back at the next meeting.

JF

2.9 Clinical Governance Issues
None

2.10 | Patient and Carer Update
None

2.11 | Any Other Business

SR raised a query regarding Gall bladders being sent for
pathology. SR asked if it would raise concerns if this was stopped
but the group felt that data should be reviewed in relation to how
many cancers are being found and what the outcomes are. It was
agreed to do this over a 10 year period with initial data for 1 year
to be reviewed and for each trust to review the same questions on
their data. JF suggested that data also be sought how long does
it take to examine a gall bladder.

It was felt that this could end up being a cost and time saving
exercise.

James cook is now doing EUS and JL suggested that this be
utilised.

JOINT HPB & OG NETWORK UPDATES

3.1

Cancer Alliance Update

e One Year On Event Feedback
The event was held on 23 March and was well attended.
Presentations, videos and evaluation are currently being processed
and will be available on the alliance website soon.

e Transformation Funding
The majority of the transformation funding is for Early Diagnosis
and Living With and Beyond Cancer however some has been
allocated to pathway redesign. Funding for 18/19 has been
received for the first 6 months; a review of the 62 day will be
undertaken in May/June/July. The results from this review will
depend on whether the Alliance will receive full funding for the latter
part of the year.

e 28 day Diagnosis
28 day diagnosis will be in place from 2020 but shadow monitored
from April 2018.
The Alliance shadow monitors this already so hopefully there will be
no difference in the way the data is collated. JP suggested that this
be renamed as “Faster Diagnosis” to avoid confusion.

3.2

Activity Data
LW gave a presentation on the current activity data for HPB and
OG. A copy of the presentation is attached for information.

A discussion was held regarding the 31 day performance and it was

Enc. 5






requested that median data be broken down and shared with the
group.

A suggestion to look at the data from other alliances and all 104
day indicators should be reviewed internally at each trust and look
at any trends that are appearing.

The group suggested an audit be undertaken to look into the delays
for the 62 day pathway.

3.3

National Best Practice Timed Oesophago-gastric Cancer
Pathway

The cancer vanguards are starting to look at Upper GI similar to the
Lung pathway and have asked for comments back by Monday. AF
highlighted some of the comments that have been received
nationally.

The initial plan for this pathway is to have a definite diagnosis by
day 28. This does not feel right if you are on the receiving end of
this but there is an expectation that triage may occur prior to the
straight to testing. This is variable across all our trusts.

Tissues biopsies are not always necessary to exclude a cancer
diagnosis but tissue biopsy results are usually returned within 2
days.

Local MDT needs to evolve in general like the pathway.

AF to draft a response and share with JP prior to submitting.

AF

3.4

2ww Suspected Cancer Referral Form

KE shared the latest version referral form. Red boxes have been
added to ensure that the Primary care complete the relevant parts
of the form. ALT and AST to be removed as well as diabetes.
The group agreed to sign off the form.

3.5

Terms of Reference
Expert Advisory Group terms of reference have been developed
and the group asked for comments back in a month.

ALL

Enc. 6

3.6

Campaigns
Bowel Cancer Screening Consultation is currently live should
anyone wish to comment on this.

3.7

STP Upper GI Pathway Guidance
Shared for information and is now live, further comments can be
sent to JP.

ALL

Enc. 7

Next Meeting

4.1

Wednesday 3 October 2018, 2.00 — 5.00pm, Evolve Business
Centre

BREAK

OG AGENDA

INTRODUCTIONS

LEAD

11

Welcome and Apologies
JP welcomed all to the meeting, apologies as listed above.
Introductions were made.






1.2

Declaration of interest
No declarations of interest made.

13

Minutes of the previous meeting
The minutes of the previous meeting were agreed as an
accurate record.

Enc 1

AGENDA ITEMS

2.1

Follow up since last meeting
e 2ww Endoscopy Form
This item was already discussed under item 3.4

e OG Audit Day
PD is trying to liaise with Newcastle for a date. As soon as
this is confirmed it will be circulated.

2.2

STP Upper Gl Pathway Guidance
e Significant Isolated OG Issues
This item was discussed under item 3.7

2.3

Open Access Endoscopy Referral Form

Two forms are available, one which Sunderland uses and
another one which is available regionally. Amendments
have been made to the Sunderland form in the hope that
this can be used regionally. The form was reviewed and
further amendments were made. The amended form is
attached for information and comments are to be returned to
JP within two weeks.

2.4

Sunderland Audit on Fast Track Clinical Patient Survey
(following direct to test OGD & CT)

Sunderland have taken an audit on fast track clinic, the
mast majority have been seen in clinic within 2 week
however some slipped to 3 weeks. Overwhelming feedback
was good and patients valued the option to attend.

A presentation of the findings is attached for information.

Enc. 8

2.5

Proposed patient pathways to comply with new 28 day
standard
This was discussed under item 3.1

2.6

BSG Guidance of Standards in Upper Gl Endoscopy
New standard has been released and attached for
information.

2.7

Updates from Each Centre
None

2.8

Clinical Guidelines
This item was discussed under item 2.8






2.9 Clinical Governance Issues
None

2.10 | Patient & Carer Update
None

CLOSE OF MEETING
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Cancer Alliance

Meeting: HPB & OG Expert Advisory Group

Date: 4 October 2017

Time: 14:00 - 16:00 [HPB]
15:00—-17:00 [OG]

Venue: Evolve Business Centre

Present:
Richard Charnley, HPB Surgeon, NUTH (Chair) RC
Michelle Burgess, UGI CNS, South Tees MB
Janine Potts, UGI CNS, NUTH JPo
John Painter, Cons Gastroenterologist, Sunderland (Chair) JP
Nickola Kilbride, HPB CNS (Lead), NUTH NK
Natalie Robson, UGI CNS, North Tees & Hartlepool NR
Jessica Green, UGI CNS, CDDFT JG
Zoe Cameron, Upper Gl Cancer Nurse Specialist, CDDFT ZC
Anna Haste, Research Associate, Newcastle University AH
Katie Elliott, Cancer Research UK Strategic GP, Cancer Alliance KE
Su Young, Business Support Assistant, Cancer Alliance SY
Karen Dunn. Business Support Assistant, Cancer Alliance KD

Apologies:

Alexander Bradshaw, Newcastle

Anjan Dhar, Consultant Lead, CODFT

Susan Hedley, Upper Gl CNS, Sunderland

Yks Viswanath, South Tees

Jonathan Nicoll, Consultant Clinical Oncologist NCUH

David Wilson, Oncologist, South Tees

Nick Hayes, Consultant, Newcastle

Penny Williams, Research Delivery Manager, NUTH

Rory Farrell, Gateshead

Rachel Richardson, HPB/OG Nurse, Gateshead

Dawn Elliott, UGI CNS, Northumbria

Jane Osborne, UGI CNS, Sunderland

Helen Wescott, UGl CNS, South Tees

HPB AGENDA

1. | INTRODUCTION Lead Enc

1.1 | Welcome and Apologies

RC welcomed all to the meeting, apologies as listed above.
Introductions were made.

1.2 | Declaration of Interest

No declarations of interest made.

1.3 | Minutes of the previous meeting (22 March 2017) Encl

The minutes of the previous meeting were agreed as an
accurate record.

2. | AGENDA ITEMS








2.1

Follow up since last meeting

o Newcastle Referral Form Sign off from Leadership

Group

Following a review the Group agreed the referral form was
now much better and positive feedback has been received.
This would be reviewed again in January 2018. It was
acknowledged the form needed to be simple with room for free
text. With regards to complex patients it was agreed, if
required they could be contacted either by phone or letter.

The form has also been endorsed by the Leadership Group.

2.2

Chair & Vice Chair Vacancies

As outgoing Chair of the Group RC nominated Jeremy French
to take over the role, this was seconded by JP and endorsed
by the Group.

With regards to the Vice Chair position, JP expressed an
interest, however the job specification would be shared and
any other expressions of interest to be forwarded to Tony
Branson tony.branson@nhs.net cc’d to Su.young@nhs.net

ALL

Enc 2

2.3

Clinical Guidelines
RC informed the group that NICE Guidance for pancreatic
cancer was to be published in January 2018.

