MINUTES
Reference Group Meeting
Friday 7 May 2021, 1000-1430
Via Zoom (Auckland attendees at Auckland City Hospital)
Attending: Amanda Lyver, Gemma Pugh, Elizabeth Ryan, Scott Macfarlane (until 12.00pm), Amber
Conley (until 12.00), Heidi Watson, Peter Fergusson (until 12.00pm), Mark Winstanley, Stephanie
Smith, Nick Laing, Rose Simpson, Dawn Wilson, Karina Craine, Melissa Wilson, Michele Pringle, Mal
Joyce
Chair: Amanda Lyver
Guest: John Manderson (Te Aho o Te Kahu)

Summary of Action Items
1. Elizabeth to follow up with Kirsten Ballantine 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”, to inform discussions
about potential SLA between CCDHB and SBCC.
2. Peter to distribute LBC patient survey results to Reference Group once available.
3. John Manderson to contact Elizabeth and Scott when he has summary paediatric data
relating to COVID-19 impacts.
4. Reference Group members to provide feedback to Elizabeth on 2021/2022 NCCN Work
Plan (draft) by 15 June 2021.
5. Rose to investigate what work has been done nationally to develop health advice
relating to cannabis and related products for cancer patients.
1. Apologies: Amy Hinder, Steve Evans, Simon Lala
2. Introductions
The Chair welcomed members and acknowledged departing and new members to Reference
Group.
3. Previous Minutes and Actions
- No amendments to Minutes for previous meeting held on 10 December 2020.
- An update on items 1, 3, 6 is provided below. All other items have been actioned.
Action Item 10 December 2020

Update

1. To inform discussions about potential SLA between Elizabeth to follow up with Kirsten
Ballantine.
CCDHB and SBCC NCCN to circulate the discussion
document compiled by Kirsten Ballantine: “A
review of patients from the CHOC catchment area
1

who have had some involvement with Starship
2010-2019”.
3. Scott to discuss orthopaedic referral processes
from CCDHB orthopaedic surgeons to ADHB
orthopaedics with ADHB surgeon Andrew
Graydon.

National sarcoma service under
review (national meeting), two-site
model flawed and has flow on
effects to AYA and paediatric
cancer services. Needs to be
streamlined and strengthened.
Query re choice of location for
northern paediatric service
(Auckland or Counties Manukau) as
pros and cons for both.

6. Peter to distribute LBC patient survey results to
Reference Group once available.

Peter to send Elizabeth a copy of
the survey results for distribution to
Reference Group (done).

Action:
1. Elizabeth to follow up with Kirsten Ballantine 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”, to inform discussions
about potential SLA between CCDHB and SBCC.
2. Peter to distribute LBC patient survey results to Reference Group once available
(done).
-

Minutes approved by Mark, seconded by Heidi.

4.
-

Chair Update
Amanda welcomed the group and noted minor COVID-19 related disruptions in 2021 to date.
Awaiting COVID immunisations advice for childhood cancer patients from Te Aho o Te Kahu.
Farewell to recently resigned Reference Group members Anne Morgan (Service Manager,
Canterbury DHB) and Child Cancer Foundation CE Robyn Kiddle.
Scott noted official announcement of new Child Cancer Foundation Chief Executive Monica
Briggs, who commences 8 June 2021.
Welcome to NCCN Executive Team and Reference Group member Gemma Pugh, who
commenced as NCCN Research Lead in April.
The Chair noted recently announced health sector reforms which see changes to the role of the
Ministry of Health, and new organisations established such as Health NZ and a Māori Health
Authority. Te Aho o Te Kahu is not directly affected by the changes. Operating model for NCCN
may change with change in DHB arrangements but service model will not change.
Te Aho o Te Kahu is discussing various options for NCCN arrangements, including:
 Maintaining the status quo;
 NCCN being the national hub for child cancer with the same direct employment
relationship as the former regional cancer networks now have (regional hubs of Te Aho
o Te Kahu); and

-

-
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-

-

 Variations between the two options.
Initial conversations have been held with the National Clinical Leader, to be followed up by a
face-to-face meeting in June, and a paper to be presented to the next Reference Group meeting
in November 2021.
National Clinical Leader: Child Cancer Scott Macfarlane will retire on 5 November 2021, so clarity
with respect to arrangements will assist in terms of the recruitment process for his successor,
given current contract between ADHB and Te Aho o Te Kahu expires 30 June 2022. An
‘Expression of Interest’ process is due to commence mid-year (led by Te Aho o Te Kahu).

