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My previous roles and responsibilities

7 I was a Commissioner for the New Zealand Mental Health Commission (“NZ
Commission”) for six and a half years, from 2000 to 2007. At that time, the NZ
Commission had three Commissioners. One of those three positions was informally

allocated to a person with lived experience, and that was my role.

8 | was a working Commissioner, by which | mean | worked for 4-5 days a week for the NZ

Commission, as opposed to it being more of a part time role like a director of a board.

9 In that role, my main responsibilities were to work to embed a “recovery approach” in
mental health services in New Zealand, and to support efforts to reduce stigma and
discrimination against people who experience mental distress. | was the sponsoring

Commissioner for those two areas of work.

10 Throughout my time at the NZ Commission, we connected with people with lived
experience of mental distress in a range of different ways. We undertook many
consultations and workshops, prepared a lot of publications and visited the public mental

health services.

11 When | left the NZ Commission, | became self-employed and set up a social enterprise
called PeerZone. As a Commissioner, | was working at the systemic level and when you
are working at that level it can be very hard to see the impact you are having on the day-
to-day lives of people with lived experience. This was what motivated me to start
PeerZone. We didn’t have a grand plan to start with, but the first thing we did was to
develop peer-led workshops for people with lived experience. The workshops aren’t just
about questions like “how do | deal with my symptoms and how do | recover from this?”;
they span all areas of life, from employment to housing to relationships, and include a
section about exploring our unique identity. We have also developed Maori and Pasifika

workshops, a toolkit of resources and workshops for young people.

12 We disseminated the original suite of workshops throughout Australia and New Zealand
initially, and they are now taking place in places like Canada and the United States. We
have also prepared “train the trainer” materials, which equip people with the skills to
deliver the workshops. The defining feature of peer-led workshops is that only people with
lived experience can deliver them. The people who we train to deliver PeerZone

workshops are mostly peer support workers.

13 In addition to peer-led workshops, PeerZone has also provided one-to-one peer support.
We were involved in a pilot delivering peer support to people receiving the Supported
Living Payment, which is a long term benefit that people with a health condition, injury or

disability can receive in New Zealand. PeerZone is now providing peer support in a

85245548 page 2





https://www.likeminds.orq.nz/about/



https://www.likeminds.orq.nz/assets/National-Plans/like-minds-like-mine-national-plan-2014-
https://www.allriqht.orq.nz/campaiqns/qettinq-throuqh-toqether
https://www.mentalhealth.orq.nz/qet-help/qettinq-throuqh-toqether/
https://www.mentemia.com/



https://www.iustathouqht.co.nz/
https://www.melonhealth.com/covid-19/

WIT.0001.0165.0006

The need for a long term psychosocial response

24 Our psychosocial response project is funded for six months, until the end September
2020. However, | expect that a response will continue on beyond that point. One of the
challenges of running this programme is that it is very difficult to predict what people’s
psychosocial needs will be going forward, in one month or two month or six months. We
need to keep evolving our responses according to what is happening in this very

unpredictable world.

25 Even with all the work that has been done to contain the virus and support the economy,
there are and will be people with psychological distress as a result of COVID-19. We need
to provide additional resources and support for people in distress, across the whole
spectrum from promotion and prevention through to service delivery. In my view,
governments need to invest more resources to bolster this aspect of the response to
COVID-19.

26 Government investment in the psychosocial response to COVID-19 must continue over
the long term. During the initial phase of a crisis, there is usually quite a lot of anxiety
about immediate issues like health and money. However, my concern is that the real
danger to people’s wellbeing will come in the next phase, as the crisis goes on and the
adrenalin wears off. | think the real danger time is when people are picking up the mess
and trying to get on with their lives and realising that things are not the same as they

were. | expect we are getting close to that next phase.
The importance of economic support and containing the virus

27 While our work at Te Hiringa Hauora is an important part of developing a psychosocial
response to COVID-19, in my view, the most significant way to reduce any sort of
psychosocial fallout from COVID-19 is for the government to contain the virus and support
the economy. Containing the virus and supporting the economy is ninety percent of what

is needed to reduce the amount of psychological distress.

