HEALTH CONSUMERS’ COUNCIL
Consumer Representative Networking Meeting
Tuesday 12 October 2010
Room 18, Wellington Fair

40 Lord Street, East Perth

Meeting Notes
1. Present

Michele Kosky, HCC; Gio Terni, HCC; Heather Taylor, HCC; Caroline Rugdee, HCC; Margaret Ford; Jenny John; Helen Povey; Jenni Ibrahim; Bruce Campbell; Brian Stafford; Iren Hunyadi; Mitch Messer; Bob Paterson; Tim Benson; Neville Ward; Elizabeth Solich
2. Apologies
Margaret Ryan; Ann Banks; Jan Thair; Lorraine Powell; Debbie Slater; Suzanne Midford 
3. Advocacy and Consumer Representation

· The Health Consumers’ Council Advocacy service provides assistance to those who:
· wish to access health services which meet their need; or
· make a complaint regarding a health service/ health professional
· The Advocates assist consumers to define and clarify the issues within their complaint, to ensure the matter is dealt with by the most appropriate staff member of the health service.  They are also happy to visit consumers in their home to discuss the matter face to face, if required, when access to the Council office is difficult.

· They assist consumers to draft letters, Statutory Declarations and Statements of Claim, Freedom of Information applications and so forth and consults with the consumer at every step of the way. 

· Advocates try to resolve issues with the service provider before taking the matter to the Office of Health Review
· The Office of Health Review deals with complaints regarding health and disability.  It also provides assistance and information in identifying the options available to the complainant in resolving their concerns.   

· It is independent and impartial; 
· Their staff have undertaken mediation training; and 

· Most of the complaints taken up at the office are resolved through the conciliation process.  

· Note: Office of Health Review may make recommendations but are not able to enforce agreements made by the parties

· In cases where consumers require elective surgery urgently and have grievances regarding waiting time, it would be expedient for complaints to be made to the Minister’s office
Advocacy Program and how it may help Consumer Representatives

· Qualitative information desired in Advocacy Complex Cases Report so that the Consumer Representatives can put it within context when representing consumers on a committee.

· Useful for Consumer Representatives to speak to advocates to identify consumer issues when they first start with a committee
· Stories provided in Advocacy Report bring the point home as to the needs of the consumers.  It can help Consumer Representatives in being aware of such issues and taking the matter up at their relevant committees. 

· Ken Hillman, Vital Signs: Stories from Intensive Care, ISBN: 9781742230955 UNSW Press http://www.unswpress.com.au/isbn/9781742230955.htm Published Oct 2009, paperback, 240pp, was one example of composite stories cited to be useful for Consumer Representatives
· Stories relevant to committees would be helpful.  For example, stories relating to falls provided to consumer representatives sitting on the Falls Prevention Committee
4. Matters arising from notes of previous meeting

· Amendments to previous notes:
· Jenny John: Nurses and Midwives Board of WA: Registration and Competency Advisory Committee

· Running as usual with monthly meetings
· Jenny John: RPH Student Training Ward Initiative 

· This training ward is intended to run once every week.  It has 3 orientations and training is 6 weeks full time

5. Suggestions for a Consumer Recommendations Register

· Jenni Ibrahim: Most of what the Consumer Representatives do are not so direct
· Advantages:

· Something that other consumers can learn from.  Consumers can use this as a tool to share their learning

· Opens up a pathway of communication where people can say what they have done and how it is working

· Weaknesses:

· Concerns about publicising information/ confidentiality of information

· Most of what Consumer Representatives do are not so direct so there are doubts as to relevance

· Recommendations:

· For the Consumer Recommendations Register be set up and put to the test
· This register has a lot of merit as it diversifies and creates awareness to other consumers so it is worthwhile to give it a go
· Consumers may send in their recommendations by email and state whether and how it had helped them
· To hold a forum regarding this
· To place a page on website and state how helpful the suggestions were
· On the register, consumers can indicate the issues and actions taken out and state their suggestions and ideas for change
6. Review of the Privacy Brochure

· Comments
· Health Consumers’ Council Website Address on the Brochure is incorrect and needs to be changed;
· To include “Medicare Number” as information that is collected from consumers;
· Reference to Health Staff and undertaking obligations to protect privacy – How does the staff know?
7. Consumer Representative Reports
· Margaret Ford: Injury and Trauma Executive Health Network Advisory Group
· Group has reconvened
· Fiona Wood reconvened meeting to discuss how we could administer treatment at the right level rather than bringing patients from country areas to Perth
· As part of Activity Based Funding, hospitals are now thinking twice before they bring patients to Perth.  Relationship between practice in Perth and Patient in Kununurra was found to be the same as meeting them in the flesh
· Fiona Wood recommends that every person learns first aid
· Margaret Ford: WA Organ Eye and Tissues Donation Community Advisory Panel, Pharmacy Board, Acute Care Network Executive Advisory Group

· There has been no current activity on these committees
· Jenny John: Nurses and Midwives Board of WA: Registration and Competency Advisory Committee
· National Registration resolved.  National body is taking over on the 15th of October 2010.
· Jenny John: RPH Student Training Ward Initiative

· Last day at the Royal Perth Training Board.  

· Students from 6 designations – Medical, Nursing, Pharmacy, Occupational Therapy, Social Work and Physiotherapy participated in the training ward.  They worked in a team and ran the ward themselves under supervision of qualified personnel.

· Orientation – Gave speech about her own good and bad experiences in hospitals.

· Each week she interviewed the patients and gave feedback to the students with a written report to the facilitators.

· At those weekly sessions with the students, she told other various medical horror stories where people had died or had serious permanent issues when medical staff had not listened to their patients. They were given tips on how to avert the same errors happening in their own careers.