Key recommendations from the guidelines would be discussed
at the next meeting and changes would be made to the
Group’s clinical guidelines accordingly.

KD

24

Clinical governance issues
Group had no issues to report.

2.5

Patient & Carer Update

An Engagement and Co Design Group had now been
established; membership included a number of patient & carer
representatives.

Jo Mackintosh had recently been appointed as Engagement
and Co-Design Programme Manager and would attend future
meetings to update the Group.

2.6

Any Other Business

e Electronic Referrals
NR asked the Group if they received responses acknowledging
receipt of electronic referral forms. NK agreed to follow this up
and ensure this happened in future.

RC indicated there was need to consider the speed referrals
were dealt with; the necessity for Consultants to tighten up
their procedures was noted. Discussion followed on the need

NK





mailto:tony.branson@nhs.net
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for consultant plans to be submitted within 24 hours and
referrals to be made within 48 hours. LK agreed in principle to
this but would need to consider it further, as consultant
agreement would be required, also further admin support
would need to be reviewed to achieve this.

It was agreed there was a need to be mindful if speeding up
the process for referrals to ensure mistakes weren’t made.

e RCAs
Discussion followed on 104 day breaches, the delay in
receiving RCAs from the RVI and Freeman and how this could
have a negative impact on patient harm. JP asked the Group
to give thought to this.

The Group were informed of a recent event where a letter had
been dictated but not signed, resulting in a delay in sending it
out. JP said it was important cover arrangements between
colleagues were agreed to ensure continuity of service.

All

JOINT HPB & OG NETWORK UPDATES

3.1

Upper Gl Patient Experience Survey

e Presentation by Anna Haste
AH gave a presentation on Upper Gl Patient Experience
Survey and said work commissioned by Specialised
Commissioning, NHS England had been underway since April
and would conclude in December 2017.

The Survey looked at the whole region:

Report covers

Patient view pathways and improvements

Pathway delays

2 main objectives:
- patient views and experiences — patient interviews
- Concept and feasibility of co design

It was noted to-date the following had been achieved.
e 2 context relevant evidence syntheses
o 22 referrals - conducted 15 in depth patient
experiences
¢ Conducted a co-design concept and feasibility
workshop with professionals

AH outlined the next steps:

e Finish patient interview by end of October to ensure
results in report.

e Plan to do another workshop with patients early to mid-
November

¢ Plan to complete analysis, then have headline findings
report by December

e Further analysis in 2018.








AH thanked everyone, especially nurse specialists who had
helped with this.

NR informed the Group they were running a patient experience
survey, looking at fast track clinics, when data collection was
completed she would share the information with AH.

NR

3.2 | Cancer Alliance Update

e Transformation Bid
Band 7 Service Improvement Facilitators have now been
appointed, start dates are to be confirmed:

e Claire Downey - Newcastle

¢ Ann Richardson - Tees

e Mary Lunney - Cumbria

e Kelly Craggs - Sunderland

e Michelle Wren — North Cumbria
It was noted there may be an opportunity to access the
services of these people in pathway developments once they
were in post. Contact details would be shared with the Group
in due course.
The Group were encouraged to access the Website for
information.

o Early diagnosis Transformation Update
Radiology and diagnosis — early stages, scoping work
undertaken, quantative and qualitative work is being done by
Northumbria and Cumbria Universities.
Endoscopy work - scoping work on what data was needed and
how to access it was noted. JP and Dr Chris Tasker are
leading this piece of work.

e Delivery Plan on a Page
The alliance delivery plan on a page is now available on the
alliance website via the link below.
http://www.necn.nhs.uk/wp-
content/uploads/2014/04/Cancer-plan-on-a-page-FINAL.pdf

3.3 | EDAG Project Update

KE gave an update on the EDAG Project.
JP said pathway work was currently being amended.

Direct referrals to CT were still causing confusion, with only
some GPs having access the need to look at ways of
streamlining this was noted. EDAG was trying to establish
what barriers there were. The Need to optimise the use of the
forms was acknowledged.
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3.4

Cancer 28 Day Diagnosis Target

JP informed the Group a Directive from the Government was
expected in 2020, which would include new standards which
Providers would be judged against. 95% compliance would be
expected, however, most the Country was expected to fail so
the Region would not be outliers.

Patient would be informed of what was going on within 28
days.

JP outlined a proposal for the 28 day pathway and stated that
following notification from the Government, all Providers were
involved. Limited information was available as to what impact
it would have on cancer pathways.

RC said local hospitals were focusing patients into one small
team, however this varied. It was noted at James Cook there
was a wide range of referrals from Consultants and there may
be the opportunity to do this there.

It was noted Nurse Specialists would have to take control at
the beginning of pathways and the need to look at patients
through pathway not just those with cancer was agreed.
Patients would also need to be kept informed of each stage of
the pathway.

The Group agreed with the concept of the proposal, although
acknowledged it was scarey. National staff shortages and time
to receive test results were noted as pressures. When
agreement from the Group was received this would be
forwarded to the Alliance to send out to Trusts and Leads
together with a PDF version of the Directive from the DOH.

JP

3.5

Performance Data
Performance data not available at meeting for discussion.

3.6

Living with and Beyond Cancer Update
The Alliance has been awarded transformation funding for the
LWBC Project.
Phase 2:
e Recovery package
e treatment summary
¢ well- being events
Access to resources would not be available till 2018.

Pam Lee had now been appointed as the new Clinical Lead for
living with and beyond cancer.

Next Meeting

4.1

TBC
Venue — Evolve Business Centre

BREAK








OG AGENDA

Present

Michelle Burgess, UGI CNS, South Tees

MB

John Painter, Cons Gastroenterologist, Sunderland (Chair)

JP

Natalie Robson, UGI CNS, North Tees & Hartlepool

NR

Jessica Green, UGI CNS, CDDFT

JG

Zoe Cameron, Upper Gl Cancer Nurse Specialist, CDDFT

ZC

Anna Haste, Research Associate, Newcastle University

AH

Katie Elliott, Cancer Research UK Strategic GP, Cancer
Alliance

KE

Su Young, Business Support Assistant, Cancer Alliance

SY

Karen Dunn. Business Support Assistant, Cancer Alliance

KD

Peter Davis, OG Surgeon, JCUH

PD

Apologies

See above.

1

INTRODUCTIONS

LEAD

11

Welcome and Apologies
JP welcomed all to the meeting, apologies as listed above.
Introductions were made.

1.2

Declaration of interest
No declarations of interest made.

1.3

Minutes of the previous meeting
The minutes of the previous meeting were agreed as an
accurate record.

Enc 1

AGENDA ITEMS

2.1

Follow up since last meeting
RCA report feedback
This had been discussed previously, no action to take.

Endoscopy Form

KE presented 2WW form, it was agreed that the fields would
be condensed. Further amendments were made to the form
live within the meeting.

Feedback from Primary Care highlighted the need for more
education especially for completing the forms.

KE stated EMIS data was presented differently to System 1
where the form was longer with additional information on the
back.

KE to forward form to group to consider content. Changes
would be added in and brought back to the Group to share
with colleagues.

KE

2.2

OG Audit Day Feedback

OG Audit Day had been cancelled as key individuals had
been unable to attend on the day. As there was a lot of
interest in having an event and as funding was agreed, the
event was currently on hold.








JP outlined audits for inclusion on Agenda. The Group were
asked to forward any audits for inclusion on the Agenda to
Peter Davies.

The Alliance agreed to circulate the new date once this is
confirmed.

All
All

KD

2.3

Regional Audit — post OGD OG Cancer rate, plus link to
PPI/H2RA therapy

JP informed the group of the above audit and suggested
that this also be presented at the audit day. NR informed
the Group that they had done one 5 years ago and would
check if this had been repeated. NR to share audit with JP.

NR

2.4

Clinical Guidelines
No changes to note.

KE drew attention to the website and asked the Group to
access it to look at the clinical guidelines. The Group were
to consider the content and feedback any amendments at
the next meeting.

All

KD

2.5

Clinical governance issues
No clinical governance issues reported.

2.6

Patient & Carer update
No patient and Carer Update.