28 As part of its support for the economy, the New Zealand government is investing in extra
financial support for people on low incomes. We also need to find a way to support
unemployed people to keep engaged in the economy in some way. This may be through
encouraging retraining in a different industry. For example, there are a lot of new
environmental and infrastructure projects coming up in New Zealand which will need

workers.
Designing and evaluating programs to reduce stigma and discrimination

29 Programs that are effective at reducing stigma and discrimination of people with mental

distress are those that promote human rights and greater social inclusion. | think the
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ultimate indicators of whether people who use mental health services are socially included
at a population level are things like: What is our participation in the labour market? How
many of us are partnering and having children and keeping them? How many friends do
we have? What are our relationships like with our families of origin? Are we in stable

housing? The challenge is that we don’t have very good data on these indicators.

30 Of the people who experience mental distress, it is the people with severe mental distress
who are most likely to experience stigma and discrimination. However, around the world,
programmes to reduce stigma and discrimination often target what | would call ‘the middle
ground’ of mental distress, such as people who have mild depression and anxiety. Such
programmes often promote anti-stigma messages to remove the barriers to people
seeking help, but the people who are already in the mental health system don’t really
need these messages; they need a programme that promotes their human rights and

social inclusion.”

31 The Like Minds, Like Mine programme is not primarily for that ‘middle ground’ of people.
Rather, it is for the people who have already been in the mental health system, whether
they wanted it or not. It is for people whose life chances have been eroded by their
experiences with mental distress, through their life experiences, being in the mental

health system and being subjected to social prejudice and discrimination.

32 That said, the initial advertising campaigns run by Like Minds, Like Mine in the early 2000s
talked mostly about depression and anxiety. Even back then, my strong view was that we
needed to also refer to people experiencing severe mental distress. But the advertisers
argued that for the public to respond well to the adverts, they needed to start in the less
scary middle ground and move onto people with severe distress over time. So, the
campaigns started by focusing on the middle of the spectrum and, over several years (by
the end of the 2000s), they referred more to people at the far end of the spectrum, such

as people identified as having psychosis or bipolar.

33 Every time an advertising campaign was released, surveys were conducted with around
1,000 people in New Zealand to seek to measure the effectiveness of the campaign. The
surveys repeated the same questions, and they found that people’s attitudes to mental
illness improved; the level of prejudice and the desire for social distance got noticeably
less over time. The questions were along the lines of: Would you feel uncomfortable

talking to someone who had a mental illness? Would you want to work with someone with

7 This is based on my own observations, as well as the observations of others, for example in the
book Liz Sayce, From Psychiatric Patient to Citizen Revisited (Palgrave Macmillan, 2015). An
earlier version of this book was published 20 years ago: Liz Sayce, From Psychiatric Patient to
Citizen: Overcoming Discrimination and Social Exclusion (Palgrave, 2000).
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The Wellbeing Manifesto and Big Community

An overview of ‘The Wellbeing Manifesto’

42 The Wellbeing Manifesto was a major submission to the recent NZ Mental Health Inquiry.
The Wellbeing Manifesto was created largely by people with lived experience, as well as
input from a lot of allies and experts. The underlying principle of the Wellbeing Manifesto
is: Me mahi tahi tatou mo te oranga o te katoa — We must work together for the wellbeing
of all. It calls for a broad and comprehensive range of services and supports for people
with mental distress, and it stresses that those responses must be accessible to

everyone. In order to achieve this we must end the health-led system.

43 In the Wellbeing Manifesto, we asked the New Zealand Government to commit to the
following seven wellbeing priorities to prevent, respond to, and lessen the impact of

mental distress and addition — we called for a commitment to ensuring that all people:

(a) Live in social conditions that enable them to look after their own and each other’s
wellbeing.

(b) Know how to recognise and respond to stress, distress and addiction.

(c) Can easily find services and supports for people with distress and addiction.

(d) Get timely, respectful and helpful responses from them.

(e) Have access to a comprehensive range of community-based services and
supports.

® Are supported by people who have ‘walked in their shoes’, as well as

professionals.

(9) Are enabled to reconnect with themselves, their whanau (extended family) and

valued roles in their communities. "
44 Attached to this statement and marked ‘MOH-2’ is a copy of the Wellbeing Manifesto.
A ‘Big Community’ approach: Key features, benefits and supporting structures

45 The Wellbeing Manifesto called on the New Zealand Government to develop and fund

the following 12 responses from the Big Community wheel of responses:

(a) Wellbeing promotion and self-management
(b) Stable housing

(c) Whanau (extended family) and parenting support

" MOH-2, Wellbeing Manifesto, page 3.
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(d) Psychiatric treatments
(e) Physical healthcare

] Talking therapies

(9) Education and employment supports
(h) Income support
0] Community and home-based crisis support
{)] Cultural and spiritual healing
(k) Community connection
n Advocacy and navigation'2
46 These responses seek to improve life and health outcomes across the lifespan. The basic

thesis is that Big Psychiatry (our medical-led mental health and addiction system) has
dominated the world view, language, resources and the way people understand mental

distress and addiction:

We must restart the journey to Big Community and resist pressure to pour more

resources into the current obsolete model.

