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He mana to te matau a- wheako
Our lived experience is our strength
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WHAT DOES LIVED EXPERIENCE ADVOCACY
LOOK LIKE FOR US?
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Representing our community perspectives and
voices, and destigmatising experiences of mental
distress and addiction within service design and

delivery.
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Representing our community perspectives and voices, and destigmatising
experiences of mental distress and addiction within service design and delivery.
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Health Quality & Safety
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MINISTRY OF HEALTH

Abuse in Care

3 Royal Commission of Inquiry

WHO WE WORK WITH
Te Whatu Ora

Health New Zealand

Te Aka Whai Ora R

(o Te Hiringa
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Mental Health and
Wellbeing Commission

Te Whatu Ora

Health New Zealand
Te Toka Tumai Auckland

Lack of cross over = conduit

Deaf community
Perinatal Mental Health
Womens Health Strategy




LIVED
EXPERIENCE

WHAT DOES LIVED EXPERIENCE ADVOCACY LOOK LIKE FOR US?

Representing our community perspectives and voices, and destigmatising
experiences of mental distress and addiction within service design and delivery.
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CHANGING MINDS IN
THE DEAF
COMMUNITY
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AHURUTIA TERITO | IT
TAKES A VILLAGE

How better support for perinatal mental health
could transform the future for communities in
Aotearoa New Zealand
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CODE OF
EXPECTATIONS

* Some of you might not have heard of the Code of
Expectations.

* Forthose who don’t or aren’t quite sure what itis.
The code of expectations sets the expectations for
how health entities must work with consumers,
whanau and communities in the planning, design,
delivery and evaluation of health services.

* This code isrequired by the Pae Ora (Healthy
Futures) Act 2022 and is underpinned by the health
sector principles.
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All health entities must actin accordance with the
code and are required to report annually on how
the code has been applied.
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CODE OF

EXPECTATIONS

It includes things like co-design and shared
leadership - knowledge and expertise drawn from
lived experience are valued equally alongside clinical
and other knowledge.

Consumers, whanau and communities are experts by
experience, often holding solutions to make
improvements to the health system.

Te Tahu Hauora have all the information on their
website — but it prioritises equity, engagement, quality
and safety and whanau Maori including effective co-
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design.
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ACCOUNTABILITY

* |was fortunate enough to be invited to the launch event at Parliament and
spent much of it reflecting on our mabhi.

* As aresult of some team collaboration Changing Minds will voluntarily hold
ourselves accountable to meeting the Code of Expectations and this begins
with being transparent abouthow we currently meet itin our present position.

* We aredoing this to lead by example not just to our community, but to the
wider sector who could also voluntarily uphold the Code.

* [|tisasignalto bigger, broaderorganisationsonhow to get started — allit takes
is an openness to measuring yourself againstwhatthe code outlines.
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How the code sa
health entiti my’ What Changing Minds are doing What Changing Minds are working
currentl towards
meet the expectations Yy
Co-design services with consumers, whanau and communities.
g « Ensuring our commitment to co-design is
. ﬁbdlvldualsgn':;‘n?::t::r:rm FEER n 20 informed by current best practice in the Lived
Experience community.
* g;:'::m:::: ol‘g: ;::‘“es' a:;i charzes » Broadening our co-design approach to include
e AEAURIIaL whanau and wider communities.
2.1 co-designing with consumers, - X
whénau and communities so » Partnering with the Deaf Community to S SIBASE RAIERVIE 08 STE rialons aned‘
there Is collecth oF dovelop mental haalth literacy campaigns, Experience engagement feel values, meaningful
organisational priorities, Rakad Rorda Training and meatal heaith and respected to reach 3 bronder segment of the
processes and evaluation, and resources with, for and by the Deaf Community. Lived Bxperience community,
consumers, whanau and 3 3 g
communities are involved at all « Drawing on community wisdom as subject *Recognising and compenssting our community
lovels. mmatter experts, project advisors and in paid for their contributions to co-design to the extent of
. p our abilities as a very small organisation,
positions within Changing Minds.
Ensuring korero about projects is ongoing, and
* Ongolng research and engagement with the * AR 5
community to check in on what they wand from extencs nd the initial co-design phase.
g:a rr\gI:cglstds, IR CrRRC IO oone « Community led kérero that informs direction of
Proy ) projects before co-design phases,

So how are we doing it?

