MINUTES
Reference Group Meeting
Thursday 10 December 2020, 0930-1200
Via Zoom (Auckland attendees at ACS House, Grafton)
Attending: Kirsten Ballantine, Scott Macfarlane, Amanda Lyver, Amber Conley, Heidi Watson,
Elizabeth Ryan, Mark Winstanley, Peter Fergusson, Robyn Kiddle, Rose Simpson, Nick Laing, Rosalind
Wood, Emma Maddren.
Chair: Amanda Lyver

Summary of Action Items
1. To inform discussions about potential SLA between CCDHB and SBCC NCCN to circulate
the discussion document compiled by Kirsten Ballantine: “A review of patients from
the CHOC catchment area who have had some involvement with Starship 2010-2019”.
2. Amanda to follow up with Stephanie re setting up a meeting with Amber to discuss
nursing issues of national interest.
3. Scott to discuss orthopaedic referral processes from CCDHB orthopaedic surgeons to
ADHB orthopaedics with ADHB surgeon Andrew Graydon.
4. Rose to set up a meeting (Zoom) with relevant Reference Group members to further
inform Covid-19 analysis by younger age cohorts.
5. Amber to set up meeting with small number of senior nursing colleagues (specialist
centre and shared care representation) to discuss and agree approach to eviQ
recertification.
6. Peter to distribute LBC patient survey results to Reference Group once available.

1. Apologies: Chris Harrington, Amy Hinder, Mal Joyce, Anne Morgan, Stephanie Smith, Steve
Evans, Karina Craine
2. Introductions
The Chair welcomed members and acknowledged the challenges 2020 has brought.
3. Previous Minutes and Actions
- No amendments to Minutes for previous meeting held on 8 May 2020.
- An update on items 1 and 7 is provided below. All other items have been actioned.
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Action Item 8 May 2020

Update

1. NCCN to follow up SLA between
SBCC and CCDHB with Mark
Winstanley and Andrew Marshall.








7. Amber to meet with CHOC nursing
team to ensure online family
information folder information is
agreed at national level, including
mode (s) of delivery.






Mark noted recent CHOC patient referral data
shared by Kirsten which was informative,
though not specifically Wellington-focussed.
Ros also noted fluctuations in the number of
Wellington patients being treated at SBCC.
Recently held SLA review with CCDHB
highlighted good relationships between
neurosurgeons across centres, with the
potential for further discussion with
orthopaedic surgeons, which Scott will follow
up on.
Agreement to circulate the CHOC patient
referral data (compiled by Kirsten), noting the
information provided is not always 100%
complete.
Amber and Stephanie (CNM, CHOC) have not
yet met to discuss national nursing issues.
Amber noted work at SBCC to update the
“family information” folder to include
references to the COG Handbook, glossary,
local information, etc. Some printable
material. Aim is to sit alongside KidsHealth
information. Potential for CCF to link to it from
their new website.
Amanda to follow up with Stephanie re
meeting with Amber.

Action:
1. To inform discussions about potential SLA between CCDHB and SBCC NCCN to circulate
the discussion document compiled by Kirsten Ballantine: “A review of patients from
the CHOC catchment area who have had some involvement with Starship 2010-2019”.
2. Amanda to follow up with Stephanie re setting up a meeting with Amber to discuss
nursing issues of national interest.
3. Scott to discuss orthopaedic referral processes from CCDHB orthopaedic surgeons to
ADHB orthopaedics with ADHB surgeon Andrew Graydon.
-

Minutes approved by Mark, seconded by Heidi.

4. Chair Update
- Amanda welcomed the group and noted the challenges of 2020, including COVID-19 and CHOC’s
recent hospital move.
- It has been a time to farewell some Network members and welcome new members.
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 Recently resigned Reference Group members Emma Tonks (Ministry of Health) and
Pamela Baines (Service Manager, Southern DHB) were acknowledged.
 NCCN Executive Team member Kirsten Ballantine’s contribution as NZCCR
Manager/Analyst for nearly 10 years was acknowledged. Kirsten was involved in the
initial analysis of NZCCR data under NCCN’s predecessor POSG (as well as AYA incidence
and survival analysis), and her resignation leaves a big gap. NCCN would like to formally
acknowledge the significant contribution Kirsten has made to improving outcomes for
children with cancer in Aotearoa New Zealand, and wish her all the best in her new role
with the AYA Cancer Network Aotearoa.
 Robyn Kiddle’s support of NCCN as Chief Executive of Child Cancer Foundation was also
acknowledged. Child Cancer Foundation has been a critical part of NCCN’s journey and
achievements over a long period of time. There are multiple examples of joint initiatives
that have been (or are being) implemented to improve the experience of children and
their families/whānau on their journey with cancer. The Network wishes Robyn well in
her future endeavours.
 The Network welcomed Rose Simpson, Principal Clinical Advisor, Te Aho o Te Kahu
/Cancer Control Agency. Rose has extensive sector experience, including as a LEAP Nurse
Specialist at CCDHB.
5. Te Aho o Te Kahu / Cancer Control Agency Update
OVERVIEW TAoTK
NCCN December 2020.pptx

