MINUTES
Reference Group Meeting
Friday 2 November 2018
10.00am-4.00pm
Novotel, Auckland Airport
Attending: Kirsten Ballantine, Scott Macfarlane, Amanda Lyver, Shona Ballinger, Amber Conley, Heidi
Watson, Lochie Teague, Elizabeth Ryan, Pamela Baines, Robyn Kiddle, Peter Fergusson, Karina
Craine, Jenny Gardner, Chris Harrington.
Chair: Amanda Lyver.

Summary of Action Items
1. Sub-group of the Workforce and Professional Development Working Group to be
established for Nursing (led by Nurses Amanda Cleland and Rachel Wilson).
2. Those with an interest in an equity initiative focussed on improving consistency and
access to NTA and WINZ to contact Elizabeth, who will arrange a TC initially.
3. Scott to suggest LEAP looks further at equity of late effects follow-up and late effects
incidence and management.
4. CCF/CanTeen/LBC to present proposal to Amanda Lyver re NGO involvement at
ANZCHOG 2019.
5. Kirsten to submit abstract on behalf of NCCN for “Cancer at a crossroads” conference
by 23 November.
6. NCCN to formally acknowledge Rob Corbett’s contribution to child cancer care in NZ by
letter, including his contribution as inaugural Chair of NCCN.
7. Lochie to contact Andrew Marshall (Clinical Leader Paediatric Ambulatory, CCDHB) re
progressing shared care agreement between Starship and CCDHB.
1. Apologies
Steve Evans, Emma Tonks
2. Introductions
Welcome to the following new Reference Group members:




Shared Care Paediatrician Karina Craine (Tauranga), as well as shared Care Paediatricians
(not in attendance) Rosalind Wood (Wellington) and Amy Hinder (Palmerston North).
Chris Harrington (Radiation Oncologist, Christchurch)
Peter Fergusson (CEO, Leukaemia and Blood Cancer NZ)

Welcome to Shona Ballinger (GM, Member Services) for CanTeen Acting CEO, Steve Hunt.
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Acknowledgement of members’ service and contribution who have resigned their Reference Group
positions in 2018:




Shared Care Paediatricians John Sanders (Taranaki), Deepika Singh (Waikato) and Fiona
McGill (Nelson-Marlborough).
Radiation Oncologist: David Hamilton
CHOC Nurse Practitioner: Jan Millar

3. Previous Minutes and Actions
-

-

No amendments to minutes for previous meeting held on 11 May 2018.
The Chair apologised to the Service Mangers on behalf of the NCCN Executive Team for any
confusion that may have arisen following the last Reference Group meeting, when several of the
Shared Care Paediatricians indicated an intention to step down. Service Managers were not
expected to step down but the two issues may have become somewhat mixed up.
Action item 6 is addressed in the agenda. All other items have been actioned.

Minutes approved by Amanda, seconded by Heidi.
4. Chair Update
-

Amanda introduced the agenda, noting upcoming discussion re equity issues covered in paper
prepared by Elizabeth.

5. Clinical Advisor Cancer Services Update
-

-

-

-

Scott has been a Ministry clinical advisor (cancer) for over two years now. It has been a great
opportunity to work with the wider cancer community. Scott will cease this role at the end of
2018.
Cancer Health Information Strategy going well, particularly to address data gaps for adult
oncology. Supports analysis of practice and efforts to reduce unwarranted variance.
A key achievement has been the radiation oncology data set (adults only) which has involved the
six DHBs and three private providers sharing data. Agreeing metrics will allow for better
detection and analysis of variation. Chemotherapy prescribing is likely to be next. More complex
but will give better insights into practice.
Also encouraging has been the Tumour Standards work. For bowel cancer clinical indicators
have now been developed and data is being collected.
CPLB has matured – well placed to ask questions around about strategy (raised in 2017). Idea of
cancer agency also noted in the Labour Party’s manifesto.
New Director General Ashley Bloomfield is now leading strategic direction setting, and decisions
and/or options are awaited. Lots of good work is being done, but implementation more
challenging. Need a results focus, backed up by reporting which enables analysis (and reduction)
of variance. If all parts of the system were performing as well as the top performers NZ would
match Australia’s outcomes.
Upcoming “Cancer at a Crossroads” Conference (January 2019) will be a key opportunity for
discussion about future strategy and is likely to influence next steps by the Ministry of Health.

