



DRAFT MINUTES OF MENTAL HEALTH AND ADDICTION OF OLDER PEOPLE AND DEMENTIA PROJECT 

EXTERNAL REFERENCE GROUP MEETING

Face-to-Face Meeting

Wednesday 4 February 2009
10am-3pm
Attendees:
Darren Malone, Jimmy Fisher, Lucille Ogsten, Kerry Hand, Marie Hull-Brown, Carol Ingley-Maraku, Grace O’Sullivan, Kaye Carncross, Matthew Croucher, Emma Wood, Katherine Fell, Kelly Johnstone, Anna Lise Seifert, Karina Kwai, Sharon Brandford, Gavin Pilkington (for Stephanie Doe), Chris Perkins, Maree Todd, Johan Vos, Anne Foley (Ministry of Health), Anne Bell (Ministry of Health), Joan Mirkin (Ministry of Health). 
Chair:

Roz Sorensen (Senior Project Manager, Ministry of Health)

Minutes: 
Scott Connew (Policy Analyst, Ministry of Health), Claire Tennent (Policy Analyst, Ministry of Health)

Apologies:
Lisa Gestro, Mere Hammond, Eileen Varley, Stuart McCaw, Judy Garriock, Stephanie Doe, Crawford Duncan, Jenni Coles, Hilary Birch, John Cosgriff
Expected Outcomes of this meeting:

· Be aware of a range of perspectives regarding dementia
· Explore a future service user pathway
· Inform the proposed sections of the guidance document.
AGENDA

	
	Time
	Item
	Responsibility
	Relevant Documents

	1.
	1000
	Welcome & introductions
	
	

	2.
	1010
	Previous meeting minutes
	
	Previous minutes

	3.
	1020
	Sector updates

Each member has 5 mins to present to the group their consultation feedback (who have they spoken to regarding this project, what feedback have they received)
	Group members
	 

	
	1100
	Morning Tea 
	
	

	4.
	1115
	Presentations on Dementia

Four guest speakers presenting different perspectives of dementia
	
	

	
	1230
	Lunch
	
	

	5.
	1300
	Mapping the Service User Pathway (high level)
	Group activity

Reporting back 
	Workshop notes

	
	1400
	Afternoon Tea
	
	

	6.
	1415
	Developing the guidance document: 

· Service Principles

· Service Components

· Reporting and Monitoring

· Quality and audit approach

· Entry point to the system, Initial assessment, triage, NASC

· Workforce 
	Group activity 

(4 per group)


	Workshop notes

Data collection information

	7.
	1450
	Next Steps 
	Roz
	Timeline

	
	1500
	Close
	
	


1. Welcome & introductions

2. Previous Minutes
The minutes and actions from the previous meeting (8 December 2008) were discussed.  Points to note include:

· Not all DHB surveys have been returned. The difficulties experienced by DHBs in completing the surveys have been noted – and are informative in their own way. Due to the nature of the survey, forwarding them to non-government organisations to also complete would not be useful. Alternative suggestions gladly received. 
· A member requested a copy of the DHB survey summary. The analysis is anticipated to be ready by the end of February.
· Ideas for the Friends of the Project Newsletter should be directed to Claire Tennent.
· The minutes of the previous meeting were accepted as an accurate record of that meeting.
Actions:

· Roz and the Ministry project team are looking to increase the level of service user engagement. Recruitment of identified individuals for the external reference group has not been successful, therefore potential subgroups of service users are being considered.

· Once key informant interviews are completed, Roz will circulate the list of participants.