Big Community needs fto replace Big Psychiatry at the hub of the system and
position psychiatry as one of its many spokes, so that everyone with mental
distress and addiction has open access fo a comprehensive range of

responses.1?

47 The Wellbeing Manifesto includes a summary of the main differences between Big

Community and Big Psychiatry.'* | elaborate on some of these key points below.
Recovery approach

48 Medicine has been incredibly successful in some ways, but unfortunately psychiatry as a
branch of medicine has been less successful. For some medical issues, a deficit
approach (which is premised on the idea that something is ‘broken’ and needs to be fixed,
or removed) may be appropriate. For example, if | have appendicitis, | probably just want
it taken out, and taken out quickly. But if I'm experiencing despair, an altered reality or

having an existential crisis, a deficits approach is not be the best way of dealing with it.

12 MOH-2, Wellbeing Manifesto, pages 5-6.
13 MOH-2, Wellbeing Manifesto, page 3.
4 MOH-2, Wellbeing Manifesto, page 2.
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49 Whereas Big Psychiatry defines mental disorder as a health deficit (such as a chemical
imbalance), Big Community views mental distress as a recoverable, social, psychological,
spiritual or health disruption. There may be a health element to the mental distress, but
it's much bigger than that. Indeed, when we look at the social determinants of mental
distress, we can see that there are many different factors at play. For example, a lot of

people experiencing distress have had trauma in their lives.

50 The mental health system cannot be solely responsible for people’s recovery;itis a whole

of society responsibility.

Multiple entry points

51 One of the key structures that needs to be in place to support a Big Community approach
is to have a range of entry points for people experiencing mental distress. Atthe moment,
when people are desperate and looking for help, there’s only one entry point and that is
through a health door (such as your GP or the emergency room). Having the health

system as the gatekeeper is frankly ridiculous.

52 In contrast, Big Community is a holistic well-being system. It has multiple entry points and
is led by multiple sectors and communities. For example, in Big Community, | could go
down to the local community centre and there might be peer support workers there and if
they think | would benefit from engaging with a clinical service, they could help to connect
me with that service. So even though | may use a health service, the key difference is

that | have come in through a door | felt comfortable accessing.

Funding and resources

53 In a Big Psychiatry system, most of the resources are used for hospital based treatments.
In a Big Community system, we use resources for a broad menu of comprehensive
community based responses, many of which do not exist inside the mental health system.
Further, a Big Psychiatry system employs mainly medical and allied professionals,
whereas in a Big Community we have a mix of peer, traditional, cultural and professional

workforces.

54 I have found that, when you ask people, “What helped you recover?”, psychiatry is usually
only a small part of their answer, if it features at all. For most people, the things that are
really important are having a job, forming friendships, finding a house and feeling better
about yourself. However, the way our systems are funded, most of the funding goes into
pills and pillow services and only a little bit goes towards all these other things that people

find very important. The Big Community approach seeks to change that.
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Long term partnerships and outcomes

55 The Big Community approach is committed to human rights and partnerships at all levels.
In contrast, our traditional psychiatry system has a potent legacy of paternalism, human
rights breaches and causing routine harm to people. Big Psychiatry tries to stop harm
from happening by using coercion. But they don’t understand the harm that coercion
creates. In fact, the harm caused by coercive treatment can often be greater than the

harm they were trying to address by using it.

56 Further, traditional psychiatry has a focus on treatment compliance, symptom reduction
and short-term risk management. The system is skewed towards a reliance on the short-
term risk management tools of medication, hospitals and the Mental Health Act. This has
led to a situation where the mental health system is very focused on making sure that
someone who they're responsible for doesn’t go and do something like kill themselves or
do something anti-social. The system views itself as very accountable for that, and often

unrealistic community expectations drive this accountability.