5. Te Aho o Te Kahu / Cancer Control Agency Update
- Rose noted several pieces of work including cancer hui around the country, national protocols,
QPI work, innovation relating to clinical trial and molecular testing access.
- John Manderson presented a dashboard relating to COVID-19 impacts on cancer care delivery.
The model includes impacts on areas such as radiation oncology, medical oncology and surgery.
HQSC has also worked on the data and it is being tested further at present. More difficult to
draw conclusions for paediatric cancer service delivery due to low patient numbers, and issues
with coding. Should be able to share more in terms of outputs within the next two weeks.

Action:
3. John Manderson to contact Elizabeth and Scott when he has summary paediatric data
relating to COVID-19 impacts.
6. Pharmac funding for paediatric oncology drugs
- An issue has been raised in the last week in a Radio NZ article by Guyon Espiner relating to the
exemption that currently exists for paediatric haematology/oncology in terms of access to
pharmaceuticals. Access is automatically approved, which is not standard for other patient
groups.
- Lochie Teague (SBCC) sits on Pharmac committee CATSOP and was contacted by Pharmac Chief
Executive Sarah Fitt about a potential review of the access currently afforded within paediatric
oncology, following a human rights complaint raised by Spinal Muscular Atrophy (SMA) advocate
Fiona Tolich, who was querying access for Sprinraza.
- The current process ensures fast access to critical drugs for what are often aggressively growing
tumours in children with cancer.
- Also noted was the cost effectiveness of most paediatric cancer drugs and the careful
stewardship that paediatric oncologists and haematologists have exercised over many years.
- Both Scott Macfarlane and Chris Jackson were interviewed by Guyon Espiner as part of a follow
up piece. Concern was expressed about what signals Pharmac was sending in terms of the
potential “dumbing down” of approval processes to achieve equity, when many patient groups
need better access.
- A review is scheduled to commence in September 2021 (initial meeting next week), and
assurance has been given that access to paediatric oncology drugs currently in use will not be
affected. Some minor modification to the existing process for paediatric
oncologists/haematologists is expected.
- Some families have expressed concern and anxiety, though it is not significant at this point.

3

-

-

‘Patient Voice Aotearoa’ have also spoken publicly in support of child cancer patients not losing
access to required medication, and also support for Fiona Tolich in her campaign to improve
access to Spinraza for children with SMA.
Te Aho o Te Kahu has a close watching brief.

7. NCCN Reference Group Terms of Reference (2018)
7. NCCN Reference
Group TOR Nov 2018.pdf

-

The current TOR have expired, including the Chair’s second term (held by Amanda Lyver).
With health system and other changes coming it was agreed to carry the Terms of Reference
over until at least the next meeting (November 2021) when more information will be available.
Agreement for Amanda Lyver to retain role as Chair until November 2021 Reference Group
meeting and review at that point, alongside TOR.

8. 2021/2022 Work Plan
8. NCCN Work Plan 1
July 2021-30 June 2022 (DRAFT).pdf

-

-

Elizabeth gave a brief overview of 2021/2022 NCCN Work Plan progress to date and invited
feedback.
Expansion of research focus with the appointment of Gemma Pugh. NCCN noted Child Cancer
Foundation’s generous contribution to funding the expanded role. Important to link Gemma in
with relevant expertise within Te Aho o Te Kahu, e.g John Fountain.
LEAP follow up guidelines likely to be published on Starship clinical guidelines website to ensure
national access.

Action:
4. Reference Group members to provide feedback to Elizabeth on 2021/2022 NCCN Work
Plan (draft) by 15 June 2021.
9. Executive Management Team Report
9. Executive Report
April 2021.pdf

-

Elizabeth tabled and spoke to the Executive Management Report.
o The fourth cycle of SLA site visits with shared care centres is commencing with seven site
visits planned for 2021, about half can be reached by car.
o NCCN Service Level Agreement question template (and platform) updated, format and
look remain unchanged.
o Budget is tracking well below budget ($45k) due to salary savings and limited travel/
meetings.

10. ANZCHOG 2021
- ANZCHOG is virtual, early bird registration closes next week.
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-

Each specialist centre aiming to offer clinicians the opportunity to participate together if
possible. Sessions are 3.00pm-8.00pm from 23-25 June.

11. Working Group reports (LEAP / NZCCR / Pacific)
11a. LEAP Working 11b. NZCCR Working 11c. Pacific Working
Group Report April 2021.pdf
Group Report April 2021.pdf
Group Report April 2021.pdf

-

The Working Group reports were tabled and taken as read.
No further comments.