Any other Business

Oxford Academic Health Science Networks

The NCA have been approached by the Oxford Academic
Health Sciences Network to see if anyone would be willing
to contribute to the development of a decision support tool
treatment to use with people with OG junction tumours. It
would involve taking part in a 30 min interview and they are
interested in any professionals dealing with this group of
people.

CLOSE OF MEETING











NHS

Northern England
Strategic Clinical Networks

Meeting: HPB & OG EAG
Date: 22 March 2017
Time: 2.00 - 5.00pm
Venue: Evolve Business Centre, Houghton le Spring
Present: Leonie Armstrong, Palliative Care CNS, Northumbria LA
Alan Bainbridge, Patient & Carer Representative AB
Michelle Burgess, UGI CNS, South Tees MB
Peter Davis, Consultant, South Tees (Vice Chair) PD
Dawn Elliott, UGI CNS, Northumbria DE
Mark Irving, OG CNS, North Cumbria Ml
Adrienne Moffett, Alliance Delivery Manager, Cancer Alliance AM
Jane Osborne, UGI CNS, Sunderland JO
John Painter, Cons Gastroenterologist, Sunderland (Chair) JP
Rachel Richardson, HPB/OG Nurse, Gateshead RR
Natalie Robson, UGI CNS, North Tees & Hartlepool NR
Chris Tasker, GP Cancer Clinical Lead, Cancer Alliance CT
John Wayman, UGI Surgeon, North Cumbria JW
Helen Wescott, UGI CNS, South Tees HW
Su Young, Business Support Assistant, Cancer Alliance SY
Apologies: Sadiqg Bawa, Northumbria
Alexander Bradshaw, Newcastle
Zoe Cameron, Upper Gl Cancer Nurse Specialist, CDDFT
Anjan Dhar, Consultant Lead, CDDFT
Katie Elliott, GP Cancer Lead, Cancer Alliance
Susan Hedley, Upper Gl CNS, Sunderland
Michelle Mangan, Cancer Unit Manager, Newcastle
Jane Margetts, Newcastle
Anand Reddy, Gateshead
Yks Viswanath, South Tees
Nick Wadd, South Tees
OG EXPERT ADVISORY GROUP MINUTES
1. | INTRODUCTION Lead Enc
1.1 | Welcome and Apologies
JP welcomed all to the meeting, apologies as listed above.
Introductions were made.
1.2 | Declaration of Interest
No declarations of interest made.
1.3 | Minutes of the previous meeting 23.11.16
The minutes of the previous meeting were agreed as an Enc 1










accurate record.

AGENDA ITEMS

2.1

Follow up since last meeting

e RCA Report Feedback

No feedback on the RCA report has been received. All
providers are under pressure for the 62 day performance and
most are struggling to meet the target for Upper GlI.
Discussions were held whether referrals were being received
in a timely manner. It was felt the breaches were related more
to complex patients and ensuring that the correct diagnosis is
made.

An ideal pathway is required for both OG and HPB; these
should be separate pathways with definitive
treatment/diagnosis but should link together.

e Vice Chair Nominations
Peter Davis has been appointed as Vice Chair for the OG
group.

e Endoscopy Form

AM asked the group if there was an appetite to have a
separate endoscopy form now that this is no longer on the two
week wait referral form. This would be for patients who are
not diagnosed with cancer. The group felt that a separate
referral form for endoscopy form could be beneficial but may

be a waste of time. The group are happy for KE to go ahead | AM/KE
and develop the form for further discussions.
The form would be in line with NICE guidance and there would
be one form regionally.

2.2 | OG Audit Day
Sponsorship is still being sought and it is hoped to hold this in
May/June. JP asked the group for suggestions of Audits to
be presented. HW agreed to look at dates and for a venue at | HW
James Cook Hospital.

2.3 | Clinical Guidelines
New patient pathways are to be developed and these will be
included in clinical guidelines.

2.4 | Clinical Governance Issues
None

2.5 | Patient & Carer Update










The patient and carer groups have been involved in making a
video which will be played as part of the Cancer Alliance
Launch Event.

AB is involved in the Upper GI project providing a patient
perspective to the research project.

2.6

Any Other Business

e Upper Gl Pathway
This is a piece of work that the Cancer Alliance is working on.
They are trying to achieve mapping out what the ideal
pathway will be and then to try and achieve the 62 day
standard and the 2020 plan where a patient is definitely
diagnosed with cancer within four weeks.

e Debates within Trusts

Montgomery case — this has been to the high court and is
causing a lot of debate within Sunderland in relation to
involving patients with shared decision making. Special
training is going to be provided within providers, this will be
around moral legal responsibilities.

JOINT HPB & OG - NETWORK UPDATE

3.1

Network Update

e 2ww Referral Form — Sign Off

DE and KE are to work together following concerns that have
been raised regarding the scoping and triaging of the new two
week wait referral forms.

CT informed the group that further education is required in
relation for the two week referral forms. The Alliance is also
going to be undertaking an audit on the two week wait referral
forms. The Alliance is aware there are some issues within
primary care which the alliance will be looking into and to see
how to make this better.

The group were ask to formally sign off the form and for this
to be minuted. The group agreed signoff.

3.2

Performance Data

No data was available to be presented at today’s meeting.
This will be presented at one meeting per year.

3.3

Cancer Alliance Update

e Transformation Bid

AM gave a presentation on the transformation bid and
informed the group that the Alliance have been recommended
for phase 1 funding for Early Diagnosis pending some further










supporting information and clarifications. The Alliance have
also been recommended to be considered for phase 2
funding for the Recovery Pathway and Stratified Follow-up
element of the bid. Timescales and further information
expected on soon as funding may have some caveats.

There is a lot of work required for the next few weeks and
once funding is confirmed recruitment of posts and
implementation will need to commence quickly.

e Cancer Alliance Launch Event

The Alliance Launch event is scheduled for 30 March 2017 at
Newcastle Racecourse. The Alliance has had to increase the
number of delegates for the event as it is proving to be
popular. Registration places are still available for those who
have not registered for the event yet however the closing date
is tomorrow.

e Delivery Plan
This has been developed by consolidating the cancer locality
group, STP and network plans. This is to reflect what
resources are required for the alliance.

Feedback from the national team has been received and they
have asked for quarterly milestones, Outcome measures and
further governance details to be added.
The plan needs to be submitted to the North Region team
again by 22 March and National Team by 30 March.

e Upper Gl Project Update

This is a research project currently being undertaken with
Northumbria University. Sarah Sowden provided a
presentation on the project at the last meeting. AB has been
co-opted onto the group as a patient representative. Future
focus groups are being held. A deadline for September has
been given for the first draft of their final report.

3.4

Living With & Beyond Cancer Update

AM gave an update which was provided by Anne Richardson
from the Living With and Beyond Cancer Team.

A steering group has been established and will meet monthly
to progress the LWBC agenda.
LWBC project priorities are the Recovery Package which
incorporates the following:

e Holistic Needs Assessment

e Treatment Summary

e Cancer Care Review

e Health and Well Being Events
and Stratified follow-up pathways.










To be effective, the Recovery Package and Stratified follow-
up must link to the needs identified for example, managing
the consequences of treatment or late effects and
rehabilitation services.

Some of our actions for this year include:

e Promoting through engagement, the current models
used, by sharing good practice and learning at the
Clinical Expert Advisory Groups audit events

e Undertaking a baseline assessment of how many
teams are using HNAs and eHNAs across our region

The Recovery Package and Stratified follow up will be
supported by the transformation bid (this element of the plan
will change depending on phase 2 funding).

3.5

QS Measure

There are no network measures in the Quality Surveillance
Process and the new MDT measures contain very few points
which need to be network agreed.

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.

MDT Meeting.

The Alliance has agreed to consider changes to MDT
working.

10 new recommendations have been issued following a
document from CRUK and these may become published
nationally. The first alliance meeting to discuss this was held
on Friday and the group agreed to proceed with this piece of
work prior to national implementation It was noted that this
will impact on pathology members of MDT’s and all were
advised to be involved in Trust discussions .The first step is
every trust to benchmark against the recommendations.