6. Executive Management Team Report

6. Executive
Management Team Report November 2018.pdf
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-

Elizabeth tabled and spoke to the Executive Management Report.
The team has been busy completing the seven visits to shared care centres, with visits to Nelson,
Gisborne, Hamilton, New Plymouth, and Tauranga completed since the May meeting.
Guideline usage is showing the normal trends with drug dosage guidelines the most commonly
accessed, and international centres featuring in the top 10.
In terms of the financial position finances are tracking to budget (three months).
The NCCN contract with ADHB has been signed off for a further two-year term, with funding
unchanged. A four-year term was originally proposed by the Ministry but this was considered
too long given revenue was not increasing.

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

-

-

Elizabeth tabled the updated Terms of Reference (final) for the Reference Group, the first
update that has occurred since 2011.
Key final amendments made were:
o Removal of reference to primary care due to financial constraints and discussion about
potential contribution of a single representative.
o Addition of reference to Working Groups.
Some discussion about equity - lack of Māori/Pacific and consumer representation. Need to
ensure appropriate input is provided, and at the right level.
At an earlier Ministry of Health presentation (2015) a process for achieving was suggested,
starting with consumer participation at working group level, then penetrating to upper levels.
The NCCN Reference Group Terms of Reference (2018) were approved.

8. Working Groups
- Elizabeth gave a brief overview of the Working Groups that exist for NCCN. Some are considered
permanent groups (e.g Pacific, LEAP, Protocols) and some are convened to address specific
issues (e.g Dental).
- Permanent groups were requested to update their Terms of Reference several months ago. The
Pacific working group has reviewed their Terms of Reference, and the LEAP working group’s
review is underway.
- The Workforce and Professional Development Working Group currently has no Chair (Jan Millar
retired this year) and has not met for some time.
- Discussion about the need for this group ongoing and how it should be structured, especially as
there are other workforce development agencies in existence (e.g HWNZ).
- Senior nurses at Starship and CHOC have also had some early discussions about starting a forum
to discuss a range of Nursing workforce and professional development issues, which could sit
under the group as a sub-group.
- Noted CanTeen (Shona) keen to be part of education and cancer working group (s).

1. Action: Sub-group of the Workforce and Professional Development Working Group to
be established for Nursing (led by Nurses Amanda Cleland and Rachel Wilson).
9. 2018/2019 Work Plan
9 (a). NCCN
Summary of priorities 2018_2019_Update October 2018.pdf
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-

-

Elizabeth talked through the summary table for the 2018/19 NCCN Work Plan and invited
comments. Participants are requested to send any suggestions for upcoming priorities to
Elizabeth.
Equity paper:
9 (b). Health equity
discussion paper_ Oct 2018.pdf

-

-

-

-

Elizabeth talked to this paper which had been pre-circulated and focusses on equity issues for
children with cancer.
Ideas proposed in the paper and subsequent discussion was wide-ranging. Clinically focussed
areas include fluctuating enrollments on clinical trials, differences in survivorship outcomes for
Māori children, and variable access to Allied Health services once back home. There was also
discussion of psychosocial support as well as financial support to minimise the impact of a
cancer diagnosis on families.
The Asset study is now up and running, which looks at biological differences by ethnicity
(acknowledging ethnicity in NZ is more a self-identification concept than genetically based).
Discussion about wanting to focus on those areas NCCN could have most influence on, with a
conclusion the reducing the financial impacts of a child’s cancer diagnosis would be one very
practical example. e.g the disparate application of the national NTA policy, differing
interpretation of WINZ criteria and how these are applied. There is a disproportionate impact on
the 50% of patients who live outside Auckland/Christchurch. Could develop a set of illustrative
situations, then send the scenarios to various NTA Coordinators and WINZ to obtain responses. It
is also about knowing who to go to when a person doesn’t “fit the box”.
Several pieces of research also mentioned as potentially relevant:
o Health Promotion Agency looking at wider ripple impacts of illness (with focus on young
people/AYA), with funding from HRC.
o University of Otago has done epidemiology studies which show that initial contact for
general child health issues is good, but ongoing engagement is an issue. Has looked at
interventions that work.
In terms of patient experience Starship analyses data (patient experience survey) and also holds
a weekly quality meeting.
May be opportunities to work with AYA Cancer Network as issues faced are similar (though
model of care differs).
Agreement to form a small group to design and implement a study, analysing and publishing
information. Can also utilise CCF data to see what other support families are receiving.

