








































































































































































































































































































































































STEPPING OUT OF THE SHADOWS 

As I was recovering, I gained an understanding of which psychic experi­

ences were valid, which voices were simply manifestations of their inner self, 

and which voices had come from an exterior source. I also gained a personal 

appreciation of my delusions and what they mean. In this process came a 

reassessment of my reality. I looked at the thoughts and emotions I had and 

questioned them. 

I saw and see this process as valuable. However, it involves being brutally 

honest to myself about what is true and what is false. It brings doubts into 

truths previously held. Through this upheaval I, as a sane person, choose to 

believe in a reality that others don't. This choice distances me from the world 

at large, supporting a belief that I am 'other'. Consequently, I feel stigmatised 

by society as well as self-stigma that comes from rejection and otherness. 

I have experienced two states of being in the aftermath of psychosis: the 

time when I denied all validity of, and suppressed, any sixth-sense percep­

tions, and the time, as is the case now, when I accept and appreciate my 

experience as one that, simultaneously, has elements founded in both delu­

sion and a reality that is of value and importance to me. 

These days the middle ground involves me undertaking a critical self­

examination whenever I encounter my sixth sense. Essentially I have to do a 

double-think and assessment - is it real or is it my illness? Should I listen to 

it or should I ignore it? 

When I am making this assessment, I ask: 'Is this a thread of thought that 

has tried to trick me before?' If it is, I can dismiss the thought outright, no 

matter how convincing it tries to be. 

An example of this comes from last year when I was trying to decide 

whether or not a new medication would work for me. During this time, 

I started becoming very anxious around crowds. I was worried that I had 

been slandered by someone and that the slander had been taken up by the 

whole of Wellington. When contemplating whether this perception was true 

or not, I examined the fear. The basis of it was that I was in telepathic contact 

with the slanderer. Some days I would almost be convinced that the slander 

was really happening. However, there was a part of me that knew the truth: 

that this perception was, in fact, a fearful delusion. I knew this because, upon 

examination, I recalled having had similar false chains of thought previously. 

In my first psychosis, I had the belief that I was in telepathic contact with 
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ON A LOSS OF FAITH 

someone who was telling me they were making T-shirts with photos and 

insulting messages about me on them. So I had a precedent set - I had already 

attempted to fool myself with a similar thread of thought. This made it a 

lot easier to dismiss the fear that I was being slandered. Because the core of 

this fear came from a supposed telepathic connection, dismissing it involved 

denying my sixth sense. 

There have been times when I have considered my sixth sense and, des­

pite this consideration, it has turned out to have been wrong. This happens 

to everyone, mental illness or no mental illness. On the flip side, when I have 

not acted on my sixth sense, through fear that it was erroneous, I have ignored 

what was real. 

It always makes me very sad when I have to dismiss what I thought was 

genuine sixth-sensory activity. I have a romantic attachment to my sixth sense 

... it's so mysterious. 

Family and friends have found it very difficult to let go of their perception 

of me that they gained when I was in an acute state - as being victim, other, 

deluded, in need of correction. I have found that there have been people 

in my life who, despite a deep belief in their own and others' sixth sense, 

have denied mine. This is because they view a lot of what I believe to be 

psychic experience as delusion. I guess they think that a blanket denial of all 

things psychic will be easier for me. Knowing this to be the case, that they 

are allowed to believe in their own and others' experiences of these but I am 

not, definitely makes me feel different. It makes it hard to compete when this 

important part of me is denied. 

The way that I have learnt to compete is to use my sixth sense as an asset. 

Currently I work as co-ordinator of a peer support service. On a daily basis 

I interact with people who have similar experiences to mine. The extreme 

confusion that I felt, and occasionally still feel, means I have the ability to 

truly empathise with my peers. I can also use the understanding I have come 

to have for my experience to support others - by listening and believing that 

their experience is just as valid as anyone else's ... and often a lot more inter­

esting! As a professional, I am not running around telling people that they 

are having sixth-sensory experiences - but I sure as hell am not going to deny 

them the truth of their experience. 

Yes, I do sometimes feel (other', but when I consider what I am (other' to, 
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I am often glad. Deluded ... well more like allowing myself the freedom of 

thought to contemplate things that others turn a blind eye to. In need of cor­

rection ... I don't think anyone has the right to correct my way of thinking, a 

way of thinking that has been hard come by and is constantly being honed. 

And to those who would deny my sixth sense because of that word which 

has been thrust onto me: schizophrenia ... and to the part of myself that 

would self-stigmatise to the point where I doubt something that, to me, is as 

real as looking at the sky, I would quote Ursula K. Le Guin: 

This is. A11d tko1A "'-rt· Tue.re. is 110 S"'-~e.t(J. 
Tue. re. is 110 e.11d. Tue. wodd ~1Ast be. d"'-Y1(11e.ss 
to se.e. tke. st"'-rs. Tue. dM1c..e. is Mw"'-(JS d"'-11c..e.d 
~ave. tke. tA.offow pf Me., ~ave. tke. t e. rri bfe. 
"'-b(jss.2-

2 Le Guin, U. K. (1972). The Furthest Shore. New York: Atheneum Books. 
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A call to value madness as one 
of many human experiences 

Anne Helm 

A reflection from a bygone age where sanity was synonymous with survival, 

and value was found amidst a Life of incarceration. Seif-worth was fash­

ioned in relationship to other patients, and against staff's often humiliating 

response and disinterest. Family shame and fragmentation was exasper­

ated by the dominance of the/ear-filled diagnosis as the primary reason/or 

behaviours. Societal discrimination was so extreme that having been in insti­

tutions had to he denied in order to create a Life on the outside. For someone 

contained by Law in institutions it was accepted that anything other than 

a Life of diminished possibilities, containment and State care was just not 

possible. 