4. | NEXT MEETING

4.1 | Wednesday 4 October 2017
2.00 — 3.00pm (HPB)
3.00 — 4.00pm (Joint HPB OG Network)
4.00 — 5.00pm (OG)
Evolve Business Centre
HPB EXPERT ADVISORY GROUP AGENDA
Present: | Leonie Armstrong, Palliative Care CNS, Northumbria










Michelle Burgess, UGI CNS, South Tees

Richard Charnley, HPB Surgeon, Newcastle (Chair)

Peter Davis, Consultant, South Tees

Nikki Kilbride, HPB CNS, Newcastle

Adrienne Moffett, Alliance Delivery Manager, Cancer Alliance

Jane Osborne, UGI CNS, Sunderland

John Painter, Cons Gastroenterologist, Sunderland

Jen Patterson, Patient & Carer Representative

Janine Potts, HPB CNS, Newcastle

Rachel Richardson, HPB/OG Nurse, Gateshead

Sarah Robinson, Consultant, Northumbria

Natalie Robson, UGI CNS, North Tees & Hartlepool

Chris Tasker, GP Cancer Clinical Lead, Cancer Alliance

Lianna Thomlio, HPB CNS, North Cumbria

John Wayman, UGI Surgeon, North Cumbria

Helen Wescott, UGI CNS, South Tees

Su Young, Business Support Assistant, Cancer Alliance

Leonie Armstrong, Palliative Care CNS, Northumbria

Apologies: | See above

5. | INTRODUCTION
5.1 | Welcome and apologies
RC welcomed everyone to the meeting and introductions
were made.
5.2 | Declaration of Interest
None
5.3 | Minutes of the Previous Meeting 23.11.16
The minutes of the previous meeting were agreed as an Enc 1l
accurate record.
6. | AGENDA ITEMS

6.1

Follow up since last meeting

e Radiology Protocol
The radiology protocol for pancreatic cancer was shared with
the group in advance of the meeting. RC discussed the
paper and asked the group to provide comments.

CT queried whether Primary Care referring for CT scans, are
patients likely to receive the correct scans. RC confirmed that
it is likely that patients will just receive an abdominal scan










rather than a specific cancer CT scan.

JP highlighted the need for education for those radiologists
who are not specialised.

AM asked if the document is to be shared with the radiology
group to ensure this is circulated with all the trusts.

e Newcastle Referral Form

RC informed the group that Newcastle are hoping to move
forward onto an electronic system which is to be agreed by all
the trusts across the region. In the meantime a referral
process has been developed and shared with the group in
advance of the meeting. It is hoped that this process will
reduce the number of calls made to the referring
consultants/CNS to gain additional information that is
required.

A copy of the process is attached for information.

JP highlighted there was no identification of what mandatory
information to be included and what isn’t.

It was noted that the form is not readily available throughout
trusts. A comment was also received regarding adding a
section identifying that a test has been ordered but results are
not available yet.

The group were asked to comment on the form and provide
feedback within 2 weeks. Comments to be sent back to the
cancer alliance.

Once the group agree the amendments to the form this will be
sent to the clinical leadership group for official signoff. This
meeting is scheduled for 4 May 2017.

Enc 2

6.2

Clinical Guidelines

This item was covered under item 3.5

6.3

Clinical Governance Issues

None

6.4

Patient & Carer Update

JP gave some information on the charity that she works for.
JP asked for help to be able to give the money raised for the
north east. NK seemed to think that Maggie’s have offered to
pass on the information. It was suggested that all patients
should be made aware of this and for each individual nurse
specialist and palliative care nurses to contact JP for further
information.










6.5 | Any Other Business

Patient Information Leaflets

NK asked the Nurse specialists if they are using same
information leaflets across the region. NK agreed to share
what information is given to patients from Newcastle.

Pathology attendance at MDT

SR raised a concern regarding the pathologists attendance at
MDT meetings and whether this should be reviewed in
relation to what is being provided by pathologists to MDTSs. It
was noted that the group do not have the authority to make a
change but can inform the alliance. JP highlighted that this is
being done through a piece of work with the Alliance which
was informed under item 3.5

7. | MEETING CLOSED

Contact su.young@nhs.net tel 011382 53046






mailto:su.young@nhs.net










Northern Cancer Alliance Expert Reference Groups

Chair Job Specification
February 17

Job Title: Chair Expert Reference Group
Responsible to: Clinical Lead Cancer Alliance
Accountable to: Northern Cancer Alliance Manager

ROLES AND RESPONSIBILITIES

The Expert Reference Group (ERG) Chair has overall responsibility for the development of
co-ordinated, cohesive and integrated networked cancer services for a specific tumour site.
This will be achieved primarily by ensuring that the ERG operates efficiently and effectively to
facilitate these developments across the Alliance.

Specifically, the Chair should:

Work with the Northern Cancer Alliance to ensure all Trusts in the network are
involved and primary care is appropriately represented.

Aim to ensure groups are multi-professional in nature.

Take responsibility for delivering on the Cancer Alliance Work Plan for the Group.

Ensure that systems and processes are in place to:

Review (and update) local and national outcomes

Collect minimum cancer data sets

Support accreditation/quality assurance

Facilitate user involvement in the development of services

= Ensure that any Tumour specific issues of clinical governance are supported by
adequate protocols across the region.

= Organise meetings at least twice a year. The Northern Cancer Alliance will provide
support to book rooms and circulate agendas for these meetings. (see ERG TOR for
additional local meetings)

= Prepare the agenda for and chair ERG meetings ensuring that adequate time is allowed
for each item under discussion and stakeholders’ views are sought.

= Ensure that minutes and action notes are circulated as appropriate.

= Ensure a vice chair is nominated. This would support succession planning and help in
attending various meetings.









= Ensure that the Cancer Alliance Manager is briefed about the progress being made by
the ERG or any specific issues.

» Lead discussions with other ERGs on issues of common interest.

VICE CHAIR

The ERG Chair is a challenging role. Good practice would be Chair and Vice Chair
(preferably one from North and one from South) this would support succession planning.

NOMINATION AND SELECTION PROCESS

Nominations for Chair and Vice Chair, to come from the ERG, followed by a selection process
(undertaken by the Northern Cancer Alliance Board).

TERM OF OFFICE

2 years with an option to a further 2 years (maximum 4 years Term of Office). The chair and
the vice chair may agree to switch role after 1-2 years.

SUPPORT

= Employing Trust
= The chair must secure its own Trust support to undertake the role
= Northern Cancer Alliance staff/ team

PERSONAL QUALITIES AND EXPERIENCE
Ideally, the Chair will:

= Be able to influence others to develop a commonly held vision for the development of
the service

= Demonstrate enthusiasm for working collaboratively with other organisations, including
other Trusts and primary care

= Be energetic and enthusiastic and capable of enthusing others

= Have excellent communication skills

= Be a team player, able to lead and work within a multidisciplinary environment, with an
appreciation of the skills which different professions can bring to the service

= Have capacity in their current workload to carry out the function of Chair

= Be a recognised expert in the care of cancer patients for the tumour site

= Have widespread experience in the general care of cancer patients

= Show commitment to developing the Site Specific Group

= Have the ability to think strategically

Review Date: March 2019
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Pancreatic cancer outcomes between hepato-pancreatic
biliary (HPB) unit territories in England

Winnie Magadi!, Georgia Papacleovoulou?, Anna Jewell?, John
Neoptolemos3, Bernard Rachet!, Michel P Coleman?

