The development is in the detail:  Neami’s Consumer Participation & Leadership Audit project

By Allan Pinches, Consumer Consultant in Mental Health, Bachelor of Arts in Community Development (VU)
In 2009 and early 2010, Neami – a large national (PDRS) Psychiatric Disability Rehabilitation and Support Service operating in five states – undertook an innovative Consumer Participation and Leadership Audit project, to help form the basis of some new strategic directions for the organisation.

Consumer consultants Allan Pinches and Jan Hatt were employed by Neami to explore what had been taking place in consumer participation and leadership within Neami, and what were some areas of potential development. This involved consultation with a range of Neami consumers, staff, managers, board members, and some others.  

The approach was grounded in a strong consumer perspective/ consumer collaborative approach and informed by a Community Engagement Development focus. 

The project was initiated by the Board in recognition that despite a very long history of consumer participation in Neami, it had been some time since the organisation had looked closely at the methods it was using. It was intended as the first step in a longer process. The key aim was to cover some of the groundwork needed, ahead of the development of a strategic framework for consumer participation and leadership. 

The consumer consultants carried out  a systematic audit based on a modified version of the ‘Organisational Self-Assessment and Planning Tool for Consumer and Community Participation – A tool for organisations involved in health policy and education’ as developed by the National Resource Centre for Consumer Participation in Health (2003.) 

The Audit Tool covered the categories defined as: individual service planning, governance, strategic planning, policies, operations, education/training, research & evaluation. Various consumer participation activities were nominated for discussion under these categories.

The consumer consultants facilitated eight workshops comprising of approximately 100 participants including consumers, staff and board of management, across all states in which Neami operates. Several other interviews were conducted.

The project was facilitated by Neami’s Service Development Team, which helped the consumer consultants to be linked in strongly to the organization’s systems and resources and to be well supported in their work.

In the history of Neami, consumers have been involved widely throughout the organisation and in many of its key processes: on the board, Consumer Advisory Groups in each state, interview panels for all staff, participation in evaluation and planning activities participation in conferences, presentations to funding bodies and other forums, contributions as guest speakers at induction, as Peer Support Workers. These contributions are acknowledged with sessional payments.

Neami broadly supports the importance of consumer participation and has been a training ground for many consumers who have become very active in the field. It has also been a champion of the notions of community based psychosocial rehabilitation and community participation. Neami was one of the earliest Australian proponents of the notion of journeys of recovery in mental health and has campaigned for more availability of safe, secure, affordable housing, and other issues.

The case for consumer participation
· “Nothing About Us Without Us”

· We get better and more effective services

· People who are actively involved and have a sense of control over their health care get better outcomes

· Consistency with principles of recovery


A strong rallying call for people in the consumer movement and our supporters is:  “Nothing About Us Without Us.”  This is a matter of social justice and human rights. Consumer Participation has established a standing over time as an important and a critical element of quality mental health service delivery,  treatment and support.
But I believe we have to keep ready the strongest evidence base we can muster, at all times, to be able to demonstrate the benefits of consumer participation. Consumer participation in its many forms is often noted to contribute to personal recovery, consumer outcomes, greater community participation, lowered readmission rates, formal and informal peer support, and improved personal educational and employment progress. In the current crisis-prone political environment we need to stay prepared.
More positively, consumer participation can be demonstrated to be a valuable resource for consumers and service providers, in terms of service quality, understanding consumer needs and wants, and building upon the creative insights and ideas of consumers.

Some reasons I found the Neami Consumer Participation and Leadership Audit Project very encouraging to have been part of was due to the nature of the ideas, exciting potential and evidence of effectiveness that emerged – and that it holds the potential to strengthen the whole notion of consumer participation partnerships within every type of mental health service. In fact, there are encouraging implications right across health and community services.

The Neami project was significant in many ways as a consumer participation project – it was well resourced; the consumer consultants were better supported than usual in the field; it was well structured, using an audit tool developed through wide consultation, which  provided accurate data collection yet allowed free flow of consumer input and a creative approach; and a great deal of rich contextual data had been gathered, and was able to be embedded into the report, forming an extended learning resource underpinning the document, which would have widespread value. 

I have personally seen much evidence that consumer participation is a good thing, over the past two decades in consumer role. There is a fairly straightforward rationale: for too long the consumer voice has been not sufficiently listened to. For example, mental health consumers were “discharged” out of the large institutions between the late 80s and mid 90s, in the name of “deinstitutionalisation” and “integration” into the wider community. But many of the promised community-based services are perilously under-developed, and are a long way from meeting burgeoning needs among people experiencing mental health issues. Consumers should have a say about the need for community services and a wider range of treatments and supports because consumers are legitimate and knowledgeable parties to the issues being discussed. We can do some very effective self-advocacy.  As documented in numerous pieces of research and policy including the Victorian Government’s Strengthening Consumer Participation In Victoria’s Public Mental Health Services Action Plan released in 2009, both consumers and services benefit greatly from active consumer participation.

There is substantial research evidence about the benefits to service delivery of having active consumer involvement in planning and evaluation processes. From Neami’s point of view consumer involvement enriches all aspects of the organisation. It is important that an organisation “walks the talk” – you can’t promote individual recovery unless the organisation’s structures and processes are congruent with the principles. Recovery is a process and an outcome.

