Health Consumers' Council WA Inc.

Health Issues Group

1.00pm Thursday 1 October 2009

Meeting Room, Wellington Fair

40 Lord Street, East Perth
AGENDA

1
Present
2
Apologies 
3
Guest Speaker: Caron Molster – WA Biobanks (40 mins)
4
Minutes of August and September Meeting (10 mins)
5
Matters Arising

5.1
Report on Actions previous minutes (20 mins)
6
Nominations for HIG Deputy Chair


Health Issues Group (10 mins)

7
Quality Use of Pathology

Health Consumers’ Council (5 mins)
8
Private Hospital Beds


Pamela Heald (5 mins)
9
General Business
10
Next Meeting – Thursday 5 November 2009
HEALTH CONSUMERS’ COUNCIL

HEALTH ISSUES GROUP

Thursday 2nd October
Room 18, Wellington Fair

40 Lord Street, East Perth

MINUTES

Meeting opened at 1.00 pm


1
Present

Ann Banks (Chair)

Margaret Ryan (Deputy Chair)

Cheryl Rugdee (HCC, Minutes)

Michele Kosky (HCC)

Colleen Wann

Sonia Yeates

Eileen Ward

Anne Healy

Elizabeth Solich

William Solich

Pam Heald

Dennis Sheedy

Norma Sheedy

Joan Hodsdon

Jenny Cramer

Thankam Abraham

Lesley Derksen

Jenny John
3
Guest Speaker

Caron Molster – WA Biobanks (Tel: 9222 6871, caron.molster@health.wa.gov.au)

Caron works at the Office of Population Health Genomics (OPHG), which looks at leading the translation of genomics knowledge into health benefits for all Western Australians. Community engagement occurs through the Genetic Support Council under the Genetic Health Network, which gathers feedback from the community.

Biobanks are organised collection of human biological samples and health data. Biological samples includes any part of the human body not attached such as blood, serum and hair. Health data stored includes genetic information, medical history and records, as well as lifestyle details. The different types of biobanks are clinical (for diagnostic purposes or other purpose such as Red Cross Blood Banks), Research (disease specific such as Australian Brain Bank Network or population-based such as Busselton Health Study). It is possible that in future, biobanks have the potential to share data worldwide and compare with other countries and develop new tests, treatments and cures. Biobank materials could be provided by anyone but is based on the purpose of the biobank. There are ethical, legal and social issues associated with having biobanks. Currently, WA have no laws specific to biobanks and nothing about monitoring biobanks and what they collect. WA has approximately 4.6 million pathology samples.

Sonia Yeates: Question on whether there is any biobank collecting information about copper in the body, which is associated with risk of arthritis. Caron was not aware of any biobanks collecting this information. 

Lesley Derksen: Question on whether there is a problem with materials collected by biobanks being patented. Caron responded that once material has work done, the biobank custodian owns it and they can then make it commercial. There are benefits sharing means by which consumers can negotiate financial and/or patent benefits.

Pam Heald: Raised the question about insurance. Caron informed the group that there is a moratorium whereby insurance companies cannot adjust insurance premiums based on information obtained by biobanks.

Bill Solich: Queried about professionals explaining to patients about what health information is kept at biobanks. Caron explained that her understanding is that health professionals seek verbal and written consent as to obtaining health information and samples from patients, and must be notified should a research project would like to use materials stored at the biobank. 

Joan Hodsdon: Queried if patients are genetically tested in WA, do samples go into biobank? Caron informed that samples and data is kept to monitor for future mutations in gene and this would be an example of a clinical biobank as it is to assist with consumers health. If information is needed for research, researcher will need to approach patient or obtain a waiver of consent.  
4
Minutes of August and September Meeting

Minutes of previous meeting were accepted as a true record.

Moved: Margaret Ryan

Seconded: Sonia Yeates

MINUTES ACCEPTED AND CARRIED

5
Matters Arising 

· Limited Access to Allied Health (x5), Apr 09: HCC contacted WAGP Network (see attached Item 5.1), information was provided to Deborah Smith at CHF, who handed this information over to Diane Walsh who is the Consumer Representative sitting on the Medicare Australia Consumer Consultative Committee.
· Have a Go Day, Jul 09: HCC thanked all who will be volunteering for the event; information has been sent via mail to all. 

· Department of Health website: HCC contacted the website team at the Department of Health and were advised to send through comments on website through online feedback form (see attached Item 5.2)  

· HIG Audit, May 09: This was provided to the group. Members can advise of corrections to information found.

· Plastic Spacers for Asthma Inhalers: HCC approached Asthma Foundation for further information and received a response from them (see attached Item 5.3)

· All other actions are pending and will be reported on once information is available.