1 Cancer Survival Group, London School of Hygiene and Tropical
Medicine, London, UK

2 Pancreatic Cancer UK , London, UK
3 Royal Liverpool University Hospital, Liverpool, UK







Pancreatic
Cancer

K Set up of study

» Geographic patterns in pancreatic cancer incidence and survival within the
geographic borders that each of the 23 HPB units in England covers

» Cancer registrations were obtained from the Office for National Statistics
(ONS) and linked to Hospital Episode Statistics (HES) records and Cancer
Analysis System (CAS) data to derive treatment, comorbidity and stage
information (period 2010-2013)

» HPB geographical borders were defined based on the 209 Clinical
Commissioning Groups (CCGs) and cancer patients were assigned to the
HPB that was within their post code territory
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Age-standardised incidence rates by HPB unit
territory, 2010-2014

Incidence rates per 100,000 population
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Colour mapping reflects differences in incidence; colour
intensity increases with increase in incidence

* This variation might be attributed to differences in geographic territories, tumour stage upon diagnosis and differences in risk

factors such as family history, smoking, obesity and diabetes








Pancreatic

Pancreatic cancer incidence rates for adults (aged 15+ years) by hepatopancreaticobiliary
ancer centre, England (2010-2014)
K Persons
. U|:|standard|sed Standardised incidence rate
HPB Centre N incidence rate per r 100.000

100,000 per 255
IAddenbrookes 2,400 18.20 7.66
Birmingham 2,952 14.42 6.73
Bristol 766 13.67 6.34
Coventry and Warwickshire 620 12.34 5.00
East Lancashire 1,077 10.08 5.14
Hull 863 21.36 9.59
Imperial College 1,455 12.48 6.02
Kings College NHS Trust 2,335 10.70 4.80
Leeds 1,950 13.62 5.77
Leicester 1,109 18.22 8.30
Manchester and Cheshire 2,042 13.53 6.16
|Newcast|e Upon Tyne 2,603 13.91 6.43
Nottingham 1,815 11.63 5.49
Oxford University 1,185 10.97 5.10
Plymouth 2,090 35.56 14.96
Royal Free Hampstead 2,019 16.89 8.10
Royal Liverpool 1,464 13.32 5.87
Royal London 1,787 12.20 5.64
Royal Marsden 816 13.18 7.09
Royal Surrey County 2,193 12.98 5.62
Sheffield RC 1,331 16.64 7.50
Southampton 2,877 23.50 9.60
Stoke on Trent 1,108 14.77 6.65
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Distribution of pancreatic cancer by morphology
group, 2010-2014

Incidence by morphology group (2010-2014)
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PDAC PNET Other
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Morphology grouping
Morphology group Persons Men Women PDAC Ductal adenocarcinoma
PDAC 94.6% 94.3% 94.9% PNET Neuroendocrine tumours
PNET 4.0% 4.3% 3.8% Other Cystic, mucinous and serous neoplasms
Squamous cell neoplasms
) ) )

Other 1.4% 1.4% 1.4% Acinar cell neoplasms
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K Surgery proportion of PDACs by HPB territory,
persons, 2010-2013

» Frequency of curative surgery for PDAC varied widely among HPB unit territories; from 5.8%
to 12.2%

Resected patients (%) by HPB unit territory
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Eggg(r;atic Surgery proportion of PDACs and 5-year net

% survival by HPB territory, persons, 2010-2013

> No direct link between 5-year survival and proportion of PDAC patients resected for
each HPB unit territory
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Cancer

K Number of ductal adenocarcinoma patients diagnosed during 2010-2013 who had a pancreatic
resection, by hepatopancreaticobiliary centre

% of resected
HPB No. resected No. of total patients patients

Nottingham 78 1,346 5.8
Royal Surrey County Hospital 100 1,573 6.4
Birmingham 146 2,220 6.6
Newcastle Upon Tyne 137 2,002 6.8
Leeds 105 1,523 6.9
Leicester 62 789 7.9
Royal London 108 1,374 7.9
Bristol 45 567 7.9
Royal Free Hampstead 128 1,516 8.4
Southampton 182 2,124 8.6
Stoke on Trent 73 831 8.8
Plymouth 142 1,593 8.9
Royal Marsden 52 583 8.9
Sheffield RC 92 994 9.3
Addenbrookes 177 1,900 9.3
Hull 64 684 9.4
East Lancashire 81 798 10.2
Imperial College 108 988 10.9
Kings College NHS Trust 181 1,652 11.0
Coventry and Warwickshire 53 460 11.5
Manchester and Cheshire 172 1,488 11.6
Royal Liverpool 131 1,085 12.1
Oxford University Hospital 105 860 12.2
Total 2,522 28,950 Average 8.7
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Age-standardised net survival of PDACs by HPB territory,  Surgery proportion of PDACs and 5-year net survival by

persons, 2010-2013 HPB territory, persons, 2010-2013
HPB unit territory 1-year 2-year 3-year 5-year HPB unit territory Resection rates, PDAC| 5-year NS (%), PDAC
Newcastle Upon Tyne 15.3 4.6 2.6 1.5 Newcastle Upon Tyne 6.8 1.5
Leicester 15.2 5.7 4.5 1.6 Leicester 7.9 1.6
Addenbrookes 17.5 6.2 3.7 1.8 IAddenbrookes 9.3 1.8
Nottingham 16.7 6.4 3.4 1.8 Nottingham 5.8 1.8
Sheffield RC 16.1 7.3 3.9 2.0 Sheffield RC 93 2.0
Birmingham 15.4 6.5 3.6 2.2| [Birmingham 6.6 2.2
Stoke on Trent 15.5 7.0 3.9 2.7| |[Stoke on Trent 8.8 2.7
Royal London 14.5 5.8 3.8 2.7 Royal London 7.9 2.7
Coventry 21.3 7.5 3.5 2.8 Coventry 11.5 2.8
Imperial College 22.0 9.4 6.2 3.0 Imperial College 10.9 3.0
Royal Surrey County 20.0 8.8 45 3.1 Royal Surrey County 6.4 3.1
Southampton 19.7 8.3 5.1 3.2 Southampton 8.6 3.2
Hull 18.3 9.3 4.4 3.5 Hull 9.4 3.5
Leeds 17.7 7.6 4.7 3.5 Leeds 6.9 3.5
Plymouth 18.0 8.3 5.6 3.7 Plymouth 8.9 3.7
Kings College 18.4 8.3 5.7 4.0 Kings College 11.0 4.0
Royal Free Hampstead 18.8 8.5 5.4 4.1 Royal Free Hampstead 8.4 4.1
Bristol 16.0 8.4 4.6 43 Bristol 7.9 4.3
Manchester and Cheshire 20.1 8.8 59 4.8 Manchester and Cheshire 11.6 4.8
Oxford University 16.3 9.7 7.9 4.8 Oxford University 12.2 4.8
Royal Liverpool 19.0 10.5 7.1 5.1 Royal Liverpool 12.1 5.1
East Lancashire 18.2 8.4 5.9 5.5 East Lancashire 10.2 55
Royal Marsden 26.7 11.1 6.9 5.7 Royal Marsden 8.9 5.7
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LIVER CANCER

Map 21: Variation in percentage of people aged 15 years and over with hepatocellular
carcinoma that have had treatment with curative intent (liver transplantation, major liver
resection or ablation) by region (2010-2014)

HHS Domain 1: Preventing people from dying prematurely
HHS Domain 3: Helping people to recover from episodes of ill health or following injury
PHOF Domain 4: Healthcare public health and preventing premature mortality

OFTIMUM VALUE: HIGH
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Context

In 2014, there were 5 550 new cases of liver cancer in the
UK, which accounted for 2% of all cancers; two-thirds
(66%) of new cases of liver cancer occurred in men.!
There are two main types of liver cancer:

« primary liver cancer, which is uncommon but
serious and more likely to affect people who are
aged over 60 years

+ secondary liver cancer, where cancer has
developed in another part of the body and spread to
the liver, eg from the bowel, and which is far more
common than primary liver cancer
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The maost common form of primary liver cancer in men is
hepatocellular carcinoma; it is the second most common in
women.2 Most cases of hepatocellular carcinoma are
associated with cirhosis of the liver, in which the liver is
scarred as a result of damage over a long period of time.
The causes of cirhosis include:

s long-term hepatitis B and hepatitis C infection

» excessive alcohol consumption

# haemochromatosis, an uncommon genetic condition
resulting from an overload of iron in the body — the
risk is high, if the condition is not treated

s primary biliary cirrhosis, a long-term disease in which
the bile ducts become damaged

# non-alcoholic fatty liver disease (NAFLD), specifically
the advanced form known as non-alcoholic
steatohepatitis (NASH), thought to be the cause of
many cases of cirhosis previously ascnbed to an
unknown cause — NAFLD is increasingly being
associated with hepatocellular carcinoma

Treatment of liver cancer depends on the stage of the
disease. Most clinicians use a combination staging system
to categorise the stage of the disease encompassing:

s the features of the cancer
« the person’s underying liver function

In the Barcelona Clinic Liver Cancer (BCLC) staging system,
there are five stages, starting at 0, through A, B and Cto D.