I write as someone whose life throughout my twenties was marked by 

incarcerations into New Zealand's major psychiatric institutions. By 'incar­

cerations' I mean being held without choice or recourse. No writing about 

self-stigma from my perspective can begin to be explored without reference 

to this institutional time, a time that is the most profound marker of my life. 

You might rightly ask, 'Are such reflections on institutions relevant in an age 

where service provision is moving towards a dominant community response 
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STEPPING OUT OF THE SHADOWS 

and acute care is envisaged for the shortest period of time within the least 
restrictive environments?' I argue that what we learn from the past will create 
history in the present, so it is always relevant. 

Respect for the madness experience 
Ideation about the self is never as fragile or perplexing than at times of severe 
distress, in whatever shape it takes. One of my premises for the relevancy of 
historic reflection is that attitudes toward the experience of mental distress 
itselfhave not changed. In treating the experience as alien to the person's col­
lection of life experiences, we assist in the fragmentation process from which 
ideas about relative goodness or OK-ness are based. This is particularly 
relevant to the topic of self-stigma.Not only are we, the clients of service, 
treated as people who experience some weird kind of otherness, but we also 
have to come to terms with these experiences, their cost and their manifesta­
tions as being deficits and battles to 'live well in spite of'. It is a framework 
that negates personal effort to gain deeper understandings and tools of self­
efficacy to both minimise impact and celebrate sensitivities that lie at the root 
of the 'illness'. As a result, these experiences become conveyed in a language 
of deficit and negativity rather than rich, valid human experience. How these 
events are then talked of impacts on the overall appreciation of oneself and 
that appreciation (or non-appreciation, as the case may be) is at the heart of 
self-stigma. 

In my case, these experiences came out of my fundamental self. They were/ 
are not some alien visitation. As a girl and younger woman, I always had a 
feeling of an otherness outside of, or greater than, myself. A 'spirit conscious­
ness' if you like. This, when manifest in God-talk at times of distress, became 
confused by health professionals as some mystical delusion. Yet, ironically, 
this self-knowledge, of a stronger essence, was the very thing that enabled me 
to retain some dignity in a world where very little else existed. 

Underneath many experiences, which I will refer to as altered percep­
tions, is a scramble to make sense out of a crashing world. This world may 
be the result of accumulative stress, or a severe trauma. Fractionating that 
experience by labelling it, mitigating its effect by medication, without offer­
ing talking therapies, or better still peer understanding, dislocates the healing 
process and denies the opportunity for learning. Given the context in which 
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these experiences emerge, it is not preposterous to suppose that human dis­

tress and madness, in many cases, is not an illness but a valid expression of 

the self seeking wellness and understanding amidst complexity, albeit some­

times in random and chaotic fashion. In truth, demonstrations of the mad 

self are never too far removed from the personality or natural interest of the 

individual. This is not denying the intricacies that can surround the mani­

festation of madness or illness. 

Institutional life and the developing self 
Removing people from their natural community is one of the most extreme 

ways of maintaining 'otherness' and the mystique of illness. It also limits the 

self-efficacy born of understanding the crisis and the potential for change 

it presents. Furthermore, it widens distance in relatedness and minimises 

opportunities for connection and empathy. 

Institutions were places of remoteness where stories could develop mythic 

proportions. And while I witnessed the effects of outrageous atrocities as a 

result of unwieldy, unbridled power, in the depths of this darkness I was also 

privy to basic human responses of compassion and goodness. The light-filled 

shafts of these experiences could only confirm the possibility of beneficence 

in the most awful of human conditions. 

This place was regarded as 'the end of the line' and my family, wearied by 

incarcerations and holding no hope, had their own grief and lives to attend 

to. At 27 years of age, this was it. This was my life. In the microcosm of com­

munity one must find purpose and meaning. As a young woman forming ideas 

about who and what I was, the institution was my community. 

Scouring one's fogged rationality for explanations of treatment regimes 

and the acute disconnect between the two worlds of patients (those who 

always stayed) and staff (those who had a life outside of the long driveways in 

communities where love, lust, money and family where allowed to flourish) 

was a constant task. So, too, was the desire to understand the relative nature 

of madness as it was displayed in these places. 

A vivid memory I have is of a particular trained staff member who would 

take off his shoe and talk into it in response to the telephone ringing and then 

laugh crazily at us as we sat in the day ward. I contrast this with a woman 

patient, who came in and talked as fast as her knitting needles clicked, saying 
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she was in for a rest from her 12 children, but that her husband's jersey 
needed finishing first. Which is more rational? Craziness did not reside in 
residents alone. 

We develop our self-concepts in conversations and in relationship to 
others. Removed from the common place of societal interactions, hugely 
overmedicated for mass control, taking into account overworked staff and 
the vastness of the scale of inmate 'care', meant that relatedness with staff 
could only happen in rare moments. Their primary task was housing, feeding 
and medicating, with no thought of therapy or possible change in condition. 
Illness/ diagnosis was a fixed, continually marking, minimal expectation of 
a diminished life. There was blandness to institutional living with its pow­
dered scrambled egg and one-cup-fits-all very sugary milky tea to serve 
the mass. The presence of the loud television in the day room, blaring the 
concerns of the outer world, was what I came to call the universal nurse. 
Nurse aides introduced everyday experiences such as a game of 500, a game 
of pool, or a vigorous game of badminton with the adolescents. Being the 
only young female player dodging, and occasionally hitting, flying shut­
tlecocks fuelled by the pent-up frustration of male adolescent confinement 
was something I both feared and loved. At least in those moments there 
was life! 