3. Sector Updates

Reference group members were provided with an opportunity to report to the group on who they had spoken to and/or sent project documents to since the last meeting, what feedback they had received about the project, etc.  The feedback has been grouped into the below key areas:  

Disability:
The Ministry noted that the rapidly aging population, paired with the expected longevity of the population had left the sector unprepared. The difficulties people with intellectual disabilities and dementia faced in accessing appropriate services was raised. 
Health of Older People/Residential Care:

One member reported back to the group regarding her group’s response to the key questions of the project. A copy of her report has been attached to these minutes (see attachment: “Grace O’Sullivan – Consultation – re MH and dementia care project – 2.2.09.pdf”).
Workforce:
It was noted that the issues relating to workforce that are being identified by the project are aligning with the current mental health work ‘Lets Get Real’. 
DHBs:
A lot of interest in the project has been expressed by the DHBs, and that the complexity of the quality and data issues was highlighted by the survey. One member identified team integration, and national awareness as the most important focus for the project. Some DHBs are currently experimenting with a single point of entry to services, a number of difficulties have been experienced. More communication between planning and funding, and providers is necessary. The survey also identified the need for clear definitions, including specifically where dementia should sit. It was agreed that a set of principles as the outcome for the project is not enough. There needs to be a solution for the next 25 years, including a clear funding stream from the Ministry. Members thought that the funding streams are currently inadequate. A more formalised assessment for the needs of carers was also suggested. The period 2011-2021 was identified as a time of critical change, and that services could be quickly overwhelmed. It was suggested that there is a lack of dementia beds, because there is a lack of funding, and significant workforce issues. 
4. Presentations
a)
Lucille Ogsten – Alzheimers New Zealand
Lucille began her presentation by noting that attendance of this meeting was her “last act” as National Director of Alzheimers New Zealand; Johan Vos is the new National Director and will take Lucille’s place on the External Reference Group.

Lucille presented the group with Alzheimers New Zealand’s “Dementia Economic Impact Report”. Lucille explained that her perspective on dementia came from working with/for Alzheimers New Zealand for 20 years and personal care-giving experience. She talked about the loss and the grief that individuals and their families experience when confronted with a diagnosis of dementia. Lucille emphasised that meeting the needs of people with dementia and their families cannot be achieved through a “one size fits all” approach. Lucille also emphasised the importance of companionship and communication – particularly with regard to explaining a diagnosis to each individual and their family.

This highlighted the work of the Alzheimers New Zealand in providing families with contacts and support; Lucille noted that Alzheimers New Zealand is often a first point of contact – particularly by people concerned about a loved one’s apparent memory problems. Lucille stressed that memory problems should not be assumed as being an indication of dementia as it may be attributable to other causes. Contact with Alzheimers New Zealand is frequently made before diagnosis, and many people never receive a diagnosis at all.

Lucille noted that increases in funding – for the support services provided by Alzheimers New Zealand and for all dementia services in general – have not matched increases in demand for those services. Lucille also discussed the role of Alzheimers New Zealand in providing education and hosting public meetings, and the role of Alzheimers New Zealand in referring people to assessment units (e.g. the Canterbury branch can, other branches cannot). Lucille also noted access to respite beds and support for families/carers when loved ones are transitioned into a rest home as being issues of current specific areas of need.

Lucille concluded by emphasising the advocacy role of Alzheimers New Zealand and identifying the particular (unmet) needs of people with early-onset dementia, people in rural areas, and enabling people to participate in meaningful activities that are tailored to their needs.  Finally, Lucille drew attention to the need for adequate, on-going funding.
b)
Maree Todd – A Geriatrician’s View of Mental Health and Addiction of Older People and Dementia
See attachment: “Maree Todd – A Geriatrician’s View.pdf”

c)
Chris Perkins – Are We Any Use? The role of psychiatry in dementia
See attachment: “Chris Perkins – Are We Any Use.pdf”

d)
Sharon Brandford – Beware of Distant Elephants: People with intellectual disabilities growing up and growing older
See attachment: “Sharon Brandford – Beware of Distant Elephants.pdf”

5.
Mapping the Service User Pathway

Following discussions, the External Reference Group decided that more time needed to be spent on considering key components of services for the guidance document. However, in the last activity of the day, some time was spent on mapping the service user pathway (see below).
6.
Developing the Guidance Document

Group members self-selected which one of four groups they would like to contribute to. The groups were: workforce; entry point; client groups; and integration of services and funding. Overviews of the outcomes of these focus groups are presented below.

a)
Workforce

5 main problem areas:

· Training and development

· Recruitment and retention

· Organisational development

· Research and evaluation

· Workforce infrastructure.