1 Cancer Research UK. Liver cancer statistics. www.cancemesearchuk. org/health-professional/cancer-statistics/stafisfics-by-cancer-type/liver-cancerincidences#heading-Zem
# Mational Cancer Inteligence Metwork (February 2012) Trends in incidence of primary liver cancer subtypes. NCIN Data Briefing. February 2012.
www.ncin.org.ukfcancer_type and topic specdific_work/cancer type specific work/upper_gi_cancers
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At stage 0, the tumour is less than two centimetres in diameter and the person has nomal liver
function; in stage D, the liver has lost most of its function and the person has symptoms of end-
stage liver disease, eg build-up of fluid in the abdomen. Only a small proportion of people are
diagnosed in the early stages of the disease ?

If primary liver cancer is diagnosed at an early stage — stage 0 or stage A — it may be possible
to treat the cancer using:

e resection, removing part of the liver surgically — the liver is the only organ in the body
that has the capacity to regenerate (ie if part of a healthy liver is removed the remainder
can increase in volume until it returns to the onginal volume)

o liver transplantation, replacing a person’s onginal liver with a donor liver

« microwave or radiofrequency ablation to destroy the cancer cells

e There are two types of surgical resection:

e open surgical resection of the liver, which is the standard treatment for patients with
hepatocellular carcinoma

o laparoscopic liver resection, a technique usually used to treat secondary liver cancer but
which can be used to treat hepatocellular carcinoma

“Major” resection has been defined in National Cancer Registration and Analysis Service
(NCRAS) documentation as an operation in which the surgeon “would attempt to remove the
entire tumour”. In liver resection this usually involves the removal of 3-4 or more liver segments.
The decision whether to undertake surgical resection will be based not only on the size and
extent of the tumour but also on the degree of associated cirrhosis because that affects liver
function and the liver's regenerative capacity.

For the time-period 2010-14, 15.7% of hepatocellular carcinoma patients underwent treatment
of curative intent, either liver transplant, major liver resection or ablation, within 6 months of their
cancer diagnosis.

The correlation of the incidence of primary liver cancer with surgical resaction could be viewed
not only as an indicator of early detection but also of whether measures are in place to identify

cases of pimary liver cancer early. Primary liver cancer
arises only in people with cirrhosis and may be seen as an
indicator of the failure of an integrated approach to
healthcare.

In 2017 a national collaboration has been established to
develop a prospective detailed registry of all patients with
HCC identified in England & Wales through liver cancer
multidisciplinary team meetings and PHE. It is hoped that
this will provide an accurate picture of the causes of any
underlying liver disease in those with HCC, help identify
changes in nsk factors with time and the affected
demographic data as well as a clear analysis of the
treatments offered and the outcome.

In addition there will be a collaboration with Swansea
University Health Economics Group to assess the costs of
HCC and any interventions, data which will help future plans
for therapy to be evaluated more readily.

Furthermore, clinical colleagues in both Scotland and
MNorthern Ireland working with patients affected by HCC have

agreed to collate data corresponding to that available in
England & Wales to complete a UK wide picture.

Magnitude of variation

The maps and column chart display the data for 2010-14,
during which region values ranged from 11.4 to 17.3%,
which is a 1.5-fold difference between regions. The England
value for 2010-14 was 15.7%. The boxplot shows the
distnbution of region values for the penod 2010-14.

* Tsuchiya M, Sawada ¥, Endo |, Saito K, Uemura ¥, Makatsura T. Biomarkers for the early diagnosis of hepatocellular carcinoma. World Joumnal of Gastroenterclogy : WJG. 2015:21(37):10573-10583.

wanw.nchi.nim. nih. gowpmac/articles’PMC4538070







Potential reasons for the degree of vanation observed include differences in:

the age-sex structure of the local population
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the ethnic composition of the local population — the incidence is higher in Chinese, Black
African, Bangladeshi and Pakistani men than in White men, and higher in Bangladeshi

and Pakistani women than in White women*

the incidence of hepatitis B and hepatitis C

the incidence of cirhosis

levels of alcohol consumption in the local population
the configuration of local services

to review the clinical management of and
configuration of services for primary liver cancer to
ensure close collaboration among the different
disciplines — hepatology, diagnostic pathology and
radiclogy services, interventional radiology and liver
surgery including resection and transplantation.

RESOURCES

the provision of surveillance programmes for people at nsk of developing primary liver

cancer (eg people with cirrhosis)
the timing of diagnosis

criteria for the selection of people undergoing major resection

degree of adherence to guidance

level of patient compliance with prevention or treatment

Options for action

When planning service improvement or development to increase the early diagnosis rate for
hepatocellular carcinoma, commissioners, clinicians and service providers need: *

to review the mortality rates and trends for pimary liver cancer including hepatocellular

carcinoma in the locality

to identify whether there are opportunities for improving the early diagnosis of liver

cancer

to include liver cancer in the assessment of strategies for prevention and improving

outcomes for liver disease

to consider developing and reviewing local registries and surveillance programmes (eg

ultrasound scanning and blood testing every 6-12 months) given that the risk groups for

primary liver cancer are known

Mational Cancer Intelligence Metwork. (2010) Geographic
variation in primary liver and gallbladder cancer. NCIM
Data Briefing.
www.ncin.org.ukipublicationsfdata_briefings/iver_and_gall
_bladder

Mational Cancer Intelligence Network. (February 2012)
Trends in incidence of primary liver cancer subtypes.
MCIN Data Briefing.
www_ncin.org.ukipublicationsfdata_brefingsftrends_in_inci
dence_of_primary_liver_cancer_subtypes

MICE. NICE interactive flowchart. Liver cancers overview.
hitps:pathways. nice org.uk/pathways/liver-cancers

MICE. Laparoscopic liver resection. Interventional
procedures guidance [IPG135].
www.nice.org.ukiguidancefipg135

MICE. Radiofrequency-assisted liver resection.
Interventional procedures guidance [IPG211]. Published
date: February 2007 . www _nice.org.uk/guidance/PG211
MICE. Living-donor liver transplantation. Interventional
procedures guidance [IPGS35). Published date: November
2015. www.nice.org.uk/guidance/IPGS35

Britizh Liver Trust. Liver cancer.

www. britishlivertrust. org.uk/liver-informationfliver-
conditionsfliver-cancer

* National Cancer Intelligence Metwork (2012) Variation im incidence of primary liver cancer between ethnic groups, 2001-2007. NCIN Data Briefing.
www.ncin.ong.uk/cancer_type _and_topic_specific_work/cancer_type_specific_work/upper_gi_cancers









2nd North East Regional Meeting

12th September 2018, 0900-1600

Venue: Academic Centre, James Cook University Hospital
Conveners

Mr Gourab Sen Consultant HPB Cancer Lead, NUTH

Dr Debasis Majumdar, Consultant Gastroenterologist, JCUH

Dear Colleagues,

We are delighted to announce the date for the 2nd HPB North regional meeting on the 12th
September 2018. The venue will be the academic centre at James Cook University Hospital in
Middlesbrough. The speakers will be delivering talks on a wide variety of HPB topics relevant to
our day to day practice. We hope the talks will influence and help your clinical practice.

We like to stress the meeting is for everyone: Gastroenterologists, Surgeons, Radiologists, GI
specialist trainees, dieticians and for anyone with an interest in HPB disease.

The registration for the meeting is entirely free. Please email Leanne.hammond3@nhs.net to
book a place in the meeting.

We do hope you will attend and thank you in anticipation.