The worst attempts at normality were a nightmare experience of beau­
tification with blue eyeshadow and hair curlers. What we would ever be 
beautified for, apart from an on-the-spot pantomime we looked part of, 
seemed an irrelevant question. This obviously fell under the 'look good 
equals feel good' mission. Remember, these were places where outsiders 
in the form of visitors were rarely seen. Neither, too, were doctors, as the 
bulk of the work was done by a psychiatric-nurse-to-nurse-aide hierarchy 
that retained the treatment status quo. In the seventies, this treatment could 
include such things as deep-sleep therapy, control by seclusion use, electro 
convulsive therapy (ECT) and generally paralysing amounts of medication, 
especially the wonder drug of the time: chlorpromazine. This drug rendered 
all takers with a photosensitivity which meant that only minutes in the sun 
resulted in fierce skin-burning. And so, adding to the feeling of lumbering 
body paralysis, patients had the indignity of having white cream smeared 
across exposed skin before being led on routes around the vast unpopulated 
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grounds under the supervision of nurses whose containment keys swung 

from their hips. 

The other exercise regime consisted of herding inmates into the corridor 

where, in a tight-packed bunch, we would do weird limb-stretching exer­

cises from our bottoms to the count and demonstration of a young fit female 

nurse aide. Limbs in various states of atrophy would wave with accompany­

ing moans. If ever there was a time I felt that I was in some human raft of the 

condemned, it was then. 

The only way to establish OK-ness in this world was through conver­

sations and interactions with my fellow inmates, those in my waka. It was 

through this that I was able to create a sense of goodness within myself. 

I am aware that in writing this that I am one of the privileged ones. Many 

people I slept alongside, in overcrowded dormitories, did not ever make it 

outside of the long driveways to the wider community. One of my steep­

est learning curves happened when I was placed in a geriatric women's villa 

in Lake Alice. Seeking respite in the night, loud snufflers and snorers tested 

mental endurance and patience. The only way to endure this was by find­

ing a way of relating. I did this by listening to fragments of the stories of the 

women's lives. A tall, one-time-elegant woman would call out the same beau­

tiful names daily as the sun was setting. I wondered how many staff knew she 

was calling her favourite cows by name to the milking. One day I had swept 

up a tiny woman in a dance across the day ward while singing 'You Are My 

Sunshine'. This woman, who had not talked in years, sang in a reedy voice in 

my ear the very words of the song! These people at one time had rich lives 

and were still wonders in themselves. I assisted at meal times to spoon feed 

some of the less able and fondness towards my fell ow inmates grew, and, as 

it did, sleeping beside them became easier. 

Medications meant that eyesight was continually blurred, so I could not 

read music or books any more. I did, however, create a scheme of getting 

'ground parole'. By carrying a few sheets of music I could go to other villas 

that had old out-of-tune pianos, where I would play songs and sing to inmates. 

I did Vera Lynn-impersonations for old men in pyjamas and they grinned as 

if an angel had visited them. The irony of 'Don't Fence Me In' was never 

lost on me. When I returned to my own villa, to be locked in behind that big 

wooden front door, I knew that I had achieved something. I had found the 
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ability to give to others within my community, and I reaped the moment­
ary rewards of their smiles and enjoyment. And with that, self-worth grew. 
I maintain that the origins of peer support are to be found in the lives of peo­
ple in institutions and I pay respect in particular to the beautiful old women 
who taught me that. We each gained from each other. 

The young adolescent boys' energy and deviance in the face of often bru­
tish response was something I also valued greatly. Their lives had often been 
a series of travesties beyond description and yet, they had pluck, energy 
and a life force that was indomitable. My favourite young man was in his 
mid-teens, experiencing an identity dilemma of what we would now call 
transgender identification. He was ostracised by his own peer group and bla­
tantly ridiculed and brutishly manhandled by male staff. Yet he remained 
tenacious and true to his quest for understanding and identity. His courage 
to be who he believed he was, against incredible odds and huge disdain, both 
societal and institutional, was heroic. 

Some women were caught up in male-engineered plots of removal from 
their own communities in order for ex-husbands to legitimise new relation­
ships. Grief and hysteria at the natural injustice of such stories only served 
to verify their diagnosis. The classic catch-22 situation. I came across many 
everyday people, often with stories of incredible personal injustice, who had 
found themselves shut off and denied interactions with their own children 
and family. 

I was, in fact, one of them myself. And so, in all the faces and interactions, 
I related to a part of me: the cows called home were those of my grandfather's 
farm; the stories of family misunderstandings and abandonment were frag­
ments of my own story; the 'I will be who I will be' heroism of the youth gave 
me strength beyond imagining; and the rekindled song in the heart of the little 
stick-like geriatric woman were signs of life in the depths of a perceived blank 
mind. These were my people, and in relatedness I loved them. They gave me 
courage and personal worth. 