12. Counselling Framework
12. Counselling
Framework May 2021.pdf

-

Elizabeth tabled the report.
Launch of the Child Cancer Counselling Network scheduled for 22 May, which reflects an
important milestone. NCCN, Child Cancer Foundation and Massey University will present an
overview of the Network with refreshments to follow. All Reference Group members are invited
to attend (in-person and Zoom option).

13. AYA Cancer Network Aotearoa
- Heidi gave a brief update on recent AYA Network activities, and referred members to the
Adolescent and Young Adult (AYA) Cancer National Action Plan 2020-2025, Mahere Tautapa
Pukupuku Taiohi and Adolescent and Young Adult (AYA) Cancer
Incidence and Survival in Aotearoa 2008 – 2017 published on their website.
- Incidence rates stable, slight improvement due to melanoma rates dropping.
- Overall improvement in terms of comparison to Australia.
- Ewings Sarcoma survival has improved, unfortunately no change to CNS survival.
- Factors like domicile (e.g rural /urban), distance from treatment centre, and deprivation all
matter.
- Fertility Preservation Working Group (chaired by Sarah Hunter, SBCC) reviewing guidelines.
- Ongoing work to develop new resources (e.g hair loss) and advocate for extension of age range
to 24-29.
- Commencing process to recruit new Project Manager.
14.
-

-

CanTeen
Nick gave a verbal update.
CanTeen supporting around 500 patients, siblings, and offspring at present.
Had one key event interrupted by last COVID-19 alert level change (personal development
leadership camp).
Data collection focus with better reporting system to be in place by end-2021.
Focus on equity issues and working closely with the AYA Cancer Network.
Working collectively with “like” NGOs such as Child Cancer Foundation, Heart Kids and Cure Kids
at present to look at impact of health system changes, key barriers, improving access to services,
strategies around funding.
New three-year CanTeen strategy awaiting final Board approval.

15. Child Cancer Foundation
- No report available.
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16. Leukaemia and Blood Cancer NZ
16. LBC Report April
2021.pdf

-

Peter tabled the report.
No further comments.

17. Starship (Auckland)
- Mark gave a brief overview, noting continuation of full capacity (currently six >16 year olds on
the ward).
- Consultant Virginia Wooton has joined the team. Dr Wooton is dual-trained in paediatric
immunology as well as oncology/haematology.
- Communication with families continues to be stronger with improved methods (e.g email lists),
in part due to COVID-19.
- Nursing has also been at full capacity due to NZ nurses returning from overseas, although small
reduction in FTE recently due to results of CCDM/Trendcare analysis. Highlights the importance
of reporting acuity accurately. New system relies on floating team to fill staffing gaps with nurses
sourced from a general pool (not paediatric-specific).
- Fellow Leonie Naeije has returned to the Netherlands.
- Senior members of SBCC team looking forward to visiting CHOC next month.
- Issue raised about national position on cannabis for paediatric oncology. To date no national
position has been formulated due to the many potential permutations. Would be useful to know
what advice (if any) has been developed by Te Aho o Te Kahu.

Action:
5. Rose to investigate what work has been done nationally to develop health advice
relating to cannabis and related products for cancer patients.
18. CHOC (Christchurch)
- Largely settled into new hospital now.
- Dr Majeed about to go on maternity leave with Dr Rob Corbett covering her late effects clinics
this year.
- Nursing cover has been challenging and will continue to be with upcoming maternity leave cover
required.
- Challenge with ensuring timely delivery of pharmaceutical orders which both the CHOC and
SBCC lead pharmacists are monitoring closely. Also some issues with MIGB scans so
consideration of other options.
- Trendcare also being introduced at CDHB so CHOC and SBCC will keep in close contact.
19. Shared Care Centres (Paediatricians)
- Karina gave a brief update, noting that Tauranga has been particularly busy with double the
normal patient load and some new nursing staff.
- GA lists for imaging have been hard to manage, also requires appropriate staffing for postanaesthetic care.
- Mix of Zoom and in-person patient consultations for paediatric oncology outreach patients.
- Acknowledgement that psychological aspects harder to do via Zoom, especially if the first
interaction is via Zoom.
20. Service Managers
- Nothing to report.
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21. Paediatric surgery
- No issues to report.
22. Next meeting:
- Friday 5 November, face to face (venue tbc).
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