6
Nominations for HIG Deputy Chair  
Margaret Ryan was nominated and re-elected as HIG Deputy Chair.

7
Quality Use of Pathology
Janet Wale requested of HCC to assist with obtaining personal stories from people that relate to pathology testing – right from getting a referral for tests, collection of samples through to ‘the results’. Members are advised to contact Cheryl Rugdee on 9221 3422 or email cheryl.rugdee@hconc.org.au to provide this information.
ACTION: HIG members with pathology experiences will contact Cheryl Rugdee.

8
Private Hospital Beds
- Pam Heald
HIG members were provided with information (see attached Item 8). A discussion on this topic ensued and the following points were raised.

· Some private hospitals do not provide some services, and have to refer their patients to the public hospitals.

· Access for family and friends need to be considered when transferring patients to another hospital.

· Information for war veterans’ widows could be provided through Perth Legacy newsletter.

· Not all private hospitals have Emergency Departments unlike public hospitals.

· The practise of hospitals is to ask patients whether they would like to be admitted as a private or public patient.

The proposal was amended and received a majority vote to be actioned upon.

ACTION: For HCC to advocate for a pilot project between private and public hospitals to manage patients and share resources.

9
General Business 

Michele Kosky: Provided the following information – 

· Health Issues Group is a committee of Health Consumers’ Council, Chair of HIG reports back to HCC Board


· Issues discussed during HCC Board meeting includes ambulatory care reform, the National Health and Hospitals Reform Commission’s report (which can be accessed on 

http://www.nhhrc.org.au/internet/nhhrc/publishing.nsf/Content/nhhrc-report) and Rights of parents and children in the health system.

· There will be a Roundtable discussion on Primary Care which will cover this NHHRC report and GP superclinics on Monday 23 November from 12 pm to 2 pm. Notice is available in Oct to Dec 09 issue of Health Matters.

Ann Banks: Following the strong discussion relating to HIG that occurred during the September 09 HIG meeting, she proposed that the Feb 2010 meeting for HIG will focus on a discussion on HIG’s direction, who should be invited to speak during HIG and how to move forward, within the HIG Terms of Reference (TOR). No agenda will be set for that day. 

ACTION: HCC will send out HIG TOR and a note for HIG Feb 2010 meeting.

Dennis Sheedy: Raised an issue about a lack of resource for transport in Midland and Osborne Park area. This issue was voted for and will be discussed during the Nov HIG meeting.

ACTION: Dennis to fill up his issues presentation page and provide to HCC for distribution and discussion at the November meeting.

Colleen Wann: Mentioned the case of Christian Rossiter. This case confirmed the common law that patients have a right to refuse medical treatment. An article in the last Health Matters promulgated this issue.

Joan Hodsdon: Will send a copy of information regarding proposed changes for Breastscreen reminders to HCC for reference in HIG file.

Lesley Derksen: Mentioned article: “Efficient Light Bulbs Defies Bid to Recycle” (West Australian, p. 24). A discussion about which WA councils had disposals for these light bulbs ensued. Lesley requested for this topic to be put as a Question on Notice for HCC to respond to.

ACTION: HCC to respond to Lesley Derksen regarding disposal of light bulbs and mercury going into public waters.

Elizabeth Solich: Commented that HIG always arranged various speakers to speak to interesting topics.

Pam Heald: Will be attending a National Legacy Coordinators Council and using an article in Health Matters for reference during the meeting. She also commended Bill Fox, HCC Consumer Advocate for his work.
HCC: Provided the following information - 

· Speaker for next meeting is Professor Colin Binns speaking for the introduction of GM foods and crops.

ACTION: Invite Earl Louis to March 2010 HIG meeting to speak on Podiatry scheme.

· There will be Christmas Morning Tea on 2 Dec from 10.30 am to 12 pm at HCC office in East Perth. Contact HCC on 9221 3422 for further information or to register.

· A review on the consumer representative programme is being conducted and further information can be found in Health Matters issue 78. 

· HCC Board produced a Strategic Directions 2009 to 2012 document outlining the Strategic Plan for HCC Board. This is available on www.hconc.org.au or ring 9221 3422 for a copy.
Meeting closed at 2.56 pm
Next meeting: Thursday 5 November 2009, 1-3pm
2.   Apologies


Noeline Hartley


Hope Alexander


Marilyn Carrigg


Mike Watteau


Anne McKenzie


Bill Morris


Yvonne Nicholson


Jim Hedgeland


Netta Hedgeland


Pamela Farrant


Trish Lamont


Pixi Burke


Peter Groves


Keith Norwell


Janet Wale
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For questions about the Health Issues Group, please call Cheryl Rugdee on 9221 3422 or email cheryl.rugdee@hconc.org.au