An element of self-stigma is based on difference and comparison and yet, 
within this community I found commonalities and value. People choosing to 
disclose their circumstances allowed me to see what parallels of experience 
we had. This was an incredibly valuable thing to learn for later. Being able 
to sense, and connect through, commonality was a key part of rebuilding 
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my self in the wider community, once I got that opportunity. 

My initial experience of Lake Alice had caused me to question my very 

right to existence at all. My struggle for a rational explanation as to 'why' 

became bound up in a belief of having committed a horrific crime. No 

other explanation could make sense. Convinced of a mind-blank, where I 

must have taken the life of a precious child, I rocked, constantly pleading 

to an inner god that it had not been so. The break from that torture came 

when I was taken by staff to a bathroom and, while in a bath, a slim dark­

haired endorsed nurse washed my hair with the gentle fingertips of an angel. 

Goodness still existed somewhere and it was being shown towards me. I was 

not, therefore, the monster that had been born by this unreasonable response 

to my madness. My own thoughts of having killed a child, as an explana­

tion for the treatment given out to me, were not that far from rational sense. 

I carry a lifelong grief caused by the removal of my first child by a system that 

believed I could never be an adequate mother. 

Through this time I found, and then hung onto an essential belief that 

there was a core essence deep within me that was untouchable and impervi­

ous to human altering. This core belief became the bedrock of my self-esteem 

and key to my survival. A tiny spark of essence, always there and unalterable, 

it cannot be touched. It is pure spirit. 

With regard to family, our challenge today is as it was years ago. Like many 

others from the era of institutionalisation, I have an enduring struggle to be 

accorded familial respect and honour as a member of my family of origin. 

Acknowledgement of severe stressors, profound loss and trauma as being 

significant contributors to my 'break down' was never given by my family. 

The diagnosis, so common in those days, of schizophrenia was too pain­

ful for them to mention. Shame and silence were not just things experienced 

by the person institutionalised. It also became the burden of their families. 

Mental illness was not something that was talked about. There was no lan­

guage around these events other than the schizophrenia diagnosis which 

equalled travesty and hopelessness. Diagnosis also provided an explanation 

for my behaviour. It was, after all, a medical problem. 

Communication between the services and families was minimal. In an 

effort to understand the reason I had been part of the deep-sleep experiments 

at Cherry Farm in the 70s, I recently obtained my notes from that period. 
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They make for sombre reading of a system that responded to behaviours 
without ever asking the reason for such actions. My placement in a pro­
gramme of deep sleep, that ultimately left the greatest challenge in recreating 
my self, happened because I had gone AWOL from an open ward. I had got 
myself to Dunedin where I was seeking another opinion and a magistrate. 
The exasperation into mania happened as a result of being raped in the city 
and, as usual, my survival instinct put me in a place of beauty rather than a 
place of terror. 

I was apprehended and brought back. Deemed unsuitable for an open 
ward, I was placed in the six-week deep-sleep programme where the main 
concern was the constant taking of blood pressure because the huge amounts 
of medication coursing through my body could potentially paralyse and 
stop fundamental functioning. At the end of this 'treatment', my legs atro­
phied from complete bed rest, I could not support my bloated weight. I was 
released to family so overly medicated that I was barely able to lift my head 
from a pillow. Yet little, if any, of this was discussed with my family. There is 
a letter in my file from my father expressing concern at my lack of motivation, 
as I preferred to 'sleep like a cat' around the house. 

Two events around that time are anchored in my mind as examples of 
the tremendous disservice we can give friends and family of the person in 
so-called treatment. One is of an old school friend who came to visit but left 
early. On contacting her mother, I was told that she was too upset to be able 
to continue a friendship with me. And she didn't. The other is of my brother 
who had the most contact with me during those years. After driving some 
miles to see me, near the end of the deep-sleep treatment, he sat with tears 
running down his face, then got up and left without saying a word. Those 
years we do not talk about, not ever. 

The language we use to frame the madness experience and the way we 
pathologise the experience into an illness mode with medication responses so 
dominant, make loved ones weary, disconnected and at a loss as to how best 
to support us. If services assisted the individual and their significant others in 
their lives to understand the contextual underlay of altered perceptual expe­
riences, there would be more opportunity for compassion and connection in 
contrast to suspicion, mistrust and separation. 
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Legacy of institutionalisation 
Deep-rooted beliefs of basic unworthiness meant that the self-improvement 

pop psychology of personal affirmations simply did not work. For every 

affirmation chanted, the negative creep of self-doubt replied from the murky 

pool of the subconscious. 

Creating oneself in a post-institutional world seemed to be more a hit-and­

miss game of random chance. A legacy from institutional life was the feeling 

that I had little power to change personal outcomes. Most of my young adult 

life had been decided for me and believing I had the ability to change my own 

destiny remained difficult. Finding a sense of place in the wider community 

seemed to be determined, not by how one played, but by other players. Being 

more than 'the crazy one' was a work of re-creation. Having been labelled 

'crazy' and removed from society is incredibly powerful, and dealing with 

the effects of this on my perceptions of personal difference and deficits has 

been a lifelong challenge. 

Back then I expected little of myself. My focus was merely on survival. 

Poverty, homelessness and being an embarrassment to kin, as my very pres­

ence reminded them of where I had been, peppered those early years of 

freedom. Finding one's integrity as a human being was difficult. So much of a 

sense of place originates within the family. Yet mine were at a loss to under­

stand and accept what had happened and it became too hard to find a place 

within that unit again. I was motivated by one thing: to survive - to keep 

picking myself up and making sure I remained outside those hidden, kept 

communities. 