Best Wishes
Mr Jeremy French Dr Vikramjit Mitra
Chair of Cancer Alliance Clinical Lead, PB Medicine

HPB Section, North East South Tees Hospital NHS Trust







Programme

0900-0920 Coffee and registration
0920-0930 Welcome - Vikram Mitra
Pancreatitis: Chairs - Gourab Sen/Basant Chaudhury
0930-0945 | Acute pancreatitis NCEPOD report - lessons for the region | Jen Logue, FRH
0945-1000 Patient focus group meetings in pancreatitis — Is it helpful? Louise Carr, Pancreas North
1000-1015 Improving outcomes in chronic pancreatitis - Is isolated Andrew Hopper, Sheffield
pancreatic exocrine insufficiency an early marker to identify
modifiable risks?
1015-1030 Multi-professional chronic pancreatitis clinic - Does it Vikram Mitra, JCUH
improve quality of care?
1030 -1040 | Questions
1040-1100 Coffee
HPB cancers: Chairs - Steve White/Deepak Kejariwal
1100-1115 Hepatocellular carcinoma - whom and how should we Helen Reeves, FRH
screen?
1115-1130 HCC - Beads, burns or blade? Derek Manas, FRH
1130-1145 Surgical outcomes following down-staging chemotherapy for | Gourab Sen, FRH
borderline resectable pancreatic cancer
1145-1200 Treatment options in unresectable pancreatic cancer Syed Zubair, JCUH
1200-1215 Management of pancreatic neuroendocrine tumours — Colin Wilson, FRH
ENETSs guidelines or BREXIT?
1215-1225 Questions
1225-1300 Lunch
PB Endoscopy: Chairs - Debasis Majumdar/ Manu Nayar
1300-1315 Role of biliary manometry in the management of Sphincter Kofi Oppong, FRH
of Oddi Dysfunction
1315-1330 Biliary drainage in hilar cholangiocarcinoma - ERCP or Shyam Menon, Wolverhampton
PTC?
1330-1345 Safety and efficacy of EUS guided drainage of gall-bladder Mathew Huggett, Leeds
and peri-pancreatic fluid collections using LAMS
1345-1400 Current status of ERCP and EUS training in the UK Gavin Johnson, UCL
1400-1415 BSG Quality Improvement in Endoscopy in north-east ? John Greenaway (BSG north
east- lead for Quality
Improvement of endoscopy) &
Kofi Oppong
1415-1425 Questions
1425-1445 Coffee
MDT Approach: Chairs - Jeremy French/John Painter
1445-1500 Casel Acute pancreatitis with emphasis on Charlotte Morrison, JCUH
nutrition
1500-1515 Case 2 Chronic Pancreatitis John Leeds, FRH
1515-1530 Case 3 Pancreatic Cyst Manu Nayar, FRH
1530-1540 Case 4 Resectable pancreatic cancer in a DGH - Anand Reddy, Gateshead
when & which stent for ERCP?
1540-1550 | Case5 Pancreatic cancer - PROTRACT John Moya, FRH
1550-1600 Closing Remarks: Jeremy French
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Northern Cancer Alliance Expert Advisory Group
For insert name

TERMS OF REFERENCE

Chairperson: insert name

Purpose: The primary purpose of Northern Cancer Alliance (NCA) Expert
Advisory Group insert name is to provide cross organisational
representation to ensure that all patients with cancer in the North
East and North Cumbria receive equitable access to safe, evidence
based and effective care. We will achieve this by holding each
other to account for performance in this respect.

Mem bership: Core memberShip:
= Chair person
= Representative from each service provider organisation
= Patient and carer representative
Locality representatives
= Clinical Network administration support
= Clinical lead Northern Cancer Alliance

Additional membership to be determined by group.

Extended membership
Palliative care representative
Clinical research network representative
TYA representative

Specific Role: = To be the insert name expert advisory group to the Northern
Cancer Alliance.

= To support the delivery plan of the NCA.

= To develop and maintain up to date clinical guidelines. These
may in part be reference to nationally developed guidelines
where available.

= To review local data and metrics such as the cancer
dashboard, and where possible use them to inform service
Improvement proposals.

= To provide a forum for the sharing of good practice,
discussing local and national issues and initiatives.

= To ensure the views of patients and carers are taken into
account in the planning, operation and evaluation of services
including Patient Information material.

= To lead rapid change, including the development and
implementation of consistent standards within available
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resources.

= To ensure NCA clinical and strategic service development
issues are shared within member organisations.

= To ensure that clinical research is incorporated into the work
of the Group.

= To contribute to the Alliance needs assessment of education,
training and work force planning

Accountability:

The tenure of the Chair will be 2 years with an option to extend for
a further 2 years. (maximum tenure at discretion of group)

A vice chair will deputise for the chair when necessary and
normally succeed the chair when they step down

To report to the NCA board through the Chair's membership of the
NCA Clinical Leadership group of which the Expert Advisory Group
Chairs are members.

Frequency of

Bi-annual meetings will be held with one inclusive of NCA site

Meetings: specific performance data.

Quorum: A minimum requirement for quorate to be achieved is attendance
by 75% of core members who provide a service.

Admin: Action Points [] Minutes

Ownership of
Group Projects and
Initiatives:

All projects, initiatives and outcomes will be owned by each
member of the group that has taken part in the group project or
initiative.

Ways of Working
Together

All relationships must be handled in an open and transparent
manner, which comply with the requirements of guidance issued by
the Department of Health. Healthcare professionals have a
responsibility to comply with their own codes of conduct at all times.

Communication
Arrangements:

Minutes will be forwarded to members within three weeks.
Agendas and minutes will be posted on the group page of the
Northern England Clinical Network website. Items for the agenda
should be received 7 days before the meeting.

Inter meeting communication will be circulated by email from the
NCA.

Declaration of
Interest:

All potential or perceived conflicts of interest should be declared.
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Suggested management pathway:

upper Gl symptoms

AT TAamaTTm TR

Any age: Age >55*: Age >40:*** | Age >55: Age >55: Age 40-55: Age <55:
Dysphagia* with weight with jaundice | with dyspepsia | with dyspepsia/ | no previous previous
. loss plus or upper or upper heartburn endoscopy, endoscopy
s another upper || abdominal Gl pain or but without  with any upper |Age <40:
¢ Gl symptom mass or heartburn and | nausea, Gl symptoms || with any upper
. . Age >60: one of nausea, | vomiting, (except Gl symptoms
. : with weight vomiting or anaemia, dysphagia) (except
E : loss and any of: | raised platelets. | weight loss or - dysphagia or
. : e Abdominal | Any age: raised platelets 1 haematemesis)
. . . " N J . N
. : pain Haematemesis: . : .
: § ¢ Diarrhoea or | stable patient ** . 2 :
2 E constipation 5 - . . :
E . * New diabetes E : : E
. . * Nausea or : W v .
: : vomiting : .
& E ® Back pain : .
s : : s AR =
. V . Symptoms Success at .
E . . not 8 weeks g
: : Refer to : controlled . A d
. . urgent 2ww : or new o
: : dlinic and/ : symptoms : ge
. b4 P — ; . symptomatically
: b : . . using DNIMP or
° . 2ww CT : o . . :
. . : . . refer on ‘Advice
. . abdomen/ . . . J ’
. . . : . and guidance
: . pancreas as . . :
: . available - . .
. . locally . . : .
. . . . v v
Further investigations
Urgent, 2WW endoscopy Non-urgent endoscopy rarely needed
( )

Notes:
*  If cancer not suspected, refer as routine to OPC or non-urgent endoscopy as appropriate.

** Haematemesis will usually need A and E assessment for endoscopy if unstable or if
Blatchford score >1.

*** Patients may need referral on more than one pathway.
\_ J








Suggested simplified guidance:
Non-invasive dyspepsia
management pathway

Step 1: Entry criteria:

Upper Gl symptoms are the primary presenting complaint of the patient
Age 18 upwards unless there are red flags
Symptoms of dyspepsia (indigestion, usually related to eating), upper Gl pain,

heartburn, nausea or vomiting with or green flags
Not suitable for people with red flags for two week wait (dysphagia at any age, or
age >55 with weight loss plus another upper Gl symptom) or the NICE

‘non-urgent endoscopy’ criteria (dual upper Gl symptoms and age >55 or
haematemesis)

Step 2: Baseline investigations

Fbc, U and E’s, LFTs

Calculate Blatchford score for haematemesis patients

Stool for faecal Helicobacter pylori (unless done in last 5 years or simple
heartburn)

Weight/BMI

Consider USS for gallstones if pain severe and related to eating

Step 3: Initial management

Base management on patient’s own ideas, concerns and expectations using a
shared decision making approach

Has patient had a previous endoscopy — check result and treat on the basis of
the result. Was any follow up required? Was it done?

