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L We may think
in 2017, the
stigma against
mental illness
doesn’t exist.

This video is an

~exploration

' that asks us to
1 question our

assumptlons.




gl

How do we stop this?

How do we stop the negative stories of mental illness as violent nutso, in particular?



psycho You're not really
‘disabled’
Take your happy pills loony

nutty asa

fruitcake pill popper

maniac

schizo

freak

faker

How can we speciﬂcally address self-stigma —when those with a mental

illness start to believe the negative stories about it?




..is a methodology that helps people

I_l g h t h OUSE fight self-stigma about mental llness

create new narratives and end isolation




FOCUS OF TODAY’S PRESENTATION

SOCIAL THESIS

The problem of stigma about mental illness and in particular, self-stigma

DESIGN THESIS

Design has a role and responsibility
in challenging this stigma

DESIGN PROPOSITION
What if we used a transdisicplinary design
approach to challenge self-stigma?

PROJECT H Today's presentation

Design a methodology for
a system of care for self-stigma

PROTOTYPES
Objects within
in this system

Read social thesis etc. and today’s focus will be project and prototypes. Show you
prototypes that led to project




WHY:

THE PROBLEM

Knowing so many systems challenges...



1in5

over 43 million (18% of adults in U.S.)
experience a mental illness in a given year

967

adults in U.S. with a mental illness received

no treatment, including because of stigma

Noticnal Allonce on Mental lliness




WHY STIGMA?

‘That which we do not speak of’

The ‘so what and why’ of this work is
that stigma about mental illness still
exists - and the impact and change I'm
aiming for is to address self-stigma.

The larger systemic issue driving the

‘why’ is also stressors from complex

adaptive system collapse and issues like

migration mean the crisis of mental

health treatment will become more of

an issue in the future - especially with o
gaps in treatment today. NORA Q
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GAPS AND BARRIERS TO ADDRESSING SELF-STIGMA

* Access to resources: Those that work aren’t accessible to all

* Compliance and individualism: Problematic and too individualistic
* Compliance is ‘individual’ - dogma that success tied to individual not community
* Culture of secrecy around illness tied to shame and American individualism

* Operationalization: Recovery plans don’t carrying over after hospitalization;
peer support is patchwork system

* Participation: Little participatory civic cultures integrating mental health
advocacy as part of treatment

* Positive stories: these don’t ‘bubble up’, seen as ‘Hollywood’s job’ (not seeing
connection between civic engagement and narrative - ‘somebody else’ can do

it)
* Stigma itself: Public stigma keeps self stigma going (‘Ouroboros effect’)
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GOALS

These include:

* NARRATIVES: Shift the dominant narratives illness that are negative to

alternative narratives

* INFRASTRUCTURES: Create an infrastructure that allows for lived

experienced peers expertise to be better integrated into current treatment
* GAPS: Use that infrastructure to address gaps in care
* EMPOWERMENT: Encourage empowerment and pride when reframing

illness

* END OF ISOLATION ERA: Reduce isolation around mental illness
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A ‘cultural infrastructure’ of design

interventions can address gaps in care
and help prevent self-stigma

through the use of a

recovery oriented system of care

Chimay Bleae=

Self-stigma and public stigma - will be tackled when we create the infrastructure and

‘scaffolding’ to dismantle them. We can expand Benjamin Bratton’s Stack as a framework
of how to build such infrastructure via Lighthouse.
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WHAT:

THE
INTERVENTION

Knowing so many systems challenges...
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Bratton’s model of the Stack

Starting with hypothesis and

prototypes, but also a cultural

infrastructure inspired by Benjamin
Bratton’s ‘The Stack’

I've been inspired by Benjamin Bratton’s ‘Stack’, from user to Earth, and wanted to
extended this out — using my hypothesis as my guide, but also as this metaphor of
cultural infrastructure. So | identified issues and applicable theories and shaped my

design interventions.
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When we extend the stack out we start to touch on where stigma lives -
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AREA ISSUES IN MENTAL ILLNESS EXAMPLE OF MANIFESTATION/

Invisible TREATMENT AND SELF-STIGMA APPLICABLE THEORY DESIGN INTERVENTION
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The full model of extending the Stack to address stigma

And so my work looked at some of the issues, found applicable theories and then
mapped out design interventions along it.