Denial of experience also deeply buried the etched traumatic memory 

of some institutional experiences and invalidated healthy reactions of nat­

ural grief and anger. Earlier losses - the death of my mother, the loss of a 

singing career, and the removal of my first-born daughter to others' care 

- lay unattended. No one had deemed these events important enough to 

support me to talk about them. If my life events did not matter, why would 

I matter? To think too deeply about these things became self-indulgence, 

something a Presbyterian upbringing discouraged. There was a job to do. 

One had to forge a life on the outside. Coping under all, and any, conditions 

(a trait that became its own mantra, even to this day) in post-institutional life 

became paramount. I remained dulled, but still easily ignited by challenge 
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(particularly from any authority) and with a sensitivity to criticism that could 

be said at times (without knowing my past history) to be irrational. Self­

protection rallies in the face of judgement, even today, my skin still tender 

years on from that decade of feeling lesser than others. 

Later, in the eighties, focusing on the role of parenting became imperative. 

I pay tribute here to the Playcentre movement in New Zealand that assisted 

me in my mothering of two very young children, provided me with loving 

acceptance and creative joy, and gave me a platform to develop my 'social 

reformer' skills. By this stage I also had an important friend who stood by 

me. They knew where I had been and loved me all the more because of it. 

This friendship and the validation of my own unique contributing strengths 

remain a cornerstone of my overall recovery. 

My desire to prove my sanity became equated with taking on Herculean 

tasks, coping single-handedly with guy-ropes in my teeth to navigate the 

storms. I set high expectations of myself when I finally returned to tertiary 

study some years later to prove that 'mad' did not equal 'dumb'. I accepted 

nothing less than A-passes in everything. This was while I solo-parented two 

teenagers, taught singing and worked on an extra degree in music perform­

ance. I know now that much of that drive was to prove that my brain cells had 

not been destroyed by ECT and medication. It was also in order to create a 

new life as an educated woman. I particularly needed to prove to my family 

of origin that I was still functional. 

My incarcerations have left me with a high sense of social justice and I 

did not get through training college without being an openly outspoken adult 
student, challenging students and lecturers wherever I perceived there were 

attitudes of any kind of discrimination. While being awarded a scholarship 

for being a top academic student, I was not endorsed as a new teacher who 

would have slipped easily into the education system. As a result, I did not 
find teaching work and, instead, took up the role of establishing an advocacy 

service in Dunedin for people who use mental health services. Finally, I no 

longer had to conceal the secrets of my past. 

Context of madness denied 
As a woman nearer 60 now, I can plot back and understand the trigger fac­

tors of my madness and have an appreciation of my altered perceptions as 
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being a gift for survival. My manic states are something I am grateful for. 

They kept me alive where, contextually, suicide would have been more 

logical. This gratitude has resulted in me personally rejecting the negativity 

associated with diagnosis and celebrating the gift that illness can bring. The 

Discrimination Intervention model (as presented in Chapter 1) identifies the 

reframing of experience in its own positive worth as a 'circuit breaker' that 

can interrupt the cycle of stigmatising behaviours. 

With regard to the contextualised events that precipitated my shift in 

altered perceptions, as I write, the State-sensitive claims mechanism contin­

ues to deny me therapy. It opens the door to feelings of being less entitled 

than others and the possibility of self-devaluation. I find it hard to keep pur­

suing what is rightfully mine in terms of healing treatment. It was never given 

and, even now, seems unobtainable. In my 'less sure' self-states I wonder if I 

am making too big an issue of this. Yet 'my surer, more confident' self knows 

that I am entitled. 

Conclusion 
Recently I was part of an attempt at addressing the institutional hurts of the 

past through an initiative set up by the New Zealand government called the 

Confidential Forum. Our main appointed task was to listen to the personal 

accounts of people whose lives had been affected by the institutions prior 

to 1992. This work involved two years of travelling and bearing witness to 

just under 500 individual stories of people who had been patients, family or 

staff. While I cannot comment on those stories, I can, in this compilation, tell 

part of my own story and, by doing so, represent a viewpoint of the effects of 

institutionalisation. It is an era we can never return to in any shape or form. 

The culture that defines how we respond to acuity is important. Culture is 

more a response from the gut than the head and so actions are rarely ration­

ally questioned until afterwards. Nurses today are encouraged in reflective 

practice, but changing the cultural understanding of causality of illness, and 

therefore treatment, is difficult. 

We are all called to make sense out of our experiences of humanness. Our 

commonality of stresses and, in some cases, trauma, or grief and loss, joys 

and celebrations should open the door to an understanding of the huge vari­

ety of possible responses to life. However, those of us who have experienced 
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the acute distress of the psychiatric system know that mitigating symptoms, 

management of behaviours, and in some cases containment of the individual, 

often become a paramount modality. Without exploring the nature of the 

experience at all, assumptions are made, and with risk aversion paramount, 

we are sandwiched into a set of responses that can only denigrate the experi­
ence itself and, with that, part of ourselves also. 

I am reminded of how rare it is to find a clinician who understands how 

disempowering this framework is for one who has lived all their adult life 
diagnosed by one label or another. In more recent times, a teaching psychi­

atrist introduced me to his student sitting in on the consultation with 'Anne 

suffers from .. .'. I put my hand up and said 'Hold it right there!' If I allow 

others to appraise my life as one of suffering, what concepts of myself am I 

left with? What value do I give the experiences of wonder and amazement 

and the profound interconnectivity of people I have seen and witnessed like 

ripples on a vast ocean? My experiences are not negligible. They are a valued 
part of my overall life experience.To give value to the experience rather than 

to frame it in a form of deficit is the greatest challenge. 

