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National Ethics Advisory Committee meeting minutes

5 February 2013
Present 

Victoria Hinson (Chair) (until 2.00pm)
Julian Crane

Nola Dangen

Adriana Gunder

Andrew Hall

Maureen Holdaway
Fiona Imlach Gunasekara

Robert Logan

Wayne Miles

Robin Olds

Jacob Te Kurapa

Martin Wilkinson (acting chair from 2.00pm)
Secretariat in attendance

Stella Li

Chris Wilson

Gillian Parry (9.00 am – 10.00am)

Guests in attendance

Rebekah Jenner (Ministry of Health) (9.00am – 1.45 pm) 

Dev Oza (Ministry of Health) (9.00pm – 9.30pm)
Moira Wilson (Ministry of Social Development) (11.00am – 1.00pm)
Dorothy Adams (Ministry of Social Development) (11.00am – 1.00pm)
Ross Mackay (Ministry of Social Development) (11.00am – 1.00pm)
Welcome and introductions

1. The Chair welcomed members to the meeting and introduced Gillian Parry, the new senior analyst on the Secretariat, replacing Olivia Stapleton who is on maternity leave. 
2. The Chair also welcomed Rebekah Jenner, a contractor assisting NEAC on the predictive risk modelling project.  
Matters arising 

3. The Chair noted progress on several matters:

· At the last meeting NEAC discussed the work it wanted to consider doing over the next few years.  This included recruitment for cancer treatment trials which will be discussed today.
· NEAC is planning to invite the Medical Council of New Zealand to a future NEAC meeting. 
Member declaration of interests 

4. The following interests were declared by members: 

· Jacob Te Kurapa is a member of the Medical Council of New Zealand.  

· Robin Olds is the Chief Executive of the Health Research Council of New Zealand (HRC).  The HRC funded the Pharmacovigilance Ethics Advisory Group that NEAC recently sent a submission to.
· Martin Wilkinson is a member of the University of Auckland.  The University is involved in the predictive risk modelling research. 
Alternative recruitment strategies in cancer trials 
5. Julian Crane led a discussion on alternative recruitment strategies in cancer trials.  Following the December 2012 meeting, NEAC members had requested further scoping of a potential project on the unpublished article by David Hadorn et al ‘How to Substantially Increase Recruitment in Cancer Trials in New Zealand – Viewpoint’.  Members noted this article proposes randomisation of patients before seeking consent only from those taking the “new” therapy; patients receiving standard treatment would not be informed of the trial. 
6. Members discussed:
· the difference between recruitment for adult cancer trials and paediatric cancer trials.  International evidence indicates difficulty in adult cancer trial recruitment, but recruiting for paediatric cancer trials are assisted by functional international networks
· different drivers for cancer trial recruitment
· whether there are other alternative methods of recruitment eg, better public understanding
7. Members agreed that it must first be identified whether recruitment for cancer trials is a problem in New Zealand.  If a problem is identified, members discussed the possibility of further exploring this by engaging in public consultation, or undertaking formal research.  Members were of the view the HRC or Cancer Society could help with the costing and scoping of formal research. 
Actions

· Members agreed to discuss the issue of recruitment for cancer treatment trials with researchers to determine if there is a problem.

· If a problem is identified, members will undertake research to determine the nature and scale of the problem of cancer trial recruitment in New Zealand, with a view of how to progress this project in March/April.
Predictive Risk Modelling: Advice to the Minister of Health 

8. The Chair introduced from the Ministry of Social Development (MSD), Ross Mackay (principal advisor), Moira Wilson (lead researcher), and Dorothy Adams (general manager, MSD’s Centre for Social Research and Evaluation) who provided background information for NEAC’s advice to the Minister of Health on predictive risk modelling (PRM).  The Minister of Health has requested NEAC’s ethical analysis of a research proposal using identifiable health information for the purpose of refining a predictive risk modelling tool to identify vulnerable children.  
9. The staff from MSD discussed with members that the PRM project:
· has the potential to reduce child maltreatment (a high priority for the Minister of Social Development) and improve child health and wellbeing
· tests the feasibility of PRM in a context that is untrialled internationally 
· focuses on known risk factors of maltreatment, including maternal data, and information on other siblings such as hospitalisation for intentional injury and prior care and protection history. 
· will enable front line staff to make better decisions about which children are likely to be at risk of maltreatment.

10. The PRM project has two phases:
· The first phase involves retrospectively testing cohort data to determine if the predictive risk model works.  
· The second phase involves operationalising the predictive risk model so it can be used by front line staff to help them identify at-risk children.  
11. The current ethical review is only about the first phase of the PRM project and was assessed and approved by the Central Heath and Disability Ethics Committee.  Operationalising PRM will require a separate ethical review.  
12. Members were of the view MSD’s research proposal met the ethical standards set out in the Ethical Guidelines for Observational Studies.  Members concluded the research offers broad social benefit, and that the loss of privacy to participants is very small.  Members noted however, that the minimal loss to privacy depends entirely on the rigour with which the security protocols to safeguard the data are applied and followed.
Action
· Secretariat to forward NEAC’s finalised advice on PRM to the Minister of Health. 

Background on the application of Treaty of Waitangi principles to NEAC

13. Martin Wilkinson chaired the discussion of this paper.
14. Jacob Te Kurapa introduced the paper that provided background information on the principles of the Treaty of Waitangi and explored how these principles might apply to NEAC when undertaking its statutory functions. 
15. Members had a discussion about how to apply the principles of the Treaty to NEAC’s work. Members discussed:
· their preference to take a proactive rather than reactive approach 
· incorporating Māori advice when planning future work or at the  beginning of projects.
· having someone speak from a Māori perspective on projects it has already decided to scope this year: cancer trials, disability, dementia and organ allocation.
Action
· Secretariat to organise someone from the Ministry of Health Māori Health Directorate or one of their contacts to speak with members about Māori perspectives on disability at the next meeting.
Later note: With approval from the Chair, the Secretariat will report back to members on ethical issues in organ allocation and organise for someone to speak with members about Māori perspectives on organ allocation at the April 2013 meeting. 

Farewell to Robin Olds
16. The Chair farewelled Robin Olds and thanked him for his work for NEAC.  Robin Olds gave a short farewell speech.
Chair’s and Secretariat reports 

17. The Committee noted the Chair’s and Secretariat’s reports.

18. Robin Olds informed the Committee that the HRC Ethics Committee is vitally interested in the monitoring of Health and Disability Ethics Committees.

19. There is an overlap in the interests of the Medical Council of New Zealand and NEAC.  The Committee still wants to invite representatives of the Medical Council to a future NEAC meeting.
Action

· Secretariat to invite representatives of the Medical Council of New Zealand to a future NEAC meeting.

In committee 

20. Members held an in committee session. 

Correspondence 

21. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  The correspondence received was a request for feedback from the Pharmacovigilance Ethics Advisory Group.  Members noted NEAC’s response to the Pharmacovigilance Ethics Advisory Group.
Minutes of 6 December 2012 meeting

22. The minutes of the 6 December 2012 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.

23. Members requested meeting minutes be circulated to them when they are circulated to the Chair for approval.  This will enable them to them to correct any errors and be reminded of any actions they need to complete from the minutes.
Next NEAC meeting 

24. The next NEAC meeting will be held on 2 April 2013 in Wellington.

Minutes confirmed as a true and accurate record.
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