THE PARTS OF THE LIGHTHOUSE
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manifesto

Web site onboarding guide

reles (with job description) objects

&

recovery plan template

e —

- e - - - - - - -y

Future Vision

?

Further crowdscurced co-creation
of bving services

&

Growth of commurnty via stratege

plan and outreach to general public

- - ——

e - - - - - - - ———

- en on on on an an on en an on on on on on on o on e

To understand the design interventions, there are three parts of what I've designed — the
‘core’, the ‘IP’ or uniqueness, and the future vision.

Core — some of the basics for a service — digital infrastructure, manifesto or philosophy
behind it, and onboarding guide into the system

IP — uniqueness of this work — activities peers lead, peers leading (role), evocative
objects and the recovery plan documents

Future vision — commitment to living service
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1. Enroll

Participants register into
Lighthouse system via a
Peer Support Specialist

@))

manifesto

S
® e
- e

roles (with job description)

onboarding guide

2. Participate

Participants participate in activities,

work on Recovery Plans
and use objects as part of recovery

actwvities

&

recovery plan template

y

objects

3. Grow and evolve

Participants evolve the
community as needs require

?

Further crowdsourced co-creation
of living services

Web site

&

Growth of community via strategic
plan and outreach to general public

To give you a better sense of how this works, I'll walk you through a light level scenario —
I’'ve done customer journey map and biz model canvas and all that you can view at my
exhibit, but this is the basics of how the system works, and then I'll dive into a few key
touchpoints.
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(read grey column)

A DAY IN THE LIFE
OF LIGHTHOUSE

Creating social bonds and
community around

‘vocational training’
and life skills planning
helps to address
compliance
(sticking to treatment plans)
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OBJECTS OF CULTURE AND OPERATIONS

Lasking For Ponr Suppart Spacialion = vome be part of the thange’ + UGHTHOULE OMBOARDING WELCOME 1OAM .
iy s e el Moy
P S
A
Job description Onboarding form
(excerpt) (excerpt)

Manifesto




OBJECTS OF CARE
AND SUPPORT

Web site

Objects and activities to make the objects

Vase with story | discuss in my thesis book
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HOW:

THE PROJECT’S
EVOLUTION

Knowing so many systems challenges...
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ed

Process and its outputs

WHAT AND WHY HOW
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Don’t say didn’t build out.

PROTOTYPES AS
EXPLORATIONS

* Variety of design disciplines

and mediums

* Variety of self-stigmas -
medication, the experience
of illness etc.

* Variety of focus - the touch
points vs. how they fit
together (the system)
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Prototype #1 - the ‘Journeycard’

Using communication design with paper to push recovery oriented content
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Isaac

Hope and recovery. Besnx Sty

My journey to recovery

m-ﬂLbhlﬂ‘.le‘lHd“
mwwu 1 @AY understand what
# meart

e lke and 1 i lihe ashing foe hetp trom
anpene

1t was hard 10 et adusted to the meds, and |
aidn feel

s County

1 reslined

‘consider a5 & career. | was pretty wormed. but

by togH plan with my

\ Pop's shop B4k Time. and Tt recowery for me is.

time § “had also
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School was kind of scary for me, 0 my / Py Mark
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a0 008 bedng afraid 10 ash $or halp and ot ma 2 good

giwe back, 100, We all nead a Lztle help place helps me get 1o where | need 10 be
nothing wrong with - and | know there's I

¥+

A longitudinal
journey to
address
confusion and
reduce anxiety
and convey the
value of sticking
to a recovery
oriented plan

» This is a fictionalized story is Isaac, with Bipolar | disorder, and his journey with key
moments in treatment.