-

Rose gave a presentation outlining the first year of Te Aho o Te Kahu, achievements, and how
the organisation is structured.
- There has been a substantial amount of work required to integrate various staff, including the
regional cancer networks, into the Agency.
- Noted some areas still sit within the Ministry, e.g NZCR, NSU, health workforce.
- The Agency remains strongly supportive of both the NCCN and AYA work programmes - no plans
to formally integrate NCCN or AYA Network into the Agency. However, there is a need to
indicate on the organisational chart where NCCN (and AYA Network) interface with Te Aho.
- Rose is doing several pieces of work at present:
 Investigating Covid-19 impacts on younger age cohorts such as 0-16 years, 12-24 years,
and 25-29 years. Need to resolve some data issues first as some variability across DHBs.
 Analysing the potential impact of Covid-19 vaccination on immuno-compromised
patients, with the aim of producing nationally consistent advice.
- With respect to representation on the new Consumer Reference Group there is not strong
representation in terms of experience with childhood cancer. Refer
https://teaho.govt.nz/static/reports/consumer-reference-group-introductions.pdf for summary
of member bibliographies.
- Inaugural ‘State of cancer” report due out on 4 February, 2021.

Action:
4. Rose to set up a meeting (Zoom) with relevant Reference Group members to further
inform Covid-19 analysis by younger age cohorts.
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6. Margaret Lewis data /NZCCR Manager-Analyst role
6.
Proposal_Margaret Lewis_November 2020_Reference Group.pdf

-

-

-

Scott spoke to the paper outlining work to date exploring options to complete the Margaret
Lewis analysis, noting that with the resignation of NZCCR Manager/Analyst Kirsten Ballantine,
there is an opportunity to explore new resource configurations.
Plan is to supplement existing FTE for NZCCR Manager role with funding from the A+ Trust
(NCCN reserves) as well as potential external sources. This would increase scope of the role to
support both the day-to-day management of NZCCR, as well as research projects such as
Margaret Lewis. Currently, FTE allocated (0.5) is insufficient to do both.
Discussed sustainability of the role given multiple financial contributions required and current
financial climate. Noted all NCCN roles are fixed term.
Discussion around how to ensure data integrity ongoing, and other opportunities such as greater
use of summer studentships.

Agreement to NCCN requesting $50,000 from the A+ Trust account to supplement the existing
NZCCR Manager/Analyst salary, and increase the FTE of the role from 0.5FTE to 1.0FTE, fixed term to
30 June 2022.
7. SBCC / CHOC credentialing
7.
SBCC_CHOC_Credentialling proposal_Minute 5 Nov 2020.docx

-

-

-

Scott spoke to the paper outlining discussions and background research (e.g PICS, Victoria)
undertaken to look at the possibility of establishing a credentialling framework for the specialist
child cancer centres, similar in intent to the service level agreement framework which underpins
the relationship between specialist centres and the 14 shared care centres currently.
After discussions with the Service Clinical Directors at SBCC and CHOC and the SBCC NUM Nurse
Unit Manager and CHOC Charge Nurse Manager it was agreed that in the first instance a mutual
exchange of senior team members would be the most beneficial step.
NCCN to support as required - SBCC to visit CHOC in the first instance, second half of 2021.
Opportunity to review the need for a formal framework and tools after the initial meetings.

8. eviQ training
8. EVIQ summary
November_2020.pdf

-

-

Amber spoke to the summary document which outlines various policy positions by eviQ (training
provider) and NZ specialist centre DHBs (ADHB and CDHB). Noted that eviQ is currently being
reviewed and ANZCHOG has appointed a paediatric nurse to be involved.
The recommendation on the eviQ website is for biennial recertification. This recertification
process also includes an audit tool.
ADHB has recently updated its cytotoxic policy and SBCC now follows biennial recertification for
nurses.
Maintaining biennial recertification may be challenging for some shared care centres. Staff are
welcome to spend time at SBCC for additional training.
Proposal for senior nursing colleagues to agree NCCN-specific advice based on the underlying
principle of national consistency. Group should include several shared care representatives.
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Action:
5. Amber to set up meeting with small number of senior nursing colleagues (specialist
centre and shared care representation) to discuss and agree approach to eviQ
recertification moving forward.
9. Executive Management Team Report
9. Executive Report
November 2020.pdf

-

Elizabeth tabled and spoke to the Executive Management Report.
o VC SLA reviews with shared care centres now completed for 2020 (completes third
cycle) with seven site visits planned for 2021, about half can be reached by car.
o NCCN portal upgraded.
o Tracking below budget due to limited travel, and some salary savings.