Celebrating my own life's journey and victories only came when I could 

disclose my background and work actively for change within mental health. 

Post-institutional denial of experience served to fragment my life and make 
invalid, even to myself, experiences that were deemed not worthy of the light 

of day. This silent shame probably, most insidiously, fuelled my self-stigma. 
Reframing my experience as a tool for survival and richness was also a coun­

terfoil to the negative deficit-focused medical model of diagnosis. I have had 
to make a proactive choice to accept the injustices in my life's story in order 

to live without embitterment. This has not been easy. But the power of choice 

is mine and I try to live in awareness of what Buddha has said: 

We. ~re. w!A.~t we. t!A.i1'1.}C Aff t!A.~t we. ~re. ~rise.s 
w i t!A. 01A r t!A.o1A~IA. ts . w i t!A. 01A r t!A.o1Aa!A. ts) we. 
~~e. 01A r worfd'. 
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Me and my shadow 
Debbie Peterson 

The self-stigma I feel comes from a sense of being different, present since 

I was a child. Lying in bed one day as a ten-year-old, watching the sunrise, 

I heard a voice talking to me as the sun came up. I wasn't scared or anything, 

it was saying positive things, but even at that age, I knew that if I told people 

that the sun spoke to me, nothing good would come of it. This was my first 

experience of self-stigma, though some would call it being prudent. 

It wasn't the first time I knew I was different. I had always felt different. 

Not many kids are so powerful that when they wished their father to be dead, 

that's exactly what happened. I did. At age four. While I now know it was a 

coincidence, I grew up scared of my power. I thought I was evil. The abuse 

that subsequently happened in my family confirmed this. 

As I grew up, feeling different grew into feeling apart from everyone else, 

then into feeling unreal, then into feeling crazy. Eventually, as a 15-year-old, 

I was referred to the mental health services. 

I've had a label of bipolar disorder since I was 21. I started experiencing 

mood swings when I was 13 and saw my first psychiatrist on my 16th birth­

day. As an adult I have tried every medication under the sun, have been 

admitted to hospital 13 times, spent 7 1/ 2 months of my life there. Hospital 

and I have had a long association. I have always been admitted voluntarily. I 
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have usually fought like anything not to be admitted, reluctantly agreed, and 
then tried to run away. Eventually I settle in and find it very hard to leave. 

I have been determined not to let mental illness ruin my life. I completed 
school, went to university and found a good job. I gained a masters degree, 
and then a PhD in social science research, and have worked on interesting 
research projects, mainly in the mental health area. People often ask me how 
I manage to do what I do while having a mental illness. 

I don't hide my label of bipolar disorder. It's an acceptable mental illness. 
A real mental illness. One which you can take medication for. Completely 
misunderstood by the public, and sometimes romanticised. More serious 
than depression, not as serious as schizophrenia. The mental illness of writ­
ers and artists. If you have to have a mental illness, then bipolar disorder is 
the one to have. Or so I've been told by well-meaning websites and email 
groups. This hasn't stopped me from experiencing self-stigma, however. 

The feeling of difference and its links to self-stigma can start pretty young. 
Some of the people in the focus groups for the self-stigma research (see 
Chapter 1) stated that their self-stigma predated any diagnosis of mental ill­
ness. I agree with this. My feeling of difference eventually became linked to 
my experience of mental illness, when I finally had the words to describe 
what was going on. For me, this feeling, which I later came to realise was a 
form of self-stigma, is something that has dogged me most of my life. 

Yet I don't feel any shame about my experience of mental illness. I have 
never deliberately concealed it, except where I can't be bothered engaging 
in one of those inane conversations with people convinced that all people 
with mental illness should be locked up and forced to take their medication 
to avoid killing innocent people. Every job I've had I've been open about my 
experiences. 

However, I've never exactly shouted it from the rooftops either. My excuse 
has always been that, as a researcher, I wanted my research findings and the 
experiences of the participants to have all the attention. I didn't want the qual­
ity of the work or the message that was being portrayed to be overshadowed 
by the fact that the researcher also had experience of mental illness. I also did 
not want my work to be dismissed as not being proper research because it was 
carried out by someone with mental illness. Upon reflection, that sounds a 
lot like self-stigma as well. 

200 



ME AND MY SHADOW 

On the face of it, my self-stigma doesn't appear to be such a big issue -

feeling a bit different or putting my research first could even be seen as a good 

thing. On the face of it. Except that something keeps niggling at me. Something 

keeps interfering with how I get on in the world. It holds me back. 

When I think about it now, I realise that part of the reason for not actively 

publicising my experience of mental illness is that I feel uncomfortable about 

doing so. In 2007, when I was working at the Mental Health Foundation, my 

latest piece of research was publicly released (I Haven 't Told Them, They 

Haven 'tAsked 1 
). It was about the employment experiences of a group of peo­

ple who had experience of mental illness. As part of the media interest, I was 

asked if I would be interviewed for a radio programme. I agreed. 

As part of that interview I mentioned my own experience of mental illness. 

Last year (2008), I was approached by the producer of that programme. She 

had won a Like Minds media grant and wanted to interview me about my 

experience of mental illness as part of her project. The transcript was to be 

made available for other media people to access when they were doing stor­

ies about mental illness. I agreed to do the interview. 