2. Action: Those with an interest in an equity initiative focussed on improving
consistency and access to NTA and WINZ to contact Elizabeth, who will arrange a TC
initially.
3. Scott to suggest LEAP looks further at equity of late effects follow-up and late effects
incidence and management.
10. ANZCHOG – 2019 Conference Update

https://etm.eventsair.com/quickeventwebsiteportal/anzchog2019/website
-

Date 13-15 June, Christchurch. Theme is “cancer and families” reflecting need to cater to
medical audience as well as broader stakeholders.
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-

-

-

ANZCHOG is funding one international speaker (Uri Tabor) with a second speaker almost
certainly confirmed (Dr Marilyn Hockenberry). Dr Hockenberry is a Professor of Nursing at Duke
University and has a particular interest in phenotype-genotype associations and symptom
management for leukaemia.
Prospectus now out. CCF keen to discuss potential options with CanTeen and LBC re sponsorship
and other involvement.
Programme still very flexible –structure to be confirmed.
ANZCHOG will replace Shared Care Update Day for CHOC. Re Starship Shared Care Update day
(normally two are held but ANZCHOG replaces one) for 2019 Lochie will consider options. Would
be good to be able to show selected videos from ANZCHOG sessions to those who are not able
to attend.
Shared Care teams are encouraged to attend.

4. Action: CCF/CanTeen/LBC to present proposal to Amanda Lyver re NGO involvement
at ANZCHOG 2019.
11. Cancer at a Crossroads Conference

https://www.otago.ac.nz/cancer-care/index.html
-

This conference to be held in January 2019, supported by University of Otago and Ministry of
Health.
Likely to be influential in terms of future cancer strategy direction at the national level.
Registration fee modest ($400) and members are encouraged to attend.
Dr Richard Sullivan (UK) speaking - focus on adult issues but context will be important for all
cancer services.
Abstract from Kirsten Ballantine (adapting SIOP Kyoto poster abstract re equitable outcomes) to
be submitted by 23 November. There is an opportunity to present this work within the broader
framework of NCCN’s bespoke model to illustrate the benefits to child cancer service provision.

5. Action: Kirsten to submit abstract on behalf of NCCN for “Cancer at a crossroads”
conference by 23 November.
12. Counselling Framework
12. Counselling
framework Oct 2018.pdf

-

-

Massey University developed a distress screening tool and trained 10 Family Support
Coordinators in Auckland (March 2018). Unfortunately due to staff shortages in Auckland CCF
were not able to commence the screening tool pilot, with the training re-run again on 24
September. There are some issues to work through in terms of the FSCs being comfortable using
the tool.
CCF is funding implementation costs for the broader Counselling Framework network, with
Massey meeting with CCF and NCCN on 6 November to discuss the plan and budget.
The aim remains to provide more appropriate counselling options, including providing training
for counsellors on the database.
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13. Educational support project

13. Educational
Support November 2018.pdf

-

-

-

Elizabeth tabled this report which provided updates on three initiatives, the Cognitive
Assessment and Reporting Working Group, Educational Support Resources, and the Educational
Support research project (led by Claire Gooder).
The Cognitive Assessment and Reporting Working Group is considering its future, having largely
completed its original mandate. This forum is valuable for keeping Psychologists nationally up to
date with practice developments as can be difficult to maintain institutional knowledge across
centres. With significant strategy changes occurring at Ministry of Education this year their
involvement likely to be based more on information sharing.
The research on “Return to social activities/ school” for ALL patients is now at the analysis stage
following completion of the online survey, medical and educational record analysis, and
family/whānau interviews. There is also rich qualitative data in the interviews that will be useful
to inform broader discussions. Kirsten will be spending a significant amount of time supporting
this phase in the research for the coming months. Plan is to publish the work in steps.