There’s not often this ‘longitudinal’ view on iliness in the stories, but they’re important
to share as well — from 18 to 33. It also taught me copy matters as much as the visuals

| also used the ThriveNYC brand while | worked out the branding possibilities of who

would deliver the service — it’s the City of NYC strategic plan to address mental iliness

| see this as where peer to peer support and recovery come in — so accompanying

infrastructure to capture stories via a volunteer peer-to-peer support to manage and
run it, tailored to different conditions.

While each illness and experience is unique, this is an opportunity from the start to
instill some connection via peer to peer support to reduce isolation
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1id
66 I now see Bipolar
as asomething I
manage - it doesn't
manage me ??

More recovery

oriented
content and
| theidea of
personal
T don't atways feel connection
like we talk about illness .
1 where I live,
o oty bt through lIsaac’s
1 also know if we don't
discuss it then we're sto ry
always going to be afraid

to fight that stigma. I'm
not afraid to talk about it
anymore now”

 This all maps to key recovery oriented content — treatment plan,
goals, care kit, resources, etc. While recovery oriented means
treatment should be tailored to Isaac’s unique situation, seeing
someone like Isaac can set forth a new narrative that mental
illness is not mad/bad/sad.

» Resources could be tailored by geography — so in this case the
Bronx

* The psychiatrist | ran this by found it was key — there’s a move to

show more culturally competent, diverse materials, and could be
customized for various conditions, and expanded as necessary.

FEEDBACK FROM USERS:




 Cultural competency is important - there’s a move to embed this
in healthcare, and customization here works. The psychiatrist |
ran this by found it was key because we know targeted
interventions that address specific groups — like the city’s
outreach about postpartum depression matters

Cost points to implementation — still a role for paper, which
helped make this successful

Reducing isolation at onboarding — having an ‘Isaac’ - is an
ingredient of social cohesion. The idea of ‘onboarding’ is an
important pain point — key for reframing. | had someone who
responded to my note in the school, and he said even seeing
someone researching the topic made him feel like he was less
alone. What we can do to reduce isolation provides wellbeing
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Thought that I would self destruct
but L'm still here
lven inmgaears Lo come
I'm stilbgon' be here

2 | don't like to
| gamble, but if
there's one thing {iP\
I’'m willing to
, bet on, it's

Prototype #2 - the ‘Joysign’

Using communications design but working to integrate design to objects and exploring
personalization



Prototype #3 - the ‘Joybottle’

Using more product design to push

30



Q ¥

o

Prototype #4 - the ‘Joybox’

Using the physical design of boxes to again use design to make visible and embed
recovery
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PROTOTYPE #5 -
‘THE JOYVASFE’

And the culmination of the
prototyping

into a coherent system

Using design to materialization a concept — in this case, using narrative written on an
object to make it ‘more’ evocative
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FUTURE WORLDS NOT YET DISTRIBUTED

Future possibilities
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EVOLUTION OF THE PROJECT

@
:

L ) ]
Evocative objects Cultural Methodology
of healing g5 infrastructure ~ e and way of thinking
as ‘solution’ around the object about illness itself
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WHY:

‘THE META’
AND CONCLUSION

Knowing so many systems challenges...
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WHAT LIGHTHOUSE CAN CR

* Increased empowerment for consumers because of a chang

mental illness due to increased openness in society to discu
* Increased treatment options from an alternative/auxilary pe

* Increased civic en zgement which creates meaning, helps i
empowerment and decrease isolation

* Increased dialogue that reshapes the way we look at mental il
* Increased awareness of the role

e an

T 7
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We can use design to shape culture and and
create new narratives of resilience about
mental illness

..where neurodiversity and illness is
understood

..where mental illness isn’t stigmatized and
we all reach our full potential

...where mental wellness becomes integral
to how we build our society.

This is the challenge for design -weighty,
paramount, but achievable. The question is
when we make that world a reality - and
how soon we can start.
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+ THANK YOU "

Rachel M. Murray | rachelmmurray@gmail.com | murrr779@newschool.edu

Sources

Allicons copyright their creators on
Noun Project via Creative Commons;

All photos copyright their creators
(see names on slides); design
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