At that stage I had not had a severe episode related to my bipolar disorder 

for six years. It seemed that I was on top of it. Whenever I felt symptoms com­

ing on, I would deal with them and nothing major would happen. I was happy 

to talk to the interviewer. After all, I had dealt with my mental illness and had 

come out the other side. Except that this wasn't true. This is what most of the 

rest of the world thought, and was a myth that I'd never dispelled. 

I did the interview and then sat on the transcript for months. Something 

didn't feel right about it. It wasn't till I ended up in hospital again a few months 

later, shocked by the speed at which I went from being okay to experiencing 

my 14th admission, that I realised why I didn't feel comfortable with it. I felt 

like a fraud somehow - I was supposed to be okay now, my previous psychi­

atrist had even told me that I would never need to go into hospital again - yet 

here I was. 

Over the years, my feelings of difference had developed into feelings of 

blame, shame and the belief that I was evil, surfacing at my weakest moments. 

These feelings seemed to be rooted in my childhood and had become linked 

Peterson, D. (2007). I Haven't Told Them, They Haven 't Asked: The Employment Experiences 

of People with Experience of Mental Illness. Auckland: Mental Health Foundation of New 
Zealand. 
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to my experience of mental illness. It was these feelings that arose after that 
media grant interview, and prevented me from agreeing to its use. It is also 
these feelings, which I identify as part of my self-stigma, that have prevented 
me from talking about the aspects of my mental illness that are not associated 
with my bipolar diagnosis. 

What I don't tell people about is an aspect of my mental illness that affects 
me just as much as my mood swings. It's what brought me to the attention 
of mental health services in the beginning, all those years ago when I was at 
school. 

One of the effects of the experiences I lived through when growing up, 
among other things, is that I learned to dissociate. Very effectively. To the 
point, where, by the time I got to high school, I was able to sit in class for 
an hour staring into space, completely unaware of my surroundings and not 
being able to recall what had taken place. I kept passing my classes though, 
and it made the time go quicker, so this wasn't of great concern, except to one 
teacher who noted it on my school report. 

By the time I was 15, however, it was a concern. Whereas previously the 
dissociation was just an inconvenience, by 5th form I had lost control of it. 
It could be triggered by anything, especially if anyone asked me about my 
family circumstances. I was losing more and more time, felt less and less real, 
and thought I was seriously going crazy. It culminated in me leaving home in 
the middle of the night and arriving at school the next morning, five kilome­
tres away, without any idea of how I got there. Twice. 

I remember my mother yelling at me after the second time. She kept asking 
me why I did it, and I kept answering that I didn't know. She said that she'd 
rather I was pregnant, at least then she would know what to do. So the school 
referred me to the mental health service, where I saw a social worker, then 
a psychiatrist. I was diagnosed with depression and put on antidepressants. 
It seemed as if everyone at school knew I was seeing a psychiatrist. Some of 
the teachers treated me differently when they found out. I never got told off 
for not tying my hair up again. I found I could come and go from classes as I 
pleased and no one would question me. 

The only time I felt any self-stigma around people knowing of my con­
dition while I was at school was when I found out that, not only did my 
French teacher know my grandmother, she told her about the difficulties 
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I was having. I was mortified. I didn't want my grandmother to know that I 

was less than perfect. I couldn't handle my grandmother's deep concern for 

me - the thought of her thinking I was crazy was too much - and I resented 

my French teacher so much I refused to go back to her class. 

I saw the psychiatrist for two years, but the dissociation, the thing that was 

making me feel crazy, was never discussed. I thought I must really be seri­

ously crazy if even a psychiatrist wouldn't talk about it. Self-stigma again. 

This dissociation, feeling unreal, and my intense fear of being judged, 

which developed alongside it, increased to the point where it interfered with 

my study, my work and my life. Coupled with the mood swings I was experi­

encing, I was a mess. I tried to get help, I saw several counsellors, but with the 

mood swings and the dissociation they didn't know what to do. Eventually 

I was referred to the mental health services again. I began a cycle of hospital 

admission, getting a little bit better, being discharged, getting worse and then 

being admitted again. I tried several different medications, and I was in ther­

apy, but not much seemed to help. 

During one hospital admission when I was 26, something happened that 

changed my perception of myself and mental health services permanently. 

I had been very depressed, I had gone to see my psychiatrist for help and her 

reaction was, 'Well what do you expect me to do about it?' Eventually, after 

coming pretty close to doing something drastic and final, it was agreed that I 

needed to be admitted. Except that there was a bed shortage, so I ended up 

in a ward I'd never been in before. 

Towards the end of my stay, I was sexually abused by a male nurse. 

I reported it and eventually the police were called. 

I was taken to the police station, gave my statement and then returned to 

the ward. Naively, I thought I'd be okay there. Instead I was put in the same 

seclusion room the incident had happened in, told I wasn't to talk to anyone, 

and was 'looked after' by some very angry nurses. It was apparent that they 

didn't believe me and that they thought that what had happened was my fault. 

I was terrified. The next morning I was transferred to the hospital closer to 

my home. 

The case eventually ended up in the High Court over a year later. The 

nurse was convicted of sexual violation. The judge sentenced him to com­

munity service. I was devastated. The crown prosecutor decided there 
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should be an appeal because the sentence was too lenient. The Court of 
Appeal agreed, sentencing the nurse (or ex-nurse as he was then) to a prison 
term. Part of me felt guilty about him going to prison because I kept wonder­
ing if it was maybe my fault. Part of me was glad though, as it meant that he 
would be in the position of needing to rely on professionals to do their job 
and keep him safe. 