10. 2019/2020 Work Plan
10. NCCN Work
Plan 1 July 2020 to 30 June 2021 _Update for Reference Group Dec 2020.pdf

-

Elizabeth gave a brief overview of 2020/2021 NCCN Work Plan progress to date and invited
feedback.

11. Working Group reports (LEAP / NZCCR / Pacific / Others)
11(a). NCCN LEAP
11(b). NZCCR
11 (c). Pacific
11 (d). NCCN
Working Group Report
Working
November
Group
2020.pdf
Report
Working
November
Group
2020.pdf
Report
working
October
group
2020.pdf
activity_Scott Macfarlane.pdf

-

The various summaries of working group activity were tabled and taken as read.
No further comments.

12. Counselling Framework
12. Child Cancer
Counselling Network_November 2020.pdf

-

Elizabeth tabled the report.
Work proceeding at pace now, despite being behind original schedule for 2020 due to COVID-19
and other challenges.

13. AYA Cancer Network Aotearoa
13. AYA Cancer
Network Work Programme July 2020 to June 2021.pdf

-

Heidi gave a brief update on recent AYA Network activities, and referred members to the AYA
Cancer Network Work Programme (July 2020 to June 2021).
Increasing volume of referrals to keyworkers, incidence and survival analysis commenced.
National Action Plan to be launched 1 March 2021.
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14. CanTeen
14. NCCN CanTeen
Update July - October 2020.pdf

-

Nick tabled the report.
Noted key activities including lockdown weekly online events, as well as selling their current
building and moving to 81 Grafton Rd.
Acknowledged strong support from Child Cancer Foundation in the last 18 months, MOU about
to be signed.

15. Child Cancer Foundation
15 (a). CCF UPDATE 15 (b). Social Impact
TO NCCN NOV 2020.pdf
Measurement_Child Cancer Foundation NCCN_Ref Group.pdf

-

Robyn tabled the report.
Noted recent work alongside CanTeen to ensure support is given across the continuum.
First Social Impact Measurement report has been completed which analyses the wellbeing of
families through their childhood cancer journey.
The report is in anticipation of new social impact measurement requirements for charities
coming in by January 2022 and will be embedded into organisational strategy development
moving forward.

16. Leukaemia and Blood Cancer NZ
16. LBC Report Nov
2020.pdf

-

-

Peter tabled the report.
LBC is fortunate to be able to reinstate research funding after a challenging financial year. With
fundraising activity able to resume in recent months the financial position has recovered
somewhat and is likely to be about 2% behind forecast.
New referrals have increased in recent months.
Several significant research projects have commenced with the University of Auckland.
Two patient surveys have been completed, which Peter is happy to circulate. Informative as to
what patients want, and where the gaps are.

Action:
6. Peter to distribute LBC patient survey results to Reference Group once available.
17. Starship (Auckland)
- Mark gave a brief overview, noting the focus on adaptability this year.
- There have been two successful CAR-T approvals with patients doing well to date. Lochie Teague
continues to work on getting it made available in NZ.
- A new Consultant Virginia Wooton recently joined the team. Dr Wooton is dual-trained in
paediatric immunology as well as oncology/haematology.
- The new Nurse Practitioner role (Lucy McKeage) has been advantageous to improving service
delivery of the unit.
- Communications with families have improved this year, in part due to Covid-19.
- Nursing has also been at full capacity due to NZ nurses returning from overseas.
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-

Held Shared Care Update Day in November which was a success, with strong uptake via Zoom.

18. CHOC (Christchurch)
- Amanda noted change of hospital location to A6 Waipapa and also changes to senior leadership
within Canterbury DHB.
19.
-

Shared Care Centres (Paediatricians)
Ros gave a brief update, noting that issues are usually raised during the SLA review process.
Positive feedback shared regarding SBCC’s Shared Care Update Day.
Current issue around timeliness of transfer letters when patients return to their home centre.
Full information is helpful to ensure a smooth transition, particularly when the patient may not
be well known to the shared care team.

20. Service Managers
- Emma noted the focus on people and financial sustainability over the last year.
- For paediatrics the profile of acute demand has changed substantially (e.g respiratory, ORL, ED),
and work is ongoing to understand the implications.
21. Paediatric surgery
- Nothing to report.
22. Next meeting:
- Next meeting planned as a Zoom meeting with physical attendance optional dependent on
individual DHB /organisational circumstances and policies.
- Elizabeth to circulate potential dates.
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