Key requirements:

· Improved training 

· for all training courses

· for all therapies

· for all IDT members

· incorporation into all curriculum

· primary and secondary care

· specialist and non-specialist services

· ongoing

· increased funding of specialist positions

· Career pathways

·  available and encouraged

· especially the nursing career pathway

· Funding

· training

· public and private groups

· Peer support and supervision

· Accurate survey of what current workforce is

· More flexibility for roles of IDT members

· Clear workforce plan for 30 years

· Splintered competitive training

· unitary or coordinating funding and planning

· clear competencies

· managed competition

· Awareness that DHBs (planning and funding) need to consider funding provision for education. 
b) 
Entry Point

Assumptions: 


· Person-centred

· Needs-based

· Integrated

· Adequately funded

· Multidisciplinary team

· Family/whānau-centered

Central point and use guidelines to refer to NASC next stage

Include all ages?

Entry point is to provide an assessment (broad – multidisciplinary/complete)

Integrated systems and tools (i.e. information tools)

1. Referrers

· GPs

· Alzheimer’s NZ

· Others

· Hospital

· Family

2. Triage 

Tools and criteria for urgency and type of assessment. If an assessment is not required, advice and support about how needs are best met. 

3. Assessment

· NASC

· Geriatric

· Psych OA

· Integrated and multidisciplinary

      Role: This is what the person needs

· biological

· medical

· social

· care

· other

       Keep GP (or equivalent) in the loop as care coordinator/case manager).

3)
Client Groups

Why 65 years?

· Needs based:

· how to implement/operationalise?

· however, a needs-based system is unable to be needs-based without sufficient resources

· responsibility for funding

· 65 years old may not necessarily an appropriate age to require transfer from adult services

· not ‘age appropriate’ or ‘close in interest’

· same service – irrespective of age
This group had also planned to spend more time fleshing out the definition of the target group comprised of people who age with an organic brain disorder, chronic health condition, or brain injury who develop symptoms of mental disorder or dementia. However, discussion did not progress past the above issues to leave sufficient time for this. 
4)
Integration of Services and Funding
· Current dislocation of services associated with concerns about resources -  resource allocation needs to be addressed

· Integration of planning and funding (older persons and mental health) – and service delivery

· Move towards - 24hr support services – Mental Health HCNZ – HOP HCNZ

· Functional relationships co-location

· Don’t necessarily need combined funding and or management

· Share same IT (Information Technology)

· Rotation of MDT members/specialists through different areas/services

· Liaison with other services

· Resource implications/FTE implications

· National Diversity Important


After the above activity, the external reference group returned to the activity of “mapping the service user pathway”.  Although progress was made on this, time constraints meant the smaller groups were unable to develop this as much as planned; replicating what was able to be completed in the time available in these notes would not convey a complete picture of members’ perspectives.  However, what was completed is still informative and Roz, Claire on Scott will work on using them to develop a draft pathway that will be circulated for members to comment on.
7.
Next Steps

Roz explained that, due to resource constraints, difficulties with some tasks (e.g. DHB survey) and priorities, the timeframe for this project has been extended.  However, this did not mean that progress or activities have been put “on hold”; rather, the timeframes have been extended to balance resource constraints with the need for the project to be comprehensive and be informed by adequate information.  The “information gathering” and “document writing” phases of the project have been extended.  More specifically, the writing of the guidance document is now scheduled to commence at the start of March (not February) and will be drafted over four months (not two) before being released for consultation.  The project is now scheduled to be completed at the end of December 2009 (not August).

Next Meeting

The next meeting of the External Reference Group is scheduled for 1 April 2009.  This meeting will be a teleconference and will run from 10am until 12 noon.  Further details will be sent out in due course.
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