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Notes of discussion and views

« Security of health information is a primary concern
« Consumers need to be involved in the decision making process.

. The stakeholder engagement model being applied to the e-Labs Pilot in Rotorua
was welcomed.

. If there are a myriad of local and regional data repositories being developed, will
we get a national view?

. Is it the intention that currently secure data, such as that around sexually
transmitted diseases, will be accessible in the future?

« Will data being transferred be encrypted?

« Will there be rigorous testing done on any developments to ensure the solution
works as consumers have been advised it does?

. What are the benefits that a shared data repository brings to the consumer?

« Should data be aggregated, it needs to be done so in a non identifiable manner.

« When standards are presented to consumers, they need to see the risks and
consequences of the standard, along with the benefits, so they can make an
informed decision about its suitability to their needs.

« Who owns this data? The concept of ‘responsible custodianship’ was discussed.

« Should a ‘bill of rights’ be drawn up to share with the consumers at the start of
each engagement?

« What is the Ministry in general doing in this space? It would be good for the 4
September forum to show how all the pieces of work interconnect. Also keen to
see there is no duplication of effort.

« A social marketing campaign around the NHI's purpose and benefits would be
highly desirable.

« Need to keep discussions around transactions separate from those around a
shared data repository. Only the former form part of the HIS-NZ Strategy.

Agreed actions and follow-up

« Sarah to send Adam a link to the TestSafe website.

« Dougal to follow up with Gillian on who the QIC spokesperson will be for the 4
September forum.

« Dougal to investigate the Markle Foundation - http://www.markle.org/


http://www.markle.org/

. Sarah to follow up with Stephanie to ensure that the following groups have been
invited to the 4 September forum; National Council of Women, Mental Health
Foundation and the New Zealand AIDS Foundation.
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