14. Pacific Working Group
14. Pacific Working
Group Report October 2018.pdf

-

A report from Jane Skeen was tabled. More optimism at present following some concerns.
Fiji continuing to work towards commencement of a Community Nurse.

15. LEAP
15. LEAP working
group report - 18. 10.18.pdf

-

A report from Kathy Yallop was tabled.
Focus on finalising organ system surveillance guidelines (Rob Corbett), which will then be added
to the Starship Guidelines and NCCN members alerted.

16. NZCCR
16. NZCCR Working
Group Report October 2018.pdf

-

17.
-

A report from Kirsten Ballantine was tabled.
The October 2018 SIOP meeting commences on 14 November. Poster shows comparable child
cancer survival by domicile and treatment centre, also by deprivation level.
Also noted challenges with respect to being able to access required data in a timely fashion
(CCDHB).
Protocols update
Lochie noted the Protocols Working Group just met on 31 October.
Discussed studies open and closing, on hold.
Also approved the updated Febrile Neutropenia guideline, which will be published on Starship
Guidelines and NCCN members notified.
Had presentations on medicinal cannabis use as well as flowcharts relating to CINV Protocol.
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-

Agreed to hold an education forum every Tuesday lunchtime from February 2019 (VC) to discuss
challenging cases.
There was an opportunity to hear reflections from Rob Corbett about his paediatric oncology
career, which commenced in NZ in the mid-90s. Rob has made a significant contribution to child
cancer services in NZ and this was acknowledged by colleagues at the meeting.

6. Action: NCCN to formally acknowledge Rob Corbett’s contribution to child cancer care
in NZ by letter, including his contribution as inaugural Chair of NCCN.
18. TP53
19. TP53 Working
Group Report Nov 2 meeting.pdf

-

Scott tabled the TP53 report.

19. Proton Therapy
18. Proton Beam WG
report Nov 2 2018 meeting.pdf

-

Scott tabled the Proton Therapy report.
Detailed set of guidelines from the Australasian College would be very useful in deciding which
patients may benefit from a referral as current guidelines are not specific enough.
Refer item 29 for more detail from Radiation Oncologist Chris Harrington.

20. Dental

20. Dental Working
Group Report 2nd November 2018.pdf

-

Scott tabled the Dental report.
Paediatric dentists have finalised data and are now working on analysis, with assistance from a
fourth year dental student. This work (funded by dental service) will inform future direction and
opportunities for advocacy.

21. Immunisations

21. Immunisation
Working Group Report Nov 2nd 2018.pdf

-

Scott tabled the Immunisations report.

22. AYA Update
-

Heidi spoke to recent AYA activities and highlighted key aspects of Network’s Work Programme
2018/19.
o Patient experience survey based on the standards of care is open with 155 responses to
date (130 within target age group). About one third of the way there. Difficulties in
recruiting participants.
o Early identification working group has completed a literature review (Claire Gooder) and
are initiating further research, looking further into primary care aspects.
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-

o Have obtained two presentation slots at GP conferences in 2019.
o Obtaining good quality data remains a focus area.
Scott noted new COG follow up guidelines (V 5.0) likely to be very helpful as can enter exposures
and tool will produce guidance.

23. CanTeen Update
-

Shona (Ballinger) gave a brief overview of current priorities.
Have an acting CEO at present (Stephen Hunt) with plans to recruit new CEO by the new year.
Looking at process improvements and closer alignment to the AYA Network.
Strong youth development and leadership growth focus.
Running “Rest” pilot - a 12-week programme focussed on empowerment and wellbeing,
supporting young people to look after their physical health. Georgie is presenting the work at
the upcoming AYA conference in Sydney, after which the evaluation can be shared.