· The feedback regarding the student training ward, from the patients, students, university and hospital, was that it had been hugely successful.

· They would now be applying for funding from the Dept of Health for the same training to be extended to every medical student and in hospitals around the state, including rural areas.

· Iren Hunyadi – Human Research Ethics Committee

· There was training for new researchers and members.  She found the training interesting

· Meeting was deferred

· Parking was found to be the biggest issue 

· Beth Solich – Falls Health Network Advisory Group

· Has just started on this committee and it is a new experience for her.  She has expressed her enthusiasm about falls prevention

· Brian Stafford – Silver Chain Medical Safety and Quality Committee
· Both meetings were cancelled

· Tim Benson - Physiotherapists Registration Board of WA

· The Board had the last meeting for the year

· WA Registrations are taking place the Monday after this meeting

· Tim Benson – North Metro Area Health Service Community Advisory Council

· The Council have become more active.  They have had a presentation on clinical issues, have in place a reconciliation action plan and new members have joined the group.  They are interviewing Mental Health Consumer Representatives
· Diabetes and CAG – podiatry

· Guidelines set up for people with diabetes

· Bob Paterson – Chronic Disease Reference Group

· He was away and unable to attend the meeting
· Bob Paterson – Cardiovascular Health Network Executive Advisory Group
· He put forward that cardiovascular patients should be linked with co-mobility of foot care.  Not an automatic gesture that people with cardiovascular disease will get their feet looked at.  It is essential that they get a physio to look at it.
· Jenni Ibrahim – Respiratory Health Network Executive Advisory Committee
· Reference group has expanded to become a wider group so anyone who would like to put their hands up to join can do so
· The group consists of medical practitioners and physicians

· They are finalising COPD consumer guide and simplifying diagrams in the guide.  The guide is being changed into consumer friendly language

· Jenni Ibrahim – Chronic Condition Reference Group
· The group advertised for more members.  Jan Thair is coming on board the group and they will be having a meeting next week 

· Jenni Ibrahim – Respiratory Health Network Executive Advisory Committee

· It is playing a lead role in chronic development framework.  Forum on the topic is to be held on 20 November 2010

· Jenni Ibrahim – Data Linkage Advisory Board

· Lotterywest funding has run out and they are putting in a new submission.  Part of the funding is going towards involving consumers and part to create a centre for research
· Helen Povey – Neurosciences and the Senses Health Network
· Membership has expanded with Kathy McCoy and 2 other members joining the group
· Helen Povey - Consumer Advisory Group to Consumers and Carers
· They have set up an epilepsy guide for models of care.    As there are 4000 different diagnosis for this condition, there are concerns that some groups are not heard of and do not receive the required support. Feedback will be sought from consumers to gauge the usefulness of this guide.

· Proposal for next project includes looking at the usefulness of developing a generic guide to neurological services

· Wrote an abstract about pathways into care.  There is a need for a pathway to link services

· Suggestions include setting up 1800 numbers and advertising them so consumers can ring in for support; 

· It would also help to set up an advice and service line where the demand for services can be measured and people who have been unable to locate the right service can get assistance in locating the service

· Bruce Campbell – Human Ethics Research Groups
· Issue that researchers are not really covering everything so projects goes to pre-committees to be checked out
· Bruce Campbell - Medical Board Impairment Review Committee and Professional Standards Committee Panels

· Issues raised that Medical professionals are not communicating how and what they are doing to patients.  They are pushing for medical professionals to let the patients know what they are doing and get permission from these patients before they proceed with treatment
· Bruce Campbell – Nurses Board of Western Australia

· Nurse practitioners are being allocated to pharmacies

· Neville Ward - Curtin University of Technology Nursing Advisory Committee

· This Committee has not had a meeting 

· Mitch Messer – Primary Health Network

· They held a Strategic Plan and Draft Consultation workshop.  Comments were taken and they have formulated draft report.  They are currently working on improving the draft report and will hold a discussion on what should be done with the final draft report
· Mitch Messer – WA Drug Evaluation Panel

· Issues were raised as to Pharmaceutical benefits scheme covers prescriptions in some hospitals and not in others.  In some of the hospitals, the system pays for the prescriptions while in other hospitals, the system doesn’t.

· Possibility that by middle of next year these hospitals will be PBD prescribing.  It is important then that the patient is informed that they can get a script for their medications and can go to any hospital 

· Michele Kosky – E Health Steering Committee

· One member has left the committee and Alan Piper from Fiona Stanley Hospital has joined
· There is to a meeting to brief members and the non-government organisations and she will be letting others know of the date

· Sir Charles Gairdner is getting wireless connection and there is a movement towards E-health patient records

· Ann Banks (in absentia): The Cancer and Palliative Care Research and Evaluation Unit 

· This Unit has not had a meeting since February 2010 so there is nothing to report.

· Regarding the little book of Acronyms, Margaret Ryan and Ann Banks have gone through all the acronyms received and deleted those that did not pertain to healthcare.  They are now deciding on a format for the book (booklet).

· Margaret Ryan: (in absentia): The Royal Perth CAC 

· The Royal Perth CAC is still going strongly towards being a fully effective voice for consumers who use this facility.  Whilst they reset all of their ideas and paths forward this year it has been an encouraging year knowing that they have fill support behind their ideas presented.  They are working towards being the driving force of the quarterly patient satisfaction surveys in 2011.  They are working on solving what is still a relatively annoying issue of the smoke haze that greets people when getting close to the Victoria Square entrance and when walking along to the emergency square entrance, caused by people smoking.  This is not an easy one to solve as the situation with Royal Perth Hospital is unique in that immediately outside any entrances is Perth City Council property.
8. New Business
· N/A
Meeting closed at 2pm

9. Next Meeting – Thursday 25 November 2010, 12 pm to 2 pm
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