57 Against this backdrop, we have to ask — are people working in the mental health system
accountable for long term outcomes, such as how many of the people they've been
serving go out and get jobs, get partners, have and keep babies and have stable housing?
From what | see, no one in the current system is accountable for these long term
outcomes. If you look at the long term outcomes of the mental health system, the results
are horrific; if it was a private business, it would have gone broke in the 1860s when the

asylums started to fill up.

58 In contrast, the Big Community approach focuses on equity of access, building strengths

and improving long term life and health outcomes.

Performance monitoring and evaluation

59 Monitoring and evaluating ‘success’ is a challenge in the Big Community system because
of ingrained community expectations. Many people, including politicians and families of
people with lived experience, have unrealistic expectations of the extent to which people
working in the mental health system can predict risk. Evidence shows that psychiatrists’
abilities to predict harmful behaviour happening are only slightly greater than chance.’
So they have to catch many, many people in their risk management net in order to stop

one or two bad things happening.

60 We need to create incentives or other measures to make the system accountable for long

term outcomes, which are much more meaningful indicators of ‘success’ for the people

5 See, for example: George Szmukler and Nikolas Rose, ‘Risk Assessment in Mental Health
Care: Values and Costs’ (2013) 31(1) Behavioral Sciences & The Law 125-140.
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about myself? Am | connected to a social network and a cohesive culture and family? Do
| have secure housing? Do | have a valued contributing role? Do | have enough income
fo live on? Reducing symptoms only becomes important if symptoms get in the way of
these things, but Big Psychiatry often forgets this and treats symptom reduction as an

end in itself.
Response of the New Zealand government to the Big Community approach

65 It has been more than a year since the Wellbeing Manifesto was submitted to the NZ
Mental Health Inquiry. Perhaps the most important underlying message of the Wellbeing
Manifesto is the end of a health-led system. | don’t think we can truly achieve a Big
Community system until we end the health-led system. Disappointingly, the New Zealand

government is still adopting a health-led approach, which is run by health professionals.

66 While we have seen a huge injection of funds by the New Zealand government since the
Inquiry concluded, those funds are mainly being directed to primary mental health service
responses. The process is being led by the Ministry of Health, and the contracts are
mostly being awarded to Primary Health Organisations (which are roughly equivalent to
Australia’s Primary Health Networks although they have not had a big mental health role
in the past). | have also not seen any real movement in terms of introducing indicators for
long term health and life outcomes. Essentially, it is business as usual where the
government is gap-filling mainly in primary health, but there are no indications at this

stage that they are changing the paradigm.

Integrated community delivery

The core features and service components of a well-functioning community-based

wellbeing system

67 For as long as | can recall, the issue of integration or collaboration has dogged the mental
health and other systems. The Wellbeing Manifesto details the importance of developing
community-based services and supports that deliver a range of comprehensive
responses for all people on the continuum from ‘severe distress and addiction to wellbeing

promotion’.'®

68 So far, this issue has not been resolved. In my view, the key reason for this lack of
progress is because of the health-led approach. Greater integration and collaboration is

urgently needed at all levels, including planning, funding, delivery and governance.

18 MOH-2, Wellbeing Manifesto, page 11.
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Inclusive, multi-sector planning and funding

69 The Wellbeing Manifesto recommends a multi-sector planning and funding approach for

mental distress, addiction and wellbeing across the spectrum.

70 As | discussed above, the Big Community approach sets out a series of responses and
services that people say they want. All the sectors or agencies that regulate those
responses, or provide those services, should pool their funds. This could happen at a
district or regional level. Importantly, the pool should include funding from the health

system.

71 All the relevant agencies then need to sit around the table, together with their affected
communities, and allocate the pooled funds to the different elements within the Big

Community wheel.

72 This decision making process must include people with lived experience and people with
experiences of mental distress in their families. In New Zealand, this must be done in

partnership with Maori.

Co-delivery and co-location

73 There could be wellbeing hubs in neighbourhoods, large workplaces, educational
institutions, primary health settings and marae ( Maori meeting grounds), which respond
to people across the full spectrum, including people in severe distress and people with
mild distress. These hubs could serve people who just want to maintain their wellbeing or

go to a yoga class, to people with severe distress.

74 The aim here is to bring together as many different supports and services under as few
roofs as possible. For example, a wellbeing hub would ideally have workers who can
assist with housing, budgeting, supported employment and income support, together with
psychiatrists, doctors, talking therapists and, importantly, peer support workers. These
hubs might also offer educational programs about self-managing distress and provide a

spiritual or cultural healing place.