24. Child Cancer Foundation (CCF) Update

24. CCF Update
NCCN Nov 2018.pdf

-

Robyn tabled the report from CCF.
Noted that the Family Support Coordinator team in the Auckland area is now fully staffed.
Working on a new “fit for purpose” database, at user acceptance testing stage.
Have introduced new “Volunteer Support Manager” role. Branch structure has changed, now
called Connect groups.

25. Leukaemia and Blood Cancer NZ (LBC) Update
-

Peter Fergusson is the new CEO (commenced May 2018).
Held winter workshops in the six regions as well as blood conference in Wellington (September)
with 300 carers and patients.
Approximately 150 referrals per month (10-20% growth), 2500 visits per year, 440 education
forums held per year.
Recently added two resources with a patient focus (Dunedin and Auckland/Taranaki).
Revamping educational literature, including the books like “Tom has Lymphoma” which are
referenced on the KidsHealth website.
Have made some structural changes to support services (Emma Barker) – less direct reports.
Reviewing funding approaches as high reliance on events – looking to diversify.
Sharing approaches and resources with Leukaemia Foundation (Australia).

26. Starship Update

26. Family
Information Folder Working Group Report Oct 18.pdf

-

Unit continues to operate at full capacity, often with outliers.
After trialling new call system have reverted back to the original system.
Changes to the Senior Nursing team continue with a new AYA Nurse Specialist position and
hopefully a Nurse Practitioner role in 2019.
Dr Nyree Cole returning to the UK, CRA workforce have lost a member of their team.
Have introduced a weekly Quality Committee with an independent Chair.
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-

No progress in CCDHB/Starship shared care agreement to date. Alison Pearce has resigned with
Ros Wood remaining. A new second Shared Care Paediatrician appointed but not in post until
early 2019. Is desirable to pursue this piece of work, acknowledging Wellington’s strong
relationship with CHOC. NCCN to assist with facilitating.

7. Action: Lochie to contact Andrew Marshall (Clinical Leader Paediatric Ambulatory,
CCDHB) re progressing shared care agreement between Starship and CCDHB.
27. Christchurch Update
-

Jenny noted changes in staff, with internship for Nurse Practitioner being advertised (to replace
Jan Millar).
Inpatient facility likely still a year away from completion, outpatient facility opened this week.
Taking a staged approach.
Retirement of Dr Rob Corbett as “founding father”, a formal farewell is planned for December.

28. Shared Care Centre Updates
-

Karina Craine noted good relationships between shared care and specialist centre teams, always
looking to improve communications.
End of treatment communications (e.g letters) a key focus, and reducing travel burden for
patients.
Developing better understanding re palliative care services – can be challenging due to small
numbers and limited experience in the area.
Managing staffing and resources across disciplines an ongoing challenge.

29. Radiation Oncologist Update

High Cost Health
Pool Radiation Therapy use.pdf

-

-

Chris spoke to a report regarding High Cost Health Pool Radiation Therapy use.
Currently NZ has no facility to provide proton therapy but access might improve when Adelaide
build the Bragg Proton Centre (est 2021). There is also increasing data that previous predictions
of fewer long term effects with proton therapy may have been too enthusiastic.
Noted largely BAU for radiation oncology at present, with some paediatric radiation therapists
moving on.
New radiation oncologist coming to NZ has strong reputation in neuro (Frank Saran).

30. Paediatric Surgeon Update
-

-

In Steve Evans’ absence Amanda noted the recent surgeons’ meeting held in Wellington, which
was well attended by paediatric oncologists, surgeons, and managers from Starship, CCDHB,
CHOC and NCCN (Scott Macfarlane). The CCDHB shared care team were also in attendance.
A range of issues was discussed about patient management and service delivery between CCDHB
and CHOC, with a positive way forward agreed.
There is some capacity at CCDHB, need to think about exceptional cases.
NCCN’s contribution was acknowledged in terms of helping to facilitate this meeting.

Proposed Reference Group dates for 2019: Friday 10 May and 15 November.

9