Review and consider stopping other medications — e.g. metformin,
bisphosphonates, steroids, aspirin and NSAID use prescribed or OTC

Treat Hp if present

Provision of accurate information on non-ulcer dyspepsia (perhaps label of
‘irritable stomach syndrome’ is easier to comprehend) (eg
https://patient.info/health/non-ulcer-functional-dyspepsia ) and reflux disease
(https://patient.info/health/acid-reflux-and-oesophagitis ) is key.

Address lifestyle factors (recommended by NICE) such as weight, diet, alcohol
consumption and smoking. Consider referral to health coach or dietician.
Address psycho-social factors — masked depression and stress are common
factors in dyspepsia

Trial of PPI providing there are no contra-indications— equivalent to omeprazole
20mg bd initially, to be titrated downward quickly if effective (starting at lower
dose might result in false negative trial of therapy)








|
Step 4: Review at 6-8 weeks

* Review history and symptoms and concordance

* If symptoms fully controlled or resolved, continue with therapy, consider reducing
dose or stopping.

* If symptoms not sufficiently controlled and/or patient’s quality of life significantly
impacted, consider referral for direct access endoscopy for patients

» Patients remaining in the green flag category can still be managed
symptomatically in most circumstances

* If treatment stopped and symptoms return, restart treatment. Dyspepsia is a
chronic condition and symptoms are likely to persist without treatment. If
symptoms remain controlled on treatment and no red flags, treatment can be
restarted without need for endoscopy.

* Consider possibility of anti-reflux surgery for reflux that is not controlled with
adequate dose of PPI or if intolerant of PPI









Fast Track Clinic
Patient Satisfaction
Survey

Sue Hedley & Jane Osborne








Introduction

* City Hospitals Sunderland would like to ensure that patients,
wherever they are treated, are provided with the best possible
care. To help us to do this, we feel that it is important to seek
the views of patients on the care and services they have
received.

* This survey is about the patients experience of the Fast Track
Clinic and the care they have received during their recent
illness








About the Survey

* 32 patients surveyed
* Over 3 week period
* October 2017








Results

Gender
* Male 14

° Female 18








Who referred you for an appointment at your
local hospital?

* GP 28
* Other 4
e.g. private hospital, other Consultant, ward admission








What investigations have you had before attending
for this appointment today?

* Gastroscopy 19
* Colonoscopy

* Sigmoidoscopy
* Not Stated

* Ultra sound scan
* CT scan

* MRI scan

* None
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Was it suggested that a relative or friend could accompany you
when you came to the hospital for all of your visits?

* Yes 24
* No 5
Cannot remember

No answer








How long did you wait for your first investigation / clinic
appointment at the hospital?

4 days

5 days

7 days

8 days

9 days

10 days

13 days

14 days
Less than 2 weeks
17 days

18 days

3 weeks
41 days
150 days
No answer
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How do you feel about the length of time you had to wait for your
first appointment?

* | was seen as soon as | thought it was necessary 28

* | should have been seen slightly sooner 2
( 13 days & 18days)

* | should have been seen a lot sooner 1
(150 days)

* No answer 1








How long have you waited for this clinic appointment
following your test / investigation?

* 2 days 6
* 3 days 3
* 4 days 4
* 5 days 2
* 6 days 3
* 7 days 10
* 8 days 1
* 9 days 1
* 13 days 1
* Not sure 1








How do you feel about the length of time you had to
wait for your clinic appointment?

* | was seen as soon as | thought it was necessary 30
* | should have been seen a slightly sooner 1
* | should have been seen a lot sooner 0

No answer 1








Did you have all of the information you needed about
your tests / investigations?

* Yes 30
* No, | would have liked more information 1
* Do not know / cannot remember 1

Comment — Very confusing for arrangement of 1t appointment,

was advised that | would get appointment through post. This did
not happen, | phoned NHS booking who told me | had to phone

for an appointment.








Were the results of the tests / investigations
explained in a way you could understand?

* Yes, completely 30
* Yes, to some extent 2
* No, I did not understand the explanation 0

* Can’t remember / Do not know 0)








When you were given your diagnosis, was the time
the health care professional spent with you:-

Too long 0
About right 30
Too short

Don’t know / can’t remember 1

No answer 1








How sensitively were you told what was wrong with you?

Sensitively 31
Insensitively 0
Don’t know / can’t remember

No answer 1








At the time you were told your diagnosis, were you offered any
information about your condition and treatment?

* Yes, written information 5
* Yes, verbal information 18

Yes, both verbal and written information
* No
Do not know / cannot remember

N O B o

* No answer








Were you offered a permanent written copy of
today’s clinic letter?

* Yes 10
* No 18
* Do not know / cannot remember

* No answer








Did you value having an appointment with a Consultant
following your test / investigation to receive the results /
diagnosis?

Very valuable 24
Valuable

Not valuable
Do not know

w = O +

No answer








Given a choice, how would you prefer to receive your
results / diagnosis?

* Hospital appointment 19
* Letter from the Consultant

* GP appointment

* Letter from GP

* Consultant letter & GP appointment
* Consultant letter & GP letter

* GP appointment & GP letter

* Any
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* No answer








What was good about your experience?

Everyone put me at ease and very, very friendly
* Didn’t wait long
* Very positive experience

* Thought my appointments were quick so didn’t sit around too
long worried

* Very quick, thorough & with gentle kindness shown by doctor
and nurses

* All staff excellent, professional & empathetic

* The experience was of care and consideration and | felt
comfortable at all times

* Treated with dignity and respect, and friendly
* Time and professional help








What was good about your experience? Cont.

Appointment on time, treat respectfully

Quick referral time, and good follow up appointment
Quick and informative decision made for treatment

Very well explained

Everyone was so polite professional made me feel at ease
Prompt appointment, quick procedure and result

| was very happy with the way | was treated

Q16 Hospital appointment if anything needs to be discussed.
But if results are negative | would be happy with letter.

The results
The outcome








What was good about your experience?

Efficiency

Friendly staff very informative about biopsy results
Well done good care and help

Speed of appointment, informative visit

Put my mind at rest

Everything looked fine, good news

| cannot praise the NHS enough from the referral by my doctor
to the endoscopy. The staff have been marvellous

No comments X 6








What could we have done better / differently?

Nothing x 7

Nothing all very attentive and considerate
Everything okay

Nothing all good

Nothing excellent service

All fine

Don’t know

Confusing with booking first appointment

Waiting time was a bit long ( approx. 1 hour after appointment
time), but appreciate this is difficult to control

Communications re appointment times inconsistent and confusing,
needed to confirm them by phone, better organisation needed

No comments x 16








Feedback

Very positive comments on the whole, a quick, efficient and
professional service provided

Information given at time of Fast Track clinic appointment was good
with 29 patients recording that they were given verbal and/or
written information regarding their condition.

Appointment clarification, two patients commented that they had
problems getting their first hospital appointment and felt that this
situation needs to be improved

It is hospital policy to offer patients a copy of their clinic letter on
the day, 18 patients said this was not offered

The majority of patients 19 were content to have a hospital
appointment to get the results of their investigations, a small
proportion 5 would have been happy for this to be undertaken by
their GP and a further 5 would have been happy with a letter from
the Consultant








Conclusion

It can be seen by the results of this small study the views of patients
on the care they have received involving the Fast Track Clinic service
that City Hospitals Sunderland are able to ensure that patients, are
provided with a quick, efficient professional way of carrying out
investigations and providing the results of these investigations to the
patient

Issues regarding access to appointments and the offering of clinic
letters on the day will be fed back to the appropriate areas

Positive feedback will also be given to all those involved in the
running and managing of the Fast Track Service.

The Fast Track service is well received by patients who value the fact
that they are investigated and given the results of these
investigations in a timely manner