Supporting consumer participation and leadership in the future:
When consumers were asked to identify the five most important things Neami should do, based on discussion workshops, they came up with the following:

· Improve Communication and ensure all consumers are aware of participation opportunities;

· Create more opportunities for consumers to meet each other – both social and structured (friendships are an important pathway to participation, building confidence and social inclusion);

· Increase consumer control of (CAGs) Consumer Advisory groups – agenda setting, chairing, being well-resourced – and building in feedback loops to other consumers;

· Creating participation pathways from Neami to the broader community;

· Follow up consumer suggestions and honour commitments to consumers.

What we found …
Consumer participation is not an end in itself. We found a wealth of knowledge within the consumer population in the organisation – which in a way was largely untapped, and has not been formalised. In the course of the project we spoke to about 100 people and most engaged with the project enthusiastically – hearts and minds. The key benefits articulated were:

· Consumers overwhelmingly identified that the reason why consumer participation should be supported and encouraged in all its forms, is ultimately to support the development of meaningful connection with others.

· Consumer participation is a means to support people to recognise and build on their strengths.

· Within the organisation, consumer participation provides a safe place to practice skills.

· Active opportunities for genuine consumer participation are an important demonstration of the key principles of Recovery – hope, empowerment, meaningful activity and responsibility. Tokenistic approaches are just the opposite, and must be avoided so that people do not experience a sense of being set up to fail, being patronised or ignored.

Different dimensions of participation 
At the individual service delivery level, there was a very strong sense of collaboration and control at nearly every site. At the operational level, consumers felt they had less information and less influence in shaping the type of services delivered and the avenues for influencing what happens were unclear. Most people were also quite uninformed about complaints and grievance processes and there were few formal communication processes. 

Consumers are reliant on their relationship with their (CRSWs) Community Rehabilitation Support Workers for information about the opportunities available to them. The other area of concern to consumers is that there are few opportunities to meet other consumers – benefits of mutual support and the development of social networks is not being realised in programs.

At the governance level – the consumer experience was varied: most people were pleased to know that there were consumers on the board, and for those involved in CAGS this was a good experience. But there is some confusion about the way the CAGs operate and this needs to be reviewed to ensure their intended structure and purpose are reflected in practice – for example ensuring they are chaired and the agendas are developed by members in collaboration with management.  At present consumers serve a maximum two year term and many consumers and staff felt that after this term, there needed to be avenues for people to express or further develop the skills they have developed at the CAG, in other avenues – in the consumer movement and the community generally.

What made the project work?
· Strong grounding in consumer perspective from a lived experience of mental health issues was the touchstone for the project.
· Commitment to the project at all levels of Neami. 

· Well-resourced, conceptualised and planned. It was supported by management but was not locked down – was an open process looking for fresh and innovative ideas to link participation to strategic directions.

· Supervision & planning assistance was generously provided for by Service Development Manager and Team. 

· Action Learning Approach. This was one of the most exciting aspects of the project – a sense of understanding some of the greater possibilities of consumer participation and leadership and identification of areas where there may be barriers and thinking of ways of breaking through.

· Clear framework & approach. The attention to staying within these structures was helpful in keeping the project steadily on course.

· The Audit Tool made the process achievable and maximised useful, high-quality learning outcomes. 

·  Critical Reference Group. This group of consumer workers, which met three times during the project, helped to hone down the issues and practicalities, as well as visions and hopes of the growing and diversifying consumer movement.

· Collaboration – walking the talk!

The project consciously took into account lessons from some earlier projects in the sector – avoiding many pitfalls and occupational hazards that sometimes occur in consumer worker roles. This meant putting in place a range of supports to make the work of the consumer consultants more sustainable and more likely to succeed. This included factors such as the importance of support at all levels, adequate resourcing (money & time), project management framework (regular project meetings) and Critical Reference Group (a major knowledge resource and shared in peer support.)

Considerable support was provided by a range of Neami staff for very busy logistics needs including booking a lot of interstate flights.

The Neami board initiated the project and the project team included a senior management team member. Written information and verbal presentations about the project had been made to managers and to the Consumer Advisory Groups prior to commencement of the project so people were “primed” to participate.

Experience of the project highlighted how important detailed planning is – this was short-term project with a turnaround time of about 14 weeks, and there had already been quite a lot of thought and planning beforehand. There was a very strong focus on thinking about what needed to be in place to ensure the success of the project and this laid strong foundations for a really strong project.

REFERENCES:

Bennetts, Wanda (2009) “Real lives, Real jobs” – Developing good practice guidelines for a sustainable consumer workforce in the mental health sector, through participatory research

Primary Care Self Assessment Tool for Community & Consumer Participation, V1.0, May 2002 and Self-assessment and Planning Tool for Consumer and Community Participation Version 1.0, May 2003 National Resource Centre for Consumer Participation in Health

Strengthening consumer participation in Victoria’s public mental health services Action plan, DHS 2009
I believe we have to keep ready the strongest evidence base we can muster, at all times, to be able to demonstrate the benefits of consumer participation.





The Neami project was significant in many ways as a consumer participation project – it was well resourced; the consumer consultants were better supported than usual in the field...





When consumers were asked to identify the five most important things Neami should do... they came up with the following: ...








At the operational level, consumers felt they had less information and less influence in shaping the type of services delivered and the avenues for influencing what happens were unclear.





Strong grounding in consumer perspective from a lived experience of mental health issues was the touchstone for the project.








The project consciously took into account lessons from some earlier projects in the sector...