From hospital based to community based crisis services

75 Another feature of Big Community delivery is the drastic downsizing of hospital beds,
which are replaced with community and home-based responses for people in crisis.
Institutionalised ‘warehousing’ responses to people at their most vulnerable do not work.
Acute inpatient units are unsafe and untherapeutic. It is a tragedy that we keep building
hospital beds in the hope that this time we will get it right for people, when in fact the
model itself is wrong. People in crisis need intimate, homelike, calm places where they

feel safe and cared for. A large, locked hospital ward full of people experiencing different
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92 There are three commissioning bodies for Whanau Ora — two that work with Maori families
(one for the North Island and one for the South Island) one that works with Pasifika

families for the whole of New Zealand.

93 In a sense, the Whanau Ora approach is already doing a lot of what the Big Community
proposal calls for. In other words, there is already a model operating in quite a lot of the
same ways as a Big Community model would operate. Family-centred responses are also
a core part of the Big Community philosophy; it is about not treating people in isolation,
but as part of our family or community. A Big Community approach also aims to help
restore people’s place in those families and communities, because often that gets

disrupted when someone is experiencing mental distress or trauma.

94 In my view, the Whanau Ora approach could be applied with great benefits beyond the
Maori and Pasifika communities, to other communities across New Zealand, including

white communities.
The key functions, merits and limits of independent mental health commissions
Threshold considerations

95 As a general proposition, | think a Mental Health Commission should have a broad

mandate and as much independence as can be achieved.

96 To ensure independence, it is important that the Commission has the structural and
practical ability to be critical of the government of the day. This is of course a difficult
balancing act for the Commissioners — like the dancers in Fiddler on the Roof who dance

with bottles poised on their heads, trying not to drop the bottle.

97 Itis also important that the Commissioners have the ability, and indeed the right, to obtain
a broad range of information from other government sources to inform their work. And in

addition to all of the structural considerations, you need to get the right people in the job.
Monitoring

98 | think the key function of an independent Mental Health Commission is monitoring. A
monitoring commission has the benefit of sitting a little bit outside the system. This gives
it the ability to apply pressure to the people or agencies responsible for policy, funding

and delivery.
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Elevating the peer support workforce

109 In New Zealand, we have been developing peer support for the last 20 years, and yet
there has never been a wholehearted, sector-wide, well-resourced approach to
developing the peer workforce. As a result of that very lacklustre effort, the peer support
workforce only makes up around 4% of the whole mental health and addictions workforce

in New Zealand.

110 We know from other past experience that it is possible to effectively roll out and elevate
a new workforce. For example, in the early 1990s a new workforce called Community
Support Workers emerged. There was a very concerted roll out of that workforce and it
remains a key part of the fabric of the mental health and addiction workforce today.

Frustratingly, there has not been the same roll out of the peer support workforce.

111 In my view, we cannot just leave the task of building the peer support workforce up to the
goodwill of individual service providers. | think we need genuine political leadership,
commitment and funding to roll out the peer support workforce in communities and in
primary and specialist mental health services. The ideal time to develop a new workforce
is when there is new money coming into the sector. While we do have a lot of new money
being invested in the sector, | don’t see the political leadership and commitment we need

for the peer support workforce.
Giving greater voice to the values and preferences of people with lived experience

112 In my view, the reforms we need are not about ‘giving greater voice’ to people with lived
experience. Rather, we need to transform the system from within, so that those voices
are central to the discourses and are deeply heard. We need to change the whole way
we think about people with distress and about the system, so that we make decisions and
distribute resources in a way that creates the space for the lived experience voice to be
strong. Otherwise, the values and preferences of people with lived experience are no

more than an afterthought, tacked on to a system that doesn’t truly notice or value them.
Supporting peer-led organisations to flourish

113 As | mentioned above, PeerZone is a social enterprise that delivers individual and group
based peer support. As a small business, one of the big difficulties we faced at PeerZone
was that there were not many organisations in the mental health marketplace who wanted
what we were offering — because the system is skewed towards ‘pills and pillows’

responses and traditional community service responses.

114 For as long as we have a Big Psychiatry system, peer-led organisations will not flourish
as they can and should. It is not enough to just to tick the box by investing in a few peer

workers. If the system itself is alienating to peer workers, if there isn't an awareness of
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