A ‘stocktake’measuring ourselves againstthe Code of
Expectations shows we are performing strongly in
some areas and others provide opportunity for
improvement.

We intend to implement our obligations to the Code of
Expectations by telling our community how we are
meeting the code, and how we are seekingto improve
in other areas.
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This will include a working document uploaded to a
dedicated page on our website that will regularly
update on our performance and work we are
committing to completing.

This alsoinvolves holding other organisationsto
account, through our systemic advocacy mahi - Our
engagementwork positions us as champions for the
Code of Expectations to be upheld and this includes
our work with Te Whatu Ora, Manatu Hauora (Ministry
of Health), Te Tahu Hauora (Health Quality and Safety
Commission) and Te Hiringa Mahara (Mental Health
and Wellbeing Commission).
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What Makes Lived Experience
Engagement Feel Valued, Meaningful
and Respectful?

Kia ora everyone.| know | can talk a lot so I'm going
to do my best to keep to five minutes today, but I'm
more than happy to have a more detailed korero
afterwards.

We ask a lot of questions of our community.
We do this because Lived Experience isn’t a single
view. The variety of our experiences and our insights

add up a whole which is louder and stronger.

Recently we've asked some big questions, like
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* What does positive health system transformation
look like for Tangata Matau a-wheako?

* What are the experiences of health for women
with Lived Experience? And

» What does our community want from the General
Election 20237

And we want to keep asking. Because of this, we
needed to ask the most important question we
could:

What makes Lived Experience engagement feel
valued, meaningful and respected.

20



\le are asked a

* 29% of people are asked to give feedback or
insights on a weekly basis or more!

* Organisations (includingthose we work for!) ask
us mostoften.

* Only 15% of peoplereportbeing asked by service
providers.

* And only 11% feel they are asked by Government
or policy groups.

Who is asking?

If we are being asked by organisations we work or
volunteerfor, do we have a choice? Do we feel in
control? Are we equals?

If Government policies affect everyone with Lived
Experience — why are so few of use included?

This is everyone's data.

We did look at Tall Trees and the wider
community individually as well because our
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Rakau Roroa programme is for people who feel
ready to share their stories AND we know have

support systems in place.

We know Tall Trees engage more in policy and
media than others.
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* |lunderstand how my data and information will be
used

* |am sharing with a person with similar experiences to
me

* |can chose how to give feedback

* |am offered putea aroha, paid or compensated for
my time

* | know | canwithdraw at anytime

* |can chose when to give feedback

* |lcansharein a culturallyappropriate way

How we are asked matters too.
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Tall Trees (people with more support, and feel ready to
ask) were more likely to favour methods that were:

* Collaborative

* Online

* Inagroup setting

Other people in the community felt safer sharingin
individual or 1-1 settings. The wider community also
placed more emphasis on the need for putea aroha, and
knowing they can withdraw at any time.
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t do we need afte

Al

* |receive a copy of the report/project | contributed to

* |can see my feedback in the project

* | havethe opportunityto ask questions

* | know who to contactif | have questions

* | haveinformation and resources to support my
wellbeing

* |receive a copy of my data

Having multiple channels to give feedback and flexibility based on peoples needs has
a small burden on organisations but has huge benefits for the community.
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How many times havel felt supported a
valued when | shared my story and expertise?
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How confident am | that Tangata Matau a-
wheako are valued, respected and supported
when | am asking for their expertise?
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Rakau Roroa and
Community of Learning

Rakau Roroa

* Training programme for those

with Lived Experience of mental
distress and/or addiction.

« Facilitators hui - refreshed view
of the kaupapa. Tall Tree and
Kaiako, Vicky-Jean Stephens

(Ngati Rangi ki Ngaw ha,
Ngdpuhi), led us on a journey
looking at our kaupapa through
aTe Ao M aorilens.
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Co-design with Deaf community

Including:
Lived Experience
Discrimination
Self-stigma

Prejudice
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Rakau Roroa

Te Tai Tokerau, Rakau Roroa (Noku te Ao social
action grant).

Workshop delivery by end June 2024 (Lotteries).
Commercialdevelopment
Tall Tree/community connection
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"Ka taea te tatau nga kéakano o
tétahi pua kauri,

éngari té taea te tatau nga
rakav o aua kakano*

We can count the seeds of one
kauri cone,

However, we can never count
the trees

that come from those seeds.
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Thank you for
joining us!