To this day I don't talk about the court case much. I still feel the self-stigma 
associated with it, though at least I can, for the most part, recognise it as being 
that. The case has followed me around during my contacts with the mental 
health services, however. I heard from someone that people in the mental 
health services were reluctant to see me because I had been labelled as 'dan­
gerous' - dangerous to them that was. I was considered a troublemaker. After 
the court case, my perception of hospital was that it was a very unsafe place. 
During one admission, I came across a nurse who had been on duty the nights 
of the abuse. I freaked out, tried to leave and found myself in the psychiatric 
intensive care unit under the Mental Health Act. I don't know what was more 
scary, remembering the abuse, or being dragged down the full length of the 
ward by five nurses and then locked up. When I think about it, it was the 
thought of the staff finding out about what had happened and thinking it was 
my fault (which part of me still believed) that freaked me out. 

My treatment by sections of the mental health services due to the dissoci­
ation and the other behaviour associated with it, such as self-harming, has 
often reinforced my self-stigma. The only time that I took an overdose and 
ended up in the Emergency Department, I was treated like dirt. Physically 
I was roughly handled, and I could hear the nurses talking about me in dis­
paraging terms. I already felt bad about myself for doing it - the treatment I 
received just confirmed it. 

On occasion, when I was admitted to hospital, some of the staff would 
treat me as if I, somehow, did not deserve to be there, that I was wasting their 
time. I was treated like a naughty child. At one stage I was even thrown out. 
This just confirmed my feeling of worthlessness - I couldn't even be crazy 
properly. 

I had tried many different medications in order to bring my mood swings 
under control. One of my psychiatrists told me to give up trying and just 
accept that nothing was going to change. I refused to believe her. My next 
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psychiatrist was determined to find something to help. At one stage I was 

admitted to hospital in a very bad way. I was on heaps of medication and none 

of it was working. I was at the point of giving up - the staff seemed to have 

reached that place as well. Then my psychiatrist suggested I try clozapine. 

Just the suggestion of this heralded an amazing change of attitude from the 

hospital staff. They could see hope, as clozapine was seen as a wonder drug. 

They were even positively excited. And they conveyed this optimism to me. 

But it left me wondering, after feeling the effect of their positivity, just what 

impact was their normal negativity having on me and other people around 

them? 

What has this to do with self-stigma? Feeling that there is no hope and feel­

ing less than other people are components of the Discrimination Intervention 

model (as presented in Chapter 1). In many of my interactions with mental 

health services these feelings have been fed by the attitudes of some of the staff. 

My more positive experiences of mental health services, however, have had the 

opposite effect. 

My last admission to hospital - number 14 - saw me being treated like 

a human being, for the most part. Looking back on it now, I realise that, at 

first, I felt as if I had failed by being admitted again, but can now see positive 

aspects to it. For once it was recognised that the issues that had developed 

for me from when I was a child and my mood swings both needed to be 

addressed instead of being seen as separate. I realised I can't ignore one at 

the expense of the other, and I need to deal with them both in order to over­

come that nagging feeling of difference that still holds me back - my feelings 

of self-stigma. 

These feelings are inextricably linked to the totality of my experience. On 

the surface it may not seem that they are there, or if they are, that they have 

a major effect on my life. I'm successful at what I do and am open about my 

experiences. Many of them anyway. Yet these feelings of self-stigma run deep 

under the surface, often coming up when I'm most unwell and vulnerable. 

They are reflected in the voices I hear, in how I see myself, and in how other 

people treat me when I get like that. They can leave me with an inability to 

ask for what I need and unable to decide what it is that I do need. 

When I end up in that place of unwellness, I need to remember those cir­

cuit breakers identified in the model. I need others to remember them too. 
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Most of all, I need hope, because when I am in that place, hope is the first 
thing I lose. 

When I look back on my experiences, my self-stigma has had some pos­
itive effects. It has acted as a shield to protect me from harm. The fear of 
discrimination, limiting self-disclosure at times, has meant that I haven't 
been exposed to unhelpful attitudes and behaviour. The thoughts of shame, 
blame and evilness mean that I work extra hard to avoid justifying even more 
of these thoughts. 

So I don't necessarily want my self-stigma to disappear entirely. I don't 
feel at the stage where I can fully embrace my mental illness. It still causes me 
pain and distress at times.Yet I can acknowledge that my mental illness does 
serve a useful purpose. After all, I wouldn't be who I am today, or doing the 
job I do, without it. 
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• 

Self-stigma has been described by one of the authors of this book as 
'a haunting spectre' and by another as a 'shadow' on the lives of those 
who experience it. 

Research shows that this shadow can have a significant effect on the 
lives of people with experience of mental illness. However, research 
has also identified that self-stigma is part of a cycle, and that everyone 
has an opportunity to intervene in ways that can break that cycle. 
Based on the research, a new model of stigma and discrimination 
has been developed. The Discrimination Intervention model 
encompasses and addresses the concepts of both self-stigma and 
discrimination and the complex inter-relationship between the two. 
It includes circuit breakers that can interrupt the cycle. 

Reflecting on the Discrimination Intervention model, the chapters 
of this book explore the concept of self-stigma from the perspective 
of authors who have experience of mental illness, or have researched 
self-stigma, or both. 
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